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Canteen acknowledges that Aboriginal and Torres Strait Islander Peoples are the first
people and Traditional Custodians of this land. We pay respect to Elders past, present
and future. We are committed to providing inclusive and appropriate support for
Aboriginal and Torres Strait Islander young people, their kin and community.
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Executive Summary

Canteen Australia is a national organisation that supports young people aged 12-25
impacted by cancer, whether their own diagnosis or that of a family member.

Canteen works by having young people at the centre of everything we do. Our
counselling services, individualised support, and youth-friendly resources help young
people develop skills and resilience to cope with cancer. Young people can join our
24/7 online community or attend multi-day evidence-based programs or recreation
days to connect with peers with similar cancer experiences.

Canteen is a national organisation with a service hub in the Adelaide CBD that provides
state-wide services.

Canteen also administers the multidisciplinary Youth Cancer Services, supporting
young patients in hospitals across Australia. Guided by our internationally regarded
research into the impact of cancer and best-practice care, Canteen understands how
cancer is different in a young person’s world.

More information about Canteen and the work we do can be found at
www.canteen.org.au

We welcome this review of the SA Cancer Control Plan and appreciate the opportunity
to contribute.

This submission focuses on Canteen’s area of expertise, which is young people
impacted by cancer. This submission highlights the areas we believe are effective as
well as opportunities for improvement in Adult & Young Adult (AYA) cancer care in
South Australia.

1. Update the SA Cancer Plan in line with new goals, evolving evidence and
learning from other new Australian cancer plans, including the draft Australian
Cancer Plan.

2. Advocate for and influence the adoption of a national AYA Cancer Optimal Care
Pathway.

3. Maintain strong focus on cancer prevention and early detection, including
tobacco control, skin cancer awareness, cancer screening and improving health
literacy in South Australia.

4. Embed genuine consultation and service delivery codesign with young patients
and clinicians, who are not just invited, but actively supported to participate.
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5. Prioritise equitable access to specialised, age-appropriate clinical care and
integrated, multidisciplinary psychosocial support services for all South
Australians, including patients in regional and private hospitals.

6. Provide timely, accessible and affordable fertility preservation for young people
diagnosed with cancer.

7. Ensure access to off-label and non-curative cancer treatments which are at no or
minimal cost to the young patient.

8. Partner with other states and territories to improve access to AYA-specific
clinical cancer trials through funding, and implementation of nationally
consistent processes for trial initiation, ethics and governance. Facilitate the
establishment of mechanisms to enable access to appropriate clinical trials for
AYAs regardless of whether they are in paediatric or adult settings.

9. Mandate the collection of the national AYA minimum dataset for AYA cancer
patients and enable the national collation of unit record data and linkage to
other relevant national datasets.

10. Implement identification processes and referral pathways to meet psychosocial
needs of all South Australians who are impacted by cancer, including patients,
carers, partners, parents and offspring.

1. Develop evidence-based, blended virtual and face-to-face models of cancer care
that are supported by technology infrastructure and a capable, flexible and
responsive workforce.

12. Commit to ongoing investment in research and innovation in cancer care,
including proton therapy, genetic science and personalised medicine.

13. Develop genuine partnerships with the community not-for-profit cancer care
sector, leveraging the sector’s influence and expertise in a collaborative response
to cancer in South Australia.

Context

In Australia, cancer causes the greatest burden compared with all other major disease
groups, with an estimated 162,000 new cancer cases diagnosed in 2022*“ People dying
prematurely is a large part of the overall disease burden; an estimated 50,000
Australians will die from cancer in 2022.> Cancer has a substantial social and economic
impact on individuals, families and communities.”* For AYAs diagnosed with cancer in
2016, the total lifetime costs were estimated to be $1.4 billion, which is equivalent to $1.3
million per person.”
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In South Australia, cancer is a leading burden of disease with an average of 31 new
cancer diagnoses each day.*®

» In 2019, 11,349 South Australians were diagnosed with cancer

e In 2019, 3,808 South Australians died from cancer, an average of 10 South
Australians each day.

Adolescent and young adult (AYA) means young people aged 15-25, although the
specific age range can vary in different contexts. It is a critical life development stage
that involves transition from childhood through adolescence to adulthood and the
navigation of developmental changes and complexity associated with that. A cancer
diagnosis can compound the complexity, thereby having a significant negative impact
on a young person's normal developmental trajectory without appropriate support.

Young people have unique medical and psychosocial experiences and needs, distinct
from those of paediatric and older adult patients.”

The overall 5-year overall survival of 15-29-year-olds with cancer in Australia is relatively
favourable (88% in 2004-2010) however, survival is lower than that seen in their
younger counterparts for several common malignancies.”

Around 1,000 AYAs receive a cancer diagnosis each year in Australia, approximately 85
of these in South Australia.?It is also estimated that a further 1,600 young South
Australians are impacted by cancer ever year through the diagnosis or death of a
parent, brother, or sister.?

People with cancer are not a homogenous group, they intersect with the rich spectrum
of human experiences, including development stages across the lifespan, culturally
and linguistically diverse people, Aboriginal and Torres Strait Islander peoples,
geographically isolated communities, economically disadvantaged communities,
LGBTQIA+ people, and people with disabilities in addition to the specific needs of AYAs.
Diverse and historically marginalised populations experience reduced physical and
mental health outcomes compared with their mainstream peers.®

The current SA Cancer Control Plan recognises that many social, economic, cultural,
political, developmental and physical environmental factors contribute to health.

It is important that the particular needs of adolescents and young adults with cancer
continue to be recognised and prioritised in South Australia, with early identification of
AYA patients and referral to the Youth Cancer Service and other specialised services for
young people.
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We would also like to see LGBTQIA+ people and communities recognised in the new
cancer plan as marginalised populations that experience barriers to accessing
healthcare, poorer physical and mental health outcomes than the general population,
and who have specific psychosocial needs.

Issues of diversity, identity and inclusion are often critical for young people during a
time of significant developmental change. Safe, accessible and inclusive healthcare is
particularly important for this group who may be dealing with issues of body image
and sexual and gender identity as well as making decisions about fertility preservation
as part of their cancer care.

Services

From an adolescent and young adult perspective, the key services for young people
and families impacted by cancer in South Australia are:

Young people with cancer have specific physical, social, educational and practical
support needs which require the assistance of expertly trained professionals both
during and after treatment.

The SA Youth Cancer Service (YCS) is based at the Royal Adelaide Hospital. The YCS is
designed specifically for the 15-25-year age group and cares for approximately 160
young people going through cancer every year.

The YCS provides youth-specific, multi-disciplinary treatment and support to young
people with cancer. The team is comprised of medical, nursing and allied health
professionals, all who are experts in providing clinical care and multidisciplinary
support to young people with cancer.

Based in the Adelaide CBD, Canteen SA provides state-wide psychosocial support
services to young people and their families that are impacted by cancer. This includes
individual psychosocial support, educational and vocational assistance and group-
based psychosocial programs.

In addition, Canteen provides national digital support including online counselling and
Canteen Connect, an online community for young people dealing with the impact of
cancer. Parents are also provided with support through an online community,
Parenting through Cancer and online counselling.

More information about services and programs can be found at:
https://www.canteen.org.au/how-we-help/events-programs.
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Cancer Hub is a digital first point of call for families with children (0-25 years) when
cancer impacts the family. Cancer Hub ensures that the needs of the family are
identified, and then skilled cancer navigators connect individual family members to the
supports they need, while expert counsellors assist them to deal with the immediate
distress.

Cancer Hub is a collaboration between Canteen, Camp Quality and Redkite.

What is working well

The current SA Cancer Control Plan is comprehensive, with clear principles, vision and
recommended directions and actions. Much can be carried forward into the new SA
Cancer Plan. However, this review is also an opportunity to consolidate and update the
plan in line with new developments and evolving evidence, and to set new goals.

Publication of a standalone plan for Aboriginal cancer control in South Australia has
been an important step. The new SA cancer plan should complement and refer to the
SA Aboriginal Cancer Control Plan.

It is also recommended that the SA Cancer Plan align with the focus on Indigenous
Australians in the new Australian Cancer Plan (expected to be published in early 2023).

An important aspect of the State Public Health Plan 2019-2024 is a focus on addressing
the health needs of priority populations, especially Aboriginal people. The Plan
recognises the disparities in the health status of South Australians and includes actions
to address health inequities.

South Australia led the way in recognising the unique needs of adolescents and young
adults (15-25 years) with cancer in Australia. In 2010 SA Health published the South
Australian Adolescent and Young Adult Cancer Care Pathway. Now there is opportunity
for South Australia to influence the implementation of a national AYA Optimal Care
Pathway.

Optimal cancer care pathways are the current nationally accepted and endorsed
approach to guide best practice cancer care. They are intended to guide the delivery of
consistent, safe, high quality and evidence-based care for people with cancer.
Currently, there is no specific nationally consistent optimal cancer care pathway
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defined for young people with cancer, although several pathways include
considerations for young people.

A high-level suggested optimal care pathway for young people with cancer is included
in the Australian Youth Cancer Framework, together with a recommendation for a
nationally consistent pathway.

The most important thing that can be done to prevent cancer is for people to not
smoke. Smoking increases the risk of at least 12 types of cancer, including those with
high mortality rates such as lung cancer.”

The South Australian Tobacco Control Strategy and tobacco and e-cigarette legislation,
including new laws banning advertising of e-cigarette products, have worked well in
reducing smoking rates in South Australia.

However, it is important to continue work to reduce smoking rates, particularly among
Aboriginal and Torres Strait Islander people who are disproportionately exposed to
drivers of tobacco use, such as living in remote areas, socioeconomic factors,
imprisonment, and trauma.®

Additionally, the tobacco and vaping industries continue to target young people. For
adolescents and young adults there is a particular risk of addiction to e-cigarettes
containing nicotine, and of progressing from vaping to smoking tobacco.?” Therefore
we would like to see a strong focus on reducing smoking and vaping rates in young
people in the new Tobacco Control Strategy, and consideration of further legislation to
ensure young people never take up smoking.

Whilst Melanoma is still the most diagnhosed cancer in young Australians, there has
been a 54% decrease in age-standardised incidence rates of melanoma between 1985-
1989 and 2010-2014.2 This is a reduction from 25% of all AYA cancer to 15% over a 5-year
period, which could potentially be attributed to SunSmart campaigns.

In South Australia, young people with cancer have access to high quality, specialised
care by the SA YCS. The SA YCS is staffed by a specialised multidisciplinary workforce
who provide tailored care and age-appropriate information, resources, support, and
treatment environments.

There is generally good care coordination within SA Health including early
identification of AYA patients in the public health system and referral to the YCS by
adult and paediatric sites. Young cancer patients are screened for psychosocial support
needs at referral or early in the care pathway, and at key transition points.
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Establishment of the South Australian Health and Medical Research Institute (SAHMRI)
has been an important investment for improving the health and wellbeing of people in
South Australia and beyond. At Canteen we are particularly interested in research and
the translation of findings as relevant to AYA cancer, including new treatment options,
psychosocial impacts on patients and families and social determinants of cancer.

Opportunities for improvement

Prevention is the most important aspect for reducing the impact of cancer. South
Australia has many excellent prevention strategies in place, and we recommend a
continued and increasing focus on prevention including tobacco control, skin cancer
awareness and screening.

Prevention can also be supported by health education and health promotion aimed at
all South Australians including children, young people, parents, carers and new South
Australians.

Improving health literacy, both population and organisational, supports better
outcomes and experiences at every point, through earlier detection, improved ability to
find, understand and act on credible health information, better communication and
shared decision making, and improved treatment adherence.

The key opportunities for improvement in how we plan for or provide cancer care for
AYA and their families in South Australia are:

» Genuine consultation and service delivery codesign with AYA patients and
clinicians, who are not only invited but actively supported to participate.

o Improved pathways for early identification of AYAs in the private sector to ensure
early and equitable access to specialised, age-appropriate clinical care and
support services through SA YCS.

o Increased access to specialised, integrated, multidisciplinary psychosocial support
for patients outside metropolitan public hospitals (including regional centres and
the private sector).

» Provide timely, accessible and affordable fertility preservation for young people
diagnosed with cancer.

e Ensure access to off-label and non-curative cancer treatments which are at no or
minimal cost to the young patient.

e Increased access to AYA-appropriate clinical trials.
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Participation in clinical trials is known to improve patient outcomes through the
development of more effective treatment regimens.! However, only 18% of AYAs
diagnosed with cancer participate in trials, which low when compared with
participation rates for children and for older adults.” Consequently, AYA have not
experienced the same increased survival rates in some higher lethality cancers as
paediatric patients over the past 30 years, which is deeply concerning.?

Availability of, and access to, suitable clinical trials (both medical and psychosocial) is an
ongoing issue for young people with cancer in South Australian and beyond. Barriers to
enrolment in trials are systemic and often include poor understanding of processes
that support protocol approval, lack of paediatric-adult oncology relationships that
reduce awareness of open trials and age exclusion (e.g., adolescents excluded from
relevant adult trials and young adults excluded from relevant paediatric trials).

Facilitating trial participation amongst AYAs is particularly challenging as they may be
treated in either a paediatric or adult setting. Some patients, typically those between 16
and 18 years of age, will therefore be too old to participate in a trial if treated in a
paediatric hospital or too young if treated in an adult setting.

A lack of clinical tele-trials also means that patients and clinicians living in rural and
remote communities face additional barriers to access and participation. This in turn
can slow the development of new treatments.?

Rare or less common cancers coupled with complex populations (including AYASs)
make it difficult for drug development and clinical trials to occur in local settings and
through local investment alone. With our small population and minimal funding to
support international collaboration, South Australia’s researchers and clinicians have
fewer opportunities to influence research priorities and progress promising treatments.

The price of not addressing these rare and less common cancers is substantial. The
lifetime economic impact of Australian AYA cancer diagnoses for 2016 alone is
estimated at $1.4B.7°

Meeting the challenge of conducting trials with small populations will become
increasingly critical with advances in personalised medicines and development of
treatments for specific genetic variations of cancers, as populations from which
patients can be recruited will narrow.”

Efficient and nationally consistent processes for trial initiation, ethics and governance
will be important for attracting industry investment in clinical trials for rare cancer
populations. Given this, it is essential that there is a commitment to partnering with
other jurisdictions on the resourcing and rollout of national trials for AYAs.

Therefore, we would like to see review of South Australia’s approach to clinical trials, in
collaboration with other states and territories, to achieve national consistency and in
how clinical cancer trials are initiated, governed and coordinated for the benefit of
AYAs.
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To remain at the forefront of cancer research and clinical practice, and support
continuous improvement in cancer care, South Australia will need to contribute to, and
draw information from, a national cancer data set.

Components of cancer care service delivery in Australia are diverse and complex,
including public and private hospitals, primary care, community care, and a diverse,
community-based, not-for-profit (NFP) sector. Such complexity highlights the value of
investing in the establishment of a national data set.

We envisage that a national data set would:

o consistently capture information about AYA cancer treatment (including
participation in clinical trials) and patient outcomes

» be linked to other national datasets of significance including MBS, PBS and ABS
» be segmented by population groups (minority groups and priority populations)

e build an understanding of treatment options and outcomes to inform the
research agendas

» inform the identification of gaps and other opportunities for service improvement

e support cross-sectorial, national and international collaboration and integration of
care.

The absence of a national registry of newly diagnosed AYAs with cancer makes
monitoring trends, tracking priorities and critical issues, and improving outcomes for
this group challenging.

In lieu of national data systems, the Australian Youth Cancer Services currently capture
national activity data relevant to priority areas such as clinical trial enrolment, onco-
fertility, psychosocial care, and survivorship. This data is limited to patients who access
support through the YCS, however it does provide an example of how coordinated
initiatives could deliver, monitor and improve care for AYAs across Australia

A national, linked AYA dataset would facilitate

o identification of unmet patient needs

o identification of disparities in care and outcomes

e mapping of patterns of care across centres and cancers

» monitoring of emerging patterns of complications

o assessment of patient outcomes and disparities in care

o better costing of treatments and out-of-pocket expenses
o collaborative research.

A recent Ministerial Roundtable recognised national data linkage, and reporting of
data on cancer stage, treatments and recurrence at the national level as opportunities
to deliver the greatest impact on cancer outcomes in Australia.
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Therefore, we recommend that SA Health commit to developing national partnerships
to facilitate shared expertise, ideas, and learning via a specific, consistent national,
Mminimum data set.

The need to recognise and respond to the psychosocial needs of adolescents and
young adults (AYAs) impacted by cancer extends beyond the person with cancer to
their parents, offspring, and siblings. There is enormous opportunity to improve how
young people are supported when their family experiences cancer, from diagnosis,
treatment, palliative care and survivorship.

Every year around 21,000 AYAs in Australia are told their parent has cancer, while a
further 1,000 are told their sibling has cancer.? This equates to more than 1,600 young
people in South Australia alone and over the next five years there is opportunity to
better manage the impacts of cancer for 8,000 young people in South Australia.

Young people whose parent or sibling has cancer report levels of psychological distress
that are three to six times higher than others their age.?° Not only are distress levels
significantly higher, but their distress and needs are more likely to go undetected as
the family network focuses on caring for the person with cancer. For young people,
navigating a critical developmental stage of life, the distress of family member’'s cancer,
from diagnosis to bereavement, can have wide-ranging and long-lasting impacts.”®
High levels of distress and disruptions to school, tertiary study, early career trajectories
and social and emotional development while focusing on their loved one’s care and
support can have long term impacts.

Such impacts include their own health, mental health, social and emotional
development and achievement of emotional and financial independence.

Early identification and individualised psychosocial intervention for young people and
their families can help lessen negative effects of cancer and promote wellbeing.'"®
Consequently, investment in supporting young people whose life is disrupted by a
parent’s or sibling’s cancer will have long term social and economic benefits.

Young people can be supported with information about the cancer, practical
assistance, recreation and respite opportunities, counselling and peer support.? When
these emotional and information needs are met, children and siblings of cancer
patients report less distress.”

This area of support is a key focus for Canteen. Canteen offer resources for young
people, including information books, individual support and counselling (face-to-face
and online), peer support, psychosocial programs, and recreational camps and
activities.

To support increased referral to Canteen and other support services we recommend
implementation of processes in all cancer services to identify the family members who
may need psychosocial support and clear referral pathways for them. For identification
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of people who may benefit from
Canteen services, routinely asking
patients with a cancer diagnosis if
they have children under 25 years old
is recommended.

Supporting parents

Parental stress and depression can
have far-reaching consequences for
family functioning, including
outcomes for children and young
people.?® Parents often find it difficult
to talk openly and honestly with their
children about their cancer and how
they're coping.”® Good family
communication is critical to
mitigating the impacts of distress
during this time and Canteen has
previously developed guides to
support health professionals facilitate
these conversations.

Additionally, parents can access free
expert advice and counselling and
connect with other parents in similar
situations via Cancer Hub.

Parents and families are often
overwhelmed particularly at the time
of diagnosis and in the immediate
aftermath. Their distress is often
amplified by having to navigate a
complex landscape to get the
supports they need.

Therefore, routinely asking families
who have a family member with a
cancer diagnosis if they have children
under 25 years old and offering
referral to Cancer Hub is
recommended.

Integrated care

CASE STUDY: online support for AYAs
impacted by a parent’s cancer

Daniel*is a 20-year-old male whose mother
had been unwell with Lymphoma for much
of his young life. Daniel reached out to the
‘ad-hoc’ chat service on the Canteen Online
Support Service to seek support when it
became clear that his mother's cancer
couldn't be cured. He would find himself
distracted at work, sometimes in tears,
thinking about his mum’s situation, and was
apprehensive about ‘opening up' to
someone about his distress regarding his
mother's cancer. Daniel opted for the
webchat counselling option on Canteen
Connect as he felt more at ease writing,
reading, and typing than talking

about his situation.

In counselling, Daniel worked towards telling
his workplace about his mum'’s cancer, as he
hadn't told anybody he knew. Daniel's
counsellor supported him with weekly
webchat sessions, where they focused on
‘anticipatory grieving’ and preparing for his
mother's death. Daniel was encouraged to
connect with memories, values, and interests
that he and his mum shared, such as baking,
gardening, and murder mystery shows.
When Daniel's mother died, he was able to
process this with his counsellor, and together
they drew upon the familiar ways that Daniel
could connect with his mother during his
acute grieving process. Daniel receives
ongoing support from the Canteen Online
Support Service, and eventually would like to
be connected with other young people who
have lost a parent, through Canteen's digital
events and programs.

*Name has been changed.

There is opportunity for SA Health to strengthen relationships with key sectors in
cancer care, especially the private, primary care and not-for-profit sectors, to provide

more integrated, person-centred care.
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Integration of care is particularly important for patients, families and carers at key
transitions of care, such as:

e young people transitioning from paediatric to adult services
o people from regional areas transferring to Adelaide for treatment

e transitions from treatment to palliative care and survivorship.

Integrated cancer care includes paediatricians, general practitioners and families as
essential member of the multidisciplinary cancer care team.

We also recommend ensuring strong and effective referral pathways to Cancer Hub for
young patients, survivors and their family members, such as via HealthPathways.

Future initiatives and impacts

The new Bragg Centre for Proton Therapy and the Bragg Comprehensive Cancer
Centre in Adelaide will impact cancer care planning in South Australia by consolidating
advanced cancer treatment and research in the centre of Adelaide.

As the only therapy centre of its kind in the Southern Hemisphere, the Centre for
Proton Therapy is likely to bring more cancer patients to South Australia. It is
anticipated that this will include round 78 more adolescent and young adult patients
per year. It will be important to plan for this and provide navigation, support and
community connections for patients and their families coming from regional South
Australia, interstate and overseas. It is recommended to provide a comprehensive
multidisciplinary support centre and integration with Cancer Hub to support family
members.

Cancer treatments in AYAs pose a distinctive set of challenges due to the unique
behaviour of tumours in this cohort. Identifying and targeting responses to mutated
genes are subsequently at the forefront of science and emerging technologies to
optimise cancer care survival rates in AYA."®

Advances in knowledge of genomics have led to the development of targeted
treatments for multiple cancers. The presence of genomic markers may also modify
therapeutic decisions due to the responsiveness of different tumour types to different
treatments or dosages.'®?* Ability to screen for predisposition to heritable cancers also
has significant implications for treatment and surveillance of family members. Ongoing
investment in genetic science that leads to innovative, lifesaving technologies should
therefore be a priority for cancer research and care in South Australia.
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Virtual care uses technology to safely connect health and care professionals with
patients to deliver care when and where it is needed. Across the healthcare sector
virtual care is also referred to as virtual health, digital health, telehealth, telemedicine
and telepsychology. Virtual care modalities include telephone, videoconference, email,
clinical apps and remote monitoring.

At Canteen the young people we work with have told us they want more virtual health
services in the changing service delivery landscape. To continue delivering our
psychosocial programs throughout the COVID-19 pandemic we accelerated digital
transformation of our services. Evaluation of the experience has revealed a preference
for the inclusion of digital psychosocial services alongside face to face, and an
expectation from AYAs that online service delivery will remain an option under
‘business as usual’ service models.

Our experiences are reflected in health services across Australia, across the public,
private and not-for-profit sectors. Virtual care must be incorporated into cancer care
planning for the future.

Advantages of virtual care models include:
o Increased reach of services to people in diverse geographic locations.

e Increased accessibility of services for people who find it difficult to access face to
face services, such as people who:

o have a disability or illness that limits mobility

o have a sensory disability

o cannot easily access or pay for transport

o have carer responsibilities

o aretime poor

o arevery sick and find the burden of travel overwhelming.

» More effective use of clinical resources, enabling more time to focus on patient
needs and tailored interventions.

e Increased choice for consumers in how they engage with healthcare, supporting
patient-centred healthcare.

Many aspects of cancer care cannot be replaced by virtual care and some patients
prefer in-person care even when virtual care is an option. However, we believe that
blended face to face and virtual models are the way forward, particularly for
psychosocial aspects of cancer care. Therefore, it is important to consider technology
infrastructure, workforce capabilities and training, and adapted models of care in
planning how cancer care is provided in South Australia.
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CASE STUDY: Bespoke digital intervention to provide a meaningful experience for a
young person

Ashley* a 24-year-old patient who was accessing individual support during her cancer
journey, had just finished treatment. Unfortunately, due to COVID-19, she was unable to
end treatment in the way she'd always dreamed — hugging the nurses, having photos on
the ward, and ringing the bell!

During our individual support session, we came up with the idea of recreating a bell
ringing ceremony onling, to mark the end of her cancer treatment.

She attended our first 18+ Patient Survivor Meet-up online and, after courageously
introducing her story (her first attendance to a peer event at Canteen), | invited the group
to join in celebrating as we rang a belll Amongst a group of seven new peers who all truly
understood, we together clapped, cheered, fist pumped and celebrated this young person
and her cancer journey.

*Name has been changed.

We also recommend a commitment to research and evaluation of virtual care models
and mechanisms. Research should focus on quality, consistency and equity of virtual
care compared with face-to-face care with the goal of ensuring all patients receive a
high standard of care.

Additional considerations

Australian Cancer Plan

The new Australian Cancer Plan: 2023-2033 is currently under development and
expected to be released in early 2023. It is the first national 10-year plan and includes
the objective of setting “a transformative agenda to accelerate world class cancer
outcomes for all Australians affected by cancer”. It is recommended that the SA Cancer
Plan complements and aligns with the national plan as appropriate.

Expanding access to cancer medicines

We believe there is a role for SA Health in supporting access to treatment for patients
where there are substantial financial implications for treatment.

This role may include advocacy on behalf of South Australians to the Federal
Government for expansion of the Pharmaceutical Benefits Scheme (PBS) to include
non-curative cancer treatments that extend and improve quality of life.

The report Counting the Cost: the true value of investing in cancer treatment, was
commissioned by Canteen and Rare Cancers Australia. It found that investment in non-
curative cancers provides a high social and economic return on investment. However
Pharmaceutical Benefits Advisory Committee recommendations about which
medicines to include on the PBS are based on cost effectiveness ratios that do not
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factor in the breadth social and economic benefits that can be provided by extending
life. Such benefits may include the benefits for a person’s children of having extra years
of love, mentorship and support from their parent, all of which can have long term
social, emotional and financial impacts.

The Federal Government has committed to measuring what matters to improve the
lives of all Australians. Statement 4 of Budget Paper 1, ‘Measuring What Matters/,
sighals the government's objective to go beyond traditional macroeconomic indicators
and consider broader social and environmental factors that influence quality of life and
wellbeing. The statement explores what we can learn from international progress and
well-being reporting exercises, as well as highlighting existing reporting frameworks
used in Australia, and provides the beginnings of an Australian framework.

Measuring what matters is especially relevant in a healthcare context and important to
consider in the development of the new SA Cancer Plan and for decisions about
investment in cancer treatments.

The Counting the Cost report found that every $1 invested in non-curative cancer
treatments returns $3.06 worth of economic and social value. The report also found
that investments in new technologies, therapies and services to extend the prognosis
and quality of life of people with non-curative cancers can return $3.17 billion of social
value alone (over five years).®

The Australian Government Treasury is currently undertaking public consultation to
gather views on how to improve the economy and society by measuring what matters
with the intention to develop a standalone Measuring What Matters statement in 2023.

Canteen Australia is currently developing AYA Vision 2033, a national strategic
document to guide focus and action on AYA cancer care in Australia over the next 10
years. AYA Vision 2033 draws on the foundations established by the Australian Youth
Cancer Framework and aims to create the next platform for action that identifies
priorities and strategies to achieve world leading AYA cancer care and support.

The goal of Vision 2033 is equitable access to world class services across the continuum
of cancer care, from diagnosis, treatment, and long-term survivorship outcomes.

Vision 2033 presents an opportunity for SA Health to consider the ways in which third
sector organisations can play a practical role in supporting the SA Cancer Plan through
the development of specific and targeted cancer care and support strategies.

Canteen Australia evidences and recommends an approach that sees a genuine
partnership between the government and community sector and calls for greater
recognition and an identified role for commmunity organisations in a collaborative
response to cancer, based on shared vision and goals.

Vision 2033 is anticipated to be completed and implemented in 2023.
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