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Introduction
This manual is designed for palliative care services to assist in implementing and improving the use of
PCOC clinical data items and the patient assessment tools. It also explains the PCOC report process and
summarises the outcome measures. It is designed to be used by:
•
•
•

Educators and clinical support staff to use in education programs.
Managers and Clinicians as a self-directed learning package.
IT and administration staff as a self-directed learning package.

This manual is supported by additional educational resources found at www.pcoc.org.au.

About the Palliative Care Outcomes Collaboration
The Palliative Care Outcomes Collaboration (PCOC) is a national program that utilises standardised clinical
assessment tools to measure and benchmark patient outcomes in palliative care. Participation in PCOC is
voluntary and can assist palliative care service providers to improve practice and meet the Palliative Care
Australia (PCA) Standards for Providing Quality Palliative Care for all Australians. This is achieved via the
PCOC dataset; a multi-purpose framework designed to:
•
•
•

provide clinicians with an approach to systematically assess individual patient experiences
define a common clinical language to streamline communication between palliative care providers
facilitate the routine collection of national palliative care data to drive quality improvement through
reporting and benchmarking.

The PCOC dataset includes the clinical assessment tools: Palliative Care Phase, Palliative Care Problem
Severity Score (PCPSS), Symptom Assessment Scale (SAS), Australia-modified Karnofsky Performance
Status (AKPS) scale and Resource Utilisation Groups – Activities of Daily Living (RUG-ADL).
PCOC divides Australia into four zones for the purpose of engaging with palliative care service providers.
Each zone is represented by a chief investigator from one of the four collaborative centres. The four PCOC
zones and their respective chief investigators are:
Central Zone

Professor Kathy Eagar, Australian Health
Services Research Institute, University of
Wollongong

North Zone

Professor Patsy Yates, Institute of Health
and Biomedical Innovation, Queensland
University of Technology

South Zone

Professor David Currow, Department of
Palliative and Supportive Services, Flinders
University

West Zone

Assistant Professor Claire Johnson, Cancer
and Palliative Care Research and Evaluation
Unit, University of Western Australia

Each zone is also represented by one or more quality improvement facilitators, whose role includes
supporting services to participate in PCOC and facilitating ongoing service development and quality
improvement. The national team, located within the Australian Health Services Research Institute at the
University of Wollongong, coordinates the patient outcomes reporting, education program, and quality
activities across the four zones.
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The PCOC Structure
The standardisation of palliative care clinical data items and assessment tools serves the dual purpose of
defining a common language to enhance communication between palliative care providers and collection
of data to enable reporting and benchmarking to drive improvement.
The structure of PCOC involves three levels. Definitions for each level can be found in this manual.

Level 1: Patient level describes demographics
Level 1

Level 2: Episode level describes the setting of care

Level 2

Level 3: Phase level describes patient needs and clinical
condition

Level 3

The PCOC structure describes the clinical circumstances of the patient over time
The three levels of information describe the patient’s clinical outcomes whilst receiving palliative care.
The patient’s clinical assessments are reported in a way that reflects their clinical outcomes. A patient will
receive palliative care in one or more settings of care and one or more phase of illness during that episode
of care (see diagram below). Patient outcomes are structured and reported at the patient, episode and
phase level. It is expected that patient outcomes of care will vary depending on the episode type (setting
of care) and phase type.
Experiencing 1 or
more episodes of
care

Palliative Care
service includes 1
or more patients

Community
home
Community
RACF
Community

Patient

other

Experiencing 1 or
more phases of
illness
Stable

Deteriorating
Stable
Deteriorating
Stable

Unstable
Terminal
Unstable
Terminal
Unstable

Deteriorating
Terminal

Inpatient
Palliative care bed

Stable
Unstable
Deteriorating
Terminal

Inpatient
non palliative care
bed
(consult liaison team)
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National Outcome Measures and Benchmarks
PCOC worked with participating services in 2009 to develop our first set of national outcome measures.
These were the subject of extensive consultation at three workshops held in Brisbane, Sydney and
Adelaide in May and June 2009 to which all participating services were invited.
In December 2009, national benchmarks (standards of performance that all services are measured
against) were formally adopted for each measure. After feedback from services attending the 2012 PCOC
benchmarking workshops, the benchmark for outcome measure 2 (time in the unstable phase) was
revised, with three benchmarks amalgamated into one (for further information see the document time in
the unstable phase - revised benchmark).
Since July 2012, services have been progressively implementing Version 3 of the PCOC dataset. One of the
most notable additions was the inclusion of the ‘Date ready for care’ item. Following on from the
implementation of the Version 3 dataset, in 2014, Benchmark 1 was changed from ‘Time from referral to
first contact’ to ‘Time from date ready for care to episode start’.
The four outcome measures are included and explained in the six-monthly PCOC reports and summarised
below:

1. Time from date ready for care to episode start
Time from date ready for care to episode start reports responsiveness of palliative care services to patient
needs. This benchmark was set following feedback and subsequent consultation with PCOC participants.
Service providers acknowledge that, whilst there is wide variation in the delivery of palliative care across
the country, access to palliative care should be measured based on patient need rather than service
availability. As a result, services operating five days a week (Monday to Friday) are not distinguished from
services operating seven days a week (all services are being benchmarked together).
Benchmark 1: This measure relates to the time taken for an episode to commence following the date the
patient is available and ready to receive palliative care. To meet the benchmark for this measure, at least
90% of patients must have their episode commence on the day of, or the day following date ready for
care.

2. Time in the unstable phase
The unstable phase type, by nature of its definition, alerts clinical staff to the need for urgent changes to
the patient’s plan of care or that emergency intervention is required. Those patients assessed to be in the
unstable phase require intense review for a short period of time.
Benchmark 2: This benchmark relates to time that a patient spends in the unstable phase. To meet this
benchmark, at least 90% of unstable phases must last for 3 days or less.
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3. Change in pain
Pain management is acknowledged as a core business of palliative care services. The Palliative Care
Problem Severity Score (PCPSS) and Symptom Assessment Scale (SAS) provide two different perspectives
of pain. The PCPSS is clinician rated and measures the severity of pain as a clinical problem while the SAS
is patient rated and measures distress caused by pain. There are two benchmarks related to each tool:
one relating to the management of pain for patients with absent or mild pain, and the other relating to
the management of pain for patients with moderate or severe pain.
Benchmark 3.1: This benchmark relates to patients who have absent or mild pain at the start of their
phase of palliative care, as rated via the PCPSS clinical tool. To meet this benchmark, 90% of these phases
must end with the patient still experiencing only absent or mild pain.
Benchmark 3.2: This benchmark relates to patients who have moderate or severe pain at the start of their
phase of palliative care, as rated via the PCPSS clinical tool. To meet this benchmark, 60% of these phases
must end with the patient’s pain reduced to being absent or mild.
Benchmark 3.3: This benchmark relates to patients who have absent or mild pain at the start of their
phase of palliative care, as rated via the SAS clinical tool. To meet this benchmark, 90% of these phases
must end with the patient still experiencing only absent or mild pain.
Benchmark 3.4: This benchmark relates to patients who have moderate or severe pain at the start of their
phase of palliative care, as rated via the SAS clinical tool. To meet this benchmark, 60% of these phases
must end with the patient’s pain reduced to being absent or mild.

4. Change in symptoms relative to the national average (X-CAS)
Change in symptoms relative to the national average measures the mean change in symptoms on the
PCPSS/SAS that are adjusted for both phase and for the symptom score at the start of each phase. This
measure allows services to compare the change in symptom score for ‘like’ patients i.e. patients in the
same phase who started with the same level of symptom. Eight symptoms are included in the measure:
PCPSS

SAS

Pain
Other symptoms
Family/carer
Psychological/spiritual

Pain
Nausea
Breathing problems
Bowel problems

The measure is referred to as the X-CAS, with X representing the fact that multiple symptoms are included
and CAS is an abbreviation for Casemix Adjusted Score.
A positive score indicates that a service is performing above the baseline national average and a negative
score that it is below the baseline national average.
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Level 1: Patient Information
Patient level information describes demographics. Refer to example of episode form on page 17.
PCOC defines a patient as a person for whom a palliative care services accepts responsibility for
assessment and/or treatment as evidenced by the existence of a medical record. Family/carers are
included in this definition if interventions relating to them are recorded in the patient medical record.

What is patient information used for?
Demographic information about the patient provides a context to the episode level and phase level
information and enhances the meaningfulness of patient outcomes.

What information is collected?
Unique patient identifier
Definition:

Unique patient identifier established by the palliative care provider. This is usually
a medical record/unit record number which is generated for each patient within a
service. This number must be used at all times when recording patient episode
and phase level information for PCOC.

Document:

The medical record number.

Date of birth
Definition:

Date of birth reports the age groups within a service.

Document:

The patient’s date of birth.

Sex
Definition:

Gender is useful in determining service utilisation and service needs.

Document:

One of the following
Male
Female
Indeterminate
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Australian state
Definition:

The Australian state or territory (or other country) the patient usually resides.
This is a geographic indicator and reports the provision of palliative care across
the country.

Document:

One of the following
New South Wales
Victoria
Queensland
South Australia
Western Australia
Tasmania
Northern Territory
Australian Capital Territory
Other Australian territories
Not Australia

Australian postcode
Definition:

The postcode of the patient’s usual place of residence. This data item reports on
utilisation patterns of palliative care.

Document:

The numerical post code for the area where the patient usually resides or their
home address.

Indigenous status
Definition:

Identifies persons as being of Aboriginal or Torres Strait Islander origin and
reports the utilisation of palliative care by the indigenous population.

Document:

One of the following
Aboriginal but not Torres Strait Islander origin
Torres Strait Islander but not Aboriginal origin
Both Aboriginal and Torres Strait Islander origin
Neither Aboriginal nor Torres Strait Islander origin

Preferred language
Definition:

The language reported by a person as the most preferred for communication.
This data item assists in the planning and provision of multilingual services and
facilitates program and service delivery for patients and family/carers from
culturally and linguistic backgrounds. Preferred language is sourced from the
Australian Standard Classification of Languages (ASCL), ABS 2011

Document:

The language reported by a person as the most preferred for communication.
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Country of birth
Definition:

The patient’s country of birth. This data item assists in analysis of access to
palliative care services by different population subgroups.

Document:

The country the patient was born in.

Primary diagnosis
Definition:

The principal life limiting illness responsible for patient requiring palliative care
from your service. The principle diagnosis may not be the same as the reason for
this episode of care. For example a patient’s principle diagnosis is prostate cancer
but has been admitted to palliative care due to pain from bone metastasis. The
diagnosis is recorded as prostate not bone and soft tissue. This item provides
information on diagnosis for outcome analysis and service planning.

Document:

One of the following
Malignant – not further defined
Bone and soft tissue
Breast
Central Nervous System
Colorectal
Other GIT
Haematological
Head and neck
Lung
Pancreas
Prostate
Other urological
Gynecological
Skin
Unknown primary malignancy
Other primary malignancy
Non malignant – not further defined
Cardiovascular disease
HIV/AIDS
End stage kidney disease
Stroke
Motor Neurone Disease
Alzheimer’s dementia
Other dementia
Other neurological disease
Respiratory failure
End stage liver disease
Diabetes and its complications
Sepsis
Multiple organ failure
Other non-malignancy
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Level 2: Episode Information
Episode level includes data items which focus on characterising the setting of palliative care service
provision. They also provide information relating to the reasons why and how a palliative care episodes
starts and ends, the level of support a palliative care patient received both before and after an episode
and (where applicable) the setting in which the patient died. Refer to example of episode form on page17.

What is an Episode of Care?

An episode of care is a period of contact between a patient and a palliative care service that is provided
by one palliative care service and occurs in one setting. An episode of care ends when the setting of care
changes. Under this definition, a patient receiving palliative care is likely to have more than one episode
of care.

Measuring patient outcomes at the episode level

Episode level information is used to measure responsiveness of palliative care services to patient needs.
The date the patient is ready for care and the date the episode of care commences are used to measure
responsiveness

What information is collected for the Episode Level?
Team identifier
Definition:

Team identity is an option for palliative care services that have multiple teams. It
allows a palliative care service to identify which team was responsible for providing
care. For example an inpatient unit with two wards or a community service separated
by geographic regions.

Document:

A name and 4-character identifier for the team assigned by PCOC.

Referral date
Definition:

The date a service receives a referral to provide palliative care for a patient for
this episode. The referral can be either written or verbal.

Document:

The date the referral for this episode of care is received.
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Referral source
Definition:

The facility/organisation from which the patient was referred for this specific
episode. Referral source assists in understanding referral patterns for service
planning.

Document:

One of the following
Public hospital – not further defined
Public hospital – palliative care unit/team
Public hospital – oncology unit/team
Public hospital – medical unit/team
Public hospital – surgical unit/team
Public hospital – emergency department
Private hospital – not further defined
Private hospital – palliative care unit/team
Private hospital – oncology unit/team
Private hospital – medical unit/team
Private hospital – surgical unit/team
Private hospital – emergency department
Outpatient clinic
General Practitioner
Specialist Practitioner
Community Palliative Care Service
Community Generalist Service
Residential Aged Care Facility
Self, carer(s), family, friends
Other

First contact date
Definition:

The date a clinician has contact with the patient and or carer to determine patient
needs following receipt of referral. This contact may be in-person or by telephone.

Document:

The date clinical contact made with the patient or carer, in-person or by
telephone for this episode of care.
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Date ready for care
Definition:

The date the patient is ready and available to receive palliative care. The date
ready for care may be determined by referral or by first contact with the patient /
carer.
If a referral is received but the patient is not available for care, the date ready for
care will be the date specified by the patient / carer. Reasons for the patient not
ready for care may include:
• early referral for planning purposes
• planned holidays.

Document:

The date identified that the patient is ready to receive palliative care.

Episode start date
Definition:

The date when the first in-person comprehensive palliative care assessment is
undertaken and documented using the five PCOC clinical assessment tools. The
date is required to determine the number of days of each episode of care
(elapsed days).

Document:

The date the episode of palliative care commenced.

Episode type
Definition:

The setting of care or location in which the patient is receiving palliative care for
this episode. This information allows patients to be grouped into similar settings
of care.

Document:

For the inpatient setting (including consult liaison services) document one of the
overnight admitted options. For ambulatory and outpatient clinics document
hospital ambulatory, same day admitted or outpatient. For community settings
document one of the community options.
Patients admitted for an inpatient episode
Overnight Admitted – Not Further Specified
Overnight Admitted – Designated Palliative Care Bed
Overnight Admitted - Non-designated Palliative Care Bed
Patients admitted for ambulatory, clinics or day hospital
Hospital Ambulatory - Not Further Specified
Same Day Admitted
Outpatient
Patients admitted for a community episode
Community – Not Further Specified
Private Residence
Residential Aged Care Facility
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Episode start mode
Definition:

Where the patient was admitted from for this episode of care.

Document:

One of the following
Patients admitted for an inpatient episode
Admitted from usual accommodation
Admitted from other than usual accommodation
Admitted (transferred) from another hospital
Admitted (transferred) from acute care in another ward
Change from acute care to palliative care while remaining on same
ward
Change of sub-acute
Other
Patients admitted for community or ambulatory episode
Patient admitted from being an overnight admitted palliative care
patient
Patient was not admitted from being an overnight palliative care
patient

Accommodation at episode start
Definition:

The type of accommodation the patient was admitted from for this episode of
care.

Document:

One of the following for inpatient episodes if the patient was:
• Admitted from usual accommodation
• Admitted from other than usual accommodation.
One of the following for community or ambulatory episodes if the patient was:
• Not admitted from being an overnight palliative care patients.
Private residence (including unit in retirement village)
Residential aged care – low level care (hostel)
Residential aged care – high level care (nursing home)
Other
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Episode end date
Definition:

The date when:
• patient is separated from the current setting of care (e.g. from community
to inpatient), or
• patient dies, or
• principal clinical intent of the care changes and the patient is no longer
receiving palliative care.
The episode end date identifies the period in which the patient’s episode of care
occurred. The episode start date and episode end date are used to report the
number of days for this episode.

Document:

The date the patient was discharged or the date the patient died or date of
bereavement phase end.

Episode end mode
Definition:

The reason this episode of palliative care ended. This information describes how
the episode of care ended, determining number of deaths, discharge locations
such as other hospitals or number of community discharges to hospital.

Document:

One of the following
Patients admitted overnight for an inpatient episode
Discharged to usual accommodation
Discharged to other than usual accommodation
Death
Discharged to another hospital
Change from palliative care to acute care – different ward
Change from palliative care to acute care – same ward
Change in sub-acute care type
End of consultative episode – inpatient episode ongoing
Other
Patients admitted for a community or ambulatory episode
Death
Discharged for inpatient palliative care
Discharged for inpatient acute care
Discharged to another palliative care service
Discharged to primary health care (e.g. GP)
Other
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Accommodation at episode end
Definition:

The residential accommodation of the patient if the patient is discharged from
the setting of care. Describes the patient’s residential accommodation
immediately following discharge. It is not completed if the episode ends in death.

Document:

One of the following
Private residence (including unit in retirement village)
Residential aged care – low level care (hostel)
Residential aged care – high level care (nursing home)
Other

Place of death
Definition:

The care setting where the patient dies. Only complete if the episode end mode is
death.

Document:

One of the following
Home
Residential Aged Care Facility
Hospital

Clinical Forms
The PCOC episode forms for inpatient and community can be found on the following pages. Please see
the website, www.pcoc.org.au for additional forms including the hospital consult form.
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Insert service name
and logo here

(Complete or affix Addressograph Label here)
UPI_________________

DOB__________________

Surname_____________________________________
Given Names_________________________________
Gender

Male

State ______

Female

Other

Postcode ______

Inpatient Episode Information
Ward/Unit name: ____________________________________________________________

Section 1 (Complete at start of episode)
Australia

Other, specify_____________________________

Preferred Language
Indigenous Status

English

Other, specify____________________________

Aboriginal but not Torres Strait Islander origin

Torres Strait Islander but not Aboriginal origin

Both Aboriginal and Torres Strait Islander origin

Neither Aboriginal nor Torres Strait Islander origin

Not stated / inadequately described

SERVICE NAME
DO NOT WRITE

Primary Diagnosis (principal life-limiting illness)
Malignant
Bone & soft tissue

Gynaecological

Pancreas

Other GIT

Breast

Haematological

Prostate

Other Urological

CNS

Head and Neck

Skin

Other Malignancy

Colorectal

Lung

Unknown Primary

Non-malignant
Cardiovascular disease

Alzheimer’s disease

Diabetes & its complications

HIV/AIDS

Other dementia

Sepsis

End stage kidney disease

Other neurological disease

Multiple organ failure

Stroke

Respiratory failure

Other non malignancy

Motor Neurone Disease

End stage liver disease

Referral Source (referring agency/facility)
Public hospital palliative care unit/team

Private hospital palliative care unit/team

Public hospital oncology unit/team

Private hospital oncology unit/team

Public hospital medical unit/team

Private hospital medical unit/team

Public hospital surgical unit/team

Private hospital surgical unit/team

Public hospital emergency department

Private hospital emergency department

Community palliative care service

Outpatient clinic

Community generalist service

General practitioner

Specialist practitioner

Residential aged care facility

Self, carer(s), family or friends

Other

17

PCOC Clinical Manual

June 2015

INPATIENT EPISODE INFORMATION JULY 2014

Country of Birth

Referral Date:

__ __ / __ __ / __ __ __ __ (referral date for this episode)

Date Ready for Care: __ __ / __ __ / __ __ __ __ (date the patient is ready/available for admission)
Episode Start Date / First Contact Date:

__ __ / __ __ / __ __ __ __ (date of admission)

Episode Start Mode
Admitted from usual accommodation

(complete accommodation at episode start)

Admitted from other than usual accommodation

(complete accommodation at episode start)

Admitted from another hospital
Admitted from acute care in another ward
Change from acute care while remaining on same ward
Change from another sub-acute care type eg rehab
Other

Accommodation at Episode Start (where the patient was prior to hospital admission- complete if
admitted from usual or other than usual accommodation)
Private residence (including unit in retirement village)
Residential aged care, low level care (hostel)
Residential aged care, high level care (nursing home)
Other

Episode Type (where the patient is receiving palliative care)
Overnight admitted designated palliative care bed
Overnight admitted non-designated palliative care bed
Overnight admitted not further specified

Section 2 (Complete at end of episode)
Episode End Date:

__ __ / __ __ / __ __ __ __ (date patient’s episode of palliative care ends)

Episode End Mode
Discharged to usual accommodation
Discharged to other than usual accommodation
Death (in hospital)
Discharged to another hospital
Change to acute care different ward
Change to acute care same ward
Change to another sub-acute care type eg rehab
Other

Accommodation at Episode End (complete only if discharged to usual accommodation or other
than usual accommodation)
Private residence (including unit in retirement village)
Residential aged care, low level care (hostel)
Residential aged care, high level care (nursing home)
Other
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Insert service name
and logo here

(Complete or affix Addressograph Label here)
UPI_________________

DOB__________________

Surname_____________________________________
Given Names_________________________________
Gender

Male

State ______

Female

Other

Postcode ______

Community Patient Episode Information
Team name: ____________________________________________________________

Section 1 (Complete at start of episode)
Australia

Other, specify_____________________________

Preferred Language

English

Other, specify____________________________

Indigenous Status
Aboriginal but not Torres Strait Islander origin

Torres Strait Islander but not Aboriginal origin

Both Aboriginal and Torres Strait Islander origin

Neither Aboriginal nor Torres Strait Islander origin

Not stated / inadequately described

SERVICE NAME
DO NOT WRITE

Primary Diagnosis (principal life-limiting illness)
Malignant
Bone & soft tissue

Gynaecological

Pancreas

Other GIT

Breast

Haematological

Prostate

Other Urological

CNS

Head and Neck

Skin

Other Malignancy

Colorectal

Lung

Unknown Primary

Non-malignant
Cardiovascular disease

Alzheimer’s disease

Diabetes & its complications

HIV/AIDS

Other dementia

Sepsis

End stage kidney disease

Other neurological disease

Multiple organ failure

Stroke

Respiratory failure

Other non malignancy

Motor Neurone Disease

End stage liver disease

Referral Source (referring agency/facility)
Public hospital palliative care unit/team

Private hospital palliative care unit/team

Public hospital oncology unit/team

Private hospital oncology unit/team

Public hospital medical unit/team

Private hospital medical unit/team

Public hospital surgical unit/team

Private hospital surgical unit/team

Public hospital emergency department

Private hospital emergency department

Community palliative care service

Outpatient clinic

Community generalist service

General practitioner

Specialist practitioner

Residential aged care facility

Self, carer(s), family or friends

Other
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COMMUNITY PATIENT EPISODE INFORMATION JULY 2014

Country of Birth

Referral Date:

__ __ / __ __ / __ __ __ __ (referral date for this episode)

First Contact Date:

__ __ / __ __ / __ __ __ __ (date of clinical assessment to determine needs)

Date Ready for Care: __ __ / __ __ / __ __ __ __ (date the patient is ready and available for care)
Episode Start Date: __ __ / __ __ / __ __ __ __ (date the plan of care is documented and initiated)
Episode Start Mode
Discharged from being an inpatient palliative care patient
Not discharged from being an inpatient palliative care patient

Accommodation at Episode Start (where the patient is currently living)
Private residence (including unit in retirement village)
Residential aged care, low level care (hostel)
Residential aged care, high level care (nursing home)
Other

Episode Type (where the patient is receiving palliative care)
Private residence
Residential Aged Care Facility
Community not further defined

Section 2 (Complete at end of episode)
Episode End Date:

__ __ / __ __ / __ __ __ __ (date patient’s episode of palliative care ends)

Episode End Mode
Death (in community)
Discharged for inpatient palliative care
Discharged for inpatient acute care
Discharged to another community palliative care service
Discharged to primary health care eg GP
Other

Accommodation at Episode End (if discharged)
Private residence (including unit in retirement village)
Residential aged care, low level care (hostel)
Residential aged care, high level care (nursing home)

Place of Death
Home
Residential Aged Care Facility
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Level 3: Phase Information
Phase level information describes a palliative care patient’s stage of illness, functional ability and levels of
pain and symptom distress, using five clinical assessment tools.
The five clinical assessment tools used in PCOC assess the key domains of palliative care. These are phase
of illness, the patient’s functional status and performance, pain and other common symptoms, the
patient’s psycho/spiritual and family/carer domain. This information describes the clinical condition of the
patient during the episode.
The five assessment tools are:
•
Palliative Care Phase
•
Resource Utilisation Groups-Activities of Daily Living
•
Australia-modified Karnofsky Performance Status
•
Palliative Care Problem Severity Score
•
Symptom Assessment Scale
Further information on the assessment tools including videos are on our website www.pcoc.org.au.

Measuring patient outcomes at the phase level
The clinical assessments are assessed daily for inpatient or at each community patient contact. They are
reported at admission, when the phase changes and at discharge. There are three outcome measures
using phase level information
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What information is collected for phase?
Phase start date
Definition:

The date each new phase starts.

Document:

The start date for the first phase and the date of each phase change.

Phase end date
Definition:

The date each phase ends.

Document:

The date the phase ended.

Reason for phase end
Definition:

The reason the phase ended. This data item reports the progression of phases over time.
When reason for phase end is a phase change the subsequent phase must be different to
the previous phase.

Document:

One of the following:
Phase changed to Stable
Phase changed to Unstable
Phase changed to Deteriorating
Phase changed to Terminal
Death
End Bereavement Phase/Post Death Support
Discharge
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Palliative Care Phase
The palliative care phase identifies a clinically meaningful period in a patient’s condition. The palliative
care phase is determined by a holistic clinical assessment which considers the needs of the patients and
their family and carers.
There are five phases in the palliative care phase assessment:
• Stable
• Unstable
• Deteriorating
• Terminal
• Bereaved (post death support).
The phases provide a framework for referrals, triage and care planning as well as communication between
teams. Phases were based on the following principles:
• In palliative care, the focus is on patient needs, goals and priorities rather than the disease.
• In palliative care, the patient and their carers are the unit of care.
• Palliative care patients have episodes of care that include acute exacerbations.
• Such episodes are applicable at home or hospital (Smith 1993) describes the needs of the patient and
their family and carers.

How to document Phase

NOTE

1. Use the phase definitions and the algorithm (page 25) to determine the first phase.
2. Assess routinely. PCOC recommends a minimum of daily for inpatients and at each contact (phone or
in-person) for community patients or in hospital consultative patients.
3. Assess whenever there is a change in the patient’s needs or a change in the family or carer needs
impacting on the patient’s care.
4. Assessment may be conducted in-person or over the phone (except for initial assessment at episode
start). The phase may be entered directly into an electronic patient record or on a clinical form to be
entered into a data system (e.g. SNAPshot). Examples of clinical forms are on our website
http://ahsri.uow.edu.au/pcoc/forms/index.html.

• Palliative care phases are not sequential. A patient can move back and
forth between phases.

References for Phase:
Centre for Health Service Development: University of Wollongong. (1997). The Australian National Sub-Acute and Non-Acute
Patient (AN-SN AP) Casemix Classification: Report of the National Sub-Acute and Non-Acute Casemix Classification Study.
Eagar, K., Green, J., Gordon, R. (2004). An Australian casemix Classification for palliative care: technical development and results.
Palliative Medicine 18: 217-226.
Eagar, K., Gordon, R., Green, J., Smith, M. (2004). An Australian casemix classification for palliative care: lessons and policy
implications of a national study. Palliative Medicine, 18, 227-233.
M. Masso, S. Frederic. Allingham, M. Banfield, C. Elizabeth. Johnson, T. Pidgeon, P. Yates & K. Eagar, "Palliative care phase: interrater reliability and acceptability in a national study", Palliative Medicine 29 1 (2015) 22-30.
Smith M (1995) The Development of a National Palliative Care Casemix Classification, Aged Care Australia 8th National
Conference and Trade Exhibition Conference Proceedings, Aged Care Australia.
Smith, M., Firms, P. (1994) Palliative care case mix Classification – Testing a Model in a Variety of Palliative Care Settings –
Preliminary Results. Conference proceedings from the 6th national Case mix Conference. Commonwealth Department of Human
Services and Health.
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Phase Definitions
The palliative care phase identifies a clinically meaningful period in a patient’s condition. The palliative care
phase is determined by a holistic clinical assessment which considers the needs of the patients and their family
and carers.
START

END

Stable
Patient problems and symptoms are adequately
controlled by established plan of care and
 Further interventions to maintain symptom
control and quality of life have been planned
and
 Family/carer situation is relatively stable and no
new issues are apparent.

The needs of the patient and / or family/carer increase,
requiring changes to the existing plan of care.

Unstable
An urgent change in the plan of care or emergency
treatment is required because
 Patient experiences a new problem that was
not anticipated in the existing plan of care,
and/or
 Patient experiences a rapid increase in the
severity of a current problem; and/or
 Family/ carers circumstances change suddenly
impacting on patient care.





The new plan of care is in place, it has been reviewed
and no further changes to the care plan are required.
This does not necessarily mean that the
symptom/crisis has fully resolved but there is a clear
diagnosis and plan of care (i.e. patient is stable or
deteriorating) and/or
Death is likely within days (i.e. patient is now
terminal).

Deteriorating
The care plan is addressing anticipated needs but
requires periodic review because
 Patients overall functional status is declining
and
 Patient experiences a gradual worsening of
existing problem and/or
 Patient experiences a new but anticipated
problem and/or
 Family/carers experience gradual worsening
distress that impacts on the patient care.







Patient condition plateaus (i.e. patient is now stable)
or
An urgent change in the care plan or emergency
treatment and/or
Family/ carers experience a sudden change in their
situation that impacts on patient care, and urgent
intervention is required (ie patient is now unstable) or
Death is likely within days (i.e. patient is now
terminal).

Terminal
Death is likely within days.




Patient dies or
Patient condition changes and death is no longer likely
within days (i.e. patient is now stable or
deteriorating).

Bereavement – post death support



The patient has died
Bereavement support provided to family/carers
is documented in the deceased patient’s clinical
record.

 Case closure
Note: If counselling is provided to a family member or
carer, they become a client in their own right.

M. Masso, S. Frederic. Allingham, M. Banfield, C. Elizabeth. Johnson, T. Pidgeon, P. Yates & K. Eagar, "Palliative care
phase: inter-rater reliability and acceptability in a national study", Palliative Medicine 29 1 (2014) 22-30.

24

PCOC Clinical Manual

June 2015

Case Study: Inpatient Palliative Care Service
The Patient’s Journey
Mr George Callis is an 89-year-old man who was diagnosed with metastatic lung cancer. George
has experienced increasing symptom distress and gradual functional deterioration. His wife can
no longer care for him at home and his prognosis is limited. During the first week of George’s
admission the focus is on symptom management, support for the family, and care planning with
George and his family. George’s functioning continues to deteriorate but his symptoms improve.
In the second week George develops new symptoms and his functioning becomes worse. It is
obvious that George is approaching the end of his life. At the end of the third week of the
admission George enters the terminal phase and he dies with his wife and daughter present.

Summary of the clinical notes
Week 1
George is alert, orientated and mobilising with the use of a walking aid. He requires some
assistance for other ADLs. The main issue is a dull, aching, and persistent chest & shoulder pain.
The pain has significantly worsened. George is also experiencing breathlessness but he says it has
not got worse. He is experiencing some nausea, usually after eating, and his appetite is poor.
George says he is not interested in eating. George has had some trouble sleeping, which he says
is due to pain. George also feels fatigued but says it is due to lack of sleep and getting old.
George is constipated on admission. His wife, Christella, is relieved that her husband has been
admitted. She is, however, feeling exhausted and worried about George’s decline and increasing
pain, which requires an urgent change in care plan along with issues relating to bowels and
nausea. A new plan of care has been commenced to address these symptoms. George’s daughter
states that all family members understand the limits of her father’s prognosis and the family wish
for him to die in hospital rather than at home.
Week 2
George’s pain is now well controlled and symptoms of nausea, insomnia and constipation have
improved. Breathlessness is present but slightly improved. Fatigue has not changed. However
George has developed confusion and disorientation especially in the evenings. The causes are
complex and related to the progression of his disease. Comfort measures to manage the new
symptoms are put in place. This includes discussing the symptoms with his family. George’s
functioning has deteriorated and he requires the assistance of two persons for ADLs and is
spending more time in bed. George is less communicative with staff and his wife Christella
expresses concern over changes in George’s condition and that it means he is approaching the
end of life. She feels that he is comfortable.
Week 3
At the end of this week George is experiencing fluctuating levels of consciousness, at times
responding to voice, but he is not communicating. At other times, he is not rousable. George is
unable to tolerate oral diet or medications. He requires full care by two persons. George is
restless intermittently, at times pulling at the bed sheets. There are no signs of pain, such as
grimacing, on movement. Terminal respiratory secretions are present. Christella and her
daughter are accepting of changes once explained. George dies in the palliative care unit.
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Case Study: Community Palliative Care Service
The Patient’s Journey: Community
Mrs Kathleen Davis is a 77-year-old woman diagnosed with Metastatic Endometrial Cancer. She
is living at home with her daughter, Ann. Ann is happy to care for her mother but acknowledges
that Kathleen will become more dependent over time and it may become difficult for her to
manage at home. Kathleen was referred to the Palliative Care Community Team for symptom
management and supportive care. On admission to the service Kathleen is receiving
radiotherapy. Following the course of radiotherapy she experiences a number of new symptoms
relating to the treatment. She has a period of increased symptom distress and increased care
needs. This is a difficult time for her and her daughter. By the end of the 3rd week the symptoms
either resolve or improve and the overall distress levels of Kathleen and Ann diminish. However,
Kathleen’s functioning and performance has decreased and it is anticipated that this trend will
continue and these and other symptoms will be experienced in the near future. Kathleen
remains under the care of the palliative care team for ongoing assessment and management. A
period of planned respite care in the local palliative care unit is arranged.

Summary of the clinical notes
Week 1
Kathleen is self-caring with some ADL’s but requires assistance to shower and dress, she
experiences mild pain in the lower abdominal region and back pain. Her appetite is poor but her
intake is reasonable; 3 small meals every day with snacks. Ann prepares her meals. Kathleen
reports recent weight loss of 3kgs. She sleeps reasonably well. Her bowels are open every 1-2
days with regular aperients. She is not experiencing fatigue, nausea or breathlessness at this
time. She is currently undergoing radiotherapy.
Week 2
Kathleen has developed oral thrush and her lower abdominal pain had increased significantly.
She begins to feel fatigued and her activity level has decreased, she requires more assistance for
personal hygiene. Ann begins to feel distress relating to her mother’s changed condition and
increased care needs. She is worried for her mother during this time. Kathleen’s care plan is no
longer adequate and urgent intervention is required.
Week 3
Kathleen’s pain has improved with the change in management plan. Her oral thrush is treated
and resolved, an ongoing mouth care regime is required. There is an overall improvement in the
severity of symptoms experienced and Ann is feeling less concerned. Kathleen however does not
regain her previous mobility and activity at this time and is requiring more assistance from her
daughter. This needs ongoing review. Ann expresses concern about what to do if she cannot
manage her mother’s future care needs at home.
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Case Study: Consultative Palliative Care Service
The Patient’s Journey
Mr John Cleary is a 46-year-old man with Stage 4 pancreatic cancer diagnosed six months ago
after presenting to emergency with severe abdominal pain. John received chemotherapy but his
oncologist told him two weeks ago that further chemotherapy was unlikely to be effective. John
decides it is best to focus on the time he has at home, however severe nausea and abdominal
pain forces him to present to his local Accident and Emergency one evening. John is admitted to
the oncology ward where a referral is made to the Consultative Palliative Care Team. On
admission a new care plan is implemented to manage the symptoms he is experiencing. During
the first few days Interventions are focused on managing and assessing these symptoms as well
as focusing on John and Lisa’s psychosocial care needs including advance care planning. By day 5
John’s symptoms are greatly improved and he wants to return home to spend as much quality
time with his wife as possible. It is expected that John will need ongoing care with likely
admissions to palliative care. He is referred to the community palliative care team to provide
support.

Summary of the clinical notes
Day 1
John is admitted to the medical ward with increasing abdominal pain described as sharp across
his abdomen and lower back. John says the pain is unbearable and he has had a lot of trouble
sleeping. John has no strength and says he feels tired even after he wakes from a reasonable
sleep. He feels he cannot make plans because he is so tired. John is experiencing nausea and
tolerates only a small diet. He is not too concerned about appetite or the amount of food he is
eating. John has had difficulty regulating his bowel motions. In the last two months, John has had
episodes of diarrhoea and constipation which is related to chemotherapy and the
commencement of opioid medications. Urgent change in his care plan is required. John is
independent with ADLs and, able to do most activities by himself. Lisa and John were told by the
oncologist to expect John to get worse in the next few months. Lisa expressed sadness and has
trouble “coming to terms with what is happening”. Lisa is teary during the assessment and she
says it has been really difficult watching John in pain.
Day 2-4
In the first 48 hours, John has responded well to a new opioid and medication regime. Pain has
improved and John is sleeping better. Nausea is mostly improved; however, there are still times –
especially after meals – where nausea is worse. By day 4 the new regime for bowel management
is working well and pain is well controlled. While John is able to do most activities by himself, he
feels his “days are up and down” and he has no strength. His care plan requires ongoing review.
Lisa expresses much relief over John’s improved symptoms.
Day 5
John feels quite good today and would like to return home. His symptoms have improved. He
experiences mild pain and mild nausea. There is no change to John’s functioning and activity
level. Fatigue is his main concern. John is aware that the cancer is progressing and is feeling that
his remaining time is short. He wants to focus on his family. Lisa is pleased John is feeling his pain
is better controlled. She says it was such a worry for her to see him in so much pain. John was
discharged home under the care of the community palliative care team
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Resource Utilisation Groups - Activities of Daily Living (RUG-ADL)
The Resource Utilisation Groups – Activities of Daily Living (RUG-ADL) consists of four items (bed mobility,
toileting, transfers and eating) and assesses the level of functional dependence, based on what a person
actually does, rather than what they are capable of doing. The RUG-ADL is reported on admission, at phase
change and at discharge. The RUG-ADL describes the level of functional dependence. It is a four-item scale
measuring motor function with activities of bed mobility, toileting, transfer and eating.
Item

Score

Definition

BED MOBILITY

Ability to move in bed after the transfer into bed has been completed.

Independent or
supervision only

Able to readjust position in bed, and perform own pressure area relief,
through spontaneous movement around bed or with prompting from
carer. No hands-on assistance required.

1

May be independent with the use of a device.
3

Able to readjust position in bed, and perform own pressure area relief,
with the assistance of one person.

Other than two
persons physical
assist

4

Requires the use of a hoist or other assistive device to readjust position in
bed and provide pressure relief. Still requires the assistance of one person
for task.

Two or more
persons physical
assist

5

Limited physical
assistance

Requires two or more assistants to readjust position in bed, and perform
pressure area relief.

TOILETING

Includes mobilising to the toilet, adjustment of clothing before and after
toileting and maintaining perineal hygiene without the incidence of
incontinence or soiling of clothes. If level of assistance differs between
voiding and bowel movement, record the lower performance.

Independent or
supervision only

Able to mobilise to toilet, adjusts clothing, cleans self, has no incontinence
or soiling of clothing. All tasks are performed independently or with
prompting from carer. No hands-on assistance required. May be
independent with the use of a device.

Limited physical
assistance
Other than two
persons physical
assist

1

3

4

Requires hands-on assistance of one person for one or more of the tasks.

Requires the use of a catheter/uridome/urinal and/or
colostomy/bedpan/commode chair and/or insertion of enema/
suppository.
Requires assistance of one person for management of the device.

Two or more
persons physical
assist
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5

Requires two or more assistants to perform any step of the task.
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Item

Score

Definition

TRANSFER

Includes the transfer in and out of bed, bed to chair, in and out of
shower/tub. Record the lowest performance of the day/night

Independent or
supervision only

Able to perform all transfers independently or with prompting of
carer. No hands-on assistance required.

1

May be independent with the use of a device.
Limited physical
assistance

3

Other than two
persons physical
assist

4

Two or more
persons physical
assist

5

EATING

Requires hands-on assistance of one person to perform any transfer of
the day/night
Requires use of a device for any of the transfers performed in the
day/night. Requires only one person plus a device to perform the task

Requires 2 or more assistants to perform any transfer of the day/night.

Includes the tasks of cutting food, bringing food to mouth and chewing
and swallowing food.
Does not include preparation of the meal.

Independent or
supervision only

Limited assistance

Extensive
assistance/total
dependence/tube
fed

30

1

Able to cut, chew and swallow food, independently or with
supervision, once meal has been presented in the customary fashion.
No hands-on assistance required. If individual relies on parenteral or
gastrostomy feeding that he/she administers him/herself then Score 1.

2

Requires hands on assistance of one person to set up or assist in
bringing food to the mouth and/or requires food to be modified (soft
or staged diet).

3

Person needs to be fed meal by assistant, or the individual does not
eat or drink full meals by mouth but relies on parenteral/gastrostomy
feeding and does not administer feeds by him/herself.
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How to document RUG-ADL
1. Use the RUG-ADL definitions to determine the initial RUG-ADL score at the start of the episode of
care.
2. Assess routinely. PCOC recommends a minimum of daily for inpatients and at each contact (phone or
in-person) for community patients or in hospital consultative patients.
3. Assess whenever there is a phase change
4. Assess at episode end when a patient is discharged.
5. Assessment may be conducted in-person or over the phone (except for initial assessment at episode
start).
6. Record the score as assessed. The RUG-ADL may be entered directly into an electronic patient record
or on a clinical form to be entered into a data system (e.g. SNAPshot). Examples of clinical forms are
on our website http://ahsri.uow.edu.au/pcoc/forms/index.html.

NOTE

• There is no score of “2” for bed mobility, toileting and transfers. For
bed mobility, toileting and transfers the change from
independent/supervision to limited assistance was found to equate
to a three-fold increase in resources. For eating, the same change
equated to a two-fold increase in use of resources.
• The RUG-ADL is based on what the person actually does, not what
they are capable of doing. This is best achieved by asking “Do
you…?” rather than “Can you…?”
• How do you score the unconscious or terminal patient for the item
eating? Score 3 to indicate extensive assistance and total
dependence as the patient does not feed him/herself.

For further information, please refer to RUG-ADL PowerPoint presentation on the PCOC website
www.pcoc.org.au.

References for RUG-ADL:
Centre for Health Service Development: University of Wollongong. (1997). The Australian National SubAcute and Non-Acute Patient (AN-SN AP) Casemix Classification: Report of the National Sub-Acute and
Non-Acute Casemix Classification Study.
Eagar, K., Gordon, R., Green, J., Smith, M. (2004). An Australian casemix classification for palliative care:
lessons and policy implications of a national study. Palliative Medicine, 18, 227-233.
Fries, B. E., Scheider, D. P., Foley, W. J.,Gavazzi, M., Burke, R., Cornelius, E. (1994) Refining a case-mix
measure for nursing homes: Resource Utilisation Groups (RUG-Il). Medical Care (1994) 23, 668-85
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Australia-modified Karnofsky Performance Status (AKPS)
The Australia-modified Karnofsky Performance Status (AKPS) Scale is a measure of the patient’s
performance across the dimensions of activity, work and self-care at phase start. It is a single score
between 10 and 100 assigned by a clinician based on observations of a patient’s ability to perform
common tasks relating to activity, work and self-care. A score of 100 signifies normal physical abilities
with no evidence of disease. Decreasing numbers indicate a reduced performance status. A score of 0
indicates the patient has died, however this score is not used as no further patient assessments are
documented following the death of a patient.

How to assess AKPS
1. Use the AKPS definitions to determine the initial rating on admission or commencement of an episode
of care.
2. Assess at episode start.
3. Assess routinely. PCOC recommends a minimum of daily for inpatients and at each contact (phone or
in-person) for community patients or in hospital consultative patients.
4. Assess whenever there is a phase change.
5. Assess at episode end when a patient is discharged.
6. Assessment may be conducted in-person or over the phone (except for initial assessment at episode
start).
7. Record the score as assessed. The AKPS may be entered directly into an electronic patient record or
on a clinical form to be entered into a data system (e.g. SNAPshot). Examples of clinical forms are on
our website http://ahsri.uow.edu.au/pcoc/forms/index.html.

AKPS ASSESSMENT CRITERIA

SCORE

Normal; no complaints; no evidence of disease

100

Able to carry on normal activity; minor sign of symptoms of disease

90

Normal activity with effort; some signs or symptoms of disease

80

Cares for self; unable to carry on normal activity or to do active work

70

Able to care for most needs; but requires occasional assistance

60

Considerable assistance and frequent medical care required

50

In bed more than 50% of the time

40

Almost completely bedfast

30

Totally bedfast and requiring extensive nursing care by professionals and/or family

20

Comatose or barely rousable

10

Dead

0

Reference for AKPS:
Abernethy, A. P., Shelby-James, T., Fazekas, B. S., Woods, D. Currow, D. C. (2005). The Australia-modified
Karnofsky Performance Status (AKPS) Scale: A Revised Scale for Contemporary Palliative Care Clinical
Practice [Electronic Version]. BioMed Central Palliative Care, 4, 1-12
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Palliative Care Problem Severity Score (PCPSS)
The Palliative Care Problem Severity Score (PCPSS) is recommended as a clinical tool which can be used
for initial screening and ongoing coordination of specialist palliative care (Bostanci, Hudson et al. 2012).
Clinician rated, it facilitates the global assessment of four palliative care domains: pain,
psychological/spiritual, other symptoms and family/carer. The family/carer domain measures problems
associated with a patient’s condition or palliative care needs. Each domain is rated on a 4 point scale
measuring the severity of the symptoms: 0 =absent, 1 =mild, 2 =moderate and 3 =severe. The domain
scores are used as triggers for referral, intervention or further assessment (Smith and Firns 1994, Eagar,
Gordon et al. 2004).
The PCPSS domains

The PCPSS score

Pain

0 Absent

Other symptoms

1 Mild

Psychological/spiritual

2 Moderate

Family/carer

3 Severe

How to assess PCPSS
1. Score the overall severity of the problems experienced on admission or at episode start.
2. Assess at episode start.
3. Assess routinely. PCOC recommends a minimum of daily for inpatients and at each contact (telephone
or in-person) for community patients or in hospital consultative patients.
4. Assess whenever there is a phase change.
5. Assess at episode end when a patient is discharged.
6. Assessment may be conducted in-person or over the phone (except for initial assessment at episode
start).
7. Record the score as assessed. The PCPSS scores may be entered directly into an electronic patient
record or on a clinical form to be entered into a data system (e.g. SNAPshot). Examples of clinical
forms are on our website http://ahsri.uow.edu.au/pcoc/forms/index.html.

References for PCPSS:
Centre for Health Service Development: University of Wollongong. (1997). The Australian National SubAcute and Non-Acute Patient (AN-SN AP) Casemix Classification: Report of the National Sub-Acute and
Non-Acute Casemix Classification Study.
Eagar, K., Green, J., Gordon, R. (2004). An Australian casemix Classification for palliative care: technical
development and results. Palliative Medicine 18: 217-226.
Eagar, K., Gordon, R., Green, J., Smith, M. (2004). An Australian casemix classification for palliative care:
lessons and policy implications of a national study. Palliative Medicine, 18, 227-233.
Smith M (1995) The Development of a National Palliative Care Casemix Classification, Aged Care Australia
8th National Conference and Trade Exhibition Conference Proceedings, Aged Care Australia.
Smith, M. Firms, P. (1994) Palliative care case mix Classification – Testing a Model in a Variety of Palliative
Care Settings – Preliminary Results. Conference proceedings from the 6th national Case mix Conference.
Commonwealth Department of Human Services and Health.
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Symptom Assessment Scale (SAS)

NOTE

The Symptom Assessment Scale (SAS) describes the patient’s level of distress relating to individual
physical symptoms. The symptoms and problems in the scale are the seven most common experienced by
palliative patients; difficulty sleeping, appetite problems, nausea, bowel problems, breathing problems,
fatigue and pain. The instrument is designed to be a patient rated tool but also allows for rating by proxy.

• The Symptom Assessment Scale measures distress relating to
common symptoms and problems.
• Highly rated or problematic symptoms may trigger other assessments.
• The Symptom Assessment Scale may trigger the use of additional
assessment tools.

How to assess SAS

1. Determine if the patient can rate the degree of their distress for each symptom. When unable a
family member or clinician rates the degree of distress based on observations and other assessments.
2. Utilise the SAS brochure and SAS patient form to rate symptom distress on a scale of 0-10 (see page
36). Symptoms that are not present are given a rating of ‘0’. Symptoms that are present are rated on
a scale of 1 to 10. Additional symptoms (e.g. multiple pain sites, vomiting, cough) may be added in the
blank spaces on the form and assessed in the same way. However these are not submitted to PCOC
for reporting.
3. Assess at episode start.
4. Assess routinely. PCOC recommends a minimum of daily for inpatients and at each contact (phone or
in-person) for community patients or in hospital consultative patients.
5. Assess whenever there is a phase change.
6. Assess at episode end when a patient is discharged.
7. Assessment may be conducted in-person or over the phone (except for initial assessment at episode
start).
8. Record the score as assessed. The SAS scores may be entered directly into an electronic patient
record or on a clinical form to be entered into a data system (e.g. SNAPshot). Examples of clinical
forms are on our website http://ahsri.uow.edu.au/pcoc/forms/index.html.

Translated versions of the SAS forms and SAS brochure are available on the PCOC website.

References for SAS:
Aoun, S. M., Monterosso, L., Kristjanson, L., and McConigley, R. (2011). Measuring Symptom Distress in
Palliative Care: Psychometric Properties of the Symptom Assessment Scale (SAS) Journal of Palliative
Medicine 14(3): 315-321.
Kristjanson L.J., Pickstock,S., Yuen K., Blight J., Cummins A., Dean A.A., Tinnelly K., Cousins K.,
Development and Testing of the Revised Symptom Assessment Scale: Final report, (1999), Edith Cowan
University: Perth.
Pickstock, S., Kristjanson, L J., Tinnelly, C., Cummings, A., McCallion, A., Cousins, K., Oldham, L., Robinson,
M., Yuen, K., Bridge, D., Webster, J., McDonald, P; Medigovich, K., 20th Annual Scientific Meeting (APS):
Development and testing of a symptom assessment scale, Australian Pain Society, Editor (1999).
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Symptom Assessment Scale - Information for patients
What does the Symptom Assessment Scale measure?

The Symptom Assessment Scale measures how severe your distress is, relating to each of the
following symptoms:
Difficulty sleeping

Breathing problems

Appetite problems

Fatigue

Nausea

Pain

Bowel problems

If you are experiencing distress from any other symptoms or problems not listed above, please
let your health professional know.

How do I use the Symptom Assessment Scale?

Your health professional will ask you to rate each of the symptoms or problems listed above
between 0 and 10, using the scale below:
Worst
possible
distress

Absent or
no distress

0

1

2

3

4

5

6

7

8

9

10

Think about your experience of the individual symptom or problem over the last 24 hours and
rate according to how severe your distress has been. Record your rating on the form for
completion by patients.
A score of 0: means the symptom or problem is absent or that you have no distress associated
with that symptom.
A score of 1: means that you are experiencing minimal distress from the symptom or problem.
A score of 10: means you are experiencing the worst possible distress associated with the
symptom or problem.
For accuracy and consistency, it is best if you score your symptoms on your own using the
Symptom Assessment Scale provided for you (see the back of this leaflet). If you would prefer,
you may like to do this with a family member or carer. Your health professional will also be able
to help you.
If you are the carer of a person who is unable to rate their own symptoms, your health
professional may ask you to do this on their behalf. It is important that you look for signs of
distress and rate according to how much distress you think each symptom is causing for the
person you are caring for.

When do I use the Symptom Assessment Scale?

Your scores may change daily and it is important that your health professionals know this
information.
Your health professional will tell you how often and when you need to score your symptoms.
If you have any questions about the Symptom Assessment Scale please speak to your health
professional.
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Symptom Assessment Scale
Form for completion by patients

Name:________________________________________________________________________

1. Write the day or date in the space provided
2. Select a number between 0 and 10 using the diagram below
3. Record your score
4. Add in any other symptoms or problems that are causing you distress in the blank
spaces, below the listed symptoms
Worst
possible
distress

Absent or
no distress

0

1

2

3

4

5

6

7

8

9

10

0 = means the symptom is absent or you have no distress caused by the symptom.
10 = means you are experiencing the worst possible distress caused by the symptom.
Date/Day
Difficulty sleeping
Appetite problems
Nausea
Bowel problems
Breathing problems
Fatigue
Pain
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(Please complete or affix Label here)
UPI:

[Insert Service
Name Here]

Surname
First name:
DOB:

PCOC Assessment
Instructions: [Insert here]
Year 20

Date
Time

Phase (1-5)
RUG ADL (total 4-18)
Bed Mobility

Transfers
Eating

PCOC ASSESSMENT

Clinician Rated Score

Toileting

Total RUG:
Problem Severity Score (0-3)
Pain
Other Symptoms
Psychological/
Spiritual
Family / Carer
Australia-modified
Karnofsky (10-100)
Symptom Assessment Scale (0-10)
Difficulty sleeping

Patient Rated Score

Appetite problems
Nausea
Bowel problems
Breathing problems
Fatigue
Pain
JULY 2014

Patient = pt
Proxy = pr
Reason for Phase End (1-7)
Staff Initials:
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PALLIATIVE CARE PHASE
Clinician rated
1. STABLE Symptoms are adequately controlled by
established management
2. UNSTABLE Development of a new problem or a
rapid increase in the severity of existing problems
3. DETERIORATING Gradual worsening of existing
symptoms or the development of new but expected
problems
4. TERMINAL Death likely in a matter of days
5. BEREAVED Death of a patient has occurred and
the carers are grieving
Refer to complete Phase Definitions

PROBLEM SEVERITY SCORE
Clinician rated
For the following 4 domains assess the severity of
problems as;
0 = Absent; 1 = Mild; 2 = Moderate; 3 = Severe
PAIN: Record the severity of problems relating to pain
OTHER SYMPTOMS: Record the severity of problems
relating to other symptoms.
PSYCHOLOGICAL / SPIRITUAL: Record the severity of
psychological/spiritual problems of the patient.
FAMILY / CARER: Record the severity of family/carer
problems.
Scores trigger referrals and more in-depth assessment

RUG-ADL
Resource Utilisation Group – Activities of Daily Living
Clinician rated
For Bed Mobility, Toileting
and Transfers
1. Independent or supervision only
3. Limited physical assistance
4. Other than two person physical
assist
5. Two or more person physical
assist

For Eating
1. Independent or
supervision only
2. Limited assistance
3. Extensive
assistance/total
dependence/tube fed

Refer to complete RUG-ADL definitions

AKPS
Australia-modified Karnofsky Performance Status (AKPS)
Scale
Clinician rated
100
90
80
70
60
50
40
30
20
10

Normal, no complaints or evidence of disease
Able to carry on normal activity, minor signs or activity
Normal activity with effort, some signs or symptoms of disease
Care for self, unable to carry on normal activity or to do active work
Occasional assistance but is able to care for most needs
Requires considerable assistance and frequent medical care
In bed more that 50% of the time
Almost completely bedfast
Totally bedfast & requiring nursing care by professionals and/or family
Comatose or barely rousable

SYMPTOM ASSESSMENT SCALE
The Symptom Assessment Scale describes the patient’s
level of distress relating to individual physical symptoms.
The symptoms and problems in the scale are the seven
most common; difficulty sleeping, appetite problems,
nausea, bowel problems, breathing problems, fatigue and
pain. The instrument is designed to be a patient rated tool
but also allows for rating by proxy. Symptoms or
problems, not listed, can be added in the blank row.

Instruct the patient to consider their experience of the individual
symptom or problem over the last 24 hours and rate according to how
severe distress has been
A score of 0: means the symptom or problem is absent or
there is no distress associated with that symptom or
problem.
A score of 1: means the symptom or problem is causing
minimal distress.

For accuracy and consistency, it is best for the patient to
score symptoms on their own using the Symptom
Assessment Scale Form for Patients.

A score of 10: means the symptom or problem is causing the
worst possible distress.

A family member, carer or health professional can also
use the Symptom Assessment Scale Form for Patients to
assist the patient to rate how severe their distress is.
If the family member, carer or health professional is rating
symptoms on behalf of the patient, it is important to look
for signs of distress and rate accordingly.

REASON FOR PHASE END - the reason this phase ended.
If the reason for phase end is discharge record the other assessment scores at the time of phase end

1.
2.
3.
4.

Change to Stable Phase

5. Death

Change to Unstable Phase

6. Bereavement Phase end

Change to Deteriorating Phase

7. Discharge

Change to terminal phase
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St. Example’s
Palliative Care
Service

UPI:

20000145

Surname:

Doe

First name:

John

DOB:

06/01/1934

PCOC Assessment
Instructions: Assess on admission, daily, at phase change and at discharge
Year 2013

Date

05/01

06/01

07/01

08/01

09/01

10/01

11/01

11/01

Time

11:34

12:01

10:59

11:02

11:00

11:15

11:03

16:55

1

1

3

3

3

4

4

Died

Bed Mobility

3

3

4

4

4

5

5

Toileting

3

3

4

4

4

5

5

Transfers

3

3

4

4

4

5

5

Eating

1

1

2

2

2

3

3

Total RUG:

10

10

14

14

14

18

18

Pain

1

1

2

1

1

1

1

Other Symptoms

1

1

1

1

1

1

1

Psychological/ Spiritual

0

0

1

1

1

1

1

Family / Carer
Australia modified
Karnofsky (10-100)

1

1

1

1

1

2

2

60

60

40

40

30

20

10

Phase (1-5)

Problem Severity Score (0-3)

PCOC ASSESSMENT

Clinician Rated Score

RUG ADL (total 4-18)

Difficulty sleeping

3

3

3

3

3

0

0

Appetite problems

2

2

2

2

2

0

0

Nausea

0

0

0

0

0

0

0

Bowel problems

2

2

2

2

2

0

0

Breathing problems

0

0

0

0

0

2

2

Fatigue

3

3

3

3

3

0

0

Pain

2

2

5

3

2

2

2

Patient = pt
Proxy = pr

pt

pt

pt

pt

pt

pr

pr

Reason for Phase End (1-7)

3

4

JULY 2014

Patient Rated Score

Symptom Assessment Scale (0-10)

5

Staff Initials:
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St. Example’s
Palliative Care
Service

UPI:

20000146

Surname:

Doe

First name:

Jane

DOB:

08/04/1931

PCOC Assessment
Instructions: Assess on admission, daily, at phase change and at discharge
Year 2013

Date

11/02

12/02

13/02

14/02

Time

11:34

12:01

10:59

11:00
D/C

2

2

1

1

Bed Mobility

3

3

3

3

Toileting

3

3

3

3

Transfers

3

3

3

3

Eating

1

1

1

1

Total RUG:

10

10

10

10

Pain

3

2

1

1

Other Symptoms

3

2

1

1

Psychological/ Spiritual

0

0

0

0

Family / Carer
Australia modified
Karnofsky (10-100)

2

1

1

1

50

50

50

50

Phase (1-5)

Problem Severity Score (0-3)

PCOC ASSESSMENT

Clinician Rated Score

RUG ADL (total 4-18)

Difficulty sleeping

5

4

4

4

Appetite problems

6

5

5

4

Nausea

8

5

3

3

Bowel problems

2

2

1

1

Breathing problems

0

0

0

0

Fatigue

8

8

5

4

Pain

8

5

2

2

Patient = pt
Proxy = pr

pt

pt

pt

pt

Reason for Phase End (1-7)

1

JULY 2014

Patient Rated Score

Symptom Assessment Scale (0-10)

7

Staff Initials:
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How to use the clinical assessment tools
Impeccable assessment is fundamental to the provision of quality palliative care. The clinical assessment
tools used in the PCOC framework assess the key domains of palliative care. These are the phase of
illness, the patient’s functioning and performance status, pain and other common physical symptoms, the
patient’s psychological/spiritual problems and family/carer problems associated with the patient’s illness.

Standardising clinical assessment
PCOC is a national approach towards the routine assessment in palliative care practice using standardised
clinical assessment tools. Palliative care services participating in PCOC have reported several benefits to
implementing the assessment tools: 1
•
•
•
•
•
•
•
•
•
•

Improved symptom management
Consistent, formal documentation of assessment
Assessment tools drive the focus of care
Consistent clinical picture of the individual patient
Consistent framework for screening family / carer problems that directly impact the patient’s care
A common language for all care providers
A seamless service between service providers and settings of care
Enhanced communication between patients, families and clinicians
Assessment across domains provides referral triggers
Informs self-assessment in the National Standards Assessment Program (NSAP).

How to implement the assessments
Implementation of the clinical assessment tools requires a systematic approach, involving all aspects of
the palliative care service. Services participating in PCOC suggest the following recommendations for
implementation:
•
•
•
•
•

1

Adopt a multidisciplinary approach to clinical assessment, where all key people are involved
Establish a working group to plan and implement the PCOC clinical assessment process.
Consider how the clinical assessment tools can be integrated in to the current process by streamlining
current practice and avoiding duplication.
Comprehensive clinician education (initial and ongoing) about use of the clinical assessment tools is
essential to successful implementation.
Develop and disseminate processes for assessment. Processes include:
o When assessments are completed
o Where assessments are completed
o Who completes the assessments
o How the assessments are documented
o How the assessments are reported to PCOC (selection of database etc.)
o How patient outcome reports are incorporated in to quality improvement processes.

PCOC March 2010 Champions Pre-Workshop Survey, PCOC March 2010 Champions Workshop Survey
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Education resources for clinical assessments used in PCOC
For orientation education
The following resources for use in self-directed orientation or orientation programs are available
www.pcoc.org.au.
For self-directed orientation use the following:
1. A 10-minute video presentation: Orientation to PCOC assessment tools
2. A 12-minute DVD: Understanding PCOC
3. PCOC assessment tools lanyard card
4. PCOC assessment form
For orientation programs provided by education or clinical support staff:
1. A 10 minute PowerPoint presentation with slide notes: Orientation to PCOC assessment tools
2. A 12-minute DVD: Understanding PCOC
3. PCOC assessment tools lanyard card
4. PCOC assessment form

For Continuing Professional Development
Continuing Professional Development (CPD) is an important factor in facilitating practice change. The
resources contained in this toolkit are designed specifically to integrate the PCOC assessments into CPD.
This booklet and the video presentation and PowerPoint resources can be used individually. Here is a
guide to the time each self-directed activity requires:
•

Read the booklet contents including case studies

1 hour

•

View video presentations

15 min each = 1 hour

•

View PCOC DVD: Understanding PCOC

15 min

Ensure that you document learning activities in your CPD portfolio and have the activities verified by your
manager or equivalent.
“Documentation of self-directed CPD must include dates, a brief description of the outcomes and the
number of hours spent in each activity. All evidence should be verified.” (Nursing and Midwifery Board of
Australia, 2010). To find out more go to: www.nursingmidwiferyboard.gov.au.
Another helpful activity for CPD is to use the following questions as prompt for discussion in your clinical
team.
• What are some ideas for integrating assessment tools into clinical practice?
• How could you use your assessment scores in your day-to-day work?
• Do you have any ideas for using PCOC data in QI projects
• What have you tried- what works and what doesn’t?
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Worksheet for reflecting on practice and considering areas for improvement
Suggestions you have for
improving your own
assessment practice

Document discussion of
ideas for improving the
use of PCOC assessment
in your workplace

List ideas for quality
activities or projects
using assessment tools
or a PCOC report
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