Cancer

Council
SA

Making
decisions
when you’re
diagnosed
with cancer

Information.
Treatment.
Support.

Information and support

1311 20

cancersa.org.au



o
2_’ What is cancer?

Canceris adisease of the cells, which are the body’s
basic building blocks. The body constantly makes
new cells to help us grow, replace worn-out tissue and
to healinjuries. Normally cells multiply and die in an
orderly way.

Sometimes cells don’t grow, divide and die in the usual
way. This may cause the tissue to form alump called
atumour, or blood or lymph fluid in the body to become
abnormal. Atumour can be benign or malignant.

A benign tumour means cells are confined to one area
and are not able to spread to other parts of the body. This
isnot cancer.

A malignant tumour is made up of cancerous cells
which have the ability to spread. They can then travel
through the bloodstream or lymphatic system (lymph
fluid) to other parts of the body.

The cancerthat first develops in a tissue or organ is called
the primary cancer. A malignant tumour is usually
named after the organ where it first started or type of
cell affected.

Amalignant tumour that has not spread to other parts of
the body is called localised cancer. A tumour may invade
deeperinto surrounding tissue and can grow its own blood
vessels (angiogenesis).

If cancerous cells grow and form another tumour at a
newsite thenitis called asecondary cancer or metastasis.
A metastasis keeps the name of the original cancer.

For example, breast cancer that has spread to the lungs

is called metastatic breast cancer even though

the person may be experiencing symptoms caused by
problemsin the lungs.



When cancer is diagnosed

Many people feel understandably upset when told

they have cancer. You may have feelings of shock,
disbelief, anger, sadness and grief. It can be confusing
oroverwhelming, and you might not know how you feel.
Some people also feel asense of relief that they have
adiagnosis for their symptoms and that they can now
begin treatment.

Having these thoughts and feelings is a natural reaction
to adifficult and stressful situation. You may have trouble
thinking clearly, eating or sleeping and may feel unable
to make decisions. It's common to feel that you are on an
emotionalrollercoaster.

Cancer care and yourrights

When cancer is diagnosed, you enterinto a partnership
with your doctor/s and other health professionals in
the decisions related to your health. As a patient, you
have theright to:

* askquestions aboutyourtreatment

* beinformed aboutthe specific details of your care
(including costs)

* begivendetails about alltreatment options in orderto
make an informed choice

* seekasecond medical opinion and/or information from
othersources about your diagnosis and treatment.

Each personwith cancer is different, therefore the health
professionals involved in your care are the best people to
give you the information specific to you.



Being diagnosed
is ashock and
you’ll need time
to adjust.
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Questions about your diagnosis

What type of cancer do I have?

Where is the cancer located?

What stage is my cancer? What does that mean for me?
How far has the cancer spread?

Isit slow or fast growing?

Canlcontinue to work?

What are my chances of surviving this cancer?

Questions about tests

What will this test involve? What will this tell you?
Are there any benefits or risks to me in having this test?

Willthe results of this test make any difference tothe
decision on what type of treatment | have?



Treatment decisions

Sometimes it is difficult to decide on the type of
treatment to have. You may feel that everything is
happening too fast. Check with your doctor when
your treatment should start, and take as much time
as you need before making a decision.

Understanding details about the disease, the available
treatments and their possible side effects will help you
make a well-informed decision. This decision will also take
into account your personal values and the things that are
important to you and your family.

To help you make decisions:

* askfor printed information, so that you have time to
absorb and think about the information your doctor
discussed with you

* weigh up the advantages and disadvantages of
different treatments including the impact of any
side effects

* find aquiet, private place where you can discuss the
information openly with your partner and family

* ifonly onetype of treatmentisrecommended, ask
your doctor why other choices have not been offered

* ifyouneed more information think about getting a
second opinion.

You have theright to accept or refuse any treatment
offered by your doctors and other health care
professionals. Some people with advanced cancer choose
treatment even if it only offers asmall benefit for ashort
period of time. Others want to make sure the benefits
outweigh the side effects so thatthey have the best
possible quality of life. Some people choose options that
focus onreducing symptoms and make them feel as well
as possible.



Questions about treatment decisions

What treatment is best forme? Do | have a choice
of treatments?

Whatisthe aim of thistreatment? Isit to cure my
cancer, prevent it coming back, prevent it spreading or
torelieve symptoms?

Isit necessary to have treatment right now? When do
you need my decision?

How isthetreatment given?
How does the treatment work?

What difference will this treatment make to my quality
of life; will I feel unwell? Can I work, drive, have sex, etc?

What are the possible side effects of treatment?
Willllose my hair?

Canthese side effects be prevented or controlled?
Are the effects temporary or permanent?

Willthis treatment affect my ability to have
children? Should I see afertility specialist before |
starttreatment?

How will we know if the treatment is working?
Are there any clinical trials suitable for me?

Willthere be any out-of-pocket expenses?
Willthere be extra expenses not covered by Medicare
or my private health fund?

How do | apply for benefits or access my insurance if
| cannot work? Who can I talk to about this?

What if | choose not to have treatment?



Questions about treatment planning

* Doyouspecialise in treating my type of cancer?

* Hasthistreatmentbeen used foralongtimeoris
itnew?

* I'mthinking of getting a second opinion before I make
my decision. Isthere someone you would recommend?

*  Willamultidisciplinary team be involved in my care?
How will you all communicate with each other and me?

*  Whowillbe in charge of my care?

e Whodolcontactiflhave questionsorifa
problem arises?

* Canlworkwhilelhave treatment?
* Isthereanythinglcandothatwill help me cope
with treatment?
* Aretherethings!shouldn’t dowhile having treatment?
*  Shouldlexercise? How much? What type would
yourecommend?
* Dolneedtofollow aspecial diet?

* Arethereany complementary therapiesthatyou
believe may be helpful?

Note: It is important to let the health care professionals know
if you are taking any alternative or complementary therapies
when undergoing treatment. Some therapies can interfere
with treatment.

Take the time
to get the answers
you need.




People who have been diagnosed
with cancer often begin asearch for
information using the internet

This information can assist you to make decisions about
yourillness and treatment.

Astheinternetis opento anyone who wishes to publish
information, there is no regulation of the information
oritsaccuracy. It can be difficult to know if all the
information that you find there isreliable. You may like to
start by looking at the Cancer Council SA website.

How can the Cancer Council SA website
cancersa.org.au help me?

The Cancer Council SA website provides awide range
of cancer-related information for people affected
by cancer.

Cancer Council SA also provides links to cancer
organisations around the world that publish accurate
and up-to-date information about specific cancers and
treatment, clinical trials and complementary medicine.
You might also like to conduct your own further research.

How do I know if a website has good
information?

* Lookatthe URL (web address). Web addresses
containing .gov are government-funded sites, .org are
often not-for-profit websites, .com sites are usually
commercial and.edu are educational institutions.

* Goodwebsites tell you about their organisation—
who funds them, why they exist, where they are located
and what their purpose is.

* Think about possible conflicts of interest—
arethey trying to sell you something or promote a
particular viewpoint?

* Canyoufindtheinformation you are looking for?
Isit up to date and helpful? Who reviewed it?

* Doesthiswebsite link to other reputable sites?



Finding the right information

Think about what sort of information you’re looking
for before you start searching. For example, you may
wantto read about other people’s experiences but not
be faced with details on statistics.

Remember that you are an individual and that
your diagnosis is unique. This means that not
allinformation you obtain will apply to your situation.

Some of the information you find on the internet may
be upsetting. Make sure there are people you can
talk to about this, or have afriend or relative research
with you.

Don'texpecttofind allthe answersyou need on
theinternet. Have a pen and paper ready to note any
questions or concerns as you search.

Bookmark good sitesto go back to for reliable
information.

Print out information to read and think about later and
to discuss with your doctor and health care team.

Call Cancer Council 131120 and speaktoaan
experienced cancer nurse about any questions or
concerns you may have.

It’s okay to reach out
for help and support.

131120



Online forums and chat rooms

Online forums and chat rooms are a great way to connect
to other people affected by cancer. For many, ‘chatting’
online can be a new experience and it may be difficult to
work out wheretostart.

The Cancer Council Online Community is a safe and
supportive online discussion site for people affected by
cancer, their carers and families.

Itis aplace where you can share your experiences, receive
and provide support, and connect with others at atime
convenienttoyou.

Registration is free and provides access to the forums,
blogs and online support groups.

See cancercouncil.com.au/onlinecommunity for more
information.

Chat privately
online about
your experience.




Some useful websites

Thislistis not comprehensive—there are many other
reputable sites that are not listed here. Call Cancer
Council 131120 if you want to discuss the information

you find.

Bowel bowelcanceraustralia.org
Breast bcna.org.au

Leukaemia Foundation leukaemia.org.au

Lung lungfoundation.com.au
Melanoma melanoma.org.au
Prostate prostate.org.au

Cancer Australia canceraustralia.gov.au
CarersSA carers-sa.asn.au
SAHealth sahealth.sa.gov.au
Palliative care palliativecare.org.au
MacMillan macmillan.org.uk

National Cancer Institute  cancer.gov
American CancerSociety  cancer.org

You don’'t have to rely solely on the internet for cancer
information and support. Cancer Council SA produces
arange of printed booklets and brochures. Most of
our publications are on our website and are available
in downloadable formats or can be posted to you by
contacting 1311 20.

Cancer Council SA is not responsible for the quality of the
information or services provided by the websites listed above,
nor are they intended as an endorsement.
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Cancer Council SA support services

Cancer Council offers a broad range of services to support
people who have cancer, their carers, family and friends.

(@ Experienced cancer nurses can talk to you about
your cancer experience and provide tailored
information and support based on your needs.

Call 131120 Mondayto Friday, 9.00 am to 5.00 pm.

/X Supportive accommodation services are provided

e for patients and carers who travel to Adelaide for
treatment. A free volunteer transport service is
available for guests to some treatment centres.

We can help patients and their carers, friends
and family understand their situation and make
informed decisions through providing easy to read,
evidence based information through our website,
downloadable PDFs, podcasts and webinars. Visit
cancersa.org.au or call 1311 20.

131120

We’re here for you
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Navigating cancer together
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Professional counsellors can help you talk through
and better manage the challenges of living with
cancer.

Talktosomeone who has ‘walked in your shoes’,
who can listen to your concerns and provide
support, though our telephone based Cancer
Connect program, or connect through cancer
support groups (online, telephone or face to face).

We can help you find relevant community and
governmentresourcesthat may be able to assist
you with legal or financialissues.

é::‘) Asking questions

To help you get the information you want from your
doctor, it may help to:

» askforalonger appointmentifyou have alot
of questions

* askafriend orrelative to go with you

* write your questions down and take the list with you.

Ifyou have difficulty speaking or understanding
English, then ask for an interpreter or contact the free*
Interpreting Service 13 14 50.

*Costof alocalcall.



Write down any questions you may think of that are
not listed in this brochure.
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Note to reader

Always consult your doctor about matters that affect
your health. This information is intended as a general
introduction and is not a substitute for professional
medical, legal or financial advice. Information about
canceris constantly being updated and revised by the
medical and research communities. While all care is
taken to ensure accuracy at the time of publication,
Cancer Council SA exclude all liability for any injury,
loss or damage incurred by use of or reliance on the
information provided.
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For free* and confidential information and support
about cancer, Monday to Friday 9.00 am —5.00 pm:
* call Cancer Council 13 1120

* chatonline at cancersa.org.au

» email askanurse@cancersa.org.au

Free* interpreting service is available on 1314 50

*Cost of alocalcall
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