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Together we can shine a spotlight on melanoma
to ensure no one walks alone
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About Melanoma
Patients Australia
Melanoma Patients Australia (MPA) is Australia's premier
melanoma support and advocacy organisation.
MPA’s core purpose is to support, connect
and advocate for Australians affected by
melanoma and work towards its prevention.
This purpose is driven by our vision of
creating a world where no one affected by
melanoma walks alone.
MPA provides critical support services, free
of charge, to melanoma patients, survivors,
and their families and caregivers.
MPA’s National Melanoma Support Service
has been operational for over 14 years and
delivers emotional support, information,
connections and external referral services
via telephone and digital means, including:
A National Melanoma Support Line;
A range of patient and carer support
groups, including face to face, closed
Facebook, and telephone support
groups;
Peer to Peer Linkage programs;

Referral services support to Cancer
Councils, Centrelink, disability, aged care
and palliative care services;
Legal and financial assistance; and
Evidence based information services for
melanoma patients and their families.
Currently MPA receives no government
funding for the provision of these critical and
essential supportive care and survivorship
support services.
These services support over 5,000
melanoma patients, survivors, families, and
carers each year, across metropolitan and
regional, rural and remote Australia.
With globally leading melanoma survival
outcomes for Australian patients and
survivors, MPA faces significant challenges
in managing the ever-increasing demand for
our highly valued support services across
the continuum of melanoma care, from
diagnosis through survivorship to end of life.

A Melanoma Nurse Telehealth Service, a
novel and unique service which has been
operational for 18 months and supports
patients in navigating the health system,
accessing available services, and making
decisions regarding their health;
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Message to politicians
From Victoria Beedle
CEO, Melanoma Patients Australia

Melanoma has sat in the shadows for far too
long.
The release of the landmark ‘State of the
Nation – A Report into Melanoma – A
National Health Priority’ co-commissioned
by Melanoma Patients Australia and
Melanoma Institute Australia and delivered
by Insight Economics, shines a long overdue
spotlight on Australia’s third most common
cancer, melanoma.
The Report identifies a range of urgent
actions and the need for a coordinated
approach by all levels of Governments to
improve the quality of life and survival
outcomes of people affected by melanoma,
encompassing supportive care and
survivorship, early detection, research,
treatment, and prevention.
Melanoma is a largely preventable cancer;
however, 1,400 people will die from
melanoma this year. Australia has the
highest incidence and prevalence of
melanoma in the world.
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We not only have to beat this cancer
tomorrow, but we also need to fight to
ensure all melanoma patients and their
families across Australia get the care and
support that they need today.
As one of the very few preventable cancers,
we have a duty of care to all Australians to
equip them with the information and tools to
protect themselves and their families from
melanoma, a potentially deadly cancer.
MPA welcomed the Federal Government’s
commitment in December 2021 to a $20
million investment over the next two years
for skin cancer awareness, but the State of
the Nation Report reveals that there is much
more work to do.
MPA is uniquely placed to partner with
Government to act now and deliver on a
number of the State of the Nation Report’s
key recommendations. As a leader in our
patients’ communities, your support and
advocacy are important to shine a spotlight
on melanoma, and ensure action is taken to
transform patient outcomes and beat
melanoma as a national health priority.
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Such action is dependent upon:
Providing more supportive care to
people with melanoma from the moment
of diagnosis wherever they live in
Australia;
Improving care for people with
melanoma through an enhanced network
of melanoma nurses;
Finding better ways to ensure early
diagnosis of melanoma;
Ensuring melanoma patients get faster
and more equitable access to available
treatments and clinical trials; and
Reducing the number of people
diagnosed with melanoma.
MPA’s ‘Spotlight on Melanoma’ Five Point
Action Plan spotlights the key actions to
overcome patient support and advocacy
issues identified in the ‘State of the Nation –
A Report into Melanoma – A National
Health Priority’ and to ensure that no one
affected by melanoma walks alone.
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As CEO of MPA, I am incredibly grateful to
the melanoma patients and families across
Australia that contributed significantly to the
State of the Nation Report, ensuring the
patient voice remained at the heart of this
research. This includes the 1,200 people
that completed the consumer survey and
attended our Consumer Consultation events
across Australia. I would like to particularly
thank the Melanoma Patients Australia
Consumer Advisory Group for their tireless
work and for being fearless advocates for
change in melanoma care in Australia.
On behalf of all Australians affected by
melanoma, I ask for your support,
advocacy, and action to achieve the
significant changes in our health and social
systems necessary to improve wellbeing,
healthcare, and quality of life outcomes for
melanoma patients and their families, now
and in the future.
Best Regards,
Victoria Beedle
CEO, Melanoma Patients Australia
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Five point action plan
Together we can shine a spotlight on melanoma
to ensure no one walks alone.

Melanoma incidence is set to rise over the
forward decade, with more than 205,000
Australians expected to be diagnosed with
melanoma between now and 2030. Sadly,
more than 18,000 of these Australians will
lose their lives to melanoma within five years
1
of their diagnosis. More than 136,000 years
of life will be lost, equating to an economic
loss of life of $4.4 billion over the 20212030 horizon.1
Moreover, melanoma presents not only
significant health risks, but also potentially
challenging financial, social, and emotional
impacts for patients, their families, and the
wider Australian healthcare system. For
example, the direct health system cost of
treating melanoma is expected to exceed
$3.1 billion in NPV 2% terms over the 20212030 horizon alone, while patients and their
families are expected to experience
substantial out-of-pocket costs in the order
of a further $1.2 billion on top of potential
lost income from scaled back employment
1
due to treatment.
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Combined, the direct financial costs and
financial impacts from melanoma in
Australian communities are estimated to
1
exceed $8.7 billion between now and 2030.
There is a renewed focus on melanoma
prevention with the Federal Government’s
commitment in late 2021 to a $20 million
investment over the next two years for skin
2
cancer awareness. But this is only the tip of
the iceberg for the investment needed to
beat this deadly cancer.
Australia is at a unique juncture with the
recently released National Preventive Health
3
4
Strategy and Australian
Cancer Plan in
development. There is an urgent need for
Australian Governments and communities to
work collaboratively across the fragmented
model of health care, to achieve more
accessible and equitable services and
outcomes for people affected by
melanoma.
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The case for sustaining action over the
coming years is overwhelming:

Melanoma is the most common cancer
affecting young people aged 20-39.5

MPA is seeking urgent commitment and
investment from the Federal Government to
ensure that patients, families, and carers get
the supportive and survivorship care that
they need when they need it, and that
melanoma is diagnosed early and treatment
is accessible to all, as well as imploring the
Federal Government to make a long-term
commitment to eliminate preventable
melanomas, through implementation of the
‘Spotlight on Melanoma’ Five Point Action
Plan:

Every year, approximately 1,400
1
Australians lose their lives to melanoma.

1 - Investing in a national melanoma
telehealth support program

More than 205,000 Australians are
expected to be diagnosed with and
treated for melanoma between now and
1
2030.

2 - Implementing a national melanoma nurse
support service

Melanoma is the most commonly
diagnosed invasive cancer in Australia
after breast and prostate cancer, and
Australia has the highest per capita
incidence of melanoma in the world
5
today.

By 2030 there will be an additional
158,000 new melanoma survivors added
to an estimated prevalence of more than
1
190,000 melanoma survivors today.

3 - Ensuring early diagnosis of all
melanomas
4 - Improving the speed and equity of
access to melanoma treatments and clinical
trials
5 - Developing and investing in a 10-year
nationally harmonised skin cancer prevention
program
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ACTION #1

Invest in a national
melanoma telehealth
support program
What is the issue?
Australians diagnosed with melanoma often do not get the support they need and
deserve. Demand for melanoma supportive care and survivorship support services is set
to explode over the next decade, and a growing number of long-term melanoma
survivors, and their families and caregivers, will need ongoing support for an extended
period across the continuum of care, from diagnosis through survivorship to end of life.
People from diverse and disadvantaged backgrounds, and those who live in regional,
rural, and remote areas face even greater difficulty accessing support services.
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Patient voice

My melanoma diagnosis was given to me in a rushed telephone conversation and
left me terrified of what lay ahead. I was confused and remained unclear as to how
much danger I was in.
I rang the Melanoma Patients Australia National Support Helpline and they were
amazing, this type of service is critical for melanoma patients across Australia. I was
offered help to better understand my pathology report and to know what
questions to ask my Doctor.
I only then realised that I hadn’t just been handed a death sentence. My stress
reduced and I had someone that listened. I then had a plan and a referral to get the
help and support that I desperately needed.

You have such a tight time with the
clinician, keep the oncology time
focused on the disease [and use a
different provider to help with
information and coordination].

The issue is particularly difficult for
regional centres and making sure
best practice and knowledge are
shared and people have access to
the right support.

Doesn’t matter what stage of
melanoma you are diagnosed at,
you’re in it for life. You’re always
going to be on a surveillance
program, checking, worried even
after you’ve successfully gone
through treatment or had an
excision.
We should do some kind of training
program to equip people at point of
diagnosis in terms of what to
expect, what to look for and how to
access support.

We need help with a “medical concierge".
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What do we know?
Melanoma patients and their families are
calling for a properly funded national
program to assist in providing support
from the point of diagnosis.1
The number of melanoma survivors is
expected to increase by 83 per cent by
1
2030 to 348,000 Australians.

People living in rural and remote
communities have difficulties accessing
the support and care required.
People from diverse or disadvantaged
groups are likely to find it more difficult
to access melanoma supportive care
services.

Melanoma survivors report significant
long-term impacts on their quality of life
following diagnosis and treatment.

What do we want to achieve?

The needs of melanoma patients and
survivors remain high, arising from
numerous factors, including financial
stress, psychosocial impacts, and
management of long-term treatment side
effects.

To build a National Melanoma Telehealth
Support Program to provide ongoing and
equitable access to critical melanoma
support services, to meet the growing and
increasingly complex supportive care and
survivorship support needs of all Australians
affected by melanoma.

State of the Nation consumer survey
data shows these survivors can have high
rates of depression and anxiety, as well
as a high morbidity burden arising from
1
the side effects of treatment.

How can this be done?

Melanoma patients and their families
identify a lack of written survivorship care
plans as a major barrier to them
accessing existing supportive care
1
services such as those provided by MPA.
With melanoma being the most common
cancer in young people aged 20-39,
patients and their families deserve the
right support to help them achieve their
goals, such as supporting their families,
getting back to work, and the opportunity
to live a long and fulfilling life where they
can contribute to society.
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A commitment from the Federal Government
to invest in a three-year pilot National
Melanoma Telehealth Support Program.
Initially this should involve an investment of
$1.5 million per annum over the next three
years. This MPA-led Support Program would
be delivered by a team of 8 full time
equivalent (FTE) multidisciplinary healthcare
professionals (Melanoma Support Team
Workers) with melanoma expertise, for
patients, and their families and caregivers,
including those from diverse and
disadvantaged backgrounds and those living
in regional, rural and remote Australia.
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ACTION #2

Implement a
national melanoma
nurse support service
What is the issue?
Melanoma patients do not receive the same specialist nursing support as other
cancers, such as breast and prostate cancer, which receive Federal Government
funding to support a national nursing workforce; this is despite melanoma being
the third most common cancer in Australia. Hence there is no equitable
approach to nursing support per incidence case nationally.
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Patient voice

When I was diagnosed with Stage 3
melanoma in 2013, I had three
young children under the age of ten.

Melanoma nurses – we just don’t
have enough of them. We need
funding to get melanoma nurses
into the system.

I had to have surgery to remove the
lymph nodes under my right arm
and ended up feeling like a poor
cousin in the breast cancer ward.
The breast cancer nurses were
brilliant, as my surgery was very
similar to breast cancer patients, but
I had no melanoma specialist
nursing support at all.

We shouldn’t have to be poor
cousins or search by ourselves for
the right treatment, we need more
melanoma nurses and supportive
care services in Australia.

Living in a regional area, with little support, I know a melanoma nurse would have
helped me enormously.
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What do we know?

What do we want to achieve?

The State of the Nation Melanoma
Patient and Carer Survey identified the
development of a Melanoma Nurse
Support Service as a Top 5 priority.1
Cancer (oncology) nurses are integral
members of multidisciplinary healthcare
teams that care for people diagnosed
with cancer. These nurses administer
medication, provide care, and offer
information and support throughout
treatment, helping patients manage their
complex cancer journey and overcome
barriers to optimal cancer care.
In Australia, nursing support for
melanoma patients is limited, with
stakeholders estimating less than 10
specialist melanoma nurses are funded
nationally. 1 This compares to nearly 100
breast cancer nurses and more than 35
prostate cancer nurses funded
1
nationally.
This lack of equity of access to nursing
services leads to poorer outcomes for
patients with melanoma, especially
advanced metastatic melanoma, who
require similarly complex care and
support to advanced breast and prostate
cancer patients.

Enhanced melanoma nursing care for
patients and their families wherever they live
in Australia, by ensuring equitable access to
specialist melanoma nurses to improve
quality of life, and provide optimal care for
melanoma patients from diagnosis through
survivorship to end of life.

How can this be done?
Adopting an equitable approach to oncology
nursing through the establishment of a
specialist National Melanoma Nurse
Support Service workforce would see the
Federal Government fund an additional 84
melanoma nurses nationally, to enable more
equitable access to nursing care across
cancer disciplines.
It is estimated that an injection of $55 million
in new funding would be required for
implementation of the National Melanoma
1
Nurse Support Service, to be rolled out by
MPA using the models piloted and proven
for breast and prostate cancer nurses.

Melanoma has the highest rate of brain
metastasis of all solid tumour cancers,
and patients and their families deserve
specialist nursing care.
There are existing models and tried and
tested precedents with the cancer
nursing investments currently supported
by the Federal Government for breast
and prostate cancer, that can be easily
replicated for melanoma patients.
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ACTION #3

Ensure early diagnosis
of all melanomas
What is the issue?
There is an urgent need to empower all Australians to know their skin, and to
identify the early signs of melanoma and when to seek medical help.
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Patient voice

It’s not all down to doctors, a lot of
melanomas are self-found, and
empowering people to know their
own bodies.

We live in Australia and a lot of us
have freckles and moles.

Melanoma was in the middle of my
back. I thank my partner. People’s
concerns about suspicious spots. In
about 75 per cent of cases it’s raised
by a friend or a family member
rather than a specialist. That’s the
start of that process. Going back to
the notion of a campaign, part of
the messaging should be not just for
ourselves but for others.

Making us more aware of what
melanoma could look like.
If you have something that pops up,
get it seen.
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We need to train patients to ID their
skin and others.
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What do we know?

What do we want to achieve?

Early diagnosis of melanoma saves lives;
in fact, when detected in the earliest
stages, melanoma treatments can be
optimised and long-term survival rates
for melanoma can approach 100 per
cent.1
A significant challenge with respect to
early diagnosis of melanoma is a lack of
patient awareness, empowerment and
guidance regarding skin checks,
including: 1
General lack of awareness within the
community regarding personal risk of
melanoma;
Poor awareness of the need for
routine self-skin examination; and
Inadequate guidance for when to
present for a skin check by a health
professional.

Individual Australians wherever they live and
irrespective of their socioeconomic status
are aware of their personal melanoma risk,
and are equipped with the knowledge and
tools to perform self-skin checks and detect
skin changes, and the awareness of when
and how to access a skin check by a health
professional.

How can this be done?
A commitment by the Federal Government
to ensure early diagnosis of melanoma for
all Australians, by providing $2 million per
annum to MPA to deliver consumer
education that will expand MPA’s successful
‘Look Up’ self-skin check campaign, to
promote increased awareness of skin
cancer risk, the importance of regular selfskin checks, what to look for, and when and
how to seek medical help.

While some advancements in research
and technology are emerging, the quality
of and access to early detection in
Australia is inconsistent and often
limited, especially for disadvantaged,
and regional, rural, and remote
populations.
Cancer Australia data for 2020 showed a
14 per cent reduction in the number of
Medicare Benefits Schedule (MBS)
services for diagnostic and therapeutic
procedures relating to melanoma skin
cancers (11,245 services) because of the
6
COVID-19 pandemic. This shocking
figure makes self-skin checks even more
important.
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ACTION #4

Improve speed and
equity of access to
melanoma treatments
and clinical trials
What is the issue?
Australia’s regulatory and reimbursement systems create long delays in publicly
subsidised access to medicines and there are constraints in treatment planning
exerted by the Pharmaceutical Benefits Scheme (PBS), leading to long run risks with
access to novel therapies, particularly for rare melanomas. Geographic and financial
barriers can impact equitable access to treatment and often prohibit enrolment in
clinical trials for regional, rural and remote patients, and patients from sociodisadvantaged backgrounds.
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Patient voice

I was diagnosed with terminal Stage 4 melanoma and told to go home and put my
affairs in order. I had three young children under the age of 10.
Through sheer determination and some luck, I found a clinical trial that agreed to
accept me.
I had to travel from South Australia to Melbourne for treatment very regularly. It
was a huge financial impact, and the travel was exhausting. I had no other options,
and I was lucky that my family had the financial means to pay for this.
If I had not had access to this clinical trial, I would not be alive today. I would not be
here to bring up my beautiful children, contribute to society and get back to work.

It was so heart breaking to see the
drug that could save my life
available in other countries and not
in Australia.

Clinical trials are incredibly
important and not everyone has
access to those trials.
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Patients are breaking themselves
and their families financially and
emotionally to pay and fundraise for
access to these treatments.
There needs to be better policy in
place expediting PBAC approval
once a TGA approval has been
initiated for new medicines that
have a great need in Australia,
particularly in this case, where
melanoma is Australia's national
cancer.
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What do we know?
Australia enjoys a high standard of care
in melanoma nationally, which promotes
globally leading survival outcomes.
These outcomes derive from Australia’s
high quality healthcare system, which is
underpinned by melanoma research and
treatment breakthroughs, and universal
access to primary and allied health care
services and PBS funding support for
best evidence-based care in melanoma
treatment in line with global best
practice.1
While acknowledging Australia’s relative
success in survival compared to its
international peers, there are several
opportunities to enhance treatment
1
access and equity:
National averages mask variation in
care and survival outcomes across
the country. For example, regional
patients and patients from
socioeconomically disadvantaged
backgrounds are more likely to
experience poor survival outcomes.
Geographic and financial barriers
often prohibit enrolment in clinical
trials for regional and remote
patients, and patients from sociodisadvantaged backgrounds.
Australia’s regulatory and
reimbursement systems have
historically seen delays in publicly
subsidised access to medicines,
leading to risks of a two-tiered
system where the wealthiest parts
of the community enjoy access to
novel therapies while more
disadvantaged groups do not.

melanomapatients.org.au

#spotlightonmelanoma

The development of a formalised
process for identifying therapies
where there is inadequate evidence
to support listing and limited market
incentives, such as for very small
patient populations with a rare subtype of melanoma, has been formally
recommended in the ‘The New
Frontier – Delivering better health
for all Australians Report’ released
following the House of
Representatives ‘Inquiry into
approval processes for new drugs
and novel medical technologies in
7
Australia’ and should be
implemented by Government as a
next step.
Data show that addressing variation in
melanoma treatment across Australia
today could reduce mortality by more
than a third, while world-leading research
offers the potential to improve the
treatment of patient cohorts for which no
effective long-term treatment exists.1
In MPA’s experience with the new
immunotherapy medications for
melanoma patients over the last seven
years, it has been a prolonged and
frustrating process to see lifesaving
treatments approved and listed in other
countries around the world many months
and sometimes years before they are
listed in Australia. International
comparisons demonstrate that
Australians with cancer typically wait
longer than patients in similar countries
to access the same medicine.
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What do we want to achieve?

How can this be done?

Faster access to new melanoma
treatments and reduced variation in the
treatment options and access to clinical
trials for geographically and
socioeconomically disadvantaged patient
groups, and for patients diagnosed with rare
forms of melanoma.

A commitment by the Federal Government
to quickly consider and implement the
findings of ‘The New Frontier – Delivering
better health for all Australians Report’,
including:
Implementing a fast-track approval
process – particularly for lifesaving
treatments (like the immunotherapy
treatments that now save the lives of so
many people with melanoma), which can
then be reviewed in more detail but does
not deny access to patients who need
treatment access quickly.
Strengthen focus within the Health
Technology Assessment (HTA)
processes on rare cancers such as
Ocular Melanoma and Mucosal
Melanoma, to improve equity of access
to treatments for patients.
Invest in projects that will improve the
visibility and accessibility of clinical trials
for both patients and clinicians.
Improve international collaboration
between regulatory agencies and
pharmaceutical companies to share
information and data, to speed up the
HTA assessment and approval
processes.
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ACTION #5

Develop and invest
in a 10-year nationally
harmonised skin cancer
prevention program
What is the issue?
Despite melanoma being one of the few largely preventable cancers, there is no
long-term nationally harmonised plan to prevent this deadly cancer.
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Patient voice

I think with the Sun Smart and
programs in primary schools we have
been doing a good job, but there are
a number of touch points across the
system that could be targeted.
There’s really nothing once you get
to secondary schools and it’s such a
fragmented system, every state and
territory does things different.
We get this hodge podge of things
with each Department of Education
and private schools with their own
policies.

There has been a change in
knowledge and attitudes towards
the sun, but our prevention
campaigns and strategies need to
refreshed, modernised and
repackaged. It must respond to the
new media landscape.

Our awareness and prevention
efforts really suffer from a patchwork
of funding arrangements.

We could make sun safe training part of how you get your blue card or your white
card [in construction trades].
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What do we know?
There is a renewed focus on melanoma
prevention with the welcome
commitment of the Federal Government
in late 2021 to a $20 million investment
over the next two years for skin cancer
awareness. 2 But a longer term,
coordinated and collaborative approach
will be required for the systemic
investment and cultural change
necessary to prevent this deadly cancer.
Skin cancer prevention policies nationally
have returned $3.30 for every $1.00
invested. 8
Melanoma is most often caused by a
known and avoidable source, excess
exposure to ultraviolet (UV) radiation
typically from the sun. It is estimated that
up to 95 per cent of melanomas could
be prevented through the avoidance and
1
control of exposure to UV radiation.
Prevention, with consistent adoption of
sun safe behaviours, has the potential
to reduce melanoma incidence by 45
8
per cent.
The health and economic costs of
taking no action to prevent melanoma,
and prevent the onset of advanced
melanoma are significant, being
comprised of: 1

Potentially avoidable years of life lost
plus quality of life impacts and longterm side effects of treatment; and
Labour market and productivity
effects.
There is currently a fragmented and
ineffective approach to skin cancer
prevention activities, with little or no
collaboration between the Federal
Government, State and Territory
Governments, and Local Governments in
partnership with key melanoma and skin
cancer organisations such as MPA,
Cancer Council, Melanoma Institute
Australia, Industry, Researchers, and
other key stakeholders.

What do we want to achieve?
Establishment of National Skin Cancer
Prevention Taskforce with MPA as a lead
member, to ensure the patient voice is
included in the development of a
modernised, comprehensive, and nationally
harmonised skin cancer prevention program.

Health system costs and out of
pocket costs to households;
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How can this be done?
The Federal Government to establish the
National Skin Cancer Prevention Taskforce
and provide adequate funding for a 10-year
Nationally Harmonised Skin Cancer
Prevention Program to be developed with
costed actions for implementation, as
follows:

MPA is ideally positioned, as Australia’s
leading melanoma patient organisation, to
play a leading role in the formation and
implementation of a National Skin Cancer
Prevention Taskforce to represent the
patient voice.

1 - Create the National Skin Cancer
Prevention Taskforce comprising all levels
of Government and with wide stakeholder
representation.
2 - MPA to be a lead member of the
Taskforce to represent the patient voice to
Government.
3 - Key focus areas for the Taskforce,
identified by consumers:
Further development of and investment
in modern, nationally coordinated
prevention and awareness strategy and
public health awareness campaigns;
Significant investments in shade;
Improved adherence to sun safe
behaviours in all schools;
Workplace sun safety training and
guidelines to be embedded in
occupational health and safety
legislation nationally; and
Investment in sun safety programs in
Australian sporting and outdoor clubs.
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For more information:
melanomapatients.org.au/spotlightonmelanoma
facebook.com/MelanomaPatientsAustralia
instagram.com/melanomapatientsaust
twitter.com/melanomasupport

