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Introduction
Your family has taken part in a genetic research study 
investigating which genes could be involved in the 
development of cancer.

This research study has found genetic information  
that is relevant to you and your family. A notification 
letter from the genetic research study is included  
with this booklet.

You now have the option to access this genetic 
information at a Family Cancer Clinic. 

This booklet aims to help you understand what this 
information could mean for you and your family.  
You can then decide whether you would like to learn 
more about your genetic information.
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Cancer and genes 
As a result of your family’s participation in genetic research,  
a genetic change related to cancer has been found in your family.  
This information is important for your health and the health of your 
family (specifically your blood relatives). 

Cancer is common, with up to 1 in 2 people developing cancer at some 
point in their lifetime.1

For about 10% of people with cancer, the cancer is related to a genetic 
change that puts them at increased risk of developing cancer. This is 
illustrated below. 

Genetic changes causing an increased risk of cancer can be passed 
down from generation to generation. This means that a genetic change 
in one family member can also be important for other family members. 

Some families with a genetic change have many family members who 
develop cancer, others do not. 

10 will not develop cancer  
in their lifetime

Out of every 20 Australians:

10 will develop cancer 
in their lifetime &

1 of these people will have a 
hereditary form of cancer

For me

Genetic information can be used to 
find out whether or not a person is at 
increased risk of certain types of cancer. 
An increased risk of cancer means the 
risk of cancer is higher than the average 
person. It does not mean a person will 
definitely develop cancer. For people 
who have already had cancer, there can 
be a risk of developing other cancers.

There are ways to manage an increased 
risk of cancer, such as cancer screening. 
Cancer screening refers to tests that look 
for early signs of cancer. These tests 
may be repeated as part of a screening 
program. When cancer is picked up 
early the outcomes can be better. In 
some cases the risk of cancer can also 
be reduced.  

What could this genetic information 
mean for me and my family?

For my family

Your genetic information could also be 
important for your family members.  
Your family members may want to 
use this information to find out about 
their own risk of cancer. If your family 
members know their risk of cancer, they 
too can take action to manage their risk.
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Emotions
Everyone reacts differently to genetic information, especially if  
it’s unexpected. You may feel worried or upset about an increased 
cancer risk for you or your family. You may also feel empowered  
or relieved to be able to take some control of your health and  
share the information. 

Below are some reactions from other people who were told about  
a genetic change from a research study.2,3 

As you can see, all these people reacted differently to the information. 

     “Thank god someone’s found something out.”

      “I mean, sometimes it’s scary but it’s nice to have the information.”

     “I don’t know how to respond to it.”

     “I found it a bit confronting.”

     “I don’t think I was really ready.”

You may be able to relate to these statements, or you may feel 
completely different.

Whatever you’re feeling it may help to know that others have felt  
this way. Negative feelings, like worry or distress, do eventually return 
to normal once you get used to the information. Support is also readily 
available to you if you need it.

What about health and life insurance?

Genetic information does not affect your health insurance. 

Genetic information may affect new life insurance applications  
or an existing life insurance policy if you apply to change or update 
the policy. Your genetic information may also affect life insurance 
applications for close relatives. However, there are industry  
standards in place to ensure insurance providers use your  
genetic information appropriately.  

What are my options?
Now that genetic information is available from the  
study you have some options to choose from:

Option 1:   Access the genetic information at a  
Family Cancer Clinic. 

Option 2: Don’t access the genetic information. 

Option 3: I’m not sure, where can I get help?

Information on all of these options is provided in  
the following pages. There is also practical advice  
on what you can do to follow your chosen option through.

This booklet provides information to help you decide  
whether or not you want to access your genetic information.

A genetic change has 
been found by the 

research study

You have been 
notified that genetic 

information is available

Option 1 
Access the information at 

a Family Cancer Clinic
Pages 8-11

Option 2 
Don’t access the 

information 
Pages 13-15

Option 3 
I’m not sure

Page 16
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What is a Family Cancer Clinic?

Family Cancer Clinics provide 
information and support to people 
who have questions about cancer in 
their family. This includes people like 
you who have found out about genetic 
information from a research study. 

At the clinic you will meet with genetic counsellors and/or doctors. They are  
trained to explain genetic information in plain language and help you understand the 
genetic information. They will also discuss what it means for you and your family. 
This process is called genetic counselling.  

Option 1:  
Access the genetic information at a Family Cancer Clinic What can I expect at the  

Family Cancer Clinic?

At the clinic, the genetic counsellor  
or doctor will:

•   Explain the role of the clinic.

•   Explain the genetic information  
that the study has found.

•   Explain what this information means 
for you and your family.

•   Collect your family’s health history.

•   Support you with your decision-
making.

•   Provide emotional support.

•   Help you to access other services  
if needed.

•   If you choose, you can have genetic 
testing to confirm the genetic change 
found by the research study.

What is genetic testing? 

Genetic testing is a blood test that looks for genetic changes related to disease.  
The test results usually take 4-6 weeks. Genetic testing at the Family Cancer Clinic 
can confirm what the research study has found. 

The decision whether or not to have any genetic testing is a personal one. There are 
both benefits and downsides to be considered. You will be given all the information 
and time you need to make this decision at the clinic. Even after an appointment,  
you may choose not to have genetic testing or delay having genetic testing. 

What is the cost?

There is no cost to you for appointments or genetic testing at the Family Cancer Clinic 
if you have a Medicare card and a referral. 
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For me

•   You can find out whether or not you are at increased risk of certain 
types of cancer. 

•   Knowing your cancer risk means you can make a plan with your 
doctor to stay as healthy as possible.  

•   You may feel good about being able to share this genetic information 
with your family members. 

•   If you have had cancer, or if you have a family history of cancer,  
the genetic information may provide an explanation for the cancers 
in the family. Some people find this reassuring and feel empowered 
knowing there is something they can do about their risk.

•   Family Cancer Clinics provide a range of services besides genetic 
testing. They can also help you to understand the genetic 
information, support you in making decisions, provide emotional 
support and help you to talk to your family. 

For my family

•   Your genetic information could be important to others in your family, 
who may not know that they could be at risk of cancer.  

•   If your family members know about an increased risk of cancer,  
they can make a plan for staying as healthy as possible. 

For me

•   To access this genetic information, you may need to go to a Family 
Cancer Clinic for at least one discussion with a genetic counsellor.  
This may be inconvenient or difficult to fit around your commitments. 

•   If you are at increased risk of cancer you will be advised to have 
regular health checks or cancer screening tests. These may be 
uncomfortable or inconvenient. 

•   Genetic information can cause emotions like fear, anxiety or guilt.  
You may also worry about developing cancer. 

•   Discussing the information with your family may be difficult or 
uncomfortable. The responsibility of sharing this information may  
feel like a burden to you. 

For my family

•   Family members may react to the genetic information in unexpected 
ways. It may cause them to feel worried or scared. 

•   Family members may not want the information or may not want  
to undergo cancer screening tests. 

Insurance

•   Genetic information may impact on life insurance policies.  
More information about this is available from the Centre for Genetics 
Education, see page 26.

What are the possible BENEFITS  
of ACCESSING the genetic information?

What are the possible DOWNSIDES  
of ACCESSING the genetic information?
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“It’s always a shock to find 
out there is a possibility that 
you could have inherited a 

genetic change.”

“I’ve just sort of got 
enough to cope with.”

“I was probably 
quite pleased in a 
way because they 
realised there was 
some connection 

there and that will 
help my family.”

“When I read the letter 
it was like oh this is a 

bit scary...but I was also 
relieved as well to know I 
could go and get a test.”

“Do we really want 
to know because of 

the added stress and 
emotional trauma  

and stuff?”

Do nothing

To do nothing about the genetic 
information is an option for you. In this 
case you may still be at increased risk 
of cancer and you may want to discuss 
what cancer screening is available to you 
with your GP or specialist. 

It’s important to remember that your 
decision may change over time and that’s 
ok. If you decide later on that you do 
want to find out, the genetic information 
will still be available for you at the Family 
Cancer Clinic.

Option 2:

Don’t access the genetic information
Not everyone chooses to access their genetic information. 

Sometimes when you receive unexpected information like this, it can be difficult 
to act on. Some people choose not to access the information simply because they 
would prefer not to know about their risk of cancer. Others may feel that it will raise 
too many complications for them 

If you decide not to access the genetic information you may:

Decide later

Now may not be the right time for you 
to access the genetic information. If you 
need to take time before accessing the 
information that is ok. The information 
will be available for you when you are 
ready. In the meantime, you may want 
to discuss cancer screening options with 
your GP or specialist. 
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What are the possible DOWNSIDES  
of NOT ACCESSING the genetic information?
For me

•   If you don’t access the genetic information you will not know if you 
are at increased risk of cancer. This means you may not be able to 
make a plan with your doctor for staying as healthy as possible. 

•   The uncertainty of not knowing if you are at increased risk of cancer 
may cause you worry or anxiety. 

For my family

•   Family members may not be aware they could have an increased 
risk of cancer.

•   You will not be able to share your genetic information with your 
family members. This means they will not be able to access genetic 
information to use for their own health care. 

What are the possible BENEFITS  
of NOT ACCESSING the genetic information?
For me

•   You will not need to contact or have an appointment at a Family 
Cancer Clinic.

•   You would not have to know with certainty that you are at increased 
risk of cancer. This may prevent you from worrying about cancer. 
You may also avoid having extra health checks for cancer. 

•   You will not need to share the information with your family 
members. You may avoid some challenging conversations and 
unexpected responses. 

For my family

•   Your family members may avoid distress and worry by not being 
aware of the genetic information and risk of cancer. 

Insurance

•   If you do not access the information you may not need to declare it 
in policy updates or new life insurance applications. 



Option 3: 

I’m still not sure if I want to access the genetic information
“I’m still in two minds whether I want to know if I’ve got it or not.”

You don’t need to decide right away. Many people take time to make their decision 
or need to defer the decision because of life circumstances. You may also need more 
information or support before you decide. 

If now isn’t the right time for you,  
you can revisit this information at  
any time in the future. You may  
want to consider talking to your GP  
or specialist about cancer screening 
in the meantime.

There is also a worksheet on pages 
18-19 that may help you to work
out how you feel about accessing
the genetic information.

If you would like more information 
or support to make your decision 
you can:

•  Find more information in the 
sources listed in the back of the 
booklet.

•  Talk to your local doctor or GP.

•  Call 1800 XXX XXX to speak to a 
genetic counsellor.

•  Contact your local Family Cancer 
Clinic to talk further or to make 
an appointment.

•  Talk to a family member or
a friend. 

Worksheet &  
practical information

16  |   DECISION AID V4 DATED 29/01/16
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A worksheet to help you decide whether to access your 
genetic information
On the opposite page is a set of statements about the genetic information and Family 
Cancer Clinic (FCC) services. Read the statements and place a tick in the box that 
matches your response. The statement may be something that makes you want to 
access the information, not access the information or neither. Everyone’s response will 
be different and there are no right or wrong responses. 

There is room at the bottom of the table for you to add your own statements as well. 

Once you have completed the table, you can see if your responses fall more into one 
column than another. This may help you to see what is important to you and make 
your decision. 

Making my decision
After completing the worksheet, how do you feel about accessing the genetic 
information?

I want to access the genetic information

•  How to make an appointment, page 20.

•  Preparing for your appointment, page 21.

•  List of Family Cancer Clinics, page 23.

I don’t want to access the genetic information

•  Revisit page 13 for other options you may want to consider.

I’m still not sure

•  Consider giving yourself more time to decide.

•  Revisit page 16 for other options you may like to consider.

•  Get more information, page 26.

•  Call the genetics hotline for help (1800 XXX XXX). 

When I read this statement 
I feel that I…

Want to 
access the 
information

Am 
unsure 

Don’t want 
to access the 
information

The FCC can explain what this genetic 
information means for my health.

The FCC can help me understand what 
this genetic information means for my 
family’s health.

I may need to make a decision about 
genetic testing.

I can access genetic testing to tell me 
whether or not I have an increased risk 
of cancer.

My genetic information may be relevant 
for my family members.

The information will be available for me 
to access whenever I am ready.

The process of genetic counselling can 
be emotional. 

I may need to discuss the information 
with my family.

I may be advised to have cancer 
screening. 

A genetic counsellor can provide 
support and help with sharing genetic 
information with my family. 

The genetic information may impact on 
my future life insurance options.

I can withdraw from or defer genetic 
counselling at any time.
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How to make an appointment at your local 
Family Cancer Clinic
1. Find your local clinic

There is a list of Family Cancer Clinics across Australia in the back of this booklet.  
If you don’t see a service near you listed, you can call the genetics hotline on 1800 
XXX XXX for help.

2. Get a referral from your doctor

The Family Cancer Clinic will need a referral to bulk bill your appointment. A referral 
to the clinic can come from your GP or any other doctor you see. 

If your referral clearly states why you are attending, it will speed up the process. It will 
also help the genetic counsellor to find the information needed for your appointment. 

3. Contact the Family Cancer Clinic to make an appointment

Once you have a referral, you can contact your local clinic to book an appointment.

Preparing for your appointment
Genetic counselling is a two-way process. Basically it is a conversation that helps you 
to understand the genetic information and what it means for you. Being prepared can 
help you to get the most out of your appointment. 

Before your appointment you may want to:

Don’t worry if you can’t get all the information you need or you’re unsure how you feel 
about your genetic information. The genetic counselling process can help you to work 
this out.  

It’s also a good idea to be sensitive to how others feel about health information. 
Family members may not want to discuss their health or they may not be ready to 
know about genetic information.  

•  Think about your personal health
history.

•  Gather information about your family’s
health history. Most importantly what
types of cancer family members have
had and the age they were diagnosed.

•  Consider how you feel about genetic
information.

•  Think about your approach to your
own health.

•  Write down any questions you have
(there is space on the next page for
this).

•  Your genetic information can impact
on your family members’ cancer risk.
You may want to talk with family
members about how they feel about
genetic information too.

To help the Family Cancer Clinic prepare to see you, you could:

•  Use the tear-out referral in the back of this booklet (this needs to be
signed by your doctor); or

•  Send a copy of the notification letter you received from the genetic
research study with your referral.
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Questions to ask at the Family Cancer Clinic
Space for your notes, or to write down questions you want to ask the genetic counsellor.

Family Cancer Clinics

A list of the main Family Cancer Clinics across Australia. 

If you don’t see a clinic listed near you please call 1800 XXX XXX for help.

New South Wales
Camperdown 
Royal Prince Alfred Hospital  
Department of Cancer Genetics 
Ph: (02) 9515 8780 
Fax: (02) 9515 5278 

Darlinghurst  
St Vincent’s Hospital 
The Kinghorn Cancer Centre 
Ph: (02) 9355 5647 
Fax: (02) 9355 5735

Kogarah  
St George Hospital 
Hereditary Cancer Clinic 
Ph: (02) 9113 3815 
Fax: (02) 9113 4230

Liverpool 
Liverpool and Royal Prince Alfred Hospitals 
Department of Cancer Genetics 
Ph: (02) 8738 9746 
Fax: (02) 8738 9811

Randwick 
Prince of Wales Hospital 
Hereditary Cancer Clinic 
Ph: (02) 9382 2551  
Fax: (02) 9382 3372 
E: SESLHD-POWHCC@health.nsw.gov.au 

St Leonards  
Royal North Shore Hospital 
Family Cancer Service 
Ph: (02) 9463 1554 
Fax: (02) 9463 1057

Westmead  
Westmead Hospital 
Familial Cancer Service 
Ph: (02) 9845 6947 
Fax: (02) 9845 9217

Wollongong  
Wollongong Hospital 
Wollongong Hereditary Cancer 
Clinic 
Ph: (02) 4222 5576 
Fax: (02) 4222 5793

Newcastle &  
rural outreach services
John Hunter Hospital  
Hunter Family Cancer Service 
Ph: (02) 4985 3132 
Fax: (02) 4985 3133 
(With clinics at a number of 
locations across central NSW and 
the NSW north coast) 
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Family Cancer Clinics

A list of the main Family Cancer Clinics across Australia. 

If you don’t see a clinic listed near you please call 1800 XXX XXX for help.

Victoria

Darwin 
Royal Darwin Hospital 
Northern Territory Clinical Genetics 
Service 
Ph: (08) 8944 8731  
Fax: (08) 8922 8463 
E: genetichealth.ths@nt.gov.au 

Clayton 
Monash Medical Centre  
Monash Health Familial Cancer Centre  
Ph: (03) 9594 2009  
Fax: (03) 9594 6046 
E: familial.cancer@monashhealth.org.au  
(With clinics at Alfred Hospital, Moe and 
Frankston regions)

Heidelberg 
Austin Hospital 
Austin Health Clinical Genetics Service 
Ph: (03) 9496 3027  
Fax: (03) 9496 4385 
E: genetics@austin.org.au 
(With clinics at Northern Hospital, 
Wodonga, Ballarat and Shepparton 
regions)

Parkville 
The Royal Melbourne Hospital 
The RMH Familial Cancer Centre 
Ph: (03) 9342 7151  
Fax: (03) 9342 4267 
E: familycancer@mh.org.au 
(With clinics at Western Hospital, 
Geelong and Warrnambool regions)

Melbourne 
Peter MacCallum Cancer Centre 
The Jack Brockhoff Foundation Familial 
Cancer Centre 
Ph: (03) 9656 1199 
Fax: (03) 9656 1539 
E: FamilialCancer@petermac.org 
(With clinics at Box Hill Hospital, 
Bendigo and Mildura regions)

Australian Capital Territory 
(ACT) 

Queensland

Canberra 
The Canberra Hospital 
ACT Genetic Service 
Ph: (02) 6174 7630 
Fax: (02) 6244 3021 
E: genetics@act.gov.au

Brisbane 
Royal Brisbane and Women’s Hospital 
Genetic Health Queensland 
Ph: (07) 3646 1686  
Fax: (07) 3646 1987 
E: ghq@health.qld.gov.au 
(With clinics in a number of locations 
across QLD)

South Australia Western Australia

North Adelaide 
Women’s and Children’s Hospital 
Familial Cancer Unit 
Ph: (08) 8161 6995 
Fax: (08) 8161 7984 
E: sapathology.agu@health.sa.gov.au 
(With clinics in a number of locations 
across SA) 

Subiaco  
King Edward Memorial Hospital 
Familial Cancer Program 
Ph: (08) 9340 1603 
Fax: (08) 9340 1725

Tasmania Northern Territory
Hobart  
Royal Hobart Hospital 
Tasmanian Clinical Genetics Service 
Ph: (03) 6166 8296  
Fax: (03) 6222 7961 
(With clinics at Burnie, Launceston and 
Hobart)
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Other resources
Below is a list of organisations that provide information about genetics and cancer. 
Some also provide support services. You may like to visit the website or contact these 
organisations for more information. 

Organisation Contact details
Genetics Hotline 
A free call telephone service provided by the  
Peter MacCallum Cancer Centre. The hotline  
links to a genetic counsellor who can provide 
support and information, as well as help with 
making an appointment at your local Family  
Cancer Clinic. 

Ph: 1800 XXX XXX

The Centre for  
Genetics Education 
A NSW based education service providing  
genetics fact sheets and contact details for  
Family Cancer Clinics. The Centre also has 
a fact sheet about genetic information and  
insurance called “Life insurance products 
and genetic testing in Australia”. 

www.genetics.edu.au

Level 5, 2c Herbert Street, 
St Leonards NSW 2065

Ph: (02) 9462 9599 
Fax: (02) 9906 7529 
E: contact@genetics.edu.au 

The Cancer Council Australia  
A national service providing information  
and support for people affected by cancer. 
The Cancer Council Australia website has  
links to state and territory based Cancer 
Council websites and contact details.

www.cancer.org.au 

Cancer Helpline 
Ph: 13 11 20

Cancer Council NSW 
Ph: (02) 9334 1900

Cancer Council Victoria 
Ph: (03) 9635 5000

Glossary

Blood relatives 
People related to you through a common 
ancestor, such as parents, siblings, 
children, aunts, uncles and cousins. 
Blood relatives does not include people 
related to you by marriage or adoption. 

Cancer 
An abnormal growth of cells that presents 
a risk to your health.  

Cells 
The basic building blocks of the human 
body. All tissues in the body are made 
of cells and each cell type has a specific 
function (e.g. blood cells or skin cells).

Cancer screening 
Tests that look for early signs of cancer. 
Cancer may be prevented or found 
early by screening, which can improve 
the outcomes of cancer treatment. 
Common cancer screening tests include 
mammograms for breast cancer or stool/
faecal tests for bowel cancer.

Family Cancer Clinic (or FCC) 
A service run through public hospitals 
providing education, support and health 
advice for people with questions about 
cancer risk. FCCs are also responsible  
for genetic testing. 

Genes 
Packages of information in your 
cells. Genes control cell growth and 
development, keeping our bodies healthy 
and making us who we are.  Genes are 
also passed from parents to children, 
which is why families share traits. 

Genetic 
Refers to things that relate to your genes 
(see genes).

Genetic change 
A change in a gene that may impact on 
the gene’s function. This booklet refers 
to genetic changes that may increase 
a person’s risk of developing cancer. 
Genetic changes can also be responsible 
for other conditions. 

Genetic testing 
A blood test to look at your genes.  
These tests can tell you information 
about your health, such as your risk 
of cancer or other conditions. 

A list of scientific words used in the booklet
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Glossary (Continued)
A list of scientific words used in the booklet

Genetic counselling 
The process of understanding your 
genetic risk at the Family Cancer 
Clinic. Genetic counselling may include 
collecting the family health history, 
education, genetic testing, counselling 
support and health advice. Genetic 
counselling is usually provided by a 
genetic counsellor. 

Genetic counsellor 
A health professional specially trained  
in genetics, education and counselling.  
A genetic counsellor is your main  
contact and support at the Family Cancer 
Clinic. You may also have contact with 
specialist doctors. 

Hereditary 
The passing down of traits from parents 
to children (through genes). Many things 
are hereditary, such as eye colour, height 
and health.

Increased risk of cancer 
Some people have a risk of cancer  
higher than the average person. This can 
be due to genes, or environmental factors 
such as smoking, or a combination of 
both. An increased risk of cancer does 
not mean that a person will definitely  
get cancer; it just means it’s more  
likely. Extra cancer screening and  
other prevention options can help  
to manage the risk.  

Referral to the Family Cancer Clinic at:

(Hospital name)

(Doctor name)

Thank you for seeing:

Name
DOB
Address

Phone
Email

For discussion of the research findings from the International Sarcoma Kindred 
Study. Please contact the International Sarcoma Kindred Study at the Garvan 
Institute of Medical Research on (02) XXXX XXXX or ISKS@email  for more 
information. 

Referring Doctor details:

Dr
Address

Phone
Provider no

Signed Date

Please fax, email or post to the relevant Family Cancer Clinic. 
Contact Details for clinics on pages 23-25



Notes

Space for your notes, or to write down questions you want to ask the genetic counsellor.

Referral to the Family Cancer Clinic
(reverse side)
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