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1. Introduction

Pdliative Care WA (Inc), representing a broad base of pdliative care interests in Western
Audrdia, welcomes this opportunity to make a submission to the Hedlth Reform
Committee.

This document is intended to set before the Health Reform Committee current issues of
concern to paliative care providers. It also proposes an agendafor future discussons
regarding the gppropriate levels of pdliative care provison which the community will
require, and how these needs can best be met, whilst encompassing nationaly accepted
gandards and sustainability of funding.

Pdliative Care WA (Inc) recognises that the remit of the Health Reform Committeeisto
“improve the quality of hedth services’ and to “ manage codts of the system to ensure
sustainable growth in the hedlth budget™.  Providers of palliative care sarvicesin
Western Australia share common objectives of offering highest standards of care, within
afinancdly sustainable framework.

Representatives of Pdliative Care WA (Inc) and those individuas who have asssted with
preparation of this document look forward to future opportunities to participate in
discusson with the Hedth Reform Committee about how these objectives might be
reached.
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2. Recommendations

Pdliative Care Inc (WA) recommends that:

1.

The strong foundation provided by exigting partnerships within pdliive care
service provison be built on with a systematic approach to planning and funding
(Section 3)

Robust trends modelling be undertaken to inform future planning for paliative
care services a apopulation level (Section 4.1)

The Hedth Reform Committee make use of the expertise assembled in the
Pdliative Care Advisory Group, as convened by the Department of Hedlth, to
provide direct input into planning and policy in pdliative care provison (Section
4.1)

The Hedth Reform Committee undertake a thorough review of current funding
arrangements, with aview to formulating a transparent funding model based on
premises agreed to by the stakeholders (Section 4.2)

The Hedth Reform Commiittee review compardtive levels of funding made
available for pdliative care services in other Audrdian States and territories
(Section 4.2)

Issues of long term underinvestment in specidist pdliative care services be
addressed before any capping isimposed upon hedth care funding in Western
Audrdia (Section 4.2)

Any reforms of paliative care service provision be informed by current best
practice and standards, and conform to national ly-accepted strategic guidelines
(Section 4.3)

Stakeholdersin the provision of pdliative care be consulted in discussons
regarding future planning for pdliative care, with the joint objectives of
improving quality of and access to sarvices, within afinancidly sustainable
dimate.
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3. Palliative Carein Western Australia— a brief overview
3.1 What is palliative care?

Pdliative careisthe specidised treatment of people with incurable illnesses. The mgjor
gods of pdliative care are to provide comfort and care for termindly ill petients and their
families, and to dlow patients to die peacefully in the setting of their choice (often thelr
own home) while receiving al necessary nursing, medicd and socid care.  All dying
patients and their families deserve access to age-appropriate high qudity palidive care,
irrespective of their ability to pay and their geographical location.

Pdliative care is a comparatively new but now fully-accredited discipline which has

arisen in response to clear patient need. An indication of the importance of this new
specidty isthe establishment of a Chapter of Pdliative Care Medicine by the Roya

Ausgrdasan College of Physiciansin 2000.

Pdliative care services embrace many aspects of care of termindly ill patients and their
support networks. Equitable access to the level of required service, and seamless transfer
between levels of provision, are requirements of a population-based model of care. The
continuum of care offered ranges from primary paliative care a one end of the spectrum,
to specidist paliative care services at the other?.

Primary pdliaive careis provided by non-specidist paliative care providers. Itsgods
areto offer care and comfort to the dying patient. 1t can be provided by the patient's own
family doctor, community and hospital based nurses and dlied hedlth professonds, and
professionalsin pastora care, or may be offered by workersin other speciadist areas of
medicine, such as oncology, gerontology, nephrology and cardiology.

Specialist pdliative care services provide care to those patients whose needs exceed the
capacity and resources of primary care services, and are provided by amultidisciplinery
team with specific expertise in pdliative care. The skills base includes medicine,

nursing, socia work, pastora care, physiotherapy, pharmacy and related specidties. In
many cases it is sufficient for specialist services to provide advice and support to primary
care givers, but some patients will require direct management by a specidist unit. Itis
vitd that specidist expertiseis accessble to dl who need it.

Specidig pdliative care provides the resource base for dl areas of pdliative care and its
capatiilities indude the devel opment of best practice service protocols, education and
research. The avalability of targeted education and training builds and strengthens local
capability and, in its absence, there is heightened risk that patients requiring paliative

care will not have atimely referra to appropriate services and that optima care standards
may not be met.  The importance of research programmes at both clinical and service
deivery leves in pdlidive care iswiddy recognised, and is necessary to ensure that best
practice for palliative care patientsisidentified and adopted®.
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Community education is vita to ensure that patients and their families are aware of the
range of servicesto which they have an entitlement, and from which they should be free
to select the options which best fit their individua needs.

3.2 Provision of palliative care servicesin Western Australia

Pdliative care is available to patients in thelir homes, as outpatients, or asin-patientsin
hospices or hospitals. These services are provided by arange of skilled professonals ad
ancillary workers, and in some settings are supported by volunteers as well.

Home-based palliative care services are well developed in metropolitan and rurd towns,
offered by Silver Chain Hospice Care Services and other non-government providers.
Around the clock careis offered by teams which include nurses, hospice care doctors
(who aremanly generd medica practitioners), care aides, chaplains, counsdllors and
volunteers. In-patient services are offered a Hollywood Private Hospital, The Cottage
Hospice, the Murdoch Community Hospice and St John of God Healthcare Bunbury.
Consultative services are provided by Roya Perth Hospitd, Sir Charles Gairdner
Hospital, Hollywood Private Hospitd and Fremantle Hospitd.

Pdliative care services are provided in rurd and remote regions of the state mainly at the
primary carelevel. In-patient servicesin rurd centres range from the well-devel oped to
limited, and home-based palliative care services are offered in some areas following a
vaiety of service ddivery modds. A group of Perth-based paliative care specidists are
available on cdl to provide advice to rurd generd practitioners.  While aming to offer
the best care to dl, country service providers are faced with the chalenges of distance
and isolation, ataining the gppropriate skills mix to provide high quaity care, difficulties
in planning due to a variable workload, and the inability to benefit from economies of
scae.

Providers of paediatric and adolescent palliative care are faced with a different set of
chdlenges, induding meeting the protracted access requirements often accompanying
childhood illness, location of suitable accommodation, and assembling the specific age-
appropriate range of expertise required in supporting the families of dying childrenand
teenagers.

Pdliative care funding comes from a variety of sources, including the Department of
Hedth of Western Ausdtralia, the Commonwealth Departments of Hedlth and Aged Care
and Veterans Affairs, private hedth insurers, charitable organisations such as the Cancer
Foundation of Western Audtrdia, St John of God Healthcare and Silver Chain Nursing
Association, and groups and individuas from within the wider community.

All providers share common gods of excdlence in the care which they offer.  One of the
greatest strengths of paliative care provision in Western Audtralia has been the strong
partnerships which have evolved between government and non-government
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organisaions, duein large part to the persona commitment and motivation of individuas
involved.

Future provison of pdliative care will require amore systemetic gpproach to planning
and funding, promoting anew era of service ddlivery to awider range of metropolitan
and rurd communities

4. Issueswhich Palliative Care WA (Inc) wishestoraise
4.1 Need for trends modedling

Pdlitive Care WA (Inc) commends the intention of the Hedth Reform Committee, as
dated inits Interim Report, to undertake robust trends moddling “in the areas of
demographics, demand trends, supply trends, and epidemiological trends’.

Only by athorough investigation into population hedlth trends can future requirements
for pdliative care be planned in terms of facilities and workforce requirements. Pdliaive
Care Australia has formulated planning guiddines for the gopropriate minimum levels of
specidist pdliative care staffing needed to service the populatior.  Paliative Care WA
(Inc) advocates that these guidelines be used to inform workforce planning.

Broad changes in popul ation demographics are placing direct pressure on the provison of
pdliaive carein Western Audrdia.  These include well-documented features, such as.

?? an ageing population with the concomitant increase in disease incidence (both
cancer and non-maignant conditions); and

?? theincrease in the numbers of people who live done, who lack traditiona family
infrastructure, or who, themselvesill, live with an ederly or ill partner.

In addition to these overdl changes, there are a number of specific issues currently
evolving which are affecting the ability of paliative care providers to meet demand:

?? the growing recognition that paliative care has much to offer patients of al ages
with diseases other than cancer, such as neurologica conditions, renal disease,
cardiac disease, respiratory disease and muscular dystrophy

?? patients with non-maignant termind illnesses have less predictable prognoses,
they may live longer, have multiple admissionsto inpatient care, and need a
different range of nursing, medica and ancillary hedth capahiilities, leading to
difficultiesin planning care®
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?? advancesin medica knowledge (such as chemotherapy) have resulted in longer
life expectancies for many disease sufferers, with the result that as these patients
reach ther fina stage of life they are older, suffer a greater acuity of symptoms,
and require lengthier access to aswell asamoreintensive leve of palliative care®

?? the shortfal in gppropriate accommodation for adults aged under 60 who are
unable to be supported a home, need access to longer term palliative care, and do
not qualify for placement in (nor should be accommodated by) an aged care
fadlity.

Pdliative Care WA (Inc) dso wishes to remind the Hedlth Reform Committee that it has
access to the expertise assembled in the Pdliative Care Advisory Group, convened by the
Department of Hedlth. Members of this group have the experience, the skills and the
willingness to provide direct input into planning and policy in paliative care provison
based on current research and best practice.

4.2 Sustainability

It is noted that the Hedth Reform Committee has a brief to redtrict future growth in

hedlth expenditure to 6% per annum for “short term expense limits’ (2003/4 and 2004/5)
and 4.5% per annum in the following years. Pdliative Care WA (Inc) beievesthat issues
of long term underinvestment in specidist palidtive care services must be addressed
before any capping isimposed upon hedth care funding in Western Audtrdia

Pdliative Care WA (Inc) requests that the Health Reform Committee investigate the
levels of funding made available for pdlidtive care servicesin other Audrdian sates and
territories, as provided by the various Departments of Hedlth, the Department of Veterans
Affairs and hedth insurers. It isthe strongly held view of Palliaive Care WA (Inc) that
sarvicesin Western Audrdia are funded a a significantly lower leve than esewherein
Audrdia

An area of mgor and ongoing concern is that the funding modd currently gpplied to in-
patient pdliative careis flawed.

As one example of this, funding provided to the Cancer Foundation Cottage Hospice has
been based on occupied bed-days and care levels have been compared, inappropriately,
with secondary/tertiary medica and surgical clinica aress, rather than comparable
spedidis, intensive pdliative care sarvices”.  There has been neither acknowledgement
of best-practice paliative care service modds and quaity standards within the funding
modd; nor atrue reflection of rea cost within the contract currency (occupied bed days).
Funding to the Cottage Hospice currently assumes a subsidy from the Cancer Foundation
of WA in excess of $500,000 per annum, an expectation which the Foundation has met
withreluctance, in the interests of keeping this important facility open.  Subsdisation at
thisleve isno longer sustainable within the competitive charitable environment in which
the Foundation must operate.  Compounding meatters across the state, the artificdly low
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leve of Departmentd funding provided to the Cottage Hospice has since become the
basdine for funding offered to other providers of in-patient paliaive care. Those
providers which do not have access to back up resources such as those of the Cancer
Foundation are pendised by this assumption.

It isaso implied within the current funding modd that the cost of service provison

within the charitable or “ private sector” is higher than if the same service were provided
by the public sector. Pdliative Care WA (Inc) would like this view re-examined in the
light of the nationa standards for pallidtive care service ddivery, which apply equaly
across public and non-profit sectors (see Section 4.3 below). Pdliative careisintensive
and complex. A funding modd is now required that acknowledges the redigtic srategic
costs of palliative care to the hedlth care budget and the value of these servicesto the
community.

Other matters of concern include the annua re-negotiation of contracts, which istime-
consuming for dl parties, militates againgt long term planning, and has caused

uncertainty for providers by not being findised prior to the commencement of the
financid year. While longer-term financid planning is to be welcomed, the Department
of Hedlth' s recent proposals for non-government providers to accede to three year
contracts are based on the unsound funding model described above, and fail to take into
account externa and unavoidable cost pressures, such asthe CPl and wage agreements.
It may be that aworkable solution lies somewhere in between, with along-term
commitment to provide funding, forming the basis for annua negotiation around certain
services.

The ability to negotiate workable, appropriate contracts is a key factor in providing
proper and financidly sustainable pdliative care services throughout Western Audtrdia.
Increasing tenson over contracting arrangements between the Department of Hedlth as
purchaser, and community-based charitable provider organisations has the potentia to
erode dtrategic relationshi ps between purchaser and provider, to the detriment of
palictive care provison across the Western Augtrdian community. Pdliative Care WA
believes that this would be both regrettable and counter-productive to achieving a
sugtainable pallidtive care service mode.

Providers of palidtive care welcome the opportunity to discuss with the Health Reform
Committee options for strengthening the current funding modd and contracting
arrangements.

4.3 Standardsof Care

Thereisawedth of excdlent Austrdian documentation available about optimal service
ddivery for pdliative care which has been produced by the Commonweslth (for example
National Palliative Care Strategy — A National Framework for Palliative Care Service
Development, 2000), the State Government (Palliative Care — The Plan for Western
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Australia, 1997) and the peak body for pdliaive care, Pdliative Care Augtrdia
(Standards for Palliative Care Provision, 1999). In the absence of paediatric paliative
care slandards in Australia, the provision of paediatric and adolescent pdliative care

should currently follow standards developed in the United Kingdom.

It is assumed that the Health Reform Committee is aware of these documents and
supports their objectives. Pdliative Care WA (Inc) does not propose to reiterate in this
brief submisson what has been well-documented elsawhere. It isimportant to state,
however, that any reforms of paliative care service provison must be informed by
current best practice and standards, and conform to nationdly-accepted strategic
guiddines.

Standards for accreditation of pdliative care services, formulated by Pdliative Care
Augrdia®* and to be applied in conjunction with the Australian Council of Hedlth Care
Standard' s Eva uation and Quality Improvement Programme (EQuIP) are now in place.
The Commonwedth Department of Health and Aged Care has made clear its objective of
introducing Nationd Minimum Standardsin paliative care service provison, and then
evauaing dl providers®. Conformity to accepted standardsis not an option for quality
providers of paliative care — whether they be in the government or non-government
sector — but a requirement.

All pdlidive care providers contributing to this submisson share the common objective
of offering the highest slandards of care, and look forward to working closaly with
appropriate state and commonwedth authorities to ensure that paliative care servicesin
this state are gppropriately resourced, soundly-structured, optimally staffed and properly
delivered to dl who have need of them.
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