CANCER NURSES SOCIETY OF AUSTRALIA @

It Takes a Village:

Coordinated Informal Care



The Reality of Informal Care
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Informal care makes treatment possible.

When it fails, the consequences are clinical.



Missed transport can
mean missed treatment.

Unmet household needs

compromise safety at
home.
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Poor nutrition

compromises treatment
and recovery.
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Managing complex care
alone increases risk.
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Parenting responsibilities
compromise rest,
recovery and self-care.

Navigating cancer care
alone compromises
wellbeing, treatment and
recovery.
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The system already depends on
informal care to function.

What it hasn’'t done is build mechanisms to
activate it more effectively.



Our Existing Model
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And so we get this...

59,100 cancer carers annually

28.6 hours per week

$3.6 billion in unpaid care

$60,853 lost income per carer, per annum
Women carry 66% of care hours

Report higher distress levels than patients

Gao et al. (2025) The hidden economic burden of cancer caring. Cancer, €35970















Let's stop leaving one of the most
powerful resources in cancer care
untapped.



Coordinated Informal Care






Coordinated Informal Care @

Provided by community
Shared, sustainable, coordinated
Targeted to patient-identified needs

Technology-enabled

Includes guidance to build caring confidence



Outcomes of Coordinated Informal Care @

@ For Patients
€ For Primary Carers
¥ For Health Services

@ For Communities



Why Coordinated Informal
Care Doesn't Just Happen




The Gap Between Intention and Action @

Why "Let me know if you need anything" is a
thoroughly unhelpful thing to say...




The Gather My Crew App




Anna’s Helping Crew

Coming together to support Anna
through the months ahead.

Add Update Add Task Add Chat

Upcoming tasks

2:30 5

Come for a visit

. 6:00
Y Family Dinner Q

Tips and advice

»

Anna’s Helping Crew
Help Needed /' Edit
Cleaning % Come for a visit
Support Preferences

What kind of visits feel most supportive?

Only visit when invited

Drop-ins welcome

Guides © Add guide

Family meals
© Everyone

There are 5 people in our little family....
@ 25 March, 2026

Mine

8:00 - ®
Take kids to school

Anytime ©
Family Dinner

Quiche and salad
26 March, Thursday
. 9:30
Radiation
27 March, Friday

* Anytime
Come for a visit

30 March, Monday

9:30
Radiation

Unallocated

. Update

12 members

Steve Admin

Hi everyone. Anna had her surgery earlier
this week. It was a little rough there for a
while but she is on the improve now. We are
still restricting visitors so please check the
times listed in the Plan if you would like to
pop by. They are short visits as she is still
pretty weak. Thanks for all your support.
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Thanks for the update Steve. Sounds like a
stressful week. So glad she is out the other
end.
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Mark
Amazing mate. Will find a time to stop by.
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Amelia

Sending so much love to you all.

ﬁ@w ©

Today

IAdd comment...

urning Goodwill Into Practical Support

How to Offer Support
That Truly Helps

Guidance Social Support

When someone you care about is going through
a challenging time, your instinct may be to “fix”
things. In reality, the most meaningful support
often comes from small, thoughtful actions and
clear communication. This guide will help you
provide support that feels practical, respectful,
and genuinely help

Start by Listening

Before offering advice or jumping into action,
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Designing For The Barriers @
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Technology removes the Guided onboarding helps Support preferences help
awkwardness of asking for people identify what navigate difficult
help. support is needed. conversations early.
= =
The Plan turns offers of Chat keeps the network Tips provide trusted
help into practical action. informed and reduces guidance from leading

epeated updates. support organisations.



When Support Is Coordinated... @

. Meals cooked and delivered... for months
Social visits rostered

Lawns mowed, dogs walked, bins taken out

~100,000 users

~480,000 hours

Transport to infusions, surgery, appointments

School pick-ups, childcare, sports runs

Overnight stays after surgery

300% increase in access to informal care



The Clinical Role:
Embedding Coordinated Care




Who is best placed to take on this
challenge?



Change The Conversation @

“Do You Have Support At Home?"

3¢ Almost always asked.

5 Almost never tells the full story.

Change the question. Change the model.



When To Ask... @

As early as possible... and then again.... and again...

Before Key

Transitions

Diagnosis Treatment
Begins
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Because it does take a village...

And every one of you has the power to help
build one.




Panel Discussion




Meet Our Panelists

Lauren

Primary carer for her
husband

Jade

Nurse Educator at
Icon Cancer Centre

@

Irina
Coordinator of a
support crew

Dan

Shares his perspective
as a cancer patient






