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Thank you for the opportunity to provide a submission on this vitally important 

instrument of choice for Tasmanians.   

 

Palliative Care Tasmania Limited (PCT) is the peak body for palliative and end of life care in 

this State and has been advocating for best practice palliative care, including the legislation of 

advance care directives, for some time.  We are the leading provider of palliative care and 

advance care planning education in the State, with our education reaching thousands of 

Tasmanians (community members and service providers) each year. 

PCT has worked closely with Palliative Care Australia for some time examining the 

interrelationship between VAD and palliative care.  This has highlighted several issues which 

policy leaders must address when ensuring that dying Tasmanians have real end of life 

choice. 

Palliative care provides relief of suffering through early identification, assessment and 

treatment of pain and other problems, including physical, psychosocial, and spiritual needs 

for those who have been diagnosed with a life limiting illness. Currently in Tasmania, around 

4,500 people will die each year. The great majority of these deaths (around 4,000) are what is 

described as ‘expected’ or ‘predictable’ deaths, that includes many people who have had life-

limiting conditions or have been elderly and frail. It has been estimated that of those who die 

up to 90% would benefit from, or need, palliative care.  This need will increase by 135% by 

over the next 30-40 years. 

As our population rapidly ages and grows, and more people live longer but with more 

complex chronic conditions, the need for palliative care is going to surge.  A test of public 

sentiment will quickly confirm that when living with a life-limiting illness, people want to have 

reduced pain and suffering, high quality of life and be able to choose the place of their care 

and potentially their death. For that to happen governments must invest in palliative care.   

Investment at national and state levels will be required to ensure that the systems and 

workforce are available to provide quality palliative care where and when it is needed.  The 

trouble we have, is that there is no common approach by governments to ensure that 

investment is made. 
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The disturbing fact is that all Tasmanians who need palliative care simply do not have access 

to services when they need it, particularly at home and in community settings.  This is despite 

the tireless work of Tasmania’s palliative care clinicians and practitioners. 

These service gaps need to be addressed before VAD is a viable option. 

These gaps are most pronounced in under-served and vulnerable communities, including 

rural, Aboriginal and Torres Strait Islander people, people with mental health issues, 

culturally and linguistically diverse groups, and those with disabilities. 

For the purposes of this submission PCT will focus on the follow term of reference: 

 

 

 

 

The VAD Bill makes specific mention of palliative care in  

• Section 3 (2)(c)(d)(e), which talks about a person performing under the Act having 

regard to key principles, including a person has the right to be supported in making 

informed decisions and should have to information and understand what palliative 

care options are available.  It also states that a person approaching end of life should 

be provided with high quality palliative care.  

 

• Section 17(b) of the Bill talks about medical practitioners informing patients about 

their palliative care options.   

 

Palliative and End of Life Care in Tasmania 

 

Tasmania does not have an effective and consistent palliative care system.  This will only 

worsen as we see increases in demand in the coming years if the Government does not act 

now. 

We are living longer, but not better.  Since 2012 the years lost to disability due to 

non-communicable diseases have increased.  The proportion of deaths at home range from 

4%-12%, which contrasts starkly with patient wishes.  In the last week of life, preference for 

home care falls from 90% to 52%, mostly due to symptom management and control.  This 

indicates that while people want to die at home, they do not feel comfortable or supported 

to do that.  This is a failure of our health system.1 

 
1 KPMG and Palliative Care Australia, Investing to Save: The economics of increased investment in palliative 
care in Australia. 

Any interrelationship between the VAD Bill and existing palliative care and advance care 

directives in Tasmania and the experience of other jurisdictions in implementing VAD 

legislation to identify matters that might need to be addressed or monitored should the 

legislation pass into law. 
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Nationally the economic cost of death to Government was $7.8 billion in 2016-172.  PCT 

estimates that the economic cost to government in Tasmania is approximately $219 million 

per year.  This figure will continue to rise as 

• we see the death rate surge by 135% over the next 30-40 years; 

• we continue to perpetuate unsustainable initiatives because of piecemeal funding to 

palliative and end of life care; 

• we continue to provide inconsistent models across the State; and 

• we continue to ignore the significant economic impact of life-limiting conditions on 

our health system. 

The largest patient cohort are those with non-complex needs where care is provided by 

primary care and generalist palliative care personnel.  Those patients with complex needs will 

require the care of a multi-disciplinary team and involve specialist palliative care services.3 

There are stark gaps in the provision of palliative care services, particularly in non-hospital 

settings: community settings, homes, and residential aged care.  

In Tasmania services do not consistently follow a multi-disciplinary approach to care.  We talk 

about “person centred care” but we try and make the person fit an unsustainable system, 

rather than mobilising the system around the person.  As a result, we waste money by 

ensuring our system continues to force dying Tasmanians into hospital where unnecessary 

interventions are provided.  This has significant impacts on Tasmanians with life limiting 

conditions, particularly in aged care. 

Depending on which region you live in, your experience of palliative care will be different.  

The three service Specialist Palliative Care Service Model helps ensure regional differences 

are catered for, but it also perpetuates inconsistencies largely due to funding models that 

disadvantage northern services.  It also results in lack of state-wide clinical leadership and 

difficulties developing state-wide palliative and end of life care policy relevant for all 

Tasmanians. 

We do not recognise that palliative and end of life care is embedded across the entire health 

system.  That paramedics, emergency departments, ICUs, older person’s units, paediatric 

units, chronic disease and oncology units, aged care facilities, and community nursing all 

provide palliative care.   

We need to understand the impact of palliative and end of life care across the entire health 

system.   

There is also limited, and sometimes no, Tasmanian specific palliative and end of life care 

research and data.  We make estimates on key information based on national data sets, but 

this is challenging particularly given the age and chronic disease demographics of Tasmanians 

in comparison with other jurisdictions.  

 
2 ibid 
3 ibid 
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The Productivity Commission describes this country as facing a tsunami of palliative care 

cases.4  Tasmania can expect a greater proportion of people aged over 65, increasing rates of 

dementia and deaths from dementia, and multi-morbidities requiring much more complex 

care.  To meet future needs the Tasmanian Government must invest in palliative care and 

advance care planning, particularly through increased availability of community-based 

palliative care.   

In this environment we will see the introduction of VAD legislation, designed to give dying 

Tasmanians the choice of how, when and where they die. 

 

Does investment in palliative care increase as a result of VAD? 

 

In 2018 Palliative Care Australia and Aspex Consulting released a report about the 

international experience of VAD legislation on palliative care.  One of the key findings, which 

many Tasmanian politicians have referred to, is that when VAD legislation is introduced, 

investment in palliative care increases.5   

However, in discussions with Palliative Care Australia in 2020, PCT has learned that since the 

report’s completion, it has been found that some jurisdictions were reporting previously 

unreported palliative care expenditure, giving a false perception to the public that palliative 

care investment had significantly grown. 

The Department of Health does not publicly report total annual palliative care expenditure.  

PCT understands that direct funding to the three Specialist Palliative Care Services (SPCS) is 

approximately $12 million per annum.  However, given the THS does not keep records on the 

palliative patients seen in emergency, ICU and so on, the actual cost of palliative care in 

unknown. 

There also seems to be a differentiation between palliative patients vs patients dying of a life 

limiting condition.  Palliative patients seem to be those patients being managed by the SPCS.  

The SPCS only manages those more complex cases.  Most people dying of a life limiting 

condition in this State are supported by their GP, disease specialist, community nursing 

and/or residential aged care personnel.   

The only way to get data on this cohort is to go through Tasmanian deaths and pull 

unexpected deaths out of the data.  We cannot get accurate data through MBS items are 

there are no MBS items for GPs providing palliative care, so they are often reported under 

different item numbers. 

 
4 Australian Government, Productivity Commission, Introducing Competition and Informed User Choice into Human 

Services: Reforms to Human Services, Productivity Commission Inquiry Report, No, 85, 27 October 2017. 
5 Aspex Consulting and Palliative Care Australia, Experience internationally of the legalisation of assisted dying on the 

palliative care sector FINAL REPORT, 28 October 2018 
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To ensure that Tasmanians have an actual choice about end of life care we need significant 

reform in terms of resource allocation, system redesign and workforce development.  

Otherwise, we will continue to provide an expensive piecemeal approach to palliative and 

end of life care, and the bad death experiences of Tasmanians will rise. 

 

Public Perception of Role of Palliative Care Clinicians in VAD 

 

PCT works across the State, educating and engaging with Tasmanian communities about all 

aspects of end-of-life care, including advance care planning.  What is apparent is that VAD is 

supported by large numbers of Tasmanians.  What has also become apparent is that the 

many in the community believe that when VAD is introduced palliative care clinicians will 

provide VAD because they are used to death. 

Many Australian and Tasmania palliative care clinicians are conscientious objectors.  The 

fundamental principle of palliative care is to neither prolong life, nor hasten death.  

Academically it can be argued that the types of pain relief provided to patients with life 

limiting conditions “hasten death”.  However, for many palliative care clinicians it is about 

intent.  The intent is not to hasten death, but to relieve pain. 

Careful consideration must be given to how VAD is implemented in this State.  We must 

educate communities not only about the legislative and regulatory requirements, but also 

manage expectations about where and how VAD will be provided, and which clinicians may 

or may not participate. 

It is critical to recognise that palliative care clinicians should not be the automatic “go to” for 

people considering VAD. 

 

Advance Care Directives 

 

NSW and Tasmania are the only jurisdictions that do not support ACDs through legislation.  In 

both States they are bound under common law.  For years this has caused confusion with 

service providers and community members essentially believing that ACDs are not worth the 

paper they are written on. 

It has been difficult to get ACDs acknowledged as a strong tool that enables people’s end of 

life wishes for medical care to be enacted if capacity is diminished.   

One of PCT’s key roles in the community is to educate and inform about advance care 

planning and ACDs.  We try to empower people to think about what is important to them, 

write it down, discuss with family, friends, carers and service providers, so that everyone 

understands the individuals wishes. 
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In the current environment there is a risk that ACDs will be hidden.  That the community will 

believe the only “choice” they have is to be cared for with “incredible pain and suffering”, or 

to opt for VAD.  It is critically important that the Government, supported by PCT and other 

key stakeholders, ensure messaging around ACDs (particularly when amendments are made 

to the Guardianship and Administration Act in early 2021) emphasise that they are strong 

tool to ensure individuals retain control of their care if they lose decision making capacity. 

Another key issue is that the current community perception is that VAD can be included as an 

option in both an ACD and when appointing an Enduring Guardian.  PCT is not aware of any 

national or international jurisdiction that enables this.  In the VAD Bill it is clear a person must 

have decision making capacity throughout the VAD process.  They cannot opt for VAD in 

advance.  PCT supports this approach. 

This will be a cause concern for many older Tasmanians who have already informed PCT that: 

1. they have already instructed their lawyers to include VAD as an option for them if 

they lose decision making capacity; and 

2. if they got an illness like dementia, they would opt for VAD when they could no longer 

recognise or interact with their loved ones. 

Communication will be important, particularly around those current clauses in the Bill that 

recognise fluctuating capacity. 

 

More education about palliative care and end of life choices 

 

Sections 3 (2)(c)(d)(e) outline the need for a person performing under the Act to consider key 

principles, including the right to be supported in making informed decisions and to have 

access to information and understand what palliative care options are available. 

It also states that a person approaching end of life should be provided with high quality 

palliative care.  As mentioned previously, that is not always an option for all Tasmanians with 

the current system failures and gaps.  

Section 17(b) of the Bill talks about medical practitioners informing patients about their 

palliative care options.  Unfortunately, many medical practitioners do not have access to the 

information and support they need to understand, communicate, or access palliative care 

options for their patients. Our GPs and community nurses bear the brunt of palliative care. As 

we prepare for an ageing population and other unexpected stresses to our health care 

system, the demand for palliative care from GPs is increasing.  A key impediment to GP 

confidence in supporting palliative patients (based on PCT survey information) continues to 

be lack of understanding of advance care planning (when/how to start conversation and 

legalities), palliative care i.e.  how to access service for patients, and substitute decision 

making PCT currently provides palliative and end of life care, ACP and ACD, how to access 

services, and substitute decision making education to Tasmanian GPs as part of funding from 

the Tasmanian Department of Health, but this Government funded program ends in February 
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2021.  Pre VAD this program cost approximately $66,000 per annum.  In addition, PCT has 

recently won a small grant to develop an online referral pathway tool to assist GP’s navigate 

the palliative care options for their patients. 

 

Ongoing education, information and support is vital for Tasmanian GP and practice nurse to 

ensure patients clearly understand what all of the end-of-life choices are.  

RACGP states that: 

To facilitate a patient-centred approach, there should be open and informed 

communication between GPs and patients, their families, carers and those people 

nominated to make treatment decisions where applicable. This should be an ongoing 

conversation, covering topics including goals of care, advance care planning, 

prognosis, and symptom-control measures.6 

 

Knowledge gaps by leaders in our community 

 

Of particular concern to PCT is that during the parliamentary debates, particularly in the 

lower house, every parliamentarian, whether they supported or opposed the Bill, talked 

about palliative care and acknowledged the work of palliative care doctors and nurses.  Most 

of the rhetoric centred on people dying in intolerable pain and needing VAD to relieve 

suffering.  This perpetuates an inaccurate and unhelpful perception of palliative care.  We 

know that many people opt for VAD, not for “pain”, but for mental suffering.  If best practice 

palliative care is provided, most people with life limiting conditions will not experience 

insufferable pain when they are dying.  This commentary was evidence to PCT that many of 

our leaders do not understand what palliative care actually is and what the landscape looks 

like in this State. 

PCT is currently developing a parliamentarian information session for early 2021 to help 

address this issue. 

Educating underserved and vulnerable communities 

 

PCT is a key provider of education to communities (including CALD, LGBTIQ, Tasmanian 

Aboriginal and people at risk of homelessness) and service providers.  Through our program 

of education, it is apparent that both community members and many service providers do 

not have a strong understanding of palliative care, advance care planning, and how to access 

services. 

 
6 https://www.racgp.org.au/advocacy/position-statements/view-all-position-statements/clinical-and-practice-
management/voluntary-assisted-dying-legislation 
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It is critically important that this education not only continues, but that increased resourcing 

is provided to ensure that community can access information when they need it, and that as 

the palliative care workforce changes, everyone in that workforce has access to up to date, 

effective education and information. There is also a key role that the University of Tasmania 

(UTAS)should undertake to ensure the Tasmanian palliative care workforce has the 

appropriate skills and experience they need to effectively support people through their end-

of-life choices.  Palliative care needs to be formally recognised as part of medicine, nursing, 

and allied health degrees.  PCT would encourage UTAS to actively look at ways to increase 

palliative care content across these disciplines, and also offer specific post graduate palliative 

care options. 

As mentioned previously, there is also a lack of Tasmanian specific research and data around 

palliative and end of life care.  The VAD Bill will mandate reporting on use of VAD across 

Tasmania.  We should look at this as an opportunity to also implement frameworks to ensure 

we can collect consistent and effective palliative care data and information that is publicly 

available, just as the VAD reports will be. 

 

The Way Forward 

 

Access to effective palliative care is a human right.  As demand continues to increase and 

cases become more complex it will be more and more difficult for Tasmanians to access 

palliative and end of life care when, where and how they need it. 

The introduction of VAD into Tasmania has the potential to ensure that not only are our 

communities provided with one end of life choice, but that we can educate, inform, support, 

and build a palliative care system that provides all Tasmanians dying of a life limiting 

condition true choice. 

We need to invest in system redesign that fits around people, not the other way around.  We 

need to increase resourcing to educate our current and emerging workforce, we need to 

ensure our communities have access to the information they need to make informed 

decisions, and we need to ensure our sector is supported by Tasmanian research and data. 

This is our opportunity to ensure we are ready for the “tsunami” of palliative care cases on 

the horizon and that all Tasmanians can have a good death. 

 

Colleen Johnstone 

CEO, Palliative Care Tasmania Inc 

22 December 2020 


