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What is PCOC?

The Australian Palliative Care Outcomes Collaboration (PCOC) is a national palliative care outcomes and benchmarkiigy@régtams pr i mary obj ect
systematically improve patient outcomes (including pain and symptom control).

Central to the program isfaamework and protocol for routine iclical assessment and respondéis works in parallel with a routine poiot-care data collection,
capturing clinically meaningful information. PCOC aims to drive improvement in patient outcomes through feedback to irsdinides and by facilitatirgerviceto-
service benchmarking.

The items in the PCOC data collection:

A provide clinicians with an approach to systematically assess individual patient experiences

include routine Patient Reported Outcome Measures (PROMS) relating to symptom distress

define a common clinical language to allow palliative care providers to communicate with each other

facilitate the routine collection of nationally consistent palliative care data for the purpose of reporting and benchnbaudkiivg quality improvement agervice,
state, territory and national levels.

> > >

Theassessment framework incorporatége validatedclinical assessment tools:
A Palliative Care Phase

Palliative Care Problem Severity Score (PCPSS)

Symptom Assessment Scale (SAS)

Australiamodified Karnofsky Performance Status (AK&3)eand

Resource Utilisation GroupsActivities of Daily Living (RLABL).

>
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If you would like more information or have any queries about this report please contact

the PCOQational office atpcoc@uow.edu.awr on (02) 4221 4411



https://ahsri.uow.edu.au/pcoc/clinical-assessment-and-response
mailto:pcoc@uow.edu.au
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| ntroducti on

The Australian palliative care sector is a world leader in using routine clinical assessment information to guide patéshtasnand measure patient and family
outcomes. Providers of palliative care are commended for their commitment to excelledeéviaring evidencéased, patiencentred care by using the routine
Palliative Care Outcomes Collaboration (PCOC) assessment framework and contributing patient data toward national outagemeneéasnd benchmarking. PCOC
acknowledges the dedication dmwillingness of clinicians to improve the care of patients, their families and caregivers. The information collect@dsisdadd- it
represents the realife outcomes of over 40,000 Australians who die an expected death every year.

While the focuf this report is on the most recent information relatinglaly to Decembe2020, results over the last three years are also presented to highlight
achievements and improvement in outcomes.

TheWestern Australiaffigures in this report are based on @mfation submitted by the services listé@uTable 1 on the following page.
A full list of the services included in the national figures can be foumghvat.pcoc.org.au

Interpretation hint:
Please use thiollowing key when interpreting the tables:
The item is not applicable

u The itemwas unavailable.
S The item was suppressed as there was less than 10 observations.
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Tablel List of WA srvicesincluded in this report

Service name Setting of care

Albany Community Hospice Inpatient
Bethesda Hospital Inpatient
Geraldton Community Midwest Regional Community
Great Southern Regional Palliative Care Service Inpatient and community
Kalamunda Districts Community Hospital Inpatient
Metropolitan Pdiative Care Consultancy Service Community
Midwest Regional Palliative Care Service Community
Ramsay Health Care Peel Health Campus Inpatient
Ramsay Joondalup Health Campus Inpatient
Royal Perth Hospital Inpatient
Slver Chain Hospice Care Service Community
St John of God Murdoch Community Hospice Inpatient
St John of God Bunbury Hospital Inpatient
St John of God Geraldton Hospital Inpatient
Fiona Stanley Hospit@lonsult Service Inpatient
Glengarry Private Hospital Inpatient

*Data for this service not included in the state report
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1 Benchmar k SMAm@Banrwifcers
Table2 Summary of outcome measures by setting
Inpatient Community
Outcomes measure Benchmark % BM % BM Benchmark
RekrenceNo.
met? met?

Timelycommencement of palliative care

Care commencing within two days of the person being ready 90% 97.5 Yes 99.4 Yes 1
Responsiveness managingpatients with urgent needs
Patients unstable for three days or less 90% 95.6 Yes 96.4 Yes 2
Symptoms & problems in the absent to mild range at phase end
Pain(clinicianreported) 90.0 Yes 87.9 No 3.1
Anticipatory care Pain(patient reported 89.3 No 86.5 No 3.3
when symptoms or problems - aigy e patient reported 90% 92.1 Yes 81.2 No 3.5
are in the absent to mild range ) ]
at phase start Breathing problemgpatient reported) 94.3 VYes 93.6 Yes 3.7
Family/carer problemglinicianreported) 91.8 Yes 86.9 No 3.9
Pain(clinicianreported) 68.5 Yes 77.4 Yes 3.2
Responsive care Pain(patientreported) 63.1 Yes 68.7 Yes 3.4
when symptoms or problems -y o o atient reported) 60% 60.1 Yes 44.7 No 3.6
are in the moderate to severe
range at phase start Breathing problemspatientreported) 61.1 Yes 54.6 No 3.8
Family/carer problemglinicianreported) 62.0 Yes 69.6 Yes 3.10

Casemix adjusted outcomgghange scores)

Clinic tad Pain 0.09 Yes 0.07 Yes 4.1
inicianreporte Other symptoms 0.20 Yes 0.04 Yes 4.2
problems ) 0.0
(PCPSS) Family/carer problems 0.20 Yes 0.15 Yes 4.3
Psychological/spiritual problems 0.22 Yes 0.07 Yes 4.4
bati g Pain 0.26 Yes 0.22 Yes 4.5
at|entrep9rte Nausea 0.16 Yes 0.12 Yes 4.6
symptom distress _ 0.0
(SAS) Breathing problems 0.28 Yes 0.19 Yes 4.7
Bowel problems 0.27 Yes 0.23 Yes 4.8
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2 Pati ent | anpotroemtmeais |

2. 1 Ti mely commencement of palliative care

Time fromdate ready for care to episode stamtports responsiveness of palliativare services to patient needshis benchmark was stgllowing feedback and
subsequent consultation with PCOC participaBervice providers acknowledge thathilst there is wide vaation in the delivery of palliative care across the country,
access to palliative care should be measured based on patient ntreat than service availabilityds a result, services operating five days a week (Mond&yitiay)
are not distinglished fromservices operating sevatays a weekAll servicesare being benchmarked together).

Thismeasurerelates to the time taken foan episode to commenceliowingthe date thepatientis available andeady to receivepalliative

Benchmark 1:
care To meet the benchmark for this measure, at least 90% tépe musthave their episode commena theday of, or the dayollowing,

dateready for care.

Table3 Time fromdate ready for careto episode startby setting

Inpatient Community

Time (n days) WA Services All services WA Services
Same day 1881 90.4 15,866  95.6 3402 98.9 14,526  81.9
Following day 148 7.1 488 2.9 20 0.6 890 5.0
2-7 50 2.4 226 14 13 0.4 1,452 8.2
8-14 0 0 11 0.1 4 0.1 457 2.6
15+ 1 0.0 4 0.0 2 0.1 412 2.3
Average 1.1 - 1.0 - 1.0 - 2.2 -
Median 1 - 1 - 1 - 1 -

Note: Only episodes that started in this reporting period have been includeceitatiie. Episodes where date ready for care was not recorded are excluded from the table. In addition, all
records where time from date ready for care to episode start was greater than 90 days were considered to be atypiea¢ assumed to equal 90 days foethurpose of calculating the average

and median time

Interpretation hint:
Outcome measure 1 only includes episodes that have commenced in the reporting period. As a result, the number of efistekitice calculation of this

benchmark may notnatch the number of episodes in Appendix A. For more information on data scoping methods, see Appendix D.
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Figurel Time from date ready for care to episod®art, Western Australian servicesompared toall serviceyBM1)
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2. 2 Responsiveness in managing patients with urgent need

The unstable phasiype, by nature of its definitionalertsclinical staff tahe need forurgent hanges t o t he préhateneergentysntepdntoms of ¢ a
required Those patientaissessetb bein the unstable phaseequire intense rexaw for a short period of the.

An unstable phase is triggered if:

A apatient experiences a new, unanticipated problem, and/or

A apatient experiences a rapid increase in the severity of an existing problem, and/or

A ap at i e ny/carsrs dxgernence a sudden change in circumstarfeasaversely impacts the patiestcare

The patient moves out of the unstable phdaseone of two ways:

A A new plan of care has been put in place, has been reviewed and does not require any additional changes. This doesanibt mesgsthat the symptom/crisis
has been fully resolved. However, the clinical team will have a clear diagnosis and a dtaeforpat i ent ' s car e. I'n this situat.
stable ordeterioratingphase

A The patient is likely to die within a matter of days. In this situation, the patient will be movethimterminalphase

Benchmark 2 This benchmarkelates tothe time that a patient spends in thenstable phaseTo meet this benchmark, at lea@d%of unstable phases must
last for threedays or less.

Table4 Time in unstable phase bsetting
Inpatient Community
Time in unstable phase WA Services All services WA Services
Same day 70 10.3 447 6.8 179 43.0 1,790 32.3
1 day 387 56.8 3,489 53.0 180 43.3 2,004 36.2
2 days 139 20.4 1,422 21.6 31 7.5 639 11.5
3 days 55 8.1 628 9.5 11 2.6 335 6.1
4¢5 days 24 3.5 381 5.8 7 1.7 272 4.9
6 ¢ 7 days 3 0.4 110 1.7 2 0.5 164 3.0
8¢ 14 days 2 0.3 88 1.3 3 0.7 177 3.2
More than 14 days 1 0.1 23 0.3 3 0.7 154 2.8
Total 681 100.0 6,588 100.0 416  100.0 5,535 100.0
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Figure2 Time in unstable phase/Vestern Australian servicesompared toall services(BM2)
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23 Symptoms & problems in the absent to mild range at

The outcome measurgwesented in this sectiofocus on five symptom and probleaneas

Pain- clinician reported severity

Pain- patient reporteddistress

Fatigue- patient reported distress

Breathing problems patient reported distress
Family/carer problemsclinician reported severity

akrwbdPE

A positive patient outcome is achieved if the patieot family/carer hasanabsent to mild symptom/problem at thend of apalliative cargphase. Howevethe type of
care delivered and the corresponding benchmaakkievementdepend on the patien ’(os family/carer)level of symptom or problemat start of the phasescores in
the absent to mildrange trigger monitoring and review of care plaast{cipatory care)whilst scores in thenoderate to severgange trigger interventions and actions
to respond to needsrésponsive carg

Anticipatory care

The anticipatory careutcome measures antlenchmarks relat¢éo patients who have absent or migymptom/problemat the start ofa phase of palliative care. To
meet this benchmark, 90% of these phases must end with the patient still experiencing only absentsynmpiidm/froblem Table5 summarises the number of
phases starting with absent to mikymptom/problem and the percentage of those ending in the absent to mild range.

Table5 Achieving &@sent to mild symptoms/problems at phase eneshen absent to mild atbegiming

Inpatient Community
Symptoni problem? WA Services All services WA Services All services|
Pain(clinicianreported) 2,641 90.0 21,467 92.1 7,805 879 26,786 85.6
Pain(patient reported) 2,577 89.3 18,523 90.6 7,529 86.5 26,817 85.6
Fatigue(patient reported) 2,597 921 18,719 92.2 6,182 81.2 22,254 829
Breathing problemgpatient reported) 2,856 943 21,023 95.2 8,114 93.6 27,072 93.0
Family/carer problemgclinicianreported) 2,271 91.8 22,407 94.0 7,664 86.9 24,888 825

a.Phase records must have valid start and end scores for the PCR863A8 clinical assessment taai€nable outcomes to be measured.
b. N represents the total number of phases starting vaitisent to mildsymptom problem

Patient Outcomes in Palliative Care: Western Australia, July to December 2020 8



T2
Responsive care

The responsive care outcome measure and benchmarks relate to patients, or family/carer, who have a moderate or severd giohf@onat the start ofheir phase
of palliative care. Achieving an absanild symptom or problem outcome at phase end has been identified as more clinically challenging, so to meet this benchmark,
60% of these phases must end with the patient experiencing absent osymigom/problem

Table6 summarises the number of phases starting with moderate to sesygmgptom problemand of those, the percentage ending in the absent to mild range.

Table6 Achieving absent to mild symptoms/problems at phase end, when moderate to severe at beginning

Inpatient Community
Symptoni problem? WA Services All services WA Services All services
Pain(clinicianreported) 673 68.5 5193 634 1,226 77.4 5,692 58.3
Pain(patient reported) 727 63.1 5,688 59.8 1,501 68.7 6,316 54.2
Fatigue(patient reported) 707 60.1 5480 56.2 2,829 447 8,961 42.0
Breathing problemgpatient reported) 450 61.1 3,177 55.0 900 54.6 3,695 46.1
Family carer problemg(clinicianreported) 347 62.0 2,913 56.8 1,255 69.6 6,269 50.1

a.Phase records must have valid start and end scores for the PCR86%A8 clinical assessment toa@&hable outcomes to be measured.
b. N represents the total number of phases starting wlitt symptom or problem ratechoderate to severe

On the following pages, the results for the anticipatory and responsive care benchmarks are presented together for eafieasyimptom angiroblem domainsThe
graphs included comparke outcomes achieved Byestern Australiaservicesto those of other individual services nationally, as weBladowing any changes in
outcomes over time.
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Pain (clinician reportegroblem severity

Figure3 Pain,patients with absent to mild problem at phase end
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Pain patient reporteddistresg

Figured Pain, patiens experiencing absent to mild distress at phase end
Inpatient Community
100
100 —
90 —
80 —
gso % 70 -
S60 8 50 —
G 9 40 —
% 30 —
€ 40 20 —
3 10 —
(O] o -
o 0w 0 o @ o O 0w 0 o O o O
20 .. . S S5 9o o 8 S 25 9o o §
Anticipatory care - Pain (SAS) 8§ 8 N8 & &« N 8 &8 & QA
. : S @S @ S5 9 S @S 9 S5 9
0 % absent to mild at phase end, when absent to mild at phase start 20 320 2o 20 320 32 ao
Services ordered from highest to lowest score § 3 § 3 § 3 E 3 L,C" 3 L,C“ 3
a. National benchmark profile for BM3.: b. Outcomes over tim&M3.3
Inpatient Community
100
100 —
90 —
80 —
880 g,, 70 — A—A—y A,
o £ 60 —
560 3 50 —
S nG_J 40 —
% 30 —
=40 20 —
8 10 —
[} 0o —
o 0 0 o O o O 0 0 o O o O
20 — v d4 d N N — v = - N N
. . o © o ©O o o o O o O o o
Responsive care - Pain (SAS) Sy a A N
0 % absent to mild at phase end, when moderate to severe at phase start 3 é.) = 5 = 3 = é‘f = 3 = é‘f
Services ordered from highest to lowest score § 3 § 3 § 3 ‘E’ 3 ‘E’ 3 "E’ 3
c. National benchmark profile for BM3.+ d. Outcomes over tim&M3.4

Key: @ National service profle =~ —— Benchmark

WA services:

B National It
@ Inpatient A Community ational results

Note: Only services with 10 or more valid assessments are included in the above graphs.

Patient Outcomes in Palliative Care: Western Australia, July to December 2020

11



Fatigue (patient reported distress)

Figure5 Fatigue, patiens experiencing absent to mild distress at phase end
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Breathing problems (patient reportedistresg

Figure6 Breathing problems patients experiencing absent to mild distress at phase end
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Family carer problemgclinician reportedoroblem severity

Figure7 Family carerproblems, absent to mild at phase end
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2.4 Casemi x adjusted outcomes

Outcome measure 4 includes a suiteeight casenix adjusted scores used to compare ttlegange in symptosifor similar patients. Btients in the same phase who
started with the same level of symptohave their change in symptom compared to the reference pefdatiuary to June 2014

Table7 Casemix adjusted outcons; inpatient setting

WA Services All services

Casemix Phases Phases Phases Casemix Phases Phases Phases

Clinical tool Symptont problem adjusted included at or above at or above adjusted included atorabove atorabove
score (N) baseline(N) baseline(%) score (N) baseline(N) baseline(%)

PCPSS Pain 0.09 3,314 2,097 63.3 0.09 26,660 16,361 61.4
dinician Other symptoms 0.20 3,011 2,218 73.7 0.23 26,145 19,967 76.4
reported Family carer 0.20 2,618 1,892 72.3 0.22 25,320 18,853 74.5
severity Psychologicdlspiritual 0.22 3,310 2,209 66.7 0.20 26,623 17,149 64.4
SAS Pain 0.26 3,304 2,248 68.0 0.32 24,211 16,584 68.5
Patient Nausea 0.16 3,307 2,893 87.5 0.20 24,211 21,315 88.0
reported Breathing problems 0.28 3,306 2,618 79.2 0.30 24,200 19,388 80.1
distress Bowel problems 0.27 3,301 2,668 80.8 0.32 24,193 19,618 81.1

TheCasemix adjusted scorase calculatedelative to a baseline reference periofl.Casemix adjusted score:

A greater than Omeans that on average yopatients outcomes wereetter than similar patientsin the reference period
A lessthanOneansthab n aver ag e, oulcameswergrarseitharmsimitar patientsin the reference period
A equal to Omeans thaton average y o u r optadmesveere absut the same as similar patienis the reference period
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Table8 Casemix adjusted outcomascommunity setting

WA Services All services
Casemix Phases Phases Casemix Phases Phases Phases
" Symptom/problem _ _ . ,

Clinical tool adjusted at orabove at orabove adjusted  included at or above at or above
score baseline(N) baseline(%) score (N) baseline(N) baseline(%)

PCPSS Pain 0.07 9,031 5,572 61.7 -0.05 32,478 17,273 53.2
Qinician Other symptoms 0.04 7,646 5,158 67.5 -0.01 30,094 19,562 65.0
reported Family carer 0.15 8,919 6,536 73.3 0.01 31,157 20,198 64.8
severity Psychologicdlspiritual 0.07 9,030 5,095 56.4 0.02 31,635 16,557 52.3
SAS Pain 0.22 9,030 6,131 67.9 -0.08 33,133 19,723 59.5
Patient Nausea 0.12 9,016 7,846 87.0 -0.02 31,025 25,067 80.8
reported Breathing problems 0.19 9,014 6,858 76.1 0.06 30,767 21,608 70.2
distress Bowel problems 0.23 9,011 7,315 81.2 0.06 30,408 22,297 73.3
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Trendsin casemix adjusted outcomesSymptom Assessment&cale (SAS)
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2

3 Pati ent characteristics

PCOC defines a patient as a persorwfioom a palliative care service accepts responsibility for assessmeftranglatment as evidenced by the existence of a medical
record. Familyandcarers are included in this definition if interventions relating to them are recoidelde patient medichrecord.

Table9 shows the sex for the patients lestern Australian servicesd nationally.

Table9 Sex
WA Services All services
Sex
N % N %
Male 2,443 50.5 15,187 52.0
Female 2,396 49.5 13,977 47.9
Not stated inadequately described 1 0.0 27 0.1

Total 4,840 100.0 29,191 100.0

Tablel0shows the mdigenous status for the patienis Western Australian servicesd nationally.

Tablel0 Indigenousstatus

_ WA Services All services
Indigenous statu

\ % N %

Aboriginal but not Torres Strait Islander origi 99 2.0 461 1.6
Torres Strait Islander but not Aboriginal origi 3 0.1 16 0.1
Both Aboriginal and Torres Strait Islander orig 6 0.1 45 0.2
Neither Aboriginal nor Torres Strait Islander origi 4,489  92.7 27,684 948
Not stated inadequately described 243 5.0 985 3.4

Total 4,840 100.0 29,191 100.0
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Tablell Country of birth Tablel2 Preferred language
_ WA Services i WA Services All servces
Country of birth
Australia 2,885 59.6 18,140 62.1 English 4,486 92.7 25,563 87.6
England 599 12.4 1,849 6.3 Chines&) 32 0.7 478 1.6
New Zealand 107 2.2 531 1.8 Hindi® 4 0.1 67 0.2
China 18 0.4 431 15 Arabic® 5 0.1 245 0.8
India 58 1.2 241 0.8 Italian 58 1.2 618 2.1
Italy 162 3.3 1,181 4.0 Vietnamesé” 9 0.2 205 0.7
Vietnam 13 0.3 244 0.8 Greek 7 0.1 455 1.6
Philippines 12 0.2 136 0.5 Filipino/ Indonesiar®® 8 0.2 51 0.2
South Africa 42 0.9 149 0.5 Macedoniari Croatiar? 29 0.6 281 1.0
Scotland 92 1.9 371 1.3 Spanisk 5 0.1 91 0.3
Malaysia 35 0.7 154 0.5 Tamil Malayalani 0 0.0 13 0.0
Germany 56 1.2 341 1.2 Germar) 3 0.1 22 0.1
Greece 19 0.4 659 2.3 Korean 3 0.1 42 0.1
Sri Lanka 7 0.1 86 0.3 Samoari Tongary 1 0.0 38 0.1
United States of Americe 12 0.2 70 0.2 African languages 3 0.1 19 0.1
All other countries 468 9.7 3,770 12.9 All other languages 39 0.8 393 1.3
Not stated 255 5.3 838 2.9 Not stated 148 3.1 610 2.1
Total 4,840 100.0 29,191 100.0 Total 4,840 100.0 29,191 100.0
Also includes

(a) Cantonese, Hakka, Mandarin, Wu and Min Nan

. . (b) Bengali, Gujarati, Konkani, Marathi, Nepali, Punjabi, Sindhi, Sinhalese, Urdu, Assamese,
Thetableson this pageshow the country of birth and the preferred language Dhivehi, Kashmiri, Oriya, and Fijian Hindustani

respectively for the patients iWestern Australian servicesd nationally. To (c)Hebrew, Assyrian NeAramaic, Chaldean Nedramaic, and Mandaean (Mandaic)

allow for comparison with the broader Australian community the list of country ~ (d)Khmerand Mon _ _ _
(e)Bisaya, Cebuano, llokaridalay, Tetum, Timorese, Tagalog, Acehnese, Balinese, Bikol, Iban,

of birth inTablel1is in descending order of the most frequent country of birth llonggo, Javanese, and Pampangan
according to the 2011 Census (drgdiawas the fifth most common country of (f) Bosnian, Bulgarian, Serbisand Slovene
S . (g)Catalan and Portuguese
blrth in the 201.1 Census). The same approach ha§ been takefabtal2 (e.g. (h) Kannada, Telugu, and Tulu
Italianwas thefifth most frequently spoken langge in the 2011 census). All (i) Letzeburgish and Yiddish
other countries and languages have been grouped together to form the () Fijian, Gilbertese, Maori, Nauruan, Niue, Rotuman, Tokelauan, Tuvaluan, and Yapese
categories ‘“All other countries’ and ‘All other |l anguages’ respectively.
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Tablel3andTablel4 presenta breakdown of malignant and nenalignant diagnosis for the patienitsWestern Australian servicesd at the national leveDiagnosis
is the principal life limiting iliness respsible for the patient requiring palliative care.

Diagnosis was not stated f&1 (0.6%patients inWestern Australian servicesd was not stated fo296 (1.0%patients nationally.

Tablel3 Prindpal reason for palliative care malignantdiagnoses

WA Services All services

Diagnosis N maligigg{ _ % of all malig(r)foa?]ft _ %of all
diagnoses diagnoses diagnoses diagnoses

Bone and soft tissue 33 1.2 0.7 233 1.2 0.8
Breast 220 8.1 45 1,484 7.5 51

CNS 68 2.5 14 438 2.2 15

Colorectal 285 10.5 5.9 2,087 10.6 7.1

Other GIT 250 9.2 5.2 1,760 8.9 6.0
Haematological 200 7.4 4.1 1,302 6.6 4.5

Head and neck 104 3.8 2.1 942 4.8 3.2

Lurg 577 21.2 11.9 4,108 20.9 14.1

Pancreas 200 7.4 4.1 1,434 7.3 4.9

Prostate 195 7.2 4.0 1,416 7.2 4.9

Other urological 117 4.3 24 845 4.3 2.9
Gynaecological 135 5.0 2.8 963 4.9 3.3

Skin 105 3.9 2.2 587 3.0 2.0

Unknown primary 106 3.9 2.2 607 3.1 21
Other primary malignancy 100 3.7 2.1 1,059 5.4 3.6
Malignant ¢ nfd 22 0.8 0.5 402 2.0 1.4

All malignantdiagnoses 2,717 100.0 56.1 19,667 100.0 67.4
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Tablel4 Principal reason for palliative carenon-malignantdiagnoses

WA Services All services

: : %of non- %of non-
Diagnosis ) %of all _ Y%all
malignant _ N  malignant :
, diagnoses _ diagnoses
diagnoses diagnoses
Cardiovascular diseas 308 14.7 6.4 1,588 17.2 5.4
HIV AIDS 2 0.1 0.0 10 0.1 0.0
End stage kidney diseas 128 6.1 2.6 799 8.7 2.7
Stroke 101 4.8 2.1 503 55 1.7
Motor neurone disease 50 2.4 1.0 303 3.3 1.0
I £ 1T KSAYSNI 231 11.0 4.8 569 6.2 1.9
Other dementia 329 15.7 6.8 804 8.7 2.8
Other neurological diseast 106 5.1 2.2 472 5.1 1.6
Respiratory failure 273 13.0 5.6 1,446 15.7 5.0
End stage liver diseas 59 2.8 1.2 337 3.7 1.2
Diabetes& its complications 9 0.4 0.2 39 0.4 0.1
Sepsis 71 3.4 15 377 4.1 1.3
Multiple organ failure 29 1.4 0.6 206 2.2 0.7
Other nonmalignancy 374 17.9 7.7 1,487 16.1 5.1
Nonrmalignant¢ nfd 22 1.1 0.5 288 3.1 1.0
All non-malignant 2,092 100.0 43.2 9,228 100.0 31.6
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FigurelOshows the proportion of patients with malignant and noralignant diagnoses for this report compared to the previous five reports.

Figurel0 Diagnosis over timdor WA Services
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Tablel5 shows the breakdown of deaths for the patientd/festern Australian servicesd nationally for the reporting period. All inpatient deaths egported in the

hospital/hospicecategory while the community deaths are reported in the private residence and residential aged care facility categories.

Tablel5 Place of death
WA Services All services
Place of death

[\ % [\ %

Private residence 621 30.2 3,585 25.9

Residential aged care facilit 449 21.8 1,352 9.8
Hospitalhospice 983 47.8 8,781 635

Not stated/inadequately described 5 0.2 115 0.8

Total 2,058 100.0 13,833 100.0

Patient Outcomes in Palliative Care: Western Australia, July to December 2020
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4 Epi sopals|l odat e ve

An episode otare is a period of contact between a patient and a palliative care service that is provided by one palliative carergeodicera in one settingfor the
purposes of this report, either asdpatientor communitypatient.

An episode of palliativearestartson the dde when the comprehensive palliative care assessment is undertaken and documented using thieifi@lassessment
tools.

An episode of palliative care ends when:

A the patient is formally separated frothe current setting of carde.g. from community tanpatient) or
A the patient diesor

A the principal clinical intent of the care changes and the patient is ngdoreceiving palliative care.

Tablel6 presents the number and percentage of episodes by age grougextodr the patientsseen byWestern Australian servicemd at the national level. Age has
beencalculated as at the beginnimf each episode

Table16 t FGASybyseR | 3S
WA Services All services

Age group Male Female Female
<15 4 0.1 2 0.1 20 0.1 16 0.1
15-24 6 0.2 5 0.2 36 0.2 26 0.1
25-34 15 0.5 11 0.4 113 0.6 133 0.7
35-44 44 15 77 2.6 323 1.6 434 2.4
45-54 152 5.0 159 5.4 976 4.9 1,165 6.4
55-64 336 11.1 390 13.2 2,771 139 2,486 13.7
65-74 735 24.4 552 18.6 4913 24.6 4,008 22.1
75-84 910 30.2 721 243 6,104 30.6 4,770 26.3
85+ 814 27.0 1,047 35.3 4,627 23.2 5073 27.9
Unknown 0 0.0 0 0.0 56 0.0 59 0.0
Total 3,016 100.0 2,964 100.0 19,939 100.0 18,170 100.0

Note: Records where sex was not stated or inadequately described are excluded from the table.
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Referral source refers to tHacility or organisation from which the patient was referred for each episode of Jaigle17 presents referral source lsetting

Tablel7 Source of referral
Inpatient Community
Referral source WA Services All services WA Services All services
Public hospital 1,335 65.3 10,887 65.6 892 279 6,252  40.8
Private hospital 152 7.4 1,472 8.9 337 10.5 1,548 10.1
Outpatient clinic 10 0.5 76 0.5 6 0.2 271 1.8
General medical practitioner 31 1.5 198 1.2 883 27.6 2,220 14.5
Specialist medical practitionel 186 9.1 555 3.3 29 0.9 1,019 6.6
Communitybased palliative care agenc 267 13.1 2,813 17.0 11 0.3 585 3.8
Communitybased service 1 0.0 30 0.2 7 0.2 143 0.9
Residential aged care facilit 4 0.2 56 0.3 948  29.6 1,422 9.3
Self, carer(s), family or friend: 3 0.1 123 0.7 13 0.4 358 2.3
Other 26 1.3 245 15 72 2.3 1,328 8.7
Not stated inadequatelydescribed 29 1.4 139 0.8 0 0.0 179 1.2
Total 2,044 100.0 16,594 100.0 3,198 100.0 15,325 100.0
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Tablel8 Referral source over timéor WA Services

NETNI)]
Referral Source 2018

N=3,825 N=4,033 N=4,551
Public hospital 45.6 45.0 48.2 45.2 45.0 42.5

Private hospital 11.0 9.2 8.7 8.3 8.9 9.3

Outpatient clinic 0.1 0.1 0.1 0.1 0.2 0.3

General practitioner 19.5 19.5 17.9 18.5 16.5 17.4

Specialist medicgbractitioner 4.3 4.5 3.9 3.7 3.9 4.1
Community palliative care service 5.9 6.4 5.0 6.2 6.0 5.3
Community generalist service 0.3 0.4 0.1 0.2 0.2 0.2
Residential aged care facility 10.9 13.3 14.8 15.6 16.4 18.2
Self, carer(s), family, friends 0.7 0.4 04 0.7 0.5 0.3
Other 1.6 1.3 0.8 1.5 2.2 1.9

Not stated/inadequately described 0.1 0.0 0.0 0.1 0.2 0.6
Total 100.0 100.0 100.0 100.0 100.0 100.0
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Tablel9 gives a summary of the length of episode for patientg/estern Australian servicesd nationallyTable20 details the length of episode by settinbhe length
of episode is calculated as the@mber ofdays between the episode start date and the episode end date. Bereavement phases are excluded from the calculation and
episodes that remain open at the end of the reporting period (and hence do not have an episode end date) are also excluded.

Table19 Length of episoddin days)summaryby setting

Inpatient Community

Length of episode

WA Services All services WA Services All services
Average length of episode 7.9 8.7 27.3 35.9
Median length of episode 4.0 5.0 17.0 23.0

Note: Records wherdength of episodevas greater than 180 days were considetedbe atypical and are excluded
from the average calculation®nly episodsending during the reporting period are included.

Table20 Length ofepisodeby setting
Length of Inpatient GCommunity

Episode WA Services All services WA Services All services
CEYD)
Same day 195 9.3 1,577 9.2 184 5.3 925 5.2
1-2 533 254 3,999 233 260 7.5 1,180 6.6
34 334 159 2,643 154 229 6.6 985 5.5
5-7 367 17.5 2,852 16.6 324 9.4 1,399 7.8
8-14 339 16.2 3,094 18.0 577  16.7 2,352 13.1
1521 164 7.8 1,388 8.1 445 129 1,739 9.7
22-30 85 4.0 803 4.7 382 111 1,653 9.2
31-60 74 3.5 667 3.9 559  16.2 2,868 16.0
61-90 7 0.3 96 0.6 164 4.8 1,395 7.8
90+ 1 0.0 41 0.2 326 9.4 3,447  19.2
Total 2,099 100.0 17,160 100.0 3,450 100.0 17,943 100.0

Note: Only episodes ending during the reporting period are included.
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Table21 How inpatient episodes start

: WA Services
Episode starinode

Admitted from communityt 1,449 70.9 10,956 62.9
Admitted from another hospital 506 24.8 3,089 17.7
Admitted from acute care in another warc 54 2.6 2,731 15.7
Change from acute care to palliative catesame ward 24 1.2 460 2.6
Other? 7 0.3 122 0.7
Not stated inadequately described 4 0.2 57 0.3
Total 2,044 100.0 17,415 100.0

Yincludes: admitted from usual accommodation, admitted from other than usual accommodation
Zincludes: changefesubacute/nonacutecare typeand other categories

Table22 How inpatient episodesend

: WA Services All services
Episode end mod
[\ % \ %
Discharged to community 826 39.4 5,774 33.6
Discharged to another hospita 175 8.3 1,118 6.5
Death 983 46.8 8,781 51.1
Change from palliative care to acute car 5 0.2 84 0.5
Change in sufacute care type 0 0.0 40 0.2
End of consultative episode inpatient episode ongoing 55 2.6 799 4.7
Other 46 2.2 135 0.8
Not stated inadequately described 9 0.4 448 2.6
Total 2,099 100.0 17,179 100.0

Note: Only episodeending during the reporting period are included.
Lincludesdischarged to usual accommodation, discharged to other than usual accommodation
Zincludes: change from palliative care to acute cadifferent ward, change from palliative care to acute caame ward
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Table23 How inpatientepisocesstart over time for WA Services
JanrJun

Episode start mode 2018

Admitted from community* 63.6 63.0 72.7 71.0 69.2 70.9

Admitted from another hospital 28.9 30.5 23.0 24.2 25.9 24.8

Admitted from acutecare on another ward 6.3 5.0 2.8 3.1 2.9 2.6

Change from acute care to palliative caesame ward 0.7 0.7 0.7 0.7 1.1 1.2
Other? 0.5 0.7 0.7 0.8 0.7 0.3

Not stated/inadequately descried 0.0 0.1 0.0 0.1 0.2 0.2

Total 100.0 100.0 100.0 100.0 100.0 100.0

lincludes: admitted from usual accommodation, admitted from other than usual accommodation.
2includes: change of sedcute/nonacute care type and other category.

Table24 How inpatient episodes end over timéor WA Services
JanJun

Episode end mode 2018

Discharged to community 42.2 42.1 45.9 46.3 40.7 39.4

Discharged to another hospital 2.7 2.2 4.9 5.1 7.7 8.3

Death 52.9 53.2 43.8 44.0 47.2 46.8

Change from palliative care to acute c&re 0.2 0.1 0.0 0.1 0.3 0.2

Change in sulacute care type 0.0 0.0 0.1 0.0 0.1 0.0

End of consultative episode inpatient episode ongoing 1.3 1.4 2.5 2.0 11 2.6
Not stated/inadequately described 0.7 1.0 2.8 2.1 2.7 2.2

Unknown 0.0 0.0 0.1 0.5 0.4 0.4

Total 100.0 100.0 100.0 100.0 100.0 100.0

Note: Only episodes ending during the reporting period are included.
Lincludes: discharged to usual accommodation, discharged to other than usual accommodation.
Zincludes: change from palliative care to acute cadifferent ward, change from palliative care to acute caame ward.
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Table25 How community episodes start

Episode start mode

N % N

Admitted from inpatient palliative care 1,459 45.6 6,185
Other* 1,739 54.4 14,316

Not stated inadequately described 0 0.0 230

WA Services All services

)
29.8
69.1

1.1

Total 3,198 100.0 20,731 100.0

lincludes: patient was not transferred from being an overnight patient

Table26 How community episodes end

WA Services

Admitted for inpatient palliative care 99 2.9 4,672  26.0
Admitted for inpatient acute care 1,245  36.1 5,181  28.8
Admitted to another palliative care service 25 0.7 156 0.9
Admitted to primary health care 778 22.6 1,124 6.2
Dischargedcase closure 219 6.3 1,329 7.4

Death 1,075 31.2 5,052 28.1

Other 7 0.2 132 0.7

Not stated inadequately described 2 0.1 346 1.9

Total 3,450 100.0 17,992 100.0

Note: Only episodes ending during the reporting period are included.
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Table27 How community gisodes start over timefor WA Services

Episodestart mode

Admitted from inpatient palliative care 60.1 57.3 56.1 51.6 48.6 45.6
Other* 39.8 42.7 43.8 48.4 51.3 54.4

Not stated/inadequately described 0.1 0.0 0.0 0.1 0.1 0.0
Total 100.0 100.0 100.0 100.0 100.0 100.0

*includes: patient was not transferred from being an overnight admitted palliative care patient

Table28 How community episodesend over timefor WA Services

JanrJun JulDec

Episode end mode 2018 2018
Admitted for inpatient palliative care 1.9 1.9 1.7 3.6 2.6 2.9
Admitted for inpatient acute care 47.3 423 41.9 39.5 36.3 36.1
Admitted to another palliative care service 0.6 0.7 0.6 0.8 0.8 0.7
Admitted to primary health care 9.1 13.0 16.1 19.0 21.4 22.6
Discharged/case closure 7.3 8.5 7.4 6.6 6.3 6.3
Death 33.6 33.6 32.1 30.2 32.2 31.2
Not stated/inadequately described 0.0 0.0 0.2 0.4 0.4 0.2
Unknown 0.0 0.0 0.0 0.0 0.1 0.1
Total 100.0 100.0 100.0 100.0 100.0 100.0

Note: Only episodes ending during the reporting period are included.
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5 Profile ofplpadeés ati ve

The palliative care phase type descr.i

car e
bes the

2

s t a gaare apatient hequirgsl hetpalliative cars phasé | n e

is determined by a holistic clinical assessment which considensabes of the patients and their famifynd carers.A patient may move back and forth betwedret
stable, unstable, deteriorating and terminal phase typas these may occur in any sequengee Appendi% for more information on the definition of palliate care

phase.

The clinical assessments are assessed daily (or at eaclanikitle reported on admission, when the phase changes and at discharge.

Table29 Number of phases by phase type and setting

Inpatient Community
Phasetype WA Service All service WA Service
Stable 1,228 25.3 9,751 255 4,387 40.1 17,064 355
Unstable 681 14.0 6,588 17.3 416 3.8 5535 115
Deteriorating 1,992 410 13,376 35.0 5200 47.6 21,324 443
Terminal 959 19.7 8,462 22.2 924 8.5 4,181 8.7
Total 4,860 100.0 38,177 100.0 10,927 100.0 48,104 100.0

Note: Bereavement phases have been excludeé to inconsistent data collection and bereavement practices. Bereavement phases are not included in the total phases count.

Table30 Average phase length (in days) by phagpe and setting

Inpatient GCommunity

Phasetype

WA Services All services WA Services All services

Stable 4.7 5.8 12.9 20.5
Unstable 1.6 1.9 1.4 2.7
Deteriorating 4.1 4.8 8.0 12.9
Terminal 2.1 2.1 4.0 3.0

Note: Phase records where phase length was greater than 90 days were considered to be atypical and
are excluded from the average calculations.
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Figurell andFigurel2 showthe percentage of phases oveéme. Tresegraphs allowyour service to identify chamg in the phase profile over time.
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Table31 presents the first phase of the episode, both YWestern Australian servicesd nationally. The first phase of episode allows you to understand how patients
are enteringWestern Australiaservices

Table31 Hrst phase of episode by setting

Inpatient Community
Frst phase WA Service All services WA Services All services
Stable 204 9.8 2,784 16.4 807 235 6,819 37.6
Unstable 370 178 4592 27.1 41 1.2 966 5.3
Deteriorating 1,203 57.8 7,298 43.1 2,301 66.9 9,541 52.7
Terminal 303 14.6 2,253 13.3 292 8.5 793 4.4
Total 2,080 100.0 16,927 100.0 3,441 100.0 18,119 100.0

Note: This table only includes the first phase if the episode has started in the reporting period.
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Table32 presents informatio relating to the manner in which stable phases ended, bottWestern Australian servicesd nationally. A stable phase will end if a
patient moves into a different phase (phase change), is discharged oFjasel3 summarissthe movement of patients out of the stable phasgsetting. This

movement from one phase to another is referred topimseprogressiorandis derived by PCOC.

Similarinformation is presented for the unstab(@able33, Figureld), deteriorating(Table34, Figurel5) and terminal(Table35, Figurel6) phases on the following
pages.

Table32 How stable phases endy setting

Inpatient GCommunity
How stable phases enc WA Services All services WA Services
Patient moved into another phase 571 46.5 4436 455 2991 68.2 11,506 67.4
Dischargécase closure 644 524 5217 535 1,335 304 5141 30.1
Died 12 1.0 90 0.9 60 1.4 370 2.2
Not stated inadequately described 1 0.1 8 0.1 1 0.0 47 0.3
Total 1,228 100.0 9,751 100.0 4,387 100.0 17,064 100.0
Figurel3 Stable phaserogression
Inpatient Community
100 100
90%
79%
o 80 o 80- °
& 67% 66% &
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29% 28%
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How unstablephases end by setting

Table33

Inpatient GCommunity
How unstable phases ent WA Services All services WA Services
Patient moved into another phast 651 95.6 6,093 925 248 59.6 3,543 64.0
Dischargécase closure 15 2.2 381 5.8 161 38.7 1,865 33.7
Died 15 2.2 107 1.6 7 1.7 79 1.4
Not stated inadequately describec 0 0.0 7 0.1 0 0.0 48 0.9
Total 681 100.0 6,588 100.0 416 100.0 5,635 100.0
Figureld Unstable phase progression
Inpatient Community
100 100
o 807 o 807
g & 65%
o 44% o .
& a0 37% o 4] 39%
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20 20
8% 7% 8% 6%
i 0 .
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Table34 How deteriorating phases end by setting

Inpatient GCommunity
How deteriorating phases enc WA Services All services WA Services
Patient moved into another phase 1,488 4.7 10,010 74.8 4,114 79.1 14,533 68.2
Dischargécase closure 389 19.5 2,410 18.0 798 15.3 5,221 24.5
Died 115 5.8 946 7.1 286 5.5 1,386 6.5
Not stated inadequatelydescribed 0 0.0 10 0.1 2 0.0 184 0.9
Total 1,992 100.0 13,376  100.0 5,200 100.0 21,324 100.0
Figurel5 Deteriorating phase progression
Inpatient Community
100 100
83%
o 897 » 80
oo oo
3 3 63%
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Table35

How terminal phases end by setting

Inpatient GCommunity
How terminalphases end WA Services All services WA Services
Patient moved into another phase 51 5.3 453 54 124 134 520 12.4
Dischargécase closure 64 6.7 359 4.2 76 8.2 399 9.5
Died 843 879 7,647 904 724  78.4 3,241 775
Not stated inadequately described 1 0.1 3 0.0 0 0.0 21 0.5
Total 959 100.0 8,462 100.0 924 100.0 4,181 100.0
Figurel6 Terminal phase progression
Inpatient Community
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6 Symptoms and probl ems

The Palliative Caferoblem Severity Score (PCPSStimigian rated screening totd assess the overakverityof problems within four key palliative care domains
(pain, other symptoms, psychologitspiritual and familycarer).The ratings are: Oabsent, 1- mild, 2 - moderate and3 - severe.

Table36 and Table37 show the percentage scores for thgpatientand community settinggespectively, for both Western Australian servicesmd nationally
Alternative graphical representations BEPSS profile by phagpe can be found in Appendi&

Table36 P@® Sat beginning of phase by phase tygginpatient setting
Phase type WA Service$%) All serviceq%)
Absent Mild  Moderate Severe Absent Mild Moderate
Stable Pain 56.3 39.9 3.7 0.2 46.5 45.1 7.7 0.7
Other symptoms 43.3 52.6 3.9 0.2 36.7 53.5 9.1 0.7
Psychologicéspiritual 57.5 39.3 3.0 0.2 49.9 44.1 5.5 0.4
Familycarer 58.1 36.6 4.8 0.6 56.8 37.8 4.9 0.4
Unstable Pain 29.6 29.3 29.2 11.9 28.1 37.1 26.3 8.5
Other symptoms 20.6 37.1 31.5 10.8 19.2 42.7 30.3 7.9
Psychologicaspiritual 32.4 41.0 22.8 3.8 36.3 43.8 17.2 2.7
Familycarer 36.2 44.5 15.5 3.8 40.6 43.0 13.7 2.7
Deteriorating Pain 37.6 41.2 194 1.9 36.2 44.4 16.9 2.6
Other symptoms 24.9 45.5 27.3 2.3 24.7 49.6 23.0 2.8
Psychologicaspiritual 42.2 45.1 11.7 1.0 40.7 46.4 11.6 1.2
Familycarer 37.7 45.4 15.8 1.1 40.5 45.4 12.3 1.8
Terminal Pain 46.9 37.7 13.9 1.6 43.9 41.8 12.0 2.4
Other symptoms 39.6 36.4 19.9 4.1 40.4 40.1 15.8 3.6
Psychologicéspiritual 72.8 22.1 4.4 0.6 62.1 31.1 5.8 1.0
Familycarer 29.4 45.3 23.4 1.9 35.0 45.4 17.2 2.5
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Table37 P@ Sat beginning of phase by phase tygecommunity setting
T Problem WA S.erV|ce$%) All serv.lces(%)
Mild  Moderate Mild  Moderate Severe
Stable Pain 50.7 47.3 1.9 0.1 45.9 50.0 3.9 0.2
Other symptoms 17.8 77.0 5.1 0.0 23.3 69.8 6.8 0.2
Psychologicéspiritual 41.7 54.6 3.6 0.1 42.3 53.3 4.2 0.1
Familycarer 44.8 50.5 4.6 0.1 39.5 54.2 5.9 0.3
Unstable Pain 21.6 26.4 315 204 16.7 28.7 38.5 16.0
Other symptoms 4.2 25.7 57.0 13.2 6.6 28.0 51.9 13.6
Psychologicéspiritual 4.3 47.6 435 4.6 14.8 45.8 33.9 5.5
Familycarer 10.7 44.1 41.7 3.4 12.8 36.7 43.2 7.3
Deteriorating Pain 314 47.8 194 1.4 29.1 52.3 17.5 1.1
Other symptoms 7.3 53.3 38.7 0.7 10.3 58.2 30.0 1.5
Psychologicéspiritual 21.3 59.1 19.2 0.4 23.7 60.3 15.3 0.7
Familycarer 23.3 56.1 20.1 0.4 19.3 57.8 21.5 1.4
Terminal Pain 38.6 38.7 20.6 2.1 36.0 46.4 15.3 2.3
Other symptoms 28.9 38.4 29.2 3.5 28.0 44.9 23.7 3.4
Psychologicéspiritual 47.9 374 13.6 1.1 47.5 40.5 10.8 1.2
Familycarer 16.6 48.6 33.7 1.1 14.2 49.6 32.7 3.5

The Symptom Assessment Scale (SAS) is a patienfoatexy)assessment tool and reports a level of distress using a numerical rating scale-frandi@tressto 10-

worst possibladistress The SAS reports alistress fromseven symptoms, these being difficulty sleeping, appetite problems, nausea, bowel problems, breathing
problems, fatigue and pain. I't provides a clinical onedacctgroupa infable38arid Eable890s e v e n
the following pages usintpe same categoesas the PCP38. absent(0), mild (1-3), moderate 4-7) and severe&-10). Alternative graphical representations thfe S/

profile by phasdype can be found in Appendi@
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Table38 Symptom distress at the beginning ofhase by phase type inpatient setting

e WA Service$%) All services (%)
Absent Mild  Moderate Severe Absent Mild  Moderate
Stable Difficulty sleeping 79.0 16.2 4.3 0.5 79.3 15.9 4.2 0.6
Appetite problems 82.3 14.7 2.9 0.2 76.7 18.4 4.3 0.6
Nausea 87.7 11.2 1.1 0.0 84.9 12.0 2.7 0.4
Bowel problems 75.4 20.2 4.3 0.1 72.9 20.8 5.6 0.7
Breathing problems 71.7 23.1 4.8 0.4 72.0 20.9 6.5 0.6
Fatigue 52.5 37.7 8.7 11 49.7 36.2 12.9 1.3
Pain 54.0 38.4 7.0 0.6 49.6 37.6 11.7 1.2
Unstable Difficulty sleeping 64.4 15.8 15.9 4.0 65.4 20.0 11.7 2.8
Appetite problems 65.2 19.9 12.1 2.8 59.6 25.4 12.6 2.4
Nausea 74.0 14.6 8.5 2.9 71.1 16.4 10.3 2.1
Bowel problems 65.8 19.7 11.5 2.9 62.1 22.6 12.3 3.0
Breathing problems 55.4 20.9 15.7 7.9 58.0 22.5 15.0 4.6
Fatigue 34.9 32.7 24.0 8.4 35.7 33.3 25.5 55
Pain 32.8 27.5 27.1 12.5 30.6 31.4 27.8 10.1
Deteriorating Difficulty sleeping 66.1 20.3 12.3 1.3 74.0 17.0 7.8 1.3
Appetite problems 64.5 25.2 9.3 1.0 67.3 23.7 7.8 1.2
Nausea 78.3 15.0 6.0 0.6 78.8 14.2 6.1 0.9
Bowel problems 64.7 22.7 10.6 2.0 67.2 22.5 8.8 15
Breathing problems 58.1 26.8 13.2 2.0 61.5 23.6 12.4 2.5
Fatigue 39.3 37.1 21.2 2.3 40.5 35.0 21.3 3.1
Pain 36.4 40.7 20.8 2.0 38.7 38.2 20.3 2.8
Terminal Difficulty sleeping 89.9 6.4 3.6 0.1 92.0 5.6 2.2 0.3
Appetite problems 94.1 4.4 15 0.0 92.7 5.6 1.4 0.4
Nausea 94.0 4.5 1.2 0.3 93.4 4.8 15 0.3
Bowel problems 92.1 5.9 1.6 0.4 89.8 7.8 2.1 0.3
Breathing problems 66.5 20.1 11.0 24 69.2 18.4 9.8 2.6
Fatigue 80.1 13.2 5.2 15 78.3 13.0 7.2 1.4
Pain 51.2 34.8 13.0 1.0 52.3 32.8 13.1 1.8
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Table39 Symptom distress at the beginning of a phase by phase tg@g®mmunity setting

WA Service$%) All serviceq%)

Phase type Absent Mild  Moderate Severe Absent Mild Moderate
Stable Difficulty sleeping 85.5 12.7 1.8 0.0 75.1 20.9 3.6 0.4
Appetite problems 76.0 21.2 2.8 0.0 64.9 30.6 4.2 0.3
Nausea 90.5 8.7 0.8 0.0 85.1 13.3 1.4 0.2
Bowelproblems 80.5 17.8 15 0.2 73.2 22.8 3.7 0.3
Breathing problems 69.8 25.0 5.1 0.1 63.0 30.6 5.9 0.5
Fatigue 37.3 40.4 21.9 0.4 31.0 50.4 17.2 1.3
Pain 58.1 37.7 4.1 0.2 48.4 44.8 6.2 0.7
Unstable Difficulty sleeping 63.7 20.3 12.3 3.6 46.0 28.2 21.4 4.4
Appetite problems 59.7 23.4 15.2 1.7 43.8 34.9 19.0 2.2
Nausea 65.3 15.2 14.2 5.3 61.3 194 155 3.8
Bowel problems 64.2 19.2 14.2 2.4 53.7 24.4 18.4 3.5
Breathing problems 56.3 21.3 17.1 5.3 48.4 27.3 18.7 5.5
Fatigue 29.2 25.6 36.5 8.7 18.7 36.2 38.0 7.1
Pain 26.7 17.3 33.4 22.6 16.7 30.0 36.9 16.5
Deteriorating Difficulty sleeping 74.8 18.1 6.7 0.3 65.1 26.0 8.2 0.7
Appetite problems 62.8 28.0 8.7 0.5 51.1 38.5 9.5 0.8
Nausea 79.6 14.6 55 0.3 75.1 19.1 5.3 0.5
Bowel problems 69.2 23.7 6.8 0.3 62.8 28.5 8.2 0.6
Breathing problems 60.0 26.2 13.3 0.6 53.2 32.8 12.7 1.3
Fatigue 27.9 33.3 37.0 1.9 21.4 45.4 30.2 3.0
Pain 36.9 38.6 22.2 2.3 31.8 48.6 17.9 1.7
Terminal Difficulty sleeping 85.6 7.7 6.0 0.8 80.5 12.7 5.6 1.2
Appetite problems 93.7 4.3 2.0 0.0 87.8 8.9 2.8 0.5
Nausea 90.2 4.7 4.8 0.3 86.3 10.2 3.3 0.3
Bowel problems 84.0 11.9 3.7 0.4 78.3 16.8 4.5 0.5
Breathing problems 68.9 18.4 10.6 2.1 62.6 25.5 10.2 1.7
Fatigue 78.4 6.5 12.8 2.3 70.7 15.1 11.6 2.5
Pain 46.4 29.9 21.2 2.5 40.9 40.9 16.4 1.8
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7 Functsitoantaulse vaend of dependence

The Australianodified KarnofskyPerformance Status AKPS) i s a measure of the patient’s overal/l perfor
is a single score between 0 and 100 assigned by a cdsksraehtingtd activity,lwark eandisetfare. o b s €

Table40 shows the data for the AKPS at phase start.

Table40 Australiamodified KarnofskyPerformanceStatus(AKPSat phase start by setting

Inpatient Community

AKPS assessment at phase st WA Services All services WA Services
Comatose or barely rousabl@l0) 528 10.9 4,206 11.0 360 3.3 1,693 3.5
Totally bedfast andequiring extensive nursing carg0) 1,193 24.5 9,623 25.2 1,184 10.8 5,240 10.9
Almost completely bedfas{30) 765 15.7 5,552 14.5 862 7.9 4,232 8.8
In bed more than 50% of the tim&t0) 865 17.8 7,296 19.1 1,567 14.3 8,392 17.4
Requires considerablassistancg50) 800 16.5 5,735 15.0 2,501 229 11,663 24.2
Requires occasional assistan(&0) 568 11.7 3,359 8.8 2,733 25.0 9,445 19.6
Cares for self70) 96 2.0 750 2.0 1,481 13.6 4,053 8.4
Normal activity with effort (80) 16 0.3 259 0.7 204 1.9 717 15
Able to carry on normal activity; minor signs or symptor(g0) 14 0.3 99 0.3 17 0.2 114 0.2
Normal; no complaints; no evidence of diseaGH0) 3 0.1 16 0.0 7 0.1 15 0.0
Not stated/inadequately described 12 0.2 1,282 3.4 11 0.1 2,540 53
Total 4,860 100.0 38,177 100.0 10,927 100.0 48,104 100.0
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Figurel7 Distribution of AKPSat episode start

Inpatient

35 — P

30 — 30
o 25 — o 25
& &
4qc-; 20 — ./1 / 4qc-; 20
o 15 — o 15
o o
a 10 — 0 a 10

5 — / 5

°

0 loe—e—=6" 0
T T T T T T T T 1

100 90 80 70 60 50 40 30 20 10

AKPS at episode start

—o— WA Services - -

Figurel8 Distribution of AKPSat phase startby phasetype
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Figurel9 Percentageof phases beginningwith an AKPS of 50 or less/ertime
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TheResource Utilisation GroupsActivities of Daily LivinRUGADLY)ool consists of four items (bed mobility, toileting, transfers and eating)ass#sses the level of
functional dependence. The RUABLitemsare assessed daily (or at each visit) and are reported on admission, when the phase changes and at. diabletje
summarses the RUG\DL items at the beginning of each phaseifipatientand community patients.

Table4l

RUGADLassessment at phase stal

WA Services

TheResource Utilisation GroupsActivities of Daily LivingRUGADL) at phase start by setting

Inpatient

All services

Community
WA Services

Bed mobility Independent or supervision only (: 1,569 32.3 10,556 28.3 6,907 63.2 25,564 57.5
Limited physical assistance ( 674 13.9 6,023 16.2 1,185 10.9 6,396 14.4

Other than two person physical assist | 593 12.2 4,382 11.8 592 54 4,065 9.2

Two or more person physical assist 2,020 41.6 16,283 43.7 2,237 20.5 8,398 18.9

Toileting Independent or supervision only (: 1,022 21.0 6,938 18.6 5,001 458 20,713 46.6
Limited physical assistance ( 944 19.4 7,540 20.3 2,534 23.2 9,147 20.6

Other than two person physical assist | 744 153 5,524 14.8 894 8.2 5,430 12.2

Two or more person physical assist 2,146 44.2 17,230 46.3 2,492 22.8 9,146 20.6

Transfers Independent or supervision only ({1,050 21.6 7,000 18.8 4,922 45.1 20,347 45.8
Limited physical assistance ( 927 19.1 7,306 19.6 2,620 24.0 9,533 215

Other than two person physical assist | 713 14.7 5,079 13.6 856 7.8 5,243 11.8

Two or more person physical assist 2,166 446 17,830 47.9 2,517 23.1 9,267 20.9

Eating Independent or supervisiononly (0 2,417 49.8 15,881 42.9 6,771 62.4 27,727 63.0
Limited physical assistance ( 743 15.3 7,327 19.8 1,975 18.2 8,349 19.0

Extensive assistance/total dependence/tube fed 1,690 34.8 13,844 37.4 2,105 19.4 7,965 18.1
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Figure20 Distribution of TotalRUGADLat episode start
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Figure22 Percentage ophasesbeginningwith a TotalRUGADLof 10 or more over time
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Appendi ces

A Summary of data included Iin this report

During thereporting period data were provided for a total &f9,191patientswho between them ha®8,146episodesf careand86,281palliative cargphases. These
total numbers are determined by a data scoping method. This method looks at the phase level datalfirstiudes all phases that ended within the current reporting
period. The associated episodegigratients are then determinefAppendixD contains a more detailed explanation of this proce$ghble42 shows the number of
patients, episodes and phases included in this repddth for Western Australian servicesd nationally.

Table42 Summary ofpatients, episods and phases by setting
Inpatient Gommunity Total
WA Services All services WA Services All services WA Services

Patients® (N) 1,828 14,265 3,054 16,556 4,840 29,191

Episodes (N) 2,123 17,415 3,858 20,731 5,981 38,146

Phase®* (N) 4,860 38,177 10,927 48,104 15,787 86,281

Patients® (%) 37.8 48.9 63.1 56.7 100.0 100.0

Episodes (%) 35.5 45.7 64.5 54.3 100.0 100.0

Phases™* (%) 30.8 44.2 69.2 55.8 100.0 100.0

Average number ofphases per episode** 2.3 2.2 2.5 2.2 2.4 2.2

*  Patients seen in both settings are only counted once in the total column and hence numbers/percentages may ndteatiutab t

**  Bereavement phases are excluded from this count.
*** Average number of phases per episode is only calculated for closed episodes that started and ended within the repodiaggericludes bereavement phases.
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Table43 shows the number ofompleted episodes and phasegsetting for each montiin the currentreporting periodfor Western Australian service$his table
allows a serice to identify anychange in patient numbers during the reporting period.

Table43 Number of completed episodes and phases by moatid setting
Setting Jul Aug Sep Oct Nov Dec
Inoatient Completed episodegN) 354 349 345 373 337 341

i
P Completed phase¢N) 863 828 855 830 781 703
_ CompletedepisodeqN) 614 595 544 574 516 607
Community

Completed phasegN) 1,934 1,801 1,816 1,746 1,752 1,878

Table44 shows the number of patients, episodes and phaseSfestern Australian servicewer time and is reported by setting of care. This table allows a service to
identify any changes in volumeyer a threeyear period.

Table44 Numberof patients, episodes and phases by settinagd reporting period

Inpatient Community
JarJun JutDec  JanrJun JutDec  JanJun JutDec  JanJun JutDec  JanJun JutDec JanJdun  JulDec

2018 2018 2019 2019 2020 2020 2018 2018 2019 2019 2020 2020

Patientst 1,174 1,220 1,481 1,696 1,753 1,828 2,432 2,610 2,757 2,970 2,966 3,054
Episodes 1,366 1,427 1,740 1,996 2,019 2,123 3,133 3,312 3,552 3,834 3,784 3,858
Phases 2,913 2,965 3,595 4,681 4,697 4,860 10,110 9,918 10,321 11,384 11,219 10,927
Phases per episode 2.1 2.0 2.1 2.3 2.3 2.3 2.9 2.7 2.6 2.6 2.6 2.5

! patients seen in both settings are only counted once in the total column and hence numbers/percentages may ntatistab
2 Bereavement phases are excluded from this count.
3Average number of phases per episode is only calculated for closed episodes that started and ended within the repoudiaggesicludes bereavement phases.
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B Data item compl eti on

As shown inTable45, Table46 and Table47 below, the rate of data completion is very high. In reviewing theseeiht is important to note that in some cases some
data items are not required to be completed. For example, place of death is only required for patients who have diechéleos®lete column in the following tables
only refers to the percentage of cqiete records where the data item was relevant.

PCOC strongly encourages services to complete and submit the whole data set on every patiertamspietion may result in services being excluded from relevant
benchmarking activities or erroneous conaétuss being drawnLow completion of data items may also distort percentagesgmaghsin some sections.

Table45 Item completion (%) patient level
Data item WA Services All services
Date of birth 100.0 100.0
Sex 100.0 99.9
Indigenous status 95.0 96.6
Country of birth 94.7 97.1
Preferred hnguage 98.9 98.2
Diagnosis 99.4 99.0
Table46 Item completion (4 - episode leve] by setting
Data item - Inpatient . .Community . . Total :
WA Services All services WA Services All services WA Services All services
Date of first contact 100.0 99.5 100.0 98.9 100.0 99.2
Referral date 100.0 99.8 100.0 98.9 100.0 99.3
Referral source 98.4 99.1 99.9 98.8 99.4 98.9
Date ready for care 100.0 98.0 100.0 97.9 100.0 98.0
Mode of episode start 99.8 99.7 100.0 98.9 99.9 99.2
Accommodation at episode star 99.8 99.7 100.0 98.6 99.9 99.0
Episode end date 99.9 99.6 90.5 88.6 93.8 93.6
Mode of episode end 99.4 97.4 99.9 98.1 99.7 97.8
Accommodation at episode enc 100.0 99.0 100.0 97.6 100.0 98.6
Place of death - - 99.5 97.7 99.5 97.7

! Episode end date item completion may be affected by open episodes.
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Table47 Item completion(%)- phase level by setting

At phase start At discharge

Bl e SubCategory Inpatient Community Total Inpatient Community Total

(where applicable] wa services serAvlilces WA Services serAvlilces WA Services serAvlilces WA Services serAinIces WA Services serAinIces WA Services serAinIces

Bedmobility 99.9 97.6 99.9 92.3 99.9 94.7 50.9 68.5 65.6 45.9 60.9 54.9

Toileting 99.9 97.5 99.9 924 99.9 94.7 50.8 68.5 65.6 45.9 60.9 54.9

RUGADL Transfers 99.9 97.5 99.9 92.3 99.9 94.6 50.8 68.4 65.6 45.9 60.9 54.9

Eating 99.8 97.1 99.3 91.6 99.5 94.0 50.8 68.4 65.4 45.4 60.8 54.6

Pain 99.8 98.9 99.9 94.1 99.9 96.2 50.4 73.0 65.6 45.4 60.8 56.4

PCPSS Other symptonr 90.6 97.2 82.5 88.1 85.0 92.1 47.7 72.3 37.5 38.7 40.8 52.1

Psychologicéspiritual 99.6 98.8 99.9 92.6 99.8 954 50.5 73.0 65.6 44.6 60.8 55.9

Family carer 84.3 94.9 98.9 90.9 94.4 92.7 43.3 70.0 63.7 44.4 57.2 54.6

Difficulty sleepin¢ 99.5 89.6 99.8 89.2 99.7 89.3 50.4 60.3 65.6 42.5 60.7 49.6

Appetite problems 99.7 89.6 99.8 90.1 99.8 89.9 50.5 60.3 65.6 42.9 60.8 49.8

Nausee 99.7 89.6 99.9 914 99.8 90.6 50.5 60.3 65.6 43.9 60.8 50.5

SAS Bowel problems 99.6 89.5 99.8 90.3 99.7 90.0 50.5 60.3 65.6 42.7 60.8 49.7

Breathing problem: 99.7 89.6 99.9 90.9 99.8 90.3 50.4 60.3 65.6 43.8 60.8 50.4

Fatigue 99.7 89.6 99.9 91.7 99.8 90.7 50.5 60.3 65.6 44.3 60.8 50.7

Pain 99.7 89.6 100.0 94.7 99.9 92.4 50.4 60.3 65.6 46.5 60.8 52.0

AKPS - 99.8 96.6 99.9 94.7 99.9 95.6 50.7 67.6 65.7 47.7 60.9 55.6

Inpatient Community Total

Data item WA Services  All services ~ WA Services  All services WA Services  All services

Phase End Reason 100.0 99.9 100.0 99.3 100.0 99.6
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Figure23
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Figure24 Profile of s /mptoms and problems by phase type MfA Serviceg community setting
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D D a scao p mentgh o d

The method used to determine which data is included in a PCOC ilep&# at the phase leveécordsfirst. Al phase records thagnd within the 6 month reporting
period are deemed to be “in scope” and would be inclpthadeisnatrlkee alt spodte e mt
and hence would also be included in the repéiigure25 below displays four examples to help visualize this process.

Figure25 Diagram of the PCOC data scopimgthod

=== Patient Example 4
e===_Episode E——
e=== Phase Example 3

I

— e m—

Example 2
—r—7— 1 mimE
Example 1

Six Month Reporting Period

In Examplel, the patient (represented by the green line) has one episode (represented by the blue line). This episode has six phesastécepy the purple line
segments). All six phases would be included in the report as they all end within the reporting piemnog, the episode and patient would also be in the report.

In Example 2the patient has two episodeghe first having six phases and the second having seven phases. Looking at the phases associated with the first episode,
last four will be included in the report (as they end within the reporting period). The firsptveses would have been included in the previous report. For the phases
relating to the second episode, only the first three end within the reporting period, so only these would be includededpadtie The following four phases would be
included in the Bxt report. Both of the episode records and the patient record would also be included in the report.

In Example 3the patient has one episode and five phases. Only the last three phases will be included in the report as they areites enging whin the reporting
period (the first two phases would have been included in the previous report). The episode and patient records wouldieeé in¢he report.

In Example 4the patient again has one episode and five phases. This time, only thrfstphases will be included in the report (the last two phases will be included
in the next report). Again, the episode and patient records would be included in the report.
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E Int er prbeetnicrhgnar k profil e graphs

The national profile graphs preseWtesern Australian servicea comparison tall other palliative care services participating in PCOC. In each graph, the shaded region
describes the national profile for that outcome measuféestern Australiamnpatient services are highlighted as a blacksdon the graphWestern Australian
community serviceare highlighted agreytriangleson the graph.

Western Australian servicese represented by
black dots. If a service has less than 10
observations in this measure, then this dot will

Western Australiaservices are represented by
grey triangles. If a service has less than 10
observations in this measure, then this dot will

not appear. not appear.
100 \ \ The red line indicates the
90 N <€ benchmark for this outcome
80 measure
70
éﬁ 60
@ 50
% 40 The blue region indicates the national
o profile. This contains all services across the
30 - . .
Management of pain country that have contributed to this
20 Bench K 3.1 (PCPSS benchmark ordered from the highest score
10 enchmark 3.1 ( ) to the lowest score. Theighest score is on
90% with absent or mild pain, remaining absent or mild the left side of the graph and the lowest
Services ordered from highest to lowest score score is on the right side of the graph
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F PalliativefCair¢iBmase d

Phase type  Sart End

Stable A Patient problems and symptoms are adequately controlled by establii A The needs of the patient ardr family carer increase, requiring
plan of careand changes to the existing plan of care.

A Further interventions to maintain symptom control and quality of life
have been plannednd
A Familycarer situation is relatively stable and no new issues are appai

Unstable An urgent change in the plan of care or emergency treatment is required A Thenew plan of care is in place, it has been reviewed and no
because further changes to the care plan are required. This does not
A Patient experiences a new problem that was not anticipated in the necessarily mean that the symptdunisis has fully resolved but
existing plan of carend or there is a clear diagnosis and plan of care (i.e. patient is stable
A Patient experiences a rapid increase in the severity of a current probl deteriorating)and or
and/ or

A Familycarers circumstances change suddenly impacting on patient c; A Death is likely within days (i.e. patient is now terminal).

Deteriorating The care plan is addressing anticipated needs but requires periodic revie A Patient condition plateaus (i.e. patient is now stalde)

because A Anurgent change in the care plan or emergency treatment

. _ . . . and/ or

A Patients overall functional status is declinegd/ or ; . . . o

A Patient experiences gradual worsening of existing probleand/ or A Famllycarers experience a sudden c_hange n the_-lr S|tuqt|on t.hi
A Patient experiences a new but anticipated probland/ or |mp_acts_ on patient care, and urgent intervention is required (i.€
A Familycarers experience gradual worsening distress that impacts on patient is now unstablegr

patient care. Death is likely within days (i.patient is now terminal).

Terminal Death is likely within days. A Patient diesor
A Patient condition changes and death is no longer likely within ¢
(i.e. patient is now stable or deteriorating).
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