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INFORMATION GUIDE

✦ Think about what information you need to  
help you make decisions. This My Journey Kit  
can help you.

✦ Don’t allow yourself to be rushed.

✦ Take one step at a time. Breaking things  
down into smaller pieces might make them  
more manageable.

✦ Try to find a medical team that will work for you, 
and with you.

✦ Think about ways in which you can actively 
participate in your treatment and care.

✦ Ask questions until you understand the answers 
and the options.

✦ Speak up if you have concerns, worries 
or questions.

✦ Talk to your doctor upfront about the cost of 
tests and treatments.

✦ You can use your My Journey Kit Personal 
Record to document your medical experiences.  
You might also consider keeping a personal diary 
or journal. 

✦ Consider taking someone close to you to 
doctors’ appointments to help keep track of the 
information you’re given.

✦ Allow others to help and support you and your 
family — don’t be afraid to ask for help.

✦ Store your medical or financial records in one 
place. The My Journey Kit box is designed for 
this purpose.

✦ Try to focus on the good things in your life to help 
balance the difficult and challenging times.

✦ Take time out. Treat yourself to some pleasant 
experiences — spending time with a friend, having 
a massage, taking a walk in a tranquil place.

OUR SUGGESTIONS TO YOU
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Introduction

Dear friend, 

A diagnosis of breast cancer comes  
as a shock. You may have had no signs  
or symptoms if your cancer was picked 
up by a routine screening mammogram. 
Or you may have found a lump or 
change in your breast that you hoped 
was nothing of concern. 

Unfortunately breast cancer is very 
common. It is the most common 
cancer in Australian women. The good 
news is that early detection and improved treatments have 
resulted in very high survival rates. In Australia, more than  
90 per cent of women diagnosed with breast cancer and  
85 per cent of men diagnosed are still alive five years later1,  
and most never have a recurrence of their breast cancer.

Sometimes people ask why we talk about the breast cancer 
‘journey’. It is because treatment may continue for a long period 
of time and there are many ups and downs and unexpected 
experiences during that time. The impact and effect of the 
diagnosis on family, friends and work colleagues can also be 
significant and long-lasting. 

You will probably find out more than you ever wanted to know 
about breast cancer and the various treatment options. You will 
find out there are many different types of breast cancer and that 
treatment is provided according to the type of breast cancer you 
have. This means that the treatment you receive may not be the 
same as the treatment another person receives. 

You will want different information at different times. The My 
Journey Kit is intended to give you useful information in a way 
that is easy for you to understand. You can dip in and out of it, 
depending on where you are on your journey. It can help you 

A PERSONAL MESSAGE TO YOU 

 1 Australian Institute of Health and Welfare 2017. Cancer in Australia 2017. Cancer series No 101. Cat. No. 
CAN 100. Canberra: AIHW.
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to work through the shock of your diagnosis, and to make decisions 
about your treatment and care. The My Journey Kit was developed 
with input from women who have been diagnosed with breast 
cancer, and have been through the journey you are just beginning. 
They share their tips and insights with you.

You may also need help for family members or with practical or 
financial difficulties. Relevant information is included in this kit. The 
Personal Record is a handy way to keep your appointment cards, 
test results and personal notes in the one place. 

Since it was first published in 2004, the My Journey Kit has been 
regularly reviewed and endorsed by breast cancer experts, including 
specialist doctors who treat and care for women with breast cancer. 

We have included a recent copy of The Beacon, our free national 
quarterly magazine. It’s a great way to stay in touch with new 
developments and to read stories from others about their 
experiences of breast cancer. You will now receive the magazine 
every three months either by post or online. 

I also encourage you to visit our website at any time for the latest 
information and to connect with other women through our online 
network (bcna.org.au). 

BCNA’s work is to support and inform people diagnosed with breast 
cancer and those around them. Please contact us if we can assist 
you in any way. 

Yours sincerely 

Christine Nolan

CEO



Introduction

WHAT’S IN THE MY JOURNEY KIT  
INFORMATION GUIDE

SECTION 1:
Responding to your diagnosis 

The days following diagnosis can be some of the most difficult, 
especially as you’re probably in shock. So, right up front Breast 
Cancer Network Australia (BCNA) offers you information and 
strategies to deal with the impact of your diagnosis, including 
information for young women, women living in rural communities, 
women whose first language is not English and men with breast 
cancer. 

SECTION 2: 
Choosing your treatment and care

In this section we offer ideas for finding, and getting the most out 
of, your health care team. We also suggest people and organisations 
that can help you, how you can learn more about breast cancer, 
treatment, side effects and support options and how you can use the 
internet for information and to connect with other women.

SECTION 3:
Breast cancer and treatment 

You are probably taking in a lot of information, trying to understand 
this condition called breast cancer, finding out what treatments 
are available to you and considering how you will manage any side 
effects of treatment. Drawing on BCNA’s experiences and those of 
our members, we offer practical tips and resources that may help. 

SECTION 4:
Living with breast cancer

This section offers information and strategies to help you manage 
the different aspects of your life that may be affected as a result of 
your breast cancer diagnosis. It covers topics including relationships, 
your emotional wellbeing, and practical matters such as finances 
and employment.
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SECTION 5: 
Life after treatment 

When treatment finishes, many women ask ‘What now?’ In this 
section we offer information and resources to help you prepare for, 
and deal with, life after a cancer diagnosis. Obviously, you might 
want to read this section a little bit further down the track. 

SECTION 6:
Feedback 

This section lists the terms used and topics discussed in the  
My Journey Kit Information Guide, along with the pages on  
which they appear. 

RESOURCES

Many women who have been diagnosed with breast cancer have 
suggested books, brochures, websites and other resources they 
found useful and would recommend to others.

Within this Information Guide, the resources sit on a grey 
background (see the example below) and each has an accompanying 
symbol to indicate its type, such as book, DVD or website.

At times throughout this Guide we refer to the Cancer Australia 
publication Guide for women with early breast cancer, which is 
available from the Cancer Australia website: canceraustralia.gov.au.

R
E
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Website

App

Organisation

CD/DVD

Brochure/booklet/fact sheet

Book

Service

https://canceraustralia.gov.au/
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More information from Breast Cancer Network Australia 
(BCNA)

BCNA has a comprehensive range of fact sheets and booklets for 
people affected by breast cancer. 

The My Journey Kit Information Guide has been written for women  
with early breast cancer. 

Other more specific information is available on BCNA’s website 
(bcna.org.au) about: 

• locally advanced breast cancer, including inflammatory breast cancer 
• pre-invasive cancers – that is, ductal carcinoma in situ (DCIS) and 

lobular carcinoma in situ (LCIS) 
• triple negative breast cancer
• metastatic (advanced or secondary) breast cancer that has spread 

to other parts of the body. 

If you are a man who has been diagnosed with early breast cancer, you 
will have also received BCNA’s booklet Men get breast cancer too and 
Professor John Boyages’ book Male Breast Cancer: Taking Control.

BCNA’s Helpline provides support and information about breast 
cancer for women and men living with breast cancer and their families 
and friends. The Helpline team can provide written information about 
breast cancer and issues that may be concerning you. They can also 
connect you with a breast care nurse if you don’t already have one 
and refer you to supports available to assist you depending on your 
need. You can contact the Helpline on 1800 500 258. You can also 
visit bcna.org.au for the most up-to-date information. 

A note for men with breast cancer:  
Throughout this resource we refer to ‘women with breast cancer’. 
This is because it has been projected that, in 2017, more than  
17,730 women in Australia will be diagnosed and about 144 men.  
However, the information in the kit will be helpful to men too. 

 See Section 1 for more information about breast cancer in men.
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ABOUT BREAST CANCER NETWORK AUSTRALIA

Breast Cancer Network Australia (BCNA) is the peak 
national organisation for people affected by breast 
cancer.  

We support, inform, represent and connect people 
whose lives have been affected by breast cancer. 

BCNA’s vision is for a better journey for all Australians 
affected by breast cancer. We work to ensure they 
receive the very best support, information, treatment 
and care appropriate to their individual needs. 

BCNA is represented by the Pink Lady silhouette, 
symbolic of our focus on the people affected by 
breast cancer – the women, men and their families. 

To contact BCNA:  
phone 1800 500 258  
email beacon@bcna.org.au  
visit bcna.org.au

If you need an interpreter, phone 131 450 
See Section 1 – Information for women whose first 
language is not English.

If you are deaf, or have a hearing or speech 
impairment, contact us through the National  
Relay Service. For more information visit  
relayservice.gov.au 

mailto:beacon%40bcna.org.au?subject=
https://www.bcna.org.au/
https://www.bcna.org.au/
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SECTION 1:
Responding to your diagnosis
Encouraging messages from women who’ve ‘been there’

Coming to terms with your diagnosis 
• Basic coping strategies 
• Keeping in touch with loved ones 
• Support for you 
• Dealing with emotions 
• The people around you 
• Practical help

Information for young women 
• Young and single 
• Young and pregnant 
• Early menopause 
• Fertility 
• Contraception 
• Child care

Information for women in rural areas 
• Online video consultations with medical specialists 
• Travelling for treatment 
• Practical support 
• Staying connected 
• Be prepared

Information for men with breast cancer

Information about breast cancer risk in families

Information for Aboriginal and Torres Strait Islander women

Information for women whose first language is not English 
• Cancer information and support 
• Interpreters for medical appointments 
• Interpreters for telephone support

Resources



ENCOURAGING MESSAGES FROM  
WOMEN WHO’VE ‘BEEN THERE’

Every person and every story is so different – including yours. Listen 
to advice, but remember, you are an individual. Your body will 
react differently from the next person’s. Don’t scare yourself with 
unnecessary comparisons. — Sam 

Day by day, look after yourself as you need to and inform yourself 
if you have questions. The diagnosis of breast cancer can feel like a 
nightmare at first, and then the reality starts to sink in – and little by 
little you discover that you have the strength and courage to make 
it through. And, surprisingly, there are gems of self-discovery and 
joy along the way. — Karen

Empower yourself with information, and with people you can trust 
and who love you. Trust your instincts and acknowledge your fears 
and emotions. Be kind to yourself, give yourself permission to do 
things that make you feel good and throw out stuff you don’t want in 
your life. It’s a time to reflect and stop and heal so that you can move 
forward, perhaps in a more positive direction. — Lucy

Keep living. Look for the positives in your life while you are 
undergoing treatment. It might be the sun shining in the morning, 
the scent of a flower, the smile on your child’s face as they sleep, 
or a funny email one of your friends sent you. These things are out 
there to be enjoyed. I wish you good luck and good health.  
— Meagan

At the age of 71 I was diagnosed with breast cancer. I’m afraid my 
mind went into a complete fog. I became involved in older adult 
organisations, which helped me to come to terms with my future life. 
My advice to older women is to join a support group or try to talk 
with someone who’s been through breast cancer. Learn to say no if 
you don’t wish to do what other people think you should. — Peggy



I was 30 years old and breast-feeding my second child when I felt a 
small pea-like lump in my breast. It proved to be cancer and I had a 
mastectomy. This was 48 years ago – and I continue to enjoy life! My 
best wishes to you for the next 50 years. — Frances

I’ll never forget the day I was told I had breast cancer. The leaden 
feeling in the stomach, the dash to the library for every book I could 
find and the endless, sleepless nights. Then something changed –  
I was 42 and determined I wasn’t going to be beaten by this disease. 
Now two years after surgery I’m happy, healthy and living life. 
My advice is be informed, stay positive and go to the counselling, 
support groups and courses offered. I gained great strength from 
the other people I met and have made some great friends in my 
local breast cancer support group. — Cheryl



COMING TO TERMS WITH YOUR DIAGNOSIS

Stop — slow down! Decisions don’t need to be made in a great 
hurry. While finding out that you have breast cancer has probably 
come as a shock to you and your family, you don’t have to make 
decisions immediately.

Take things one step at a time and take time to consider all your 
options regarding treatment and its management. — Lesley

Your doctors have probably already begun to talk to you about 
various treatments for breast cancer, and soon you will need to 
decide what treatment to have. However, you don’t need to rush into 
any decisions, or into having surgery immediately. Even if it takes 
you a few weeks to absorb this new information, find some more 
information, perhaps get a second opinion and possibly organise the 
details of your family’s life while you’re in hospital, taking some time 
out to make decisions will not affect the outcome of your breast 
cancer. However, it could make a huge difference to how prepared 
and in control you feel.   

I just wanted to rush in and have the cancer cut out. I wish I had 
known how important and long-term the relationship with my 
surgeon was going to be and had taken a bit more time in deciding 
who to go to. I wound up changing surgeons after my surgery. — Jane

Some women make decisions about treatment quite quickly and 
just want to get their treatment over and done with, preferring not 
to prolong their decision-making for too long. You need to do what 
feels right for you. 



My initial reaction was to have a mastectomy – to get rid of the 
breast cancer and the breast that had ‘betrayed’ me. However, when 
I got more information and calmed down a bit I could see that it was 
OK to have a lumpectomy instead. — Lisa 

It’s OK to be angry and to cry and to feel sad. Let the tears flow and 
yell if you want to. The healing process is different for everyone.  
— Kris

The next few pages offer information about looking after yourself 
as you go through this time of diagnosis and treatment – the start of 
your breast cancer journey. If you prefer to read about treatment 
first (Section 3), we suggest you come back to this section soon 
after. There’s a lot of information here to help you through this 
difficult time, with lots of suggestions from women who have had 
breast cancer. 

Remind yourself that most Australian women survive and live  
long and healthy lives after a breast cancer diagnosis. This 
knowledge can be very reassuring as you go through the next  
few weeks and months. 

It’s not a death sentence – it’s just another of life’s speed bumps.  
— Deborah



Basic coping strategies

Take some time out from cancer. You’re probably already aware 
that for the first few weeks after the diagnosis, cancer dominates 
your thoughts, conversations and reading matter – it can feel 
overwhelming. Many women find it helpful to get away with a 
partner or friend for a ‘cancer-free’ weekend. This can help take the 
pressure off for a while and help you to face the following weeks 
in a less stressed frame of mind. Cancer Councils (phone 13 11 20) 
may be able to provide you with a list of low-cost or free holiday 
accommodation for people dealing with cancer. The Otis  
Foundation (otisfoundation.org.au) also offers free retreats in 
selected locations. You might also find that simple things like long 
walks in pleasant surroundings or taking time out to clear your mind 
help during this time.

Every woman’s experience is different. You don’t know how you will 
react until you are there. But trust your own instincts, learn to accept 
help graciously, and understand that sometimes you have to be 
stronger than those around you. You may feel defeated at times, but 
you are the one in control of how it affects you. — Michelle 

Everybody responds in different ways to finding out they have 
breast cancer. Feelings of shock, anger, sadness, fear and anxiety 
are common, though you may experience only some or none of 
these. Some women even feel some relief when they have the 
diagnosis as it puts an end to the uncertainty. Breast cancer can 
have an impact on the way you feel about your body, your sexuality 
and your relationships. How you respond to your diagnosis and 
treatment will depend on many factors unique to you.

Take things day to day – you will go on a roller-coaster ride with your 
emotions. Don’t feel you have to be strong all the time. Find people 
who will listen to your feelings and don’t be afraid to express them.  
— Peta 

http://otisfoundation.org.au/


Adjusting to the physical and emotional changes brought about by 
breast cancer takes time. Be gentle on yourself and, if you can, let 
others know when you’re having an off day.  

It’s much easier to cope when you know what you have to 
cope with. Even after the initial diagnosis there is often a lot of 
uncertainty and anxious waiting. Test results seem to take forever to 
come through. Waiting for appointments with the various specialists 
can raise anxiety levels even further. Most women find that, when 
they know what they’re dealing with and what treatment they’ll be 
having, they’re able to put their coping strategies into place and  
‘get on with it’. 

A good night’s sleep helps you to cope both physically and 
emotionally. In the first few days or weeks after diagnosis many 
women find it hard to sleep. This can make it difficult to think clearly 
and make rational decisions. If your usual strategies for relaxation 
aren’t working, talk to your doctor. Many women find meditation 
helpful during this time (see Section 4 for some useful resources). 
Sleeping tablets, used sparingly, can also make a big difference to 
how well you cope in the initial period after diagnosis. 

Use the resources listed in this kit to learn as much as you want 
about your diagnosis and treatment. But, remember, all women are 
different and not everyone finds the same resources helpful so you 
need to find those that suit you.  

I found reading as much as possible gave me the knowledge to look 
for the best choice of treatment and the courage to accept that 
there were many women in my shoes or worse. — Jenny

As part of the development of the My Journey Kit, BCNA’s members 
were sent a questionnaire inviting them to recommend resources 
they had found helpful in their journey through breast cancer.  
Many of the resources they suggested appear throughout this kit.  
Additional recommended resources can be found on our website 
(bcna.org.au). In particular, our online Local Services Directory may 
help you find services and support in your area.

 See Section 2 for more about information and support using the internet.



Keeping in touch with loved ones

It can be hard telling your loved ones about your diagnosis. Who 
to talk to and when are very personal decisions. Once they know, 
your partner and others close to you can provide support as you 
go through the process of making decisions about your treatment. 
Many women find it helpful to take a family member or friend with 
them to medical appointments. 

 See Section 4 for more on relationships, including partners, children,  
family and friends.

Conserve your energy and your time. When others find out about 
your diagnosis you may be inundated with calls and visits from 
family, friends and colleagues. Telling your story over and over 
again can be exhausting, and telephone calls and visits can be very 
disruptive, but most people just want to let you know they care. 
Consider using an answering machine or message bank service so 
that you can leave updates on how you’re doing and respond to 
calls when you want to. Some message services, like Telstra Home 
Messages 101, are free from a home phone while others have a 
small monthly charge. If you have friends who might drop round 
unannounced, consider putting a note on the front door when you’d 
prefer not to be disturbed or are having a rest. You may also want to 
nominate a family member as the first point of contact.

Be honest with yourself as well as others. 
You don’t always have to put on a brave 
face. If you’re having a bad day, say so. 
The worst thing you can do is mask your 
true feelings. — Marguerita 

Email, Facebook and other social media 
are good ways to keep others up to date on 
your progress. If you ask a friend or family 
member to post updates on your behalf 
you won’t have to worry about maintaining 
regular communication. 



Support for you

This is about you. Trust yourself, be true to yourself, be kind to 
you, take it one step at a time. You’ll be amazed at the kindness 
of strangers. — Cathie

There will be times when you will feel really alone and really 
frightened, but keep in mind that there is always someone out there 
to help you. You don’t have to go through breast cancer alone.  
— Jane

Draw on your support networks. The love and support of family 
and friends usually form an important part of the emotional healing 
process. It often helps to share the burden by talking to others and 
you may want to share your feelings with trusted people close to 
you. Although it can be difficult, being honest and open with family 
and friends will help them to understand that it’s okay to talk about 
your breast cancer and how everyone feels.  

Don’t be afraid to ask for professional emotional support. Some 
people find it easier to talk to people who aren’t so emotionally 
involved in their life. Many women prefer to discuss feelings and 
fears with their general practitioner (GP), other doctors, a breast 
care or oncology nurse, a social worker or a psychologist who can 
help to explore strategies for dealing with upsetting thoughts and 
emotions. 

 See Section 4 for more on emotional and physical wellbeing.



Talk to someone who has experienced breast cancer. People 
who have been through breast cancer will have experienced many 
of the issues you’re dealing with. If you think it would help to talk 
to someone else who has had breast cancer, you can contact the 
Cancer Council on 13 11 20 and ask to speak to a breast cancer 
volunteer. They will do their best to match you with someone 
of similar age who has had similar treatments to those you’re 
considering or receiving. And, wherever you live, BCNA’s online 
network can also link you with others with similar experiences.

Thank you to everyone who responded to my post. I am so 
overwhelmed by your support. It will be a bit of a bumpy road ahead, 
but now I know there are people there who can answer questions and 
offer comfort when the going gets tough. — Hazel

Consider joining a breast cancer support group. Support groups 
provide an opportunity to talk to others who have been through, 
or are going through, similar experiences, and to support and learn 
from each other. You might want to have a chat with the support 
group coordinator, check out your local group and see if it’s right  
for you. 

I was diagnosed with breast cancer when I was 37. I don’t think I have 
ever felt so out of reach of hope and understanding and so remote 
from any other human being. My surgeon recommended a support 
group, and it was here that I found my way through all of this, 
safe in the knowledge that I was not alone. The women here could 
understand what my loving family – even with all the best intentions 
in the world – could not. Here were women bravely and generously 
sharing their experiences with me. — Julie 

Each breast cancer support group has its own individual flavour. 
Most groups welcome anyone with breast cancer but some are 
more specialised, such as groups for young women or lesbians, or 
ones that focus on socialising, going out together or participating in 
physical activities. There are also language or culture-specific groups 
in certain areas. If the first one you go to doesn’t feel right and there 
are others in your area it’s worth trying a different one.  



You can search for a BCNA-affiliated 
support group near you on our website 
(bcna.org.au) or by phoning 1800 500 258. 
Your doctor, nurse, social worker or the 
Cancer Council (13 11 20) can also provide 
details of groups near you. 

Consider online support options. Some 
women find online forums and internet-based 
support groups helpful. You can find both on 
BCNA’s website. You don’t have to join the 
online network to read posts by other women and you don’t have 
to post if you don’t want to. However, if you live in a remote area, 
live by yourself or don’t enjoy face-to-face support, sharing your 
experiences with others online could be helpful.

 See Section 2 for more about information and support using the internet.

Reading about how other women have dealt with breast cancer  
can help you to feel more hopeful and you might find tips on how  
to get through your own breast cancer journey. The stories and 
videos on BCNA’s website (bcna.org.au) and in our quarterly 
magazine, The Beacon, may give you the hope and inspiration you 
need at this time. All past issues of The Beacon are available on our 
website. 

When I was first diagnosed I wanted to know that others survived,  
so I’d know that I could. — Terri 

https://www.bcna.org.au/
https://www.bcna.org.au/


Dealing with emotions

It’s very normal to experience a wide range of emotions and 
symptoms after a breast cancer diagnosis, including: 

• shock 
• sadness
• tension and anger 
• fear 
• difficulty concentrating and sleeping
• anxiety and/or depression. 

With expression, love, support and time, these feelings generally 
settle down and make way for feelings of renewed hopefulness. 
However, research indicates that up to 50 per cent of Australian 
women with early breast cancer will experience depression or 
anxiety in the first year after diagnosis, and that this is often 
overlooked and therefore undertreated.

Cancer Council (13 11 20) provides free, confidential information and 
support from trained staff.

Lifeline (13 11 14) and beyondblue (1300 224 636) both offer 
immediate, confidential telephone support.

If you’re having a bad day, call someone, anyone, to talk about how 
you’re feeling. Talking about it can really help you feel better.  
— Beverley 

 See Section 4 for more on your emotional and physical wellbeing,  
including information on managing anxiety and depression.

Look for opportunities to indulge yourself and have fun. You could 
arrange little treats for each day, like a walk in the park, a relaxing 
bath, burning fragrant oils or watching a funny DVD. Or you could 
plan bigger treats for the future, such as a holiday at the end of your 
treatment. Some people find light social exercise relaxing while 
others like to plan for some quiet time to allow their body and  
spirit to recover.  

 See Section 1 for more information and resources about support for you.

http://cancercouncil.com.au
http://lifeline.org.au
http://beyondblue.org.au


The people around you

Learn to ignore unwanted advice and ‘horror stories’.   
When people feel helpless they might struggle to find ways to 
support you. Sometimes they get it right and sometimes they don’t. 
Advice from family or friends can be based on emotion rather than 
fact. They may relate ‘horror stories’ about other people they know 
who’ve had cancer or bombard you with information about this or 
that ‘magic cure’. Try to filter out unwanted information and clarify 
anything that worries you with your doctor or someone you trust. 
Well-meaning people may also insist you ‘think positively’, which can 
be quite unhelpful when you’re dealing with so many emotions.  

Even though people genuinely mean well, you do get tired of them 
telling you to be positive, because it really is a hard thing to deal 
with and live with emotionally. Allow yourself to cry, and get angry, 
and be tired, and be unsociable, and don’t feel guilty about it. — Julie

Spend your treatment and recovery time with people who LISTEN 
to you, support you, encourage you, and offer to be ‘on call’ for 
you any time you need them, NOT those who have negative 
personalities and drag your mood down. — Marie

It might help to give your friends a copy of the Helping a friend or 
colleague with breast cancer brochure, which can be found in this 
kit (phone 1800 500 258 for extra copies) or downloaded from 
BCNA’s website (bcna.org.au).

Remember: no matter what anyone tells you, you did not deserve  
to get breast cancer and you didn’t cause your cancer. 

Some friends suggested that my breast cancer was caused by the 
lifestyle I had been leading in the past few years. This was really 
upsetting – and really unhelpful! — Julie 

Some women are overwhelmed by the wonderful and sometimes 
unexpected support they receive from friends and family. Others 
feel bitterly disappointed by loved ones who seem to disappear.

https://www.bcna.org.au/


Some of my friendships grew stronger during this time, while others 
faded or even ended. Some acquaintances, surprisingly, were really 
there for me. I wouldn’t have been able to predict those who would 
be there for me when I needed support. — Meg 

 See Section 4 for more on partners, family and friends.

Practical help

Family, neighbours and friends can often help by taking on the 
practical, day-to-day tasks that you would otherwise have to juggle. 
People who say ‘Let me know if there’s anything I can do’ really mean 
it. You may find it difficult to know what to ask for and find it difficult 
to accept help but it’s important that you get as much practical 
support as you can during this time, both for your own benefit and 
the benefit of everyone living with you.  

Put your pride and independence aside and accept all offers of 
help from friends and family; the diagnosis and the challenges of 
negotiating the unfamiliar medical world de-energise you more than 
you expect. — Jill 

Don’t try to be brave for your family and friends – they need to 
know how you feel and how they can help. — Sharon

Lean on your loved ones. That’s what they are there for. — Heidi 



People can only respond in a way that’s helpful to you if you tell 
them what you need. Being really specific about the help you need 
can be a good start. Here are a few ideas:

• doing the shopping
• preparing and delivering meals – especially if they can be frozen 
• doing the housework and gardening
• hanging washing on the line and ironing
• driving you to an appointment – most surgeons will recommend 

that you don’t drive for at least two to three weeks after surgery 
to the armpit

• attending an appointment with you and helping you take note of 
what’s said

• driving the children to or from school, kinder or wherever they 
need to be

• looking after the children for an afternoon, a day or overnight
• walking the dog
• washing your car
• helping to organise your Medicare and health fund claims
• going out for coffee, a drink, dinner or to the movies
• bringing around a takeaway meal and a DVD.

You’ll find more tips in the Helping a friend or colleague with breast 
cancer brochure in this kit.



A friend came with me and took notes during my appointments with 
the oncologist. This was invaluable and I would highly recommend it. 
I was able to refer to the notes later. I was in no state to remember 
all that I was told. — Jacqueline

You might qualify for home help services through your local council. 
It’s worth checking, though you may need a health care card or 
pension card to qualify. The council may also be able to provide 
practical help such as child care or transport, or a disability parking 
permit. 

The Local Service Directory on BCNA’s website (bcna.org.au) has 
listings for a range of services that are relevant for women with 
breast cancer. The listings are made by local women and can be 
searched by location, type and keyword.

 See Section 1 for more information and resources about practical help.

You may also have questions about the financial costs related to 
breast cancer treatment and the impact this may have on your 
family. Many women find it helpful to talk to their doctor up front 
about the likely costs of test and treatments. 

 See Section 4 for more information about financial matters.



INFORMATION FOR YOUNG WOMEN

I felt different to older women with breast cancer because my 
children were in primary school. For a time I attended a support 
group for young women with breast cancer, and that was great 
because we had something in common other than the cancer – our 
degree of life experience or lack of it, attitudes to everyday things 
and to sex, the jokes we made about our boobs and our lives. We 
were able to connect on a level separate to our cancer, just like 
any other group of women. My advice to young women with breast 
cancer is to shop around for a support group you like. They do help. 
— Karen

From a medical point of view, women with breast cancer are 
considered ‘young’ if they have not yet reached menopause.  
This has important implications when specialists are considering  
the most appropriate types of treatment. 

Women in their twenties, thirties or early forties may also have to 
face very different issues from older women. You might be focusing 
on finding your life partner, enjoying a new relationship, or starting 
or reviewing your career. You may be thinking about having children 
– or not thinking about it if that’s something you planned to put off 
until later. You may be pregnant or caring for a young family, either 
with a partner or on your own. At this stage in your life, breast 
cancer can feel like a particularly cruel blow.



My breast cancer diagnosis came out of the blue – it was a real 
shock. A young woman in her twenties or thirties is not thinking 
about dying. Breast cancer forced me to examine the issue of my 
mortality. At the time I would have preferred to be making decisions 
like ‘What movie will I see?’ — Laura 

After your diagnosis, thoughts probably started racing around in 
your head such as:

• How are my partner, my parents and my family going to take 
this news? 

• How much should I tell my children about breast cancer? 
• How am I going to manage to keep working and looking after the 

children while I’m having chemotherapy? 
• Will this treatment affect my ability to have children in the future?
• If treatment brings on an early menopause, what does this mean 

for my health in the long-term? 
• Should I have a test to see if this could be passed on to my 

children? 
• How and when should I tell future partners that I’ve had 

breast cancer? 

These are all common thoughts but, as they can make it difficult 
to take stock of your situation, this is a time to draw on as much 
support as you can.

Other people in your life will also be affected by your breast cancer 
diagnosis. In Section 4 you’ll find more information on relationships 
with partners, how children respond to breast cancer, and 
information for parents of daughters with breast cancer.

 See Section 1 for more information and resources for young women.

 See Section 4 and Section 5 for more information and  
resources on providing support to your children.



Young and single 

If you’re not in a relationship, you may miss the support of a partner. 
Or you may find you have all the support you need from special 
friends and family members. 

Some find that spending time with their parents brings the comfort and 
support they need. Others so value their independence that they’d 
rather not have to rely on their parents for care and financial support. 

Finding the support that works best for you is a priority and, for 
many, that includes others in a similar situation. There may be other 
single young women in your local breast cancer support group or the 
Cancer Council’s phone support service (13 11 20) could put you in 
touch with someone. You can also connect with other young women 
through BCNA’s young women’s online groups at bcna.org.au. 

Young and pregnant

If you are pregnant, there are various treatment options available to 
you. Those recommended will depend on things such as:

• the size of the tumour and where in your breast it is
• if the cancer has spread and, if so, how far
• how far your pregnancy has progressed.

Treatment will usually include surgery (mastectomy or breast 
conserving surgery) and may include chemotherapy. Radiotherapy is 
often not recommended because it carries some risk for the baby. 
Some pregnant women choose to have a mastectomy rather than 
breast conserving surgery in order to avoid radiotherapy.

Some women who are recommended chemotherapy think they 
should wait until after their baby has been born. However, research 
conducted in the USA by the MD Anderson Cancer Centre found 
that chemotherapy during the second and third trimesters of 
pregnancy is safe for the baby.

You don’t have to make any decisions about your treatment 
alone. Your obstetric and oncology team should include health 
professionals with experience in caring for women diagnosed with 
cancer while pregnant. They can help you to make the best choices 
for you and your baby.

 

https://www.bcna.org.au/


Early menopause 

The female hormone oestrogen is produced primarily in the 
ovaries. Some chemotherapy drugs and hormone therapies can 
reduce oestrogen production and, depending on your age and 
the medications, this can cause your periods to stop temporarily, 
or bring on an early menopause and stop them permanently. This 
can come as a shock if you’re not prepared for it. If you haven’t yet 
reached menopause, you should discuss this with your doctor before 
your treatment. 

When oestrogen levels are reduced, women can experience a range 
of symptoms including hot flushes, night sweats, vaginal dryness and 
forgetfulness. It may have an impact on your sex life and libido and, 
as lower levels of oestrogen can also affect your bones, you may 
have a higher risk of osteoporosis.

As a ‘young woman’ I did not fully understand what was going to 
happen to my body and how it would affect me, i.e. being thrown 
into early menopause. Learn everything you can and ask plenty of 
questions. — Lisa

 See Section 3 for more on bone health and Section 4 for more on sex 
and intimacy.

        



It’s important to find out about your chances of early menopause 
and some of the changes you may experience if this does happen. 
Your doctor or breast care nurse will be able to suggest ways to 
prevent or minimise unpleasant side effects and, if they’re still too 
much for you, your specialist may be able to change your medication. 
It may also help to talk to a menopause specialist.  

I was having hot flushes, especially at night, which left me feeling 
pretty tired. My doctor tried me on a new medication and they seem 
to be less of a problem now. — Shen 

A while after chemotherapy, I began to experience pain during 
intercourse. At the support group I learnt that this can be something 
associated with menopause. I was so pleased to learn that there 
were treatments available to help. — Rhonda 

The ‘Treatment’ and ‘After Treatment’ sections of Cancer Australia’s 
Guide for women with early breast cancer provide additional 
information about premature menopause, including questions to ask 
your health care team. 

 See Section 1 for more information and resources on early menopause.

Fertility 

I just assumed my childbearing days were over, but was overjoyed to 
learn that this wasn’t the case – I had another child four years after 
my treatment. Never assume, always ask! — Dana

Being 34 when I was diagnosed, fertility was important to me. 
A fertility consultant/doctor talked me through my options and 
explained what to expect throughout my treatment. Knowing my 
options made me feel like I had some say, even if the outcome 
ultimately meant that I may not be able to have children. — Nicole

The fact that treatment for breast cancer may have an impact on 
future fertility makes decision-making particularly challenging.  

The extent of the impact will depend on the woman’s age and the 
effect her particular treatment has on her ovaries. 



If you’re planning to become pregnant in the 
future or haven’t made a firm decision about 
having children, it’s best to consider choices 
that may help to preserve your fertility before 
you start your breast cancer treatment. 

The Cancer Australia Statement – Influencing 
best practice in breast cancer states that 
your doctor should discuss fertility and 
family planning with you before treatment begins so that you 
can consider your fertility options and make a decision that’s  
right for you. More information and a video is available at 
thestatement.canceraustralia.gov.au.

It’s also important to remember that, if your periods do stop, 
it’s hard to predict when and if they’ll return so it’s possible to 
become pregnant even though you thought you were menopausal. 
Ovaries can spontaneously function again following treatment for 
breast cancer and some young women go on to have successful 
pregnancies with no problems. Standard medical advice suggests 
waiting at least two years after completing treatment. 

I was diagnosed 10 years ago at 25 years of age. At 28 I had my 
second child and breast-fed him (from one breast only). Miracles do 
happen after breast cancer! — Hayley

There are a number of methods for preserving fertility and making it 
possible to have a child.  

Some women choose a chemotherapy treatment regime that’s less 
likely to damage their ovaries while others choose hormone blocking 
therapy instead of chemotherapy. 

The most effective and proven way of preserving fertility is to 
undergo in vitro fertilisation (IVF) using your eggs with either your 
partner’s or a donor’s sperm. The fertilised egg can be frozen for 
use later when you recover. However, IVF is not recommended for 
everyone. The process is complicated and the fact that it may take 
several weeks is a problem for women who would like to start their 
treatment as soon as possible. You should discuss this with your 
oncologist and/or a fertility specialist before making a decision.

https://thestatement.canceraustralia.gov.au/


Mature egg freezing involves stimulating the ovaries with hormones 
to produce eggs that are then frozen and stored until required. 

Embryo freezing also involves hormone stimulation, but the eggs 
are fertilised before freezing. The embryos can then be stored until 
required. Success rates with IVF vary depending on the age of the 
woman and the number and quality of eggs collected.

Options which involve stimulating the body with oestrogen may 
not be a good option for young women with oestrogen receptor 
positive tumours. It’s important to discuss the implications with your 
treatment team.

Ovarian tissue freezing and auto-grafting of ovarian tissue are 
newer but less effective procedures. They involve freezing a small 
piece of ovarian tissue before the woman starts her chemotherapy 
and grafting it back onto the ovary after treatment is complete, in 
the hope that the ovary may start to function again some months 
later. Unfortunately very few successful births have occurred using 
this method.

Medications such as Zoladex (goserelin) may protect the ovaries 
during chemotherapy. Studies have suggested that they could 
reduce the possibility of permanent ovarian failure but their effects 
are not proven and a lot more research is needed. If this option 
interests you, talk to your specialist about cost as not everyone will 
be  covered by the PBS. 

The pregnancy rates with IVF decrease significantly after 35 years 
of age. Using a donor egg is a widely-practiced and quite successful 
option for women who have no ovarian function. Donor embryos 
may also be available, and some women choose surrogacy. However, 
these options can add practical and emotional complexities. 

If you want to explore the options for preserving your fertility 
you can discuss them with your doctor, another member of your 
treatment team or a specialist at a fertility clinic. 



I chose to freeze some ovarian tissue. As a woman in my thirties, 
I didn’t want that option taken away from me because of 
chemotherapy. While there are still advances to be made in the field, 
I have peace of mind knowing that I did everything possible at the 
time to try to preserve my fertility. — Diane 

Making these choices, and having any subsequent procedures, can 
be very emotionally and financially draining. Support is invaluable 
during this time. 

BCNA has published a free booklet called Fertility-related choices: 
A decision aid for younger women with early breast cancer. This 
was developed by researchers at Sydney’s Prince of Wales Hospital 
Psychosocial Research Group in collaboration with BCNA to help 
you understand the impact of breast cancer treatments on your 
fertility and options that could help you to preserve your fertility.  
To obtain a copy of the booklet, call BCNA on 1800 500 258, or you 
can download an electronic version from the BCNA website.

The ‘Treatment’ and ‘After treatment’ sections of Cancer Australia’s 
Guide for women with early breast cancer have more information on 
fertility and menopause following breast cancer treatment, including 
questions you might like to ask your health care team. 

 See Section 1 for more information and resources about fertility.

Contraception

Women undergoing treatment for breast cancer are strongly 
advised to avoid becoming pregnant during their treatment. If you’re 
sexually active and could become pregnant you may want to discuss 
contraception with a member of your treating team such as your 
breast care nurse or surgeon. 

You should be aware that, although some breast cancer treatments 
can cause menstrual periods to stop, this doesn’t necessarily mean 
you can’t become pregnant during treatment. It’s important to use 
reliable contraceptive methods during your treatment and most 
doctors recommend non-hormonal options such as condoms, 
diaphragms or intra-uterine devices (IUDs). The contraceptive pill is 



not usually prescribed after a breast cancer diagnosis because there 
is no evidence that it’s safe in these circumstances. 

After treatment, decisions around contraception will depend on 
how you feel about future pregnancies. You might want to ask your 
specialist to refer you to a gynaecologist so that you can discuss 
long-term contraception options in more detail.

Child care

If you have limited options for child care you may need  
help in this area. The national Child Care Access Hotline 
(phone 1800 670 305), which was established by the Australian 
Government, can provide general information on child care services 
in your local area that you may be eligible for as well as privately 
operated and local-government-operated services. It can also 
provide information about government financial assistance for  
child care.  

 See Section 1 for more information and resources on child care.



INFORMATION FOR WOMEN IN RURAL AREAS

Having experienced the isolation of being away from my family 
whilst having radiotherapy, I know it’s important to use the wonderful 
support team you have around you, e.g. social workers, breast care 
nurses and doctors. — Wendy

If you live in rural or remote Australia, you may be a long way from 
specialists and treatment centres, have limited access to local 
medical and support services and be facing time away from family 
and friends while you have your treatment. All of this can add to the 
usual challenges faced by women with breast cancer.

Women living in rural areas who have to travel for treatment 
often have to cope with less support, limited transport options, 
interruption to work and livelihood and, in some cases, limited 
telephone and internet services. These factors can add not only to 
the costs but also to the stress associated with breast cancer.

It would be wonderful to have all services available wherever we 
live. But, given Australia’s size and geography, that’s not always 
possible. It’s important to take advantage of all the support available 
to you during this time. Your breast care nurse, social worker, GP, 
BCNA’s Helpline staff or Cancer Council 13 11 20 should be able 
to help you work out what services you’re eligible for and provide 
information about: 

• financial assistance schemes to help 
with the costs of travelling to medical 
appointments and treatment (e.g. 
reimbursement for petrol and train or 
plane fares) 

• subsidised accommodation near your 
treating hospital 

• other financial or practical assistance. 

 See Section 4 for more information 
about finances and financial assistance.



Online video consultations with medical specialists

If you live outside a major city you may be able to reduce travel time 
by replacing some medical consultations with online video calls. If 
you’re interested, ask your breast cancer specialists whether they 
offer the service and, if so, whether it would be appropriate for you.

You may be able to stay at home for online consultations but they’re 
more likely to take place at a local medical facility where your GP or 
another health professional, such as a breast care nurse, can sit in 
with you.

Specialists such as psychiatrists and consulting physicians may also 
offer online video consultations.

You may receive two invoices for an online video consultation – 
one from the specialist and one from the health professional who 
provided the service and sat in on the consultation. Medicare rebates 
are available for both services.

If you prefer talking face to face, there is no obligation for you to 
accept an online video consultation even if your specialist suggests it. 

Travelling for treatment

Six to seven weeks away from family is a long time. If at all possible, 
have a family member or friend with you. I would also say ‘Thank 
goodness for the phone’. — Wendy

I try to catch the train and have a good book and some hand sewing 
or knitting and use the travel to sit back and relax. — Joan

If you’re travelling to another city for your treatment, think about 
contacting the hospital where you will be treated ahead of time  
to see if they have a breast care nurse. If not, a local breast care  
nurse could provide support when you’re at home. You can  
contact the BCNA Helpline, Cancer Council 13 11 20 or use the 
online Breast Care Nurse Directory on the McGrath Foundation 
website to see whether there’s a breast care nurse near you 
(mcgrathfoundation.com.au).  

http://mcgrathfoundation.com.au


The nurses were great. They let me 
use the ward computer to email my 
kids at home each day, and this 
helped us all feel better. — Marta 

Practical support

The number of breast care nurses in Australia is steadily increasing 
but some women still don’t have access to one where they live or 
where they have their treatment. If this is the case for you, there are 
other people who can help. For instance, the hospital social worker 
can provide support and may be able to link you with local support 
services during your treatment, especially if you’re far from home.

You may want to make contact with a local support group or a 
local support person who has had breast cancer before starting 
your treatment. Talking to someone who has been through a similar 
experience can be a great help. 

If you need to stay on your own in an unfamiliar town or city, there 
might be a breast cancer support group near your hospital. If so, 
attending meetings or just talking to these women could be a great 
comfort while you’re away. They will also be able to tell you about 
their town and things you might want to do or see.

BCNA recognises more than 300 breast cancer support groups  
(go to bcna.org.au or phone 1800 500 258), or you could phone  
your state or territory Cancer Council on 13 11 20. 

If you have to drive long distances for treatment it’s important to 
ensure you can drive safely. If you’re not feeling well, or there’s even 
a slim chance that the news may not be what you want to hear, don’t 
drive alone. When you’re tired or upset it can be a very long, lonely 
and even dangerous drive home. If no one can travel with you, consider 
staying on, perhaps overnight, until you feel confident to drive. 

https://www.bcna.org.au/


The Patient Assisted Travel Scheme (PATS) provides people living  
in regional and rural areas of Australia with financial assistance 
towards the cost of travelling to, and staying near, specialist medical 
services. PATS is available in most states and territories in Australia. 
For more information, including a fact sheet with details of the 
subsidy provided by each state/territory, visit BCNA’s website  
(bcna.org.au).

All women need to know about the transport and accommodation 
support available through their local hospital system, and how to 
access the forms and complete them. Women can ask whether there 
is a welfare officer or social worker who can help them access locally 
available support. — Marion, breast care nurse

For assistance with travel to treatment, you may want to ask your GP  
or hospital, or contact PATS in your state or territory.

 See Section 1 for more information about travelling for treatment.

Accommodation

A number of treatment centres in major towns have accommodation 
for people travelling from rural areas for cancer treatment. Your 
state or territory Cancer Council (13 11 20) will know of them, or  
you can check with the hospital social worker if there is one.

Local service clubs, such as Rotary and Lions clubs, or the local 
branch of the Country Women’s Association, may also have ideas  
for accommodation. You might also want to contact the state 
tourism bureau for information about things you can see and do 
while you’re there.

Your family at home

Organising yourself to travel to treatment away from home often 
also means organising your family and maybe your business while 
you’re away. If you have friends or family members willing to help, 
this is the time to ask them. If you have a local breast cancer support 
group, it is likely they can help your family in practical ways while 
you’re away. 

 See Section 1 for more information and resources on practical help.

https://www.bcna.org.au/


Keep children informed of what is going on. If they are older I’d 
suggest taking them on a trip with you so they understand and can 
see that it isn’t all scary and Mum will be coming back. My sons 
came with me several times while I had chemo. I know it gave them a 
great understanding and took away their fears of chemotherapy and 
radiotherapy. — Sharon

My children were teenagers when I was away from home having 
treatment. I told them to look into the night sky, find the brightest, 
shiniest star and know that the star was me watching over them and 
sending them love. I encouraged them to talk to this special star. It 
helped us all get through that time. — Judy 

Staying connected

You’ll probably make a lot of phone calls while you’re away and, 
if you all have access to the internet, email and social media like 
Facebook can also help you stay in touch. If you have a computer 
with a camera you can make video-to-video calls with applications 
like Skype. Skype (skype.com) is simple to download and it costs 
nothing to use the video calling option. Mobile applications, such 
as Apple’s Facetime and Google Talk, provide the same visibility for 
smartphones and other hand-held devices.

If you are a Telstra customer, have a cancer diagnosis and live alone 
or in a remote area you’re eligible for a priority repair service called 
Telstra Priority Assist. Phone 13 22 00 or visit telstra.com.au for more 
information. Note: this service is only available for Telstra customers.

http://skype.com
http://telstra.com.au


If you need to stay away from home while you have radiotherapy 
treatment, you may be able to access the ‘Stay in touch’ program. 
This provides tablets or laptops and broadband access at a number 
of sites around the country so that families can communicate  
more easily. 

 See Section 1 for more information.

Be prepared

Before you leave home, familiarising yourself with a map of the  
city could help you to find your way around when you get there.  
If you have access to the internet, there’s a map of every location  
at maps.google.com.au which you can print if you want to.

Take any paperwork that needs to be signed by your medical team, 
such as transport assistance forms, to your appointment. This saves 
having to send them backwards and forwards and reduces the risk 
that they will get lost. 

Many women find it very comforting to have someone with them at 
their medical appointments. It can help to have another pair of ears 
listening to what’s being said and having someone to compare notes 
with afterwards. If you’d rather not go alone, consider taking a friend 
or asking a breast care nurse or member of a local support group to 
go with you. 

Try to arrange two or more appointments for the same day so you’ll 
have to make fewer journeys. If you’re having treatment away from 
home in week-long blocks, which is likely with radiotherapy, ask for 
the earliest available appointment on Friday morning and the latest 
possible on Monday afternoon so you have a little extra time at 
home over the weekend.

I found the oncologist, surgeon, etc. were very understanding of the 
distance I need to travel (290 km) and always tried to double up 
appointments or keep travel to a minimum. — Jill

 See Section 1 for more information and resources for women  
living in rural areas.

http://maps.google.com.au


INFORMATION FOR MEN WITH BREAST CANCER

Breast cancer in men is extremely rare, accounting for less than  
1 per cent of all cancers in men and less than 1 per cent of all breast 
cancers. So, if you’re a man who has received a personal diagnosis of 
breast cancer, you probably have a strong sense of disbelief. 

You may also find that those around you struggle to cope, too.

Breast cancer is a marvellous conversation killer in men’s company – 
they never know how to respond. — Gavin

You need information and support that’s tailored to your needs, but 
you’ve probably already discovered that there’s a lot of information 
for women with breast cancer but very little has been written 
specifically for men. 

Although the My Journey Kit is designed for women, much of the 
information in this Information Guide and in the Personal Record is 
useful for men. Information and support groups for people with a 
range of cancers rather than just breast cancer can also be helpful. 

More specifically, BCNA’s booklet Men get breast cancer too 
provides information about breast cancer in men, its treatment 
and ways to deal with some of the challenges men may face after a 
diagnosis. It also lists other resources and counselling services. Visit 
BCNA’s website (bcna.org.au) to download a digital copy or to order 
a printed copy. You can also order the booklet by phoning BCNA on 
1800 500 258. 

Professor John Boyages’ book Male Breast Cancer: Taking Control, 
which you will have received with this My Journey Kit, also contains 
valuable information.

Men with breast cancer should, of course, receive the same level of 
support and compassion they would if they had any other type of 
cancer but, because it’s so uncommon, even health professionals can 
struggle to identify your specific needs and provide support.  

https://www.bcna.org.au/


Men with breast cancer can feel very isolated and even stigmatised 
by their disease. Some feel embarrassed about telling other people 
and, sometimes, people seem uncomfortable or embarrassed when 
they’re told. Taking the lead and talking openly about your cancer 
can give the message that you’re comfortable discussing it and 
there’s absolutely nothing to be ashamed of.

If you think that talking with others diagnosed with breast cancer may 
help, you can join BCNA’s online network (onlinenetwork.bcna.org.au).

It never bothered me at all that breast cancer was somehow not a 
‘masculine’ thing. I knew it was uncommon amongst males, but it 
never bothered me. — Ronald

The biggest feeling of relief I got during this whole journey has been 
the contact that I’ve made with another man who has experienced 
breast cancer, and the fact that we can feel connected in some sort 
of way. — Robert

Being with people who’d been through the same or similar 
experience was very empowering for me. — Ronald

 See Section 1 for more information and resources for men  
with breast cancer.

http://onlinenetwork.bcna.org.au


My daughter was only seven months old when I was diagnosed. I almost had 
a panic attack thinking I may have passed the gene onto her. — Bronwen

Many women say they’re surprised to be diagnosed with breast cancer when 
there’s no history in the family. In fact, 90–95 per cent of all breast cancers 
have nothing to do with family history. Your diagnosis certainly doesn’t mean 
that your daughters or anyone else in your family will also develop the disease.

Approximately 5–10 per cent of breast cancers occur in women whose families 
have a mutation in genes specifically related to breast cancer. These faulty 
genes, such as BRCA1 and BRCA2, can be passed on through generations 
of families on both the mother’s and the father’s side. If a number of close 
relatives on one side of a family develop breast cancer before they reach 50 
years of age – for example, mother, sister, grandmother and aunt – this could 
indicate a fault in that family’s breast cancer genes. Not every member of these 
families will carry the gene fault. Those who do are at higher risk but still may 
not develop the disease.

If you are concerned about the risk of breast cancer in your family it’s a 
good idea to talk to your doctor about it. Many women find this reassures 
them that they have been worrying unnecessarily. On the other hand, if 
there does seem to be a strong history of breast cancer in your family, 
you may want your doctor to refer you to a Family Cancer Centre where 
they will take a full family history and advise the best level of surveillance 
for you. They can also provide genetic testing if required. The Cancer 
Australia Statement – influencing best practice in breast cancer states 
that women with a high familial risk, at or around the time of diagnosis 
with breast cancer, should be offered genetic counselling so that the best 
decisions about treatment can be made. 

 See Section 1 for more information about the Cancer Australia statement. 

Visit BCNA’s website (bcna.org.au) for our family history fact sheet.

The ‘After Treatment’ section of Cancer Australia’s Guide for women with 
early breast cancer explains more about breast cancer and family history.

 SeeSection 1 for more information and resources on breast cancer  
risk in families.

INFORMATION ABOUT  
BREAST CANCER RISK IN FAMILIES

https://www.bcna.org.au/


INFORMATION FOR ABORIGINAL  
AND TORRES STRAIT ISLANDER WOMEN

Aboriginal and Torres Strait Islander women tell us they sometimes 
have trouble talking about their breast cancer and breast cancer 
treatments. People in your community may not talk about cancer 
very often. Breast cancer can be considered ‘women’s business’ and 
you may not feel comfortable discussing it with your family or others 
around you, including health professionals.

As well as worrying about their family and what will happen in the 
future, some women with breast cancer feel isolated and unable to 
join in certain aspects of community life. It’s important to know that 
you can talk to a doctor, nurse or Aboriginal health worker about 
how you’re feeling and any problems you’re experiencing. They may 
be able to help you.

Aboriginal health workers or liaison officers are available at most 
treatment centres across Australia. If there isn’t one near you, you 
can ask to speak to a social worker. The Aboriginal and Torres Strait 
Islander Health Service in your state or territory should also be able 
to give you information and support. You may feel more comfortable 
if you take a friend or family member with you to your appointments. 

Cancer Australia’s booklet My breast cancer journey: A guide for 
Aboriginal and Torres Strait Islander women and their families has 
information for Aboriginal and Torres Strait Islander women. The 
booklet discusses the disease, the types of treatments available, 
support that women and their families might find useful and follow-
up care. The booklet can be ordered from BCNA by phoning 1800 
500 258, or from Cancer Australia’s website (canceraustralia.gov.au).

 See Section 1 for more information and resources for Aboriginal and  
Torres Strait Islander women.

https://canceraustralia.gov.au/


Someone may be reading this to you if your preferred language is  
not English. 

When you have breast cancer it can be hard to find the information 
and support you need in your own language and if you don’t have 
anyone from your own culture to talk to you can feel very alone. If 
you’re struggling to understand what your doctors are saying it can 
be difficult to choose the right treatment. Many women rely on their 
family to translate and explain medical information but this can lead 
to misunderstandings and make it even harder to cope. You have the 
right to ask for a qualified interpreter who can help you understand 
the information you’re given. 

 See Section 1 for more information on how to arrange an interpreter for 
a medical appointment.

BCNA has information about breast cancer in easy English and in 
Italian, Greek, Chinese, Vietnamese and Arabic. These booklets can 
be downloaded from the website (bcna.org.au) or ordered by phoning 
1800 500 258. You can also listen to this information being read out 
on our website or on the CD that comes with the booklets.  
If you need help from an interpreter, phone 13 14 50. 

‘In my language: my breast cancer story’ is a series of six videos in 
which women from different cultures share their stories of being 
diagnosed with breast cancer in their own language with English 
subtitles. The videos are available from bcna.org.au.

Cancer Australia also provides information in languages other than 
English that can be downloaded from it’s website (canceraustralia.gov.au).

 See Section 1 for more information and resources for when English  
is not your first language.

INFORMATION FOR WOMEN WHOSE  
FIRST LANGUAGE IS NOT ENGLISH

https://www.bcna.org.au/
https://www.bcna.org.au/
https://canceraustralia.gov.au/


Cancer information and support

BCNA’s Helpline is available through the Translating and Interpreting 
Service.

 See Section 1 for more information on how to access this service.

In most Australian states and territories, Cancer Councils can also 
provide information and support for people who don’t speak English. 
You can talk to a cancer nurse at the Cancer Council through an 
interpreter over the phone. Cancer Council staff can arrange this  
or you can call the Translating and Interpreting Service (TIS National) 
on 13 14 50 and they will organise it for you. When you phone 
TIS National tell the operator the language you speak and ask for 
‘Cancer Council 13 11 20’. You may have to wait for 2–3 minutes 
before you’re connected to an interpreter. 

Cancer nurses can answer your questions and may have more 
information in your language. They may also be able to suggest other 
resources such as support groups, cancer education programs and 
someone you can talk to who has also been diagnosed with cancer. 
The Cancer Council Cancer Connect peer support program has 
many trained volunteers who speak different languages. Some of the 
volunteers have had breast cancer. 

Cancer Council services vary from state to state. Telephone 
counselling may be available, usually between 9.00 am and 5.00 pm 
or later Monday to Friday. If you’re interested, check with your local 
Cancer Council.

The Cancer Council NSW has seven multilingual websites linked 
to it’s main website, which provide information in Arabic, Chinese, 
Greek, Italian, Macedonian, Spanish and Vietnamese. You can make 
your selection from the scrolling menu at the top of the English 
website. The site also has the fact sheet After a diagnosis of breast 
cancer translated into these languages.

I can’t tell you how important my support group was to me. I was  
with others who could understand – and I could see that they were  
still alive! — Maria 

https://www.cancercouncil.com.au/


Interpreters for medical appointments 

Professional interpreters are available and, as well as providing 
an accurate translation, they can leave your family free to focus 
on providing you with comfort and support. If you would like to 
have an interpreter with you when you visit your doctor or have an 
appointment at the hospital, phone the doctor’s clinic or the hospital 
beforehand and ask them to organise this for you. You may also  
want to ask whether you have to pay for the interpreter service.

You can also take a friend or community member with you to an 
appointment, in addition to a family member.

We are usually aware of language barriers and will arrange 
interpreters prior to the consult. — Lesley, specialist breast  
care counsellor

Interpreters for telephone support 

The Translating and Interpreting Service (TIS National) is a 
national telephone interpreting service available to any person or 
organisation in Australia. TIS National is available 24 hours a day, 
seven days a week on 13 14 50. 

If you need an interpreter to speak with BCNA, phone TIS National 
during business hours and follow these steps:

• say the language you need
• wait on the line for an interpreter
• ask the interpreter to contact Breast Cancer Network Australia.

This service is free when you contact BCNA and the Cancer Council.

You can also use TIS National to contact other organisations but 
access is not always free. You can call TIS National to ask about cost.

 If you need an interpreter, phone 13 14 50. 
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Support for you

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

As well as the My Journey Kit, BCNA provides other information 
for women with early breast cancer, including:

• Helpline for information and support 
• The Beacon — our free quarterly magazine  

(past issues available on the website)
• a list of hundreds of BCNA-affiliated support groups  

across Australia
• online support network 
• local services directory
• stories from other women and how they dealt with breast cancer 
• a range of books on women’s personal journeys with breast cancer
• a range of helpful brochures, booklets and fact sheets.

Cancer Councils Australia
cancer.org.au or phone 13 11 20 Information and support line

Cancer Councils provide information, support services and 
education programs for people who have been diagnosed with 
cancer and their families. Cancer Council Australia’s website 
provides evidence-based information on cancer prevention, 
research and treatment. It also provides access to the different 
state and territory Cancer Council websites and other useful 
cancer-related websites. 

State and territory Cancer Council websites:
Australian Capital Territory — actcancer.org
New South Wales — cancercouncil.com.au
Northern Territory — nt.cancer.org.au
Queensland — cancerqld.org.au
South Australia — cancersa.org.au
Tasmania — cancertas.org.au
Victoria — cancervic.org.au
Western Australia — cancerwa.asn.au

Cancer Council 13 11 20 Cancer information and support 
Available Monday – Friday 9.00 am – 5.00 pm 

https://www.bcna.org.au/
http://cancer.org.au
http://actcancer.org
http://cancercouncil.com.au
http://nt.cancer.org.au
http://cancerqld.org.au
http://cancersa.org.au
http://cancertas.org.au
http://cancervic.org.au
http://cancerwa.asn.au
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canceraustralia.gov.au or phone 1800 624 973 13 11 20
Comprehensive information for women diagnosed with breast 
cancer, with specific sections on breast cancer treatment and living 
with breast cancer. A guide for women with early breast cancer 
is available on the website. 

CanTeen 
canteen.org.au or phone 1800 226 833 
CanTeen provides support to young people who are experiencing cancer 
in their family, including children of a parent diagnosed with cancer.

McGrath Foundation – Breast Care Nurse Directory 
mcgrathfoundation.com.au
An online list of breast care nurses who can be contacted for 
further information and support.

iHeard website 
iheard.com.au
Website developed by Cancer Council to dispel stories, rumours and 
fanciful claims about cancer. Cancer-related questions are reviewed 
by experts and accurate, evidence-based answers are provided.

Breast Cancer Care UK
breastcancercare.org.uk 

UK-based website with good quality information about breast 
cancer diagnosis, treatment and care, and issues affecting women 
after their treatment is complete.

BreastCancer.org 
breastcancer.org 

USA website with clearly explained information on a range of 
topics for women newly diagnosed with breast cancer.

beyondblue 
beyondblue.org.au or phone 1300 224 636 
Australia’s national depression initiative, providing information 
about depression and anxiety disorders and their treatments.

Lifeline
lifeline.org.au or phone 13 11 14 
Confidential 24-hour telephone crisis support.

https://canceraustralia.gov.au/
http://canteen.org.au
http://mcgrathfoundation.com.au
http://iheard.com.au
http://breastcancercare.org.uk
http://breastcancer.org
http://beyondblue.org.au
http://lifeline.org.au
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Practical help

Cancer Councils Australia
13 11 20 Information and support line

Phone for booklets and brochures that offer suggestions for coping 
with the emotional and practical challenges that might arise after a 
breast cancer diagnosis.  

Look Good ... Feel Better
lgfb.org.au

A free community service program in Australia, which helps women 
manage the appearance-related side effects of chemotherapy and 
radiotherapy.

OTIS Foundation 
otisfoundation.org.au or phone (03) 5444 1184

Network of accommodation retreats available free of charge for 
women with breast cancer. Located in Victoria, NSW, NT QLD 
and SA, they offer a place to take time out to relax, contemplate 
and regroup. Each retreat is located in a beautiful environment, 
allowing guests to draw on nature for strength and comfort.  

Breast cancer: Taking control
By Professor John Boyages (Boycare Pty Ltd, 2010) 
breastcancertakingcontrol.com.au

A review of this book is available on BCNA’s website,  
see The Beacon Issue 65.

This publication is also available through local libraries, bookstores 
or online at Booktopia, Book Depository, Amazon or similar online 
stores.

DCIS of the breast: Taking control
By Professor John Boyages (BC Publishing, 2014) 
breastcancertakingcontrol.com.au

Includes information on the diagnosis and treatment of DCIS, 
including discussion of the many options and issues that may arise. 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores.

http://lgfb.org.au
http://otisfoundation.org.au
http://breastcancertakingcontrol.com.au
http://breastcancertakingcontrol.com.au
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by Domini Stuart (Domini Stuart, 2009) doministuart.com

Practical book that provides sensible tips and strategies for 
meeting the challenges of breast cancer, for coping and for moving 
forward after breast cancer. Includes tips for exercise and healthy 
living. eBook and Kindle editions also available.

Speaking from experience: Living with breast cancer
portal.realtimehealth.com.au/conditions/cancer/
livingwithbreastcancer or phone (03) 9534 7222

Developed by RealTime Health, Speaking from experience offers 
first hand accounts from women who have experienced breast 
cancer, from their diagnosis and treatment, how their illness has 
affected their lives and how they are facing the future. The film 
clips are available for purchase through an annual membership fee.

Spirited women: Journeys with breast cancer (Australia)
by Petrea King (Random House Australia, 2004)

Explores the practical and emotional issues faced by women with 
breast cancer. 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores.

I found this book very inspiring, practical and down to earth. 
— Simone

So I have breast cancer – What now? 
med.monash.edu.au/sphpm/womenshealth/breast-cancer-dvd.html

Order online or phone Women’s Health Program (03) 9903 0827

Two DVDs produced by Monash University in Melbourne that 
provide information for women and their partners and families 
about treatment options; the impact of breast cancer on 
relationships, career and finances; and the availability of support 
services.

Note: The DVDs cost $9.95, but can be provided at no charge if necessary. 
Phone the Women’s Health Program for more information.

http://doministuart.com
http://portal.realtimehealth.com.au/conditions/cancer/livingwithbreastcancer
http://portal.realtimehealth.com.au/conditions/cancer/livingwithbreastcancer
http://med.monash.edu.au/sphpm/womenshealth/breast-cancer-dvd.html
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One piece of advice
By Yvonne Hughes (SOS Print, 2013)

See The Beacon Issue 65 for a review. This publication is usually 
available through local libraries, bookstores or online at Booktopia, 
Book Depository, Amazon or similar online stores.

Never stop believing: Heartache, hope and some very high heels
By Sally Obermeder (Allen & Unwin, 2013)

See The Beacon Issue 63 for a review. This publication is usually 
available through local libraries, bookstores or online at Booktopia, 
Book Depository, Amazon or similar online stores. It is also 
available as an eBook.

The little pink book
By Dr Phillip Yuille – an Australian Radiation Oncologist.  
(Finch Publishing, 2011)

See The Beacon Issue 56 for a review. This publication is usually 
available through local libraries, bookstores or online at Booktopia, 
Book Depository, Amazon or similar online stores. It is also 
available as an eBook.

Gay and Lesbian Medical and Counselling Services 

DocList
doclist.com.au

Doctors and mental health professionals recommended by lesbian 
and bisexual women. DocList is a project of the Australian Lesbian 
Medical Association (almas.org.au).

Qlife
qlife.org.au or phone 1800 184 527

An initiative of the Department of Health’s Teleweb project, Qlife 
is a national counselling and referral service for people of diverse sex, 
genders and sexualities. Also provides online chat (3.00 pm – 12.00 am 
daily).

http://doclist.com.au
http://almas.org.au
http://qlife.org.au
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confidential phone counselling, referral and information services:

Gay and Lesbian Counselling Service of NSW
twenty10.org.au or phone (02) 8594 9555  
or 1800 652 010 (rural freecall)

Gay and Lesbian Switchboard (Vic and Tas)
switchboard.org.au or phone 1800 184 527

Gay and Lesbian Community Services (SA and NT)
qlife.org.au or phone (08) 7222 9152

Gay and Lesbian Community Services (WA)
livingproud.org.au or phone (08) 9486 9855  
or 1800 184 527 (regional callers)

Diverse Voices (QLD)
diversevoices.org.au or phone 1800 184 527  
(3.00 pm – 12.00 am counselling service) 
Admin and non-counselling enquiries: (07) 3257 4210 

ACON
acon.org.au or phone 1800 063 060

NSW-based organisation that promotes the health and wellbeing of 
members of the gay, lesbian, bisexual and transgender community. 
ACON provides support to women with cancer who are in same-sex 
partnerships.

Young women
Breast Cancer Network Australia (BCNA) 
bcna.org.au or phone 1800 500 258 

The BCNA website has a section for young women with breast 
cancer that features personal stories and information about support 
groups and services relevant to young women with breast cancer 
and their families. The theme of issue 41 of The Beacon magazine is 
‘young women’. BCNA can also provide information about online and 
face-to-face support groups and social groups for young women with 
breast cancer.

http://www.twenty10.org.au/
http://switchboard.org.au
qlife.org.au
http://livingproud.org.au
http://diversevoices.org.au
http://acon.org.au
https://www.bcna.org.au/


R
E

SO
U

R
C

E
S

Cancer Australia: Breast cancer in young women
breast-cancer-in-young-women.canceraustralia.gov.au 

A website specifically for young women (20-39) with information 
about breast cancer risk, diagnosis, treatment and living well after a 
breast cancer diagnosis. 

Hope for Two: The Pregnant with Cancer Network
hopefortwo.org or phone 800 743 4471 (USA international call)

USA website developed by women who were diagnosed with 
cancer when pregnant. Offers information and support via email 
(info@hopefortwo.org). 

Young Women Talking  
counterpart.org.au or phone Counterpart on 1300 781 500
Australian resource that includes a 20-minute DVD and 
supplementary booklet exploring the issues affecting young  
women with breast cancer. The DVD features the personal stories 
of four inspiring women who were diagnosed with breast cancer  
in their thirties. Available to view online at the Counterprt website.

Young Survival Coalition 
youngsurvival.org

USA-based international advocacy organisation dedicated to the 
concerns and issues unique to young women with breast cancer. 
Offers information and a bulletin board for support. 

Sharsheret 
sharsheret.org

USA website that offers relevant information for young Jewish 
women and provides excellent links to articles and sites relevant to 
all young women with breast cancer. 

RedKite
redkite.org.au or phone: 1800 733 548

RedKite is an organisation that supports children and young 
adults (0–24yrs) with cancer. RedKite provides a range of support 
including information, counselling and financial assistance.

http://breast-cancer-in-young-women.canceraustralia.gov.au
http://hopefortwo.org
mailto:info%40hopefortwo.org?subject=
http://counterpart.org.au/
http://youngsurvival.org
http://sharsheret.org
http://redkite.org.au
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Fertility-related choices:  
A decision aid for younger women with early breast cancer
bcna.org.au or phone 1800 500 258 

Australian booklet produced by the Prince of Wales Hospital 
Psychosocial Research Group (NSW), in collaboration with BCNA 
and with financial support from Cancer Council NSW and McGrath 
Foundation. The booklet provides information about the impact of 
breast cancer treatments on fertility and options to try to preserve 
fertility.

Menopause and breast cancer
bcna.org.au or phone 1800 500 258

This booklet is for women with breast cancer experiencing 
menopause at any age, and provides practical advice and strategies 
on how to manage symptoms.

Jean Hailes for Women’s Health
jeanhailes.org.au or phone 1800 532 642  

Australian organisation that provides a range of information on 
menopause and managing symptoms.

Australian Menopause Society
menopause.org.au

Provides a range of education material and resources related to 
young women and cancer.

Breast cancer and early menopause: A guide for younger women 
canceraustralia.gov.au or phone 1800 624 973

Australian booklet produced by Cancer Australia. The boolet 
provides information about early menopause and its symptoms, 
describes some of the physical and emotional changes experienced 
by younger women with breast cancer, and offers practical 
suggestions for managing these changes.

https://www.bcna.org.au/
https://www.bcna.org.au/
http://jeanhailes.org.au
http://menopause.org.au
https://canceraustralia.gov.au/
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Can I still have children? Fertility options for young women having 
chemotherapy or radiotherapy 
mivf.com.au or phone 1800 111 483

Booklet produced by the Royal Women’s Hospital Melbourne that 
outlines the different fertility options for young women. 

Fertility Society of Australia
fertilitysociety.com.au or phone (03) 9645 6359

Enables you to find accredited fertility clinics.

Fertility issues and breast cancer treatment 
breastcancercare.org.uk

UK site that offers a booklet on some of the effects of treatments 
for breast cancer on fertility. It explains how your ability to have 
children might be preserved, and answers general questions about 
contraception and pregnancy after a breast cancer diagnosis. 

Sexuality and fertility after cancer (USA)
by Dr Leslie Schover (Wiley, 1997)

This book provides information on the effects of cancer and  
cancer treatment on fertility, and the causes and treatment of 
sexual problems. 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. It is also available as an ebook.

Livestrong Fertility 
livestrong.org/we-can-help/livestrong-fertility

Section of the Livestrong website that provides information and 
resources about cancer and fertility. 

http://mivf.com.au
http://fertilitysociety.com.au
http://breastcancercare.org.uk
http://livestrong.org/we-can-help/livestrong-fertility
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Child Care Access Hotline
mychild.gov.au/contact  

Phone the Child Care Access Hotline on 1800 670 305 
between 8.00 am and 6.00 pm Monday to Friday

During treatment, you might find that you need either an increase 
in the number of child care hours and/or assistance in paying your 
parent portion of the fee (Special Child Care Benefit). 

In-home child care 
mychild.gov.au or phone 13 36 84

To find in-home care, select that service type on the ‘Find services’ 
page and type in your location.

In-home child care is provided in the child’s home by an approved 
carer. Available to families who have no other child care options. 
For eligibility requirements, visit the ‘mychild’ website  
or phone 13 36 84. 

Travelling for treatment

Breast Cancer Network Australia
bcna.org.au or phone 1800 500 258 

BCNA’s Patient Assisted Travel Schemes (PATS) fact sheet lists 
each state and territory PATS scheme and provides information 
on the basic eligibility requirements and the amount subsidised 
for travel and accommodation. It can be downloaded from BCNA’s 
website.

ACT Interstate Patient Travel Assistance Scheme
health.act.gov.au or phone (02) 6244 2234 

NSW Isolated Patient Travel and Accommodation  
Assistance Scheme  
health.nsw.gov.au or phone 1800 478 227

NT Patient Assistance Travel Scheme (PATS)
health.nt.gov.au or phone (08) 8999 2400 or check the website  
for specific local area contacts

http://mychild.gov.au/contact
http://mychild.gov.au
https://www.bcna.org.au/
http://health.act.gov.au
http://health.nsw.gov.au
http://health.nt.gov.au
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QLD Patient Travel Subsidy Scheme
health.qld.gov.au or phone 13 HEALTH (13 43 25 84)

SA Patient Assistance Transport Scheme  
countryhealthsa.sa.gov.au 
Check the Country Health SA website for local numbers 
or phone (08) 8226 6120

TAS Patient Travel Assistance Scheme
dhhs.tas.gov.au/hospital/ptas or phone 1300 135 513

VIC Patient Transport Assistance Scheme
health.vic.gov.au or phone 1300 737 073

WA Patient Assisted Travel Scheme
wacountry.health.wa.gov.au  
Check the Country Health WA website for your local PATS office 
or phone (08) 9223 8500

Women in rural areas

VISE 
vise.org.au or contact VISE via the email addresses provided on the 
website

VISE volunteers provide domestic and personal support to families in 
rural Australia in the case of illness or when respite is necessary. 

Angel Flight
angelflight.org.au or phone 1300 726 567

Charity that coordinates free non-emergency flights to assist country 
people to access specialist medical treatment that would otherwise 
be unavailable to them because of vast distance and travel costs. 
Angel Flight pilots do not carry medical staff or medical equipment, 
so they do not act as an alternative to the Flying Doctor (RFDS) or 
Air Ambulance. 

http://health.qld.gov.au
http://countryhealthsa.sa.gov.au
http://www.dhhs.tas.gov.au/hospital/ptas
http://health.vic.gov.au
http://wacountry.health.wa.gov.au
http://www.vise.org.au/
http://angelflight.org.au
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bcna.org.au or phone 1800 500 258

The news and events section of BCNA’s website provides 
information on internal BCNA research projects, collaborative 
projects and other research of interest. Specific information for 
women in rural and remote parts of Australia will be included. You 
will find stories from women from rural and remote Australia who 
have experienced breast cancer on the website and in The Beacon 
Issue 65 (Summer 2013) and Issue 51 (Winter 2010) – these are also 
on the BCNA website. You can also connect with other women in 
rural and remote areas by joining the online network.

Stay in Touch
canceraustralia.gov.au/affected-cancer/cancer-types/breast-
cancer/about-breast-cancer/women-rural-areas/stay-touch

The ‘Stay in Touch’ program is for women living in rural areas who 
have to be away from home to receive radiotherapy treatment for 
breast cancer. It provides tablets or laptops and mobile broadband 
access so that families can stay in touch and is offered at a number 
of sites around the country. The website details the areas where 
the program is currently being offered. Talk to your doctor or 
breast care nurse for more information.

Men with breast cancer

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258

Men get breast cancer too
BCNA’s Men get breast cancer too booklet provides information 
for men diagnosed with breast cancer about the disease, its 
treatments, and ways to deal with some of the common challenges 
that they may face after a diagnosis. The booklet also lists other 
resources and counselling services available for men diagnosed 
with breast cancer. Visit BCNA’s website bcna.org.au to download a 
digital copy or order a printed copy.

BCNA’s website also provides a range of information resources 
on breast cancer treatment and care, including a webpage with 
information specifically for men diagnosed with breast cancer. 

https://www.bcna.org.au/
https://canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer/about-breast-cancer/women-rural-areas/stay-touch
https://canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer/about-breast-cancer/women-rural-areas/stay-touch
https://www.bcna.org.au/
https://www.bcna.org.au/
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Male Breast Cancer: Taking Control
by Professor John Boyages (BC Publishing, 2015)

This book by Professor John Boyages, a leading Australian breast 
cancer specialist, is written for men diagnosed with breast cancer and 
their families. It is available online from the BC Publishing website  
breastcancertakingcontrol.com.au

Cancer Australia
breastcancerinmen.canceraustralia.gov.au

Cancer Australia’s Breast cancer in men website includes 
information about treatment and care, depression and anxiety, 
fatigue, loss of libido, issues with self-esteem and body image, 
impact on family and friends, how to tell others about your 
diagnosis, and the impact your diagnosis may have on your work.

Breast Cancer Care UK
breastcancercare.org.uk

UK-based organisation with resources and online chat forums for 
men with breast cancer and their partners, family and friends. The 
website also includes a comprehensive information resource pack 
(2014), Breast cancer for men, which can be downloaded.  

Cancer Research UK
cancerresearchuk.org

Cancer Research UK’s Breast Cancer in Men web page provides 
information on breast cancer treatment and care, and includes 
photos of a man’s chest before and after mastectomy.  

National Cancer Institute 
cancer.gov

A US website containing information on male breast cancer 
treatment and care.

Look Good … Feel Better for Men
lgfb.org.au or phone 1800 650 960

Look Good ... Feel Better for Men is a free workshop-based 
program that aims to improve confidence and body image.  
It teaches men diagnosed with cancer to manage some of the 
appearance-related side effects of their treatment. The website 
also details some practical tips for men.

http://breastcancerinmen.canceraustralia.gov.au
http://breastcancercare.org.uk
http://cancerresearchuk.org
http://cancer.gov
http://lgfb.org.au
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Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

BCNA’s Family history fact sheet explains when family history may 
be important in breast cancer risk, and the options available to you 
if you have concerns about a strong family history.

The Beacon Issue 62 in the Ask the Expert – Prof Judy Kirk  
answers questions on genetic testing and counselling. Also  
The Beacon Issue 38 includes stories from women with a strong 
family history of breast cancer, and articles on the topic. 

Your risk and breast cancer 
breastcancerrisk.canceraustralia.gov.au

Cancer Australia website that helps women who have never had 
breast or ovarian cancer work out whether they have an increased 
chance of developing breast cancer because of a family history of 
the disease, and if so, what they can do. 

Most of us have concerns about the risk of breast cancer for 
our daughters. This information sheet helped allay our fears, 
which we discovered were overinflated. — Brenda 

Family Cancer Centres 
Contact Cancer Council 13 11 20 Cancer information and support 
for information about a Family Cancer Centre near you or visit 
cancer.org.au/about-cancer for a list of Centres across Australia.

Australian Family Cancer Centres provide genetic counselling, 
medical advice and psychological support for individuals and 
families concerned about their family’s history of cancer. 

Family History and Genetics
cancer.org.au/about-cancer/causes-of-cancer/family-cancers

Cancer Council Australia’s website that includes evidence-based 
information on types of familial cancers, genetic testing, family 
cancer clinics and other resources. Also includes information on 
breast cancer risk and surveillance. The online resources include a 
Cancer Genetics Education Resource Directory.

https://www.bcna.org.au/
http://breastcancerrisk.canceraustralia.gov.au
http://cancer.org.au/about-cancer
http://cancer.org.au/about-cancer/causes-of-cancer/family-cancers
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Centre for Genetics Education
genetics.edu.au

Australian site with a directory of familial cancer centres. Also has 
information on education resources in the areas of cancer genetics 
and familial breast, ovarian and colorectal cancers. Offers a list of 
resources, some of which are available online. 

Genetic Science Learning Centre  
learn.genetics.utah.edu

USA website that explains genetics in simple language, using many 
diagrams. Includes limited information on breast cancer.

National Cancer Institute Understanding Cancer Series
cancer.gov

USA site that discusses and illustrates what cancer is, explains the 
link between genes and cancer, and discusses what is known about 
the causes, detection and diagnosis of the disease. It also illustrates 
what genes are, explains how mutations occur and are identified 
within genes, and discusses the benefits and limitations of gene 
testing for cancer and other disorders. 

Pretty is what changes: Impossible choices, the breast cancer 
gene and how I defied my destiny
By Jessica Queller (Random House, 2008).   
See the review in The Beacon Issue 57 (Summer 2011)

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. It is also available as an ebook.

http://genetics.edu.au
http://learn.genetics.utah.edu
http://cancer.gov
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My breast cancer journey: A guide for Aboriginal and Torres Strait 
Islander women and their families
canceraustralia.gov.au or phone 1800 624 973

This booklet provides information specifically for Aboriginal and 
Torres Strait Islander women. It discusses the disease, the types 
of treatments available, the supports women and their families 
might find useful, and follow-up care. The booklet can be ordered 
from BCNA by phoning 1800 500 258, or from Cancer Australia’s 
website.

Let’s talk about living with cancer
cancerqld.org.au or phone 13 11 20

This brochure explains cancer, advises where to go for support, and 
offers practical tips. Also available to download from the website.

Aboriginal cancer journeys: Our stories of kinship, hope  
and survival 
cancercouncil.com.au

Stories from Aboriginal people affected by cancer (PDF download). 

Aboriginal and Torres Straight Islander cancer information  
fact sheets 
cancercouncil.com.au

Fact sheets about cancer, its treatment and side effects are 
available as PDF downloads from the website by using the search 
function and the title. Further resources relevant to Aboriginal and 
Torres Strait Islander women are also available.

http://canceraustralia.gov.au
http://cancerqld.org.au
http://cancercouncil.com.au
http://cancercouncil.com.au
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Languages other than English

Translating and Interpreting Service (known as TIS National)
Available 24 hours a day, seven days a week on 13 14 50

You can phone the Translating and Interpreting Service and ask  
to be connected to BCNA with the help of an interpreter.  
Phone 13 14 50, say the language you need and wait for the 
interpreter. Then tell the interpreter you want to be connected to 
Breast Cancer Network Australia 1800 500 258.

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258

BCNA has information about breast cancer in easy English, Arabic, 
Chinese, Greek, Italian, and Vietnamese. The booklets and audio files 
can be downloaded or ordered from our website, or you can phone 
BCNA and we will send them to you.

BCNA also has a series of six short videos that feature women from 
diverse cultures sharing their experiences of being diagnosed with 
breast cancer. You can watch the videos on bcna.org.au

If you need an interpreter, phone TIS National on 13 14 50.

Cancer Council 
13 11 20 Information and support

The Cancer Council provides information and support in languages 
other than English through the Translating and Interpreting Service. 

You can call the Cancer Council directly or call the Translating and 
Interpreting Service on 13 14 50, Monday to Friday 9.00 am – 5.00 pm 
and say the language required. Then ask the interpreter to call the 
Cancer Council on 13 11 20.

Cancer Council NSW
cancercouncil.com.au

Cancer information on the Cancer Council NSW website is available 
in seven different languages: Arabic, Chinese, Greek, Italian, 
Macedonian, Spanish and Vietnamese.

https://www.bcna.org.au/
https://www.bcna.org.au/
http://cancercouncil.com.au
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cancervic.org.au/languages

The Cancer Council Victoria website provides a wide range 
of multilingual fact sheets and DVDs on cancer and treatment 
options.

Cancer Australia 
canceraustralia.gov.au or phone 1800 624 973

Cancer Australia offers resources in languages other than English, 
including information for women with early breast cancer in Arabic, 
Chinese, Greek, Italian and Vietnamese. 

CanRevive Inc. 
canrevive.com or phone (02) 9212 7789

CanRevive provides support and services to Chinese-speaking 
people diagnosed with cancer. Some of their free services are:

• home and hospital visits by trained volunteers
• centre-based support groups
• support for carers
• opportunities to learn new interests
• information in Chinese language.

Chinese Cancer Society of Victoria 
ccsv.org.au or phone (03) 9898 9575

Victorian support organisation for people from a Chinese 
background diagnosed with cancer.

http://cancervic.org.au/languages
https://canceraustralia.gov.au/
http://canrevive.com
http://ccsv.org.au
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FIND A MEDICAL TEAM TO SUIT YOUR NEEDS

It is likely that there will be a number of people involved in your 
breast cancer treatment and care. You will probably be referred  
to breast cancer specialists by your general practitioner (GP).  
He or she will be able to suggest people for you to see but you 
don’t have to follow these recommendations. You will have a long 
association with your specialists so, ideally, you will find a team you 
trust and feel comfortable talking to. However, your choice may be 
limited, especially if you don’t live near a metropolitan city or large 
regional centre. Women in rural or remote areas often have to travel 
long distances to see their specialists and, while having more than 
one specialist is considered the best option, this may not be possible 
for them. 

Remember: your situation is unique. The advice you receive from 
your specialists will be based on a range of factors, including:

• the type of breast cancer you have 
• whether or not the lymph nodes are involved 
• whether the tumour uses hormones to grow and reproduce 
• your age 
• whether you have any other health concerns
• whether you’ve been through menopause 
• your personal preferences or needs. 

This means you’re unlikely to receive the same advice as someone 
you know even though you both have breast cancer. 

The term ‘multidisciplinary team’ is commonly used to describe 
the specialists involved in your treatment and care. This team may 
include a: 

• breast surgeon
• medical oncologist
• radiation oncologist
• radiologist 
• pathologist
• breast care nurse.



The management of breast cancer can be complex, so bringing 
together all specialists in a multidisciplinary team is important.

Usually one member of this team coordinates your care. You can 
ask your doctor whether your team follows acknowledged best 
practice of coming together to discuss and review your care. If your 
team members are not based in the same treatment centre, which is 
often the case in rural areas, they may attend multidisciplinary team 
meetings using videoconferencing or teleconferencing facilities. 

Your General Practitioner (GP), if you have one, will also be an 
important member of your treatment team. Some GPs like to 
receive a summary of the multidisciplinary team’s discussions so 
that they can clarify the information provided by your specialists, 
help you with decisions about treatment and suggest options for 
both emotional and practical support, such as home help. GPs can 
provide the most effective help when they’re kept up to date so it’s 
a good idea to ask your various specialists to send copies of all tests 
and planned treatments to your GP. 

Your GP can also refer you to other health professionals if and when 
they’re needed. These could include a:

• plastic surgeon 
• social worker 
• physiotherapist
• lymphoedema therapist
• psychologist, counsellor or psychiatrist
• dietitian
• exercise physiologist
• familial cancer centre.

You may be eligible for a GP Management Plan (GPMP) and a Team 
Care Arrangement (TCA), which entitles you to Medicare rebates for 
some of your visits to allied health professionals. Your breast care 
nurse, if you have one, will also play an important role in ensuring 
that all team members are up to date with the information they need 
for your care.



During your treatment, it is important that all your general and 
preventative health care needs are also maintained. Seeing so many 
health professionals for your breast cancer treatment keeps you so 
busy that you might want to skip the regular visits to your GP for 
such things as PAP smears, skin checks and blood pressure checks. It 
is a good idea to discuss this with your GP and diarise such visits, so 
that they are not overlooked.  

The closer the relationship you can have with your medical team, the 
better and the more they will understand your concerns, needs and 
fears. Get to know them and get them to know you as a person. Ask 
after their family and tell them about yours.  
— Maureen

The first doctor you see may well be perfect for you but, if you’re 
not sure about the advice you receive, you’re entitled to a second 
opinion. You can ask your GP or your specialist for another referral.

I discovered different hospitals have different medical teams and 
models of working. Some are more hierarchical and some have more 
of a team approach. I think it is important to feel comfortable from 
the start with the team and feel like you are being heard and listened 
to. It’s important for women to know they can shop around and if 
they don’t know what to ask, be guided by breast care nurses and 
breast cancer support groups. — Lucy

The range of health professionals likely to be involved in your care is 
listed in Cancer Australia’s Guide for women with early breast cancer 
in the ‘Understanding Your Treatment Options’ section. 

 See Section 2 for more information about choosing  
your specialists.



Treatment as a public or private patient

Even if you have private health insurance you can choose to be 
treated for your breast cancer as a public (Medicare) patient in a 
public hospital. In this case, your doctors will be nominated by the 
hospital and you won’t be charged for most of your treatment and 
care. If some aspects of your care, such as pharmacy costs, are not 
covered, extra financial assistance may be available.

If you have private health insurance you can choose to be treated as 
a private patient in a public hospital. You will be able to choose your 
treating doctor and, in some hospitals, you will have no out-of-pocket 
expenses. If this is something you would like to consider, talk to your 
treating doctor and hospital about what they offer.

I had my surgery in the private system, but went public for 
radiotherapy. — Linda

You can also choose to pay for treatment as a private patient even if you 
don’t have private health insurance. Your doctors will be able to tell you how 
much this would cost. Be sure to tell your doctors which option you choose. 

I did not have private health insurance and was initially concerned 
that I would not be able to access the best treatment. But the 
additional support from a physio and breast care nurses, and access 
to a range of support, were just fabulous. — Wendy

Costs of treatment

If you decide to be treated as a private patient, you will be able to 
choose your doctors and hospital. Not all health funds cover the full cost 
of all treatments so you’re likely to incur out-of-pocket expenses.

Before you start any treatment as a private patient you may want to 
ask your doctor for a quote so you know how much it will cost and 
what the out-of-pocket expenses are likely to be. An adviser from 
your health fund will be able to answer questions such as:

• Which treatments are covered by my insurance?
• Will there be a gap between how much I’m charged and how much 

is paid by my private health insurance company? 



• Which treatments are not covered? (For example, radiotherapy is 
not covered by private health insurance.)

• Which other services are covered by my insurance? For example, 
you might be able to get a refund if you buy a wig, post-
mastectomy bra or a lymphoedema compression garment.

There can be substantial gaps between the cost of a service and 
the amount you receive from your insurance company. These gap 
amounts are not covered by Medicare.

I had private health insurance, but, we were still out of pocket by 
more than $12,000. — Lyn

It is useful to note that: 

• Private health insurance only covers treatments and procedures 
you receive as an in-patient in hospital, though this includes day 
admissions for chemotherapy. The level of your private health 
cover will determine the gap, or the amount, you will have to pay.

• Out-patient care, such as radiotherapy, radiology, pathology tests 
and visits to specialists in their rooms, is not covered by private 
health insurance. Medicare rebates do apply and may cover the 
whole amount. If they don’t, you will be required to pay a gap. 
There can be substantial out-of-pocket costs for radiotherapy.

• Some women switch between health systems for different parts 
of their treatment. You can ask to be referred to a specialist who 
works in the public sector or who will bulk-bill even if you have 
previously been treated privately.

• The members of your treating team will be able to help you find 
a treatment centre that suits your needs. Sometimes special 
provision can be made for concessional patients who choose to be 
treated in a private facility.

• If the only local service (eg radiotherapy) is private, ask 
about options to be bulk billed through a ‘shared care’ team 
arrangement.

If cost is an issue for you, you can ask your specialists about ways to 
minimise the cost of tests, scans and other extras.



I requested details of surgery beforehand and called my health fund to check 
how much they would cover and if the anaesthetic was covered. — Sharon

If you have a lot of medical costs the Medicare Safety Net could 
reduce the cost of visits to your doctor and having tests. For 
example, once you reach the relevant threshold, you may receive a 
higher Medicare benefit (see p.190 for more information).  

 See Section 4 for more on financial matters.

Choosing your specialists 

Most women who have been diagnosed with breast cancer are 
referred firstly to a surgeon. Some surgeons specialise in breast 
cancer surgery while others, especially those outside capital cities, 
are general surgeons. Most specialist surgeons are members of Breast 
Surgeons of Australia and New Zealand (BreastSurgANZ). To remain 
full members they must participate in the BreastSurgANZ Quality 
Audit, where the outcomes and quality of their surgery are recorded 
and reviewed. You can ask your surgeon whether he or she is a 
member of BreastSurgANZ or check the website breastsurganz.org. 

Breast care nurses specialise in supporting women throughout their 
breast cancer treatment. Many surgeons have breast care nurses 
working with them – you might want to ask whether yours includes a 
breast care nurse in the treatment team.

If you plan to have breast reconstruction surgery you may want to ask 
your breast surgeon to refer you to a specialist breast plastic surgeon 
before having your breast cancer surgery. Word of mouth is a powerful 
reference. Many women choose their surgeon or medical oncologist 
based on recommendations from other women. If you don’t know 
another woman who has had breast cancer, your local support group 
may be able to help.

I shopped around until I found a team of doctors that suited me.  
It took a while, but it was well worth it. — Robyn

 See Section 2 for more information and resources on choosing your 
specialists.

 See Section 3 for more information about breast cancer treatments.

http://www.breastsurganz.org/


GET THE MOST OUT OF YOUR  
MEDICAL CONSULTATIONS

Medical appointments can be an emotional time and, unfortunately, 
they’re sometimes rushed. You’ll get the most out of them if you’re 
well prepared with questions and if you take someone you trust  
with you. 

Be prepared

Having someone with you when you see your specialists can be very 
helpful – you’ll have another pair of ears, another memory and a 
source of support as well as someone to take notes for you.  

A family member came with me for each appointment, treatment, 
etc. so they knew what to expect. I think this helped them to feel 
involved; to know that they knew as much as me, to be able to take 
over some things without me having to ask for assistance. — Helen

Women with partners often feel very supported when their partner 
goes with them to medical appointments. It also helps the partner 
to understand what the treatment is all about and provides an 
opportunity to ask questions.

It’s easy to forget the questions you wanted to ask when you’re face 
to face with your doctor. It can help to jot them down when you think 
of them then organise them so the most important is first. Your My 
Journey Personal Record has sections for questions and their answers.

If you have a lot of questions consider booking a longer 
appointment. Other members of your multidisciplinary team, such as 
your breast care nurse, might also be able to answer some of them. 

Specialists often run late. Sitting in a waiting room for a long period 
of time with nothing but outdated magazines or daytime television to 
distract you can add to your anxiety. You might find waiting easier if 
you have something enjoyable to read, some craft to work on or an 
iPad/tablet or MP3 player so you can listen to your favourite music or 
a podcast. When you arrive, you can also ask the receptionist whether 
your doctor is running on time. If not, you may have time to take a 
walk around the block or have a coffee before your appointment.



Parking

Parking at clinics and hospitals can be difficult and costly. It might 
help to ask someone to drop you off and pick you up after your 
appointment so parking isn’t needed. If you do need to park, make 
sure you leave plenty of time to get to your appointment. You can 
also phone the clinic, or check the website, to find out what the 
parking options are ahead of time. In particular, ask whether there 
are any discounts or schemes available for patients undergoing 
cancer treatment that will reduce the cost.

Communication is the key

It is imperative that women actively participate in any medical 
consultation to ensure that we can support them in the best possible 
way along their journey. — Rachel, breast care nurse

Take your list of questions to the appointments so you don’t forget 
anything. Don’t let yourself be rushed. — Nicola

Some women feel they may be troubling their doctor with questions, 
but it’s really important that you fully understand your options and 
what you are about to experience. Sometimes it’s difficult to make a 
choice if you have a number of options. It’s usually OK to take some 
time to consider all the information, which may include talking to 
other women or seeking a second opinion, before you make your 
decision.

You will find useful lists of questions to ask your specialist in Cancer 
Australia’s Guide for women with early breast cancer. The questions 
are listed in each subsection of the ‘Treatment’ section. It might help 
to have your most important questions at the top of your list.

It really does help to take a list of questions to every doctor’s 
appointment. No question is too silly, and a list ensures that you 
don’t forget key concerns you may have. — Delene 



You may want to ask your breast cancer specialist if you can record 
consultations so that you can listen to the information again later 
when you’re feeling more relaxed. Loved ones who can’t go with you 
to your appointments may also find this useful.

Don’t be afraid to ask lots of questions. The answers are hard to 
take in when there is that thought ‘This must be a dream, this isn’t 
happening to me!’ Taking a recording device with you is really 
helpful, as your partner and particularly yourself cannot take in the 
info or even remember it. — Lesley

It’s easy for a doctor to slip into medical jargon without realising it. 
If your doctor uses words or terms you don’t understand, ask for 
clarification. Many doctors draw diagrams when they’re describing 
treatments – ask for a diagram if you think it would help.

Your My Journey Kit Personal Record includes some basic diagrams 
of breasts that your doctor can draw on to help explain your 
treatment.

Ask your specialist to draw you a picture. It’s great to refer back to.   
— Lesley

The more open and honest you are with your medical team the more 
they will be able to help you. Ask questions. Let them know your 
fears. Give them feedback on how they’re treating you. You might 
find some subjects hard to talk about, such as your sexual wellbeing, 
but remember that most doctors won’t raise such sensitive topics 
unless you do. 

If you don’t understand something, ask your doctor to explain –  
and if you still don’t understand, ask them to explain it again and 
again until it’s clear to you. They have been doctors for many years 
so they understand what they are talking about. For you, it’s new 
territory. — Kassandra



If you’re not happy with the information you receive, or if you feel 
your questions aren’t being answered, you may decide to seek a 
second opinion. This isn’t unusual and your doctor shouldn’t take 
offence. It won’t affect your treatment and may help you to feel 
more confident in your health care team. If you want a second 
opinion you’ll need to ask for your pathology and other relevant test 
results and documents to be transferred to the second specialist. 

It is your body and you have a right to question and seek more 
information on any treatment that is proposed by your medical team. 
You are in the driver’s seat and nothing can be done to you without 
your permission. — Rosalind



INFORMATION AND SUPPORT  
USING THE INTERNET

If you have access to a computer, get on it and look up all relevant 
information and talk to as many people as you can. Develop your 
own support network. — Margaret

Use the internet, but use it carefully. I strongly recommend the 
BCNA site as it is a reliable source of information. The stories are 
real, and you can scan the topics to find something that suits your 
needs at the time. — Karen

Finding information 

Internet research can be overwhelming and confusing. You might 
find information that’s disreputable, incorrect, scary or misleading 
because it’s not written clearly, is out of date or isn’t appropriate 
for your situation. It’s vital that any information you refer to is 
trustworthy and up to date. You should also bear in mind that there 
are different types of breast cancer and treatment so something 
recommended for one woman might not be appropriate for you.

If you’re not familiar with computers or the internet and want  
to learn how to use them, consider taking one of the courses  
run by many libraries, neighbourhood and community centres,  
local councils and the community-based University of the Third  
Age (U3A). Alternatively, you could ask a friend or family member  
for help.

It helps to be specific when you use a search engine. To find 
information on a particular topic – say, ‘lymphoedema’ – type the 
word into the ‘search’ window of the search engine. You can narrow 
your research by adding a few ‘keywords’, such as ‘breast cancer 
support Perth’. 

Online information is no substitute for your medical team. It’s best 
to see it as a conversation starter with your doctor, or as background 
information to help you understand more about the disease. 
This also applies to information on treatments, diet, exercise, 
complementary/alternative therapies and vitamins. 

http://www.u3a.org.au/
http://www.u3a.org.au/


The volume of information on the internet can seem overwhelming, 
especially as many websites include information that could make 
you feel stressed or anxious. Look for sites run by well-known and 
reputable organisations with a history of providing information for 
treatment and decision-making. These are committed to making 
sure their websites are reliable and accurate and they usually have 
enough resources to keep them up to date. All websites listed in 
the My Journey Kit provide reliable and current information and 
the Cancer Australia and Cancer Council websites (see Section 2) 
contain a wealth of reputable information and support options.

Here are some tips for using the internet: 

• BCNA’s fact sheet, Beware Dr Google: A guide to reliable breast 
cancer information, provides a list of trusted websites and sources 
of information.

• Know who’s behind the website you’re visiting – check who’s 
funding the site in the ‘About Us’ or ‘Contact Us’ section. 
Commercial sites can be helpful but they may steer you in a 
certain direction. A ‘.org’ extension in a website’s address doesn’t 
guarantee that the site is not-for-profit. 

• If something looks too good to be true, it probably is. Check other 
sites that you know to be reputable, especially if you’re trying to 
verify one of the rumours that can spread very quickly online. 

• Be aware of privacy issues. Much of the personal information 
collected on websites, especially commercial ones, is used for 
marketing. Read the site’s privacy policy before filling out a form. 

• Look for what’s been left out. 
Every treatment has risks as 
well as benefits so, if a website 
fails to mention these, it may 
only be telling part of the 
story. If you discover a new 
treatment on a website, look 
for supporting evidence or 
information from other sources. 

https://www.bcna.org.au/resources/booklets-and-fact-sheets/
https://www.bcna.org.au/resources/booklets-and-fact-sheets/


An article that mentions only one or two possible medications or 
treatments may be omitting important information. 

• Make sure the information you’re reading is current. Look for 
the date when the page was last updated and, if you can’t find 
one, send an email asking when the information was written or 
reviewed. You should also look for the date of the study on which 
the information is based. 

Additional points: 
• Many websites include links to other breast cancer-related sites. 

Reputable sites make sure their links are also reputable. 

• If you don’t have access to the internet at home or work it may be 
available at your local library or community health centre.

• If you don’t feel up to doing internet research yourself ask a friend 
or family member to do it for you. 

Connecting with others

BCNA’s online network

BCNA’s online network is for 
everyone affected by breast cancer.  
It can help you to find others sharing 
a similar experience, regardless of 
your location, and you don’t need to 
be a member of the online network to read public posts.

As an online network member, you can:

• write about your personal experiences and read about the 
experiences of others

• ask questions 
• keep friends and family up to date with a personal online diary  

or blog
• join in discussions
• send messages
• control your privacy.

http://onlinenetwork.bcna.org.au/
http://onlinenetwork.bcna.org.au/


If you’re not familiar with social media or online networks,  
BCNA staff can help you to get started.

I am finding the BCNA site such a great way to connect with other 
survivors and blog about all kinds of topics. I have made a few new 
contacts who are at a similar stage of their journey. We can support 
and console each other. It makes us feel like we are not alone and 
that everything we are feeling is normal. — Belinda

BCNA’s Local Services Directory

This online directory lists breast cancer-related services that have 
been suggested by other women and health professionals. You can 
search for services and support near you by:

• location, using distance from your postcode, or 
• type, using categories or keywords. 

The directory includes services such as:

• counselling 
• gentle exercise programs 
• lymphoedema massage therapists
• sympathetic hairdressers and headwear or wig suppliers and 
• bra and prosthesis suppliers and fitters.

To search for a service or suggest one to be added visit  
bcna.org.au

 See Section 2 for more information about connecting with others.

https://www.bcna.org.au/services-and-support-groups/
https://www.bcna.org.au/services-and-support-groups/
https://www.bcna.org.au/


PEOPLE AND ORGANISATIONS THAT  
CAN HELP YOU 

Breast Cancer Network Australia (BCNA) 
bcna.org.au or phone 1800 500 258 

As well as the My Journey Kit, BCNA provides printed and online 
resources for women affected by breast cancer.

• BCNA’s website offers a wide range of information in different 
formats, including video and audio. This includes breast cancer 
topics and current issues, stories from people affected by breast 
cancer and updates of forums and other BCNA events around the 
country. The site is integrated with our social network, which helps 
people to connect with other individuals and support groups of 
interest. 

• BCNA’s quarterly magazine, The Beacon, is mailed free to BCNA 
members and anyone else who requests a copy. You can also 
access The Beacon online, To subscribe please phone  
1800 500 258.

• BCNA’s Helpline provides support and information about breast 
cancer. You can contact the Helpline on 1800 500 258, or by email 
to beacon@bcna.org.au.

• BCNA’s Local Services Directory lists breast cancer-related 
services suggested by other women and health professionals.

I really wanted to learn 
more from other women 
who’ve had the same 
experience. The Beacon 
helps keep me informed. 
I’d be in strife if I didn’t 
know about this resource! 
— Lizzie

https://www.bcna.org.au/
https://www.bcna.org.au/news-events/the-beacon-magazine/
mailto:beacon%40bcna.org.au?subject=
https://www.bcna.org.au/services-and-support-groups/


Cancer Australia 
canceraustralia.gov.au

Cancer Australia was established by the Australian Government 
in 2006 to minimise the impact of cancer, address disparities, 
and improve the health outcomes of people affected by cancer in 
Australia by providing national leadership in cancer control. The 
Cancer Australia website provides a wide range of evidence-based 
information about cancer, and also offers evidence-based resources 
on cancer free of charge to order or download. This includes the 
Guide for women with early breast cancer and the Cancer Australia 
Statement.

The Guide for women with early breast cancer provides 
comprehensive information to support women with early breast 
cancer in making decisions about their treatment and care, as well as 
advice for family and friends. The guide walks women through every 
step of their breast cancer journey.

The Cancer Australia Statement – influencing best practice in 
breast cancer complements existing evidence-based information 
by identifying 12 priority areas in breast cancer practice to support 
the provision of patient-centred best practice cancer care.  Detailed 
information about the statement including videos and fact sheets is 
available on the Cancer Australia website. 

https://canceraustralia.gov.au/


Cancer Councils

Cancer Councils in each state and territory provide a range of 
services, including telephone support and counselling, informative 
websites, peer support programs that enable you to speak to a 
breast cancer survivor, assistance with accommodation, financial 
support, seminars and forums. They also have a range of brochures, 
booklets and fact sheets on many topics related to breast cancer.

The national Cancer Council 13 11 20 cancer information and 
support line will direct you to the Cancer Council in your state or 
territory for the cost of a local call. Staff can provide information 
and materials for you and your family. Services vary slightly between 
states and territories.

Cancer Connections (cancerconnections.com.au) was created 
by the Cancer Council for anyone affected by cancer, including 
patients, survivors, carers, family, friends and work colleagues. This 
website provides an opportunity to connect with others on a similar 
journey and share tips, ideas and activities.

Cancer Council Australia also maintains the iheard website,  
which addresses the many myths, rumours and fanciful claims 
about cancer. You can go to the website and ask any cancer-related 
question and your query will be reviewed by a team of experts.  
Your question can be answered on the website or by email  
(iheard.com.au). 

 See Section 1 for more Cancer Council information and contact details.

Breast cancer peer support volunteers

Many women find it helpful to talk to someone who has been 
through a similar experience. Most Cancer Councils run programs 
linking women who have been diagnosed with breast cancer to 
women who have been through breast cancer in the past. The 
women usually talk on the phone and the Cancer Councils try 
to match women of similar ages who have been through similar 
experiences. Different states and territories have given their 
programs different names, including Breast Cancer Support Service, 

http://cancerconnections.com.au
http://iheard.com.au/


Cancer Connect, Connect and Cancer Support Service Volunteers. 
Phone your Cancer Council on 13 11 20 for more information.

I had some written information about breast reconstruction but 
I missed the personal stories. Talking to someone who’d had a 
reconstruction would have been so helpful. — Joyce

Breast care nurses 

Breast care nurses provide information and support to women 
with breast cancer, and their families. If available, they will be there 
during your treatment and care, and will help direct you to relevant 
information. Your breast care nurse may also act as a ‘go-to’ person, 
liaising between you and your treatment centres and specialists. 
Breast care nurses work at BreastScreen, hospitals, surgeons’ rooms 
and oncology units and may make contact at any point during your 
diagnosis and treatment. 

The McGrath Foundation raises money to place McGrath  
breast care nurses in communities across Australia. 

If you haven’t been referred to a breast care nurse in your area, 
you can make contact directly. Ask the hospital where you’re being 
treated whether a breast care nurse is available or check the 
McGrath Foundation’s National Breast Care Nurse Directory at  
mcgrathfoundation.com.au.

You can also phone BCNA’s Helpline on 1800 500 258 and staff 
will help connect you to a breast care nurse close to you if one is 
available in your area.

Although the number of breast care nurses is continuing to increase 
across the country, they are not yet available in all treatment 
centres. 

I think an important part of what the breast care nurse does is 
to assess individual circumstances and the gaps in support or 
services, and link people to appropriate services so that they are 
not overwhelmed by too much irrelevant information.  
— Marion, breast care nurse 

http://mcgrathfoundation.com.au


Support groups 

Support groups provide an opportunity to talk and share 
experiences with others who have been through similar situations. 
Some groups also encourage partners and family to attend. 

Many women find support groups extremely helpful, but they don’t 
suit everyone. It’s important not to feel pressured to join a group, 
or guilty about not joining a group if you don’t want to. Visit BCNA’s 
website (bcna.org.au) or phone 1800 500 258 to locate a support 
group in your area, or phone the Cancer Council on 13 11 20. If a 
face-to-face support group isn’t for you, you might like to try BCNA’s 
online network to connect with others. 

Talk to others who 
have been through the 
breast cancer journey. 
They will have an 
understanding of what 
you are going through.  
— Ann 

https://www.bcna.org.au/
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Find a medical team to suit your needs

Cancer Australia  
canceraustralia.gov.au/affected-cancer/cancer-types/breast-
cancer/treatment/treament-team
Information about breast cancer treatment teams, including tips  
for talking with your health professionals. 

Choosing your specialists

CanNET Cancer Directories
A Cancer Australia funded initiative designed to help you find the 
nearest multidisciplinary cancer assessment team and other cancer 
services based on diagnosis and location. Currently available in the 
following states and territories:

ACT and NSW — canrefer.org.au 
NT — nt.cancer.org.au/about-cancer 
Tas — dhhs.tas.gov.au 
Vic — cancermdmdirectory.com 
WA — healthnetworks.health.wa.gov.au/cancer/service/index.cfm 
Qld — health.qld.gov.au

Breast Surgeons of Australia and New Zealand 
breastsurganz.com 
List of surgeons who have contributed information to the National 
Breast Cancer Audit.

Cancer Councils Australia  
cancer.org.au/AboutCancer/FindaSpecialist.htm
Web links to cancer specialist professional bodies’ websites 
(e.g. Royal Australian College of Surgeons, Medical Oncology 
Group of Australia) to enable you to search for specialists such as 
surgeons and oncologists.

Finding information

Cancer Australia 
canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer
Comprehensive evidence-based information about breast cancer 
including types of breast cancer, treatment options, and breast 
cancer risk. 

http://canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer/treatment/treament-team
http://canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer/treatment/treament-team
http://canrefer.org.au
http://nt.cancer.org.au/about-cancer
http://www.dhhs.tas.gov.au/
http://cancermdmdirectory.com
http://www.healthnetworks.health.wa.gov.au/cancer/service/index.cfm
https://www.health.qld.gov.au/
http://www.breastsurganz.org/
http://cancer.org.au/AboutCancer/FindaSpecialist.htm
http://canceraustralia.gov.au/affected-cancer/cancer-types/breast-cancer


R
E

SO
U

R
C

E
S Cancer Councils

See Section 1 for full listing of Cancer Council websites and Cancer 
Helpline.

Connecting with others

Breast Cancer Network Australia (BCNA) 
bcna.org.au or phone 1800 500 258 
Join our online network to connect with others in a similar situation 
and find support groups.  

BreastCancer.org 
breastcancer.org 
Excellent USA site that has an easy-to-understand, extensive range 
of information on breast cancer and recovery. Includes discussion 
boards, chat rooms and webcasts featuring input from women and 
breast cancer health professionals. Australian women are able to 
participate. 

Breast Cancer Care 
breastcancercare.org.uk
UK website that has a wide range of information on breast cancer, 
including a chat room for women and live chat sessions about 
specific breast cancer topics. You can participate, but should 
indicate that you are from Australia so the moderator is aware.  

Aussie Breast Cancer Forum  
bcaus.org.au
Designed for those affected by breast cancer and their families, 
friends and loved ones to discuss concerns and ask questions 
online.   

  

https://www.bcna.org.au/
http://breastcancer.org
http://breastcancercare.org.uk
http://bcaus.org.au
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BE INFORMED

Learning about breast cancer and its treatment can help you to feel 
more in control. Pre-reading can prepare you for what your doctors 
might discuss with you and make what they say sound somewhat 
familiar, which can make it easier for you to absorb the information. 
Pre-reading can also help you to prepare questions and participate 
more actively in treatment decision-making.  

The doctor asked me if I had any questions. I knew I should have 
some, but for the life of me I just couldn’t think – it was all so 
overwhelming. — Ruby 

I read quite a bit about breast cancer before I saw the oncologist. 
I felt as though I understood the main issues and that I was more 
able to participate in making decisions about my treatment with my 
doctor. — Heather 

Every woman has a different need for information and it’s up to 
you to choose how much or how little you want to know. These 
days, there’s so much information available for women with breast 
cancer, it’s easy to feel overwhelmed. This kit was developed to help 
by highlighting key resources and guiding you towards additional 
information if you want it. Some of the resources here might be 
more helpful a little further down the track. 

You may find it helpful to talk to others about your treatment, but 
remember that every diagnosis is different and the treatment that 
others have had might differ from your own. Your breast care nurse 
and specialists can help guide you through the available information 
and provide advice that’s right for you.

I wanted to find out everything I could about breast cancer before 
making up my mind about treatment. I got my family and friends to 
find books and stuff on the internet. This really helped me feel more 
in control. — Jo 

When I was first diagnosed, I was too shocked and frightened to 
want to read the books I was given. However, in the next couple of 
months I became keen to read whatever was available. — Veronica 



Cancer Australia’s Guide for women with early breast cancer 
(provided in this kit) offers information about early breast cancer 
and its treatment based on information provided by health 
professionals. It also details available services and support, as well as 
suggestions for questions you might want to ask your doctor.

 See Section 3 for more information and resources

Clinical trials 

Current treatment for breast cancer is based on the results of 
clinical trials conducted over the past 30 years or so. When trial 
results show that a new treatment is better than an old treatment, 
the new one becomes the standard treatment. 

You may be offered an opportunity to be part of a clinical trial, although 
many factors are taken into account so not everyone is eligible. Clinical 
trials are run through public and private hospitals. If you’re interested, 
ask your doctors if they know of any that might suit you.   

There are several benefits associated with participating in a clinical trial.

• It could give you access to a new type of treatment that’s not 
otherwise available.

• You’ll receive an excellent standard of care and be closely 
monitored by the doctors, research nurses and other experts 
running the trial.

• You’ll be helping researchers to trial new treatments for breast 
cancer that may help other women in the future.

Possible concerns include:

• Some women worry they will receive no treatment or poorer 
treatment if they’re assigned to a control group – the group 
that provides a comparison by not receiving the new treatment. 
However, all clinical trials are very carefully regulated. If you don’t 
receive the new treatment, you’ll receive the treatment you would 
have received if you were not participating in the trial.

• There may be side effects which you find difficult to manage but,  
if this is the case, you can choose to leave the trial.



• You may need to set aside extra time for appointments.
• There may be out-of-pocket costs, or you might need to travel 

further if the trial isn’t offered at your usual hospital or clinic. 

Whether or not to participate in a clinical trial is a personal decision. 
It’s essential that you’re fully informed and feel comfortable with 
your choice. If you start on a trial and decide it’s not for you, you can 
leave at any time. This will not affect the care you receive from your 
treating team. 

All clinical trial protocols (documentation and processes) have 
been through a rigorous ethics review process, which includes 
consumer input to ensure the safety of patients. You’ll find a fact 
sheet on clinical trials on BCNA’s website (bcna.org.au) or you 
can phone Cancer Council 13 11 20 for more information. There’s 
also information about clinical trials in the ‘Treatment’ section of 
Cancer Australia’s Guide for women with early breast cancer. The 
Australia & New Zealand Breast Cancer Trials Group (ANZBCTG) 
website (anzbctg.org), the Australian Clinical trials website 
(australianclinicaltrials.gov.au) and the Australian Cancer Trials 
website (australiancancertrials.gov.au) have listings of current 
clinical trials.

Every woman must evaluate her reasons for agreeing to be part of a 
trial. My choice was absolutely voluntary. No pressure was placed on 
me and it was made clear that I could terminate my involvement in 
the trial at any time. — Jan 

I’m often asked, ‘Did you feel like a lab rat whilst on a clinical trial?’ 
and my answer is simply ‘No’. In fact, I describe it as VIP treatment.  
— Maria 

There are also supportive care trials that explore ways to improve 
the quality of life of cancer patients. You may wish to speak to your 
doctor or nurse about whether there are any of these trials available 
to you.

https://www.bcna.org.au/
http://anzbctg.org
http://australianclinicaltrials.gov.au
http://australiancancertrials.gov.au


Medications

Before you start your treatment for breast cancer it’s important 
to let your medical team know about any hormone medication 
(for example, the pill or hormone replacement therapy), anti-
depressants, heart medication such as aspirin and any other 
medication you’re already taking. This includes any non-prescription 
or complementary therapies such as herbal treatments. You may be 
advised to change your treatment plan and, in particular, to consider 
contraceptive options other than the pill. (See Section 2 for more 
information about contraception). 

The decision to stop hormone replacement therapy can be difficult 
for some women but it’s generally advised after a breast cancer 
diagnosis. Your treatment team will be able to give you the best 
advice for your personal situation.

There is a section for recording information about medications in the 
Personal Record included in this kit.

SURGERY

The aim of surgery is to remove the cancer from the breast and/or 
armpit and to provide a sample of the cancer for pathology testing 
(see Section 3).

The main types of surgical treatment for early breast cancer are: 

• mastectomy – removal of one or both breasts 
• breast conserving surgery, also called lumpectomy, partial 

mastectomy or wide local excision – removal of the cancer and 
some healthy tissue around it

• removal of one or more lymph nodes from the armpit. 

Most women with breast cancer will have surgery as the first step 
in their treatment. Some may be offered other treatments, such as 
chemotherapy, before surgery.

 See Section 3 for more information on neoadjuvant treatment.  



You may have a choice between mastectomy and breast conserving 
surgery if your surgeon thinks both would be appropriate. You can 
take time to consider this and talk it over with your friends and 
family. Your breast care nurse can also help you to work through the 
pros and cons of each option. 

If you’re considering mastectomy and are interested in having a 
breast reconstruction you may want to ask for a referral to a plastic 
surgeon before your surgery so you can discuss your choices. It’s 
important to find out whether you’re likely to need radiotherapy 
because this can affect reconstruction options. (See Section 3 for 
more information about breast reconstruction).

You might also like to ask whether an immediate or delayed 
reconstruction is appropriate for you if reconstruction is something 
you are considering. The Cancer Australia Statement – Influencing 
best practice in breast cancer states that having this discussion with 
your doctor before you have a mastectomy can help you choose 
what will be best for you. 

 See Section 2 for more information about the Cancer Australia 
statement.

Knowing what to expect helps prepare you and your family for any 
emotional, psychological, physical or practical adjustments that 
might be needed after surgery. The ‘Treatment’ section in Cancer 
Australia’s Guide for women with early breast cancer provides 
information, including what you can expect when you wake up after 
surgery, some of the emotional aspects of breast surgery and a list of 
questions you might like to ask before making any decisions. 

Cancer Councils have a variety of booklets on this topic which you 
can request by phoning 13 11 20.

Breast cancer pathology

Throughout your breast cancer journey you’re likely to have different 
types of tests to determine the features (biology) of your breast cancer. 
These will probably include biopsies of samples of your breast cells or 
tissue before and during surgery. These blood and tissue samples are 
examined by a pathologist, who then prepares a pathology report.  



This will detail the size of the cancer, how fast the breast cancer cells 
are growing, whether there is cancer present in the lymph nodes in 
your armpit and whether there are any hormone or HER2 receptors 
on the cancer – information that helps your doctors to decide on 
your treatment. 

If you wish, you can ask your surgeon, oncologist or nurse to explain 
your pathology report. You can also ask for a copy of the report and 
any other test results. 

Cancer Australia’s Guide for women with early breast cancer  
‘Test Results’ section has more information on this topic.

After your surgery, portions of your breast cancer tissue are 
preserved in paraffin wax blocks labelled with your details. These 
are used to prepare sections on glass slides for the pathologist. 
Multiple tests can be done using the same paraffin blocks, even 
many years after your diagnosis. They’re kept by the laboratory 
where your tissue sample was originally tested or in an off-site 
storage facility if space at the lab is limited. If your doctors want to 
access your paraffin block for further testing they can do this using 
the identifying information in your pathology report. 

Many women use their My Journey Kit box to keep their pathology 
and other test results together. This can be useful if you see doctors 
in different treatment centres. You can also record the important 
parts of your pathology report in the My Journey Kit Personal Record. 

BCNA’s Breast cancer pathology fact sheet provides more information 
about pathology reports and how they’re used. You can download a 
copy from bcna.org.au or call 1800 500 258 to request a copy. 

Molecular testing

Your breast surgeon or medical oncologist may talk to you about 
molecular tests such as Oncotype DX, EndoPredict, Prosigna and 
MammaPrint. 

These tests analyse the activity of a group of genes that affect 
the way a cancer is likely to behave and respond to treatment. 
They may help to determine the risk of an early stage hormone 
positive breast cancer coming back and whether you will benefit 

https://www.bcna.org.au/


from chemotherapy. If the test shows you have a high risk of the 
breast cancer recurring, chemotherapy may be recommended 
for you. If your risk of recurrence is low, you may be able to avoid 
chemotherapy and continue with other less invasive treatments, 
such as radiotherapy and/or hormone therapy.

These tests are not suitable for all types of breast cancer so, if you’re 
interested, ask your breast surgeon or medical oncologist whether 
it would be appropriate for you. They can also cost thousands of 
dollars and there’s currently no Medicare rebate. If you have private 
health insurance you may want to check whether you can  
get a rebate from your provider. 

More information is available on the breast cancer pathology page 
on BCNA’s website (bcna.org.au). 

 See Section 3 for additional resources and information on breast 
pathology.

Cancer registries

Australian states and territories are required by law to maintain a 
cancer registry. All new cases of cancer are reported to the registry 
by pathologists so the register holds accurate statistics about cancer 
incidence. For information about your state or territory cancer 
registry, phone the Cancer Council on 13 11 20 or visit the website.

  See Section 1 for a list of Cancer Council websites. 

Your health information is protected by either federal or state 
privacy laws. For information about your rights regarding the  
privacy of your health information, contact the Office of the 
Australian Information Commissioner in your state or territory at 
privacy.gov.au/law/states or 1300 363 992.

Sentinel node biopsy and axillary dissection 

During surgery, surgeons usually remove some lymph nodes from the 
armpit (axilla) to determine whether the breast cancer has spread 
to them and, if it has, to remove these breast cancer deposits. 
Removing the lymph nodes serves two purposes – to remove any 

https://www.bcna.org.au/
http://privacy.gov.au/law/states


breast cancer that may be in the armpit area and to help determine 
the stage (extent of disease) of breast cancer and plan future 
treatment. Cancers which have not spread to the lymph nodes often 
require less overall treatment.

There are two ways of removing the lymph nodes under the armpit 
– sentinel node biopsy and axillary dissection, which is sometimes 
called axillary clearance.

Factors that may influence whether you have a sentinel node biopsy 
or axillary dissection include whether your doctor can feel the lymph 
nodes in your armpit, and the size and location of your breast cancer.

1 Sentinel node biopsy involves removing the first lymph node  
(or nodes) in the armpit to which cancer cells are likely to spread 
from the breast. This lymph node (or nodes) is called the sentinel 
node. A sentinel node biopsy is often done at the same time as 
breast cancer surgery, but it can also be performed as a separate 
procedure depending on your circumstances.

 Before surgery, a small amount of radioactive fluid is usually 
injected into the breast. This procedure is usually performed in a 
hospital radiology or nuclear medicine department the morning of 
the operation or the day before.

 Some women have told us that this procedure can be painful 
and uncomfortable. It can also take a long time. It’s important 
to ask your doctor to explain the procedure fully and make it as 
comfortable as possible. You may want to take a portable music 
player to listen to during the procedure. 

 

 I was in the room all by myself for more than an hour while they 
took all those scans to find the sentinel node. I was glad I had taken 
my daughter’s iPod with me. The music helped me relax. — Jan

This procedure helps the surgeon to find the sentinel node using a 
special type of scanner during your surgery. Your surgeon may also 
inject blue dye into the breast during your operation to help locate 
the sentinel node. This can mean that your urine may be blue or 
green for a few days after surgery, and can leave a blue stain on 
the breast that may last a long time. 



Once the sentinel node(s) have been removed, a pathologist will 
look to see whether any cancer cells are present. If they are, the 
surgeon may need to perform another operation called an axillary 
dissection (see below). This is sometimes performed straight away 
but is often done at another surgery. Ask your surgeon to explain 
his or her decisions if you are unsure.

2 Axillary dissection is the removal of some or all of the lymph 
nodes from the armpit. This is usually done during the breast 
cancer surgery, sometimes through the same incision as the 
surgery itself, but may also be performed as a separate operation. 
An axillary dissection may follow a sentinel node biopsy if the 
sentinel nodes are found to contain cancer cells. Your surgeon 
may decide to perform an axillary dissection rather than a sentinel 
node biopsy if he or she suspects before the surgery that the 
lymph nodes have cancer cells. Factors that may influence this 
decision include the size of your breast cancer, whether your 
lymph nodes felt enlarged when your doctor examined you and 
whether there were any suspicious findings after your diagnostic 
imaging tests or biopsy. You may have your lymph node tested 
before your operation by having what’s called a fine needle test, 
which checks for any breast cancer cells. Ask your surgeon to 
explain his or her recommendation if you are unsure.  

 Recent trials have suggested that patients with limited amounts of 
cancer in one or two sentinel nodes may not benefit from further 
surgery. These trials have been controversial, and further trials are 
being done. Your surgeon may suggest participation in a trial.

 The ‘Treatment’ section in Cancer Australia’s Guide for women 
with early breast cancer has information about surgery to the 
armpit as well as questions you may like to ask your surgeon.

Lymphoedema

One side effect of removing the lymph nodes from the armpit is a 
lifelong risk of developing swelling of the arm or hand – known as 



lymphoedema – on the side where the surgery was performed. It can 
also occur in the breast or chest wall after breast surgery, although 
this is less common. Early symptoms of lymphoedema include 
heaviness, aching or intermittent swelling in the hands or fingers so 
that your rings feel tight. Later symptoms include swelling of the 
forearm, upper arm or the whole arm. These symptoms may initially 
settle overnight but, when more advanced, they can last longer. 

If lymphoedema does occur, it’s usually mild and not very noticeable. 
But, if it’s moderate or severe and starts to affect you, treatments 
such as wearing a professionally fitted elastic compression sleeve or 
bandages, exercises, massage and skin care may help. 

It’s important to remember that most women who have had breast 
cancer do not develop lymphoedema. Before you leave hospital you 
should be shown exercises to help mobilise your arm after surgery 
and receive information on limb and skin care and how to decrease 
your risk of developing lymphoedema. 

Lymphoedema is far less common after a sentinel node biopsy than 
after axillary surgery.

The most common causes of lymphoedema after breast cancer 
surgery are:

• infections in your arm 
• overheating your arm e.g. sunburn, hot saunas
• having radiotherapy to your armpit on the same side as your surgery
• injuries to your arm
• being overweight
• lack of movement when travelling long distances by train, bus or car 
• decreased air pressure associated with air travel.

You can reduce your risk of lymphoedema by:

• having your bra professionally fitted
• taking good care of your skin, including: 

– keeping your skin moist with a moisturising cream such as 
sorbolene and protecting it from the sun 

– using an electric razor instead of a wet razor to shave your armpit 
– using insect repellent and, if you are bitten, a product to reduce 

the itchiness of the bite



– wearing gloves while washing dishes or gardening
– treating any cuts or breaks to the skin with antiseptic.

• Keeping active: there’s evidence that a gentle, regular exercise 
routine, including resistance training with light weights, doesn’t 
exacerbate lymphoedema in women who already have it and may 
help to prevent it from developing. Exercise and movement are 
strongly recommended because muscle contraction helps to push 
the lymph through the lymphatic channels, reducing the chance of 
swelling.

• Where practical, avoiding using the arm on the side of your surgery 
for blood pressure measurements, injections, blood samples or 
intravenous drips. If this is unavoidable, it’s safe with a good sterile 
technique. Your surgeon will provide the best advice.

• When travelling:
– use luggage on wheels 

–  wear your shoulder bag on the opposite shoulder from the side of 
your surgery.

–  exercise your arm during the trip, e.g. with a soft squeeze ball

–  get up and go for a walk every couple of hours, which is good for 
your back as well as general lymphatic flow

–  wear loose-fitting clothes

–  drink plenty of water

–  if flying long distances (e.g. for more than 14 hours) wear 
a compression sleeve, particularly if you are at risk of 
lymphoedema. 

Visit BCNA’s website (bcna.org.au) for our fact sheet on 
lymphoedema.

Further information on lymphoedema can be found in the  
‘After Treatment’ section of Cancer Australia’s Guide for women  
with early breast cancer. 

 See Section 3 for more resources on lymphoedema, including the National 
Lymphoedema Practitioners Register (NLPR), a public register of lymphodema 
practitioners in Australia and New Zealand.

https://www.bcna.org.au/


Infection and the risk of cellulitis following lymph node removal

Infection is a special concern if you have had lymph nodes removed 
as part of your surgery. Infection can occur even if you have never 
experienced lymphoedema because those lymph nodes play a key 
role in helping fight infection in your hand, arm and upper body. 
Since infections can sometimes trigger lymphoedema it’s important 
that any infection is treated straight away with an antibiotic.

An untreated infection can progress to cellulitis – a more serious 
infection that often requires hospital admission for intravenous 
antibiotic treatment. The symptoms of cellulitis can easily be 
confused with those of lymphoedema.

Symptoms of cellulitis may include:

• pain, heat or redness in the affected skin
• a rash that appears and spreads quickly
• tight, shiny or swollen skin 
• general fever and chills.

If you experience any of these symptoms you should seek immediate 
treatment with antibiotics from your GP or the emergency 
department of your local hospital.



Breast reconstruction 

If you have a mastectomy, you may want to ask your surgeon about 
the options for breast reconstruction. 

Breast reconstruction surgery recreates the shape of the breast. It is 
aimed at creating a natural shape when clothed. The new breast will 
not look or feel the same as the breast you have lost.

There are two main types of reconstruction. The first involves placing 
a silicon or saline breast implant under the skin and muscle. The 
second uses skin, fat and muscle from somewhere else on your body 
to create the breast mound. Known as an autologous reconstruction, 
it includes procedures such as a TRAM flap or DIEP flap. Sometimes 
an implant can also be used with a flap reconstruction.

Your breast surgeon can talk to you about the different methods of 
breast reconstruction and suggest what is best for you. If you think you 
are interested in having a reconstruction, you can ask for a referral to 
see a plastic surgeon. Ask your doctors as many questions as you need 
to in order to understand the recommendations being made for you.

The Cancer Australia Statement – Influencing best practice in 
breast cancer supports the benefits of discussing your breast 
reconstruction options with your doctor before you have a 
mastectomy so that you can choose the option that is best for you. 

 See Section 2 for more information about the Cancer Australia 
statement.

You should have time to consider your options before having your 
breast cancer surgery. 

If considering breast reconstruction, research surgery/surgeon, 
recovery times and possible problems thoroughly beforehand and 
talk to women who have had the different procedures performed. 
Ask to see pictures of final results. — Robin

BCNA’s website provides access to a free decision-making tool that 
may help you decide if a reconstruction is right for you. BRECONDA 
guides you through a series of questions that cover considerations 
such as the different surgery available, risks and benefits, possible 
complications, stress management and communicating your decision.



For some women, reconstruction at the time of mastectomy is 
possible. This way you can wake up from your mastectomy surgery 
with a breast mound. This is called immediate reconstruction. 

You may decide you don’t want a reconstruction now, or you may 
not be sure you want one at all. It can be a wise idea to find out 
what your options are before you make your decision. Some breast 
surgeons do implant reconstructions at the time of the breast 
cancer surgery, but you may like to ask for a referral to a specialist 
plastic surgeon to discuss the best breast reconstruction options 
for you. Being informed early on means your choices for breast 
reconstruction can be taken into account and the impact of other 
treatments on this surgery, including radiotherapy, can be fully 
explained. 

After I had bilateral mastectomies, I did not go for implants/
reconstruction or prostheses. I was happy to just be me, so I bought 
really nice camisole tops. — Alison 

If you decide on a surgical reconstruction, you need to fully 
comprehend the discomfort and time in theatre, and ongoing 
issues that can occur. I think words are bandied about and the true 
meaning is not clear until after the procedure. — Pam

Breast reconstruction can take several procedures over many 
months to achieve the final result. For most women, mastectomy 
surgery can also include removing the nipple and areola. Sometimes, 
it may be possible to conserve the nipple. Your surgeon will be 
able to tell you if this is possible for you (considering the size of 
your breast cancer and where in the breast your cancer is located). 
Depending on the size and shape of your breasts, you may need to 
have surgery to your non-affected breast at some point to correct 
their symmetry. Ask your surgeon what this is likely to cost.

When you and your surgeon are satisfied with your new breasts you 
may also want to have your nipple reconstructed if it was removed 
during your mastectomy. Most plastic surgeons will reconstruct 
the nipple–areola area three months or more after the main breast 
mound reconstruction. The most common way of doing this is to 



use a ‘local flap’ to create the ‘bump’ of the nipple and then tattoo 
the nipple to create the colour. Other surgeons combine a local flap 
with a skin graft from a part of the body which has naturally darker 
skin, like the crease of the groin, although this is less common. In this 
case, a tattoo may not be needed but there will a scar in the area of 
the skin graft. 

Another option is 3D tattooing. Your plastic surgeon may be able 
to recommend someone who can perform this procedure, or you 
can ask other women for recommendations. A tattoo is usually not 
painful as you can apply a local anaesthetic cream and the skin of a 
reconstructed breast often has less sensation. 

Some women prefer to use stick-on nipples, which are made out of 
silicone.

There are many types of breast reconstruction with much to 
consider and it can seem overwhelming, but talking to your plastic 
surgeon about your options and connecting with other women 
who have had a breast reconstruction will help you find all the 
information you need to make the right decisions for you.

I was really happy with the look and shape of my new breast but it 
just didn’t look quite right without a nipple. Once I’d had the nipple 
made and the tattoo done, I felt much more normal. — Natalie 

I had some tattooing of the nipple and areola to match the colour. 
My very refined plastic surgeon told me how she had gone to a 
tattoo parlour to learn how to do it. I was amused to think of her 
with a big, burly, bearded bikie type, learning the tricks of the trade.  
— Dianne 



Waiting times for delayed breast reconstruction in the public system 
can vary from hospital to hospital and across different states and 
territories. As breast reconstruction requires specialist equipment, 
some smaller hospitals may not offer service. Talk to your treating 
team about what’s available and where you can go to have your 
preferred procedure.

Here are some tips from women who have had a reconstruction.

• Ask for referrals to more than one breast reconstructive surgeon 
so you can find one with whom you feel comfortable and 
confident.

• Get more than one quote before you make any decisions – costs 
can vary considerably from surgeon to surgeon.

• Consider all reconstruction techniques that may be appropriate 
for you.

• Ask whether an immediate reconstruction – one at the time of 
your breast cancer surgery – would be appropriate for you.

• Ask lots of questions and ask to see photographs of the surgeon’s 
previous breast reconstruction surgeries.

• Talk to women who have had, or have considered, reconstruction – 
for example women in BCNA’s online network.

• Ask other health care professionals, such as a breast care nurse, 
for advice about breast reconstruction and discuss any concerns.

• Consider joining the Breast Reconstruction group on BCNA’s 
online network to connect with other women, see pictures they 
have shared and read about their experiences so that you have a 
realistic idea of what to expect.

Thanks so much for sharing your story. At the plastic surgeon, you 
only get to see final, well-healed pictures and none of the belly. Posts 
from you have really made a difference as I feel I have a much better 
understanding of what to expect in hospital and don’t feel quite so 
nervous. — Barb



I have been exploring some of the threads here and have found 
your experiences and advice to be so very helpful. I am due to see 
a plastic surgeon this Monday and prior to exploring your site had 
absolutely no idea of what to say or ask. — online network member, 
Natalie 

The ‘Treatment’ section in Cancer Australia’s Guide for women 
with early breast cancer provides information about breast 
reconstruction. 

The Cancer Australia website (canceraustralia.gov.au) also has a 
comprehensive section on breast reconstruction.

My partner was incredibly supportive after we found out I had breast 
cancer. But I still felt scared that he would find the scar repulsive and 
not love me any more. It really helped to talk to other women who 
had had this surgery – it seems that most men cope OK. I found that 
we did also. — Christy 

 See Section 3 for additional resources and information.

If surgery is part of your treatment plan, the information and 
resources listed in this section could help you to make a decision 
about the type of surgery to have and prepare you for what to 
expect before and after the operation. Only you can decide how 
much or how little information you need – but remember that these 
resources may also be helpful for your family and friends. 

http://canceraustralia.gov.au


Your hospital stay

The length of time you stay in hospital 
will depend on the procedures you 
have. Women having breast conserving 
surgery with a sentinel node biopsy may 
not need to stay overnight or may only stay one night, while women 
who have a mastectomy and reconstruction may stay for more than 
a week.  

The following suggestions may make your stay a little 
more comfortable. 

• Front-buttoning pyjamas or nightshirts are easier to undo and 
make it easier for your doctors and nurses to check your dressings, 
saving you the embarrassment of uncovering more than you 
need to!

• A soft old bra without underwire, or a sports bra that you don’t 
have to pull over your head, may be more comfortable than a new 
bra and may reduce pain by providing support. Wide straps also 
tend to be more comfortable and try to get a bra that opens at the 
front. You may not want to wear a bra at all until drain tubes have 
been removed.  

• Some women prefer to wear comfortable day clothes in hospital 
rather than nightwear after the first day of surgery.  

• Hospitals sometimes have the air-conditioning turned up higher 
than you’d like. Check with the hospital and choose clothing with 
this in mind.   

• Consider taking your own pillow and/or a blanket or shawl. You 
can wrap yourself in the smell and comfort of home.  

• Earplugs might be handy, especially if you’re in a shared ward.  
• You might want to take your own iPod or MP3 player with 

earphones so you can listen to relaxing music or podcasts, 
especially when you feel like blocking out your surroundings.  

• Many women find they’re not able to concentrate well enough 
to read a book, no matter how gripping it is. Short stories or 
magazines can be a less demanding alternative.  



Initially I found it best to stay in hospital gowns to allow easy access 
to drains, but thereafter every morning I showered, changed into 
a comfortable tracksuit, put on my makeup, walked the halls and 
then rested on the bed or in a chair. I had a cosy pair of PJs for night 
sleeping. Also an iPod for my favourite music and podcasts, and a 
notebook for thoughts (and those questions that build up). — Marilyn

• Don’t take valuables or too much money with you to the hospital 
– perhaps just a few dollars for newspapers, snacks and, possibly, 
television rental.  

• If you’re having a mastectomy, you can be fitted for a temporary 
breast prosthesis by the breast care nurse – a pocket filled with 
a soft fluffy material. You can use this until you’re ready for a 
permanent prosthesis. 

• Some women prefer to wear a crop top or a loose top with a vest 
until they get used to fitting a prosthesis. 

• Mastectomy and breast reconstruction surgery can take an 
emotional toll. This is normal and most women feel better and 
more comfortable with each day. If you’re not feeling much better 
after a few days, talk to your doctor or breast care nurse.

• Ask your breast care nurse to order a free My Care Kit for you. 
This contains a bra designed by Berlei for after breast cancer 
surgery. 

 See My Care Kit (Section 3) for more information.

Before you go to hospital, you could also order a free breast care 
cushion from Zonta (a global women’s service organisation). This 
can be tucked under your arm to provide support when you sleep 
and to protect you from the pressure of a car seatbelt after surgery. 
For more information go to zonta.org.au and contact the Zonta 
representative in your area or phone BCNA on 1800 500 258. 

I received a Zonta cushion from the hospital and it was worth its 
weight in gold. If one isn’t available, a soft cushion to put under your 
arm makes you more comfortable, especially when trying to sleep 
after surgery. — Moira

http://zonta.org.au


Before you leave hospital, make sure you understand how to take 
care of yourself after your surgery and what to do if you have any 
concerns or problems.

Visitors 

Visitors can be wonderful when you’re in hospital and when you go 
home but it’s a good idea to ask them when they plan to arrive. You 
may also need to explain that people usually tire easily when they’re 
recovering from anaesthetic even if they look fine. If you’re feeling 
overtired in hospital, your nurses may intervene to restrict the 
numbers of visitors or the length of their stay. Your family may be 
able to do the same when you’re at home.

Have visitors make an appointment. That way you can enjoy 
each one separately without awkwardness, plus you know who is 
coming when. — Di

Returning home 

The length of your hospital stay depends on a number of factors, 
though it’s usually just a few days or less. If you have had an axillary 
dissection or mastectomy, you may go home with drain tubes in 
place. These are surgically placed in the armpit to drain blood or 
fluid that would otherwise build up into a collection bag or bottle. 
The amount of fluid gradually decreases over a few days and, when 
there’s little being collected, the tubes are removed. 

You may experience some physical limitations for a while after 
surgery and you may also feel very tired for 4–6 weeks, or longer if 
you go on to have chemotherapy and/or radiotherapy. 



Here are some things to consider when planning your return home. 

• Take the time to ease back into your home life.

Allow time to heal and to adjust to your body’s needs. Everyone 
recovers at her own speed. Set small goals each day to achieve and 
to get more confidence and movement. — Cathy

• If your drain tubes are still in place make sure you’re shown how to 
empty the drainage bags or bottles and told who to contact if you 
need help, day or night, before you leave hospital. A district nurse 
will usually visit at home while the drains are in place. Tip: the pink 
bag that your My Care Kit comes in can also be used to carry your 
drainage bags or bottles. 

I didn’t like the thought of carrying around tubes and ‘bottles’ with 
blood in them, especially when I was going home. So I put the bottles 
in a carry bag so no one, including me, could actually see what was 
in them. — Erica 

• If you live with your family, make sure they understand that you 
need to rest. You might want to have jobs planned for them to do. 

People can think that because you are no longer in hospital, you are 
better. If they expect too much of you, stay in your pyjamas and lie 
on the couch – they’ll soon get the hint! — Rosemary

• Arm exercises after surgery are really important – they’ll help you 
to get normal movement back as soon as possible. You should 
leave hospital with a list of arm exercises to do at home and 
know how, and how often, to do them. BCNA’s ‘Strengthen Your 
Recovery’ pilates DVD, included in the My Care Kit, has been 
designed specifically to provide information and exercises for the 
10 weeks following surgery.

I didn’t really experience any problems with the surgery to my breast, 
but found that the surgery to my armpit was a problem because initially 
it restricted my movement. Doing the arm exercises the physio gave me 
really helped, and I kept them up for a good six months. If I didn’t do 
them for a few days I found that my shoulder ached. — Thelma 



• Accept offers of help with driving. The usual recommendation is 
that you don’t drive for 2–3 weeks after mastectomy or axillary 
dissection surgery to the armpit. Talk to your surgeon for more 
information. 

• Massage can be useful after surgery to reduce muscle spasms. 
If you’d like someone to massage the area where surgery was 
recently performed discuss this with your surgeon and choose a 
qualified masseur or physiotherapist.

• Enlist the help of your friends and family. You may find it hard to 
accept offers of help but, remember that this is a way for others 
to show they care about you. It can also take the pressure off 
you and your family for a while. You’ll find some useful tips in 
BCNA’s Helping a friend or colleague with breast cancer brochure, 
included with this kit.  

Learn to accept offers of help. Admit that an offer of a meal, books 
or magazines from your local library, taking ‘Sam’ to sporting 
practice and returning him would be appreciated. Learn to accept 
that offer to take you to the hairdresser, doctor, or any other type of 
appointment. That offer to do a load of washing or ironing will help 
you out. It’s times like this that you need to let others help. — Tina



Here are some things you may notice after you’ve left hospital.

Swelling and odd sensations 

After surgery it’s normal for there to be some numbness in the 
armpit, the upper arm and the breast or chest wall, and there’s 
often some swelling. As the nerves begin to repair, it’s also normal 
to experience odd and uncomfortable sensations, often described 
as tingling or a feeling that the skin is sunburnt or grazed. These 
sensations can occur in the breast or chest wall, armpit, upper arm 
and upper back. The swelling and odd sensations usually settle down 
during the weeks or months after surgery. Discuss your symptoms 
with your surgeon or breast care nurse at each visit, especially if 
they persist or increase. Wearing a soft bra with wide straps and no 
underwire can also help you to feel more comfortable during this time.  

Seromas 

Collections of fluid (seromas) are quite common after breast surgery. 
They can occur: 

• in the armpit where the lymph nodes once were 
• under the mastectomy scar if the breast has been removed 
• in the area where the breast tissue was after breast 

conserving surgery.  

In most cases this fluid will be slowly absorbed by the body over 
time. However, if it’s very uncomfortable, your surgeon, a breast care 
nurse, another health professional in the clinic or your GP can drain 
the fluid using a fine needle and a syringe.  

About a week after my drain tubes were removed, I developed a 
big lump the size of an orange in my armpit. I was scared because 
I thought the cancer had come back. It turned out it was just a 
collection of fluid that was easily removed by the surgeon  
in her rooms. What a relief! — Camilla 



Cording 

It is fairly common to develop tender vertical cords in the armpit 
(axilla) a few weeks after having the lymph nodes removed. If this 
happens, you might feel a pulling sensation down to the elbow or 
even to the wrist. Doctors are not sure whether these cords are 
blocked lymph vessels or blocked veins but, either way, they are 
not harmful. If they’re tender or painful, a warm (not hot) pack 
on the area may help to reduce the discomfort. Pain-relieving 
medications may also be helpful and gentle stretching exercises are 
recommended. Occasionally, ultrasound is used to help ‘stretch’ the 
cords and reduce the pulling sensation. Treated or not, they should 
disappear within a few months. 

Talk to a member of your treatment team about any symptoms 
that are concerning you. He or she may be able to suggest some 
exercises or refer you to a physiotherapist.

Post surgery I developed cording in my arm. I was unable to stretch 
the arm to its full extent, and it was also quite painful. No one had 
told me that this may be a side effect. I spoke to my surgeon about 
it and was referred to a lymphoedema physiotherapist who was able 
to treat it for me. — Bronwen

The ‘Treatment’ section in Cancer Australia’s Guide for women with 
early breast cancer contains more information on the possible side 
effects of breast surgery.

 See Section 3 for more information and resources on returning home.



If you have had a mastectomy and haven’t had a breast 
reconstruction, breast prostheses or breast forms will give you the 
look of having two breasts when you’re wearing clothes. They can 
also restore the weight of the breast so that you don’t feel lopsided.

While the scar is healing, you can use a temporary prosthesis or 
breast form – a pocket filled with soft, fluffy material. A temporary 
prosthesis is provided with BCNA’s My Care Kit.

A permanent prosthesis is a silicone mould resembling the shape 
and weight of the breast. It fits in a bra to restore shape and 
maintain both your balance and the alignment of your spine. 

The Australian Government provides a reimbursement program for 
women who need a prosthesis following mastectomy. 

 See Section 4 for more on permanent breast prostheses, bras and 
swimwear.

BREAST PROSTHESES AND BREAST FORMS 



If you’ve had a mastectomy and your drain tubes are removed 
before you leave hospital, you may want to be fitted with a 
temporary breast prosthesis or breast form. If your nurse is 
registered with BCNA’s My Care Kit program she can order a free 
My Care Kit for you, which includes a temporary prosthesis and 
special bra. It can be posted to you at home or to your nurse at the 
hospital. BCNA offers this free service to women who have had 
breast cancer surgery thanks to the generous support of Berlei.

To find out more about the My Care Kit, visit bcna.org.au or phone 
1800 500 258.

There are serveral different temporary prostheses available, or you 
might find that a soft crop top is most comfortable at this time.

When I went home I still had my drain tubes in place, so I couldn’t 
wear a bra. I felt so self-conscious of being lopsided and was sure 
everyone could tell. A friend brought in some long scarves which 
I draped around my neck and which covered my chest. This really 
helped me feel more able to face the world. — Juliette

The ‘Treatment’ section in Cancer Australia’s Guide for women with 
early breast cancer explains the different types of breast prostheses. 

https://www.bcna.org.au/


RADIOTHERAPY

Radiotherapy is the use of X-rays to kill cancer cells. It doesn’t 
involve any painful or invasive procedures such as injections.

Radiotherapy is usually used after breast conserving surgery, 
and sometimes after mastectomy, to reduce the chance of the 
cancer returning in the breast. Not all women will be treated with 
radiotherapy.

If your specialist is considering radiotherapy you’ll be referred to 
a radiation oncologist who will talk to you about what’s involved 
and decide which areas need to be treated. Your treatment will be 
designed especially for you, usually when you attend the hospital 
for a planning visit before radiation starts. You may have a CT scan 
during this visit, and the therapist will place small marks on your skin 
to make sure you’re in the right position for each treatment. These 
may be temporary or more permanent tattoos. 

Radiotherapy is given every week day for anywhere between three 
and six weeks. 

The Cancer Australia Statement – Influencing best practice in breast 
cancer states that it is appropriate for patients who meet certain 
criteria to receive a shorter, more intensive course of radiotherapy 
called hypofractionated radiotherapy. If you are over 50, had breast 
conserving surgery with clear margins and a small cancer, you may be 
offered hypofractionated radiotherapy.

Parking can be difficult at radiotherapy centres so, before your first 
visit, phone to find out whether there are any special arrangements 
for people having treatment. Sometimes places are reserved in the 
car park or parking fees are reduced for people having radiotherapy.

Possible side effects

Your radiation oncologist will take care to reduce the chances of 
serious side effects but some less serious ones are quite common. 



• Be prepared to feel more tired as your radiotherapy progresses, 
and allow yourself time to rest. Regular exercise may help you 
to manage tiredness, which can persist for up to a month after 
treatment finishes.

• Your skin can become dry, red and itchy, like sunburn, and this may 
start as early as the second week of treatment. It will gradually 
become more noticeable but then fade away completely 2–4 
weeks after treatment ends. The tips below will help you to care  
of your skin. 

• Sometimes, towards the end of radiotherapy or after it has 
finished, the skin blisters or peels. Your radiation oncologist can 
help you with this, and the skin normally heals a few weeks after 
treatment ends.

• If you have radiotherapy to the neck, you might develop a sore 
throat. This will go away after your treatment has finished.

• There can be some long-term side effects of radiation. These are 
rare and usually mild; your radiation oncologist will discuss these 
with you.

I organised to have radiotherapy every morning at 8.00 am and then 
I’d go off to work. I got pretty tired towards the end of the treatment 
but it didn’t muck up my life too much. — Lynette 

Things you can do

It’s important to care for your skin during radiotherapy treatment. 
Ask your medical team about caring for your skin before, during and 
after radiotherapy. 

Some women have shared their tips for helping to prevent or 
manage radiotherapy burns to the skin.

• Apply moisturising cream – for example, pure sorbolene – to 
unbroken skin after each radiotherapy session. 

• When showering, avoid soap-based products, hot water, rubbing 
the area and shaving. Gently pat your skin dry afterwards.



• Wear loose-fitting cotton clothes and avoid tight clothes that  
can rub.

• Don’t apply any tape or adhesive dressings to the treated skin.

• Avoid exposing the treated skin to direct sunlight.

After a few weeks your skin might start to go red, and blister. The 
nurses can provide creams and lotions that will ease the discomfort, 
so take advantage of their knowledge. The effects of radiation 
treatment may last for a number of weeks after the treatment has 
finished, so use the creams and lotions to aid your recovery. — Julie

Follow all of the medical advice you are given, and if you know 
others who have had radiotherapy seek their advice as to what 
worked for them. The best advice I received was from my aunt, who 
said wearing a pure cotton T-shirt under her bra reduced her skin 
problems. — Caryn

Make sure you know who to call after hours if you have any 
radiotherapy-related problems. You might want to record the number 
in your My Journey Kit Personal Record, which is part of this kit. 

You may receive a booklet about radiotherapy from a member of 
your radiotherapy team. If you don’t, you can request one from 
Cancer Council 13 11 20. 

The ‘Treatment’ section in Cancer Australia’s Guide for women 
with early breast cancer provides additional information about 
radiotherapy, including questions to ask your doctors and 
information about skin care during and after radiotherapy. If you 
have any worries at all about the effects of radiotherapy, including 
long-term side effects, ask your radiation oncologist or the nurses  
at your treatment centre for more information.

If you have to travel a long way from home for radiotherapy,  
you may be able to access the ‘Stay in touch’ program to help  
you keep contact with your family.

 See Section 2 for more information.



CHEMOTHERAPY

Many women with breast cancer will be referred to a medical 
oncologist to discuss whether or not chemotherapy is appropriate. 
Chemotherapy is offered to some women with breast cancer as an 
additional treatment to surgery, radiotherapy and/or hormone therapy.

Chemotherapy uses medications to kill cancer cells that may be 
present around the body, reducing the chance of the cancer recurring 
in the breast or anywhere else. It works by attacking all fast-growing 
cells, including cancer cells. Unfortunately, this means that it also 
affects fast-growing healthy cells, such as hair cells, so it often causes 
hair loss and other side effects. 

There are different types of chemotherapy. Some are in tablet form 
while others are given through a vein, usually in the arm or hand. 
Various combinations of chemotherapy medications are used to 
treat breast cancer. Your medical oncologist will recommend the 
combination most appropriate for you. 

Sometimes two treatments are considered to be equally effective and 
you’ll be asked to decide between them. Many women feel unsure 
about how to make this decision. In general, you should consider 
potential benefits, the side effects of each treatment, the time the 
treatment takes to complete and how all of these fit with your lifestyle 
and personal circumstances. Ask your medical oncologist for all of 
these details so that you can make an informed decision. We suggest 
you also ask which is his or her preferred option and why.

If you need more information before you make your decision, talk  
to the oncology nurse, your breast care nurse, your GP or staff at  
the Cancer Council. You might also find it helpful to talk to others  
who have had these treatments – you could contact Cancer Council  
13 11 20 and ask to be put in touch with Breast Cancer Support Service 
volunteers or a breast cancer support group in your area. 

Chemotherapy drugs can have complex names. You can ask your 
oncologist or the oncology nurse to write the names of the drugs you 
receive in your My Journey Kit Personal Record.



Neoadjuvant chemotherapy

When chemotherapy is given after surgery  
it’s called adjuvant chemotherapy.  

Sometimes chemotherapy is given before  
surgery and this is called neoadjuvant chemotherapy. Other names 
include preoperative chemotherapy, induction chemotherapy and 
primary systemic therapy. They all indicate chemotherapy and/or other 
forms of systemic (whole body) therapy, such as hormone therapy and 
targeted therapy (e.g. Herceptin), given before surgery. 

In some cases, neoadjuvant chemotherapy is required to reduce the 
size of a tumour that is too big to be removed surgically. If an operation 
is possible now, you may have the option of neoadjuvant therapy or 
surgery first.

Neoadjuvant chemotherapy may be offered:

• if you have inflammatory or inoperable breast cancer
• to reduce the size of the tumour so that you can have breast 

conserving surgery (lumpectomy) rather than a mastectomy 
• to reduce the size of the tumour so that a smaller amount of tissue 

can be removed for a better cosmetic outcome
• to give you time for genetic testing if you have a strong family history 

of breast cancer as the outcome may influence the type of surgery 
you choose 

• so that your doctor can observe the effectiveness of the 
chemotherapy, which may give you information about your prognosis.

If neoadjuvant therapy has been offered, you may also be eligible to 
participate in a neoadjuvant clinical trial. 

There are pros and cons to the order in which you have your treatment, 
so you and your doctor must decide which is best for your situation.

Neoadjuvant chemotherapy is most commonly used when breast 
cancer tumours are relatively large or have inflammatory characteristics. 
Shrinking them with chemotherapy makes it easier for the surgeon to 
remove them and may allow you to have only the breast lump removed 
(breast conserving surgery) rather than the whole breast (mastectomy). 



Sometimes, if the breast cancer is very large, even a mastectomy 
isn’t possible without neoadjuvant chemotherapy.

Neoadjuvant chemotherapy may also be recommended in other 
situations. For example, if your tumour is large but you could 
still technically have breast conserving surgery, your doctor may 
recommend neoadjuvant chemotherapy to shrink the tumour so 
that you can have less extensive surgery, a smaller scar and a better 
cosmetic result.

Increasingly, some smaller breast tumours are also being treated 
with neoadjuvant chemotherapy and targeted therapy in types of 
breast cancer known to respond very well to these treatments, such 
as smaller HER2-positive breast cancers and triple negative (ER-, PR- 
and HER2-negative) breast cancers. These types of breast cancers 
are more likely to spread outside the breast and neoadjuvant 
treatment offers a chance to destroy any cancer cells that may have 
already spread. 

If your breast cancer is hormone receptor positive (ER+ and/or PR+) 
and neoadjuvant treatment is recommended, you may be offered 
neoadjuvant hormone therapy. The most common hormone therapy 
medications are tamoxifen, letrozole, anastrozole and exemestane. 
You may also be offered neoadjuvant Herceptin with chemotherapy 
if your cancer is HER2-positive.

 See Section 3 for more information about hormone therapy. 

Neoadjuvant chemotherapy also allows your doctor to monitor the 
effect of the chemotherapy and change it if necessary. He or she 
will examine you regularly and may arrange for you to have regular 
mammograms, ultrasound or sometimes an MRI to see whether 
the chemotherapy is working. If the tumour isn’t shrinking, your 
doctor will discuss the option of stopping the chemotherapy and 
either removing the tumour surgically or considering neoadjuvant 
radiotherapy.

If you have a family history of breast cancer, neoadjuvant 
chemotherapy allows time for genetic testing before surgery.  



You may then choose a different type of surgery if you find you’re 
carrying a genetic mutation. Neoadjuvant chemotherapy may also 
be offered to women who develop breast cancer during pregnancy 
so that they can come to full term, or near it, before having surgery.  
Chemotherapy has been found to be safe in the second and third 
trimesters of pregnancy.

Many clinical trials have shown that neoadjuvant chemotherapy is 
safe and that the outcome of the treatment is the same as having 
chemotherapy after surgery. However, some women may not feel 
comfortable keeping breast cancer in their bodies once it has been 
detected and may want to have it surgically removed as soon as 
possible. They may feel uncertain and anxious about whether or not 
the chemotherapy is working. If you have any of these concerns, talk 
to your doctor. 

Possible side effects

If chemotherapy is to be part of your treatment plan, either before 
or after surgery, you may find that the resources listed in this section 
help you to feel prepared for the treatment and what you should 
do if you experience any side effects. Some pre-reading might also 
help you to ask appropriate questions of your health care team 
before treatment starts. Your oncologist, oncology nurse or hospital 
pharmacist should be able to provide you with a fact sheet for each 
chemotherapy medication that describes how the drug works and 
its possible side effects. For medico-legal reasons this must include 
all possible side effects so the list is likely to be long and sometimes 
scary. Your medical team or Cancer Council 13 11 20 can provide 
specific information about treatment recommended to you and help 
you to focus on the more common, less frightening side effects.

You might experience side effects quite quickly or as long as four or 
five days after treatment. If possible, schedule your first treatment 
so that you can rest while you get to know how the chemotherapy 
will affect you. You can then plan future treatment so you have rest 
when you need it most.



I wanted to go back to work as soon as I could after my surgery 
and wanted to keep working during my chemo. My employers and 
colleagues were really understanding, letting me work shorter hours 
or take the odd day off if I needed to. This made such a difference to 
me both financially and psychologically. — Bern 

If you experience side effects you’re not able to manage, let your 
doctor know. It’s better to seek help earlier rather than later. 

You should know who to call after hours if you have any 
chemotherapy-related problems – you can record the contact details 
in the chemotherapy section of your My Journey Kit Personal 
Record. Also write down any side effects you experience as it may 
be a while before you see your oncologist again.

Discuss every side effect to your treatment with your oncologist. 
Treatments are improving all the time and most side effects can be 
managed to minimise your discomfort. — Jurina

I was terrified before my first lot of chemotherapy – I’d heard so many 
horror stories. I was pleasantly surprised. I wasn’t sick at all.  
— Harriett 

Nausea

Modern anti-nausea medications drastically reduce the chance 
of nausea or vomiting after chemotherapy so make sure you have 
some at home, just in case. If you’re taking one of the chemotherapy 
medications that tends to cause nausea or vomiting, you’ll be given 
anti-nausea medication through your intravenous (IV) drip before 
your treatment, as well as something to take home. If you have 
nausea and/or vomiting that lasts for more than 24 hours, let your 
doctor know. It’s very easy to become dehydrated and there’s a lot 
your doctor can do to help.  



I was quite sick after my first treatment. 
My doctors were great and changed my 
anti-nausea medication, which made the 
following treatments much easier to handle. 
They did tell me that I could stay overnight 
for the second treatment if I wanted to, but 
with young kids I preferred to be at home. It 
was good to know it was an option, though. 
— Georgia 

One of the things that helped me get 
through the constant ill feeling associated 
with chemo was drinking ginger beer. I 
don’t know why but it seemed to settle my 
stomach. I also lived on lemonade icy poles 
to alleviate my dry mouth. It was just like 
going back to being a kid again. — Leslie

Mouth care

Chemotherapy can affect your sense of taste. You might also 
develop mouth ulcers. Rinsing your mouth a few times a day before 
and during chemotherapy with a teaspoon of salt or bicarbonate 
of soda dissolved in a cup of warm water may help to prevent 
ulcers and reduce mouth infections. Sometimes the chemotherapy 
nurse will recommend a mouth wash; it’s better not to use one that 
contains alcohol. If ulcers do develop, using a child’s toothbrush with 
a rubber grip is gentler on the gums. Soft mints can help get rid of 
any metallic taste and chilled, blended drinks can help with nutrition 
as they soothe a sore throat or mouth. It’s a good idea to visit the 
dentist before starting chemotherapy to make sure you don’t have 
any tooth or mouth infections. If you are prone to cold sores, let 
your oncologist know so you can discuss whether you should have 
antiviral medication or cold sore cream on hand in case you start to 
develop cold sores during your treatment.

Jelly fruit cups were my lifesaver during chemo to get rid of the 
terrible taste in my mouth and soothe the ulcers. — Anne



Veins

If your chemotherapy is administered intravenously there are a few 
things you can do to make your veins more accessible. Drinking 
plenty of fluids before your treatment, feeling relaxed and keeping 
your hands, arms and body warm can all help. In winter, this may 
mean warming your hands with a hot-water bottle or wheat pack 
or running your arm and hands under a warm tap just before 
chemotherapy. 

If your veins are persistently hard to find there are ways of making 
treatment easier. Talk to your doctor or oncology nurse about 
central venous access devices – small, flexible tubes that are 
introduced into large veins, allowing easy access to the bloodstream. 
These are left in place for the whole period of treatment and 
then removed. There are two main types: ports, which are placed 
completely under the skin, and catheters or ‘pic lines’, which leave 
the end of the tube outside the body. There are advantages and 
disadvantages of both these options. Talk to your treating team if 
you would like to consider either. 

I didn’t get a port as some do, although the staff usually had two 
goes at getting a vein. Being relaxed and having fluids before 
treatment helped somewhat. — Carol

If you really hate needles your doctor or oncology nurse might 
suggest that you apply an anaesthetic cream over the vein an hour 
before treatment to numb the skin. Relaxation techniques might 
reduce your levels of anxiety and your doctor may prescribe anxiety-
reducing medications.  

 See Section 3 for more resources and information on chemotherapy.

Hair loss 

Dealing with hair loss as a result of chemotherapy was almost as 
traumatic as being diagnosed with breast cancer. I found it important 
to put makeup on each day and to wear my wig (or as I called it my 
‘hair’) as it helped me maintain my self-esteem at a time when I felt 
quite vulnerable. — Diane



Chemotherapy treatment can cause hair loss because 
chemotherapy kills fast growing cells, including fast-growing healthy 
cells such as the cells in your hair follicles as well as cancer cells. 
After chemotherapy treatment is finished, the healthy cells repair 
themselves and hair grows back.

Whether or not you lose your hair will depend on the types of 
chemotherapy prescribed for you. Some chemotherapy drugs cause 
complete hair loss, some can cause the hair to thin, while others may 
have no effect on your hair at all. You may also lose your eyebrows 
and eyelashes, and the hair on your legs, arms, underarms and pubic 
area. These may occur at different stages of your treatment. Your 
medical oncologist or oncology nurse will be able to tell you how 
your chemotherapy treatment may affect your hair. 

To help prevent or reduce hair loss from chemotherapy, some 
oncology day centres offer scalp cooling to women receiving certain 
types of chemotherapy. Scalp cooling is usually achieved via a strap-
on cap through which cold liquid circulates while you are having 
chemotherapy. The cooling effect of the cap is thought to prevent or 
reduce hair loss by putting the hair follicles into hibernation. Some 
women find the cap uncomfortable to use, and it increases the time 
spent in the chemotherapy unit as you need to wear it for a time 
before and after the chemotherapy infusion, as well as during the 
infusion. Scalp cooling needs to be used with each chemotherapy 
treatment. It is not available in all centres across Australia. If you 
would like to learn more about scalp cooling and whether it would 
be suitable for your situation and available to you, you may like to 
talk to your medical oncologist or oncology nurse.

I appreciated the opportunity to use the scalp cooling as it gave me 
back a sense of control. I lost some hair on top of my head which I 
could cover with a cap, but around my face it held on well, so when I 
looked in the mirror it was less of a shock, and others hardly noticed. 
— Sue



If you do lose your hair and would like to wear a wig, you may  
be able to borrow one from a wig library. Ask your breast care or 
oncology nurse whether your treatment centre has a wig library.  
You can also check BCNA’s online Local Services Directory  
(bcna.org.au) or phone Cancer Council 13 11 20 to see if there is a 
wig library service near you. 

BCNA has developed a hair loss fact sheet which includes a list of 
common combinations of chemotherapy drugs used to treat breast 
cancer and their likely effect on your hair. The fact sheet is available 
from BCNA’s website (bcna.org.au) or by phoning BCNA on 1800 
500 258. Other helpful resources about hair loss are listed at the 
end of this section.

My breast care nurse advised me to have my hair cut short before 
chemo. In hindsight this was good advice, because it helped lessen 
the shock of hair loss. — Joanne

I thought I was emotionally prepared to lose my hair, but I never 
truly understood how much it was a part of my identity until it was 
gone. I was glad I had my wig organised before my hair fell out.  
— Belinda 

About two months after my 
chemotherapy finished, my 
hair was growing back but still 
really short. I decided that I 
had saved so much money on 
colour and cuts over the past 
few months that I would get 
hair extensions. I went from 
short hair to long hair in an 
afternoon and it gave me a 
real boost – made me feel 
feminine again. — Joanne 

https://www.bcna.org.au/
https://www.bcna.org.au/


Early menopause

The female hormone oestrogen is primarily produced in the ovaries. 
In some pre-menopausal women, chemotherapy and hormone 
therapies reduce the level of oestrogen produced in the ovaries 
causing their periods to stop temporarily or bringing on a permanent 
early menopause.

BCNA’s Menopause and breast cancer booklet is for women 
with breast cancer of any age who are experiencing menopause. It 
provides practical advice and strategies for managing symptoms.

 See Section 1 Young Women, for more on early menopause and 
fertility.

 See Section 1 and Section 3 for resources on early menopause.

Bone health

Oestrogen helps the body to maintain bone strength. If 
chemotherapy reduces the level of oestrogen produced in 
your ovaries, or you reach menopause, there may be long-term 
changes in your bone density and an increased risk of developing 
osteoporosis. This is a condition where bones are less strong and 
may become brittle, leading to bone pain and possible breaks. 
Aromatase inhibitors (see Section 3) can also cause bone loss and 
are associated with an increased risk of fracture. 

Bone strength can also be affected by other things, such as 
coeliac disease or low levels of vitamin D, so, if there are changes 
to your bone density, these need to be checked. To help rebuild 
bone and avoid further bone loss, your doctor might recommend 
weight-bearing exercise, calcium and vitamin D supplements, or 
bisphosphonates (bone-strengthening medications) such as Bonefos.

Exercising regularly is known to provide lifelong benefits and has 
been shown to be very effective in increasing bone density and 
reducing your risk of bone fracture. Your specialist, GP or nurse 
can give you information about other ways of reducing the risk of 



osteoporosis, such as taking calcium tablets, and tell you whether 
or not a bone mineral density scan would be useful. Under some 
circumstances, bone mineral density scans attract a Medicare rebate. 

BCNA has developed a bone health fact sheet which explains  
the impact breast cancer treatments can have on bone health  
and provides some tips to help you maintain or improve your bone 
health during and after your treatment. The fact sheet is available 
from BCNA’s website (bcna.org.au) or by phoning BCNA on  
1800 500 258.

Losing bone density is a worry, as it is hard to tell whether it is just 
a part of ageing or connected to the treatment and medication. 
Calcium and weight-bearing exercise become important. — Pamela

 See Section 3 for additional resources on bone health.

 See Section 4 for more information on being active.

Nail health

Changes to fingernails and toenails are a side effect of some 
chemotherapy drugs used in the treatment of breast cancer. Not 
all women are affected but some find their nails start to break, peel 
and/or discolour during or after treatment. Some treatments, such as 
the HER2 therapies, can cause the soft tissue around the nail bed to 
become infected.

Most of these changes are temporary and should disappear within 
a few weeks of the treatment ending. However, if you experience 
more severe changes or are concerned about your nails, talk to your 
medical oncologist or breast care nurse.

To avoid infection, keep your nails short and as clean and dry as 
possible, and wear rubber gloves to clean and wash up. Some 
women find a nail strengthener such as ‘Revitanail’ helps, and dark-
coloured nail polish can protect the nails from sunlight. Rich hand 
creams can also be helpful.

For more information, visit BCNA’s website (bcna.org.au).

https://www.bcna.org.au/
https://www.bcna.org.au/


Fatigue 

It’s very common for women to experience fatigue as a result of 
chemotherapy, and sometimes it continues after treatment has 
finished. Women talk about feeling exhausted, sleepy and lacking 
energy in a way which is quite different from normal tiredness.  
You can feel fatigued even after plenty of sleep.

Exercise could help you to manage your fatigue – research has 
shown that women who do light exercise, such as walking, have  
more energy during their chemotherapy treatment. 

 See Section 4 for more information on exercise.

The resources listed in Section 3 explain more about fatigue and 
provide tips and ideas for managing it. You can also ask a member 
of your treatment team, such as your breast care nurse, for more 
information. 

‘Chemo brain’ 

Many people having treatment for cancer say they have problems 
with remembering things or being as organised as they used to 
be. Factors such as the stress of going through cancer diagnosis 
and treatment could play a role, but some research studies have 
shown that chemotherapy can also contribute to this frustrating 
experience, which is known technically as cognitive dysfunction. You 
can find useful information about cognitive dysfunction and ways to 
deal with it in the resources listed at the end of this section.

I really began to worry when I noticed I was forgetting things.  
I started doing crosswords, which helped me to focus and reassured 
me that I was OK. I also found that my diary became my best friend! 
— Anna 

The ‘Treatment’ section in Cancer Australia’s Guide for women 
with early breast cancer provides additional information about 
chemotherapy and its side effects. We suggest you consider the 
list of questions to ask your doctor before making decisions about 
chemotherapy treatment.



TARGETED THERAPIES

Targeted therapies perform in very different ways from the more 
usual types of anti-cancer therapies, which are known as systemic 
therapies, such as chemotherapy. 

As the name suggests, targeted therapies target cells with particular 
receptors – for example, those that are HER2-positive (HER2+). 
They’re effective in reaching very specific targets, such as proteins 
or enzymes, that play a role in the cancer cells’ growth. 

At the time of writing there were a small number of targeted 
therapies available for early breast cancer management, although 
new targeted treatments are expected to emerge in the coming 
years. Targeted treatments currently available include hormone 
therapies and Herceptin (also known as trastuzumab). 



Herceptin 

Herceptin can reduce the risk of breast cancer recurring in some 
women who have been diagnosed with early breast cancer.

Herceptin targets breast cancers that are HER2-positive (HER2+). 
HER2 is a protein found on the surface of cells, and HER2+ 
breast cancers have a lot more HER2 than other breast cancers. 
Approximately 15–20 per cent of breast cancers are HER2+. As 
Herceptin works by blocking the HER2 receptors to stop the cells 
from dividing and growing it is only useful for HER2+ breast cancers. 

Testing for HER2 is done as part of the pathology following breast 
cancer surgery. The results of your HER2 test should appear on 
your pathology report, along with other important information such 
as tumour size, whether there is any sign of cancer in your lymph 
nodes, and hormone receptor results.

I didn’t understand why I was taking Herceptin when my friend who 
also has breast cancer was not. I asked my doctor, and she explained 
that our breast cancers were different and Herceptin is not for 
everyone. — Josie 



Most women whose breast cancers are HER2+ will be offered 
treatment with Herceptin. This will be delivered through an 
intravenous drip or subcutaneously through an injection given under 
the skin. If you are interested in subcutaneous Herceptin, speak with 
your medical oncologist.

Herceptin is usually given with chemotherapy, and then continued 
for a total of 12 months. Your medical oncologist will tell you whether 
Herceptin is suitable for you.

In some women, Herceptin causes heart problems including 
weakening of the heart muscle. This can be detected with heart tests 
before symptoms occur and treatment can be modified if necessary. 
If you’re being treated with Herceptin you should be monitored 
for decreased heart function before your first dose and frequently 
during your treatment. It’s also important that your blood pressure is 
controlled. Your medical oncologist will discuss this with you.

I am receiving Herceptin, a targeted therapy, intravenously 
every three weeks, and it is proving an easy ride. I don’t have any 
discernible side effects other than feeling a little tired that day. 
I have regular heart scans to make sure my heart is not being 
damaged by the treatment, and so far, so good. — Sally

The ‘Treatment’ section in Cancer Australia’s Guide for women with 
early breast cancer provides additional information about targeted 
therapies and Herceptin, including questions to ask about Herceptin.

 See Section 3 for more information on targeted therapies and 
Herceptin.



HORMONE THERAPY

Some breast cancers are hormone receptor positive (ER+), which means 
they need the female hormone oestrogen to divide and grow. If your 
cancer is hormone receptor positive, your medical oncologist or breast 
surgeon may recommend hormone therapy. This could be the only 
systemic treatment you receive after surgery, or it may be offered once 
you’ve finished chemotherapy and/or radiotherapy.

Hormone therapy is used to kill any breast cancer cells that might be 
present in the breast or elsewhere in the body and to reduce the risk of 
developing a new breast cancer in either breast. 

Two types of hormone therapies are commonly used to treat breast 
cancer:

• tamoxifen (Tamoxifen, Nolvadex)
• aromatase inhibitors such as: anastrozole (Arimidex),  

letrozole (Femara ) and exemestane (Aromasin).

While they work in different ways, their role is to deprive breast cancer 
cells of the oestrogen they need to grow.

The best treatment for you will depend on a number of factors, 
including your menopausal status. Your doctor may suggest a blood 
test to check your hormone levels if there is any doubt about your 
menopause – for example, if you’ve had a hysterectomy or your periods 
stopped during chemotherapy – before discussing your options with you.

Tamoxifen can be used in pre-menopausal and post-menopausal 
women whose breast cancer is hormone receptor positive. It works 
by blocking the oestrogen receptors on the breast cancer cells and 
stopping oestrogen from entering the cancer cells.



Aromatase inhibitors (AIs) are prescribed only for post-menopausal 
women whose breast cancer is hormone receptor positive. These 
stop oestrogen from being produced in fat cells and so reduce 
the amount of oestrogen circulating in the body and ‘feeding’ the 
cancer cells. A side effect of aromatase inhibitors can be reduced 
bone density which, for women who are already at risk, can lead to 
osteoporosis and bone fractures. If you’re prescribed an aromatase 
inhibitor your doctor may suggest you have a bone mineral density 
test, usually a DXA scan, to measure your bone density. You may 
also have your vitamin D levels checked annually as vitamin D is 
important for bone health.

In post-menopausal women, whether you use tamoxifen or an 
aromatase inhibitor will depend on the nature of your breast cancer, 
your medical history and your own preferences. It’s also possible to 
swap between hormone therapy drugs if you find that one doesn’t 
suit you.

Many women experience menopausal-like symptoms when taking 
hormone therapies. This can include hot flushes, vaginal dryness, 
joint pain and thinning hair and nails. If you do experience any side 
effects, talk to your doctor about ways to manage them. 

I’m on Arimidex and feel quite stiff when I get up in the mornings. 
I am trying to increase my exercise and take regular calcium 
to protect my bones. Five years feels like a long time, but I feel 
fortunate to be able to benefit from an additional protection against 
a recurrence in the future. — Sarah

Make sure you ask questions about these kinds of therapies. I had a 
lot of side effects, some of which I now know can be eased if you just 
mention them to your doctor. — Lesley



Clinical trials show that hormone therapies are very effective in 
reducing the risk of breast cancer returning in women with hormone 
positive breast cancer. As a result, they’re being prescribed for 
longer periods of time – up to 10 years for some women with higher 
risk breast cancers. 

If you have been prescribed hormone therapy it’s important not to 
stop taking it without discussing this with your doctor because it may 
affect the risk of your cancer returning. Side effects often reduce 
over time and can be managed but, if they become too much for 
you, your doctor may suggest you try a different hormone therapy. 
Sometimes a planned break from treatment can be arranged. Talk to 
your medical oncologist about any concerns.

I can understand why some women might consider stopping their 
prescribed medications due to the side effects. While they are taxing 
I found that the majority of them disappeared by around the 18 
month mark. I’m glad I persisted and am happy to say that I am still 
taking my medication and the side effects are now minimal and do 
not affect my day-to-day life. — Leslie

BCNA’s Hormone therapy and breast cancer booklet outlines what 
hormone therapy is and how it works, and gives practical advice 
from other women about managing side effects. 

The ‘Treatment’ section in Cancer Australia’s Guide for women 
with early breast cancer provides additional information about 
hormone therapy and its possible side effects. It also includes a 
list of questions to ask your doctor before making decisions about 
hormone therapy. 

If hormone therapy is included in your treatment plan, you may find 
the resources listed in Section 3 helpful. 

Note: In Australia we spell oestrogen with an ‘o’ in front, but in the USA they 
spell it without the ‘o’. ‘Estrogen’ and ‘oestrogen’ are the same thing. 

Note: Hormone therapy is sometimes confused with hormone replacement 
therapy (HRT). They are completely different. 
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Be informed
Breast Cancer Network Australia (BCNA)
bcna.org.au or pone 1800 500 258

The ‘understanding breast cancer’ section of the BCNA website 
provides information about the different treatment options that 
may be available to you. 

Cancer Council 
Cancer Councils offer a range of information, support and 
resources for Australian women diagnosed with early breast 
cancer. Phone Cancer Council 13 11 20 Information and support line 
or order online. See Section 1 for a list of the state and territory 
Cancer Council websites.

Cancer Australia
canceraustralia.gov.au 

Comprehensive information on breast cancer treatment options, 
including what is involved, making decisions and questions to ask

Note: Information in the USA and UK resources listed here may  
not be applicable to women in Australia. 

BreastCancer.org
breastcancer.org

USA site with lots of easy-to-understand information about breast 
cancer, treatments, recovery and more. Also has a chat room. 

Dr Susan Love’s Breast Book (USA)
by Susan M. Love with Karen Lindsey, 
5th edition revised (Da Capo Press, 2010)

A comprehensive reference guide to breast cancer, treatment and 
living with breast cancer. A vital resource for learning more about 
breast health and breast cancer. 

This publication is usually available through local libraries, bookstores or 
online at Booktopia, Book Depository, Amazon or similar online stores.  

This resource has rarely left my side and I highly recommend it –  
it is clear, informative and concise and not too complicated.  
— Robyn 

https://www.bcna.org.au/
https://canceraustralia.gov.au/
http://breastcancer.org
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macmillan.org.uk

UK website that provides general information about treatment 
options for breast cancer.

National Cancer Institute
cancer.gov 

USA site that provides information about all types of cancer, 
including breast cancer, in both patient and professional versions. 
Updated regularly, it also provides information about clinical trials.

CancerIndex
cancerindex.org 

USA-based directory of key cancer-related sites. Links are sorted 
into categories (by disease type, medical speciality, country, 
etc.). Presents basic cancer-related information and aims to 
draw attention to issues about cancer-related information on the 
internet, especially those relating to quality of information.  

Steve Dunn’s CancerGuide (USA)
cancerguide.org 

Set up by the late Steve Dunn, who was a kidney cancer survivor and 
died in 2005. Covers finding answers to your questions about cancer 
and clinical trials, the pros and cons of researching your cancer, 
appropriate links, accessing and reading medical journals, and more. 

Clinical trials

Clinical trials fact sheet
bcna.org.au or phone 1800 500 258 

BCNA has a fact sheet that provides information on clinical trials, 
including what they are, and what you can do if you are interested 
in participating in one. 

Australian Cancer Trials
australiancancertrials.gov.au

Cancer Australia-hosted online register of cancer-related clinical 
trials in Australia, including breast cancer trials that are currently 
looking for new participants.  

http://macmillan.org.uk
http://cancer.gov
http://www.cancerindex.org
http://cancerguide.org
https://www.bcna.org.au/
http://australiancancertrials.gov.au
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Australian Clinical Trials
australianclinicaltrials.gov.au 

Australian Government and National Health and Medical Research 
Council website that provides information about clinical trials. It 
allows you to search the Australian New Zealand Clinical Trials 
Registry (ANZCTR), and specify criteria, for example, breast cancer.

Australia and New Zealand Breast Cancer Trials Group 
(ANZBCTG) and Breast Cancer Institute of Australia
anzbctg.org or bcia.org.au 

The Australia and New Zealand Breast Cancer Trials Group 
(ANZBCTG) conducts an independent, collaborative breast cancer 
clinical trials research program. More than 10,000 women from 
Australia and New Zealand have participated in ANZBCTG trials in 
the last 20 years.

Trans-Tasman Radiation Oncology Group (TROG)
trog.com.au

TROG Cancer Research is Australia and New Zealand’s specialist  
clinical research group for cancers that can be treated with radiotherapy. 
The website provides information about various clinical trials.

Breast cancer pathology

Breast cancer pathology fact sheet
bcna.org.au or phone 1800 500 258

With the Royal College of Pathologists of Australasia, BCNA has 
produced a fact sheet that provides information about pathology reports, 
including what is in the reports, what the terminology means, and how 
you can obtain a copy of your report, even years after your treatment has 
finished. You can also download the ‘Glossary of Pathology Terms’, that 
will help you understand the terminology in your report.

The Beacon Issue 57 (Summer 2011) 

The ‘Ask the Expert’ section focuses on pathology report questions. 
See The Beacon archive section on BCNA’s website  
(bcna.org.au).

http://australianclinicaltrials.gov.au
http://anzbctg.org
http://bcia.org.au
http://trog.com.au
https://www.bcna.org.au/
https://www.bcna.org.au/
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included in this My Journey Kit. 

The ‘Test Results’ section provides information to help you understand 
your pathology report and questions to ask about your test results. 

Getting your Pathology Report
breastcancer.org 

Provides clear, simple explanations (with pictures) of some of the 
terms you will find in your pathology report and that will be used by 
your doctors when talking about your breast cancer and treatment.  

Lymphoedema
Breast Cancer Network Australia
bcna.org.au or phone 1800 500 258

BCNA has a fact sheet that provides information on reducing your 
risk of lymphoedema, including tips for travel, and lymphoedema 
compression garment subsidies.

Cancer Councils Australia 

Have a range of resources for women with early breast cancer, 
including information on lymphoedema. Phone 13 11 20 or order 
resources via your state or territory Cancer Council website.

Cancer Australia 
canceraustralia.gov.au or phone 1800 624 973

Lymphoedema: What you need to know is a booklet produced by 
Cancer Australia that provides information about lymphoedema, 
including signs and symptoms and how it can be managed. 

Australasian Lymphology Association
lymphoedema.org.au

Information for women and health professionals. Also includes 
the National Lymphoedema Practioners Register: a register of 
lymphoedema practitioners in Australia and New Zealand. 

Lymphoedema Association Queensland
lymphqld.org

The website provides both general and state specific information.

http://breastcancer.org
https://www.bcna.org.au/
http://canceraustralia.gov.au
http://lymphoedema.org.au
http://lymphqld.org
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Lymphoedema Association of Victoria (LAV)
lav.org.au or phone 1300 852 850

Works toward increasing awareness, support and education for 
those with lymphoedema. Shop includes a pink lymphoedema alert 
wristband (may not be able to be used in hospital).

Breast reconstruction

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

BCNA’s website has information about breast reconstruction  
and stories from women who have had breast reconstructions.   
The theme of BCNA’s The Beacon magazine Issues 63  
(Winter 2013), 53 and 42 is ‘breast reconstruction’.

BRECONDA: Breast reconstruction decision aid
breconda.bcna.org.au 

BRECONDA is an online reconstruction descision aid developed 
by Australian researchers that helps you make decisions about 
reconstruction through a series of guided questions.

Cancer Australia
canceraustralia.gov.au or phone 1800 624 973 

The Cancer Australia website provides comprehensive information 
about the types of surgical reconstruction available following a 
mastectomy.

Reclaim your curves
reclaimyourcurves.org.au 
Founded by a breast cancer survivor, Reclaim Your Curves aims to 
support women seeking breast reconstruction through providing 
information and opportunities to network with others. The website 
features practical advice and personal stories of women who have 
undergone breast reconstruction.

http://lav.org.au
https://www.bcna.org.au/
http://breconda.bcna.org.au
http://canceraustralia.gov.au
https://www.reclaimyourcurves.org.au/
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Available from Cancer Council Queensland; phone 13 11 20

In this DVD and booklet, medical specialists provide information 
about a variety of breast reconstructions and women talk about 
their experience of reconstruction, including how and why they 
made their decision.  

Breast prostheses and reconstruction 
Phone Cancer Council 13 11 20 Information and support line

Booklet produced by the Cancer Council for women considering 
breast reconstruction after a mastectomy. Includes information 
on types of reconstruction, advantages and disadvantages, and 
questions to ask your doctor. 

BreastCancer.org

breastcancer.org

This USA website includes a comprehensive section on the various 
types of breast reconstruction, including information on nipple 
replacement and personal stories.

Returning home

YWCA Encore
ywcaencore.org.au or phone 1800 305 150

Provided by the YWCA, Encore is a free, eight week, floor- and 
pool-based exercise program designed specifically for women who 
have had surgery for breast cancer. 

This was my ‘coming out’ after treatment. Enormous help  
and support – and fun! I started to laugh again. — June

Stretch Exercise Program (Wesley Breast Clinic)
Available for loan from Cancer Councils (phone 13 11 20)

DVD from the Wesley Hospital (QLD) Kim Walters Choices Program, 
designed to meet the needs of women who have been treated for 
breast cancer. Aims to achieve mobility of joints and limbs.

http://breastcancer.org
http://ywcaencore.org.au
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Exercises after breast cancer surgery 
cancer.org 
In the Cancer Reference section of this USA website you will find 
information on some of the more common exercises that women 
can do after breast surgery, in particular shoulder and chest 
exercises.

Chemotherapy

Cancer Councils Australia 
Phone 13 11 20 or order resources via your state or territory  
Cancer Council website (see Section 1)

Offer a range of booklets and fact sheets on chemotherapy and  
its side effects, such as the Cancer Council Victoria’s booklet 
Coping with chemotherapy.

BreastCancer.org
breastcancer.org

USA website with easy-to-read information on breast cancer, 
including chemotherapy and managing side effects. 

MyBreastCancerTreatment.org
mybreastcancertreatment.org

USA website designed to inform women with early stage breast 
cancer about treatment options including Oncotype DX.

Hair loss

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258

BCNA’s Hair loss during breast cancer treatment fact sheet 
includes tips from women who have experienced hair loss as a result 
of chemotherapy.  

Cancer Council 13 11 20
13 11 20

Can provide you with information about looking after your hair and 
scalp, wigs, and adjusting to changes in your appearance. 

http://cancer.org
http://breastcancer.org
http://mybreastcancertreatment.org
https://www.bcna.org.au/
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lgfb.org.au or phone 1800 650 960
Two-hour free program dedicated to helping women whose cancer 
treatments have affected their appearance. Makeup, skin care, 
wigs, hats and scarves are discussed and demonstrated. The 
website also has information about caring for your skin and hands 
during chemotherapy. Contact LGFB for details of the times and 
locations of LGFB programs near you. 

Bone health

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

Bone health fact sheet
BCNA’s Bone health fact sheet explains the impact breast cancer 
treatments can have on bone health and provides some tips to help 
maintain or improve bone health during and after treatment.  

Bone Helth for Life
jeanhailes.org.au or jeanhailes.org.au

Provides practical advice to improve bone health in order to prevent 
and manage osteoporosis. Developed by Australia’s Jean Hailes 
Foundation for Women’s Health, it allows you to select the age 
group that applies to you and obtain information on risk factors and 
exercise. A fact sheet on bone health is also available to download.

Menopause

Managing menopausal symptoms after breast cancer  
– a guide for women 
canceraustralia.gov.au

Information about menopause, its symptoms, and the changes 
women who have been diagnosed with and treated for breast 
cancer may experience.  

Effects of early menopause on long-term health 
canceraustralia.gov.au

Australian information on bone health, and a list of suggestions on 
how you can reduce your risk of osteoporosis.  

http://lgfb.org.au
http://bcna.org.au
https://jeanhailes.org.au/
http://jeanhailes.org.au
http://canceraustralia.gov.au
http://canceraustralia.gov.au
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Australasian Menopause Society
menopause.org.au 

Offers a range of information on subjects including treatment of 
menopausal symptoms in breast cancer, early menopause due to 
chemotherapy, osteoporosis and managing life with menopausal 
symptoms.

Dr Susan Love’s Menopause and hormone book (USA)
By Susan M. Love with Karen Lindsey, revised edition  
(Three Rivers Press, 2003). 

Provides information about osteoporosis, including bone density, 
hormones and bones, as well as about menopause. 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. 

Nail health

Breast Cancer Network Australia
bcna.org.au or phone 1800 500 258

BCNA’s website has information about chemotherapy-related 
nail health.

Fatigue and cognitive dysfunction

The Cancer Journey
thecancerjourneybook.com 

Developed by the USA Oncology Nursing Society, this website 
has information on a number of cancer- and treatment-related 
symptoms, including fatigue and cognitive dysfunction (‘chemo 
brain’), and ways to manage them. 

Cancer Council 13 11 20 
13 11 20 

Cancer Councils can send you information about fatigue, including 
tips on how to conserve your energy. 

http://menopause.org.au
http://bcna.org.au
http://thecancerjourneybook.com


R
E

SO
U

R
C

E
S Targeted therapies

Information about trastuzumab (Herceptin) for patients with early 
breast cancer
canceraustralia.gov.au or phone 1800 624 973

Australian booklet produced by Cancer Australia that reviews the best 
available evidence on the use of Herceptin in treating breast cancer. 

Hormone therapy

Hormone therapy and breast cancer
bcna.org.au or phone 1800 500 258

This booklet outlines what hormone therapy is, how it works, and gives 
practical advice from other women about managing side effects.

Fact sheets on various hormone therapies 
Your doctor, oncology nurse or pharmacist or the Cancer Council 
13 11 20 Information and support line should be able to provide you 
with information regarding particular hormone therapies. 

BreastCancer.org 
breastcancer.org 

Up-to-date information on hormone treatments and other 
treatments for breast cancer (USA website). 

Oncology massage
oncologymassagetraining.com.au

Website provides a directory of qualified oncology massage therapists 
that is searchable by postcode.

http://canceraustralia.gov.au
https://www.bcna.org.au/
http://breastcancer.org
http://oncologymassagetraining.com.au
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YOUR EMOTIONAL AND PHYSICAL WELLBEING

When the whirlwind of tests, medical appointments and hospital 
visits begins to settle, many women look for ways to keep 
themselves healthy. A cancer diagnosis tends to make you more 
aware of your body and your health in general. Looking after yourself 
emotionally and physically will not only help your body to recover 
from treatment but also help to optimise your energy levels and 
keep your emotions in balance. There are a few simple steps you can 
take – you don’t have to do anything drastic or extreme.  

Emotional support

Acknowledge what you have lost. Spend time grieving. There is a 
time when you will be ready to move on, but not until you have come 
to terms with what has happened to you. Be kind to yourself. You are 
not to blame – it was just bad bloody luck! — Liz

Women often describe breast cancer as an emotional roller-coaster 
and find support from talking to others who have ‘been there’. 
Cancer support groups, Cancer Council volunteer peer support 
programs and online forums such as BCNA’s online network all offer 
this opportunity. Some women also find individual, couple or family 
counselling helpful.  

It was very reassuring to talk to a person my own age who had been 
through what now lay ahead of me. — Edith



I have never been much of a ‘sharer’ but on this forum I find it 
easy, maybe because I don’t have to sit face-to-face and look into 
someone else’s eyes. I find I can hold it together fine until someone 
looks at me with sadness and sympathy and then I tend to crumble. 
I will post more blogs as time goes on, I just wanted to say thank you 
so much to everyone who sent me a message. — Moira

Many women are glad they sought professional support to help them 
work through their emotional issues. Your GP can refer you to a 
counsellor, social worker, psychologist or psychiatrist with expertise 
in counselling people with cancer. You may be able to claim through 
Medicare for up to five visits per calendar year to a psychologist 
if your GP develops a GP Management Plan and/or a Team Care 
Arrangement and writes a referral for you. Or you may be eligible for 
a GP Mental Health Treatment Plan, which entitles you to up to 10 
Medicare-subsidised sessions per calendar year with a psychologist, 
social worker or clinical occupational therapist. 

BCNA has two fact sheets that may be useful: Chronic Disease 
Management Plans, which provides information about GP 
Management Plans and Team Care Arrangements, including possible 
costs of services and how they can be arranged; and GP Mental 
Health Treatment Plans, which outlines the benefits of a Mental 
Health Treatment Plan and how one can be arranged. Both fact 
sheets can be ordered or downloaded from the BCNA website 
(bcna.org.au) or by phoning 1800 500 258.

For further details about GP Management Plans or Team Care 
Arrangements, talk to your GP or visit the Department of Health 
website at health.gov.au.

 See Section 1  Support for you, for more on groups and organisations 
that provide emotional support.

https://www.bcna.org.au/
http://health.gov.au


Your feelings

Sharing how you feel could help you to feel better as it helps those 
around you to understand your feelings and how they can best 
support you. 

Some women prefer talking to someone outside their circle of 
loved ones. Cancer Council 13 11 20 is staffed by cancer nurses 
who can offer emotional support to you and your family or friends. 
They can also suggest other people to connect to, including phone-
based volunteers who have had breast cancer, support groups and 
professional counselling services.

Talk to someone who has a similar cancer and prognosis, then find 
your own way to deal with the treatments. We are all different and 
we all cope in different ways. There is no right or wrong way, only the 
best way for you. — Christine

Some women find it helpful to keep a journal or a diary of their 
experiences. Writing about how you’re feeling or taking photos 
during your journey can provide a powerful release for emotions, 
and some women comment years later that they’re glad they 
thought to do this. You could keep a notepad with this kit and record 
your private journey there. Alternatively, you may find it helpful to 
express your feelings through art, music or poetry. Do whatever feels 
right for you.  

I had never kept a diary before but found that I had so many 
thoughts, fears and worries I had to get them out somehow. Writing 
in my diary was my lifesaver, especially in the middle of the night.  
— Marie 



Other things you can do:

• Relaxation or meditation can help to keep your emotions in 
balance.

• Giving yourself time to do things you enjoy, such as reading, 
listening to music or spending time in the garden, can help reduce 
stress. 

• Consider treating yourself to regular massages, facials, visits to the 
cinema or galleries – whatever you can manage that brings you joy. 
You deserve it.

• Regular physical activity has also been shown to help improve 
emotional wellbeing. Things like going for a walk, yoga, gentle 
stretching or any other physical activity you enjoy can help you 
feel relaxed as they distract you from worries.

Whatever the strategy, research suggests that, as the quality of life 
improves, negative feelings often diminish. 

 See Section 4 for more on relaxation and meditation.

 See Section 4 for more on physical activity.



Anxiety and depression

Choose to walk in the sunshine, and on those days when shadows fall, 
hold the hand of those who care. — Judith

Stress, anxiety, sadness and anger are common feelings for women 
with breast cancer. However, if these feelings are intense or continue 
for a long time, if there’s no joy in the things that used to make you 
happy and if you’re struggling to function from day to day, you may be 
experiencing anxiety or depression.

As many as half of all women diagnosed with breast cancer 
experience anxiety or depression in the first year. But, as the 
symptoms are often overlooked, they’re undertreated. 

For me, the depression was more terrifying than the breast cancer or 
treatment. It’s rarely spoken about and I struggled on in the mire.  
— Beth 

Anxiety is more than just feeling stressed or worried, which are 
normal feelings in a stressful situation. The anxious feelings may be 
stronger or continue after the event has passed, making it hard to 
cope with everyday life.

Some common symptoms of anxiety include:

• racing heart
• tightening of the chest
• snowballing worries
• focusing on worry and not being able to distract yourself
• trouble sleeping
• feeling jumpy, restless or shaky.

Depression is more than just a low mood – it’s a serious condition 
that has an impact on both your physical and emotional wellbeing. 
Depression affects how you feel about yourself. You may lose interest 
in work, hobbies and doing things you normally enjoy. You may lack 
energy, have difficulty sleeping or sleep more than usual, feel anxious 
or irritable, or find it hard to concentrate. Just like a physical illness, 
depression is treatable.



Some common symptoms of depression include:

• not going out anymore, loss of interest in enjoyable activities
• withdrawing from close family and friends
• being unable to concentrate and not getting things done at work  

or home
• feeling overwhelmed, indecisive and lacking in confidence
• increased alcohol and/or drug use
• loss or change in appetite and significant weight loss or gain
• trouble getting to sleep or staying asleep and feeling tired  

during the day.

Things you can do

If you think you’re experiencing anxiety or depression the most 
important first step is to talk to your GP or a member of your 
treatment team. There are effective treatments for both anxiety 
and depression. With careful management, your symptoms can 
be treated along with your breast cancer so you can live as well as 
possible.

Other things you can do if you’re feeling anxious, stressed or 
depressed:

• spend time with people who make you feel good
• relax and do things you enjoy
• learn to say no – don’t take on activities or tasks that you don’t feel 

up to doing
• limit your alcohol intake because alcohol acts as a natural 

depressant 
• regular exercise, such as walking, has been found to help prevent 

and treat mild and moderate depression
• join BCNA’s online network, or a face-to-face breast cancer 

support group, where you can talk to other women whose 
experiences are similar to yours.



Talk to your doctor about whether you are eligible for treatment 
under a GP Mental Health Treatment Plan. This will entitle you to up 
to 10 Medicare-subsidised appointments with a clinical psychologist, 
appropriately trained GP, social worker or clinical occupational 
therapist.

BCNA and beyondblue, the national depression initiative, have 
developed a fact sheet, Anxiety, depression and breast cancer,  
that outlines the signs and symptoms of anxiety and depression  
and ways to manage them. It’s available from BCNA’s website  
(bcna.org.au) or by phoning 1800 500 258. You can also find more 
information on both anxiety and depression on the beyondblue 
website (beyondblue.org.au).

https://www.bcna.org.au/
http://beyondblue.org.au


Nutrition and exercise

A balanced diet and a moderate exercise program are beneficial for all 
members of the community, and this is no different when you are being 
treated for breast cancer. Just be mindful of any limitations because of 
surgery and when in doubt, speak to your medical team. — Jan

Don’t panic if you put on weight during your treatment – it’s quite 
common. Try to keep a healthy diet and exercise as much as you 
physically can. — Cathy

Research shows that healthy eating and exercise both help to 
strengthen bones and prevent other illnesses such as diabetes, heart 
disease and other types of cancer. Research has also shown that 
physical activity can help reduce the risk of breast cancer returning. 
Exercise also relieves fatigue and other side effects of treatment, 
which may seem ironic for women with breast cancer as they often 
feel too tired to even contemplate physical activity.   

Healthy eating

Healthy eating may mean introducing new foods into your diet, 
cutting back on the not-so-healthy foods, and continuing to enjoy in 
moderation the things you love to eat.

Sometimes treatment can affect appetite, bring on nausea or cause 
changes to taste or smell, but eating a healthy diet ensures that 
your body has what it needs to repair cells and function well. Some 
women incorporate more healthy foods into their diet to support 
their recovery. 

You’ll probably hear about various diets for people dealing with 
cancer and it can be difficult when people tell you what you should 
or shouldn’t be eating. You have to do what’s right for you.

Some people choose to make fairly drastic changes to their diet but 
there’s no scientific evidence that women with breast cancer need 
a ‘special’ diet or that particular foods cure cancer. Some people 



radically change their diet by cutting out particular food groups, such 
as meat or dairy. Radical changes may affect energy levels, could 
increase tiredness and may lead to various dietary deficiencies. Be 
wary of introducing large doses of vitamins or herbal supplements 
as they can interact with breast cancer treatments and make them 
less effective. If you’re thinking about making significant changes 
or adding particular supplements, it’s advisable to discuss this with 
someone from your treatment team.

Some days during chemotherapy everything tastes like cardboard. 
For me, the only thing that always tasted good was chocolate after-
dinner mints, so after I ate what I needed for good nutrition, I gave 
myself a little reward. — Christine

Eat foods you enjoy. You may find your tastes change for a while 
and you prefer simple foods such as vegetables. If you enjoy a glass 
of wine with your evening meal, then continue to enjoy it. — Janet



Things you can do 
Eat a healthy, balanced diet that includes a variety of foods from all 
of the five food groups:
• wholegrain breads, cereals, rice, pasta, noodles 
• vegetables 
• fruit 
• milk, yoghurt, cheese 
• meat, fish, poultry, eggs, nuts, legumes.

Some foods have little nutritional value and should only be eaten in 
small amounts, occasionally, including:

• sugar
• fat
• salt.

I love chocolate so I have a small amount occasionally. You don’t 
have to deny yourself but rather ration the treats out a bit. Only 
keep enough in the cupboard for a small treat. — Tonya

There is evidence that alcohol may increase the risk of developing 
breast cancer, however it is not clear whether alcohol increases 
the risk of breast cancer recurring (coming back). Cancer Australia 
recommends avoiding alcohol consumption or limiting daily alcohol 
intake to reduce cancer risk. If alcohol is consumed, women are 
recommended to limit their alcohol intake to no more than one 
standard drink each day; for men, the recommendation is to limit intake 
to no more than two standard drinks a day, to reduce cancer risk.

One ‘standard drink’ in Australia contains 10 grams of alcohol, but 
one serving of alcohol may contain more than one standard drink. 
For example, 100ml of wine is one standard drink but, if you fill your 
glass, you may have poured twice that.



These tips could help you to maintain a healthy diet:

• Avoid eating for the sake of it or because you’re bored.
• Eat slowly, chew every mouthful and monitor how hungry or full 

you feel. 
• Don’t skip breakfast – it can help to prevent overeating during the 

day.
• Eat regularly. Don’t let yourself get too hungry as that makes you 

more likely to overeat. 
• Plan your meals and snacks for the week and buy everything you’ll 

need in advance.
• Try steaming or grilling foods instead of frying them.
• Use oil spray instead of oil (e.g. olive oil).
• Substitute light coconut milk or low fat yoghurt for cream.
• If you want a high energy food, buy the smallest amount that will 

satisfy you. 
• Keep a food diary or use a smart phone or tablet ‘app’ to keep 

track of what you’re eating.
• Ask your family and friends to encourage you to eat well.
• Give yourself regular non-food related rewards for eating well –  

for example, a pedicure.
• Keep a selection of frozen vegetables in the freezer.
• Avoid grocery shopping when you’re hungry so you’re less likely to 

make impulse purchases.
• Drink water instead of juice or sweetened drinks. 
• Buy lean meat in smaller amounts and extend it by adding legumes, 

vegetables and grains. 

Cancer Councils have booklets and web-based information on how 
you can eat well despite treatment side effects, healthy eating in 
general and information on extreme diets. Phone 13 11 20 or visit 
your state or territory Cancer Council website.

If you’re concerned that your diet is inadequate, if you have 
problems eating or you have any other reason to think that your 
diet needs to be assessed, make an appointment with a hospital or 
community-based dietitian. You can find general information about 
healthy eating and accredited practising dietitians (ADP) on the 
Dietitians Association of Australia website: (daa.asn.au). 

http://daa.asn.au


BCNA’s booklet Healthy eating and breast cancer provides 
information to help you maintain a healthy diet, both during and 
after treatment. Developed in consultation with dietitians and other 
health professionals, it includes information on the types of foods 
you should include in your diet and tips to help you eat well when 
you’re feeling unwell. It also includes a food diary to help you keep 
track of what you’re eating and information on some of the myths 
around diet and breast cancer. It can be downloaded free from 
BCNA’s website (bcna.org.au) or you can order a printed copy by 
phoning 1800 500 258.

I took advice from the hospital dietitian about foods that were good 
for me. — Kathryn

Being active

Along with a healthy diet, exercise has been shown to improve both 
physical and mental wellbeing as well as the overall quality of life for 
women living with breast cancer. It helps manage side effects such as 
weight gain, nausea and fatigue, improves self-esteem and reduces 
depression and anxiety. Over time, changes in your body weight and 
shape resulting from exercise can bring feelings of satisfaction.

There’s also good evidence that exercise may reduce the risk of 
breast cancer recurring by as much as 24 per cent.

Research suggests that some exercise is better than none, and more 
is better than less.

The same amount of exercise is recommended for women diagnosed 
with breast cancer as for all Australian adults – that is, 30 minutes of 
moderate intensity physical activity on at least five days of the week 
and muscle strengthening activities on at least two days of the week. 
‘Moderate intensity’ means you should be breathing a little harder 
but not be completely out of breath.

Exercise reduces the risk of developing diabetes, high blood 
pressure, heart disease and other cancers. It can also reduce your 
risk of developing lymphoedema or, if you already have it, regular 
exercise can help you to manage the symptoms. 

https://www.bcna.org.au/


However, it’s important to speak to a qualified lymphoedema 
therapist before you start exercising.

 See Section 3 for more on lymphoedema.

Mild to moderate exercise, such as brisk walking, can improve your 
energy and fitness levels even if you’re feeling fatigued. However, it’s 
a good idea to start slowly and build up the amount you do over time.

BCNA’s Breast cancer and exercise booklet might help you to get 
started. It provides information on the benefits of exercise, weight 
loss and diet, and lists exercise programs that may be available 
locally as well as practical tips to help you stay motivated. It can be 
downloaded free from BCNA’s website (bcna.org.au) or you can 
order a printed copy by phoning 1800 500 258.

Throughout my treatment, whenever I exercised – even when I felt 
stuffed – I always felt better afterwards. I slept better, my aches and 
pains lessened, and I got out and about with my girlfriends. I couldn’t 
do anything like my normal routines but just being outside and trying 
hard made me feel stronger. — Heather

Things you can do

• If you can, find a way to move that you enjoy so that exercise 
doesn’t feel like a chore. 

• Try asking a friend to go walking or swimming, or to go to a yoga 
class with you. 

• You could build small amounts of exercise into your day rather 
than setting aside specific ‘exercise time’. 

• Think of movement as an opportunity rather than an 
inconvenience and focus on how much better you’ll feel 
afterwards. The hardest part is usually taking the first steps. Once 
you’re in a routine, it’s much easier to continue. 

• Dragon boating offers exercise and an opportunity to socialise 
with breast cancer survivors ‘in the same boat’. The many Dragons 
Abreast teams in Australia include women of various ages, 
backgrounds and fitness levels. If you want to get fit, make new 
friends, have fun and raise community awareness of breast cancer, 
phone 1300 889 566 or go to dragonsabreast.com.au for further 
details. 

https://www.bcna.org.au/
http://dragonsabreast.com.au


I found exercise helped me with my mood, my fears and my recovery. 
— Hazel

Before you begin exercising, it’s important to speak to your doctor or 
physiotherapist about the types of exercise that are best for you.

You may also like to see an accredited exercise physiologist (AEP). 
AEP’s specialise in developing personalised exercise programs for 
the prevention and management of chronic diseases and injuries. 
They provide support for people with conditions such as breast 
cancer. AEP’s can be registered with Medicare Australia and the 
Department of Veterans’ Affairs and are recognised by most health 
insurers. To find an AEP in your area visit essa.org.au.

Complementary and alternative therapies

You may have heard the term ‘complementary and alternative 
therapies’ or ‘CAM’. The two therapies are often mentioned together 
but they’re actually quite different. 

Conventional treatments, such as surgery, radiotherapy, 
chemotherapy and hormone therapies, are what doctors use to 
treat cancer. Complementary therapies are used alongside these 
conventional treatments to enhance quality of life. 

Alternative therapies are used instead of conventional treatments, 
for example, following an alternative diet instead of taking 
prescribed medications. Cancer Councils have a range of booklets 
and information to help you understand complementary and 
alternative therapies.

Complementary therapies

Many women turn to complementary therapies to nurture their 
mind, body and spirit. Complementary therapies can be used 
alongside conventional treatment such as surgery, chemotherapy 
and radiotherapy to help you deal with stress, reduce treatment 
side effects and enhance your sense of wellbeing. There are many 
different types of complementary therapies, most of which work on 
your whole body. 

http://essa.org.au


‘Integrative medicine’ is a term used to describe the combination 
of complementary therapies and conventional treatments. There is 
an increasing amount of research into this area and its benefits for 
people with cancer.

Yoga and meditation were vital to me. I reconnected with my mind, 
body and spirit as one, where we all felt ‘on the same side’. — Wendy

Research shows that relaxation therapy and acupuncture can ease 
chronic pain and promote muscle relaxation. Meditation, guided 
imagery and visualisation can help some women manage the side 
effects of treatment, deal with stress, unwind and relax. 

After my surgery I found that I was holding my body differently and 
my muscles felt stiff and sore. I had a massage from a friend each 
week for a while and this helped me get back to normal. It also meant 
I had a weekly routine for relaxation and indulging myself. — Sim 

Things you can do
You can learn relaxation and meditation techniques even if you’ve 
never tried them before. Here are some suggestions if you’re not 
sure where to start.

• Ask the hospital where you’re being treated if one of their 
social workers, occupational therapists, psychologists or other 
professionals is trained in relaxation techniques or can direct you 
to an appropriate service.  

• Check with your local council or community health centre to see 
whether there are any group relaxation classes in your area. 

• Check whether your local gym offers subsidised meditation, 
relaxation, or gentle yoga sessions.

• The Cancer Council has produced two CDs – Relaxation and 
Mindful Meditation – for people with cancer, their families and 
carers. You can order them online or by calling the Cancer Council 
on 13 11 20.

• Search iTunes for free mindfulness podcasts – for example, zencast.



• YouTube has a wide selection of relaxation and mindfulness 
exercises. Try searching for ‘mindfulness’ and look for one you feel 
you can connect with. There are many guided meditations, guided 
relaxation sessions and deep breathing meditation exercises but 
meditation is very personal and what’s right for one person may 
not be right for another. Take time to choose a voice, music and 
length of time that suits you.

• Rain Sounds HQ is a collection of live-recorded rain sounds from 
around the world. It’s free to download. They have specific sounds 
that may assist with sleeping.

• BCNA’s website has a regularly updated list of links to online 
resources that you might find useful.

• Mindfulness drawing (such as zentangle) and colouring books are 
readily available from newsagents, bookstores and specialty paper 
shops.

 See Section 4 for more mindfulness, meditation and relaxation 
resources.

I found recorded relaxation sessions very helpful and still use them. It 
took a while to find one that I liked, but when I did it was great. — Kim 

When my body was being bombarded with surgery and medication 
of various types, I valued meditation because it was using my own 
mind and spirit to provide a calm body to allow for healing. — Judith

A relaxation therapist taught me some specific techniques to help me 
relax during my treatments. I used to imagine I was at my favourite 
beach while I was having radiotherapy, and I was surprised at how 
helpful this was in getting me through it all. — Cara 

A relaxation massage from a professional masseur or someone who 
cares for you can be a great way to de-stress. Despite the myth, 
massage does not spread cancer cells around the body. If you let 
your massage practitioner know you have had breast cancer surgery, 
they can modify their technique accordingly. 

BCNA’s online Local Services Directory lists trained oncology 
massage therapists by location. You can find it on BCNA’s website 
(bcna.org.au).

https://www.bcna.org.au/


Women have suggested a range of things you might like to try to 
enhance your emotional wellbeing: 

• yoga  • massage 
• support groups  • meditation
• acupuncture • reiki
• Pilates  • tai chi 
• prayer  • art therapy 
• dance  • music therapy 
• aromatherapy • writing
• Qigong • travel.

I joined a singing group, which helped me on so many levels – 
emotionally, physically and spiritually. Singing was a great joy in the 
midst of a stressful time. — Toni 

When I was having my treatment, I needed to do something new so 
I took up painting. It provided a positive balance and helped me to 
feel more in control of my life. — Sally 

Before starting any complementary therapy it’s important to mention 
this to your health team so you can be sure it won’t have an adverse 
impact on your conventional treatment. Some doctors are more 
accepting and supportive of complementary therapies than others. 

Complementary medicines

Complementary medicines are used in addition to conventional 
medical treatments such as chemotherapy and hormone therapies 
and include vitamin and mineral supplements, herbal medicines, 
homeopathic remedies and essential oils. 

Your doctor may suggest you use a complementary medicine – for 
example, vitamin D is often recommended for women who are taking 
aromatase inhibitors (anastrozole, letrozole, exemestane). However, 
some complementary medicines can cause unwanted side effects 
or interfere with prescription medicines, including breast cancer 
medicines, and make treatments less effective. For example, vitamin C 
supplements can interfere with some chemotherapy, and St John’s Wort 
can reduce the effectiveness of tamoxifen and some chemotherapies.



Before starting any complementary medicine ask a member of your 
medical team about any effects it may have on your breast cancer 
treatment and health. It’s also important to let all your doctors know 
about any complementary medicines you are already using.

Alternative therapies

Alternative therapies are products or treatments used instead 
of conventional medical treatments such as chemotherapy and 
hormone therapies – for example, ozone therapy, special diets such 
as the Gerson diet, coffee enemas, large doses of vitamins and 
herbal treatments.

Alternative therapies have not been scientifically proven and there is 
no credible evidence that they’re effective in treating breast cancer, 
although they are often marketed as being a ‘cure’. They’re often 
very expensive – some cost many thousands of dollars – and you 
should be wary of testimonials and promises of a ‘quick fix’.

If you’re contemplating any alternative therapies it would be wise to 
discuss them with your doctor and family. Your doctor will be able to 
give you advice based on any available evidence.

The ‘Treatment’ section of Cancer Australia’s Guide for women with 
early breast cancer has information on the differences between 
complementary and alternative therapies, as well as questions to 
ask complementary health practitioners. You can also find more 
information about complementary medicines and therapies and 
alternative therapies on BCNA’s website (bcna.org.au).

  See Section 4 for more information and resources on complementary 
and alternative therapies.

https://www.bcna.org.au/


RELATIONSHIPS

A cancer diagnosis is uncharted territory for everyone. It creates 
insecurity, and an unknown future. — Judith

You may have a husband or partner and perhaps young, teenage or 
adult children. Your partner may be a woman or you may not have a 
partner, and you may have some very close friendships. Your parents 
may or may not be part of your life. Extended family – aunts, cousins, 
nieces and nephews – or your neighbours, work colleagues or 
parents at your children’s school may be the most important people 
in your life. Whoever they are, it’s likely that they will be affected in 
some way by your breast cancer diagnosis.

You may like to suggest to your partner that they read the booklet 
enclosed with this kit, ‘I wish I could fix it’: Supporting your partner 
through breast cancer. This booklet has been written for partners of 
women newly diagnosed with breast cancer. It includes information 
on breast cancer treatment and care, as well as practical tips to help 
partners deal with some of the common challenges they may face. 



Husbands and partners

As with any life-changing experience, both partners in a relationship 
can feel great distress after a breast cancer diagnosis. Many 
women say that the experience draws them closer as a couple 
and they receive wonderful support from their partner. Others 
are disappointed or perplexed by the lack of interest, support or 
recognition they receive from their husband or partner.

Women often find that once they start having treatment for their 
breast cancer, their own distress levels decrease, perhaps because 
they’re ‘doing something’. Husbands and partners, on the other hand, 
can feel like passive bystanders and their level of distress can be 
high. This can be a particularly difficult time for people who respond 
to problems by trying to fix them. Breast cancer is something they 
can’t fix, which can leave them feeling helpless and out of control. 
Your partner may also feel that he or she shouldn’t express their own 
worries as they may upset you – after all, you’re the one with cancer. 

My husband disappeared into his shed; he didn’t know how to handle 
the situation. I’m sure he was so scared of losing me he withdrew 
because he felt helpless and was not able to fix the problem. — Mary

I was 40 years old and my husband – the silent, unemotional 
type – found the only way he could cope was to pretend it wasn’t 
happening. He expressed no distress and left me to ‘get on with it’. 
He just didn’t know how to help me and was unable to be involved. 
Remember that there are many wonderful support systems to help 
you and your partner. — Jillian

Some days she needs me to be Superman, other days Clark Kent. 
The problem is she hasn’t told me where the phone box is. — Bruce



The pressure breast cancer exerts on any relationship can only be 
eased by open and honest communication. This is not always easy  
to achieve. Professor Jane Turner, a practising Australian psychiatrist 
and researcher specialising in breast cancer, offers this advice 
regarding communication between couples:  

Often I hear women say, ‘I’m really scared of what will happen’, 
and he’ll say to her, with the best possible motive, ‘You’ll be 
fine, love’ because he is worried about talking about things that 
are upsetting. My experience, however, is that most people who 
talk about their fears feel liberated. It actually takes energy to 
keep things inside. When they are out in the open, it’s often a 
great relief. My other advice is to be assertive about what you 
need, both from your partner and from others. I often say to 
women, ‘Look, you may not like the script, but you’re in the 
director’s chair. If you can’t be selfish now, I don’t know when 
you can.’

Most women like having the support of their partner at medical 
appointments. This also gives your partner a chance to learn more 
about breast cancer, ask questions and prepare for what you’ll be 
going through during your treatment.

My husband took a great 
deal of time off to be with me 
throughout my treatment. He’s 
also very protective of my 
energy and takes more time in 
school holidays to care for the 
kids than he used to and tries to 
work regular hours. — Carol 



Many men don’t discuss their feelings or seek emotional or practical 
support as readily as women do and, as a result, may not know 
where to turn for help. Some feel isolated when all the attention is 
focused on their partner. Some couples find it helpful to talk through 
the issues with a counsellor. Your GP can refer you to a psychologist 
or psychiatrist and you may be eligible for a Medicare rebate for 
counselling sessions.

It was really hard in the beginning because, like my wife, I was 
shocked and overwhelmed. I was having to look after the kids, take 
all the phone calls from family and friends, visit my wife in hospital 
and try to offer her support as well as hold down a full-time job.  
I don’t think anyone really understood just how hard it was for me –  
or that I also needed support and back-up. — John 

As much as you need to feel nurtured, loved and understood, so 
does your partner. If you had a good relationship with your partner 
before breast cancer and you can’t imagine life without him, then 
you owe it to each other to talk, no matter how difficult it may be to 
broach the subject. — Sue

You may like to suggest to your partner that they listen to Cancer 
Australia’s podcast, When the woman you love has early breast 
cancer to hear men share their experiences and insights on a range 
of emotional, physical and practical issues.

My husband found this podcast a great help. He listened to it on his 
own in the car and we talked about it afterwards. — Betty



Same-sex couples

Most cancer treatments and support services are aimed at 
heterosexual couples, which can make things more difficult for same-
sex couples.  

If you are in a same-sex relationship, seek care from a medical team 
of people who are sensitive to your situation, respect your privacy 
and encourage both you and your partner to be involved in your 
health care. You might want to talk to other lesbians who have been 
through breast cancer. Your local breast cancer support group, 
the Cancer Council’s Cancer Connect program or gay and lesbian 
support services may be able to point you in the right direction.

Women in same-sex relationships might feel especially vulnerable 
if their partner has breast cancer as it may bring up fears that the 
disease could affect them as well. 

Talking through any issues with a counsellor may help. Your GP can 
refer you to a psychologist or psychiatrist and you may be eligible for 
a Medicare rebate for counselling sessions if you’ve been referred 
by a GP. Counselling may be available for partners and family 
members through hospitals and community health centres. 

Some general cancer support groups welcome partners and families, 
and some hospitals (though, as yet, not many) offer support groups 
specifically for same-sex partners of women with breast cancer. 
Ask your medical team or call Cancer Council 13 11 20 for support 
options for your family. 

If there are no face-to-face groups near you, and if you feel that 
talking to others in a similar situation may help, BCNA’s online 
network has groups for same-sex partners.

 See Section 4 for more information about GP Management Plans.

 See Section 4 for more information and resources on emotional support.

 See Section 4 for additional information and resources for same-sex 
couples.



Children 

Research shows that children of 
parents diagnosed with a serious 
disease such as cancer are at much 
higher risk of mental health issues 
than their peers, and that parents are 
not always aware of the level of their child’s distress. 
There are many sources of support for different age groups. Your 
treatment team, especially your breast care nurse or hospital social 
worker, can tell you what’s available for you.

As a general rule, the way children respond to a parent’s illness  
and cope with an upheaval like breast cancer depends on their  
age and maturity. 

Early childhood

Up to the age of about eight, children usually can’t appreciate 
anyone else’s point of view or understand how their behaviour 
affects other people. Adults encourage young children to believe in 
magic with talk of Santa Claus and the Easter Bunny, and tell them 
to make a wish as they blow out birthday candles. Unfortunately, 
children’s belief that they can make things happen by wishing for 
them has its down side when things go wrong. They may also believe 
they can cause bad things to happen by thinking certain thoughts or 
misbehaving.

If a parent becomes ill and a young child believes she or he may 
have caused this, they might feel guilty and distressed, or even afraid 
of other disasters. It’s important for parents to make it very clear to 
their children that the cancer is not their fault – that it’s nobody’s 
fault.

Very young children usually express their distress by the way they 
behave rather than what they say – and that may mean behaving 
badly. When parents are tired, ill or anxious, it can be hard to see 
beyond a child’s behaviour to the message behind it – that it’s the 
child’s way of saying ‘I’m scared’. 



Sometimes children, especially girls, respond to anxiety by being 
extra good, as though this will magically put things right. The danger 
here is that, while the ‘extra good’ behaviour might be praised, the 
child’s distress may not be acknowledged.

My son was six when I was diagnosed. After my mastectomy, he 
said, ‘Mummy, when your breast grows back, will you be well enough 
to have a baby?’ Suffice to say there were many talks to help him 
understand the situation. — Mary 

Middle years

From the ages of about eight to 12, children start to appreciate how 
other people might be feeling, although it’s still hard for them to 
consider abstract concepts and things that are merely possible.

Having access to opportunities to play and exercise are important. 
At this age, children start to look for acceptance from others and, if 
their family is different for any reason, they will be acutely aware of 
this. For instance, they may hate having a mother with no hair.

Children in this age group often try to be brave and can feel 
overwhelmed by their feelings as they struggle to be grown-up. 
This may be in the face of confronting and distressing comments 
from other children, such as ‘Your mum has cancer. She’s going to 
die.’ Well-meaning family and friends may tell them to be brave 
and grown-up, which isn’t helpful and may discourage them from 
expressing their feelings.



Adolescence

From about 12 years of age children are able to think in abstract 
terms, although their ability to think logically often fluctuates. It’s 
a mistake to assume that, because they can cope with complex 
algebra at school, they will grasp the significance of breast cancer.

The rapid physical changes during early adolescence are not always 
matched by emotional maturity; it’s easy to expect too much of 
young people. For instance, it may seem obvious to a parent that 
adolescent children should do more around the home if their 
mother is ill, but it may not be obvious to the adolescent. They may 
be very happy to make a contribution but still need to be asked to 
do specific jobs.

Being accepted and part of a group is important at this age, and 
self-esteem can be very fragile, particularly for girls. Adolescence is 
also a time of developing a sense of self and identity, and thinking 
about adult roles, relationships and responsibilities. Adolescents 
may need to feel separate from the family while still needing support 
and reassurance.

It’s common for adolescents to have wildly fluctuating and conflicting 
demands and expectations from their family – if the parent doesn’t 
ask, they’re selfish and don’t care; if they do, they’re nosy. Emotions 
can be felt very intensely, and it’s easy for adolescents to feel 
isolated. An adolescent whose mother has breast cancer may feel on 
one hand that no one else understands how different his or her life 
is and, on the other, that he or she doesn’t want to be treated any 
differently.

Adolescent girls may also have questions about their own breast 
cancer risk if their mother has been diagnosed with breast cancer. 
It may be helpful to know that 90–95 per cent of all breast cancers 
have nothing to do with family history and your diagnosis does not 
mean that others in your family will also develop breast cancer. 

 See Section 1 for more information about breast cancer risk in families.



How you can help your children

It’s tempting to feel that keeping the situation secret from your 
children will protect them from worry. In fact, children are quick 
to pick up on atmosphere and mood and, if they’re not told what’s 
happening, they may fear the worst and become distressed.

However upsetting, talking is essential, and it’s important to help 
children feel that their needs and concerns will be addressed.

Information should be adapted to the age and maturity of the child. 
For young children in particular, it may be better to give information 
in stages rather than all at once. Remember, too, that young children 
don’t have a good concept of time. When you are four years old, 
‘three big sleeps’ till your birthday seems like forever.

Even though it can be difficult, it’s better to tell your children what’s 
happening to you, using language they can understand. This gives 
them the opportunity to ask questions and talk about their fears. If 
you don’t tell them, it’s inevitable that they will hear the news from 
someone else. A common concern for parents is what, how and how 
much to tell children. 

Initially, I tried to hide what was happening to me from my daughter. 
But I realised that she needed to know and when I explained things 
in small pieces, she coped well. — Karen 



You may also like to discuss the situation with your child’s school and 
teachers and access the school counsellor if available.

CanTeen is an organisation that provides information and support  
to 12–24 year olds dealing with cancer. This includes information and 
support for those who have a parent diagnosed with cancer.  
(canteen.org.au)

The Medikidz comic explains breast cancer through the adventures 
of comic book characters and is suitable for children 8-12 years of 
age. It can be ordered from the BCNA website (bcna.org.au) or by 
phoning 1800 500 258. 

When my mum was diagnosed with breast cancer I knew she was 
sick – but to me nothing changed. She still told me off, made my 
lunch for school and hugged me the same way she always had. But 
pretending things were normal didn’t make the problem go away. 
Often I felt alone and isolated. — Ben 

When I was first diagnosed I was really scared. I wrote letters to my 
children in case I died. I was pretty emotional when I was writing 
them but it was a relief to know that if something happened to me 
the kids would know how I felt about them. Thankfully, the letters 
were never needed. — Carla 

http://canteen.org.au
https://www.bcna.org.au/


Psychologist Jane Turner has provided the following suggestions:

Things that may help Things that probably won’t help

Talking Keeping secrets

Maintaining routine Letting go of structure  
and rules

Negotiating tasks Giving orders

Telling children it’s not their 
fault

Telling children to ‘be good  
for mummy’

Encouraging children to 
participate in sport and 
normal activities

Expecting children to spend all 
of their time at home ‘because 
time together is precious’

Giving information in stages Talking about possible 
outcomes far into the future

Allowing others to offer 
support

Feeling that accepting help 
is weak or will lead to loss of 
independence

Letting children talk even 
about difficult things

Rushing to reassure

Encouraging children to 
work out some problems 
themselves

Trying to fix everything for them

Letting the school know Keeping everything private

Maintaining rules and 
consequences

Letting discipline slip because 
of guilt

Letting children see that 
parents are upset sometimes

Always adopting a façade and 
pretending everything is okay

The section ‘Finding Support’ in Cancer Australia’s Guide for women 
with early breast cancer provides more information about the 
impact of breast cancer on children and partners.



Whenever it seemed appropriate, I took the children along to the 
hospital to show them the chemotherapy and radiotherapy rooms. 
Once the taboo and mystique had gone from the topic, the children 
were interested to see where I disappeared to but didn’t appear to be 
too affected by any of it. In fact, the radiotherapy room was ‘so cool’ 
they wanted to bring all their friends to see the ‘lasers’! — Lyn 

I got a calendar and made sure all the normal activities and family 
celebrations were on it. It reassured the kids that their special 
events would not be forgotten and meant that I could plan ahead 
and make arrangements for them to be there, even if I couldn’t 
always be part of them. — Angela 

 See Section 4 for additional information and resources for children.

Parents 

Parents often find it particularly difficult when their daughter 
is diagnosed with breast cancer. They worry about what to say, 
when to help and when to hold back. How parents deal with their 
daughter’s situation will depend on a number of factors unique to 
them and their relationship with their daughter.

For most parents, a daughter’s diagnosis comes as a shock and they 
will go through many emotions, including disbelief, fear and sadness. 
Some mothers who have had breast cancer themselves say they feel 
guilty, while others are able to offer appropriate support because 
they have been through a similar experience.

I think I was more shocked than my daughter when I heard about her 
breast cancer. All I could think was that this should have been me, 
not her. — Judith 

Because there was breast cancer on my dad’s side of the family,  
he thought he had caused mine and worried that I was going to die. 
It took him a long time to be able to talk openly with me about what 
I was going through. — Sally 



When my daughter was diagnosed with breast cancer I was worried 
sick. I was going through my own feelings of panic and guilt, 
wondering if maybe something I’d done when she was growing up 
had caused her breast cancer. — Sarah 

Parents often find it easier if they have information. If you receive a 
copy of Cancer Australia’s Guide for women with early breast cancer 
in addition to the one in this kit, you may want to give it to your 
parents.

My daughter’s breast cancer was a journey we took together. We 
both had a lot to learn. Her father and I found it easier to cope when 
we’d read up about breast cancer and the various treatments. — Ellen 

I’ve learnt that it’s important to be honest. Most mothers have the 
need just to be there to provide support. On the practical side of 
things, it was great to have someone to organise meals, hang out 
washing and so on. — Anna 

Parents may need suggestions from their daughter about how and 
when they can best provide practical and emotional support for her 
and her family. 

My daughter and her partner were so busy with appointments 
and tests and the children. One thing I could do was track down 
information for her and leave it for her to look at when she 
was ready. — Alice 

It’s difficult to say how we got through our daughter’s diagnosis 
and treatment. First we had to get over our knee-jerk emotional 
response that she was going to die – information about breast 
cancer, its treatment and the survival figures helped us here.  
— Stewart 

My parents and family live in England, so it was really hard to tell 
them about my breast cancer. They rang me every few days, which 
really helped. — Norma 



We haven’t been able to find any useful resources specifically 
written for parents who have daughters with breast cancer.  
Perhaps in time your parents might let BCNA know how they got 
through this so that we can share the information with other parents. 

Parents will probably find much of the information in this  
My Journey Kit Information Guide useful. Some parents have  
told us that the Helping a friend or colleague with breast cancer 
brochure (included in this kit) was helpful, too. 

Counselling may be available for family members through 
hospitals or community health centres, or they could visit a private 
psychologist. Some general cancer support groups welcome 
partners or other family members. Ask someone from your 
treatment team for options in your area. 

You or any member of your family can phone Cancer Council  
13 11 20 to talk to someone and explore available support options. 

Most Cancer Council websites have online forums that may be 
helpful and some Cancer Councils also have telephone support 
groups for carers. 

 See Section 4 for more resources for parents.

Friends and colleagues

Friends and colleagues may not know how best to help you. 
Sometimes they may not know what to say or how to treat you. 
Some people may avoid you as they don’t know how to confront 
what you’re going through, and this can be hurtful. For people 
who have lost loved ones to cancer, your experience may bring up 
sadness for them. Often it’s best to be upfront and let people know 
how you’d like them to treat you. You may welcome their questions 
about how you’re going, or you may prefer not to discuss your 
health. Whatever your choice, it would help them to know. 

Some women are happy for their work colleagues to know about 
their breast cancer. Some tell only a select few while others prefer 
not to tell anyone except perhaps their immediate supervisor. 



Do whatever feels right for you. Even if you’re happy for others to 
know, you may prefer to tell them by email or ask a trusted colleague 
to tell them for you. 

I could see that some people were awkward with me at first, as 
though they didn’t know what to say to me. I found that by taking the 
lead and talking about my breast cancer and the other things that 
were happening in my life, they soon relaxed and were able to treat 
me normally. — Isobella 

The Helping a friend or colleague with breast cancer brochure 
included with your My Journey Kit helps people understand what 
women with breast cancer are going through. For extra copies, 
phone 1800 500 258 or go to our website (bcna.org.au).

It was really helpful to be able to give this brochure to members of 
my family, friends and work colleagues. In the beginning I could see 
that some of them felt uncomfortable – mostly because they were 
scared of upsetting me, I think. The brochure helped them feel more 
at ease and I got a lot more help than I expected! — Karina 

Friends or colleagues of women with breast cancer can phone the 
Cancer Council on 13 11 20 to find information, talk to someone 
about how they’re feeling, and discuss ways they can best provide 
support. 

The ‘Finding Support’ section in Cancer Australia’s Guide for women 
with early breast cancer provides additional information about the 
impact of breast cancer on friends. 

 

https://www.bcna.org.au/resources/booklets-and-fact-sheets/#helpingfriend
https://www.bcna.org.au/


SEX AND INTIMACY

Many changes will come as a result of being diagnosed with breast 
cancer, and your sexuality may be one of the areas that will change. 
Your own wellbeing is your main priority at this time. Don’t blame 
yourself or get angry at your body. Just focus on looking after 
yourself. — Kerri-Ann

Sex and intimacy are very personal but important components 
of life for all women. Breast cancer and its treatment can affect 
sexual wellbeing in many different ways. For example, while some 
women have no emotional response to losing a breast, for others, 
breast cancer surgery causes sadness, loss and grief, which can 
have an impact on their sense of sexual wellbeing, self-esteem and 
confidence.

My breasts are an important part of my sexuality, so the lack of 
sensation in the reconstructed breast was initially quite a challenge 
to accept. — Sasha

When the world is obsessed with women’s breasts and yours are 
deformed, a loss of confidence in yourself and your appearance is 
almost inevitable. You are supposed to not care about your breasts 
and just be grateful to be alive. — Cate

When BCNA asked our members about sexual wellbeing after breast 
cancer more than 2,200 women completed the survey, and the 
majority said that breast cancer had affected their sexual wellbeing. 

A number of women said they struggled to come to grips with 
tiredness, feeling unattractive, hot flushes, weight gain and breast 
sensitivity or tenderness.

Others said that fatigue caused by their treatments or changes to 
their hormone levels meant they lacked the energy and desire for 
sex.

Vaginal dryness from the effects of chemotherapy or hormone 
therapies also caused discomfort for some, especially during sex.



The lethargy, weight gain, hair loss, scars, nausea and vaginal 
dryness weren’t things I found overly sexy. Although my husband told 
me continuously that none of them mattered, they still did to me and 
being intimate was the last thing on my mind. — Samantha

I am a member of an online forum that enables me to read of other 
women’s experiences with their sexuality and their limitations in 
that area since having breast cancer. It’s helped me to see that it’s 
not my fault that I feel the way I do, and my reservations about sex 
and intimacy are experienced by many breast cancer women.  
— Amy 

Unfortunately, health professionals rarely initiate discussions about 
sexual wellbeing and many women and couples find it hard to 
raise the subject themselves. But, if you do have concerns about 
your sexual wellbeing, it’s important to discuss these with your 
GP or breast care nurse. They may be able to suggest things you 
can try and tell you what has worked for other women. Your GP 
or breast care nurse may also be able to recommend a counsellor, 
psychologist or sex therapist who may be able to help. 

BCNA has developed a breast cancer and sexual wellbeing section 
on our website. There is also an information booklet to help you 
identify the issues that may affect you during and after treatment 
with strategies that may help you to manage them. You can 
download it from the BCNA website (bcna.org.au) or order a printed 
copy by phoning 1800 500 258. 

https://www.bcna.org.au/


Single women

Going through breast cancer without a partner can be tough. If 
you’re also struggling with loss of confidence and feeling unattractive 
and uncomfortable with your body, you might find yourself 
wondering whether this means you’ll be single forever.

I was recently separated from my husband, and being ‘abnormal’ 
made me very hesitant to meet a new partner. — Sylvia 

For a while I felt damaged in a very deep-seated way and 
completely convinced that no man would ever look at me again. 
One did, though, and still does. — Marianna

Despite these concerns, many women eventually start a new sexual 
relationship after their breast cancer diagnosis.

When they do, they might feel nervous about broaching the subject 
of their breast cancer and self-conscious about being naked in their 
‘new’ body. 

There’s no right time or right way to start a new sexual relationship. 
You might want to wait to mention breast cancer until you’re sure 
you can trust your new partner or get it out of the way at the start. 
The most important thing is to remember that you’re much more 
than your breast cancer. 

Wait until you are 
ready and approach 
it with confidence and 
support. If the partner 
really cares they won’t 
judge you and will be 
patient. — Lou



Assoc. Professor Kerry Sherman, Health Psychologist at Macquarie 
University, offers this advice re dating:

It’s common for women to feel nervous about dating after 
breast cancer. You should not feel any obligation to disclose 
your breast cancer immediately in a new relationship, unless 
you feel comfortable doing so. It’s sometimes better to wait until 
you know someone and feel comfortable with them as a friend 
before telling them about your breast cancer.

It may not work out the first, second or third time, but don’t be 
disheartened. Sometimes women blame their breast cancer for a 
failed relationship when there are other reasons. Relationships break 
up all the time – don’t be too hard on yourself.

Just do it. Ask for advice from people who have been there and 
from professionals if need be. If you find a worthwhile person, don’t 
be afraid. Don’t wait too long to tell a new partner – they might 
take fright not because of the breast cancer but because you didn’t 
tell them. — Marianna

Coping as a couple

My husband was totally supportive and kind and caring, and never 
once made me feel unattractive. He was always encouraging and 
telling me how beautiful I am to him. His comments were lovely but I 
still felt unattractive and less of a woman because of the removal of 
my breast. — Denise

Sex became a one-way matter rather than mutual. I felt 
uncomfortable that I was not interested in sex and had to push 
myself to be sexually active, and very sad that I couldn’t experience 
sexual pleasure under any circumstances. — Jenny 

The impact of breast cancer on a couple’s sex life will vary according 
to the quality of the relationship before breast cancer and how 
both partners respond to and deal with the whole breast cancer 
experience. Couples who are able to discuss sensitive issues openly, 
and to recognise and respect what the other person is going through, 
are more likely to feel they’re working through the issues together.



Talking to each other

Many women say their husband or 
male partner finds it hard to talk 
about his own emotions. It may be 
very difficult for some partners to discuss how they’re feeling and they 
may withdraw from making sexual requests. This could be because 
they don’t want to pressure their wife or partner, or they may simply 
not know what to do. 

It wasn’t until we had a huge fight that we both realised how much 
the other was suffering. We then talked in depth about what we 
could do to help each other, our fears, etc. We haven’t looked back. 
— Kylie

He was totally supportive throughout. It really made me realise that 
he loves me and is turned on by me regardless of my having one 
or two breasts. He touched my scars gently and lovingly and that 
helped me to embrace them as part of the new me. — Jennifer

Due to the tiredness I was having, my partner would stay up late and 
then come to bed after I was asleep. He wouldn’t talk about it, but I 
think he was unsure how to approach me sexually. — Jan

It’s quite common for women who lose their libido because of 
breast cancer to worry about how their husband or partner feels 
about this. If you don’t discuss the underlying cause of this or any 
other change, misunderstandings can affect intimacy over time. 
Talking openly to your partner about any fears you have around 
sexual activity, intimacy and body image may help. It may also help 
to let your partner know when you’re ready to have sex, what level 
of intensity you prefer and whether you want him or her to do 
something differently. Your partner may be worried about hurting 
you or appearing too eager. 

My husband and I had a few issues to start with. It seemed I had 
suddenly become a very delicate flower and he was worried he 
would hurt me. — Margeurita



He is very cautious about touching my breasts as he says he is 
scared of hurting me. Sex is great again, but he still avoids my 
breasts — Kathy

Working on it together

There may be stages during your breast cancer treatment when 
intimacy without sex is enough for you, especially if you’re not 
feeling very well. Taking it slowly can help, such as starting with 
cuddles or a sensual massage. Couples who are able to discuss their 
sexual challenges often come up with ways to adjust to their new 
situation and make intimacy work for them. 

During chemo there weren’t too many days where I was feeling great 
– but although our sex life slowed, we made an effort to spend time 
together relaxing and cuddling without the sex. — Kirsty

My partner and I share our thoughts and feelings relating to our 
intimacy/sexual issues. We laugh a lot about me being dry like the 
Sahara Desert but I am seriously trying to use the methods I have 
been offered – creams, etc. – to rebuild my ability to have sex. 
— Kirrily

Your partner may find some useful information about how you’re 
likely to feel about your body and how this could impact on your 
relationship on Cancer Australia’s podcast When the woman you 
love has early breast cancer (canceraustralia.gov.au).

BCNA’s booklet, ‘I wish I could fix it’: Supporting your partner 
through breast cancer contains practical strategies to help partners 
deal with common challenges during the breast cancer journey, 
including sexual wellbeing and intimacy. Partners can also join in the 
conversations on BCNA’s online network which is available for all 
Australians affected by breast cancer.

 See Section 4 for more information and resources on sex and intimacy.

http://canceraustralia.gov.au


Ways to help your sex life

Many women find ways to deal with the changes in their sex life. For 
instance, some women find that lubricants and other products can 
help with arousal, and pleasuring themselves helps them to work out 
what feels good.  

Talking to someone

You may find it hard to seek support from a counsellor, sex therapist 
or psychologist but these professionals can help with strategies to 
overcome any sexual problems you’re experiencing. 

If you feel comfortable asking her, your nurse may be able to 
recommend someone who specialises in helping to resolve sexual 
problems.

It can be really helpful if you are able to discuss your sexual situation 
openly and honestly with your doctor. However, doctors can be 
uncomfortable with the topic, and may be even more reluctant 
to broach the subject with single women or women in same-sex 
relationships. If you can, be brave and ask what you need to know. 
Your sexuality is important and you’ve every right to information and 
strategies that will help you. Sexual issues are very common, so your 
doctor is likely to have had similar discussions with women before.

Many single women say they feel most comfortable discussing sex 
with their friends and with members of their breast cancer support 
group. 

I was very open with my medical team about all things, including 
sexuality. It helps to be open and honest – it gives your medical team 
a clear understanding of how you are coping. — Sharon

I found this difficult, and still do, even though my medical team are 
all women doctors. — Rosemary

The breast care nurse was able to talk freely and beautifully with 
both my husband and me and deal with any concerns we had. She 
was a wealth of information and support. — Kathy



Lubrication

We started using lubricating gel and a vibrator. — Denise

If your vagina feels dry or sore due to the effects of treatment, you 
may want to experiment with a few different types of lubricant, with 
or without a dilator, to work out what feels best for you. 

Water-based lubricant is a simple, safe, effective and accessible 
product that helps to overcome vaginal dryness so that sex is more 
comfortable. Many brands are available from supermarkets and 
chemists, or you can purchase them from an online pharmacy and 
have them delivered to your home. The effects of water-based 
lubricants, such as YES and Astroglide, don’t last a long time so 
they’re best used during sexual activity. You can also use a silicone-
based lubricant such as Pjur, which is available online from  
passionfruitshop.com.au. However, you should avoid petroleum- or 
oil-based lubricants as they can interfere with the vagina’s natural 
secretions.

Vaginal moisturisers are better for vaginal dryness or discomfort. 
Replens is a water-based vaginal moisturiser that lasts for three days 
and helps the dry vaginal lining become more elastic. It’s available 
from pharmacies in pre-filled single-use applicators and costs about 
$30 for a pack of 10 applications. Research by BreastCancer.org has 
found that women’s vaginal symptoms and sexual function improved 
after using this product, although often it took a few months to work. 
It’s recommended that women who use Replens also use a water-
based lubricant during sex. 

Vaginal oestrogen creams replace the oestrogen in the vaginal 
wall. These preparations are the most effective for relieving the 
symptoms of vaginal dryness but doctors are often cautious 
about prescribing them for women who have had breast cancer, 
particularly oestrogen-positive breast cancer, as the oestrogen in 
the cream can enter the bloodstream. Research suggests that small 
amounts of oestrogen aren’t harmful but, if you’re interested in using 
a vaginal oestrogen cream, it’s best to discuss this with your doctor. 
You’ll need a prescription to purchase it.

http://passionfruitshop.com.au
http://www.breastcancer.org/


It’s fine to use condoms with water-based lubricants but not with oil- 
or petroleum-based products.

Adult products

Many women try various products to enhance their sex life but they 
can feel awkward or embarrassed buying them, or even thinking 
about what to buy. If you or your partner don’t have a problem 
shopping at your local adult store you’ll find a range of products, 
such as lubricants, vaginal dilators and dildos. Clitoral and vaginal 
vibrators come in all shapes and sizes, from small palm-sized options 
to larger sizes, some with intriguing attachments. Adult stores have 
an extensive range of erotic books and DVDs and other sex toys 
and gadgets on offer. Some adult shops are particularly sensitive to 
women, with helpful staff offering advice in a ‘woman friendly’ way, 
while some are specifically for women.

I went to the Tool Shed (adult store) and bought a completely 
ridiculous video, but it did the trick. — Marianna

I tried a vibrator to reconnect with my sexuality without the 
pressure of failed intercourse or affecting my partner. — Sharon

If you prefer to purchase from the privacy of your own home, visit 
an internet site. Again, some sites are less ‘out there’ than others, 
and more sensitive to women. Some websites explain how to choose 
a sex toy, describing the differences between the various materials 
(silicone, latex, vinyl, plastic, etc.) and how they can be used.



Feeling attractive

Many women say they don’t feel attractive 
after breast cancer despite their partner’s 
reassurance. 

I know that the obstacle to a great sexual 
relationship with my husband is me. I need 
to believe in myself as a sexual, desirable 
woman despite my mastectomy. I repeat 
to myself every morning and evening, ‘My 
breasts do not define me, I am beautiful, 
I am a sex goddess and I absolutely love 
having raunchy sex with my husband!’ It’s 
working very slowly … but it’s working! — Kassandra

Some women say they feel more sexually alive if they pamper 
themselves with treats such as visits to the beautician or buying 
lovely scarves or sexy lingerie.

While I don’t hide my scars, I sometimes jump into a nice feminine 
camisole or nightie. It especially helped in the early days after my op 
and chemo. — Sue

I started by wearing singlet tops that I felt attractive and 
comfortable in. We use massage a lot – sometimes this leads to sex, 
other times it’s just a nice experience between us. — Kirsty

Sometimes I like to keep my bra on to feel a little prettier. Losing 
my breasts has helped our sex life in some ways – we have learnt to 
explore all different parts of our bodies instead of focusing on one 
particular area. — Deborah

 See Section 4 for information on bras and swimwear.

 See Section 4 for more information and resources on sex and intimacy.



PRACTICAL MATTERS

Finances

Illness can sometimes cause short-term financial strain or hardship. 
For some people, getting by financially is no easy task, even at the 
best of times. Although finances may seem trivial in comparison 
to the diagnosis, money worries can have a big impact on how 
individuals and families adjust. General day-to-day expenses 
continue and you might also have to pay for medications, treatments 
and tests, counselling, travel and other cancer-related costs. All of 
this may be further complicated if your main source of income is 
disrupted.

My main concern was how long I could stay off work without an 
income before losing my house. Luckily I was OK as I was very 
careful and budgeted well. — Michelle

We had good private cover, but there are still a lot of costs attached 
to having cancer – complementary therapies, tests, medications, 
wigs, turbans, creams, etc. These relatively small costs add up 
surprisingly quickly. — Robin

Your costs will largely depend on whether:

• you have treatment in the public or private system
• you’re working and need to take time off for treatment
• you live in a rural area and need to travel for treatment.

There are a number of financial schemes that can help you  
through a difficult patch. Someone in your treatment team, such  
as a social worker or your GP, or someone at Cancer Council  
13 11 20 can help you to find out about financial support. The 
Cancer Council has a program that provides free legal, financial and 
workplace advice to people affected by cancer who cannot afford to 
pay for advice. Your pharmacist and Medicare can explain the ‘safety 
net’ associated with the cost of medications and medical bills. 

 See Section 4 for a list of resources regarding financial assistance.



I found banks, utility companies and doctors were more than willing 
to discuss alternative options if something could not be paid up front 
or by the due date. The trick is to be open and honest, and contact 
the company or person as soon as you realise that payment cannot 
be made straight away. — Dana

I kept a diary of when bills were due so I didn’t get behind in 
payments, and had to tighten the belt with luxury items. It’s very 
important to have your paperwork in order, get your Patient 
Assistance Travel Scheme forms before you travel, and keep your 
medical receipts for tax purposes. — Sharon

Costs of tests and treatments

Talking to your doctor about the likely costs of medical tests, 
treatment and support services will give you a clear idea of where 
you stand. Some women start out feeling very uncomfortable asking 
about treatment costs. It might be helpful to think about them like 
any other service – like getting a quote from the plumber before he 
starts a job. With everything else you’re dealing with, it’s probably 
best to avoid surprise bills. You may also find that there are ways to 
reduce or minimise your costs if you ask in advance.

 See Section 2 for information on treatment as a public or private 
patient.

I had my surgery as a private patient in a public hospital. My surgeon 
didn’t have an agreement with my health insurance company and I 
had significant out-of-pocket expenses. — Rebecca

Many women who see doctors in the private system receive bills they 
are not prepared for. I advise women to determine exactly what their 
‘out of pocket’ expenses will be when making appointments, and to 
discuss with office staff at the time of booking if they have concerns 
regarding costs. I also let them know that they have the option of 
receiving care through the public system if they desire. — Liz, nurse



Some surgeons will write to your health 
fund requesting they fully cover some 
reconstruction surgery, etc., so if you 
ask your surgeon to do this it could be 
worth the trouble. — Sharon 

Medicare and the Pharmaceutical 
Benefits Scheme (PBS)

The PBS is a government system that funds 
approved medications used in Australia. It covers everyone who has 
a current Medicare card. The Australian Government subsidises 
most, but not all, of the cost for PBS-approved medications. 
Individuals pay the balance. The PBS Schedule lists the medicines 
that are subsidised by the government. Some breast cancer 
medications are not approved for the PBS and therefore are not 
subsidised. This is particularly common with new drugs that have not 
been through the extensive approval process. Ask your doctor if an 
unsubsidised drug might be useful for you so that you can consider 
all your options.

Centrelink determines whether you are eligible for a health care 
card. This card entitles individuals, and in some instances their 
families, to pay less of the balance of the cost of medications. 
Concessions from state and local government authorities for holders 
of a health care card may include reductions in the cost of using 
an ambulance, dental and eye care, public transport, water rates, 
energy and electricity. For more information about health care cards, 
contact Centrelink on 13 27 17 or humanservices.gov.au/centrelink.

When you’ve paid a certain amount for prescription medications 
in one calendar year you’ll be eligible to pay less, or nothing, for 
medications for the remainder of that year. This system is known 
as the PBS Safety Net. You’ll need to register when you reach 
the threshold. Find out more from your pharmacist, Medicare or 
Centrelink.

http://humanservices.gov.au/centrelink
https://www.humanservices.gov.au/customer/services/medicare/pharmaceutical-benefits-scheme-pbs-safety-net


The Medicare Safety Net is designed to help you when you have 
a lot of medical costs. Like the PBS Safety Net, it means that once 
you’ve paid a certain amount in medical fees, visits to your doctor 
or medical tests outside of hospital may cost you less. Fees paid for 
treatment or tests when you are in hospital do not count toward the 
Medicare Safety Net. 

Families, couples and individuals are all eligible for the same 
threshold amounts. If you are a family or couple, you can register 
as a Medicare Safety Net Family and your medical costs will be 
combined so you are likely to reach the threshold sooner. You need 
to register even if all of your family members are listed on your 
Medicare card.

All out-of-pocket hospital costs that attract a Medicare rebate count 
towards the Medicare Safety Net, such as:

• GP and specialist consultations
• ultrasounds, scans and X-rays
• blood tests.

You can keep track of your treatment expenses in your My Journey 
Kit Personal Record. It’s a good idea to keep records of your 
expenses, especially for tax purposes. See BCNA’s website  
(bcna.org.au) for an online spreadsheet to help you track  
your expenses.

If you have a smartphone or tablet, Medicare has an app that helps 
you keep track of your expenses in relation to the general Safety 
Net threshold.

https://www.humanservices.gov.au/customer/services/medicare/medicare-safety-net
https://www.bcna.org.au/


The out-of-pocket expenses after claiming on my private health 
insurance were still quite large and I used a spreadsheet to keep 
track of them in order to claim a tax rebate at the end of each year. 
— Pamela

You can print off Medicare claim forms from the website at  
humanservices.gov.au/medicare. You can also register your 
banking details with Medicare so that rebates are paid directly  
into your bank rather than arriving as a cheque. 

Some clinics will claim the Medicare rebate on your behalf when 
you pay your full account so you don’t need to submit a claim at all.

At times, the number of bills and claim forms that need to be 
dealt with can seem overwhelming. Once again, the Medical and 
Treatment Expenses form in the My Journey Kit Personal Record 
may assist you with this. If you find that you’re not up to doing it, 
ask a family member or friend to help you keep on top of your 
financial accounts. 

Women diagnosed with breast cancer are eligible to claim through 
Medicare for up to five allied health services per year as long as 
their GP develops a GP Management Plan and/or a Team Care 
Arrangement and writes a referral to qualifying allied health 
professionals. Allied health services available under this scheme 
include physiotherapists, occupational therapists, psychologists 
and dietitians. For further details talk to your GP or visit the 
Department of Health website at health.gov.au.

 See Section 4 for additional information on Medicare and the PBS.

http://humanservices.gov.au/medicare
http://health.gov.au


Travel insurance 

Some women have problems obtaining insurance for international 
travel. For example, some companies consider how long it’s been 
since you stopped active treatment, so it’s important to explore your 
options before making travel plans. 

I was surprised when I had some trouble getting travel insurance.  
— Jane 

Visit bcna.org.au or phone 1800 500 258 for copies of our Travel 
insurance fact sheets. 

Financial assistance

BCNA’s Financial and practical assistance fact sheet outlines a 
range of benefits, subsidies and services that may be available to 
you and your family to help reduce the financial impact of your 
diagnosis. You can download a copy from BCNA’s website  
(bcna.org.au). 

 See Section 4 for a list of resources regarding financial assistance.

 See Section 1 Information for women in rural areas, for more on patient 
travel assistance schemes.

https://www.bcna.org.au/
https://www.bcna.org.au/


Making a will 

When I was diagnosed with breast cancer, I understood for the 
first time that I was truly mortal – and I realised I didn’t have a will. 
Getting a will made meant I could stop worrying that our children 
would not be provided for in case the worst happened, and I could 
focus on recovery. — Claudia 

A will is a legal document that sets out how you would like your 
assets and belongings to be distributed when you die. 

Everyone with money or property, ill or not, should make a will. In 
making your will, you can appoint one or more people to carry out 
your instructions. The people you appoint are called executors 
and are usually family members or close friends. There are 
responsibilities associated with this role so it’s important to discuss 
it before naming someone in your will.

Do-it-yourself will kits are available from newsagencies, or your 
solicitor can prepare your will for you.



PERMANENT BREAST PROSTHESES  
AND BREAST FORMS

The bras, wig and prosthesis were very expensive and I was glad that 
I could at least get reimbursed for the prosthesis. — Anne

A permanent prosthesis is a silicone mould resembling the shape and 
weight of the breast. It fits inside a bra to restore shape and maintain 
balance and alignment of the spine. Some prostheses stick onto the 
outside of the chest wall with a special glue. Your nurse or Cancer 
Council 13 11 20 can help you to find a specialist breast prosthesis fitter 
in your area. 

Lightweight breast forms are available to wear inside swimming 
costumes. Some manufacturers sell specially designed swimwear for 
women who have had a mastectomy. Bra boosters or shapers are 
available for women who have had a partial mastectomy. 

The cost of breast prostheses ranges from about $150 to more than 
$500. Women who have had a mastectomy can claim up to $400 
against the cost of a prosthesis every two years through the Australian 
Government’s External Breast Prostheses Reimbursement Program. 
Women who have had a double mastectomy can claim for the cost of 
a prosthesis for each breast, up to $800. Claims can be lodged with 
Medicare. See the Medicare website at humanservices.gov.au  for 
more information and reimbursement forms. Alternatively, you can 
phone the Cancer Council on 13 11 20 or ask your breast care nurse. 

If a breast prosthesis costs more than $400, some private health 
funds cover some of the cost. Medicare will then pay the remainder 
up to $400. Some private health funds will also cover the cost of a 
mastectomy bra and swimwear. If you have private health cover, it’s a 
good idea to check with your insurer to see what they will reimburse 
for you. You’ll need to claim from your private health insurer before 
making a claim from Medicare.

The ‘Finding Support’ section of Cancer Australia’s Guide for women 
with early breast cancer includes questions to ask about practical 
support and treatment costs.

http://humanservices.gov.au
http://canceraustralia.gov.au
http://canceraustralia.gov.au


Go to a specialist shop for your prosthesis. They are the experts and 
I found them to be practical, kind and really helpful. As well as a bra, 
I bought a swimming prosthesis and special mastectomy swimmers 
that look really nice too! — Kathleen

I was so looking forward to getting my prosthesis so I could get 
back to feeling more normal. However, as the day approached  
I found myself feeling a bit nervous. I ended up taking a good  
friend with me and several hours later I had my new bra and a 
renewed confidence. — Thea 

 See Section 4 for more information on breast prostheses.

Bras and swimwear

I was worried that I wouldn’t be able to wear sexy bras once I’d 
had my mastectomy, but was delighted to find that there are some 
beautiful bras around to wear with a prosthesis. — Sim 

You may not need to buy a special mastectomy bra or swimwear – a 
well-fitting, firm bra may be enough to hold the prosthesis in place. 
Some women sew a ‘pocket’ into a normal bra to hold the prosthesis. 
Talk to the person fitting your prosthesis about the options for 
using your existing bras and swimwear; it’s a good idea to take the 
garments with you. Some specialist lingerie stores make bras to fit 
unevenly-sized breasts, though this can be expensive.

Ask your breast care nurse or phone Cancer Council 13 11 20 for 
details of your nearest prostheses stockist and where you can get 
bras, lingerie and swimwear after breast surgery. Women who have 
been through a similar experience might also be able to help with 
recommendations. Breast cancer support groups are good for this 
sort of practical advice. 

BCNA’s online Local Services Directory lists several breast 
prosthesis and bra fitting services that have been recommended by 
women. You can find it at bcna.org.au.

https://www.bcna.org.au/


EMPLOYMENT

During treatment

I returned to work as soon as I could, and found it helped 
considerably to readjust. — Rosalind

I returned to work one day after finishing radiotherapy. Now, 
looking back, I wish I had taken some time off to rest and relax.  
— Melissa

I worked for a small company and didn’t want to cause them any 
problems by taking several months off work, so I resigned. I wish 
I had known the financial implications of this before I made that 
decision! My financial security is now quite uncertain. — Geraldine 

If you are in paid employment when diagnosed, your financial 
situation, the type of work you do and how you feel physically and 
emotionally may affect how, when or if you go back to work.

Some women take a break from paid or voluntary work during breast 
cancer treatment and recovery. Others choose to keep on working, 
either because they have no other way of paying the bills or because 
it keeps them occupied during a difficult time and helps them to feel 
more ‘normal’. If you have a choice, remember that it may be a while 
before you feel strong enough to return to work, particularly if you 
have chemotherapy as this can leave you feeling very tired.  



You may like to talk to your treatment team about the likely physical 
and emotional side effects of the treatment you will have to help you 
make decisions about work.

If you do plan to work during your treatment, it’s in your best 
interests to talk to your employers as soon as you can. They may be 
able to work out a job share or reduced hours arrangement for you 
or offer practical support such as parking close to the building and 
short breaks during the day.

You can find out about your entitlements to paid and unpaid leave 
from supervisors, human resources personnel and occupational 
health and safety staff, or you can talk to your union representative, 
a financial adviser or Centrelink. Centrelink also has social workers 
available who can provide confidential counselling, support and 
information (phone 13 28 50).

My workplace was very sympathetic and helpful and set me up at 
home with a computer system so that I could do some simple work 
and remain in touch. — Lyn

You may be considering resigning or taking a redundancy from your 
job. Before you do, it’s important to seek expert advice and to find 
out about the social security implications.

If you’re self-employed, you may be able to ask someone to step into 
your role for a while or reduce your workload. If your employment 
includes manual tasks, ask your doctor whether those aspects of 
your job should be modified or re-introduced gradually before 
talking to your employer about returning to work. If you have an 
income protection or trauma insurance policy, you may be eligible to 
make a claim while you’re receiving treatment. 

You may also like to check whether your superannuation policy  
includes insurance. Many people don’t realise that some 
superannuation funds include income protection or total and 
permanent disability insurance. Contact your superannuation fund 
directly to find out.



Returning to work after treatment 

I have just started working again since being diagnosed. I am loving 
it – being in the real world again! — Bronwen

If possible, take some time after all treatment is finished before 
rushing back to work. It’s a huge physical and emotional upheaval 
from diagnosis to the end of active treatment. — Jan 

Many women look forward to returning to work when they’ve 
finished their treatments but it can be quite a stressful time. You 
may worry about how you’ll cope, or feel unsure about how people 
will approach you or treat you. You might feel that work has a lower 
priority after breast cancer than it did before, especially if your 
job was stressful. You might even find that your life priorities have 
changed and consider looking for a different kind of job or working 
fewer hours.



I worked for a fantastic information technology company who were 
extremely supportive and provided me with a gradual return-to-work 
program, but I found my previous role was too high pressure and I no 
longer had the heart to continue in it. — Kerry 

Good communication should help make the transition back to work 
easier. Consider sending a copy of the Helping a friend or colleague 
with breast cancer brochure to your workplace to give them an idea 
of what you’ve been through, what’s helpful and what doesn’t help. 
Two copies are provided in this kit and you can order more through 
BCNA’s website or by phoning 1800 500 258. 

Speaking to an Occupational Therapist (OT) can be helpful as an OT 
may be able to perform a workplace assessment and work with you 
and your employer to develop a return to work program specific to 
your role and needs.

Cancer Councils run some Cancer and Work programs, for example, 
Working beyond cancer run by Cancer Council NSW. The Cancer 
Council also produces a booklet titled Cancer, work & you.

 See Section 4 for more on relationships at work.

The ‘work after cancer’ website (workaftercancer.com.au) is a 
Cancer Australia project that provides information and advice to 
people diagnosed with cancer, family and friends, clinicians and 
employers.

The Many employers are supportive when an employee is diagnosed 
with breast cancer. However, if you feel you’ve been unfairly treated 
due to your cancer diagnosis, seek advice. You can contact the 
FairWork Australia Infoline on 13 13 94 or go to fairwork.gov.au. 
The Australian Human Rights Commission at humanrights.gov.au or 
1300 656 419 (local call) or the equivalent authority in your state or 
territory can also help you.

 See Section 4 for more information and resources on employment.

http://workaftercancer.com.au
https://www.fairwork.gov.au/
http://humanrights.gov.au
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Cancer Council 
Mindful meditation for people with cancer, their families  
and carers.
Listen via the SoundCloud: soundcloud.com/cancercouncilnsw/sets/
mindful-meditation or phone 13 11 20 to order a free CD

Guided exercises may help you to take things one day at a time, 
so you can focus more easily on the present, rather than worrying 
about the past or fearing the future.

Cancer Council 
Relaxation for people with cancer, their families and carers.
Listen via the SoundCloud: soundcloud.com/cancercouncilnsw/sets/
relaxation-for-people-with-cancer or phone 13 11 20 to order a free CD

Gentle relaxation exercises to help you release muscle tension, 
sleep better, re-energise, focus away from your troubles, and find 
some inner peace.

Rain Sounds HQ & Sleep Sounds (smartphone apps)
rainsoundsapp.com

Soothing sounds to assist sleep. A collection of live-recorded rain 
and other sounds from around the world that are free to download. 

YouTube
youtube.com

Go to YouTube and type ‘mindfulness’ or ‘guided relaxation’ into 
the search bar. Choose something positive that you can connect 
with, for example a guided meditation, relaxation session or deep 
breathing meditation.

Monash University website
monash.edu.au/counselling/mindfulness-resources.html

Provides a range of mindfulness resources including website links, 
articles and YouTube video links.

Smiling mind
smilingmind.com.au

Modern meditation particularly developed for young people – you 
can trial an online session or download a free smartphone app.

http://soundcloud.com/cancercouncilnsw/sets/mindful-meditation
http://soundcloud.com/cancercouncilnsw/sets/mindful-meditation
http://soundcloud.com/cancercouncilnsw/sets/relaxation-for-people-with-cancer
http://soundcloud.com/cancercouncilnsw/sets/relaxation-for-people-with-cancer
http://rainsoundsapp.com
http://youtube.com
http://monash.edu.au/counselling/mindfulness-resources.html
http://smilingmind.com.au
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Headspace
headspace.com/headspace-meditation-app
Headspace provides a free meditation app that’s designed to make 
simple mindfulness techniques easy.

Zencast
zencast.org
Provides a range of podcasts that you can download or subscribe to.

Calm.com
calm.com
Guided meditations provided via a website and also via a 
smartphone app.

ACT Mindfully
actmindfully.com.au/mindfulness
Mindfulness information and resources.

Anxiety and depression

Anxiety, depression and breast cancer
bcna.org.au or phone 1800 500 258 
In collaboration with beyondblue: the national depression initiative, 
BCNA has produced a fact sheet that provides information on 
anxiety, depression and breast cancer.

beyondblue
beyondblue.org.au or phone 1300 224 636
Australian site that offers information on anxiety and depression. 

Cancer: How are you travelling? Understanding the emotional 
and  social impact of cancer
canceraustralia.gov.au or phone 1800 624 973
Booklet produced by Cancer Australia that provides information 
about the emotional and social impact of cancer. Written for people 
diagnosed with all types of cancer, and their family and friends.

Jean Hailes for women’s health: Anxiety website
anxiety.jeanhailes.org.au
Website specifically designed to help women understand more 
about worry, anxiety and anxiety disorders that may occur at any 
time in life. Includes a self-assessment tool and a range of age-
specific toolkits to try. Videos and podcasts are also available.

http://headspace.com/headspace-meditation-app
http://zencast.org
http://calm.com
http://actmindfully.com.au/mindfulness
https://www.bcna.org.au/resources/booklets-and-fact-sheets/
http://beyondblue.org.au
http://canceraustralia.gov.au
http://anxiety.jeanhailes.org.au
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Australian Government External Breast Prostheses 
Reimbursement Program 
Claims can be lodged with Medicare Telephone 13 20 11  
or online humanservices.gov.au

Alternatively, you can phone the Cancer Council 13 11 20 
Information and support line or ask your breast care nurse for 
assistance. 

Amoena  
amoena.com.au

Anita care  
anita.com
Trulife 
trulife.com
Perfect Again 
perfect-again.com.au 
Australian manufacturer of light-weight breast forms.  
Customisable option available.

Complementary and alternative therapies

Cancer Australia
canceraustralia.gov.au

Information on the evidence behind the use of complementary 
therapies and questions to ask your medical team. 

Cancer Councils Australia
13 11 20 Information and support line or visit your state or territory 
website – listed in Section 1.

Booklets and web-based information on complementary and 
alternative therapies.

The Cancer Council information offered clear explanations, 
allowing me to make informed choices. — Johanna

BC Cancer Agency: Complementary and alternative therapies
bccancer.bc.ca

Canadian website intended to provide objective information 
for patients and their families, relating to complementary and 
alternative cancer therapies. 

https://www.humanservices.gov.au/customer/services/medicare/external-breast-prostheses-reimbursement-program
https://www.humanservices.gov.au/customer/services/medicare/external-breast-prostheses-reimbursement-program
http://humanservices.gov.au
http://amoena.com.au
http://anita.com
http://trulife.com
http://perfect-again.com.au
http://canceraustralia.gov.au
http://bccancer.bc.ca
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National Centre for Complementary and Alternative Medicine 
nccam.nih.gov/health

USA website that provides information about complementary and 
alternative medicines, including details of specific medications, 
alerts, research and links to other relevant sites. 

Memorial Sloan-Kettering Cancer Centre: About herbs, botanicals 
& other products (USA)
mskcc.org/mskcc/html/11570.cfm

US website that provides evidence-based information on herbs, 
botanicals, vitamins and other supplements, including information 
about effects, side effects, drug interactions and other details of 
each product listed, as well as links to scientific research. 

The site also has information on a free downloadable app,  
About Herbs.

Quackwatch
quackwatch.org

USA site operated by Dr Stephen Barrett that offers information on 
a wide range of unproven remedies. 

Medicines Line 
Phone 1300MEDICINE (1300 633 424) (cost of a local call) weekdays 
9.00 am – 5.00 pm or nps.org.au

Australian service that allows you to speak to a pharmacist and 
obtain independent information about prescription, over-the-
counter and complementary medicines. 

Creative journal writing:  
The art and heart of reflection (Australia)
By Stephanie Dowrick (Allen and Unwin, 2007) 
This book is widely available through local libraries or bookstores  
or go to stephaniedowrick.com

Book that explores how to use journal writing to record, heal 
and support yourself, particularly through the tough times which 
inevitably accompany breast cancer, no matter what stage of the 
journey. This publication is also available in ebook format.

http://nccam.nih.gov/health
http://mskcc.org/mskcc/html/11570.cfm
http://quackwatch.org
http://nps.org.au
http://stephaniedowrick.com
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gawler.org

Australian organisation that provides a broad range of healing 
and wellness programs for adults of all age groups, including 
professional development programs, counselling, individual 
meditation instruction and spiritual care for the end of life.

Quest for Life Foundation
questforlife.com.au

Founded by Petrea King, this Australian foundation provides 
a range of residential programs and services that encourage, 
empower and educate people living with cancer. Also offers a range 
of meditation CDs for purchase on the website.

Yoga for women after breast cancer 
ywcaencore.org.au or phone (02) 9285 6286  

YWCA Encore has developed a yoga DVD that’s specific for 
women who have had breast cancer. The DVD consists of two  
one-hour lessons incorporating breathing techniques, postures, and 
relaxation, and it concludes with a candle meditation. 

Available for purchase.

Couples and relationships

When the woman you love has early breast cancer
canceraustralia.gov.au or phone 1800 624 973 

Australian CD that provides information to help partners support 
women through early breast cancer as well as deal with their 
own needs and feelings. Men talk about their experiences of 
living with and caring for women with breast cancer, while health 
professionals discuss physical and emotional aspects of diagnosis 
and treatment. 

Also available from the podcast section of the Cancer Australia 
website canceraustralia.gov.au

http://gawler.org
http://questforlife.com.au
http://ywcaencore.org.au
http://canceraustralia.gov.au
http://canceraustralia.gov.au
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Caring for someone with cancer
cancercouncil.com.au or phone 13 11 20

Cancer Council booklet for friends and family of people 
with cancer.

‘I wish I could fix it’: Supporting your partner through breast cancer
bcna.org.au or phone 1800 500 258 

This booklet has been written for partners of women newly 
diagnosed with breast cancer. It includes information on breast 
cancer treatment and care, as well as practical tips to help partners 
deal with some of the common challenges that they may face.  
The booklet also includes a list of information resources and 
counselling services available to partners.

BCNA’s website also has a section devoted to resources for 
partners, family and friends and online groups for partners. 

Boys do cry 
canceraustralia.gov.au   
Page on the Cancer Australia website that provides information 
and links to help men manage when someone they love has  
breast cancer.

Relationships Australia
relationships.org.au or phone 1300 364 277

Offers counselling for couples and individuals. 

Cancer Councils Australia
13 11 20 Information and support line

Information for partners and family members who are supporting 
someone with breast cancer.

About.com
breastcancer.about.com 

USA-based website offering advice from a breast cancer survivor 
who has written about her experiences. Includes her ‘10 Top Tips to 
Support a Spouse with Breast Cancer’ and a range of other advice.

http://cancercouncil.com.au
https://www.bcna.org.au/resources/booklets-and-fact-sheets/
http://canceraustralia.gov.au
http://relationships.org.au
http://breastcancer.about.com
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breastcancer.org

Non-profit USA-based organisation that provides a wide range of 
information, online forums and ‘ask the expert’ opportunities. 

Macmillan Cancer Support
macmillan.org.uk
UK-based site with information, advice and support for people with 
cancer and their families or carers.

Breast cancer husband: How to help your wife (and yourself) 
during diagnosis,treatment and beyond (USA)
By Marc Silver (Holtzbrinck Publishers, 2004) 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. Also available as an ebook.

Breast cancer: A husband’s story (USA)
By Bruce Sokol with John Falkenberry (Crane Hill, 1997)

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores.  

For the women we love: A breast cancer action plan  
and caregiver’s guide for men
By Mathew Loscalzo and Marc Heyison (Rodale 2007)

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. 

Lesbians

BreastCancer.org 
breastcancer.org

USA website includes an online discussion board for lesbians with 
breast cancer. 

Gay and Lesbian Counselling Services
See resources list in Section 1.

http://breastcancer.org
http://macmillan.org.uk
http://breastcancer.org
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ACON
acon.org.au or phone 1800 063 060

NSW-based organisation promoting the health and wellbeing of the 
gay, lesbian, bisexual and transgender community. Supports women 
with cancer in same-sex partnerships. 

Mautner Project of Whitman-Walker Health 
mautnerproject.org

USA site that provides education, information, support and 
advocacy for lesbians with serious illnesses and their families and 
caregivers.

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

BCNA’s website includes stories from lesbians with breast cancer, 
and lists support groups especially for lesbians with breast cancer. 

Children

Cancer Councils Australia
13 11 20 Information and support line

Phone for free brochures and a list of resources, including 
children’s books, to help you and your children. A free copy of 
Talking to kids about cancer is also available. 

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

Provides a list of helpful books, recommended by other women,  
to help you talk to your children about breast cancer.

Cancer Australia 
canceraustralia.gov.au 

Cancer Australia’s website provides information on the impact of a 
breast cancer diagnosis on children, tips on how to talk to children, 
and other resources available.  

http://acon.org.au
https://www.whitman-walker.org/service/community-health/mautner-project/
https://www.bcna.org.au/
https://www.bcna.org.au/
http://canceraustralia.gov.au
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canteen.org.au or phone 1800 226 833

An organisation for young people (12–24 years) living with cancer 
that includes support for those whose parents have had a cancer 
diagnosis. Members are able to participate in camps, recreation days, 
seminars and workshops, and most importantly share their hopes and 
fears, participate in decision-making, meet new friends and have fun 
together. 

Medikidz comic
medikidz.com or contact BCNA on 1800 500 258

The Medikidz comic explains breast cancer through the adventures of 
comic book characters and is suitable for children 8–12 years of age. It 
can be ordered from the BCNA website (bcna.org.au) or by phoning 
1800 500 258.

Note: there is more than one version available so make sure you order 
the Australian version if ordering online.

Kids Helpline
kidshelpline.com.au or phone 1800 551 800

A 24-hour phone and online counselling service for 5–25 year olds.

Parents

BreastCancer.org – Ask the expert online conference 
breastcancer.org

USA website that lists questions and answers from an online 
conference for family members and loved ones of someone diagnosed 
with breast cancer. 

A Helping Hand
Picchi Brothers Foundation Inc. / picchibrothers.org/DVD.php 

Free Australian DVD that includes information about living with all 
types of cancer, including many personal stories. 

http://canteen.org.au
http://medikidz.com
https://www.bcna.org.au/
http://kidshelpline.com.au
http://breastcancer.org
picchibrothers.org/DVD.php
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Sex and intimacy

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

BCNA’s Breast Cancer and sexual wellbeing booklet is for both single 
and partnered women. It suggests strategies for a range of physical, 
emotional and practical issues that women may experience after 
breast cancer and is available via the BCNA website bcna.org.au or 
by phoning 1800 500 258.

‘Sexuality’ is the theme of The Beacon Issue 50. It includes many 
stories from women about their experiences of intimacy and sex 
since breast cancer. Personal stories from partners of women  
with breast cancer can be found on the BCNA website at  
bcna.org.au and in The Beacon Issue 44.

Cancer Councils Australia
cancer.org.au or phone 13 11 20 Information and support line

Offer resources and workshops on sexuality, intimacy and 
relationships. Most publications are also available as PDF 
downloads from the websites below.

Sexuality, intimacy and cancer: A guide for people with cancer, 
their families and friends
cancercouncil.com.au or phone 13 11 20 Information and support line

Free booklet produced by the Cancer Council NSW. 

Sexuality and cancer: For people with cancer, their family 
and friends 
cancervic.org.au/living-with-cancer/sexuality-cancer

Booklet produced by the Cancer Council Victoria. Phone 13 11 20 
or (03) 9635 5000 for those outside Victoria.

Rekindle website
rekindleonline.org.au

A private, personalised resource that addresses sexual concerns 
for adults affected by cancer. Established by researchers as a study 
to test the feasibility and benefit of an online resource.

https://www.bcna.org.au/resources/booklets-and-fact-sheets/
https://www.bcna.org.au/
https://www.bcna.org.au/
http://cancer.org.au
http://cancercouncil.com.au
http://cancervic.org.au/living-with-cancer/sexuality-cancer
http://rekindleonline.org.au
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breastcancer.org

USA website with straightforward, practical information and 
strategies for women who are single or in a relationship. Covers 
such topics as ‘Accepting the Nude You’, ‘Loss of Libido’ and 
‘Beyond Intercourse’.

Sexuality and fertility after cancer (USA)
By Leslie R. Schover (Wiley, 1997)

Book that provides information on the effects of cancer and 
cancer treatment on fertility, and the causes and treatment of 
sexual problems. 

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. It’s also available as an ebook.

No less a woman: Femininity, sexuality, and breast cancer (USA)
By Deborah Hobler Kahane (Hunter House, 1995)

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. 

Intimacy after breast cancer: Dealing with your body, relationships 
and sex
By Gina M Maisano (Brumby Books, 2010).  
See The Beacon Issue 59 (Winter 2012) for a review.

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. Also available as an ebook.

Where did my libido go?
By Dr Rosie King (Random House, 2010).  
See The Beacon Issue 55 (Winter 2011) for a review..

This publication is usually available through local libraries, 
bookstores or online at Booktopia, Book Depository, Amazon or 
similar online stores. Also available as an ebook.

http://breastcancer.org
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Couples

Cancer Australia
canceraustralia.gov.au

The relationships section provides information on the effects of 
breast cancer for partners of women diagnosed with breast cancer. 

Ways to help your sex life
Women-friendly adult stores based in Melbourne and  
in Richmond, Victoria, with an online shopping facility:

Passionfruit Shop — passionfruitshop.com.au  
or phone (03) 9421 3391

Other adult stores with online shopping:
femplay.com.au (specifically designed for women)  
or phone 1800 071 267 

sexyland.com.au or phone 1800 885 239

The Australasian Menopause Society 
menopause.org.au 

Has a fact sheet on the problem of vaginal dryness associated  
with breast cancer treatment.

Feeling attractive

Look Good … Feel Better (LGFB)
lgfb.org.au or phone 1800 650 960

The Look Good ... Feel Better program, run by the cosmetics 
industry, helps men and women with breast cancer manage the 
appearance-related side effects of cancer treatment, to assist 
in restoring their appearance and self-image. Contact LGFB for 
details of the times and locations of free programs near you.  

http://canceraustralia.gov.au
http://passionfruitshop.com.au
http://femplay.com.au
http://sexyland.com.au
http://menopause.org.au
http://lgfb.org.au
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canceraustralia.gov.au  

Australian information on how breast surgery, radiotherapy, hormone 
therapy and chemotherapy often have a significant effect on how 
women feel about themselves and their attractiveness.  

Breast Care Site
thebreastcaresite.com 

The ‘Quality of Life’ and ‘Renewal’ sections of this USA website 
have a number of articles dealing with sexuality, body image and 
relationships.  

Spinning straw into gold: Your emotional recovery from  
breast cancer (USA)
By Ronnie Kaye (Fireside, 1991)

In this compassionate guide, the author answers questions such as: 
Will I ever feel like a beautiful, sexy woman again? How do I stop 
crying? What’s it like to have sex for the first time afterwards? How do 
I deal with my terror of death? Will my lover and friends reject me? 

This publication is usually available through local libraries, bookstores 
or online at Booktopia, Book Depository, Amazon or similar  
online stores.

Nutrition and exercise

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258 

Exercise and breast cancer
Booklet that provides information on the benefits of exercise, weight 
loss and diet, and lists exercise programs that may be available locally, 
as well as practical tips to stay motivated. Available as a printed copy 
or as a download from BCNA’s website.

http://canceraustralia.gov.au
http://thebreastcaresite.com
https://www.bcna.org.au/
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Healthy eating and breast cancer
Booklet that provides information to help you maintain a healthy 
diet, both during and after treatment. Developed in consultation 
with dietitians and other health professionals, it includes 
information on the types of foods you should include in your  
diet, and tips to help you eat well when you’re not feeling well. It 
also includes a food diary to help you keep track of what you are 
eating, and information on some of the myths around diet and 
breast cancer. Available as a printed copy or as a download from 
BCNA’s website.

Medicare and the PBS

Medicare Australia
humanservices.gov.au 
Phone 13 20 11 or email medicare@humanservices.gov.au

Information about the Medicare Safety Net. The website has other 
information you may find useful, including online claim forms you  
can print off and post.

Pharmaceutical Benefits Scheme (PBS) 
pbs.gov.au or phone 13 22 90

Information on the PBS, including information on the PBS Safety 
Net. Also provides information on benefits and pensions for 
veterans and partners of veterans.  

Financial assistance
Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258

BCNA’s Financial and practical assistance fact sheet outlines a 
range of benefits, subsidies and services that may be available to 
you and your family to help reduce the financial impact of your 
diagnosis. Issue 56 of BCNA’s magazine The Beacon also includes 
information on the financial impact of breast cancer.

BCNA’s Travel insurance fact sheet provides information on what 
to consider when shopping around for a policy, and how to make a 
complaint against a travel insurance company.

http://humanservices.gov.au
mailto:medicare%40humanservices.gov.au?subject=
http://pbs.gov.au
https://www.bcna.org.au/resources/booklets-and-fact-sheets/
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humanservices.gov.au/customer/dhs/centrelink 

• Job Seekers: 13 28 50

• Older Australians: 13 23 00

• People with Disability: 13 27 17

• Families: 13 61 50

• Students & Trainees: 13 24 90 

• Financial Information Service: 13 23 00

Income Protection

Some women may be able to access a monthly benefit from their 
superannuation fund if they can’t work due to illness. 

Contact your superannuation fund to find out more.

Cancer Councils Australia
cancer.org.au or phone 13 11 20

Offer a range of services for people financially affected by cancer, 
although they vary by state and territory. Contact Cancer Council 
13 11 20 for information about:

• financial assistance schemes
• accommodation options
• travel assistance
• practical assistance, such as home help
• grants or subsidies that may be on offer in your state or region.

Local councils and community health centres

Some local councils help with practical matters such as child care, 
meals and general home help. Community health centres can also 
link you to financial advice and assistance or social workers who 
can support you.

Health department in your state or territory
health.gov.au 

Provides contact details for each of the state and territory Health 
Departments. You may be eligible for financial assistance through 
a Patient Assistance Travel Scheme in your state or territory if you 
have to travel more than a certain distance for treatment.

http://humanservices.gov.au/customer/dhs/centrelink
http://cancer.org.au
http://health.gov.au
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Department of Veterans’ Affairs
dva.gov.au or phone 133 254

Offers benefits and pensions for veterans and partners of veterans. 

The Salvation Army Moneycare
salvos.org.au or phone 1300 363 622

This service provides free financial counselling and advice. 

Employment

Cancer, Work & You 
cancer.org.au 
Comprehensive information about work and cancer including 
downloadable booklets, ebook and information sheets. 

Cancer in the school community
cancercouncil.com.au

Australian guide for school staff members to help them support 
students, parents and colleagues with cancer, produced by the 
Cancer Council NSW. Download from the website or phone  
(02) 9334 1900.  

Breast Cancer Network Australia (BCNA)
bcna.org.au or phone 1800 500 258

‘Work’ is the theme of The Beacon Issue 74, which offers 
information, resources and articles from women. 

Work After Cancer
workaftercancer.com.au

A Cancer Australia project that provides information and advice 
about returning to work after cancer for people diagnosed 
with cancer, their family and friends, employers, and health 
professionals. 

Macmillan Cancer Support
macmillan.org.uk

UK website that has information on how cancer and its treatment 
will affect your ability to work, and tips on working during 
treatment, taking time off and talking to colleagues.

http://dva.gov.au
http://salvos.org.au
http://cancer.org.au
http://cancercouncil.com.au
http://bcna.org.au
http://workaftercancer.com.au
http://macmillan.org.uk


R
E

SO
U

R
C

E
S Working with Cancer 

cancer.org.au

Online information produced by the Cancer Council for leaders, 
managers, trainers and employees. A printed booklet is also 
available. 

http://cancer.org.au
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SURVIVING BREAST CANCER 

I don’t think life will ever be the same as it was pre-diagnosis but in 
some ways it is better. I enjoy life more. I value every day. I find I do 
not worry about much at all – things that might have upset me prior 
to being diagnosed don’t have that effect. — Rosalind

You can’t let cancer be the only thing in your life – some people 
become consumed in trying to understand why and how. Being 
informed is important, but obsessing ruins your life. — Christeen

In Australia, the term ‘survivorship’ refers to the period after active 
treatment (surgery, chemotherapy, radiotherapy) for cancer, and 
encompasses the experiences and issues that impact people’s 
lives during this time. While some don’t like the term breast cancer 
‘survivor’ many embrace it as being more positive and empowering 
than breast cancer ‘victim’ or ‘sufferer’.

I thought it was strange when I heard people refer to me as a ‘breast 
cancer survivor’, yet I suppose I am. It makes me sound strong and 
able to cope. — Noella 

Don’t be a victim – be a survivor, and wear it like a badge of honour. 
While it may seem a long way off, your treatment will end, and your 
hair will grow back, and you will feel well again. And then you have 
a life to enjoy. — Julie



In the past, women with breast cancer were often advised to go 
home and ‘get back to normal’ after their treatment ended – but 
many women say the breast cancer journey doesn’t always stop with 
their last treatment. Survivorship can be a wonderful time, but it can 
also have ongoing challenges.

What surprises many women is that, just when they expect to be 
feeling happy, relaxed and ready to get on with their lives, they find 
they feel uncertain and fearful: Will my cancer come back? How will I 
know what to look for and when to tell someone about my concerns? 
Do I want to live my life the way I always have, or do I want to make 
changes? Why am I feeling so sad? These are common questions 
and can be a source of great concern for many women. 

Life after treatment may be a time when you still need support and 
to take things one step at a time. 

Finishing treatment 

I walked out of the centre after my last treatment and the sky 
seemed bluer, the sun seemed brighter and I had tears of joy in my 
eyes. Yes, there is a modicum of concern about recurrence, but I feel 
glad to have it behind me. — Kerry

There is a sense of emptiness once your treatment has finished. 
There is so much focus on you and you have so many people caring 
for you, then all of sudden it is over. — Danni

Many women find that the much-anticipated end of active  
treatment (surgery, chemotherapy and/or radiotherapy) doesn’t 
bring an end to every one of their concerns and may even give rise 
to new ones. For instance, some miss the comfort and reassurance 
that comes with regular visits to their medical team. 

I was scared to finish treatment because I became attached to 
the nurses and doctors who looked after me. They became my 
second family. — Larissa



Concerns about recurrence 

My main concern is recurrence. Some days I feel so well and am 
positive it is all over, and then there are days spent thinking  
‘What if?’ Every time I get an ache in my body I am reminded of 
the fear of cancer. — Skye

The fear that breast cancer will return is very common and this can 
sometimes affect emotional wellbeing and the ability to move on.

Women who have been diagnosed with breast cancer have a higher 
risk of developing breast cancer in their other breast than women in 
the general population. Unfortunately, a small number will go on to 
develop metastatic breast cancer, where the breast cancer spreads 
to other parts of the body. However, it’s reassuring to know that 
most women will never have breast cancer again. 

People may tell you that being positive is important to stop the 
cancer recurring. At present there is no evidence that the way 
you think or feel will affect your prognosis, so don’t feel guilty if 
you sometimes feel angry, frustrated or down – it won’t affect your 
cancer.

Some women want a lot of information about the possibility of 
breast cancer coming back and how they might recognise the signs. 
Others prefer not to know. Many doctors take their cue from their 
patients, assuming that if a woman wants information she will ask 
for it. Make sure you ask as many questions as you want to get the 
information you need.

It’s important to remember that women who have experienced 
breast cancer get normal aches and pains from time to time, or 
develop other medical conditions as a normal part of aging. The 
problem is that once you’ve had a breast cancer diagnosis, you tend 
to be very aware of your body. When you think an ache or pain 
might be cancer, you’re bound to worry about it. While normally it’s 
nothing to worry about, if your symptoms haven’t settled in a few 
days, have them checked by a doctor. 



Every headache and every muscle twinge had me thinking the cancer 
had come back. I wanted answers about what to watch for and what 
to do if I was worried about these aches and pains. — Sharyn 

About a year after finishing treatment I started getting really bad 
headaches. I was so scared that I might have a brain tumour, but as  
it turned out, I needed new glasses. — Tracy 

While some women can put the fear of recurrence out of their mind 
as time passes, others experience high levels of anxiety, particularly 
around the time of their check-ups. If you feel very anxious, it’s in 
your best interests to talk to someone who can suggest ways of 
dealing with your anxiety such as your GP, surgeon, nurse or social 
worker. They may suggest relaxation techniques, refer you to a 
counsellor or prescribe medication to get you through a difficult 
patch. If you feel your doctor doesn’t take your fears seriously, it’s 
best to find one who does.  

Breast cancer really rattled me. I no longer felt sure that my body 
wasn’t going to let me down. I found that I was worrying about 
cancer coming back and just could not get these thoughts out of 
my head, particularly at night. In the end I saw a psychologist who 
helped me manage my fears. — Doreen 

BCNA has a series of videos and a fact sheet on fear of cancer 
recurrence that provides information on fear of recurrence including 
why it happens, tips to reduce its impact and where to get help. You can 
watch the videos and/or download the fact sheet from bcna.org.au.

https://www.bcna.org.au/


Follow-up care

When my treatment finished I wanted bone scans and liver scans –  
the works – to make sure I was OK. My doctor explained that there 
was no evidence to support the use of these tests in women when  
they are well. He did encourage me to call him between 
appointments if I was worried about any new or unusual aches and 
pains. That was reassuring. — Amanda 

When your initial breast cancer treatment ends, follow-up may be 
with your surgeon, your GP or another member of your treatment 
team. Your doctor – often your surgeon – will recommend a plan 
for follow-up tests and check-ups. The ‘After Treatment’ section 
of Cancer Australia’s Guide for women with early breast cancer 
explains the general types and frequency of follow-up tests and 
visits to your doctor. 

Your follow-up schedule will depend on your individual 
circumstances. Your doctors may talk to you about a ‘shared’ plan 
between your hospital specialists and your GP. Many women find 
this helpful as it can reduce the number of hospital visits and keeps 
your local doctor involved in your care. You should be clear about 
your follow-up plan and ask for clarification from your doctor or 
breast care nurse if you need to. Ask your treatment team for a 
written copy if this would help.

Starting about a year after your diagnosis, you will usually have 
annual imaging tests such as a mammogram and/or ultrasound to 
check your remaining breast tissue for any changes. Your doctor will 
discuss these at your next appointment. 

Visits to your surgeon usually include a physical examination of your 
breasts, or your chest area if you have had a mastectomy, and the 
lymph nodes in your armpits. They also provide an opportunity to 
discuss any long-term effects from your breast cancer treatment and 
any emotional issues you’re dealing with.

If you’re taking hormone treatments such as tamoxifen or aromatase 
inhibitors, your doctor will ask whether you have experienced any 
side effects since your last visit. 



Between check-ups, it’s a good idea to get to know how your breast 
or breasts look and feel, then make an appointment with your GP or 
specialist if you notice anything unusual. It can take many months for 
the swelling and scarring caused by surgery to settle down and up to 
two years for changes to the breast after radiotherapy to settle.  
For some women the numbness will continue.

If you have had radiotherapy to a partially removed breast, the 
remaining breast tissue may feel different – often it’s slightly firmer. 
This can make it more difficult to work out what’s normal for you. 

Check-up stress 

If you’re one of the many women who feel nervous for several days 
or weeks before their medical check-up it might help to think of 
ways to reduce the stress. You could take someone with you, plan a 
special event after your check-up, or practise meditation or guided 
visualisation beforehand.

Connecting with others through BCNA’s online network could also 
help.

I always kept myself really busy for the couple of weeks prior to 
my check-up – cupboards cleaned, all the latest movies seen. I also 
made sure I had something to look forward to on the night of my 
appointment. It helped to relieve the stress. — Tiffany 

 See Section 4 Complementary therapies, for more information about 
meditation and relaxation.



YOUR NEW NORMAL

Women, their families and their friends look forward to the end 
of active breast cancer treatment (surgery, chemotherapy or 
radiotherapy) but many women also struggle with the concept of 
‘getting back to normal’. 

Major events in life can change you. What’s normal after cancer may 
be new and different, though not necessarily ‘better’ or ‘worse’. You 
may have lost some things and gained others. It may take a while, 
and several ups and downs, to regain a sense of normality and the 
process will vary from woman to woman.

Partners, family, friends and work colleagues may expect you to 
be the same person, with everything pretty much the same as it 
was before you had breast cancer. However, your ‘new normal’ 
may be very different from your ‘old normal’ and, while some 
women are very pleased about that, others may feel frustrated and 
disappointed.

It may take a while for those around you to adjust to the ways in 
which you have changed. They may have changed too, and this may 
take a while for you to get used to.  

Cancer has helped me re-evaluate what is important in life. Where 
possible I have discarded the negatives. I endeavour to make the 
most of life – being involved with others, but also ensuring there is 
space for me. — Ruth



ONGOING EFFECTS OF TREATMENT

It’s not what I expected 

Many women don’t experience any ongoing physical or emotional 
effects after their breast cancer treatment has ended. For others, 
the long-term effects come as a surprise. Many say they feel let 
down when their emotional and/or physical health is not what it was 
before breast cancer.

You may not experience any of the long-term effects described 
below but reading about them could help you to understand the 
possibilities. You can ask your doctor or nurse for more information 
or speak to a cancer nurse at Cancer Council 13 11 20. It also helps 
to talk to other women about how they have coped – for example, 
through BCNA’s online network (bcna.org.au).

Emotional effects

After all the treatments were completed is when emotionally I fell 
apart. I felt that everyone was going on with their lives as usual 
but mine was changed forever, and it wasn’t fair! With help from a 
counsellor I ‘got over it’. — Marguerita

Many women feel that their emotional and mental health take a 
lot longer to recover than their bodies. This can be exacerbated 
for women with additional life challenges, such as living a long way 
from services in a rural area, having a young family, facing financial 
difficulties, living without a partner or having a partner who isn’t 
coping or understanding.

A different body shape, possible weight gain, hair loss and perhaps 
memory lapses can all affect confidence and self-esteem. Younger 
women might also have to deal with fertility issues or early 
menopause. Complex emotional, spiritual and perhaps existential 
issues may arise. It’s not uncommon for women to feel anxious, 
scared or even depressed when treatment ends.

https://www.bcna.org.au/


The emotions come and go. The night horrors and lying awake at 
night were hard, but I borrowed audio books from the library and 
often dozed off listening to a story. I continue to do this even now, 
three years after the original diagnosis. — Beverley

‘Chemo brain’

The cognitive changes that sometimes follow chemotherapy, such 
as the inability to think clearly and problems with memory and 
attention, are often referred to as ‘chemo brain’ or ‘chemo fog’. 
These changes are very frustrating, they can affect a woman’s 
confidence at work or in social situations, and, unfortunately, they 
sometimes last for months or even years.

This is an area of ongoing research. At present there’s no clear 
evidence about what helps, but many women develop strategies 
for feeling more in control and confident in their thinking. These 
include keeping lists, only doing one or two tasks at a time, reducing 
distractions, planning and taking things steadily rather than rushing. 
Some women say they find doing puzzles and crosswords helps to 
keep their mind active and stimulated. Keeping a diary or journal and 
setting up reminders on your phone or computer may also help to 
enhance your memory.

 See Section 3 for more on the effects of chemotherapy.

Anxiety and depression

Some women say it’s difficult to live up to others’ expectations that 
they should be functioning in the same way they did before breast 
cancer. Others say the whole roller-coaster ride that is breast cancer 
seems like too much to cope with and that they’ve been left feeling 
anxious and/or depressed. 

These feelings are common and it is important to find the right 
support as soon as possible. Many women incorporate relaxation 
and meditation techniques into their life to help them manage stress 
and anxiety. Others seek support from women who have been 
through a similar experience either individually or by joining support 



groups. Where appropriate, GPs can refer women to counsellors, 
psychologists or psychiatrists. Antidepressant medication helps 
some women to get through a tough patch.

 See Section 4 for more on managing anxiety or depression and on 
relaxation.

 

Physical effects

Physical limitations such as fatigue, lymphoedema, pain and 
menopausal effects can continue to challenge some women after 
their treatment has ended. 

Ongoing medical treatments with aromatase inhibitors such as 
Arimidex, Aromasin or Femara or hormone treatments such as 
tamoxifen can cause a range of side effects, including hot flushes, 
vaginal dryness, sleep problems, low libido and aching joints.

 See Section 1 Information for young women, for more on managing  
menopausal symptoms.

Fatigue

Many women expect to feel fatigued during treatment but are 
surprised if it continues to interfere with their normal activities.  
Occasionally, women are affected for months or even years after 
their treatment has finished. 

Regular exercise, particularly early in the day, getting enough sleep, 
eating well and asking for assistance with practical matters, such as 
housework and child care, can all help. You may also need to adjust 
your routine if you feel fatigued at a particular time of day.

 See Section 3 for more on managing fatigue.



Pain

Some women continue to experience discomfort, pain, tenderness 
or numbness for weeks or even years after treatment, while others 
have no pain or discomfort at all. Some have pain in their joints or 
from surgery scars, muscle stiffness or general aches and pains. 
Some aches and stiffness can be aggravated by hormone treatments.

Painful sex due to vaginal dryness caused by chemotherapy, 
hormone therapies or aromatase inhibitors can be frustrating. If 
you’re experiencing pain of any kind, your GP, specialist or breast 
care nurse should be able to offer solutions.

 See Section 4 for more on sex and intimacy.  

Lymphoedema

Some women who have had their lymph nodes surgically removed 
suffer from a swollen arm caused by lymphoedema. This can last for 
many years and, in some cases, lymphoedema develops years after 
the initial breast cancer surgery. It’s important to be aware that the 
condition can be managed and that there are ways to care for your 
arm if your lymph nodes have been removed.

 See Section 3  for more on lymphoedema.

BCNA’s website (bcna.org.au) provides more information about 
physical and emotional wellbeing after breast cancer treatment.

https://www.bcna.org.au/


LIFESTYLE CHANGES

When you’re first diagnosed, it’s hard to imagine any positives 
coming out of the experience – but they are there if you’re open to 
them. I was able to re-prioritise my life and now work only four days 
a week in a lower-stress environment. I also went back to study and 
completed my Masters this year. — Sally

Most women say that breast cancer has changed their lives in many 
ways and that many of these changes are positive. Breast cancer 
may have inspired them to question their priorities, their lifestyle 
and their future. Some say they no longer ‘sweat the small stuff’, or 
they move away from things which no longer seem important. 

It often takes a while to come to this realisation, with many 
uncertainties and concerns along the way.

Just take each day as it comes. Don’t stress about the little things. 
Life is too short. Live life like there are no tomorrows. These quotes 
have helped me along the way. — Melissa



Many women become more aware of doing things that make them 
happy, such as spending time with their partner, family or friends, 
developing creative or artistic pursuits or becoming physically and 
emotionally healthy. It’s common for women to try to include more 
balance in their lives by changing to a job that’s more meaningful or 
reducing the amount of time they spend at work. 

Some women become more adventurous and enjoy experiences 
they never thought they’d try before breast cancer. Others feel 
happy saying ‘no’ more often, or simply going to bed a bit earlier.

‘I never thought I would’ is the theme of BCNA’s The Beacon 
magazine issue 72, and issue 75 focuses on the creative pursuits 
women have taken up after breast cancer. Issue 58, ‘The new you’ 
also includes inspiring stories, and there are more on BCNA’s 
website (bcna.org.au).

Returning to work 

 See Section 4 Employment, for information on returning to work.

 See Section 5 for more information and resources on life after 
treatment.

https://www.bcna.org.au/


Physical activity and exercise

Research shows that exercising during and after treatment and 
maintaining a healthy diet can significantly benefit physical and 
emotional health for women with breast cancer. 

Some of the benefits include improvements to: 

• self-confidence and body image

• concentration 

• energy levels

• mood (anxiety and depression).

Physical activity and healthy eating can also help to reduce: 

• blood pressure

• cholesterol levels

• the risk of developing other health conditions, such as heart 
disease and diabetes

• the risk of brest cancer coming back.

If you’re not sure where to begin, here are some simple things you 
can try.

Things to help you move more:

• Try different types of physical activity – try to find one you  
really enjoy

• Exercising with a friend can help you to stick to healthier habits 

• Vary your physical activity to help keep it interesting

• Listen to music while you’re moving

• Schedule exercise in your diary – make an appointment  
with yourself

• Keep track of the exercise you do and reward yourself.



Things to help you eat well:

• Avoid drastic diet changes

• Aim for a balanced and varied diet with plenty of vegetables, fruit 
and legumes, lean meat, fish and poultry

• Eat fat reduced dairy foods including milk, yoghurt and cheese

• Drink two litres of water per day.



BCNA’s website has a number of resources 
that you might find helpful:

• BCNA’s Exercise and Breast Cancer 
booklet might help you to get started. It 
provides information on the benefits of 
exercise, weight loss and diet, and lists 
exercise programs that may be available 
locally as well as practical tips to help 
you stay motivated. 

• BCNA’s Healthy Eating and Breast Cancer 
booklet is designed to help you maintain a 
healthy diet both during and after treatment 
These booklets can be downloaded free from BCNA’s  
website (bcna.org.au) or you can order printed copies by  
phoning 1800 500 258. 

• BCNA’s archive of Active and Well After Breast Cancer 
e-newsletters contains information about health and wellbeing 
services, resources and information to help you on your journey to 
improved health and wellbeing.  

• The BCNA Online Network is a space for women to share their 
experiences, challenges and advice as they adopt healthy habits.  

• The Local Services Directory provides links to local health and 
wellbeing services that you can search by postcode or by keyword. 

Some treatment centres offer rehabilitation programs to help you 
get back to your best level of activity and mobility – your treatment 
team should know whether there are any programs near you.

 See Section 4 for more information on healthy eating, exercise and 
staying active.

 See Section 5 for more information and resources on life after treatment.

https://www.bcna.org.au/


RELATIONSHIPS

Having cancer has reinforced my feelings of love for my partner  
and family, and appreciation of how important good friends are in 
my life. — Alexandrea 

Breast cancer can strengthen relationships between partners, 
friends and family. 

The breast cancer journey has improved our sex life in the long-
term. The cancer helped put lots of things into perspective, made us 
value each other more, and made us more open to sharing ourselves 
physically with each other. — Rose

Unfortunately, a breast cancer diagnosis can also drive people 
apart. Any difficulties in a relationship before breast cancer can 
be exacerbated by unrealistic expectations about ‘getting back to 
normal’. Some women find that lack of support from their husband 
or partner makes them feel isolated. 

 See Section 4 for more information on relationships, sex and intimacy.



Sometimes, friends who offered a great deal of care and attention 
when breast cancer was first diagnosed drop away further down the 
track. Other friends or colleagues may ignore the subject, and even 
ignore the woman herself, for all sorts of reasons. Some women say 
they feel excluded from social networks during this time, which can 
be hurtful and isolating. It can be particularly difficult for women in 
small rural communities where there are limited opportunities to 
make new friends. 

Some women feel disappointed by, or even bitter towards, the 
people they feel have let them down. Some also feel guilty and 
wonder if the lack of support is their own fault.

Many women make new friends at local support groups, and  
many choose to join after their breast cancer treatment has  
ended. The Cancer Connect program offered by Cancer Councils 
(13 11 20) links women who have been through similar experiences. 
Social networking via the internet, joining BCNA and reading 
BCNA’s Beacon magazine also offer opportunities to link  
with other women. 

 See Section 1 for more on support for you.

 See Section 2 for more on information and support through 
technology.



GETTING INVOLVED AFTER BREAST CANCER

Learning about breast cancer, talking about it, being involved and 
listening to other women’s stories made me realise that I wasn’t alone 
on this journey. I felt a burning desire to improve things in our local 
community, and this helped me in my healing and to deal with cancer 
in a more positive way. — Maxine

I became a hospital volunteer and worked in the wig library. I have 
been a model at fashion parades for women affected by breast 
cancer and ridden on a Harley Davidson. I am involved in many 
fundraising events for cancer. Life is beautiful. — Sheila

The recent increase in public awareness has raised the profile of 
breast cancer dramatically thanks to the drive, enthusiasm and 
passion of many women around the world. Coalitions, action groups, 
support groups and volunteers have all made a difference.

Women who have had breast cancer get involved in breast-cancer-
related activities for a number of reasons. They may want to support 
other women after receiving support themselves, or feel the need 
to lobby for change and improve the situation for women who will 
develop breast cancer in the future. Others prefer to step back and  
not be involved in breast-cancer-related activities at all.

If you do choose to get involved, it is vital that you deal with your 
own recovery before you think about helping others. Here are some 
of the options you may want to consider when you’re ready. 

 



Breast Cancer Network Australia (BCNA) 
bcna.org.au or phone 1800 500 258 

BCNA was founded in 1998 by Lyn Swinburne and a group of women 
who had experienced breast cancer. It is committed to supporting, 
informing, representing and connecting Australians personally 
affected by breast cancer.

BCNA’s advocacy focus aims to influence key decision-makers to 
ensure that the needs and issues of people affected by breast 
cancer are raised and addressed. We have helped ensure women 
have access to breast care nurses and to treatment options such  
as Herceptin.

BCNA Member Groups

BCNA Member Groups provide mostly face-to-face support for 
women and families in their local communities. Many groups are 
made up of women who have experienced breast cancer and who 
offer support and companionship to each other. Some focus on 
providing information about breast cancer while others enjoy coming 
together to talk face-to-face. 

Each group is unique, providing its own form of peer support.

BCNA’s online network can link you with individuals or groups with 
shared interests and help you keep in touch at any time to give or 
find support and share experiences.

BCNA’s Review & Survey Group

One of the ways you can get involved is by joining BCNA’s Review 
& Survey Group. The Review & Survey Group provides a way for 
BCNA to put researchers in touch with women who have been 
diagnosed with breast cancer, with the aim of improving outcomes. 
As a member of the group, you will be able to participate in breast 
cancer research, such as surveys, focus groups, clinical trials or 
resource reviews.  

https://www.bcna.org.au/


Any research promoted to the group has been assessed by BCNA 
to ensure it is of high quality, relevant, and has tangible benefits for 
women affected by breast cancer. There is no obligation to take part 
in any of the research – you decide which opportunities you want to 
be involved in.

Anyone who has been diagnosed with breast cancer can join, and we 
are particularly looking for women who have been diagnosed with 
breast cancer in the past 2 years.

After my breast cancer journey I wanted to do something more. 
Review & Survey Group has given me this chance. It’s easy, I decide 
what I want to do, and I can do it in my own time. — Margaret 

My experiences benefit others, and are therefore not lost. Some 
of the studies also reaffirm just how well I’ve handled the whole 
experience. — Karen

You can join the Review & Survey Group by going to the ‘Get 
involved’ section of the BCNA website and clicking on ‘Participate in 
Research’. Or you can phone BCNA on 1800 500 258.  

There are a number of other ways you and your family can become 
involved with BCNA, including: 

• writing your story (about 300 words) to share and inspire other 
women in The Beacon magazine or on our website 

• visit the news and events section of BCNA’s website for general 
research updates and five specific areas of interest – family history 
and hereditary breast cancer, young women and breast cancer, 
metastatic breast cancer, women with breast cancer in rural and 
remote areas, and health and wellness research.

• joining BCNA’s online network to find support and share 
experiences

• contributing to BCNA’s online Local Services Directory which 
is designed to help locate breast cancer-related support and 
services

• participating in our Community Liaison training program to 
become a BCNA representative in your state or territory

• starting a support group if there isn’t already one in your area



• organising a BCNA Mini-Field of Women or Pink Lady event in 
your local area to raise awareness and funds for BCNA

• completing the form at the back of this information guide to 
provide feedback on this My Journey Kit

• sending a donation to help us produce resources like this  
My Journey Kit. 

Dragons Abreast  

Dragons Abreast groups are made up of women who have 
experienced breast cancer and their supporters. They raise 
community awareness of breast cancer while having fun and 
enjoying the challenging physical activity that comes with dragon 
boating. Many women join Dragons Abreast to help manage their 
lymphoedema. Phone 1300 889 566 for more information or visit 
dragonsabreast.com.au. 

Volunteer peer support 

Women value the support of other women who have experienced 
breast cancer, especially during difficult times. Phone the Cancer 
Council in your state or territory on 13 11 20 if you would like to know 
more about becoming a volunteer support person. 

 See Section 2 People and organisations that can help you, for more on 
support groups and volunteer peer support.

Breast cancer research

Register4
Register4 is an online community that brings together researchers 
and willing participants to advance breast cancer research. It 
recruits volunteers who are interested in participating in research 
and links them with researchers undertaking research into breast 
cancer related issues. The register is an initiative of the National 
Breast Cancer Foundation and is open to all Australian women and 
men, whether or not they have had a diagnosis of breast cancer. 

To join or learn more about Register4, visit (register4.org.au)

http://dragonsabreast.com.au
http://register4.org.au
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Breast Cancer Network Australia (BCNA) 
bcna.org.au or phone 1800 500 258 

The BCNA website has an archive of all past The Beacon Issues. 
A number of Issues of The Beacon have focused on breast cancer 
survivorship, and information and stories related to this theme.  
Some include: 
Issue 66 – practical matters, returning to work and financial impact
Issue 61 – keeping active and lifestyle changes
Issue 58 – adjusting to life after breast cancer
Issue 49 – living well after breast cancer
Issue 48 – creative things you’ve done after breast cancer
Issue 46 – I never thought I would…
Issue 45 – life after treatment
Issue 40 – breast cancer survivorship.

Cancer Australia 
canceraustralia.gov.au
Cancer Australia has a number of useful resources for Australian 
women related to life after treatment, including:

• Guide for women with early breast cancer (in this kit)
• Life after breast cancer canceraustralia.gov.au
• Breast cancer and early menopause: A guide for young women
• Lymphoedema: What you need to know. (also available in  

multiple languages).

Australian Cancer Survivorship Centre 
petermac.org/services/support-services/australian-cancer-survivorship-
centre

The Australian Cancer Survivorship Centre works to help improve 
health outcomes for cancer survivors. The website has a section for 
cancer survivors as well as family and friends.

Living well after cancer booklet  
cancervic.org.au/living-with-cancer/survivors
Produced by Cancer Council Victoria, this booklet is for people who 
have finished active treatment for cancer, such as chemotherapy or 
radiotherapy. It is about the emotional, physical, practical and social 
challenges that you may face now that treatment is over. A PDF 
download is available from the Cancer Council Victoria website. 

https://www.bcna.org.au/
http://canceraustralia.gov.au
http://canceraustralia.gov.au
https://www.petermac.org/services/support-services/australian-cancer-survivorship-centre
https://www.petermac.org/services/support-services/australian-cancer-survivorship-centre
http://cancervic.org.au/living-with-cancer/survivors
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All of the following publications are usually available through  
local libraries, bookstores or online at Booktopia, Book 
Depository, Amazon or similar online stores. Some are also 
available as an ebook. 

Dancing on the edge: A story of cancer, courage  
and the resurrection of life (USA)  
By Dorothy Palmieri Doyle (Hibiscus Press, 1996)

Author’s account of her diagnosis of breast cancer, the treatment 
choices she made, and the impact on her life. 

Dancing in limbo: Making sense of life after cancer (USA) 
By Glenna Halvorson-Boyd and Lisa K. Hunter (Jossey-Bass, 1995)
Recounts the authors’ experiences of surviving cancer.  
A straightforward account about what life is like after the whirlwind 
of doctors’ visits and treatments comes to an end. The authors 
weave their own stories with those of other survivors who tackle the 
difficult question of what it means to really live, to re-create lives of 
meaning and purpose while facing myriad emotional issues.  

Living well beyond breast cancer: A survivor’s guide for  
when treatment ends and the rest of your life begins (USA) 
By Marisa Weiss and Ellen Weiss (Three Rivers Press, 2010)

Written by a specialist breast physician, this book covers topics 
relevant to breast cancer survivors, e.g. getting on with your life, 
reconstruction, fatigue, lymphoedema, intimacy, fertility, weight 
control, fear of recurrence, and more.

Choosing happiness: Life and soul essentials (Australia) 
By Stephanie Dowrick (Allen & Unwin, 2005)

Book that offers skills and insights to enable you to be more 
inwardly stable, content and happier, and to interact with other 
people in a more positive and rewarding way.
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By Jessica Jones (Hachette Australia, 2011 and paperback 2013)

This book details the author’s memoir following her diagnosis.
See The Beacon Issue 59 (Winter 2012) for a review.

Survivorship workshops 
13 11 20
Though not yet widespread, workshops to help people deal with 
issues arising after treatment for cancer are beginning to pop up 
around the country. You might ask members of your health-care 
team if they know of any such workshops in your area, or contact 
the Cancer Council in your state or territory.



SECTION 6:

Feedback





PLEASE TELL US WHAT YOU THINK

We rely on feedback from those who have used the My Journey Kit 
to help us improve it. Please take a few moments to complete this 
brief questionnaire and return it to us using the reply paid address 
provided on the next page.

What state do you live in?

What is your date of birth?

What month and year were you diagnosed with breast cancer?  

How soon after you placed your order did you receive your copy  
of My Journey Kit? (please tick)

  At the time of diagnosis   

  Less than 1 week after diagnosis

  More than 1 week after diagnosis.

My Journey Kit Information Guide

Overall, how useful has the My Journey Kit Information Guide  
been to you? (please circle the most appropriate response)

Not at all useful           Not useful      Useful             Very useful

Comments

How could we improve the My Journey Kit Information Guide? 



We rely on feedback from those who have used the My Journey Kit 
to help us improve it. Please take a few moments to complete  
this brief questionnaire and return it to us via email, beacon@bcna.
org.au.

What state do you live in?

What is your date of birth?

What month and year were you diagnosed with breast cancer?  

How soon after you placed your order did you receive your copy  
of My Journey Kit? (please tick)

  At the time of diagnosis   

  Less than 1 week after diagnosis

  More than 1 week after diagnosis.

My Journey Kit Information Guide

Overall, how useful has the My Journey Kit Information Guide  
been to you? (please circle the most appropriate response)

Not at all useful           Not useful      Useful             Very useful

Comments

How could we improve the My Journey Kit Information Guide? 



My Journey Kit Personal Record

Overall, how useful has the My Journey Kit Personal Record  
been to you? (please circle the most appropriate response)

Not at all useful           Not useful      Useful             Very useful

Comments

How could we improve the My Journey Kit Personal Record? 

My Journey Kit

Overall, how would you rate your satisfaction with the  
My Journey Kit? (please circle the most appropriate response)

Very disappointed        Disappointed      Satisfied        Very satisfied

Do you have any other comments about the My Journey Kit? 

Thank you

Please return your comments to:  Breast Cancer Network Australia 
 Reply Paid 78945 
 293 Camberwell Road  
 Camberwell Victoria 3124 
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