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Diagnosis
This guide has been developed to give you and your loved ones clear

information, practical tools and useful advice to help you manage and
navigate your cancer experience from diagnosis.

=2 ER
—/

= B4
FIEEEEALENEN2SRWEWMNEN - ERANITANE BE:S -
LURBh ISR RS » BIBN FEEHEERTR o




If you have a rare and less common cancer, you may have fewer treatment options and

less access to experts and support. At Rare Cancers Australia (RCA), we understand

that it can be hard to know what happens next or where to go for help, especially if

English is not your first language.

What is arare or less
common cancer?

A cancer is considered rare if fewer than
6in 100,000 people are diagnosed with
the cancer type, and less common if 6-12
in 100,000 people are diagnosed with the
cancer type.

As our understanding of cancer and
genomic sequencing continues to evolve,
itis becoming harder to say how many
rare and less common cancers there

are, as more rare subtypes of common
cancers are discovered.

A cancer can be considered rare or less
common if:

» Itis very unusual and seenin very few
people.

» It affects people who are much
younger or older than the typical age

range for people diagnosed with it (e.g.
prostate cancer in someone under 40).

» It affects children.

» Itis acommon cancerin an
unexpected location (e.g. a melanoma
that started in the eye).

» Small subtypes of common cancers
(e.g. triple negative breast cancer).

» Itis more common to find this cancer
type in the opposite sex (e.g. breast
cancer in males).
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Neuroendocrine

. . cancers
Brain and spinal cord e.g. medullary thyroid

€.g. meningiomas, carcinoma, pheochro-
glioblastoma, and mocytoma and Merkel
astrocytoma cell carcinoma
Cancers with no
known starting point
Head and neck
e.g. mouth, oesophageal,
nasal cavity, and major
salivary gland cancers

Germ cell tumours

Blood
cancers

Skin and eye

melanoma

(e.g. mucosal eg. aqute

melanoma, ocular myeloid

melanoma, and leukemia .

acral melanoma) and chronic
myeloid
leukemia

Thoracic

e.g. thymoma,

mesothelioma,

and small cell

lung cancer

Digestive tract
e.g.anal,
stomach, and
small intestine

cancers

Male genital organs
and urinary tract
e.g. penile and
testicular cancers

Female genital organs
and placenta

e.g. ureteral, vaginal,
and vulvar cancers

Sarcoma

e.g. Kaposisarcoma,
angiosarcoma, and
rhabdomyosarcoma
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Hearing that you have a type of cancer you've never
heard of before can feel overwhelming or confusing.
Itis normal to feel many different emotions, or even
nothing at all. Talking about it can help.

When you are told you have cancer, it can feel
overwhelming. You might hear new words like
“staging,” "CT scan,” or "adjunct therapy,” which
can be confusing at first. Understanding these
terms and your treatment options can help you
and your family feel more informed and involved
in decisions about your care.

If you are searching online for information, keep
these tips in mind:

» Look for trusted, evidence-based information
from government websites, major charities,
universities, or medical organisations.

» Check that claims are supported by research,
not just opinions or online forums.

» Make sure treatment advice is based on
clinical trials.

» Be cautious of people or businesses trying to
sell you products or asking for your personal
details. These could be scams.

» Remember that healthcare systems vary
between countries. Some treatments,
medicines, or clinical trials you read about
overseas may not be approved or available in
Australia.
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1800 257 600

.
131120

.
131114

.
1300 22 4636

g
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blackdoginstitute.org.au

g
=

headspace.org.au

canceraustralia.gov.au

cancer.net

A good place to start is
the RCA KnowledgeBase,
which has information on

over 200 cancer types.

Note: Information on the
KnowledgeBase is only
available in English.
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Preparing for
appointments

It can be hard to remember
everything during your
appointments. Preparing ahead can
help you feel more confident and
ensure you get the most out of your
time with your healthcare team.

Rare Cancer Australia’s Specialist
Cancer Navigators are expertsin
supporting people through complex
cancer journeys. They can help you
and your loved ones prepare by
giving you information, guidance,
and support before and after your
appointments.

Here are some tips to help:

(0

= Write down your questions

'_.ll
Ask for some time to think
and process information

Take a support person

@@ Record your appointment

@ Ask for an interpreter, if you

need one
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Questionstoask = g

your doctor

Here are some questions you might
like to ask:

What type of cancer do | have?

Have you treated this type of
cancer before?

Are there specialists who focus
on my cancer?

Where is it located and has it
spread?

What are my treatment
options?

Are there any clinical trials
available?

Are there combination
treatments that could work?

Can we do a genetic or tumour
test to see if there are any
options signs that might point to
another treatment option?

Can | get a second opinion?
Who would you recommend?

Does this cancer have any
implicationsfor my family’s
health?

Where can | find more
information?

How can | contact you later if |
have follow-up questions?
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Understanding a prognosis

A prognosis is your doctor’s

best estimate of how the cancer
might affect you. It helps doctors
recommend the best care for you. A
cancer prognosis is based on what
usually happens for people with the
same type and stage of cancer. This
includes statistics that describe how
many people are alive after a certain
time — for example, 2 or 5 years after

diagnosis. These figures are based
on large groups of patients and are
general in nature, so they may not
reflect your individual situation.

A prognosis can help give an idea of:
» whether the cancer can be cured
» how well treatments might work

» how long you might live

Cancer staging

Staging describes how much the cancer has grown and whether it has spread. This
helps your healthcare team decide on the best treatment. Doctors can assess the

severity of cancer in a few ways, including:

TNM staging
I T (Tumour)

Describes the size of the cancer
and whether it has grown into
nearby tissue (rated from1to 4)

I N (Nodes)

Shows whether the cancer has
spread to nearby lymph nodes

I (rated from O to 3)

M (Metastasis)
Shows whether the cancer has
spread to other parts of the body:

MO = No spread
M1 = Cancer has spread
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Numbered staging

Stage 0
Cancer hasn't spread

I Stage 1
Small, localised cancer

Stage2 &3
Cancer has spread to nearby areas
(may include lymph nodes)

Stage 4
Cancer has spread to other
parts of the body
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Cancer grading TERES 4R

Grading describes how abnormal the cancer cells look under a microscope and how SRR AT RS TR R R B LR IR B R
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quickly they are likely to grow. = =

148
@ Grade 1 @ (EBME/ 2MERYF)

(Low grade / well differentiated) MM EERIEEE S B ELER.
Cells look close to normal and grow slowly.

24R
(HESME)
MMERERELERE BEREELLEEMIER

Grade 2
(Intermediate / moderately differentiated)
Cells look somewhat abnormal and grow faster than normal cells.

Cells look the most abnormal and grow quickly. MRERRNREEEERS, B4 EE.

4 4R

(BERBMY/X721E)

MR ERRNERREERS BERIFER.

Grade 4
(High grade / undifferentiated)
Cells look most abnormal and grow very aggressively.

Grade 3 3k
6 (High grade / poorly differentiated) (EEBE/BESE)

For example, a WJQD c _% ,%\ﬁ
patient with a small, ' N B SR R

localised pancreatic .
tumour would be told they BIRA > IRIRLE

have Stage 1 pancreatic B\ o SHAB R 0 EREOE
cancer according to ) v 755 1 HARRERE o

this scale.
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Understanding your rights

As a patient, you have rights. You have the right to receive quality healthcare, be
treated with respect, ask questions, and understand what is happening with your care.
These rights apply to everyone — no matter where you live, your background, age,
type of cancer or when you were diagnosed.

The Australian Charter of
Healthcare Rights describes what
you can expect when receiving
healthcare in Australia.

| tell my healthcare
provider what is
important to me

| ask
questions

I get information that

I can understand I can include

my carer, family
and friends

We make
decisions
together

For more information,

AUSTRALIAN COMMISSION ask a member of staff or visit
on SAFETY ano QUALITY NnHEALTH CARE safetyandquality.gov.au/your-rights

Note: The information on this website is only
available in English.
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http://www.safetyandquality.gov.au/your-rights

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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Scan the QR to
access more
information in your
language
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