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Acknowledgement of Country

In the spirit of reconciliation with First Nations peoples of Australia, the Leukaemia Foundation
acknowledges the Traditional Owners of the Countries on which we operate.

We acknowledge and respect First Nations peoples’ spiritual beliefs, connections to land, sea and communities.

The Leukaemia Foundation pays our respect to Elders past and present, and extends that respect to all
Traditional Owners across the Nation.

We may use the terms ‘Aboriginal and Torres Strait Islander peoples’, ‘First Nations peoples’, and, where known,
preferred identities in our Annual Report.

It's our heartfelt intention to use preferred and accepted identifiers, however, in keeping with this rich culture, we
acknowledge there is no singular preferred term for everyone in Australia’s First Nations peoples’ communities.

Please be aware our annual report may also mention the survival outcomes of Aboriginal and/or Torres Strait
Islander peoples, and acknowledge the health inequalities their peoples have experienced, and continue to
experience, which may be distressing to First Nations people.

You can learn more about the Leukaemia Foundation’s vision for reconciliation and read our
Innovate Reconciliation Action Plan at leukaemia.org.au.



https://www.leukaemia.org.au/about-us/our-reconciliation-action-plan/

The Leukaemia Foundation helps Australians with blood
cancer. We offer wraparound health services, fund
leading-edge research and campaign for change
alongside our community.

Leukaemia, lymphoma, myeloma — every blood cancer matters to
us. So, we’re here for anyone with any blood cancer, every step of
the way.

The Leukaemia Foundation is Australia’s most trusted cancer
charity*, made up of patients, carers, healthcare professionals,
researchers, specialists and an army of community supporters.

Blood cancer is a difficult and dangerous opponent and one of the
greatest health and social challenges we face.

About 135,000 Australians are living with blood cancer, a number
set to double by 2035. It cannot be prevented or screened for. It
can strike anyone at any time. And it weighs heaviest on
disadvantaged Australians and those living outside of our cities.

We’'re changing that; it’s in our blood. We’ve spent nearly 50 years
working with the community to help solve the challenges faced by
people with blood cancer. And we’re not stopping until together we
‘ reach the day when zero lives are lost to blood cancer.

IN OUR BLOOD
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With April marking the two-year anniversary of
the commencement of the Board renewal
process and my appointment as Chair of the
Leukaemia Foundation, I'm proud to reflect on
just how far we’ve come in this time
advancing our support for people living with
blood cancer.

The first year was all about building much-
needed foundations to extend our impact and
drive us towards the day where we see zero
lives lost to blood cancer.

And this year, with the number of Australians
diagnosed with blood cancer continuing to
escalate, we’'ve challenged ourselves to think
differently about where we focus support and
effort in order to deliver the greatest benefit to
the entire blood cancer community.

This forward-thinking approach is captured in
the Leukaemia Foundation’s first ever Impact
Framework which is outlined in this report. The
framework is a significant development for the
Leukaemia Foundation, as it focuses our
attention on setting clear objectives and
measuring our impact on individuals, the
health sector and Australian communities in
the short, medium and long-term.

In the long-term our goal is that people
impacted by blood cancer are better able to
manage their own physical, mental, emotional,
financial and social wellbeing, and that health
and care systems are easier to navigate,
providing equitable access to treatment care
and support, which ultimately reduces lives
lost to blood cancer.

I’'m very proud of this work and want to thank
all involved in contributing to its development.

I’d also like to thank everyone in our
community who has contributed to our
movement to reach zero preventable blood
cancer deaths. So many of you have
supported our efforts in a myriad of ways.

| encourage you to explore this report which
outlines all the advancements we’ve made as
we continue in our efforts to improve the
quality of life for all those impacted by

blood cancer.

Lucio Di Giallonardo
Chair of the Board



Approaching our 50" anniversary is a good
time to reflect on how much has changed and
yet how much remains the same.

The Leukaemia Foundation was founded in
1975 by a small group focused on equitable
access to support and care, research funding
and education for patients, carers and the
medical community.

While we’ve seen many advances on all fronts,
sadly some significant gaps remain, particularly
when it comes to geographical and

societal barriers.

This year we’ve been focused on closing
these gaps.

We’ve made great headway with the short-
term outcomes within the Impact Framework,
including our new Online Support Service
which is reaching more people with a blood
cancer diagnosis when it suits them, no matter
where they live.

This digital service enhances the support of
our Blood Cancer Support Coordinators,
empowering and equipping patients and
carers with trusted information to support their
blood cancer journey.

I’'m also particularly proud of the work we’ve
done to ensure Aboriginal and Torres Strait
Islander peoples experience health and
wellbeing equity alongside the

wider community.

During National Reconciliation Week we
launched five information booklets designed
and written specifically with and for Aboriginal
and Torres Strait Islander blood cancer
patients. | look forward to reporting back next
year on the impact these booklets are having
in improving the health literacy and outcomes
among First Nation Peoples.

I’'m also proud to share that this year we
committed more than $4.3m to 18 new
research projects. Investment in research is a
core activity within the Impact Report and
that’s because we know research offers our
greatest hope of improving and saving lives.

On reflection, while we have much to be proud
of, there’s also much to do.

And all of what we do is only possible because
of the extraordinary financial support we
receive from every corner of Australia. With no
direct government funding, we rely completely
on this generosity. We thank you for
supporting the blood cancer community and
making a real difference in the lives of people
impacted by these insidious diseases.

Thank you for walking alongside us on this
very important journey.

Chris Tanti
Chief Executive Officer
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Australians are

THE BURDEN OF BLOOD CANCER diagnosed with blood

cancer every day 1
Your blood is a remarkable thing. It keeps you
alive by giving your body what it needs, taking ‘
away what it doesn’t and fighting off infection. pi(:]ptl)f arde living
Wi 00
But blood cancer stops your blood from doing what it ) cancer
needs to keep you alive and healthy. It’s actually a
complicated group of cancers, including lymphoma, Less than
leukaemia and myeloma. And it can affect anyone, at any

age, at any time.

It develops in the places of your body where blood is

made, but its exact cause is still unknown, which means it |n are confident they can

cannot be prevented or screened for. spot the symptoms of
Australians are blood cancer

A range of things affect someone’s chance of surviving aware of blood
blood cancer and sadly it can be incurable. cancer

Despite it being one of this country’s most prevalent and
dangerous cancers, awareness of blood cancer is very low
when compared with other cancers.

But we have set about changing the statistics. Australians will lose
their life to blood

cancer ea



PUTTING PATIENTS FIRST

Side by side with Australia’s blood Underpinning our work is always the voice of
cancer community, our goal is to the patient — the people who know and
ensure zero lives are lost to blood understand the impact of blood cancer.
cancer by 2035. To help patients and carers share their lived

experience with us, we launched our new
Our organisation’s Patient-First Strategy, Consumer Engagement Group in 2022 with
launched in 2021, is helping to map the next 85 registered consumers.

part of our journey to 2035.
Now we’re lucky to be able to count on about

In 2022-23 we continued to deliver key 200 people, who are already busy helping us

outcomes against the five-year strategy, improve the design, delivery and evaluation

which is made up of four main pillars: of our services and systems.

» Improve the experience of all those Thank you to everyone in this special group
affected blood cancer for helping to shape a better future for others

» Lead the blood cancer community with blood cancer.

» Grow support and funding
» Optimise organisational health




Our newly developed Impact
Framework clearly sets out
how the activities we
undertake in our Patient-First
Strategy combine and
contribute to helping
Australians with blood cancer,
accelerating us towards the
day when zero lives are lost to
blood cancer.

Impact framework

Problem
Statement

Core
Activities

Short-term
Outcomes

Medium-term
Outcomes

Long-term
Outcomes

' = The individual

People living with blood cancer, at any age, and their loved ones face disruption, distress, and death as a result

= System level

of blood cancer and these effects may be acute or chronic and oscillate between remission and relapse over time.

All 120 blood cancers are neither screenable nor preventable, as compared to other forms of cancer. Operating
in a complex and siloed national system, there are inconsistent standards of access, treatment and care.

Information support

(generic or tailored,
virtual or in person,
systems navigation)

Practical support

(accommodation,
transport assistance,
financial support,
individual advocacy)

Emotional support

(individual psychosocial
support for all impacted,
support groups)

- Increased understanding of blood cancers, treatment, care & impacts

- Empowered with trusted information for informed decision making (health literacy)
- Equipped with tools, strategies and support to seek help when needed

- Empowered with capacity to navigate health and care systems

- Basic needs are met (accommodation, transport, access to treatment & care)

- Reduced financial distress

- Greater self~-management of long-term side effects
- Advocate for own health outcomes

- Sufficient agency to navigate health and care systems

- Emotional resilience & wellbeing

- Strong social support network

- Able to manage financial stresses

People impacted by blood cancer are better able to manage their own physical, mental, emotional,

Targeted investment
in research
& innovation

(in line with treatment &
care needs & mortality rates)

- Improved access to
new blood cancer
diagnostics, treatment
and care over time

- Further advancements
in treatment and care

- Increase in research
capacity and capability

financial and social wellbeing, resetting their quality of life whilst minimising distress.

Health and care systems are more easily navigated, provide equitable access to treatment,
care and long-term support and lead to decreased mortality.

Targeted advocacy
for greater
awareness and
health & care
systems change

- Increased public
awareness of blood
cancer symptoms
and issues faced

- National standards
of access, diagnosis,
treatment and care
are established

- Additional targeted
investment

- Lived experience
guides action




KNOWLEDGE IS POWER
OVER BLOOD CANCER

For those with blood cancer, their first experience with the
Leukaemia Foundation’s wraparound health services is
often our information support, which makes navigating
blood cancer and the health system easier.

This year we provided even more free blood cancer information for

those who need it. Information is tailored to someone’s
individual circumstances and blood cancer type, while more
general information is designed to ease the burden of cancer
through education.

Getting to know more about your blood cancer can be a life-saving
decision and making sure accurate blood cancer information is
accessible to everyone is our priority.

Our information and education services are designed to cater
for the very diverse nature of Australia’s blood cancer
community and include:

Webinars
Podcasts
Online information
Printed information

people attended our
online education
webinars or support
groups

information booklets
ordered by the blood
cancer community

Core activity
Information
support

people accessed
blood cancer
information on
our website

downloads of our
Talking Blood Cancer
podcast /




Information support | Online services

A NEW WAY
TO CONNECT

This year we launched the
first version of our new
Online Support Service, an
always-there digital service
to support people with
blood cancer.

It gives Australians an intuitive
and organised way to learn
about the topics most important
to those impacted by blood
cancer, including information
about fatigue, emotional
resilience, returning to work, and
financial and legal matters.

Patients and carers alike will find
practical steps to help them live
with blood cancer. The new
service can improve quality of
life and wellbeing by addressing
person-centred care needs

and concerns.

It's simple to use and highly
credible, filled with content
specially curated by the
Leukaemia Foundation.

It has information and
recommendations relevant to
the blood cancer community,
helping guide people towards
local services delivered by those
with the right expertise.

And it can connect patients and
carers to our Blood Cancer
Support Coordinators, a unique
team that can help with the
complex challenge of

blood cancer.

We asked about 1,500 people in
our community to use the
platform this year to help us test
the service and make it better. It
will be available to everyone

across Australia

by the end .

of 2023.
Leukaemia
Foundation
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Information support | Community voices

'You're not alone’

Christie Yu was 18 years old
when she became run down,
attributing it to balancing
university and her

other commitments.

“That was until | became really
sick,” says Christie. “Mum took me
to the emergency room. There, |
was diagnosed with acute
myeloid leukaemia.”

Christie was immediately put into
intensive care and started
treatment. She eventually moved on
to outpatient chemotherapy before
requiring a stem cell transplant.

"Being diagnosed with canceris a
very abrupt and extensive change.
Often the physical challenges are
acknowledged, but in some ways,
the psychological challenges can
be even more difficult,”

says Christie.

Christie has been using our new
Online Support Service, designed to
help patients navigate

blood cancer.

"The support service hosts a range
of sources for psychological
support, including mental health
advice in different learning
modules. It also connects people
with counsellors and psychologists.

"The Emotional Resilience learning
module will really help equip
patients to manage their mental
health and identify at what point to
seek additional help.

"l was also impressed with the New
Normal learning module. It captures
many unspoken difficulties of
survivorship, like the loss of the
hospital support network and
grappling with what you

have experienced.

"l thought | was alone in grieving my
old self and expectations of
survivorship. It created a barrier in
talking to anyone about my grief.
The learning modules normalise
these thoughts and makes you feel
[like] you’re not alone.”

Leukaemia
Foundation

Leukaemia
Foundation




Information support | First Nations health

CLOSING THE GAP

We strive each day to ensure First Nations
peoples experience health and wellbeing
equity alongside Australia’s wider community.

This year the Leukaemia Foundation launched five new
information booklets designed and written specifically
with and for Aboriginal and Torres Strait Islander blood
cancer patients.

} An illustration from our new
When | have chemo booklet
for Aboriginal and Torres
Strait Islander patients and
their families.

A blood cancer diagnosis is often overwhelming and
for many First Nations people it results in them having
to leave their community for the first time to seek
treatment and care.

The new booklets harness a rich storytelling culture
to help more First Nations Australians understand
their diagnosis and learn what they can expect
from treatment.

The first three booklets in the series cover a range of
important topics, including information about blood
and cancer, symptoms, tests and treatments

like chemotherapy.

The final two books in the series are all about stem cell
transplants, a common treatment for blood cancer. The
booklets can be downloaded from the Leukaemia
Foundation website and will also be distributed to
health clinics around the country.

The booklets are primarily visual teaching tools,
designed to meet the needs of Aboriginal and Torres
Strait Islander patients. However, they may also benefit
all patients, including cultural and linguistically diverse
groups whose main language isn’t English.

The booklets were officially launched during National
Reconciliation Week 2023.

This year we continued to advance a unique
First Nations Epidemiology Study to provide the vital
evidence base for a national roundtable tackling the systemic
challenges faced by Aboriginal and Torres Strait Islander people
with blood cancer. We'll be delivering a range of insights and
reports in 2024, ahead of the roundtable in 2025.

12


https://www.leukaemia.org.au/how-we-can-help/information-and-education-services/booklets-for-indigenous-australians/
https://www.leukaemia.org.au/how-we-can-help/information-and-education-services/booklets-for-indigenous-australians/

‘LIFE ADMIN'’
DOESN'T GO AWAY

Families facing long and demanding treatment have the
added stress of managing the ongoing pressures of
everyday practical matters, from work and finances to
family life and relationships.

So our practical support program is designed to be
just that: practical.

This year our team continued to help patients understand what
practical support they might need, and then connect them with
available services that ease the stress of everyday life.

Our practical support helps patients and carers with transport and
accommodation services, financial advice and assistance, and
support to manage work, study and family matters.

financial
assistance

@nts provided

provided in
transport
support

Core activity
Practical
support

people benefitted
from our transport
service




Practical support | Accommodation

LIVING UP TO EXPECTATIONS

If you’ve been diagnosed with a
blood cancer and live in
regional, rural or remote areas
of Australia, you may have to
travel to a city hospital at short
notice. It can mean many weeks
or months away from home.

We offer subsidised or, where
possible, free accommodation to
regional and rural patients and their
families to help relieve the stress
and financial burden of

attending treatment.

Over the last few years there have
been many factors that have
impacted the way we provide
accommodation, including COVID-
19, the introduction of telehealth,
and more readily available treatment
in regional areas.

This year we undertook a
comprehensive review of our
accommodation service to ensure
we can continue to deliver the most
impact for patients and their families
into the future.

The review investigated and
provided a range of
recommendations that will help us
make more accommodation options
available where they’re needed
most; deliver a more consistent
experience for our stakeholders; and
remove barriers so more people
access our service.

To find out what our blood cancer
community was thinking and
experiencing, we spoke to
previous residents and our staff
about their experiences with

our accommodation.

We also connected with senior
healthcare professionals across
Australia to help us gain valuable
insight into the future landscape of
blood cancer treatment for regional
and rural patients, as well as the
potential impacts of telehealth.

We found several common themes
and questions, including:

» Will regional hospitals offer a
wider range of treatments
negating the need for patients to
travel to the city?

»  Will more treatments start
in the city but finish in
regional hospitals?

» Will telehealth replace the need
for in-person appointments?

» Are diagnosis practices changing
and will this increase the number
of people diagnosed and
potentially needing
accommodation?

The answers to all these important
questions, and many more, will form
a critical part in how we deliver our
accommodation services in

the future.

We’ve already started to act on
some of the recommendations and
that work will continue as we strive
to make a greater impact for

those who need our
accommodation services.

14



Practical support | Community voices

Easing the burden

Lorie Sarson received a
shock blood cancer
diagnosis in 2021, putting
her and husband Troy in
immediate financial
distress due to treatment
and transport costs.

Lorie needed to receive
treatment at Melbourne’s
Peter MacCallum Cancer
Centre, increasing travel to
and from appointments.

“We found ourselves needing
to do trip after trip to
Melbourne for stem cell
harvesting,” says Troy.

The couple needed a roof
over their heads in Melbourne
— and that’s when they

were referred to the
Leukaemia Foundation.

“Peter Mac wanted us to stay
in Melbourne, and that’s when
the Leukaemia Foundation

really got involved,” says Troy.

“They found us
accommodation and
organised fuel vouchers for
us. Without that help, |
wouldn’t know what we would
have done. There’s no way we
could have paid for rent

in Melbourne.”

Fuel vouchers eased the
financial burden for Troy, who
was living in Bendigo for work.
He needed to travel to and
from Melbourne every

two days.

“We hate asking for help,”
says Lorie. “If people ask us
how we’re going, we just say
‘yeah good, thanks’. That’s
why Jo from the Leukaemia
Foundation was such a big
help. She was constantly
messaging and reminding us
that the Leukaemia
Foundation was there for us.”

After undergoing a stem cell
transplant in November 2022,
Lorie went into remission.




Navigate the social
support systems.

Strongly agree ‘

. Agree
Our Net Promoter Score (NPS) measures how Previous scores

- . ) 2022 65 )
satisfied people are with the Leukaemia 2021 6 ror dnagroe
Foundation overall and helps us track 2020 59 e
satisfaction over time. We use all these results )
(and many more) to help improve our services. P8 scoring breskdonns Strongy disagree

T0-80  Bucellent
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supported by Support
Services provider.

Helped to manage
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HELP WITH CANCER
ROLLERCOASTER

As part of our wraparound health services, the
Leukaemia Foundation continued to offer a range of
emotional and psychological support this year, delivered
by our highly trained support services team.

A blood cancer diagnosis is a life-changing event, which has a
significant impact on people’s emotional and psychological
wellbeing, including those family and friends who are deeply
involved in their lives. It’s normal for people to feel a range of
emotions: grief, anger, fear, sadness. Treatment is complex and
so it's not uncommon for patients and their loved ones to

feel overwhelmed.

Our Blood Cancer Support Coordinators can help anyone at any
stage of their cancer journey.

Whether someone just needs to talk about how they’re feeling,
they need some support adjusting, or they’re feeling completely
overwhelmed by their emotions, the Leukaemia Foundation is here
to listen, provide support and provide connections to other services
that can also assist.

Our staff have backgrounds in healthcare and are all experienced
in offering emotional support.

S

patients interacted

with our health
services team

-

Core activity
Emotional
Support

Leukaemia Foundation
support coordinators

/ Ok
online support

groups delivered

\ interactions with

Carers or family
members interacted
with our health
services team




In 2020, Giles Purbrick and wife, Jacqui, welcomed their
baby daughter into the world. But just days later, Giles
was hit with a blood cancer diagnosis that turned
everything on its head.

“Our happiness bubble had suddenly popped,” says Giles.

“l was quickly put in touch with the Leukaemia Foundation’s Blood
Cancer Support Coordinators who were an immense help. They
were always very familiar with my personal circumstances and
played a massive role through the twists and turns of my patient
journey. | feel incredibly grateful to these amazing people.”

Two years after he was diagnosed, Giles entered remission.

While in remission, Giles continued to receive further guidance
and support from the Leukaemia Foundation’s Blood Cancer
Support Coordinators. They helped him navigate long-term
survivorship and a long-awaited return to work.

“The team was fantastic in helping me navigate these decisions
and provided invaluable advice. The Leukaemia Foundation and
the Blood Cancer Support Coordinators play such an important
function in the blood cancer ecosystem. They were always ready
and available to take a call, answer questions or point me towards
information or useful resources.”




