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Looking Ahead ‘

This guide has been developed to help you look ahead. It offers clear
information, practical tools and advice to support you and your loved
ones as you adjust after cancer treatment.
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Looking ahead after cancer

treatment

A rare or less common cancer diagnosis can affect
not just your health, but also your relationships,

work, and daily life. As treatment ends, you may be
adjusting to a new way of living. People around you
might not always know how to support you, and
balancing their needs with your own can feel difficult.
At Rare Cancers Australia (RCA), understand that this

can be a challenging time.

What to expect after treatment

Many people hope life will go back to normal once treatment ends. Sometimes

it does, but often it takes time to adjust. Everyone’s “new normal” looks different.
Your doctor will create a follow-up plan to monitor your health. This usually includes
regular check-ups, tests, or scans to look for changes or side effects

from treatment.

You may hear terms like:

» Partial remission - this means the
cancer has become smaller, and
treatment may pause.

» Complete remission or NED
(no evidence of disease) - this
means there are no signs of cancer
on tests or scans.

» Stable disease - this means the
cancer is not growing or spreading.
Some people live with stable
disease for years, with or without
active treatment.

When treatment ends, you might
expect to feel relieved, but it is
also common to have unexpected
emotions.

The regular check-ups and familiar
support you had during You may miss
the routine of regular appointments or
the support you felt during treatment.
Some people return to their pre-
cancer routines, while others make
changes in their life. Both experiences
are completely normal. Everyone's
experience is different.

BEQEENRE

B ERIAE RNEEAESFELNER 2808
B ABRRR ~ TERMBE 4TS o BEERERLGR » Erlks
IEfEERE—EHMNEIES R o EENATISEREE
EUAZ R > Al SeEE A TR B RN IERIERK ©
TN ZE R EEfiE4B 4 (Rare Cancers Australia » % RCA)
PR (E R AR RT AE TR M BRER ©

ABE T UHAEHE

2 AFTAREREEERIEEY - SRERIL - EEEESRMERE - S
ABY THEAE) HRE o AVBE BRI R SREHH BRI - BN
FEEARIRE « AR > LUSIAR R AR -

RIS E HATRXI AR R RN EUE R
BIRREIRZH - BEABEEIRERN
£IEBE > MB—EAR G B MFIBE
o EMEEERTEIER - BEARE
[EERA[E) o

(ERTAE IS LU ASE :
) EBSERE - ERTEERA/ 0 AR
RS o

» SERARMEENED (BiRRm:EE) -8
RNVEGA SR ERBEENR

> HRIRIEE - ERTEIERAERIIE
B o ERETERRAR  AEA
AJERIERENEERFSE -

ARG RE R REE TR IR —OR
BHREEFINEENRER

-




Questions for your care team

Life after treatment can be confusing and may not feel as simple as you expected.
Knowing the right questions to ask your doctor can help you feel more prepared for

what comes next.

You might like to ask your doctor:

What follow-up care do | need?

What signs or symptoms
should | watch for?

What can | do if | feel unwell?

What can | do to feel more like
myself again?

If cancer comes back or
progresses

It can be frightening to know that cancer may
return or get worse after treatment. This is

called a recurrence or relapse. Some cancers

are more likely to come back than others. Some
recurrences can be treated and even cured, while
others cannot. Even when cancer cannot be
cured, treatment can often help control it, allowing
many people to live with cancer for years.

With rare and less common cancers, it is often
harder for doctors to predict how well treatment
will work. Feeling scared, worried, or overwhelmed
is completely normal.
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What is the chance that
my cancer could return?

What support services
are available?

Can you recommend any
support groups?

If your cancer % &

comes back or

or continues to grow
despite treatment,
you may need explore
other options, such as
clinical trials or
off-label treatments.
A RCA Specialist
Cancer Navigator
can support you with
this.
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Taking care of yourself

If your cancer returns, your emotions
may feel stronger or different from
before. Support from others might
change, and people may not always
know what to say or how to help.

It's important to take care of your
emotional wellbeing. Talking with a
counsellor who understands cancer or
joining a support group can make a big
difference. If you feel alone, remember
that many others have been through
similar experiences — you are not alone.

Palliative care

Palliative care helps people live as well as
possible with a serious iliness like cancer.
Itis not just for end of life — it can be part
of your care at any stage to manage
symptoms, improve comfort, and
support you and your family.

Palliative care can include:
» managing pain and other symptoms

»  social, emotional, spiritual, and
psychological support

» help at home (such as respite care or
specialist therapies)

»  planning for future care

A palliative care team may include
doctors, nurses, social workers,
psychologists, therapists, and trained
volunteers. Services depend on where
you live, what you need and can often be
provided at home.
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Advance care planning

Advance care planning means making
decisions about the healthcare you would
want in the future, especially if there
comes a time when you cannot speak
for yourself. These decisions are based
on your values, beliefs, and what matters
most to you.

It can include treatments you want — or
do not want — if your condition changes.
You have the legal right to refuse
treatment if that is your choice.

You can start by talking with your doctor,
who can guide you through the process.
You can also look for online resources
and official forms from your local health
service.
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Your voice matters BHOEREE

Sharing your cancer story can be powerful. It can help highlight where the system DEEEERSE I UE SRR AN IE c BRI EBRERARELCERM TS » LR
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encourage others to speak up, seek support, or share their own stories. HE o




Ways to share your
voice

Share your story publicly

Share you story via media, social
media, reports, conferences, or
community events.

Talk to decision-makers

Write to or meet with your local
member of parliament and other
government leaders to share your
experience.

Support awareness and education
Take part in fundraising, educational
activities, or awareness campaigns.

Contribute to submissions or inquiries
Share your views in written
statements to help shape policy and
healthcare decisions.

Work with organisations

Join advocacy groups like RCA,
Consumers Health Forum, Patient
Voice Initiative, or Cancer Voices
to strengthen the impact of the
patient’s voices.

Sharing your story is a personal
choice. It can be meaningful, but also
emotionally demanding.

If you are thinking about advocacy, you
can talk with an RCA Specialist Cancer
Navigator about what's involved and
what might feel right for you.
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Get support and information in your language

If English is not your first language, it
can be harder to understand cancer
information and ask for support.

You can request an interpreter to join
your appointments.

Contact RCA D

RCA's Specialist Cancer

Navigators are experts in rare and less
common cancers. They can support you
and your loved ones with information,
guidance, and care planning. You can
getin touch by phone, request a calll
back or by email.

s Byphone

The Translating and Interpreting Service (TIS
National) provides free phone interpretersin
more than 150 languages.

To speak with RCA's Specialist Cancer
Navigators through an interpreter, call TIS
on 131450 (Monday to Friday, 9am-5pm,
excluding public holidays) and ask to be
connected with Rare Cancers Australia.

L R Request a call back

You can ask for a call from a RCA Specialist
Cancer Navigator — with an interpreter —
through the RCA website. Simply visit
www.rarecancer.org.au/languages and
complete the form.

B4 By email

You can contact the RCA team in
your language by sending an email to
support@rarecancers.org.au
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Cancer
SUpport

How RCA can help @

RCA offers personalised support
based on what matters most to you
and your family. This may include:

Emotional support to help you cope
with uncertainty.

Peer support to connect you with others
who understand your experience.

Practical and social support to help
you live as well as possible.

Financial support to help you find
services and options that reduce costs.

Clinical support to help you work with
your healthcare team and understand
the system.

Find more
informationin
your language

www.rarecancers.org.au/languages
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