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ARCHI Australian Resource Centre for Health Innovation

DHS Department of Human Services

DVA Department of Veterans Affairs

GP General Practitioner

HRG Healthcare Resource Groups

ICS Integrated Cancer Services

MND Motor Neurone Disease

NHS National Health Service (UK)

NGO Non-Government Organisation

NICE National Institute of Clinical Excellence (UK)

NZ New Zealand

PCA Palliative Care Australia

P&FG Policy & Funding Guidelines

RDNS Royal District Nursing Service

SACS Sub-acute Ambulatory Care Services

SDF Service Delivery Framework

SNAP Sub-acute Non-Admitted Patients

UBF Unassigned Bed Fund

UK United Kingdom

USA United States of America

VACS Victorian Ambulatory Classification & Funding System

WIES Weighted Inlier Equivalent Separations
Disclaimer

Please note that, in accordance with our Company’s policy, we are obliged to advise that
neither the Company nor any employee nor sub-contractor undertakes responsibility in any
way whatsoever to any person or organisation (other than the Department of Human
Services) in respect of information set out in this report, including any errors or omissions
therein, arising through negligence or otherwise however caused.
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Purpose, approach and structure of the literature
review

Purpose

The purpose of this palliative care literature review is to:

e Examine and assess the current service and funding models that are
operating in other jurisdictions; and

e Examine the evidence base that supports the various service models.

The review forms part of the early stages of a project, commissioned by the
Victorian Department of Human Services, to develop a service delivery framework
and funding model for palliative care in Victoria.

Approach

This literature review on palliative care service and funding models has been guided
by the plethora of previous reviews and research into palliative care services. A
substantial number of literature searches have been undertaken in relation to
palliative care in Victoria, most with comprehensive bibliographies. This review has
not replicated the work of these excellent sources.

This paper differs from the many previous reviews in three important respects.
Firstly, it provides a distillation and synthesis of the key features or characteristics of
the particular service and funding models.

Secondly, it examines the relative strength of the evidence that supports the models.

Thirdly, it draws conclusions about the suitability of the key features in these other
models to the Victorian context.

This approach provides a robust basis on which to differentiate model types and
features that can be discussed with the steering committee, and more broadly as
applicable, to inform the future direction of the service delivery framework and
funding model.

In this regard a paper was prepared on the ‘Questions and Parameters’ for the
literature review (which was considered by the Steering Committee at its October
meeting). The paper is attached (Appendix A). This means that the approach lends
itself to an overview of the literature as it applies to service and funding models.

The searches undertaken, while yielding a significant number of potentially relevant
articles, did not provide a great deal of information on model of care types at the
level of detail sought. Searches for systemic reviews of palliative care of
government, health care institutions and research centre websites did not produce
the level information expected.
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Structure
This paper separately considers ‘service models’ and ‘funding models’.

Consistent with the purpose and approach to the literature review, this paper seeks
to:

=

Identify common characteristics of service/funding models across
jurisdictions;

2. ldentify important characteristics that vary across service/funding models;

3. For each of these characteristics, cite and describe the different service
models;

4. ldentify the relative evidence base and implications for Victoria; and

Pose discussion questions relating to the service/funding model features.
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Service delivery frameworks

There is no shortage of literature on palliative care. However, as noted in section
1.2, the literature on system-wide palliative care service delivery frameworks and
service models is limited. Publications and articles that identify the rationale that
underpins these models are virtually non-existent.

Nevertheless, the following sections identify the common characteristics and points
of variation for service delivery frameworks and service models that are evident from
the literature.

As noted in relation to the approach adopted for the literature overview, common
features in relation to palliative care models have been identified. For example,
some common features are:

e Consistency of palliative care settings;

e Separation or distinction between specialist and generalist workforce;

e Recognition of differential levels of complexity and intensity of need; and

e Multiple phases or stages of care responding to individual patient need.
Notable points of variation include:

e Numbers and level of skill of workforce;

e The range of clinical disciplines involved in care/support;

e Number and range of settings in any catchment;

e Extent to which education, training and research is explicitly included in
service models;

e Extent to which rural services are provided;

e Extent to which the supplementary needs of particular patient groups are
served;

e Extent to which generalist carers are supported; and
e Extent to which bereavement care is provided.

These points will be developed in more detail in following sections.

Differential levels of service

Differentiating levels of service is widely discussed in the literature. It also has
acceptance as a useful basis for developing palliative care services in most western
jurisdictions.
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The literature indicates that palliative care services can be differentiated by the type
of care/service into at least two types; i.e. specialist care/services and generalist
care/services. For example, New Zealand (McKinlay and McBain; 2007) and the
United Kingdom (e.g. Barnet London Marie Curie Delivering Choices Programme)
describe two levels: specialist palliative and generalist palliative care
providers/services.

While this distinction may be helpful from the patient’s perspective and useful in
broadly describing service types, it may not be as useful for service providers and
service planners where a greater level of differentiation may be needed.

From the more recent reviews undertaken in Australian jurisdictions, most states
have tended to identify more than two levels of service. This may be due to the
widespread use of role delineation as a planning instrument. Role delineation is
used as a key part of describing and differentiating levels of service in health care.
Well known examples in acute care are those published in New South Wales and
more recently in Queensland and Western Australia. Victoria’s Palliative Care Role
Delineation Framework was published in 2005 and has three specialist inpatient
levels and a non-specialist inpatient service level. It excludes community based
services.

The concept of differential levels of service, through role delineation, provides a
systematic framework for the planning of services, providing broad parameters for
service models and assists in funding allocation.

Of particular note is Western Australia where there is a recently published “Palliative
Care Model of Care” (April 2008). This describes a comprehensive Model of Care
for the widely dispersed WA population. The model of care matrix has three axes:

Axis 1 - Stages of a condition

These stages include: being well in the community, indicators for referral,
ongoing illness with intermittent care/support, non-complex or complex
continuing care/support, end of life care, and bereavement.

AXis 2 - Activities or services
Details of activities and services that should be provided - what, who and where.
Axis 3 - Policy
Organisational and individual levels.
This model incorporates six levels of service capabilities and resource requirements
from the West Australian Department of Health Clinical Services Framework 2005-

2015 and maps these to Palliative Care Australia’s levels of care so that both those
standards and planning frameworks can be followed.

The Western Australia model is instructive in that it attempts to fuse several facets
of palliative care into a comprehensive framework. Although it may be too ambitious
in attempting to cover all dimensions, it is a valuable approach with potential
application in Victoria as a means of describing the complex inter-relationships
between the most critical characteristics of the service system.
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Tasmania has also reviewed and mapped its current palliative care service
provision. It compared its service and models of care with other states in a
comprehensive report in 2004 entitled “Palliative Care in Tasmania: Current State
and Future Directions”. This report describes for Tasmania a service model of four
levels — a primary level and three specialist levels — consultation, shared care and
direct care.

The Northern Territory has published its “Palliative Care Strategy 2005—-2009” which
includes an integrated service delivery model with four levels of care:

e Levell - Primary care

e Level 2 - Consultation liaison
e Level 3 - Episodic input

e Level 4 - Ongoing input

Structuring services with multiple levels may also allow for the delivery of more
tailored or ‘needs based’ palliative care services to be provided to patients, where
the care pathway enables to patient to access different ‘levels’ of care based on
their needs at any particular time.

Implications

Descriptions in the literature relating to differential service levels are directly related
to the concept of role delineation, which has strong currency in Australia and may
continue to be an important feature of the Victorian service delivery framework.
Role delineation specifies the place of the service provider within the broader
mosaic of palliative care provision. There is an (implied or stated) set of
relationships between service providers within geographic areas.

As important as role delineation, the WA model, and the UK approach also have
strong elements of program designation. Program designation specifies ‘inputs’ to
service provision such as staff skills, equipment, support services, and safety
standards. It is also likely to specify service scope. Program designation criteria
can be established to specify minimum requirements for a service to be provided. It
may also be used to establish funding eligibility.

This means that role delineation and program designation can be combined so that
differentiation of role can be reinforced by the differentiation of infrastructure
requirements, staffing types/categories, clinical governance expectations and the
level of support provided to other services. Combining role delineation and program
designation may give a richer description of capacity/capability within the service
system.

There was no evidence base in the literature to support one model of ‘differentiated
levels of service’ over another, other than to indicate that a level of specialisation is
required for more complex patients, as is the case in all other areas of health care.

Discussion questions:

+ [s it appropriate that service level differentiation be a key feature of the new service delivery
framework?
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+ s role delineation an important concept in recognising different service levels?

+ |s it appropriate for Victoria to incorporate program designation of services with role
delineation in any new service delivery framework?

Population-based approaches

The literature, particularly in the UK and Canada, is increasingly focusing on
population-based approaches to planning and delivering palliative care.

The UK currently has a number of interesting projects under the program ‘Marie
Curie Developing Choices’. The fundamental premise of the Marie Curie Delivering
Choice Programme is that “through working in partnership with the NHS, the
voluntary sector, social services and other health care providers it is to develop
patient-focused 24-hour service models that serve local needs and ensure that
choice of place of care and death is available to all” (Addicott et al; 2008).

The approach in the UK is being driven, not from a palliative care model
perspective, but as part of the broader policy initiative that encourages Primary
Health Trusts to take the lead in the health of their population. This is supported by
a funding approach that seeks to progressively move 80% of health funding to
Primary Care Trusts. Projects in Barnet, Lincolnshire, Tayside, and recently Wales,
all include new initiatives to improve local access and increase the possibility of
choice in palliative care based on a catchment population.

The UK literature also describes some cancer networks (on which Victoria has
based its Integrated Cancer Services (ICS) networks) which are conducting
population needs assessment as outlined by the National Council for Hospice and
Specialist Palliative Care Services.

The Canadian, ‘Edmonton Regional Palliative Care Program’ has been well
described in the literature. (Bruera and Sweeney; 2002). The objectives of this care
model are improving access and coverage across a region, training specialists, up-
skilling and supporting generalist palliative care providers such as family physicians
and developing effective role delineation and hub-spoke networks within given
catchments. This model also shifts the focus from acute care to home and hospice
settings. Patients are admitted to the regional palliative care program with criteria for
admission to the four levels of care — home, inpatient hospice, acute care and
tertiary palliative care unit.

Implications

Victoria, as well as other Australian States, use catchments as an organising basis
for palliative care. This is clear in the use of consortia to encourage the networking
and integration of services. It also provides the prospect of hub-spoke relationships
with other palliative care services between catchment areas. It is also consistent
with the ICS model across Victoria. The PCA needs-based approach in the service
planning guidance for palliative care (2005) also encourages a population and
needs based model for care.
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The Victorian experience in relation of population-based approaches to service
planning and delivery of palliative care is consistent with trends in several western
countries.

Discussion question:

+ What are the relative merits of developing/maintaining an area or regional base as an
appropriate dimension for the planning and delivery of palliative care?

Care settings

Almost universally, the western literature® describes palliative care being established
in:

e Hospitals (as inpatients in acute and/or sub-acute settings);
e Hospices;

e Ambulatory settings (such as community health centres, day programs,
outpatients); and

e Home/Supported residential setting (including residential aged and disability
care facilities).

The consistency of the care settings in international jurisdictions appears to occur
irrespective of the way services are structured, whether centrally or de-centrally
organised, whether public or private in nature, amongst others.

We conclude that these features have emerged in common in all jurisdictions as
they are an effective means of delivering services, within the broader societal,
workforce and financial parameters.

Although unclear in many instances, the literature also indicates that there is
considerable diversity in the:

¢ Range of services delivered in any given geographical area. (For example
the number of acute beds, hospice beds, specialist community services etc
within a given catchment);

e Scope of services provided in community and home settings. (For example,
the extent to which specialist community services are required, carer
support, bereavement services etc, in each catchment);

e Actual level of resourcing available to each setting; and

¢ Relative emphasis, or proportion of the service, provided in each setting.

! A 2003 survey of 12 Central /Eastern European and Central Asia countries found a patchwork of palliative care
services had developed post-communism but there are still considerable gaps with some countries having no
services and most having only a few. Three countries for example had no inpatient hospital or hospice units, only
one had a home nursing service. (Wright et al; 2004).

10
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An important implication of the palliative care sector operating across care settings
was highlighted in a systematic review which found that a lack of knowledge and
education of health and social care professionals and a lack of standardised referral
criteria resulted in barriers to access and referral to palliative care. Poor access
through untimely referrals was also indentified as an issue for those those from
minority ethnic communities, older people and patients with non-malignant
conditions as well as people that are socially excluded e.g., homeless people
(Ahmed et al, 2004).

Implications

We tentatively conclude that the service range, relative emphasis and scope of
services may be as much to do with historical and ad hoc development of the
palliative care in the respective jurisdictions as with any objective and planned
rationale. The application of service types and settings that suit a particular model
of service delivery, or to meet demand, was not a feature of the material reviewed.

There was no evidence-base provided in the reviewed literature that would support
the need to differentiate the range, scope, resource levels or relative emphasis in
each setting.

The implication for Victoria is that the common service settings provide a level of
reassurance that these are mirrored in the current approach in Victoria.
Nevertheless, there may be uneven and under-serviced sectors (such as residential
aged care) and the literature provides no additional insight about the relative
resourcing or scope of service within each of these settings.

Discussion question:

+ Do current Victorian care settings provide sufficient coverage and reach?

Partnerships and alliances

The inclusion of themes around partnerships, alliances, networking and hub-spoke
arrangements are now common in literature published after 2000 across most
jurisdictions (with the possible exception of the private health care systems).

Some of the key literature indicates:

e Having networks at a ‘local’ level offers choice. The UK Marie Curie
Developing Choices Programme provides funding initiatives to develop
partnerships at the local level and supports the Preferred Place of Care
Programme.

e The network and consortia models can differ depending on their objectives.
For example, the nature of partnerships and alliances in the UK is different
as they provide direct services. In contrast, the cancer networks in Victoria
are intended to act as a forum for improved coordination and education, as
are the regional cancer networks in NZ. The palliative care consortia in
Victoria are a hybrid of the two.

11
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¢ Informal ‘micro’ networks can develop as local initiatives, particularly in the
absence of formal structures and policies to improve services across the
care continuum. An example is in the Mid North Coast NSW area where
there is now an integrated rural palliative care service organised by a
network of generalist providers with specialist input. This type of network
model focuses on integration, coordination of care, and education and
support of the generalist team members. The development of similar formal
and informal networks and consortia is underway in several countries such
as Australia, Canada, US, NZ and UK. Examples include the NZ Ministry of
Health, Cancer Control Strategy, 2003 and the Kings Fund, Improving
Choice at End of Life (Addicott et al; 2008) in the UK.

e Specific partnership arrangements based on hub-spoke relationships
developed to provide specialist services and/or to access different service
types. The hub-spoke relationship is common in Victoria, but usually
operates in an informal basis. There are also formal relationships often cited
in the US between hospitals and hospices and community providers
(National Hospice and Palliative Care Organization; 2001).

e Many partnerships and alliances have adopted, at least in part, pathways or
guidelines such as the Liverpool Care Pathway for the Dying Patient and the
Gold Standard Framework (Amass. 2006) as a way of organising care,
ensuring standards and improving coordination.

Implications

The literature is relatively silent on empirical evidence to support the contention that
partnerships, alliances and networks provide a superior approach to organizing
palliative care services. Despite this shortcoming in the literature, many jurisdictions
such as the UK, NZ, Canada and Victoria have developed partnership approaches
with the objective of improving service integration and enhancing access. It also is
considered the most effective use of scarce specialist resources.

The consortia model in Victoria, sitting alongside the ICS framework, is consistent
with this broader trend. The SDF will need to give consideration to demonstrating
the relative impact of partnerships, alliances and networks if this becomes a feature
of any new model.

Supporting the approach is the discussion in section 2.1 on role delineation of
service providers within a catchment, supported by program designation, to provide
confidence that services will be delivered consistently and at a satisfactory level.

Discussion questions:
+ Are partnerships and alliances the most appropriate configuration of palliative care services?

+ What mechanisms are available to ensure the effective networking and coordination of
services?

+ What are the best consortia configurations for Victoria?

+ Are alliances and partnerships consistent with the core elements proposed for the SDF?

12
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Workforce

There appears to be reasonable consensus in the literature around the ‘team’
needed to provide comprehensive palliative care. At a broad level there are similar
clinical disciplines involved. These include:

e Palliative care specialist doctors;
o Palliative care specialist nurses;
e Psychologists and counsellors;

e Social workers;

e Pastoral carers;

¢ Allied health;

e Primary care;

e Home help services; and

e Volunteers.

However, the palliative care workforce differs considerably in:
e The numbers and level of specialists; and
e Access to the generalist workforce across the jurisdictions.

From the literature, Australia appears to be fortunate to have a comparatively high
number of palliative care specialists. The makeup of the workforce differs across
jurisdictions with some putting more value on palliative care medical specialists,
others on palliative care specialist nurses and social workers. Others rely more
heavily on up-skilling generalist clinical personnel, including GPs.

Particular workforce issues that emerged from some of the literature relevant to
Victoria that represent an enduring challenge were:

e equitable access to palliative care services for rural and relatively isolated
populations, and the related desire to up-skill local general clinical workforce;
and

¢ delivering culturally appropriate services.

Since 2000, the literature has a strong flavor of palliative care evolving from
discipline-specific care to multi-disciplinary care (characterised by a hierarchical
approach coordinating a variety of clinical disciplines). In some of the literature, this
has continued to evolve toward an interdisciplinary approach, where leadership is
task dependant. Interdisciplinary practice recognises that no single health
professional has all the knowledge and skills needed to address the needs of
complex patients. True interdisciplinary practice is defined as a partnership
between a team of health professionals and a client in a participatory, collaborative
and coordinated approach to shared decision-making around health issues (Orchard
et al, 2005). The inter-disciplinary approach is more flexible within an organisation
in that the various skills of all team members are utilised as well as inter-
organisation models where the team members are in different entities.

13
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Implications
There appear to be three issues arising from the literature:

1. The notion of a multi-disciplinary team is a well established and clinically
acceptable basis for delivering palliative care.

2. The extent to which models have evolved to inter-disciplinary approaches is
variable. It nevertheless has application for Victoria, particularly where
workforce shortages exist.

3. Multi-disciplinary (or inter-disciplinary) teams can operate effectively within
and between organisations.

Discussion questions:
+ How dependent is the type of SDF in turn dependent on the available workforce mix?

+ To what extent can multi-disciplinary or inter-disciplinary approaches be developed between
service providers?

Carers

Carers are widely acknowledged as playing an instrumental role in the delivery of
health services. In 2005, over one in eight Australians (2.6 million people) were
estimated to be providing informal care to a person who needs assistance due to
disability, chronic iliness or old age (Access Economics, 2005).

Specialist palliative care services are also available to carers (and family members)
to support them in their role as members of the health care team. These include
training, education, access to equipment, home help, grief and bereavement
services, and respite services. As well as supporting their role as providers of
health care, research has indicated that carers need support to help them maintain
their own physical and mental health well being. Age and sex standardised data
has shown that carers are significantly more likely to report diabetes (12.9%),
osteoporosis (8.9%), a hearing disability (38.3%), or at least one chronic health
condition (72.7%) when compared to non-Carers (Gill et al, 2007).

The changing demographics will result in an ageing population and an increase in
the number of persons living with chronic conditions. Alongside an increasingly
ageing disabled population, it is estimated that there will also be a steady fall in the
“caretaker ratio” - the ratio of the number of people most likely to provide care to the
number of people most likely to need care. In 2000 the caretaker ratio was around
2.5 and over the next 50 years the caretaker ratio is projected to fall to below one
(quoted in Carers Australia, 2008).

Discussion questions:
+ How should carers be involved in the provision palliative care services?

+ How might carers be better supported to maximise their ability to continue their role?

14
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Education, training and research

The literature tends to describe education and training from three perspectives:

1. Education and training of generalist providers to better support their role.
Effective support of generalist services is seen to be integral to the effective
delivery of services.

Education and training of specialists.

3. Education and training of undergraduate medical, nursing and allied health
professionals.

There is some information in the literature about how training and education of
specialist and generalist health professionals is included in the various models of
care, particularly where these are a component of a tertiary level service serving as
the hub in a hub and spoke model.

The effect of the work environment on staff well-being, particularly in the heath care
setting, is being increasing recognised. In the palliative care sector, staff can face
particular challenges in working with terminally ill patients, their families and carers
(Alexander, 1993). Sources of (dis)stress can vary between individuals, however for
the nursing profession in the main sources have been found to include workload,
leadership/management style, professional conflict and the emotional cost of caring.
Nevertheless, there is not always consensus on the magnitude of their impact
(McVicar, 2003).

Review articles on the effectiveness of approaches to workplace stress
management for nurses found that the number of studies and their quality was low
and that it was not possible to determine if any particular approach is more effective,
and that further research is required (Mimura et al, 2003; Edwards, D et al, 2003).
Approaches can include organisational strategies as well as strategies targeted at
individual workers.

Research, especially applied research, was seen as an important part of the service
model for palliative care. However, it did not feature as a core component of a
model and was generally focused on tertiary institutions.

Discussion questions:
+ Is education and training integral to a SDF? If so, how should it be incorporated into a SDF?
+ [s research integral to a SDF? If so, how should it be incorporated into a SDF?

+ Which organisations should lead education and research activities, compared with
organisations which participate in education and research?

15
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Supplementary requirements of particular patient groups

The literature identifies a number of patient groups with particular specialist needs
which have not been well established. Much of the literature identifies/highlights the
under-servicing of these groups through current palliative care arrangements. The
literature identified:

e Specific age groups, babies, children and young people, young adults older
adults;

e Those with diagnoses other than cancer;
e Those with slowly progressive illness;

e Those still undergoing treatment;

e Those in residential care;

e Those in rural communities; and

e Those of other cultures and ethnic groups.

There are a number of recognised palliative care centres of excellence, both
internationally and locally, which have been at the forefront in how to provide care
services for those in special needs groups. There is a growing expectation that
palliative care will be available to people with diseases other than cancer, for
example those with life threatening illnesses such as advanced respiratory, cardiac,
neurological, HIV-AIDS. As Linda Kristjanson? notes “provision of palliative care to
individuals with a wider range of illnesses has prompted palliative care providers
and health policy leaders to distinguish between:

e a palliative care approach;
e specialist palliative care services; and
e end-of-life (terminal care).” (Kristjanson; 2005)

Kristjanson describes two new directions for palliative care being explored within the
Australian health care context:

a) a rehabilitative model of palliative care for individuals with neuro-generative
conditions; and

b) a hybrid subspecialty that combines palliative care and aged care
appropriate to the aged care sector.

A 2007 Victorian report “Motor Neurone Disease and Palliative Care” portrays how
very difficult it can be for families to receive the support they need. The report
details outcome standards for integrated care under the following patient needs
headings: information, assessment, counseling, equipment, personal care, respite,
pain, spiritual support, case management, community engagement. These
standards are then mapped to services and key providers.

2 Professor, Centre for Cancer & Palliative Care, Curtain University, WA

16
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Most jurisdictions are now recognising the extent to which the aged care sector has
been under-served by palliative care services and how the demand will increase
rapidly as the population ages, lives longer and expects more. The need for a
palliative approach in residential aged has been recognized and acted on in
Australia with the very comprehensive evidence based “Guidelines for a Palliative
Approach in Residential Care”, 2006.

Other ethnic and cultural groups also require much more attention and
consideration, internationally and more particularly in the Australian context, if their
special needs are to be met.

Implications

A key consideration is the extent that generic palliative care services are appropriate
and suitable to meet the special needs of different client cohorts.

Discussion questions:

+ Should the special needs of client cohorts be met through the generic palliative care system,
or by specialised services? What should be the basis for determining this?

Multi-dimensional nature of care

The literature has highlighted one of the key challenges of palliative care planning
and service provision.

Palliative care is multi-dimensional. It occurs in a number of settings from home to
tertiary centres, it is provided across many different health service providers, it is
delivered across service sectors (public/NGO/private), it is provided by a range of
people preferably working in a team, preferably flexible in their roles, it needs
specialists working with generalists, and it tries to meet the needs of individuals with
differing expectations and diagnoses. The need for palliative care can very time-
limited or very long term.

The multidimensional nature of palliative care is illustrated below. Almost all of
these dimensions can interact or coalesce with dimensions in the other columns.

The phases or stages of transition for the patient requiring palliative care are
described in the literature in a number of different ways. Figure 1 adopts the
descriptors of Eager et al; 2004.

17
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Figure : Multi-dimensional nature of Palliative Care

Patient Patient Care Care Service | Workforce Organisation
Profile | Care Needs Phases Settings Type
Age group Short-term Acute Acute ward  Consultation SpeC|IaI|st Public
medical
Hospital . -
Urban/rural Long-term Stable palliative Nursing Spemghst NGO
) care nursing
care unit
Diagnosis Intermittent Deteriorating Hospice Education Generallst Private
Medical
Prognosis Sustained End-of-Life Residential Day care Gener.allst Partnership
care Nursing
Family Cafe closg to Bereavement ~ Community Support Home carers
diagnosis
Attitude Care required Home Medical Social
later care workers
Spirituality Direct care Home help  Allied health
Ethnicity Indirect care Counselling ~ Counsellors
Volunteers

Lynn and Adamson; 2003 describe and diagrammatically illustrate the three
trajectories of chronic illness:

e Short period of evident decline- typical of cancer;

e Long term limitations with intermittent exacerbations and sudden dying-
typical of organ system failure; and

¢ Prolonged decline such as dementia.

These phases can then be overlaid with no service needed, intermittent service,
constant but not intensive service, and highly intensive service.

The “Tasmania Palliative Care Plan 2002-2003” documents how service provision
depends on the intensity of care required, progressing through:

e intermittent uncomplicated;
e sustained; and
e complicated.

As noted above, the WA model describes a complex set of multi-dimensional facets
across three axes.
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There are elements of palliative care that most services have in common. However,
a comprehensive service could include the following:

e nursing care — specialist and general for inpatient, home visits and round-
the-clock phone support;

e medical care - specialist and general for inpatient, outpatient and phone
consultation;

e counseling, grief and bereavement support;
e social work;

e occupational therapy;

e physiotherapy;

e speech therapy;

e gpiritual care;

e transition care;

e end of life care;

e expressive therapy;

e recreation therapy;

e school programs;

e equipment loans;

e volunteer support;

e education and training; and
e research.

All of the above descriptions of the local literature highlight that there are many
dimensions to the delivery of palliative care. How these dimensions are aligned,
configured and organised is complex. By itself, this one issue can explain the
difficulty that health care systems have in developing service delivery frameworks,
and may explain the plethora of reviews undertaken across the globe.

Discussion questions:

4 From the very wide range of inter-dependent characteristics and care models for palliative
services, are there a select number of key feature that are the most critical to include in the
service delivery framework?

+ Can the critical features be developed into a practical service delivery framework?
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Principles, standards and quality

Principles

The literature review has provided confirmation of the principles that may be
appropriate to underpin a SDF.

The set of principles articulated in the Victorian policy document “Strengthening
palliative care: a policy for health and community providers 2004-2009” provide a
suitable guide to the delivery of palliative care by health and community providers.
These principles are:

1. People with a life threatening illness and their carers and families have
information about options for their future care and are actively involved in
those decisions in the way that they wish.

2. Carers of people with a life threatening illness and their carers and families
are supported by health and community care providers.

3. People with a life threatening iliness and their carers and families have care
that is underpinned by the palliative care approach.

4. People with a life threatening illness and their carers and families have
access to specialist palliative care services.

5. People with a life threatening illness and their carers and families have
treatment and care that is coordinated and integrated across all settings.

6. People with a life threatening illness and their carers and families have
access to quality services and skilled staff to meet their needs.

7. People with a life threatening illness and their carers and families are
supported by their communities.

Improving quality along the continuum of care is the goal of most palliative care
services. The vision underpinning palliative care policy in Victoria is that all
Victorians with a progressive life threatening illness, and their families and carers,
will have access to a high quality service system that fosters innovation and
provides coordinated care and support that is responsive to their needs.

Principles for a SDF would need to support and facilitate these broader program
principles.

Discussion questions:

+ Are the Victorian program principles the most appropriate basis for developing the SDF and
funding model?

Standards and quality

The literature was more limited with respect to practical guidance on service
standards and quality. Much of the material was sourced from the United States.
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Reference was made in Section 2.1 to a systematic means of examining service
standards. In Victoria this is described as program designation, which has been part
of the sub-acute service delivery system for decades. Program designation for
palliative care may be a partial answer to the ongoing development of standards, but
it may be best combined with role delineation and service networks to provide a
more robust basis for an SDF.

In addition, Palliative Care Australia has developed a well considered set of 13
quality standards (Appendix B). The standards are broadly applicable for all
palliative care services, with notes on how to apply these standards to special needs
populations such as children, people who live in residential aged care and people of
aboriginal or Torres Strait Islander descent (PCA; 2005). Applying these standards
enables palliative care providers to improve the quality of their services and to self-
audit against the standards.

Other options are available to Victoria such as the “Supportive and Palliative Care
Guidelines for Adults with Cancer”, published by the UK National Institute for Clinical
Excellence(NICE; 2004).

Work is progressing in Australia, as it is internationally, on improving systems to
monitor outcomes of palliative care. Of relevance to Victoria are two datasets being
collected to assist with the monitoring of process and outcomes:

e PCOC - Palliative Care Outcomes Collaboration; and
¢ VINAH MDS - Victorian Integrated Non-admitted Health Mminimum data set.

Additionally, Yabroff and Mandleblatt; 2004 of the National Cancer Institute suggest
ways of measuring process and outcome of cancer care that would be applicable to
other life threatening disease, but it is also recognised as being an intensive
undertaking and onerous for patients and their families.

Discussion questions:

4+ How can a multi-dimensional quality assurance and evaluation requirement embedded into
the SDF?

+ What is the most appropriate mechanism to incorporate quality assurance processes in a
SDF? Will current routine data collections need to be supplemented with other outcomes
data?

Summary

All models of care across the jurisdictions are unique. However, this literature
review has indicated that there are a number of common characteristics that are
likely to be important in developing a service delivery framework.

Equally, it is important to understand where there are differences and the reasons
why these features of the service model might differ across the jurisdictions. The
literature indicates several important characteristics including differential levels of
service; population based approaches to service delivery; care settings;
partnerships/alliances; workforce, education, training & research; the multi-
dimensional nature of care; and principles, standards and quality.
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Of particular relevance to Victoria is determining the core elements of a SDF for
palliative care, and how these elements are best combined to provide a practical
palliative care service system.

The key points for consideration arising from the literature review are in the
discussion questions listed above.
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Funding models for palliative care

Within Australia as well as internationally, there have been many reviews and
reports released in relation to palliative care services, particularly since 2000.
Palliative care is a field that has been evolving across many countries and which is
becoming increasing incorporated into the ‘mainstream’ suite of health services.

While countries grapple with how to develop palliative care services within their own
health systems, the funding mechanisms will also vary to suit the particular health
system structures in each country. The level of detailed information available on
palliative care services delivery from government websites is varied, and specifically
in relation to funding models, particularly sparse. Much of the non-government
documentation focuses on model of care or cost-benefit analysis, again with
minimum discussion on models of funding.

This section provides an overview of common health funding models, after which a
review the current funding models utilised to fund palliative care services is
presented in section .

A detailed examination of the current funding models utilised in Victoria are
presented, supported by an overview of models in other states and territories as well
as in selected overseas jurisdictions. A discussion of the implications of current
funding models for funding future palliative care services is then discussed in
section .

Funding models — an overview

Broadly speaking, there are five key funding models that are commonly used to fund
health services. Use of each model can vary and preferences for certain models
have shifted over time, reflecting an increased sophistication in the organisation and
management, as well as a shift in health issues within populations. A sixth funding
model - outcome funding - has also been included. However, at this stage it is
principally a theoretical approach and is not known to have been implemented due
to the complex systems and information required to support it
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Figure 2 outlines each of the five key models with examples of each.

Figure 3 provides an assessment of the features, advantages and disadvantages of
each model. These tables emphasise the fact that various approach to funding
have inherent features and incentives that support or militate against particular
behaviours and approaches. These need to be taken into account in considering
alternative approaches to funding.
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Figure 2: Key health funding models and their characteristics

- Characteristics

New funding is based on previous allocations or a sum of funding is allocated
for a specific purpose
Requires least clinical or management information

Historical or
Block funding

Population
funding

Capitation funding —can be weighted based on criteria

Bed-day payments
Per diem payments
Payments based on Staff profile

Casemix funding.
Fee-for-service payments.
Requires a higher level of clinical or management information

des a single pfdyrment claas
Funding could be multi-tiered.
Requires a higher level of clinical or management information

Input or cost
base funding

Output-based
funding

Provi
Episodic funding

Figure 3: Key health funding models and their features

- Characteristics Advantages Disadvantages

Acts to perpetuate
existing services and

Historical - [EMSeebiei,

or Block inputs

funding Requires little clinical or
management
information

Capitation funding —can

FOpdu_ lation be weighted based on
unding criteria
Bed-day payments

Input or
cost base
funding

Per diem payments
Payments based on
Staff profile

Simple to develop and
administer.
Required limited
investment in infrastructure
to support implementation
and accountability.

Distributes available funds
‘equitab

Delivers services that are
approx related to cost of
service delivery

Funding mechanism (and
levels) is divorced from the
service model.

Likely to lead to perverse
incentives, inhibiting improved
service outcomes.

Does not promote efficiency.
Can be bias towards
established services

Funding equitably does not
necessarily result in equitable
access due to service
configuration and efficiency
etc

Entrenches existing models.
May discourage innovation.
May discourage efficiency
even if funds are capped.
May not result in equitable
access to services.

e Victoria - Teaching
grants

o Victoria - Capital
equipment grants

e NGO funding

e Victoria — Community
based regional

o UK —Area Trust Funds

e UK —Marie Curie
Program

¢ USA (Medicaid) capped
per diem in a range of
settings

e Victoria — Inpatients
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- Characteristics Advantages Disadvantages

Funds on the basis of

results/outputs. May not lead to equitable .
Output- Casemix funding. Drives technical efficiency. access to services. * Zlglvevlo_ rSnl\tleﬁtP n
based Fee-for-service Likely to drive innovative Requires robust data o UK —HpRG dévelo ment
funding payments. models. collection and verification . p
May drive allocative systems * Victoria - WIESIVACS
efficiency.
A el efiglo Provides a flexible basis to Requires sophisticated and
; : PP ClE) tailor care and support to wholly integrated data

Episodic whol efl ié¢m the individual. pport I v Integ o Does not exist in
funding and support. e individual, |rrgspect|ve co gctlon systems across literature.

Funding could be mult- of selttlng, provider or service sectors apd public-

tiered. circumstance. private providers.

Requires highly sophisticated
data with verifiable qualitative e No evidence of use in
information on patient Australia
outcomes

Payment based on the  Links funding directly to the
achievement of patient achievement of health
based outcomes outcomes

Outcome
funding

3.2 Current palliative care funding models

3.2.1  Victorian funding models

The funding model for Victorian palliative care services seems to have remained
relatively unchanged, despite the many policy and program reviews that have
occurred in recent years. There are several different funding models used in
palliative care service provision which are based on the service sector in which the
palliative care services are being provided.

In broad terms, the funding sourced from DHS for public palliative care services
could be viewed as flowing through at least four main streams:

1. Inpatient palliative care services.

Funding is provided for ‘designated’ beds at 31 hospitals (in 2007-08) with
payment based on a bed-day rate. DHS sets capped targets annually for
public (non-DVA) palliative care bed-days, with final funding to health
services subject to operation of the recall policy. The 2007-08 Policy and
Funding Guidelines (P&FG) indicate that public bed-day targets have been
set at almost 73,000 in 2007-08.

In addition to designated palliative beds, there are a substantial number of
inpatient palliative care services funded from WIES allocations at some
hospitals.
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2. Hospital based palliative care consultancy teams (HBPCCT).

These teams provide expert advice and consultation for patients who are in
acute (non-designated) beds in public hospitals. Of the approximately
142,000 bed-days for patients with a palliative care diagnosis, some 46%
were for patients in non-designated, acute beds, suggesting a substantial
role for the 12 teams. DHS has not published information on the total budget
allocation for HBPCCT, it is incorporated as part of specified block grants.

3. Community palliative care services (standard services).

These services provide care to patients in the community, their homes or
place of residence. Providers include non-government organisations
(NGOs), health services and community health centres. While the Victorian
Palliative Care Reporting System (VicPCRS) (being replaced by VINAH)
collects information on the number of clients and contacts in the community,
the funding model for providers of community palliative care services is not
output-related.

DHS has developed the Palliative Care Resource Allocation Model (PCRAM)
(incorporating socio-economic status, rurality and population aged over 70)
as the basis for allocation of the majority of new funding from 2005-06
onwards. While providers of community palliative care services are required
to meet certain service specifications, there is no direct relationship between
the provided services and funding levels for individual service providers.

4. Community palliative care services (additional services).

Additional funding is provided through the Unassigned Bed Fund (UBF) for
the “hire or purchase of equipment or services” to allow palliative care
patients to stay at home. This is over and above the services that are
provided as part of the standard services delivered by community palliative
care service providers. The UBF arose from the conversion of inpatient
palliative care funding, with one bed per region (and six in Hume). The 2004
DHS guidelines on this funding indicates financial acquittal to DHS regional
offices, with health services also required to report on activities and
equipment purchased by the UBF.

Similarly, the Flexible Support Fund (FSF) has been established to assist in
meeting gap in service or equipment availability for children with palliative
care needs in the terminal phase of their illness. The Victorian Paediatric
Palliative Care Program (VPPCP) has a statewide consultation-liaison role
working with key service providers and determines eligibility of children to
access these funds. Services and/or equipment covered by the FSF include
the provision of in-home respite, out-of-hnome respite, equipment costs, home
based allied health therapy, counselling costs. Budget guidelines have been
developed for the distribution of the FSF but the VPPCP and funding is
limited according to maximum budget amounts.
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5. Other palliative care services.

Other areas of the palliative care sector also receive funding with regards to
the provision of statewide services, special needs services, bereavement
services and education and research work. Recipients include the Motor
Neurone Disease Associate, Very Special Kids, Victorian HIV Consultancy
service, the Victorian Paediatric Palliative Care Program, the Australian
Centre for Grief and Bereavement and Palliative Care Victoria.

Education and research services are supported through three academic
chair positions as well as the establishment of a Palliative Care Unit to
provide health promotion education and training, community development,
and research.

The use of different funding models in Victorian specialist palliative care service
provision are summarised in the following table.

Figure 4: Summary of Victorian palliative care service providers and funding
models

31 hospitals with

Inpatient palliative care Public hospitals designated Bed-day rates
palliative care beds
Hos.plt-al based Teams in selected public .
palliative care ) 12 hospitals Block grant
hospitals
consultancy teams
Community palliative NGOs, health services, 30 TS Sl el

IS E e ET N - community health services

UBF —Block grant. Initially
linked to converted bed-days

Community palliative

NGOs, health services,

care services — community health services Up to 39 programs FSF —Block grant.
supplementary flexible y Distribution linked to funding
guidelines
Other palliative care Peal.( bodes, NGQS' health Designated
: services, community health . Grants
services organisations

services, universities

Discussion questions:
<+ What are the strengths and weaknesses of the current funding approach in Victoria?

<+ What dimensions of care are difficult to capture in funding models?
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Other palliative care funding

It would be expected that there is some ‘crossover’ funding between programs that
contribute to the overall palliative care service in Victoria. For example, patients
with ‘palliative conditions’ may receive care through VACS or SACS services. A
large contributor to the provision of services to palliative patients in metropolitan
regions is the Royal District Nursing Services (RDNS). The nature of RDNS
involvement in this service provision varies, as do funding arrangements which
include HACC funding and contracts with providers for particular service provision
activities. District nursing services outside of metropolitan Melbourne are organised
and provided on a local basis, and are predominantly HACC funded.

Patients can also elect to purchase services directly, for example for additional
nursing support, over and above to any publicly provided services. Fees will be
incurred by patients in relation to some services. It is also the case that private
service providers will contract with public agencies to deliver services to public
patients. There are several examples of these ‘blended models’ across Victoria.

Discussion questions:

+ What indirect services should continue to receive funding support? What aspects of current
funding mechanisms for these activities are working well and what aspects need revision?

+ Should district nursing services be utilised by palliative care services consistently? What
principles guide utilisation of these services and do current funding models reflect these?

Commonwealth Government

The Commonwealth Government provides funding for palliative care services both
indirectly and directly. In addition to providing funding for palliative care service
provision by states and territories through the Australian Health Care Agreements
(AHCA), the Commonwealth Government also funds palliative care services directly
through The National Palliative Care Program. This program aims to improve the
access to and quality of palliative care.

Non-recurrent project funding is provided through the current AHCA directly for
palliative care in the community to improve the standard of care and as local
palliative care grants to help health-related services provide better support to people
needing palliative care and their families. This funding supports the following broad
areas:

e increased access to palliative care medicines in the community;
e education, training and support for the workforce; and

e research and quality improvement for palliative care services.
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3.2.3 Other States and Territories

Information on funding models employed in other Australian states and territories
has been sourced from funding guidelines and documents available on the internet,
where available. It should be noted that service development and changes to
funding models may have occurred since the available information was sourced.

Figure 5 summarises the different funding models employed by states and territories
for palliative care provided under different services streams, where this was able to
be identified.

Figure 5: Funding models for palliative care service provision within Australia

P P P P P P P

p

. o Bed-day Not SNAP, Not Not Casemix Not Bed-day
Inpatient palliative . . . . .
care rates specified  Casemix  specified specified specified  rates
or per
diem
Hospital based P P P P
palliative care Not Not Not Not
(LI ERYACEWRE  specified specified specified  specified
Communit P P P P P P P P
alliative c);re Population- Not SNAP or Not Not Grant Grant Per
paliie based specified block  specified specified  funding ~ funding  diem or
services — :
allocation grants toNGOs  block
standard .
funding
. P P
C;)Irl?;itjlglct:);re UBF - Capitation
pafliz linked to funding -
SEIVIEES = converted oxygen
additional va
bed-days services
P P
o Grant Allocation
Other paII_latlve of HIV
care services
targeted
funding

P = service provided; blank = unclear/information unavailable

e The ACT inpatient, outpatient and community based specialist palliative care
services are provided by both government and non-government
organisations. Information on funding models utilised to purchase these
services was not identified (ACT Health, 2007).
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e The New South Wales Palliative Care Framework document, released in
2001, discusses the intention of the NSW Department of Health to use the
AN-SNAP funding model as a basis for funding palliative care services from
2003. This model is an output model with payment based on “per phase +
per diem + outlier formulae basis and is applied to palliative inpatient, and
ambulatory activities. However, as of 2008/09 only some designhated
facilities had transferred to this funding model. The remaining services,
palliative care inpatients are funded at a per diem rate or via casemix
payments and non admitted patients are funded through block grants (NSW
Health, 2008). A component of HIV/AIDS funding is also provided to Area
Health Services for related palliative care services provision, deployed on an
a needs basis. (NSW Health, 2006).

e In the Northern Territory specialist palliative care services are provided by
specialist palliative care teams which provide support, advice and education
to clients, families, carer, and primary care providers, as well to patients in
community and inpatient settings. The service also provides assessment
and care when the capabilities of primary care providers are exceeded.
Some bereavement and pastoral care services are available in some areas.
In 2005 a 12 bed hospice on Royal Darwin Hospital campus had
commenced. (NT Govt, 2005). Information on funding models for palliative
care services was unable to be identified.

e Limited information was available on palliative care service provision in
Queensland. Specific service information is available on a service by
services basis and includes a range of service model options including
specialist consultancy services for inpatient and ambulatory areas, outpatient
clinics, liaison services, care coordination and continuity support and
education and advice for GPs. Information on state-wide funding models for
palliative care services was not identified.

e Palliative care services in South Australia are provided on a similar basis to
those in Victoria. Inpatient services are available through designated
palliative care beds, as well as through specialist consultancy services.
Community palliative care services are provided to persons in their place of
residence. Thirdly, hospices provide intensive inpatient, day care and
support service (SA DHS; 2001). Under the 2006/07 funding guidelines,
acute palliative patients are included under the casemix funding system and
community based services are funded as a special grant. Other services
such as home oxygen are funded on a capitation basis with different regional
and metro rates (SA DoH; 2008).

e Tasmanian specialist palliative care in 2002 was provided through a state-
wide community-based specialist interdisciplinary teams, as well as a
palliative care inpatient unit. Services include interdisciplinary care, direct
clinical care, assessment and ongoing involvement, consultancy and advice
services (Tas DHHS; 2002). A review of services in 2004 recommended a
change in the structure of palliative care service provision (Eagar et al; 2004)
for which funding structure implications would have been likely, but the
details of which have not been identified.
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In 2003/04 the palliative care service had a core budget, which was
supported by funding through targeted Commonwealth Government
palliative care funding initiatives. Funding to community sector organisations
providing palliative care services is via grant based funding (Tas DHHS;
2007).

e Western Australia - Inpatient palliative care based services are funded
through a bed-day based payment. Community based services (including
day respite) are funded by a price per day of delivered care, or via block
funding for some facilities (WA Health; 2002).

International

In the USA palliative care services are provided in the home setting, in long-term
care facilities, hospice inpatient units and in hospitals (Turner et al; 2007). Medicare
pays for covered services® through per diem capped payments based on the
following four categories:

e Routine home care — care at home or nursing homes;

e Inpatient respite care — care in an inpatient setting for up to 5 days to give
care-givers a rest;

e General inpatient care — acute inpatient care for conditions related to
terminal ilinesses such as pain and symptom control, caregiver breakdown
or impending death; and

e Continuous home care — acute care at home with around-the-clock nursing
for a crisis that might otherwise lead to inpatient care.

Rates for each of the four categories vary by geographic location. Direct patient
care by medical practitioners is not part of the per diem payment model but is billed
on various fee-for-services type arrangements.

In England the National Health Services has been transitioning to a ‘payment by
results’ funding system since 2002; a shift from historical cost-based funding. The
funding model is essentially an output based model, based on Healthcare Resource
Groups (HRGSs), similar to DRGs in Australian casemix funding. Included in the
introduction of payment by results is the development of specialist palliative care
HRGs, which were expected to be commissions from 2008/09 (NHS DoH; 2005).
The initial scope of specialist palliative care HRGs is expected to include:

e Coverage of the following services:
0 Adult and paediatric care;
o Cancer and non-cancer patients, and,;
0 NHS and voluntary sectors.

e Coverage of core service areas, namely:

% Service included in “covered services” was not defined by the reference
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0 Specialist palliative care advisory services delivered to non-specialist
palliative care inpatients and community patients by NHS and
voluntary sector providers;

0 Specialist palliative care inpatients within NHS hospitals and the
voluntary sector; and

0 Specialist palliative care outpatients, day therapy patients and day
cases within NHS hospitals and the voluntary sector.

Excluded from specialist palliative care HRGs initially will be general palliative care
and bereavement care (except before death and for a brief, limited time afterwards,
which would be included within the costs covered by other HRGs). However, it is
expected that bereavement services will be covered, in due course. There may be
some activities undertaken by the voluntary sector that will not be covered by the
HRGs.

In Canada there are different funding models depending on whether care is
provided at home or in a hospital. In addition, there are provincial differences in how
services are funded (Public Health Agency of Canada; 2005). In overview:

o Palliative care at home may be covered by provincial care programs — some
of which cap the hours of care provided, or exclude the cost of
pharmaceuticals and equipment. Private insurance may also cover palliative
care services at home.

e Provincial health plans usually cover palliative care provided in hospitals,
covering most aspects of care including pharmaceuticals, medical supplies
and equipment.

e In long-term care facilities only some of the costs of palliative care are
covered and some out of pocket costs need to be payed by residents.

e Bereavement support is provided as part of palliative care services provided
in hospitals or by non-profit or volunteer organisations in the community and
there is usually no charge for such services.

The majority of funding for hospice palliative care programs is provided by private
donors with only a small number of provinces including designated hospital palliative
care as a core service under provincial health plans. Home care or health service
budgets cover hospice care in other provinces (CHPCA; 2007).

Figure 6 summarises the funding models utilised by these international jurisdictions
relative to current Victorian palliative care funding models.
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Figure 6: Funding models for palliative care service provision within selected
jurisdictions

P
Inpatient paII|at|ve cale Bed-day rates Per dlem Casemlx HRGs  Not specified
Hospital based palliative P
care consultancy teams Grant funding
Outpatient P
P Casemix HRGs
. o P
Community palliative Population-based P P P
care services - standard P . Per diem Casemix HRGs ~ Not published
allocation
p

Community palliative
care services - additional

UBF - Budget linked
to converted bed-days
P
Hospice Donations or
govt funds

P = service provided; blank = unclear/information unavailable
* UK funding model expected implementation from 2008/09

In addition to the above funding models, it is worth noting the recently accepted
recommendations of a report into palliative care services in Wales. The report
“establishes a fairer funding system for hospices based on a definition of core
palliative care services” (Wales NHS; 2008a). The funding model does not appear
to have been specified at this stage and a subsequent implementation report makes
recommendations only in relation to transition funding allocations and until a
fundamental review of service provision is undertaken for some services (Wales
NHS; 2008b). The implementation report states:

“There is a need to analyse the total spending in Wales on all specialist
palliative care and hospice services and examine whether changes
would improve governance, support generalist services, meet clinical
need better and provide benchmarking against agreed standards.

The use of funds should be to:
o strengthen the infrastructure of patient services,

0 increase the skills and competencies of the generalist services,
in hospitals and in the community,

0 begin to address the lack of out of hours support to patients and
their families

0 begin to instigate rapid response systems to enable patients to
remain at home if that is their preferred place of care.”
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It will therefore be important to keep abreast of developments in funding in Wales as
changes are implemented.

Discussion questions:

+ What elements of models in other jurisdictions could add value and provide the right
incentives? Can these be translated to a Victorian context?

Key funding model features

This review of current funding models across palliative care services demonstrates
that a range of models are utilised, both within Australia and other countries.
Models vary within service sectors, where, for example, inpatient services tend to be
funded by casemix or bed-day funding models. Community palliative care services
are mostly funded through grant funding, which can be linked to population related
allocations. However, per diem and casemix funding is also utilised.

Part of the variation regarding which funding models employed is likely to relate to
differences in service organisation. For example, Tasmania and the Northern
Territory have limited inpatient palliative care services, but an increased emphasis
on specialist palliative care teams to support patients across inpatient and
community services sectors. It will therefore be important to identify the specific
service model features of Victorian palliative care that need to be considered in
funding model design.

It is of note that more recently developed funding models are trending towards a
palliative care specific output model. Such models are being developed to be
applicable across the multiple service sectors in which palliative care operate. This
includes the SNAP model being introduced in New South Wales, which will operate
across inpatient and ambulatory settings. The English funding model, currently in
development, is also to operate across all settings.

Organisation of the purchaser/provider relationship

The establishment of area-based entities (or funds or consortia) appears to be an
increasing trend. Examples include Primary Care Trusts in England as well as the
more recently formed NHS Foundation Trusts in England and District Health Boards
in New Zealand. In Australia, health services in New South Wales are delivered
through Area Health Services.

In these models an intermediary body is established between service providers and
funding government departments. Whilst the government remains the fund provider,
the area health boards are charged with the responsibility of ensuring service
delivery to their populations. Such arrangements have been established in relation
to all health service delivery (acute, mental health, primary health etc) whilst some
area health boards or consortia are responsibly for only one element of health
services, such as palliative care services, oncology services or renal services.
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The key drivers for establishment of such arrangements are to promote the delivery
of more tailored and responsive services to meet the needs of local populations.
This in turn promotes the development of innovative service models. Hand in hand
with the devolution of service delivery is devolution of budgets.

The extent to which areas boards actually deliver services, coordinate services
and/or monitor services varies, as does the level of responsibility of allocation of
financial resources. Area health board arrangements can also be utilised to improve
the planning, coordination and collaboration of health services within a region. This
might be a particularly useful function in relation to palliative care services operating
within multiple sectors.

Discussion questions:

+ Should funding be directed to individual agencies or should consideration be given to funding
groups of agencies to encourage service integration?

Selecting a funding model for Victorian palliative care
services

This review of funding models for palliative care services demonstrates that across
jurisdictions there is no preferred or consistently used funding model. The
multidimensional nature of palliative care services appears to have driven the
development of different funding models which fund care relative to sector in which it
is provided. There is some evidence of an attempt to develop more palliative care
specific funding models, such as in NSW, by incorporation into SNAP, and the
palliative HRGs in the UK. Their short existence means that there is limited
evaluation of these models.

In developing a funding model for the future, criteria must ensure that the funding
approach is tailored to support the specific characteristics of palliative care services.

The principles of a funding model for palliative care services could therefore be to:

Support a patient- and family/carer-centred approach.

2. Support a service system that ensures reasonable access to public palliative
care services for eligible patients.

3. Provide a simplified and transparent funding model.

4. Support effective service integration.

5. Support a sustainable public palliative care service program.

6. Support reasonable standards of clinical effectiveness that is evidenced-
based.

7. Encourage operational efficiency.

8. Establish a robust system that delivers accurate and consistent
mechanisms for data capture, retrieval and audit/accountability.
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Discussion question:
+ Are the proposed principles appropriate and relevant to a funding model for palliative care in
Victoria?
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Language and definitions

There is a need to develop a common language to describe the core elements of
palliative care so that professionals, patients and their families can more easily
develop a shared or common understanding of the services or elements of care that
constitute palliative services. Palliative Care Australia expressed this need as:

“The language that we use and the meanings that are attached to specific
terms become increasingly problematic..... The lack of consistency in our use of
terminology has created and will continue to create confusion as we seek to
communicate and understand the needs of different cohorts of people facing the
challenges of, providing or needing end of life care, including palliative care. The
need to differentiate between the different resource and skill levels in services
produced new terms.”

The recently published Palliative Care Australia Glossary® is particularly helpful. It
serves as the most comprehensive and relevant of glossaries in the literature. It
includes the World Health Organisation definition of palliative care. Additions to the
glossary can be made as necessary. For the purpose of this review, it could
include, for example:

e Service Model: The configuration and structure of resources and
organisations to deliver the necessary scope of palliative care services to
patients, carers and families.

e Service Delivery Framework: The broad systemic basis on which palliative
care services are planned and provided to enable comprehensive and
consistent provision of palliative care services.

Discussion questions:

+ [s the PCA glossary an appropriate basis for a common set of definitions for the sector and
patients and their carers and families? How is it deficient?

+ Is the WHO definition of palliative care suitable for Victoria?

+ What other terms require definition?

* Palliative Care Australia, Palliative and End of Life Care — Glossary of Terms, Edition 1 2008. P3
° http://www.palliativecare.org.au/Portals/46/resources/PCA%20Glossary%20Final%20July%2008%20LR.PDF
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Appendix A: Literature Review Questions &
Parameters

Scope

The literature review forms part of the early development of the project. The
literature review requested by DHS covers two broad areas:

0 A De s cr cupdant/egisting &rdmeworkoordination and approaches to care) and
service characteristics with peer clusters, with activities undertaken in each peer group.
Summary of known outcomes and existing national and international frameworks, highlighting
relevance to Victoria; and

0 Currently employed and applicable funding model&om the health, sub-acute and palliative
care sectors, looking at national, international and innovative approaches to funding.
Reference to the appropriateness of models to the current situation in Victoria and the
available cost data. Identification of constraints/advantages within the current system that
would prevent/facilitateth e i mpl ement ati on of each funding

Our proposal identified that we would examine the following sources of information:

1. Review the so-called ‘grey’ literature (mainly government reports from
Australia and overseas) to identify palliative care service approaches,
models, structures and funding.

2. Review DHS internal reports on the delivery of palliative care to the extent
that these are available.

3. Review palliative care specific studies and published material in relation
to service delivery and funding approaches in Australia and selected
overseas jurisdictions. We would assess not only the structure/nature of
service delivery but any basis that underpinned the service delivery system.
The same applies for the structure/composition of funding and the basis that
underpinned the funding model. Within this set of documents we would
include:

0 The Palliative Care Australia guidelines;
o0 The Centre for Palliative Care review. Palliative Care Australia;

0 The CareSearch Palliative Care Knowledge Network out of Flinders
University; and

0 The Centre for Palliative Care Education and Research (St Vincent's
and University of Melbourne);
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4. Review of other health care program studies and published material in
relation to service delivery and funding approaches in Australia and selected
overseas jurisdictions, which could translate to the palliative care context.
This would include:

o0 The King’s Fund Programme for Improving End of Life Care; and

o The US National Palliative Care Research Centre (together with the
Centre to Advance Palliative Care).

Review gquestions and parameters

There are some overarching questions and parameters that are relevant to the
development of both a Service Delivery Framework and a Funding Model for
palliative care services. These questions will form part of the literature review and
include:

0 What are the objectives and goals guiding the delivery of palliative care?

i How can the goals and experiences of clients and their families and carers
be incorporated?

U What criteria, indicators and outcomes can be used to assess the
effectiveness of palliative care?

Service delivery frameworks
Questions relating to Service Delivery Frameworks include:

i Are there distinctive models of care evident in palliative care services in
other jurisdictions?

i How are palliative care services organised and structured in other
jurisdictions?

U What are the components or elements® that comprise the difference
approaches to service models for palliative care?

U What are the relevant workforce disciplines and staff involved in the delivery
of palliative care and how are they organised (e.g. multidisciplinary teams)?

i What approaches are used in coordination, both within palliative care
services, and between palliative care services and other health, community
and aged care services? For example:

0 Care pathways and guidelines?

o0 Networking and referral arrangements?

® This includes bereavement services as one element of the service model.
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o Communication protocols?

U How are teaching, training and education needs integrated in palliative care
service delivery models?

U How is research integrated in palliative care service delivery models?
U What are the settings in which palliative care services are provided?

U What particular resourcing, such as equipment and infrastructure, is used in
different models of care for palliative care services?

U How are palliative care services organised around particular populations?
o0 How is patient eligibility determined?

0 Are there geographic patient catchments, disease or condition-
specific sub-populations or some other criteria?

o How are the needs of particular populations’, who may be
disadvantaged, best met?

0 What are the patient streams by which palliative care services are
organised?

0 How is patient access assured?

i How does the service delivery framework include consideration of patients’,
families’ and carers’ needs and preferences?

U Are service delivery frameworks sustainable; from the perspective of
workforce, efficiency, infrastructure, amongst others? To what extent do
existing service delivery frameworks reflect current workforce availability?

U How effectively do service models reflect the policy parameters within which
they operate?

i What should future models of palliative care services look like? Are there
innovations and new models that are more client-focussed?

Funding models

Questions relating to funding models include:

i What are the existing funding models in use for palliative care?

U What are their key characteristics? What is the scope or breadth of palliative
services covered by funding models (e.g. acute generalist care, specialist
care, community-based palliative care)?

" This includes, for example, CALD and indigenous populations to the extent that it needs to align with
other projects being undertaken within DHS.
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i What behaviour do these models drive? What is the expected impact based
on the incentives included in such models?

0 What are the other major ways in which funding models can be organised,
based on examining the approach to funding of other health and sub-acute
services?

0  What are the criteria that might be used to evaluate the effectiveness of a
funding model?

U What are the criteria that demonstrate a sustainable funding model?

0 What are the options around a two-tiered approach to funding and
purchasing of palliative care services? This goes to the issue of the potential
role of purchasing intermediaries such as regions or palliative care consortia.

48



‘ } aspexcoNSULTING
’ Palliative Care Service Delivery Framework and Funding Model Review

Literature Review
December 2008

Appendix B — Palliative Care Australia - 13 Standards

Standard 1

Care, decision making and care planning are each based on a respect for the
unigueness of the patient their care giver/s and family. The patient, their caregivers
and family’s needs and wishes are acknowledged and guide decision-making and
care planning.

Standard 2

The holistic needs of the patient, their care giver/s and family, are acknowledged in
the assessment and care planning processes, and strategies are developed to
address those needs, in line with their wishes.

Standard 3
Ongoing and comprehensive assessment and care planning are undertaken to meet
the needs and wishes of the patient, their care giver/s and family.

Standard 4
Care is coordinated to minimize the burden on patient, their caregiver/s and family.

Standard 5
The primary care giver/s is provided with information, support and guidance about
their role according to their needs and wishes.

Standard 6
The unique needs of dying patients are considered, their comfort maximized and
their dignity preserved.

Standard 7
The service has an appropriate philosophy, values, culture, structure and
environment for the provision of competent and compassionate palliative care.

Standard 8
Formal mechanisms are in place to ensure that the patient, their caregiver/s and
family have access to bereavement care, information and support services.

Standard 9
Community capacity to respond to the needs of people who have a life limiting
illness, their care giver/s and family is built through effective collaboration and
partnership.
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Standard 10
Access to palliative care is available for all people based on clinical need and is
independent of diagnosis, age, cultural background or geography.

Standard 11
The service is committed to quality improvement and research in clinical and
management practices.

Standard 12
Staff and volunteers are appropriately qualified for the level of service offered and
demonstrate ongoing patrticipation in continuing professional development.

Standard 13

Staff and volunteers reflect on practice and initiate and maintain effective self care
strategies.
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