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Foreword

Cancer Council NSW has been the 
leading cancer charity in NSW for 
more than 50 years. We are funded by 
the community and our focus on the 
community drives every aspect of our 
work. Cancer Council NSW has a strong 
history of advocating for public health 
initiatives to reduce the community’s 
risk of getting cancer and to improve 
treatment and care for patients, and 
we’ve seen many changes as the result  
of our efforts. 

We are closely engaged with people 
affected by cancer, and committed 
to making their lives a little easier. 
Therefore it’s no coincidence that four 
of the five initiatives we propose in this 
document would immediately help ease 
the burden of cancer for patients and 
carers. Getting help to travel to and from 
health services; having well-coordinated 
care throughout the cancer journey; 
being able to have chemotherapy 
without worrying about what it will cost; 
and having access to specialist palliative 
care services will improve the lives of 
people with cancer and their carers.  

A government that can get these four 
areas right is a government that has gone 
a long way in easing the burden of cancer.

The fifth initiative continues our efforts 
in cancer prevention. The retail supply 
of tobacco is a neglected area of tobacco 
control. Its availability ‘anywhere, 
anytime’ thwarts people’s attempts to 
quit smoking and makes it harder for 
the government to achieve its goal of 
lowering smoking rates. Tobacco retail 
reform has the potential to further  
de-normalise tobacco and reduce cancer 
rates in years to come. 

The five initiatives outlined in this 
document do not represent an 
exhaustive list of the issues that need 
attention. However, they represent the 
five most astute, relevant investments 
to the state budget, and we trust this 
proposal will be given due consideration 
in the budget process.

Jim L’Estrange
Chief Executive Officer 
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“The five initiatives proposed by 
Cancer Council NSW will help the 
NSW Government achieve its goals 
and provide tangible ways to ease the 
burden of cancer in the community. 
A decision to act on these initiatives 
will demonstrate the government’s 
commitment to lessening the impact 
of cancer in NSW.”

Introduction

Cancer impacts thousands of people 
in NSW, and as the incidence of cancer 
rises in our community, the number of 
people affected is steadily increasing. 
Advances in cancer control now allow 
more people to live longer with the 
disease, which is positive progress. 
However, as the number of people with 
cancer continues to increase, so will the 
need for services and systems to ease the 
burden of cancer.

Each year approximately 36,000 people 
are diagnosed with invasive cancer in 
NSW. The experience of every person 
with cancer is unique, and every family 
will have its own story about the burden 
of cancer. However, there are NSW 
community members who bear an 
additional burden – and this isn’t fair. 
Aboriginal people, people from culturally 
and linguistically diverse backgrounds, 
and those experiencing socioeconomic 
hardship are particularly affected. For 
people living in rural and regional NSW, 
the hardship is even more pronounced. 
Not only do these groups have a higher 
incidence and mortality of cancer, 
but they are more likely to experience 
barriers in accessing care. 

In NSW 2021: A plan to make NSW 
number one, the NSW Government 
acknowledged that the job of 
government is to serve the people. 
It aims to transform the public’s 
experience of the health care system  
by improving the quality and choice  
of services and by ensuring these 
services are timely, accessible and 
patient-focused. The NSW Cancer Plan 
2011–15 also makes it a priority to 
improve quality of life for people with 
cancer and their carers by responding  
to their needs in a patient-centred way. 

The five initiatives proposed by 
Cancer Council NSW will help the 
NSW Government achieve its goals 
and provide tangible ways to ease the 
burden of cancer in the community. 
A decision to act on these initiatives 
will demonstrate the government’s 
commitment to lessening the impact of 
cancer in NSW and will go a long way  
to restoring the public’s confidence in 
the public health system.
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Easing thE BurdEn  
of CanCEr 

The average lifetime cost of cancer for  
a patient and his/her family is estimated  
to be $47,200. This figure includes 
$38,300 in productivity costs such as  
lost income. It also includes $5,000 for  
out-of-pocket health care costs, such as 
gap fees for tests and consultations, and 
$3,900 for non-health-related costs, which 
may include travel and accommodation, 
car parking, clothing, mobility devices, 
prostheses, extra child care, household 
assistance and other domestic expenses. 

Given that almost half of public cancer 
outpatients (45.3%) have a household 
income under $30,000 after tax, these 
out-of-pocket costs can be financially, 
practically and emotionally devastating.

The impact of cancer doesn’t stop when 
someone has completed treatment. 

There is a growing population of cancer 
survivors, and according to recent 
Australian research, about one-third 
(37%) of survivors have one or more 
moderate-to-high level unmet needs. 
This may include psychological problems 
or difficulties managing the physical 
aspects of daily living. 

We need more detailed information 
about the issues cancer survivors 
experience, and whether current services 
meet their needs. However, we can act 
now to directly ease the burden during 
treatment, by providing adequate 
support with health-related transport, 
well-coordinated cancer care, free 
chemotherapy and improved palliative 
care services.

We also must act now to reduce tobacco 
availability, otherwise smoking will 
continue to be Australia’s biggest 
contributor to the burden of cancer.

Executive 
Summary

 hEalth-rElatEd transport – 
 Getting to treatment  

Many people affected by cancer 
experience difficulties getting to and 
from treatment. Some people have 
limited or no access to private transport, 
which can be a particular problem if 
they live a long distance from services 
and require frequent treatments over  
a long period of time. 

Even if a person can access public 
transport, the accumulated costs can 
be prohibitively expensive. Where 
community transport is available, many 
transport providers are overwhelmed  
by public demand and, as a result, have 

decided to ration their services. Cancer 
patients and their carers often say that 
community transport is inadequate and 
poorly coordinated. 

Cancer Council NSW recommends that 
the NSW Government increases funding 
for the Transport for Health program to 
$11.4 million annually, develops a new 
Transport for Health policy, and amends 
the eligibility criteria for the Isolated 
Patients Travel and Accommodation 
Assistance Scheme (IPTAAS) to cover 
travel and accommodation for patients 
participating in clinical trials.

1
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Health-related Transport 
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2  CoordinatEd CanCEr CarE –  
 A patient-centred cancer journey 

Navigating the health care system, 
coordinating appointments, keeping 
up with complex procedures and 
treatments, and making sense of large 
quantities of information is often 
difficult and confusing for a person with 
cancer. This is exacerbated if the patient 
is feeling unwell and vulnerable.

Having access to coordinated cancer 
care is highly valued by patients because 
it improves their overall experience. 
It also ultimately saves the health 
care system money because it makes  
referrals more appropriate and timely. 

There are approximately 80  
full-time equivalent (FTE) Cancer  
Care Coordinator nurses across NSW.  
Cancer Institute NSW’s funding for  
50 of these positions will come to an  
end in June 2014. 

Cancer Council NSW recommends  
that, in addition to the 30 FTE  
Cancer Care Coordinators funded 
by Local Health Districts, the NSW 
Government commit to recurrent 
funding to at least the level of the  
50 FTE roles currently funded by  
the Cancer Institute NSW. 

Cancer Council NSW also recommends 
that models of cancer care coordination 
for Aboriginal cancer patients are 
developed to better meet the needs 
of these patients and their families; 
and that measurable deliverables and 
reporting mechanisms are included 
in all funding arrangements for 
coordination of cancer care.
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 ChEmothErapy Co-paymEnts –  
 Free chemotherapy for all public patients

Unlike in other states, people with cancer 
who use the public health care system 
in NSW are charged a co-payment for 
their initial prescription of chemotherapy 
medicine. The co-payment is $36.10 for 
general patients and $5.90 for Concession 
Card holders. Patients are also charged 
the co-payment if their chemotherapy 
regime changes and for take-home 
medicines to relieve side effects such  
as nausea and vomiting. It is common  
for patients to have to pay four or five  
co-payments (approximately $180) for 
their first chemotherapy treatment. 

Removing the chemotherapy co-payment 
would lessen the financial and emotional 
burden of cancer for patients receiving 
chemotherapy and their families. 

Cancer Council NSW recommends 
that the NSW Government restructures 
funding arrangements for chemotherapy 
so that public hospitals can provide 
injectable and infusible chemotherapy 
free of charge to public patients.

 palliativE  
 CarE –  
 Specialist support  
 for end-of-life care 

Many people with cancer, particularly 
those living in rural and regional NSW, 
don’t have access to specialist palliative 
care services when needed. If services 
exist, they are often in hospital, even 
though community-based care can 
improve a dying person’s quality of life, 
and most people want to die at home. It 
is estimated that it is up to five times less 
expensive to provide community-based 
palliative care because it reduces the 
number of expensive hospital admissions 
during a person’s end-of-life care. 

A minimum of one full-time equivalent 
(FTE) specialist palliative care physician 
per 100,000 head of population is required 
to provide adequate service, but NSW falls 
short. There is also a shortage of specialist 
palliative care nurses in NSW, which has 
service delivery implications, particularly 
in regional and remote areas.

Cancer Council NSW recommends that 
the NSW Government invests $7.5 million 
annually for an extra 33 FTE specialist 
palliative care physicians and $10 million 
annually for an extra 100 FTE specialist 
palliative care nurses. 

 toBaCCo rEtail  
 rEform –  
 Reducing the availability  
 of tobacco 

The law places few limits on who can sell 
tobacco, when and where they can sell it, 
and the total number of outlets selling 
tobacco. In NSW, there are almost 10,000 
places where a person can buy cigarettes, 
and these retailers do not need a license 
to sell tobacco. Retailers are required to 
notify the NSW Ministry of Health that 
they are selling tobacco, but compliance 
with this process and enforcement of 
retail laws is inconsistent. This is in 
contrast to other products that are legal 
but potentially harmful, such as alcohol 
and prescription medicines. 

Lack of attention to the retail 
environment undermines the 
government’s investment in other 
tobacco control initiatives, making it 
harder to reduce smoking prevalence. 

Cancer Council NSW recommends  
that the NSW Government establishes 
a task force, under the auspices of the 
NSW Minister for Health, to explore, 
evaluate and advise on policies for 
tobacco retail reform that will most 
effectively accelerate a reduction in 
smoking rates.
 

3
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problem 
Transport plays a vital role in the overall 
care of people with cancer. However, 
over the last decade, the lack of available 
health-related transport has been 
repeatedly identified as a significant gap 
in the health system.1 A lack of transport 
reduces the likelihood of people accessing 
screening services, being diagnosed early 
and receiving effective treatment. Even 
the most advanced clinical care cannot be 
effective if someone isn’t able to get to it. 

Many cancer patients and their carers 
are transport-disadvantaged. This  
means they may have limited or no 
access to private transport. They may 
also find it difficult to use public 

Health-related 
Transport

aim
That cancer patients and their carers who are transport-disadvantaged have support 
to help them travel to/from health services, regardless of where they live in NSW.

transport, either because it is not 
available, or because it is physically, 
socially or culturally inaccessible.2 

People most likely to have difficulties 
are those who also experience 
socioeconomic and health 
disadvantages.1 Lack of access to 
health-related transport presents 
particular difficulties for Aboriginal 
communities. A significant proportion 
of Aboriginal people living in remote 
areas have no public transport 
available and one-third have no access 
to a car when needed.3 In addition, 
discrimination and a lack of cultural 
understanding can make it difficult  

BoB’S# SToRy

Bob is a 73-year-old man who lives in a care facility in the Hunter/Mid North Coast 
region. He is socially isolated, on a pension and unable to drive due to his advanced 
medical condition. Bob was diagnosed with terminal metastatic bowel cancer and 
he needs three sessions of palliative radiotherapy to his chest to help him breathe 
and keep his pain under control.
 
A community transport service took Bob to the cancer treatment centre for his 
initial consultation with the palliative care team. The same transport service was 
able to take him to his first two radiotherapy sessions. However, when it came to 
Bob’s third session, the transport service said it wasn’t possible to take him due 
to funding problems.

Bob’s treatment team was concerned that without the final dose, the 
radiotherapy treatment wouldn’t be as effective, and Bob may not get the pain 
relief he hoped for. 

# Name has been changed. 
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invEstmEnt  
 

 $11.4 million per annum  
 plus CPI

aCtions 
Cancer Council NSW recommends 
that the NSW Government:

 increases funding for the  
Transport for Health program  
to $11.4 million per annum plus 
CPI, to be distributed equitably 
across NSW 

develops a new Transport for 
Health policy that clearly defines 
a funding framework, statewide 
coordination responsibilities and 
eligibility for health trips in funding 
for community transport

 amends the eligibility criteria 
for IPTAAS to cover travel and 
accommodation for patients 
participating in clinical trials.

to access the limited public transport or 
health-related transport services which 
are available.1

In 2012, the Council of Social Service 
of New South Wales (NCOSS) and 
Cancer Council NSW held two 
community workshops to examine the 
problems with health-related transport 
across NSW. A major criticism from 
participants was that the current system 
is poorly coordinated. Participants also 
highlighted issues unique to rural and 
regional communities. For example, 
the number of general practitioners in 
these areas has declined and several 
health facilities have been closed 
or downgraded, which means that 

residents often have to travel hundreds 
of kilometres to medical appointments. 
This is most problematic for people who 
require frequent cancer treatments over 
a long period of time.1 This includes 
chemotherapy and radiotherapy, which 
often involve numerous hospital visits 
per week, over several weeks. 

Even if cancer patients can access  
public transport, the accumulated 
costs can be prohibitively expensive. 
In addition, people are often ill after 
treatment, making a return home on 
public transport impossible. 

In NSW, the bulk of funding for 
community transport is received 
through the Australian Government’s 
Home and Community Care (HACC) 
Program. The transport services funded 
through HACC are meant to enable 
frail, older people and people with 
disability to go shopping and maintain 
cultural and social networks. However, 
because community transport providers 
are overwhelmed by the demand for 
health-related transport, it may not be 
possible to provide transport for these 

“The lack of available health-related 
transport has been repeatedly 
identified as a significant gap in  
the health system.”
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outings.1 Current demand for health 
transport now well exceeds available 
funding and, as a result, some transport 
providers ration their services for 
health-related trips.1

Overall, the eligibility criteria for 
accessing health-related transport are 
inconsistent across NSW. This can be 
confusing for cancer patients and their 
carers. Many people say that they find it 
difficult to get information about their 
options at a time when they are already 
unwell and may be stressed.1 

When people experience a significant 
travel burden, the NSW Government’s 
Transport for Health program 
assists with the costs of travel and 
accommodation for specialist medical 
appointments through the Isolated 
Patients Travel and Accommodation 
Assistance Scheme (IPTAAS).4 

Positive changes have been made to 
IPTAAS over the past few years, however 
there is still scope for improvement, 
particularly for people with cancer living 
in regional and rural NSW who are 

participating in clinical trials or travelling 
by community transport, who are 
currently excluded from IPTAAS. 

There is growing recognition that the 
benefits of providing health-related 
transport services may well outweigh 
the costs. For instance, costs would 
be reduced because people would be 
less likely to miss appointments. There 
would also be fewer delays getting 
to preventative health care or early 
medical intervention. While there are 
no Australian studies available about 
the return on investment, an American 
study estimated that for every $1 invested 
in medical trips, $11.08 is saved due to 
avoided hospital stays.1

NCOSS estimates that the Transport  
for Health budget needs to increase 
to $11.4 million per annum, to ensure 
that health-related transport provided 
through NSW Health suits the needs 
of metropolitan, regional and rural 
communities.5 This is likely to be 
a modest estimate, given the high 
statewide demand.

This proposal is endorsed by the Council of Social 

Services of New South Wales, the Community 

Transport Organisation and Cancer Voices NSW.

rEturn on invEstmEnt
A decision to undertake the recommended actions will help the NSW Government achieve its goals  
outlined below:

nsW 2021: a plan to make nsW 
number one
 Keep people healthy and out of 

hospital (goal 11)
 Provide world class clinical services 

with timely access and effective 
infrastructure (goal 12)

nsW Cancer plan 2011–2015 
 Improving the quality of life for people 

with cancer and their carers (goal 3)
 Improve cancer outcomes for Aboriginal 

people (cross cutting issue 3)
 Improve cancer outcomes for  

rural and remote populations  
(cross cutting issue 4)

 Improve cancer outcomes for 
people who are socioeconomically 
disadvantaged (cross cutting issue 6)

nsW aboriginal health plan  
2013–2023  
 Ensuring integrated planning  

and service delivery (strategic 
direction 3)

 Providing culturally safe health 
services for Aboriginal Australians 
(strategic direction 5)
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aim
That cancer patients and their carers have access to coordinated cancer care, 
regardless of where they live in NSW.

problem
The journey for cancer patients is often 
complex – it may involve coordinating 
appointments with numerous health 
professionals. A person may need to 
attend several treatment facilities across 
multiple (and often distant) locations.  
It can be distressing for patients to try  
to coordinate appointments and keep  
up with complex information, especially 
at a time when they may feel unwell  
and vulnerable. 

A person’s need for support may not stop 
when treatment is complete. According 
to recent Australian research, about 

one-third (37%) of survivors have one 
or more moderate-to-high level unmet 
needs, which may include psychological 
problems or difficulties managing the 
physical aspects of daily living.6

For Aboriginal people, problems with 
coordination of cancer care are even more 
pronounced. They are more likely to be 
diagnosed at a more advanced stage and 
they have higher levels of comorbidity7, so 
the associated appointments, medications 
and information are often complex. 
Aboriginal people are also between 
50% and three times more likely than 
non-Aboriginal people to experience 

Coordinated 
Cancer Care

TREvoR’S SToRy

I live on the Central Coast. Four years ago I was diagnosed with a brain tumour 
which required surgery, followed by a few months of chemotherapy and radiotherapy. 
I consider myself fortunate to be alive, and the fact that I’m still here years after my 
‘use-by date’ is a testament to the skill and dedication of the specialists.

During my treatment, disturbing symptoms would arise on a frighteningly regular 
basis. During this time, the person I had the most contact with was my Cancer Care 
Coordinator. She was always there for me, and her ability to tell me what to do in 
a clear and authoritative way alleviated my stress many times, especially given my 
distance from the hospital. She also connected me to social workers, rehabilitation 
providers, support groups and other services.

My oncologist is a dedicated doctor with many patients. Let oncologists do 
research, keep abreast of latest developments and prepare treatment plans for 
their clients – ‘oncologist things’. It makes sense for some things to be handled 
by a qualified Cancer Care Coordinator who can mediate for, monitor and manage 
their clients – ‘Cancer Care Coordinator things’. This way, cancer patients like me 
can continue to receive timely, accurate advice and reassurance.
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psychological distress (anxiety and 
depression).8 Although it is clear that 
there is a need to improve cancer-related 
health services for Aboriginal people, 
there is a lack of evidence on how this 
can be achieved.9 Further research into 
the care-seeking behaviour of Aboriginal 
people with cancer is needed,10 to assist 
with the development of models of 
culturally appropriate coordinated care.

Coordinated cancer care can help cancer 
patients and their carers to navigate 
health services because there is a single 
point of contact for information and 
support.11 It also provides a coordinated 
approach to meeting a patient’s physical, 
psychosocial and educational needs. 

In NSW, there are specialist cancer nurses 
designated as Cancer Care Coordinators 
(CCCs). In 2010, the NSW Government 
undertook an evaluation of this role and 
found that CCCs are highly valued by 
patients and colleagues in the oncology 
field. Cancer patients and their carers 
particularly appreciate having someone to 
organise their care when they had to use 
multiple services and facilities across the 
public and private sectors.11

Currently, there are approximately 
80 full-time equivalent (FTE) Cancer 
Care Coordinators funded by the NSW 
Government across the state. Local 
Health Districts (LHDs) directly fund 
approximately 30 FTE positions, and 
since 2004/05, a further 50 FTE positions 
have been funded by Cancer Institute 
NSW through the Cancer Services 
Infrastructure Support Program.11 
Funding for these 50 FTE positions will 
end in June 2014 with the expectation 
that, after this date, LHDs will take over 
funding these positions. However, it is 
unclear whether this will occur. 

rEturn on invEstmEnt
Undertaking the recommended 
actions will help the NSW 
Government achieve its goals  
outlined below:

nsW 2021: a plan to make nsW 
number one 
Keep people healthy and out of hospital 

(goal 11)
Provide world-class clinical services 

with timely access and effective 
infrastructure (goal 12)

nsW Cancer plan 2011–2015 
Improving the quality of life for people 

with cancer and their carers (goal 3)
Improve cancer outcomes for Aboriginal 

people (cross cutting issue 3)
Improve cancer outcomes for rural  

and remote populations (cross cutting 
issue 4)

Improve cancer outcomes for 
people who are socioeconomically 
disadvantaged (cross cutting issue 6)

nsW aboriginal health plan 2013–2023 
Ensuring integrated planning and  

service delivery (strategic direction 3)
Providing culturally safe health  

services for Aboriginal Australians 
(strategic direction 5)

aCtions
Cancer Council NSW recommends 
that, in addition to approximately  
30 FTE staff funded by Local Health 
Districts, the NSW Government: 

provides recurrent funding for the 
coordination of cancer care to at 
least the level of the 50 FTE Cancer 
Care Coordinator positions currently 
funded by the Cancer Institute NSW

designs models of coordinated 
cancer care that meet the needs 
of Aboriginal cancer patients, their 
carers and families

includes measurable deliverables and 
reporting mechanisms in all funding 
arrangements for coordination of 
cancer care.

invEstmEnt

 $4.5 million per annum plus CPI,  
    based on the equivalent funding of  
    the 50 FTE Cancer Care Coordinators

This proposal is endorsed by Cancer Voices NSW.

“It can be distressing for patients to 
try to coordinate appointments and 
keep up with complex information.”
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Chemotherapy 
Co-payments

aim
That all public patients in NSW who require chemotherapy have access to injectable 
and infusible chemotherapy drugs free of charge, regardless of where they live in NSW.

problem
Unlike in other states, people with  
cancer who use the public health system 
in NSW are charged a co-payment for 
their chemotherapy medicines. The  
co-payment is $36.10 for general patients 
and $5.90 for Concession Card holders.12 
It is charged for each chemotherapy 
medicine, including take-home 
medication prescribed to relieve side 
effects such as nausea and vomiting. 
Chemotherapy is often a mix of a few 
medicines, so it is common for patients 
to have to pay four or five co-payments 
(approximately $180) for their first 
chemotherapy treatment. This can add 
to the financial and emotional burden  
of cancer.

Although the Pharmaceutical Benefits 
Scheme (PBS) co-payment is a federal 
government charge, cancer patients in 
other states do not pay the co-payment 
because they are typically admitted to 
hospital as day inpatients to receive 
chemotherapy. Hospital inpatients 
cannot be charged a co-payment. 
However, the NSW government opts 
to provide chemotherapy in privately 
referred non-inpatient clinics. The 
impact of this decision is that patients 
must pay the co-payment. 

In April 2012, the federal government’s 
Revised Arrangements for the Efficient 
Funding of Chemotherapy Drugs ruled 

LISA’S# SToRy 

I’m a social worker at a big Sydney hospital. A lot of our patients are on Centrelink 
benefits or low incomes, and even if the co-payment is only $5.90 per prescription, 
it can be an issue because lots of patients have four or five co-payments for each 
cycle of chemotherapy. They might have two chemo medicines and two or three 
other medicines – and they also have extra costs during treatment, like transport 
costs. Think about a young working family with a low income and no Health Care 
Card. Their co-payment might be $180 for every cycle of treatment. 

There is the PBS Safety Net for people with high pharmaceutical costs, but the 
reality is that the threshold is so high that families without a Health Care Card have 
enormous out-of-pocket expenses before the Safety Net kicks in.

One patient was referred to me because she had bad vomiting – much worse 
than usual – even though she had been prescribed anti-vomiting medicines. The 
oncologist was concerned that there may be other factors contributing to her 
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that patients could no longer be charged 
co-payments for repeat prescriptions.13 
This alleviated some of the financial 
burden for many public patients. 
However, chemotherapy often involves 
a number of different drugs and a public 
cancer patient in NSW still must pay 
the first co-payment for each one. In 
addition, the oncologist may change the 
chemotherapy regime, and every time 
there is a new prescription, the patient 
has to pay the co-payment again. 

Multiple co-payments can cause 
financial hardship, especially for patients 
on low incomes. Given that almost half 
of all public cancer outpatients (45%) 
have a household income under $30,000 
after tax14, a large number of families 
are affected. Cancer patients are often 
reluctant to speak up about financial 
difficulties, and most cancer centres do 
not routinely assess a patient’s need for 
practical and financial support, so the 

hardship often goes unnoticed. Only those 
lucky enough to be referred to a social 
worker are able to get help.

People with cancer who are treated in a 
public hospital often don't expect to pay  
for chemotherapy, and community 
members may be similarly surprised to find 
out that chemotherapy is not free. Some 
patients who aren’t informed in advance 
about the co-payment become distressed 
when they receive the unexpected bill. This 
co-payment may erode patients’ confidence 
in the NSW Health system at a time when 

severe nausea and vomiting. Upon careful assessment, it became clear that she 
wasn’t filling her prescription for the anti-vomiting medicines. The patient was the 
main income earner in her family and she had to reduce her hours of work during 
her cancer treatment. The family’s income was significantly reduced, but because 
her husband was working part-time, they didn’t qualify for Centrelink benefits or 
a Health Care Card. With the usual household expenses continuing (mortgage, 
utilities, food, car registration and insurance) they were struggling to make ends 
meet. She paid the co-payments for the chemotherapy, but she said that if she paid 
for the anti-vomiting medicine as well, they'd have to go without something else. 

Due to embarrassment, the patient hadn’t raised the issue of her financial difficulty.  
It was opportune that she was referred to me, because I could work out a way for 
her to get the medicine she needed. However, this won’t always be an option, as 
there are generally very limited social work resources for cancer patients. 

# Name has been changed. 

“Removing the co-payment for 
chemotherapy would lessen the financial 
and emotional burden of cancer for 
the estimated 14,200 patients receiving 
chemotherapy every year.”
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trust is important to maintain their  
hope for recovery.

Together with Cancer Voices NSW 
and Breast Cancer Network Australia, 
Cancer Council NSW raised concerns 
about chemotherapy co-payments with 
the NSW Minister for Health. In June 
2012, the Ministry of Health undertook 
an investigation of the budgetary 
impact of removing the chemotherapy 
medicines co-payment, but there has 
been no further information from the 
government about this investigation.  

The NSW Cancer Patient Satisfaction 
Survey 2008 showed that while patients 
were satisfied with many aspects of cancer 
care, NSW was below the Canadian 
benchmark in regard to patients getting 
help with payment options.14

Removing the co-payment for 
chemotherapy would lessen the financial 
and emotional burden of cancer for 
the estimated 14,200 patients receiving 
chemotherapy every year* and their 
families. It would also reduce the need 
for social and practical support which, 
in addition to being a better outcome for 
cancer patients and their families, would 
reduce costs for the health care system. 
Most importantly, it would free up a few 
extra dollars for cancer patients to spend 
on the many other costs they face during 
their cancer treatment. 

invEstmEnt  

While Cancer Council NSW does 
not have access to the data needed 
to estimate the cost to the NSW 
Government of restructuring funding 
arrangements for chemotherapy, 
it is estimated that a decision to 
meet the cost of the chemotherapy 
co-payments would require an 
investment of approximately $1.2 
million per annum**

aCtions 
Cancer Council NSW recommends 
that the NSW Government:

restructures funding arrangements 
for chemotherapy so that public 
hospitals can provide injectable 
and infusible chemotherapy free of 
charge to public patients. 

rEturn on invEstmEnt
Undertaking the recommended actions will help the NSW Government achieve 
its goals outlined below:

nsW 2021: a plan to make nsW 
number one
 Keep people healthy and out of 

hospital (goal 11)
 Provide world-class clinical services 

with timely access and effective 
infrastructure (goal 12)

nsW Cancer plan 2011–2015
Improving the quality of life for people 

with cancer and their carers (goal 3)
Improve cancer outcomes for Aboriginal 

people (cross cutting issue 3)
Improve cancer outcomes for 

people who are socioeconomically 
disadvantaged (cross cutting  
issue 6)

nsW aboriginal health plan  
2013–2023 
Ensuring integrated planning and 

service delivery (strategic direction 3)

This proposal is endorsed by Cancer Voices NSW 

and Breast Cancer Network Australia.

* Based on 2005 data from Cancer Institute NSW15 
estimating the number of patient chemotherapy visits, 
assuming 10 visits per patient and adjusted for the increase  
in cancer incidence between 200516 and 2013–1417.

** Assuming 14,200 patients, three chemotherapy  
co-payments per patient (based on expert advice),  
and 24.4% of patients entitled to a concessional  
co-payment (based on proportion of the Australian 
population holding a Concession Card18,19).
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aim
That people with cancer, their families and carers have access to specialist palliative 
care that corresponds to their level of need, regardless of where they live in NSW.

problem
Many people with a life-limiting cancer 
diagnosis have various health problems 
which require specialised care. Although 
some can be supported by only their 
generalist primary health care provider 
(such as a GP), the majority need access 
to specialist palliative care services. 
These services can improve a patient’s 
quality of life and provide support in the 
last stages of life. A palliative care team 
can also improve the dying process, 
wherever the patient chooses to die.

Unfortunately, many people in NSW 
who need specialist palliative care don’t 

have access to it. This applies in some 
metropolitan areas, but people in rural 
and regional NSW are particularly 
disadvantaged.20 Beyond metropolitan 
areas there are few specialist palliative 
care services, and those that are 
available may be one palliative nurse 
working alone on a part-time basis to 
provide services to a large area. Where 
palliative care medical specialist support 
is available in rural and regional NSW,  
it is usually on a fly-in/fly-out basis 
only.21 After-hours access to specialist 
palliative care services doesn’t exist 
outside metropolitan areas. 

Palliative  
Care

RoSEmARy’S SToRy

My husband Phil was first operated on for cancer in 2000 and he died in 2012.  
Phil wanted to stay at home to die and he’d worked out a clear plan to make 
that happen.

I became adept at morphine injections and working with the palliative care nurses 
to change his dressings. However, one day while I was away at work, Phil lost his 
pain management medication and called an ambulance to be admitted to hospital. 
At this stage of his disease there was nothing that could be done in hospital except 
a painful wait in Emergency, some exploration to see if anything could be done, 
then more pain relief. Phil was never able to return home, and he died in hospital. 
If we had been able to get a palliative care specialist to come to him at home that 
day and provide stronger pain relief, Phil could have stayed home to die. Once a 
patient is in hospital, it’s hard to get out.

Phil had no control over his death and no dignity. It seemed like a tortured 
experience and one that could have been helped, I think, by better case 
management which enabled him to have a choice of where he died …  
A pokey little room is a sad place for a man who loved the bush to die.



Cancer Council NSW18

Aboriginal communities in NSW  
are even further disadvantaged. 
Aboriginal people are more likely than 
non-Aboriginal people to live in remote 
areas of Australia22 where specialist 
palliative care services are limited. 
They are often hampered by a lack 
of funds for appropriate equipment; 
limited information about the types 
of equipment available; time delays 
for access to treatment; problems with 
discharge planning; a lack of power 
sources and electricity; higher transport 
costs; and the arduousness of long 
travel.7 Aboriginal carers may also be 
living with significant health problems 
of their own, which can limit their 
ability to provide the care required. 

“Specialist palliative care services 
improve a patient’s quality of life  
and provide support in the last 
stages of life.” 

The need for culturally appropriate 
services for Aboriginal people has been 
recognised by the NSW Government 
as an area for attention in the NSW 
Government Plan to Increase Access 
to Palliative Care 2012–2016, as have 
culturally appropriate palliative care 
services and information for people 
from culturally and linguistically diverse 
backgrounds, their families and carers.20

There is a significant difference between 
where people say they’d prefer to die  
and where they actually do die. It's 
generally quoted that 70% of Australians 
say they want to die at home, but only 
16% are able to do so.23 The NSW 
Government has acknowledged that 
one reason that more people don’t die at 
home is that specialist community-based 
palliative care services are limited in rural 
areas and in some metropolitan areas.20

When palliative care services are 
provided to the community, they 
improve quality of life24 and are cost 
effective in comparison to other 
approaches.21 It is estimated that it is 
about five times less expensive to care 

invEstmEnt  

$7.5 million annually for an extra 33 FTE 
specialist palliative care physicians* 

$10 million annually for an extra 100 
FTE specialist palliative care nurses**

Cancer Council NSW is unable to 
quantify the NSW Government’s 
investment to fulfill all commitments 
included in the NSW Government Plan 
to increase access to palliative care 
2012–2016 

aCtions 
Cancer Council NSW recommends 
that the NSW Government:

 funds specialist palliative care 
services across NSW to a level  
that ensures a specialist palliative 
care physician ratio of at least  
one FTE position per 100,000 head  
of population, which is an extra  
33 FTE roles 

funds an extra 100 FTE specialist 
palliative care nurses across the state  

 provides adequate funding to 
complete all other actions included 
in the NSW Government Plan to 
Increase Access to Palliative Care 
2012–2016.

* Based on current NSW Health Senior Specialist salary rate 
of $228,101 p.a. (including on-costs) as per the Industrial 
Relations Commission of New South Wales,  
Staff Specialist (State) Award. 2011.30

** Based on an average salary rate of $100,000 p.a. 
(including on-costs) as per the Public Health System 
Nurses’ & Midwives’ (State) Award 2011.
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for a person with a life-threatening 
illness at home than it is to care for 
them in hospital.25 Palliative Care NSW, 
the state's peak body for palliative 
care, has highlighted that an increased 
investment in palliative care services 
would result in budgetary efficiencies by 
avoiding inappropriate and preventable 
admissions to emergency and acute 
services, and by minimising or avoiding 
investigations, treatments and procedures 
that offer no improvement to a patient’s 
quality of life.21

In September 2013, Minister Skinner 
announced the roll out of $35 million 
enhancement funding for community-
based palliative care services across 
NSW. Over the next three years this 
money will be used to provide support 
packages for people dying at home; 
support services for dying children and 
their families; palliative care volunteer 
services and an after-hours telephone 
support service. In addition, Minister 
Skinner funded an extra 30 specialist 
palliative care nurses at a cost of  
$3 million per annum commencing  
in 2013/14.23

These are acknowledged as positive 
steps, however NSW is still short in 
the number of specialist palliative care 
physicians needed. The Australian 
and New Zealand Society of Palliative 
Medicine (ANZSPM) recommends one 
full-time equivalent (FTE) specialist 
palliative care physician per 100,000 
head of population as the minimum 
required for an adequate service.26 
When taking into account additional 
training positions to ensure the ongoing 
development of the specialty, Palliative 
Care Australia estimates that 1.5 FTE 
per 100,000 head of population is a 
more realistic requirement.27

However, the most recent figures from 
the Australian Institute of Health and 
Welfare (AIHW) show that in 2011 
NSW had only 36 specialist palliative 
care physicians28, which equates to  
0.52 FTE physicians per 100,000 head 
of population. Even based on the more 
conservative ANZSPM requirement of 
one FTE position per 100,000 head of 
population, NSW requires 69 FTE roles. 
An additional 33 FTE palliative care 
physicians are needed to achieve the 

minimum number of specialists  
needed to adequately service the  
NSW population.

The AIHW also shows that there is  
a shortage of specialist palliative care 
nurses in NSW, with only 17.4 FTE 
positions per 100,000 head of population, 
compared to Victoria which has almost 
double at 30.3 FTE positions per 100,000 
head of population.29 

While the extra 30 FTE palliative care 
nurses announced by Minister Skinner 
in September is a start, there is still a 
shortage in NSW. This has significant 
implications for the staffing of specialist 
palliative care services, particularly in 
regional and remote NSW.

By 2021, more than 51,000 people will 
be told, "you have cancer" in NSW, 
which is an increase of 44% in 15 years.17 
It is clear that the need for cost-effective, 
community-based specialist palliative 
care will continue to grow.  

This initiative is endorsed by Palliative Care NSW and 

Cancer Voices NSW.

rEturn on invEstmEnt  
Minister Skinner said “the NSW Government is committed to working towards a state where those living with a terminal 
condition are receiving palliative care and support, when they need it, in their place of choice”.23 Undertaking the 
recommended actions will help the NSW Government achieve its goals outlined below:

nsW 2021: a plan to make nsW 
number one 
Keep people healthy and out of hospital 

(goal 11)
Provide world-class clinical services 

with timely access and effective 
infrastructure (goal 12)

nsW government plan to increase 
access to palliative Care 2012–2016
Expanded community-based palliative 

care services, especially in rural areas 
and for special needs populations 
(action 1)

Integration of primary care, aged care 
and specialist palliative care across 
the state (action 2)

Expanded support for families and 
carers (action 3)

Extended capacity of palliative care 
services in NSW (action 4)

nsW Cancer plan 2011–2015 
Improving the quality of life for people 

with cancer and their carers (goal 3)
Improve cancer outcomes for 

Aboriginal people (cross cutting  
issue 3)

Improve cancer outcomes for rural 
and remote populations (cross cutting 
issue 4)

Improve cancer outcomes for 
culturally and linguistically diverse 
communities (cross cutting issue 4)

Improve cancer outcomes for 
people who are socioeconomically 
disadvantaged (cross cutting  
issue 6)

nsW aboriginal health plan  
2013–2023 
Ensuring integrated planning and 

service delivery (strategic direction 3) 
Providing culturally safe health 

services for Aboriginal Australians 
(strategic direction 5)
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aim
That smoking rates are reduced through targeted reforms to tobacco retailing.

problem
Although smoking rates have decreased, 
there are still more than 800,000 
smokers in NSW31,32 and more than 
5,000 smoking-related deaths per year.33 
The tangible costs of smoking to NSW 
society, including health care costs  
and lost labour, are estimated at 
$2.9 billion annually.34

NSW has a strong record of 
implementing initiatives to reduce 
demand for tobacco, including public 
education campaigns, retail display bans 
and smoke-free outdoor areas. However, 
NSW still has almost 10,000 places where 

a person can buy cigarettes, undermining 
the impact of the government’s tobacco 
control initiatives. 

Tobacco kills half its long-term users35 
and is Australia’s leading cause of 
preventable death and disease36, so 
widespread retail availability is a weak 
link in tobacco control efforts. 

The law places few limits on who  
can sell tobacco, where and when 
they can sell it, and the total number 
of outlets selling tobacco. This is in 
contrast to other products that are  
legal but potentially harmful, such as 

Tobacco Retail 
Reform 

SAm’S SToRy

Like most people, I started smoking when I was younger as a way of infiltrating  
a social group. I was 15 and all the cool kids at high school shared cigarettes in an 
alley after school – I just really wanted to be their friend. Having a cigarette was the 
only way that I could see of reaching out to them, as a relatively awkward teenager. 

I’ve tried to quit a couple of times. I think my most successful attempt lasted two 
weeks. But cigarettes were surrounding me: all my friends smoke, and living in the 
city, there are five shops within a five-minute walk that sell cigarettes 24 hours a day. 
So at night when you’re feeling a bit weak and your will is not at its strongest, the 
knowledge that you can buy a cigarette so easily is always in the back of your mind. 
It’s like pouring a glass of vodka for an alcoholic and leaving it on the side of the 
table – you know it’s there, and if you slip up, you can just grab it and have a drink. 
It’s that niggling thing: cigarettes are everywhere and no-one’s going to stop you 
buying them, except yourself.

I think society has a tendency to cater more to addiction than help. And part of  
the reason that it is so hard to quit is how readily available cigarettes are. It's at  
your doorstep, 24 hours a day if you want it. And when trying to quit, it does make  
it harder.
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alcohol and prescription medicines. 
There is currently no licence needed 
to sell tobacco. NSW retailers are only 
required to notify the NSW Ministry 
of Health via the Retailer Notification 
Scheme if they sell tobacco.37,38 The aim 
of the scheme is to capture data about 
the number and location of tobacco 
retailers and to allow for enforcement  
of retail laws.

Research shows that:
	high-density and widespread 

distribution of tobacco retailers 
contribute to smoking39,40

	retail outlet density is higher in 
disadvantaged communities41

	retailers near schools contribute to 
increased smoking rates and cigarette 
purchases among adolescents42

	people not intending to smoke,  
such as people trying to quit and those 
who don’t yet have an entrenched 
smoking habit, are more likely to make 
unplanned purchases in convenience, 
route and impulse retailers including 
petrol stations and licensed venues39,43

	consuming alcohol, especially in 
social settings like bars and clubs, 
increases smoking and undermines 
quit attempts44

	people trying to quit are more likely 
to relapse if there is a place to buy 
cigarettes close to home45

	for some smokers, the sight of  
a retail outlet prompts thoughts  
about smoking or buying cigarettes, 
even though tobacco must now be  
out of sight in stores.46

Cancer Council NSW conducted an 
audit of 1,739 tobacco outlets in NSW to 
observe compliance with existing retail 
laws and record the price of a standard 
brand of cigarettes. There were several 
compelling findings of the study:47

“The majority of smokers want to 
quit but quitting is difficult, and 
new ways must be found to make 
it easier.”

	On average, there are 17.7 tobacco 
outlets per postal area in NSW.  
This means there are five times  
as many tobacco retailers in NSW  
as pharmacies. 

	Convenience, route and impulse 
retailers make up almost 80% of 
tobacco outlets.

	These outlets are known to tempt 
people not intending to smoke. 

	About a third of all outlets (34%) are 
licensed premises.

	More than one in four retailers did 
not comply with retailing laws, either 
because they are not listed under 
the Retailer Notification Scheme or 
because, at the time of the audit, they 
failed to meet in-store requirements,  
or both. One unlisted retailer was found 
per approximately 13 listed retailers, 
and unlisted retailers were more likely 
to break in-store retailing laws.

	The Retailer Notification Scheme does 
not provide accurate information 
about tobacco retailers in NSW. Some 
retailers were absent from the list and 
many were listed multiple times or 
their records were out of date. 

The majority of smokers want to quit48  
but quitting is difficult, and we must find 
new ways to make it easier. Public health 
experts have proposed various strategies 
to limit the number, type, location and/or 
opening hours of retail outlets. 
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There is strong community support for 
retail reform, with 91% of respondents  
to the NSW Smoking and Health 
Survey supporting policies requiring 
retailers to have a licence to sell  
tobacco products. Even among smokers, 
88% of respondents supported this type 
of regulation.48

Tobacco retail reform has the potential  
to help the government achieve its 
smoking reduction targets, without 
making it unreasonably difficult for 
smokers who do not want to quit to 
purchase cigarettes. It is expected that 

the biggest impact would be achieved 
by preventing young people from taking 
up smoking, helping current smokers 
to quit, reducing smoking among 
disadvantaged people, and stopping 
‘tipping point’ smokers (who may 
describe themselves as ‘light smokers’ 
or ‘social smokers’) from developing an 
entrenched habit. 

If tobacco retail reform was to achieve 
even a small additional reduction in 
smoking rates over current tobacco 
control activities, it would have a  
strong social and economic impact.  

It would also send a clear message  
that cigarettes are a dangerous  
product, and further contribute to  
the de-normalisation of smoking. 

rEturn on invEstmEnt
Undertaking the recommended 
actions will help the NSW 
Government achieve its goals 
outlined below:

nsW 2021: a plan to make nsW 
number one
Rebuild state finances (goal 2)
Keep people healthy and out of hospital, 

which includes lowering smoking rates 
by 3% for non-Aboriginal people  
and 4% for Aboriginal people by 2015 
(goal 11)

national partnership agreement on 
preventive health 
Reduce daily smoking among adults  

to 10% or lower by 2020 (outcome 10c)

nsW Cancer plan 2011–2015
Reduce the incidence of cancer through 

improving modifiable risk factors (goal 1)
Improve cancer outcomes for Aboriginal 

people (cross cutting issue 3)
Improve cancer outcomes for rural  

and remote populations (cross cutting 
issue 4)

Improve cancer outcomes for 
people who are socioeconomically 
disadvantaged (cross cutting issue 6)

aCtions
Cancer Council NSW recommends 
that the NSW Government convenes 
a task force, under the auspices of 
the NSW Minister for Health, to:

explore, evaluate and advise on 
policies for tobacco retail reform  

provide the Minister information 
based on the best available evidence 

commission research to provide 
more detail about the impact of retail 
distribution on smoking in NSW 

consult with the public and retailers 

assess the potential for a licensing 
scheme to improve monitoring and 
enforcement of tobacco retailing 
laws, and to restrict the number, type 
and distribution of retail outlets for 
tobacco products 

outline the essential elements of 
a regulatory scheme for tobacco 
retailing that would help reduce 
smoking rates. 

invEstmEnt

In the first year, the cost of tobacco 
retail reform to the NSW Government 
would be limited to the cost of 
establishing a Ministerial task force 
and commissioning relevant research. 
These costs would not require any extra 
allocation from the NSW Treasury. 

In subsequent years, any recurrent 
costs associated with implementing 
tobacco retail reform could be offset by 
funds raised through a tobacco retail 
licence fee, renewable annually. 

Over the long term, accelerated 
reductions in smoking rates would 
decrease health system costs and 
increase labour production.

This proposal is endorsed by the Australian Medical 

Association NSW, Asthma Foundation NSW and 

Heart Foundation (NSW).
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