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Dear Committee Members

| write to you on behalf of Palliative Care Australia to respond to the House Standing

Committee’s Inquiry into Chronic Disease Prevention and Management in Primary Health Care.
Palliative Care Australia (PCA) welcomes this inquiry into chronic disease, and particularly the
management of chronic disease within the primary health care setting. PCA is the peak body
representing those who advocate for good quality palliative care for all Australians. PCA is committed
to raising community awareness and understanding of palliative care to ensure all Australians access
the care they need when they are at their most vulnerable.

Palliative Care is a vital part of primary health care, providing care of all people with a life-limiting
condition across the range of care settings with the majority of palliative care services being provided
to people with chronic conditions. For this reason, consideration of access to palliative care services
and coordination of care between settings is vital in the consideration of management of chronic
diseases in primary health care.

Please find attached PCA’s response to a selection of the senate inquiry terms of reference relevant to
PCA’s goals. PCA would be happy to elaborate on the details in this submission should the Committee
require it. To assist the Committee’s deliberations, PCA can also facilitate a visit of the Committee to
settings that are currently providing palliative care and managing chronic disease in the community.

Yours sincerely

Liz Callaghan
CEO
Palliative Care Australia



Palliative care is defined by the World Health Organisation as ‘an approach that improves the quality
of life of patients and their families facing the problem associated with life-threatening illness, through
the prevention and relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual.’

Palliative care is provided in almost all settings where health care is provided, including neonatal units,
paediatric services, acute hospitals, general practices, residential and community aged care services,
and generalist community services. Nationally, around 11,700 patients received a palliative medicine
specialist service subsidised through the Medicare Benefits Schedule during 2012-13'. Given there are
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approximately 130,000™" deaths per annum from chronic diseases, it suggests that many people are

dying without being provided with access to palliative care services.

Examples of best practice in chronic disease prevention and management, both in Australia and
internationally

Palliative care is a well-established best practice model for interdisciplinary care in chronic disease
prevention and management.

Palliative care may be beneficial from the point of diagnosis of a chronic disease for any life limiting
condition. However, in many cases access to specialist palliative care will only be required for stages
along the continuum of care. There is an important role for the primary health care sector to provide
palliative care for people with chronic life-limiting conditions as part of the management of the
condition including in shared care arrangements with specialist services. Providing access to palliative
care and coordinating care across various health settings is important to best practice person centred
care for people with chronic diseases. To achieve this it is necessary to identify triggers for referral to
specialist palliative care to assist in managing complex pain and symptoms and addressing chronic
needs.

Continuum of Palliative Care

Adapted from Honoring Patients’ Wishes, University of California, Berkley 2014
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Extensive research has found that palliative care services contribute to more effective and efficient
use of health resources in ways that are consistent with the goals of care expressed by people with a
life limiting illness and their families. This includes fewer emergency and hospital admissions, shorter
lengths of stay, and the elimination of non-beneficial tests and treatments.™ " ¥ Vi Vil Importantly, the
research also indicates that palliative care improves the quality of life of patients and their families,
improves the management of pain and other symptoms, reduces caregiver burden and provides

greater emotional support compared with usual care. ™ >

Palliative care has mainly focused on people with cancer. However, there is now growing evidence and
acceptance of the value of early involvement of palliative care in assisting people with a wide range of
life limiting chronic conditions, such as organ failure and neurodegenerative conditions.

The following examples indicate the scope to improve access to palliative care for people with the
following chronic conditions:

e Chronic obstructive airways disease — In 2012, chronic lower respiratory disease was the fifth
leading cause of death in Australia." In 2013, COPD was certified as the underlying cause of
7,148 deaths in Australia. ™ However, there were only 622 palliative-care related hospital
separations for people with a principal diagnosis of COPD.' This suggests that, at best, less than
9% of people with chronic COPD access palliative care.

e Dementia & Alzheimer’s disease — 10,369 people died from these diseases in Australia in 2012,
comprising 7% of all deaths.”” However these diseases did not feature in the top ten non-
cancer diagnoses for people who received palliative-care related separations.'A recent
Australian survey of 783 professional carers and 236 family carers of people with dementia
reported difficulties in: accessing hospice care (68%); accessing palliative care specialists
(58%); getting sufficient end of life care support in the community (>50%); and in ensuring the
person they were caring for received adequate pain relief.

e End stage renal disease —in 2013, there were 2,987 deaths in Australia due to diseases of the
urinary system (including renal failure). ™ However, there were only 708 palliative care—

related hospital separations for people with a principal diagnosis of renal failure across

Australia.” This suggests that, at best, less than 24% of people with chronic renal failure access

palliative care.

The following examples provide frameworks on which palliative care networks incorporating
primary care could be based:

e In spite of the statistics above, renal services have been very successful at integrating palliative
care into core practice, and many renal services have incorporated a palliative care nurse or
nurse practitioner into their team. Their actions are supported by the Renal Supportive Care
Guidelines™ which covers areas including advance care planning, family conferences and end
of life goals. PCA would support other chronic disease disciplines such as cardiac, respiratory
and dementia, adopt similar measures.

e The McGrath breast care nurse™" provides a model for the use of nurses (including community
based nurses) in the coordination of person-centred care. The breast care nurse initiative is
based on a holistic model of care providing physical, psychological and emotional support.
They are available to reinforce and discuss information provided by medical specialists and
provider referral to other support services where indicated. They also have a role in education



and community awareness. This model should be considered in the provision of palliative care,
to support people with life-limiting conditions through the continuum of their care.

e There are some services that have well-established mechanisms for general practitioners
supporting specialist palliative care providers. Studies have demonstrated that care
conferences provide a useful means of communication between GPs and specialist services,
noting that these need to be supported and resourced to be successful " **

e Honouring Patients’ Wishes provides a strong framework for provision palliative care with a

greater focus on the role of the primary/community sector™.

Opportunities for the Medicare payment system to reward and encourage best practice and quality
improvement in chronic disease prevention and management.

General practitioners play an important role in the care of patients with chronic diseases as they
approach the end of their life. The role of the GP could be one that carries oversight of coordination of
care, in addition to the development and ongoing maintenance of advance care plans. Development of
an advance care plan requires commitment of time specific to that activity with the patient. However,
there is no specific Medicare item that GPs can use for providing palliative care. Having a specific item
for advance care planning would make the provision of this important service more visible to GPs and
would enable greater promotion of the GPs role in advance care planning and management. Advance
care planning requires the capacity to follow through on the wishes of patients. Inclusion of item
numbers specific (of similar time and value to those items for chronic disease management) to the
development and review of advance care plans by GPs would support them in performing this service.

Provision of palliative care by primary health care could be supported by a review of Medicare
payments to improve access to nurse practitioner services. This might provide more flexibility with
service provision in the future as nurse practitioners are proving to be very flexible and adaptable to
complex care arrangements and working across settings.

Opportunities for the Primary Health Networks to coordinate and support chronic disease
prevention and management in primary health care

There is an opportunity for Primary Health Networks to support provision of palliative care for people
with chronic disease. This could include through the development and implementation of health
management plans that focus on a preventive approach to minimise health and social care problems
commonly experienced by people with progressive chronic conditions. Such approaches require
inclusion of palliative care principles in chronic disease management plans early in the course of a
person’s chronic life limiting condition.

People with complex care needs including those with chronic diseases who receive palliative care
frequently require care in multiple settings. During transitions between settings there is a risk of poor

xxi

quality care and care fragmentation™. Primary Health Networks would be well placed to provide care
coordination for palliative care for people with chronic diseases. However, primary health providers
do not currently have much experience in the delivery of palliative care. For them to provide palliative
care to a high quality, it would require significant investment in education in relation to
communication skills, holistic patient and family centred care planning and provision and the service
coordination capacity to make this a reality. It would also require the support of networks with

specialist palliative care providers for consultation and referral of people with complex needs. A needs



assessment tool: Progressive Disease (NAT:PD) has been developed to assist matching the types and
levels of need experienced by people with progressive chronic diseases and their carers with the most
appropriate people or services to address those needs. *

Further, research has highlighted the importance of better identifying the palliative phase of chronic
conditions ‘in order to appropriately time advance care planning, access to symptom management and
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provision of support to patients and their families”™". PCA would like to work with clinicians and
medical specialists to identify the palliative phase for their specialties. Implementation could be
facilitated by endorsement and support from state and territories for services in the acute settings.
This could be based on international work, including in the UK, where evidence based guidelines have
been developed for the referral of people to palliative care who have a range of chronic life-limiting

conditions.
The role of private health insurers in chronic disease prevention and management

There is a major concern with lack of coverage of palliative care by private health insurers across
Australia. Privately insured patients have an expectation their private insurance will cover them
through all aspects of their illness journey, and not cease when curative treatment is no longer
appropriate. However, many private patients are unable to access palliative care and therefore are
receiving more expensive, and at times, aggressive treatment in the final stages of life in a private
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acute hospital which may not be the best place of care on many fronts™".

There is inequity of access to palliative care services, brought about by fragmentation of care between
primary and acute care, fragmentation between public and private care, and geographical issues. For
example, people in South Australia in the private hospital system face difficulties with transferring to
community based palliative care services. Discharge planners in private hospitals are not able to
provide access to equipment, nursing and allied health in the community. This means that people have
to exit the private health system before they can enter the public system and access these services.
This can provides a disincentive for people to use private health insurance when they are aged or have
a chronic disease.

Many private health insurers do not offer rebates for access to privately funded palliative care
services, resulting in people not being able to afford access to community based palliative care. For
example in Victoria, Cabrini is the only service that offers community palliative care funded via private
health insurance. Similar patterns are seen across Australia. Recently, there has been some anecdotal
evidence that private health insurers are willing to commence conversations about providing coverage
for palliative care. This has been demonstrated in the US, with the health insurer Medicare (US)
commencing coverage for some palliative care services. PCA is very keen to engage in discussions with
Australian private health insurers about coverage for palliative care.

The role of State and Territory Governments in chronic disease prevention and management

Access to palliative care is essential regardless of whether the person is being treated in a hospital or
hospice, or in the community by GPs, community nurses, home care or aged care. State and territory
governments need to work closely with primary service providers to ensure flow of information to

support patients as they move between services. Ideally, this would be through an electronic patient



record that can be accessed by the primary health care sector, the hospital sector, the private
specialist sector and the allied health sector.
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