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Letter
In the last Beacon, we shared with
you the findings from our State of
the Nation report, which looked
at how far BCNA has come in two
decades of consumer activism.
The report not only highlighted
our successes, but also shone a
spotlight on the unacceptable
gaps in treatment and care that
still exist.
One of the worrying gaps is the
shortage of breast care nurses,
with almost one in five people
having inadequate access to a
breast cancer nurse, including
some having no access at all. Of
significance was how many of you
with metastatic breast cancer have
never seen a breast care nurse.

FROM
THE

CEO

This was listed in the report as a
priority for urgent action and we
called on the country’s decision
makers to address the unmet need.
In January this year, I was thrilled
to be at the Pink Test at the
Sydney Cricket Ground (SCG)
when it was announced that
the voices of BCNA members
had been heard and the Federal
Government had listened.
Prime Minister Scott Morrison
announced an extra $27 million
in funding for the McGrath
Foundation to train an additional
41 breast care nurses over the next
four years – an outstanding result.
It was fantastic to hear that the
new funding will train more than

30 specialist nurses dedicated to
supporting people with metastatic
breast cancer and their loved
ones. It is a wonderful first step
in improving the support for
those living with metastatic
breast cancer. It is also an
acknowledgment that metastatic
disease is a chronic and complex
condition, which presents different
issues to early breast cancer.
BCNA worked closely with the
McGrath Foundation to advocate
for an increased investment by the
Federal Government and I am so
proud of the result we have been
able to achieve together.
However, our work with politicians
is certainly not done!
Over the past 20 years,
governments have invested in the
treatment and care of Australians
with breast cancer. In the leadup the federal election this year,
BCNA has identified what we
believe are priority areas for
breast cancer. Turn to page 9 to
read about the issues we will be
raising with the political parties,
including faster access to new
and innovative breast cancer
treatments and diagnostic tests,
reducing the financial burden of a
breast cancer diagnosis, and better
management of lymphoedema.
We also recently launched our My
Journey online tool after many
months of testing and are already
receiving positive feedback from
our members and other users. Turn
to page 6 to read more about the
launch and how the online tool
may be useful to you.

L-R: McGrath Foundation CEO Holly Masters, McGrath Foundation Ambassador
and Director Tracy Bevan, McGrath Foundation President Glenn McGrath AM,
BCNA CEO Kirsten Pilatti and BCNA Board Member Professor Fran Boyle AM at
the 2019 Pink Test at the SCG
bcna.org.au
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News
BCNA

CELEBRATE YOUR
BREASTIES

Breast
Cancer

is the same in
every language ...

Good friends are worth celebrating, especially your
‘breast friends’ – those who are or who have supported
you in your breast cancer journey.
BCNA and Bakers Delight are ‘breast friends’ too. We’ve
been partners for 19 wonderful years, and it’s thanks
to their annual Pink Bun campaign that we’re able to
continue to provide our services free of charge
to anyone who needs them.
This year’s campaign begins on 2 May and will
be a little different to previous years. BCNA
will still receive 100 per cent of the sale
price of the pink fun buns, but for the first
time $1 from every six-pack of bread rolls
will also be donated to BCNA. There will
also be a special ‘breast friends’ tote bag
for sale at selected Bakers Delight stores.
For the campaign photo shoot, we asked
a few of our members to gather
their ‘breast friends’ and bring
them along to celebrate.
Some of these people were
still in active treatment. Look
out for them in stores.
For this year’s Pink Bun campaign, we’d love you to go
into your local Bakers Delight bakery to say thank-you,
as well as well as support the campaign by buying rolls
or buns and encouraging family and your ‘breast friends’
to do the same. In the meantime, keep an eye on our
website and social media ahead of the campaign launch.
Some of the faces from this year’s
Pink Bun campaign

Building Bridges Toward Recovery – This is
the theme of the next Reach to Recovery
International Breast Cancer Support
Conference in Prague, Czech Republic
on 12 – 15 June 2019. The conference
will be hosted by the Alliance of Women
with Breast Cancer, which serves as an
umbrella organisation for 45 patient groups
throughout the Czech Republic and is a
member of Europa Donna.
In 2009, the conference was hosted in
Brisbane so this is a perfect opportunity to
catch up with friends you may not have seen
in person for 10 years!
The program will feature presentations from
internationally renowned experts in the field
of breast cancer support and care. As always,
the conference will offer many opportunities
for networking, socialising, and sharing best
practices. These connections are invaluable
in helping breast cancer volunteers and
advocates advance their mission to improve
the lives of women affected by breast
cancer worldwide.
To learn more about Reach to Recovery
International and the upcoming RRI Breast
Cancer Support Conference in Prague,
visit reachtorecoveryinternational.org, and
reachtorecovery2019.org.
Don’t miss this opportunity to learn, share,
enjoy the sisterhood of breast cancer
survivors from around the world, and
experience the dynamic city of Prague!
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New drug for HER-2 positive
HR-positive breast cancer
approved in Australia
BCNA welcomes the Therapeutic
Goods Administration’s (TGA)
approval of the drug Nerlynx
(neratinib) as a new treatment
option for Australians diagnosed
with HER2-positive, hormone
receptor positive (HR-positive)
early breast cancer.
Clinical trials have shown Nerlynx
can reduce the five-year risk of
breast cancer returning by up
to 42 per cent when Nerlynx
is started within 1 year of
completing Herceptin.
It is a key priority for BCNA to
ensure that new treatment options
such as this drug are approved for
sale in Australia quickly and are
put on the Pharmaceutical Benefits
Scheme (PBS) so all women and
men who could benefit from these
new treatments can access them.
BCNA has provided a submission
to the Pharmaceutical Benefits
Advisory Committee (PBAC) to add
Nelynx to the PBS, stressing the
need for Nerlynx to be subsidised
through the PBS so it is affordable
for anyone who could benefit
from it.

While the PBAC considers the
application for Nerlynx to be
included on the PBS, the drug
company that distributes Nerlynx
has opened a compassionate
access program to enable
Australians with HER2-positive, HRpositive early breast cancer who
have been treated with Herceptin
in the past 12 months to receive
Nerlynx at no cost.
BCNA CEO Kirsten Pilatti said
not all pharmaceutical companies
provide a full compassionate access
scheme, which gives women and
men access to new drugs free
of charge.
“We want to acknowledge
Specialised Therapeutics Australia
for taking this step. BCNA would
like to see this as standard practice
for all new drug treatments.”
“It’s also great to see that this
access scheme has been opened
straight after TGA approval so that
Australians can access this drug
right away. BCNA would like to see
this level of responsiveness become
more common in Australia.”

If you have been diagnosed with
HER2-positive, HR-positive early
breast cancer and have been
treated with Herceptin in the past
12 months, you may like to speak
to your medical oncologist about
whether Nerlynx might be suitable
for you.

MORE ABOUT
NERLYNX
Nerlynx is an oral medication,
which is taken daily for 12
months in conjunction with
an aromatase inhibitor. This
means you can take it at home
regardless of where you live.
Diarrhoea is a common side
effect, especially in the first two
months of starting treatment.
However, anti-diarrhoeal
medications have been found
to help reduce the impact
of diarrhoea. Your medical
oncologist will be able to talk to
you more about how to manage
this side effect.

POST-SURGERY SPORTS
BRA HITS THE SHELVES
Berlei is proud to announce its first-ever Post-Surgery
Active Bra for women who have had mastectomy
surgery. The bra is currently available in black, and
incorporates a sporty design while maintaining all the
support and comfort elements needed – including space
for a prosthesis. Elements of the sports bra were inspired
by the feedback we received from three focus groups
held with BCNA members who expressed their wishes for
a post-surgery bra that would support an active lifestyle.
The bra is available at all Berlei stockists for $59.99 RRP,
or online at berlei.com.au

bcna.org.au
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ONLINE TOOL

Over the past two decades, Breast Cancer Network Australia’s My Journey Kit has helped
hundreds of thousands of Australians deal with a breast cancer diagnosis and plan their
treatment. With the launch of the My Journey online tool, the kit has now gone digital, giving
information to women that is relevant to their individual diagnosis and circumstances.
On 13 March, we were delighted
to officially launch the My Journey
online tool at an event with the
BCNA board, health professionals,
partner organisations and members
all in attendance.
The tool has been developed
with mobile, tablet and desktop
in mind after women with breast
cancer told BCNA they needed
to be able to access information
while meeting with their treating
team, during chemotherapy, at
work and from bed when they
think of something in the middle of
the night.
While the paper My Journey Kit was
6
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initially designed for people with
early breast cancer, the My Journey
online tool has information for
people with different breast cancer
diagnoses. For the first time, we are
now able to provide information
to people who are diagnosed with
DCIS, early breast cancer and
metastatic breast cancer all in the
one spot. There is also information
in there specifically for men with
breast cancer. The tool also allows
you to update your information in
line with your situation changing,
and provides information on
treatment side effects, diet and
exercise, travel, finances, returning
to work and other relevant subjects.

The My Journey online tool has
been designed by breast cancer
experts in collaboration with digital
experts and people with a personal
experience of breast cancer, and has
been funded by Cancer Australia.
Cancer Australia CEO Dr Helen
Zorbas said: “It is estimated that
more than 19,500 Australians will
be diagnosed with breast cancer
this year. My Journey provides each
and every one of them with ready
access to valuable evidence-based
information, to inform decision
making and support their needs.
Cancer Australia has been pleased
to provide the funding to BCNA to
deliver this initiative.”
Breast Cancer Network Australia

MEMBER INSIGHT

Melissa Imer was diagnosed with aggressive early breast
cancer in October 2018 at the age of 50. Treatment
included a lumpectomy, chemotherapy and radiation.
A breast care nurse introduced Melissa to the My
Journey online tool at her first appointment.

To sign up for the
My Journey online
tool, visit bcna.org.
au/myjourney

BCNA founder Lyn Swinburne, BCNA
board member Raelene Boyle, members
Monique Mortion and Vicki Thompson,
BCNA ambassador Shane Crawford and
BCNA CEO Kirsten Pilatti at the launch
of the My Journey online tool
THIS PAGE, CLOCKWISE: BCNA
board member Bruce Mann and Bakers
Delight co-CEOs Dave Christie and Elise
Gillespie, BCNA board member Lisa
Montgomery, BCNA board member
Dorothy Keefe, Cancer Australia’s
Katrina Anderson and Vivienne Milch.

What do you think of the
online tool?

It’s good that I can access
it anywhere.

I signed myself up as soon as I
got home and have been using it
ever since. I like that I can access
it anytime and that there are so
many topics covered.

Is there anything you
don’t like?

Do you find it to be userfriendly?
Very! It’s really easy to navigate.
I like that you can bookmark
things to look back on, print
out information and share it
with others.
What features and sections
of the online tool have you
found useful?
Before I was diagnosed myself, I
had no idea how many different
types of breast cancer there
were. It’s made me realise how
different everybody’s journey
is. I have read about my own
diagnosis and downloaded
things on chemotherapy side
effects, hair loss and the use of a
cooling cap to prevent hair loss.
How often are you using it?
I’ve used it a lot. Now that I am
further into my treatment I am
using it about once a week.

I do find that for me it works
better on my laptop than on my
Android phone.
Have you shared the online tool
with your family or friends?
I have bookmarked some
things to show my mum and I
have shared a section on travel
insurance with my partner
because we want to travel.
What it has done is given me
the information and confidence
to talk to my family about my
treatments. My partner tells me
to keep on using it.
What’s your verdict on the
online tool?
I love it. I know how busy my
breast care nurse and my
oncologist are and I don’t want
to always bother them with
minor things. This tool often
answers all my questions and
takes away much of the fear
about not knowing what side
effects are normal. It’s also good
to read other people’s stories to
know I am not alone.

Watch three BCNA
members share
their experiences
of using the online
tool during their
treatment at bcna.
org.au/myjourney.

bcna.org.au
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ASK THE

HELPLINE

BCNA’s Helpline includes experienced cancer nurses who provide support and information.
Though the Helpline can’t provide personalised medical advice, the team can talk to you
about concerns you may be experiencing and refer you to supports available to assist you.
Here, the Helpline answers some common questions about breast cancer and its treatments.

IS IT HARMFUL TO RECEIVE VACCINATIONS WHILE HAVING
TREATMENT FOR BREAST CANCER?
It is generally recommended that
vaccines are not given during
chemotherapy or radiation
treatments that may compromise
your immune system. This is mainly
because vaccines need an immune
system to work and you may not
get an adequate response during
cancer treatment. There are also
vaccines that contain live viruses
that can cause infection in people
with a weakened immune system.
Therefore it is always important to
talk to your oncologist before you
receive any vaccination to make
sure it is safe for you.
The immune system provides the
body with the ability to resist
infections by pathogens such as
bacteria or viruses. Breast cancer
and breast cancer treatments can
weaken a person’s immune system
and cause the body to be more
vulnerable to infection.
People with weakened immune
systems can get some vaccines
but they should not get any
vaccines that contain a ‘live’ virus.
Live vaccines use a weakened (or
attenuated) form of the pathogen
that causes a disease. Live vaccines
are not considered safe during
cancer treatments that suppress
the immune system as they may
cause serious life-threatening
infections. Examples of live virus
vaccinations include:
•

Measles, mumps and rubella

•

Polio and smallpox

•

Varicella (chicken pox)

•

Varicella zoster (shingles)

CONTACT OUR

HELPLINE
8
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The first three vaccinations are
often given to you at a young age
or you may also have had chicken
pox when you were young. The
shingles vaccine (Zostavax) is
often recommended for people 70
years and over, but it is important
that you wait until your treatment
is complete and your immune
system is fully recovered before you
receive this vaccination.
There are some vaccines, however,
that are generally considered safe
if you are being treated for breast
cancer. Vaccines such as the ‘flu
shot’ are considered safe because
they are not live vaccines. These
types of vaccinations are called
inactivated vaccines and can help
your immune system respond to
threats from the influenza virus.
It is always important to check
with your doctor first about
any vaccinations you may be
considering in order to make sure
they are safe for you and that
you will receive the maximum
benefit from the vaccine. For more
information see:
beta.health.gov.au/health-topics/
immunisation/getting-started/
who-can-be-immunised

I’M REALLY STRUGGLING
WITH SIDE EFFECTS FROM
LETROZOLE. THE IDEA OF
TAKING IT FOR YEARS TO
COME IS DAUNTING. IS IT
POSSIBLE TO TAKE A BREAK
FROM TAKING LETROZOLE?
Letrozole (Femara) is a type of
aromatase inhibitor commonly
used in hormone therapy for
hormone-receptor-positive breast
cancer. Bone and joint pain,
fatigue, dizziness, hot flushes and
weight gain are common side
effects of letrozole, and many
people find that these really
impact their quality of life.
Research has shown that taking
a break from letrozole for up
to three months in a 12-month
period can be beneficial in terms
of managing side effects without
reducing the overall effectiveness
of the treatment. If you are
struggling with side effects from
letrozole, you should speak to
your health professional about the
possibility of taking a break from
it for a few months. However, if
you’re not experiencing issues
with side effects, you should
continue taking it as prescribed.

Further references:
breastcancer.org/tips/immune/
helping
cancer.org/treatment/treatmentsand-side-effects/physical-sideeffects/infections/vaccinationduring-cancer-treatment.html

Call our Helpline
1800 500 258 for free and
confidential information,
support and referral.

You can also
contact our Helpline
by emailing
contact@bcna.org.au.

You can join our
online network at
bcna.org.au/
onlinenetwork.

Breast Cancer Network Australia

BCNA'S
TOP FIVE ISSUES FOR CHANGE
One of BCNA’s main priorities is
to work with governments and
health service providers to ensure
that all Australians are able to get
affordable access to the latest
breast cancer treatment and care.

women paying hundreds of
dollars for breast MRIs.
•

We have identified five key areas
needing improvement from our
consultations and research with
our members, including through
the 2018 State of the Nation
project, the 2017 Member Survey
and the Financial Impact of Breast
Cancer report.
Below are five key areas for change
BCNA will focus on in the lead-up to
the federal election:

1

Faster access to new and
innovative breast cancer
treatments and diagnostic tests

•

2

•

Faster, more flexible processes
for new medicines to be
approved for use in Australia
and listed on the PBS. Currently,
it can take years for a new
treatment to be listed on the
PBS. This can mean women
and their families must either
find the money to pay for the
treatment or accept that a new
treatment that may benefit them
is unaffordable for them.
An extension of the Medicare
rebate for breast MRI for:
•

Women over 50 years at
high risk of breast cancer
because of family history or a
genetic mutation.

•

Women newly diagnosed for
whom a breast MRI could
assist their treating teams
understand more about the
breast cancer and make
treatment recommendations.

•

•

Women receiving
chemotherapy before surgery
for whom a breast MRI could
help with planning their surgery.
An extension of the rebate
would reduce the number of

bcna.org.au

A Medicare rebate for
genomic testing to help
people make decisions about
whether chemotherapy is right
for them.

Reducing the financial burden of
a breast cancer diagnosis

In 2019, BCNA will lobby for:
•

In 2019, BCNA will work for:
•

The listing of bone
strengthening agents on the
PBS for early breast cancer as
these drugs may reduce the
risk of breast cancer recurring
(coming back).

•

Adoption of the Cancer Council
Australia’s Standard for Informed
Financial Consent, which was
developed in collaboration
with BCNA, the Prostate
Cancer Foundation Australia
and Canteen. The Standard
aims to ensure Australians
receive comprehensive, upfront
information about the out-ofpocket costs of treatment and
what options may be available
to them to help reduce or meet
these costs.
Changes to legislation to allow
radiotherapy to be covered by
private health insurance.

We will also work with medical
societies and other cancer
organisations to try to stamp out
excessive fees.

3

Improved access to breast
reconstruction

In 2019, BCNA will:
•

•

Continue to work with state
and territory governments
to improve access to breast
reconstruction surgery.
Lobby to ensure greater
awareness and acceptance that
breast reconstruction following
breast cancer surgery is not a
cosmetic procedure.

•

Work with GPs to ensure they
refer women with breast cancer
to breast surgeons who offer
breast reconstruction.

4

Improved access to specialised
breast cancer nurses or cancer
care coordinators for people with
metastatic disease
BCNA welcomed the Federal
Government’s announcement
in January of $27 million for the
McGrath Foundation to train 41
additional breast care nurses over
the next four years, including 30
nurses dedicated to supporting
Australians with metastatic breast
cancer. BCNA and the McGrath
Foundation had been lobbying for
new government funding to provide
more metastatic breast care nurses
across the country.
In 2019, BCNA will continue to lobby
for increased access to specialised
breast care nurses or cancer
care coordinators.

5

Better management of
lymphoedema

In 2019, BCNA will lobby for:
•

More public health services to
support women with breast
cancer in the early diagnosis and
treatment of lymphoedema.

•

A Medicare rebate for
lymphoedema therapy.

•

The development of a national
standard for state and territory
compression garment schemes
to reduce the variation in these
schemes across Australia.

USE YOUR VOICE
FOR CHANGE
If you are affected by any of
these issues, you may like to:
1. Write to your local Member
of Parliament
2. Share your story with us by
emailing policy@bcna.org.au
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ASK THE EXPERT

Immunotherapy

There has been great progress in the field of immunotherapy in
recent years, with drugs such as Keytruda and Tecentriq providing
significant survival benefits to some people with advanced
cancers. The Beacon spoke with Professor Sherene Loi, Medical
Oncologist and Head of the Translational Breast Cancer Genomics
and Therapeutics Laboratory at Peter MacCallum Cancer Centre in
Melbourne, about the role of immunotherapy in breast cancer.

What is immunotherapy?
The body’s immune system plays
an important role in protecting us
against cancer. We all have lots of
cells in our bodies which mutate
and have the potential to become
cancer – the immune system
eliminates those cells. In some
people, however, the mutated cells
can eventually outwit the immune
system and develop into cancer.
Cancer turns off the immune system,
stopping it from killing the mutated
cells. Immunotherapy drugs work by
reactivating the immune system to
fight the cancer cells.
Does immunotherapy look
promising for breast cancer?
Yes, certainly, and in fact many
people do not realise we have been
using an immunotherapy drug in
breast cancer treatment for many
years – Herceptin (trastuzumab).
Herceptin works by targeting the
tumour but it also activates the
immune system.
It appears that immunotherapy is
going to be most effective in some
of the more aggressive types of
breast cancer – triple negative and
HER2-positive.
We’ve seen the first positive trial
of immunotherapy with Tecentriq
(atezolizumab) added to nabpaclitaxel chemotherapy in women
newly diagnosed with metastatic
triple negative breast cancer. The
trial will likely result in US FDA
approval for Tecentriq, the first
for breast cancer. The addition
of immunotherapy improved
10
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progression-free survival, with
an impressive increase in overall
survival in the group of patients
that expressed a marker called
PD-L1 on their tumour surrounding
immune cells.
Are there clinical trials in
breast cancer?
There are many trials involving
immunotherapy in breast cancer
in Australia. We suggest you
speak to your oncologist about
this if you think immunotherapy
might be for you. There is clear
evidence now supporting its use for
newly diagnosed metastatic triple
negative patients. In metastatic
HER2-positive breast cancer,
data is hopefully coming this
year to fully support the benefit
of immunotherapy.
Drugs such as Keytruda
(pembrolizumab), Opdivo
(nivolumab) and Tecentriq are all
being trialled in Australia. The trials
are mainly in triple negative and
HER2-positive metastatic breast
cancer. There is one in the hormone
receptor (ER) positive earlystage setting.
Are the trials open to men with
metastatic breast cancer?
Yes, the trials are open to men.
Patients need to speak to
their oncologist.
What is your recommendation
for people interested in
immunotherapy?
There are many trials ongoing
involving immunotherapy in earlystage triple negative breast cancer.

For people with advanced disease,
particularly triple negative, the
best time to have immunotherapy
is when you are first diagnosed.
This is because immunotherapy
works best in people who have
not had a lot of treatment and
who do not have a lot of disease.
It is highly recommended that
people have immunotherapy at
this point. Patients can get their
tumour biopsy tested for PD-L1
or the presence of immune cells
by a pathologist. The presence
of these strongly suggests that
immunotherapy will be helpful.
If you have been newly diagnosed
with metastatic triple negative
breast cancer, I would encourage
you to talk to your clinician
about participating in a clinical
trial. There are many centres
across the country now offering
immunotherapy trials, although
these are mainly in the major
centres. If you live in a regional or
rural area, talk to your doctor about
your options to join a trial.
If you can’t get onto a trial, you
can pay for immunotherapy, but
it is very expensive – between
$5,000 and $7,500 every three to
six weeks.
Immunotherapy is not the answer
for everyone, but when it works it
is really good. We are really trying
hard in our research to work out
how to make it work for everyone.
It’s important to note there are
some rare but significant side
effects from immunotherapy.
Patients can discuss the risk and
benefits with their oncologist.
Breast Cancer Network Australia

COVER STORY

Gratitude
and grace
Managing life with
metastatic breast cancer as
a young mum
Gratitude might seem hard to come by when
you are 35 with a young baby and triple
negative metastatic breast cancer but Jules
Domigan believes it is the one thing the
disease has given her.
‘I’m grateful for the joy, kindness and pure humanity that
has been shown to us every day. You can’t do anything
tough by yourself, you need support,’ Jules says.
Eighteen months ago it was easy to look at Jules and
think she had it all. At age 33 she had five degrees, her
dream job, was newly married and pregnant with her
first child. In the space of five weeks her mother was
diagnosed with gastric cancer, and a cyst in Jules’s
breast that appeared nothing more than a little annoying
was discovered to be one of the most aggressive forms
of breast cancer. In a further cruel twist it had already
spread to other parts of her body.
Jules admits she never imagined her world could change
so quickly. ‘I had a false sense of control over my life. I
never thought anyone could get breast cancer so young.
My outlook, my perspective, everything changed.’
The joy and hope of pending motherhood suddenly
became a juggling act of treating her breast cancer while
minimising the risk to her unborn child. Jules remembers
the irony of being able to have chemotherapy but not a
glass of wine.
During this time she was part of a group of women from
around Australia who participated in BCNA’s first Young
Women’s Round Table in 2018, which was suppored by
BCNA partner Sussan. ‘I didn’t know anyone in their 30s
who had cancer – to meet other young women under 40
going through the same thing showed me that I wasn’t
alone. We face so many different issues to older women,
like fertility.’
It was through that meeting that Jules sought help from
BCNA to access childcare and her superannuation. ‘BCNA
is like a best friend who is really well informed.’
Just days after Aurora (Rory) was born safe and well at
35 weeks, Jules launched into intensive chemotherapy
treatment, and a village of friends, family and strangers
came together to offer support. Accepting help is often
easier said than done, but the new family recognised that
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it was not only vital to the running of their household – it
was also essential for their emotional wellbeing. Jules’
breast care nurse has also been an integral part of her
medical team since diagnosis she and calls her ‘my
magic unicorn’.
Feeling grateful doesn’t always ease the weight of her
mother dying just five weeks after Rory’s birth, and
Jules’s bright eyes dull a little when she talks about the
reality that she is unlikely to see her own little girl grow
up. ‘When you have a child you want to think of their
future. I have to accept that another woman may get the
title of “Mummy”’.
Despite the likely outcome, the new mum is giving
everything she has to fighting for more time, and is trying
immunotherapy as well as chemotherapy. Other coping
mechanisms include a good dose of humour and her
husband Joel. ‘He is my calm and strength and finds a
way to make the scary parts funny. Cancer is serious, but
I’m not!’ she says. The young couple is planning a trip to
the Northern Lights, the Aurora Borealis, the namesake of
their daughter.
Jules is also taking part in this year’s Bakers Delight Pink
Bun campaign, BCNA’s largest annual fundraiser. Many
have asked her why she has chosen to get involved when
time is so precious. Her answer? ‘I am not the person
I was before breast cancer; I’ve had to grieve for that
person, but I believe in participating in change. I want
my child to know that even when things get hard there is
always something you can do, you have to step up.’
And it’s clear that the path Jules is now on, while not one
of her choosing, will have a strong and lasting imprint.
‘Gratitude helps me put one foot in front of the other.
This experience has taught me that the only thing I can
control is who I love.’
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TIME TO TALK:

The benefits of

PSYCHOONCOLOGY
Psycho-oncologist Dr Charlotte Tottman has
worked with people dealing with a breast
cancer diagnosis for the past six years but
found a new level of understanding when she
was diagnosed with breast cancer herself.

Psycho-oncologist Dr Charlotte
Tottman knew she would enjoy her
work, but never thought she would
find herself dealing with a breast
cancer diagnosis of her own.

says from her Adelaide home. ‘It’s
an enormous privilege to work with
them. The idea that I could mitigate
their distress in some small way is
incredibly rewarding.’

Dr Tottman started her own
psycho-oncology practice after
completing six years of full-time
postgraduate study, and focuses on
working with clients who have been
diagnosed with cancer. She believes
it is one of just a small number of
dedicated private psycho-oncology
practices in Australia.

Previously a senior executive in the
manufacturing and construction
areas, the mother of four sought a
career change in her late 30s and
retrained as a clinical psychologist.
As part of her training, she
undertook a five-month clinical
placement in psycho-oncology
which she says ‘felt like a
natural fit’.

‘It’s wonderful. I get emotional
when I say that my clients are the
most extraordinary population
– and their family members and
friends. They are incredible,’ she
12

April 2019 | Issue 84

Breast cancer is the most common
cancer among Australian women,
and two-thirds of Dr Tottman’s
clients have been diagnosed with

the disease. However, receiving her
own breast cancer diagnosis in July
2018 came as a shock.
‘My parents died when I was
relatively young, both from
cancer. I learnt young that life is
impermanent, and you have one
shot at it, but the shock was that
I got cancer when I did – at 54,
being fit, slim, [someone who]
exercises, eats well and promotes
good health.’
Dr Tottman took two weeks off and
returned to work on reduced hours
while she was in active treatment.
‘Purpose and meaning are really
important in anyone’s psychological
functioning, and a traumatic
Breast Cancer Network Australia

WHAT DO PEOPLE LIVING WITH A BREAST CANCER
DIAGNOSIS WANT TO TALK ABOUT?
Post-treatment/survivorship
‘Clients often find that when treatment stops, this can be quite sudden
and it may not be another six months before the next appointment
with a medical professional. There’s a lot of pressure from themselves
and others to get back to how life was before, but post-treatment
recovery can take up to two years. You’re never going to be the same
as what you were – you have changed at a cellular and psychological
level. You can’t go back.’
Fear of recurrence
‘It’s very real. You acknowledge it. You try to find out what the triggers
are, get clients to talk about it and name it. I never tell clients to make
the fear go away – it's actually a good thing; it’s part of your internal
burglar alarm. We just want to get clients in the driver’s seat rather
than the fear being the driver.’
Friendships and relationships
‘Clients are often surprised by the people who disappear and the
people who step up. Sometimes there is a need for a strategic
‘letting-go’ of a relationship – it simply may not be the best use of
your resources to chase that person. Empathy is like gold. Go where
you’re understood … Strategically keep away from where you’re not
understood (but) not aggressively. You’ve got to be kind to yourself.’
Children
‘In terms of telling young children about a cancer diagnosis, they will
be somewhat protected because their brains will only process what
they are capable of at that time. Giving children information is the
best thing you can do. It’s important they get the truth as quickly as
possible at the same time as each other. Do not tell children things
that are not true as they may be less inclined to believe what they hear
from you at other times as a result.’

knee injury a couple of years ago
taught me that the human body is
incredible – and also that I need to
work; it takes the focus off me.’
Dr Tottman’s combination of clinical
training and personal experience
give her a unique take on the
psychological difficulties a breast
cancer diagnosis can have on
a person.
‘[My diagnosis] made me review
my own clinical advice and tools.
Nothing came up wanting, but the
thing I find that I get now that I
didn’t really get before is the fear of
recurrence. The fear is visceral and
now I understand that. My fear is
like a metal, silver, heavy, grey fist, a
relatively small thing but powerful.
That’s the stuff that I have a much
better understanding about. I think
that helps clients because of my
willingness to really go there.’
bcna.org.au

Charlotte hopes psycho-oncology
becomes a growing field because
‘there is so much work’.
‘It’s a specialised area. Clients don’t
have to explain the language of
cancer – diagnoses, treatments,
medications, prognoses. It doesn’t
scare me or distress me.’
She says her service is a place
where clients can safely talk about
their experience, canvas death and
dying, and talk about treatment
decisions – or absolutely anything.
‘Cancer has a long tail. Its legacy is
large. There are benefits in having
psychological treatment for some
time and often for a long time. We
don’t just talk about cancer. We talk
about all parts of people’s lives.’

to a diagnosis, post-treatment,
mortality, end of life and all
the changes that come with
a diagnosis.
Emotional isolation is also a regular
discussion point. This involves when
other people – family members,
friends, colleagues, or anyone –
‘don’t get it’. Charlotte says clients
often present the best version
of themselves to the world, with
make-up and wigs for example, but
how they look is not necessarily
how they feel.
‘It’s one thing to feel emotionally
isolated when you’re alone but it’s
worse when you’re surrounded
by people who don’t get it and
there’s a feeling of ‘I’m in this all
by myself’.’
‘I keep a snow globe on my
consulting table. I use it as an
analogy. I hold it up – this is your
life, cancer comes along and
shakes up your life. The flakes
are your values and priorities,
and when they settle, they settle
somewhere different. Some things
that mattered before don’t matter
anymore, and some things that
didn’t seem to matter before now
do. People get more clarity about
what they will and won’t put up
with and have more willingness to
live according to that clarity. For
example, ‘I’m not going to that
barbecue today because I don’t
want to’, or ‘I’m not going to go
back to that job’, or ‘I am going to
book that holiday’.
‘Not that anyone ever wants cancer,
but that’s the transformative thing
that comes out of cancer – it shakes
up people’s lives, sometimes for
the better.’

To access a
private psychooncologist, you can ask
your GP for a referral to
a clinical psychologist with
experience in dealing with cancerrelated distress. Alternatively, visit
the Australian Psychological
Society website (psychology.
org.au) and go to Find a
Psychologist.

Common themes that are raised
in sessions include adjustments
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The latest in

BREAST CANCER
RESEARCH
Every December, thousands of
breast cancer researchers and
doctors from over 90 countries
gather for a five-day symposium in
San Antonio, Texas. It’s an important
conference for researchers who
work in breast cancer, as it provides
the latest research information from
around the world.
Dr Nick Zdenkowski, an Australian
medical oncologist and Medical
Advisor to Breast Cancer Trials
(a group of leading breast cancer
researchers in Australia and New
Zealand), attended the 2018
conference and provided a summary
for Breast Cancer Trials. They
have very kindly allowed us to
reproduce parts of it here. For more
information, visit breastcancertrials.
org.au.
14
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HER-2 POSITIVE

The phase three KATHERINE
clinical trial investigated whether
using the drug T-DM1 (Kadcyla)
instead of trastuzumab (Herceptin)
provides better outcomes
for women who have cancer
remaining in their breast tissue
after neoadjuvant (before surgery)
treatment.
Dr Zdenkowski said the results
garnered a lot of interest from
those in attendance.
‘The trial included patients with
HER2-positive breast cancer
who received neoadjuvant
chemotherapy and Herceptin,
followed by surgery to remove
the part of the breast that was
affected by cancer. Some of these

patients have a complete response,
which means the treatment gets
rid of all the cancer. They’ve got
a really good prognosis. But for
patients who don’t have a complete
response, their prognosis is actually
not very good.’
‘What this trial did was randomly
allocate patients to receive either
ongoing Herceptin, which is
the current standard of care, or
Kadcyla, a new HER2 treatment
that we currently use for metastatic
HER2-positive breast cancer.’
Dr Zdenkowski said the results were
very promising.
‘They found patients who received
Kadcyla were less likely to
experience a recurrence of their
Breast Cancer Network Australia

breast cancer in the future. There
was a substantial and clinically
important difference in the relapse
rate; the risk of developing an
invasive recurrence of the cancer,
or of death, was reduced by 50 per
cent. It’s something that, for a poor
prognosis patient group, is really
good to see.’
Many American-based oncologists
said they would immediately
implement it in the clinic, Dr
Zdenkowski said. However
Australians will have to wait.
‘In Australia, we need TGA approval
to use drugs in a new or different
way. We also need Kadcyla listed
on the PBS for this purpose,
because it is an expensive drug
and not affordable for the majority
of patients. Hopefully the drug
company that makes the drug
will submit the applications and it
will come.’

DE-ESCALATION

Discussion and trials involving deescalation (providing less treatment
than the current standard
treatment while maintaining good
outcomes) have been occurring in
Australia and New Zealand for quite
some time. Dr Zdenkowski said
it was good to see it was a large
focus at the symposium.
‘It was really interesting, because
the US is a classic escalation
situation. They always want to
do more and more. We’ve got
de-escalation trials running in
Australia, such as EXPERT, so it was
quite useful to see that it’s breaking
into the US market.’
The EXPERT trial is investigating
whether some women with lowrisk early breast cancers can avoid
having radiotherapy after surgery
without affecting their risk of the
cancer recurring.
Dr Zdenkowski said a session on
de-escalation, presented as a
debate between internationally
renowned breast cancer specialists,
was particularly interesting.
‘Debates can be difficult in
medicine because there are always
shades of grey. The conclusion was
that there are some patients who
need more treatment, like those in
the KATHERINE study, and there
are some who need less, and we
bcna.org.au

need to work out which patients
they are.’
Dr Zdenkowski said the most
difficult part of implementing
de-escalation into treatment is
communicating it to patients.
‘Doing less is not something that
patients take on that easily and
medical oncologists probably
need to think about how to talk
to patients about less treatment
actually being better for them.’

QUALITY OF LIFE

Not all breast cancer research is
focused on finding new treatments.
Some researchers build on already
existing treatments and prevention
strategies to allow for a better
quality of life through treatment and
the years following. A number of
quality of life researchers presented
findings at San Antonio.
‘There was a report about the
quality of life benefits from breast
conserving surgery. It showed that
women who have a lumpectomy
have a better quality of life than
those who have a mastectomy –
because there is still some symmetry
in the breasts, and women don’t
need to think about having breast
reconstruction later on.’
Another interesting quality of life
study was a potential new treatment
for hot flushes.
‘Women who have the most
common type of breast cancer,
hormone receptor-positive breast
cancer, almost always end up
on hormone blocking treatment
and those treatments can cause
menopausal symptoms, hot flushes
being the most significant one’, Dr
Zdenkowski said.
‘Hot flushes cause all sorts of
secondary side effects, such as
breaks in concentration, sleep
disturbance and worries about social
events. Alcohol can sometimes
set them off, as can coffee, tea,
chocolate and stress. Some women
don’t want to go out in summer
or out in public at all, and that
sometimes leads to women stopping
hormone blocking treatments,
meaning their breast cancer is more
likely to come back.’
‘This research investigated a drug
called oxybutynin, which is used for

problems with an overactive bladder,
but also has potential to reduce
hot flushes.’
‘The randomised trial found that it
did reduce the number and severity
of menopausal hot flushes in women
taking hormone blocking treatments
like tamoxifen. It found oxybutynin
was just as effective as many other
drugs available for those symptoms.
It has its own side effects, but it is
another option for women.’
Another quality of life study
presented on the effects of exercise
for patients during chemotherapy
treatment found that patients who
exercised during chemotherapy
had better quality of life and their
fatigue levels returned to the levels
prior to their breast cancer diagnosis
after treatment had concluded.
Disappointingly, it was unable to
show that exercise reduces the risk
of breast cancer returning.

IMMUNOTHERAPY

Immunotherapy continues to be a
hot topic in oncology. Breast Cancer
Trials recently opened two new
immunotherapy trials in Australia
called CHARIOT and DIAmOND.
At the 2018 ESMO conference in
Munich, the results of another trial,
IMpassion130, were presented.
IMpassion130 was for women with
triple negative metastatic breast
cancer. They were given either nabpaclitaxel, a chemotherapy drug that
is a current standard of care option,
or nab-paclitaxel plus atezolizumab,
an immunotherapy drug. This
important study was the first phase
three trial to show the benefits of
immunotherapy in triple negative
breast cancer. Further analysis of
this clinical trial was presented at
San Antonio.
‘This analysis was specifically looking
at a subset of women with triple
negative breast cancers that were
PDL1 positive, as they were the ones
who benefited from the addition of
atezolizumab. PDL1 is the biomarker
for this drug. The immune cells have
a signal on the surface called PDL1,
so if the immune cells have that
signal then the treatment works. If
they don’t, the treatment doesn’t
work,’ Dr Zdenkowski said.
‘This was an exploratory analysis
and needs to be confirmed in other
studies, but it is promising research.’
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MEMBER STORY

Two of us
Rachelle and
Corinne Gebert
Rachelle Gebert

Sisters Rachelle (39) and Corinne (35) Gebert knew their
father’s mother had died from breast cancer but didn’t know
they were at an increased risk of developing the disease until
their father tested positive to the BRCA2 gene mutation.
Rachelle was diagnosed with metastatic breast cancer in
2016, and Corinne had a preventative double mastectomy and
reconstruction in late 2017.

August 2016 I was diagnosed with
hormone receptor positive breast
cancer which had already spread to
my bones.

RACHELLE’S STORY:
Several years ago a distant cousin
was diagnosed with breast cancer
and tested positive for the BRCA2
genetic mutation. She advised her
extended family including my father,
whose mother had died of breast
cancer at age 40. Dad decided to
be tested, found he carried the
defective gene and told our family
during the Christmas of 2015.
Of course I was devastated and
knowing the risks, Corinne and I
decided to be tested. I was already
in a high-risk screening program
because I’d had mastitis while I
was breastfeeding my eldest son,
and my doctor recommended it
as a result of my family history. It
turned out I did have the BRCA2
gene mutation. I was ready to have
a preventative mastectomy, but in
16
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My breast cancer was metastatic
from the beginning and there is
no cure. I thought I was doing
everything right to manage my risk,
but it had spread so quickly that it
was just too late. I am a realist and
I know my time is limited but I am
doing everything I can to give me as
much time as possible and see my
two gorgeous boys grow up. I have
just turned 39 and am aiming for a
big fiftieth party. Who knows?
Although BRCA mutations account
for a small percentage of breast
cancer diagnoses, it is important
for everyone with a strong family
history of breast cancer to get
advice about testing. While a
positive result signals danger,
there are options to reduce your
cancer risk back to that of the
normal population.
Family testing is always emotional.
Our Dad feels guilty, but there
is nothing to feel bad about.
Our two other siblings have also
undergone testing with one result
being negative and the other
undergoing the process via the
Familial Cancer Centre at the
Peter MacCallum Cancer Centre in
Melbourne. This involves counselling

around considering being tested
and preparing to find out a result.
They in turn are totally supportive
of me and there is nothing like
family for comfort, compassion
and understanding.
Discovering we carried the same
gene mutation did bring Corinne
and I closer. I know she just “gets” it
– when I complain about treatment
side effects or other cancer issues.
I know she won’t pity me or get
uncomfortable about how serious
my diagnosis is.
In 2018 we created an
Instagram account called
@faultytittycommittee which we
both share and post on together.
Through Instagram and sharing our
stories, we want to educate and
inform families like ours to know as
much as possible about the options
and serious impact and challenges
of the BRCA2 mutated gene. If you
have the risk of carrying a BRCA
gene mutation then get tested
early and talk to a specialist about
your options.
I want people to read my story and
see that I am an example that it is
not always possible to ‘catch’ breast
cancer early and get rid of it. You
are taking a huge gamble when
there is a strong family history or a
genetic mutation.
Breast Cancer Network Australia

Rachelle and Corinne Gebert

You can follow Corinne and
Rachelle on Instagram at
@faultytittycommittee

Corinne Gebert

CORINNE’S STORY
Even though our paternal
grandmother died young of breast
cancer, I was not aware I carried any
potential increased risk of breast and
ovarian cancer. In fact, in my 20s I
was told by a GP not to worry about
breast cancer because it was on my
Dad’s side – which was not the case.
When Rachelle and I found we both
carried the mutation, we both knew
we needed to take preventative
action. But I was only 32. I thought
I had time to meet my man, have
kids, breastfeed them and then have
the surgery.
Rachelle’s distressing metastatic
diagnosis changed all that. Even
though I knew all the information
and facts regarding my risks, it was
a personal moment where I realised
it was real and happening now in
our family.
I knew I had to act to reduce my risk
immediately – for myself but also
out of respect for Rachelle. She did
everything right and didn’t have the
choice that I did, and this plays on
my mind heavily. So for both of us
I had a nipple-sparing preventative
double mastectomy with expanders
in November 2017. Every day I am
getting more comfortable living
bcna.org.au

my new normal. I still swim, play
golf and do push-ups even though
my body feels a little awkward.
When I first confronted my BRCA2
diagnosis I hated my breasts. I
wouldn’t look at them – they were
giving me too much angst. But
now I am slowly adjusting to my
new breasts.
I am young and I have a life in front
of me. I still believe in my family
dreams. I have frozen my eggs and
hope one day to have kids! Most
importantly the drama of these
past years has given Rachelle

and I a bond of shared love and
compassion. We are there for each
other in our differing dreams and
challenges. It’s shown us what is
important in life, and we’re both
passionate about speaking up about
BRCA gene mutations and the risk
of developing cancer – even though
putting yourself out there is scary
for both of us!
You never know what may be ahead.
And this experience has certainly
shown me that I should do things
now – don’t put them off. Because
life is good.
Issue 84 | April 2019
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Genetic testing
and insurance
HOW NEW CHANGES WILL MAKE IT EASIER FOR PEOPLE WITH
INHERITED GENE MUTATIONS TO OBTAIN INSURANCE
If you have a strong family history
of breast cancer or were diagnosed
at a young age, you may have been
recommended genetic testing
to determine whether you carry
an inherited gene mutation, such
as the BRCA1 or BRCA2 gene
mutations.
While genetic testing provides
useful information and can help
you make decisions about how to
reduce your risk of breast cancer,
there are implications for you and
your family members. Until this year,
an adverse genetic test (i.e. showing
you carry a gene mutation) might
affect not only your ability to obtain
life insurance, but also that of your
family members. However, changes
are being introduced to make it
easier for at-risk family members to
obtain insurance.
The Beacon spoke to Dr Michael
Gattas, Clinical Geneticist
at Brisbane Genetics, about
these changes.
What has been the issue around
insurance until now?
Being able to get life insurance is
one of the real hesitations people
have about genetic testing. They
come to see us for genetic advice
and when we tell them about
the implications for insurance for
themselves, their children and other
relatives, they decide not to do it.
When you apply for insurance,
insurers generally ask about your
family’s medical history. You have
an obligation to tell them what
you know. So if someone in your
family had a diagnosis of breast
cancer at a young age, you have to
tell them that. If someone carries a
BRCA gene defect, you have to tell
them that.
Even though you might not have
been tested yourself, the fact
18
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that someone in your family has a
BRCA gene mutation puts you at
higher risk of breast cancer than
the general population. Insurers
use genetic testing information
as part of their assessment to
determine your risk of developing
medical conditions. What you do
for a living (your occupational risk)
also affects your risk rating. So
they have quite sophisticated ways
of calculating whether you’re an
average risk person or not. If you
are at higher risk of developing a
medical condition such as cancer,
their response has generally been to
either knock back your application,
put an exclusion on your policy (for
example they won’t cover you for
cancer), load your policy so you
pay more for the policy than the
average person, or cap the policy,
meaning they’ll limit the payout.
Of course, you don’t have to give
them your medical information, but
then they probably won’t insure you
at all.
So what is changing?
The Financial Services Council is
introducing a five-year moratorium
on using genetic test results as
part of the risk assessment for life
insurance and income protection
insurance. This means that, from 1
July this year until 30 June 2024,
a person will be able to apply
for life insurance and/or income
protection insurance without having
to disclose their family’s genetic
testing results. The policies will
be capped at $500,000 for life
insurance and $4,000 per month
for income protection.
So this is really good news for
families where a family member
has had an adverse genetic test.
It means that children and other
family members who may not
have been able to obtain insurance
because of their family history
will now be able to apply for an

insurance policy that will cover
them for breast cancer.
Unfortunately, it is not going to help
people who have been diagnosed
with breast cancer.
It is important to note that this
moratorium is for five years only. It
will be reviewed in 2022 and may
be extended, but it may not. This is
a voluntary code of conduct and is
not legislated by government, so it
can be changed.
While there is no guarantee that
you will be able to take out a new
policy after 2024, if you take out
a policy in the next five years you
will keep that policy for as long as
you continue to pay the premiums.
Insurance companies won’t renege
on policies that are in place.
What if I already have life
insurance and am thinking about
genetic testing?
People often worry that their
existing policies will be void if they
have genetic testing. That has never
been true. If you already have a
policy and have been paying your
premiums, getting an adverse
genetic test result makes no
difference to your policy at all – and
you do not have to pass the results
on to your insurer.
Will genetic testing affect my
private health insurance?
Another common misunderstanding
is that your private health insurance
may be affected by genetic
testing results – this is also not
true. Genetic testing makes no
difference to your private health
insurance policy.
More information
Dr Gattas has done a series of
videos for BCNA on breast cancer
and genetics. Visit bcna.org.au.
Breast Cancer Network Australia
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Being diagnosed with

DCIS
I was diagnosed with ductal
carcinoma in situ (DCIS) in the
right breast via a screening
mammogram in April 2010. I had no
physical symptoms.
I understand most women with
DCIS, like me, are not aware of any
symptoms at the time of diagnosis.
Because of the lack of symptoms,
the diagnosis came as a shock to
me and I am sure many others with
a similar diagnosis.
I was provided with a lot of
information both verbally and
printed during follow-up visits and
when receiving confirmation of
the diagnosis.
I chose to attend all my
appointments alone even though
I had several offers from family
and friends to attend with me. I
didn’t want to accept them as I felt
at the time that I was imposing.
On reflection I can see that they
wouldn’t have seen it that way.
I would advise any woman newly
diagnosed with DCIS to take
a trusted support person to
appointments. It can all be a bit
of a blur at the beginning, and
after hearing the word cancer in
any context you don’t always hear
or comprehend what is said next.
Even though I found the support
of breast care nurses amazing, I
feel I would have benefited from
someone understanding my
situation in detail and being able
to share my thoughts with them
knowing they would be prepared to
listen at any time.
My treatment plan was to have
surgery to remove the affected
tissue followed by a course of
bcna.org.au

was
confusing

radiation therapy.
However, the
first surgery and a
subsequent second
surgery both failed to
remove all the affected
tissue, as the extent of
the DCIS was much greater
than anticipated.
I don’t recall this possibility being
discussed before the first or second
surgeries – it would have at least
alerted me that this may happen.
I had a mastectomy and sentinel
lymph nodes removed in July 2010.
The care given and information
provided was excellent. However,
there was one aspect that was
confusing. While some medical
staff took great care to refer to
the condition as “pre-cancerous”,
others used the term “cancer”. I
found this variation also occurred
in information sourced via the
internet. I think terminology used is
very important to help the patient
to understand the situation.
A mammogram in April 2016 – part
of my annual check-up – detected
DCIS that had started to become
invasive cancer in my left breast.
Given my history I opted for an
immediate mastectomy. Apparently
for some reason my body produces
large amounts of DCIS tissue. I had
been informed that having had
DCIS once before increased the
chance of having it again.
I am very lucky that no cancerous
cells were detected in the lymph
nodes that were removed in both
mastectomies and I am keeping
good health.
– Lorraine

BCNA’S
NEW DCIS
RESOURCES
Ductal carcinoma in situ
(DCIS) refers to the abnormal
changes in the cells that line
the milk ducts in the breast. It
is a precancerous condition,
but there is currently no way
that is 100 per cent accurate to
predict if, how and when DCIS
will become invasive breast
cancer. Treatment for DCIS
is recommended to minimise
the risk of DCIS coming back
and of developing invasive
breast cancer.
BCNA has developed new,
high quality, evidence-based
information about DCIS. The
information is now available via
BCNA’s new My Journey online
tool and as a printed booklet. If
you have been newly diagnosed
with DCIS, are receiving
treatment for DCIS, or have had
a diagnosis of DCIS in the past,
the My Journey online tool will
provide you with information and
support that is tailored to your
stage of the journey. Find out
more at bcna.org.au/myjourney
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It takes a village

supporting those caring for people with breast cancer
The impact of a breast cancer diagnosis is felt far beyond the person with
the disease – and the shock and fear experienced by someone who
has breast cancer is also felt by loved ones supporting and caring
for them during treatment.
The extra effort of running a household and caring for
children is often recognised but the emotional load
of a cancer diagnosis can be easily overlooked.
So how do you offer support to
someone who is caring for a loved
one with breast cancer? Here
are some thoughts and
tips from carers who
have been there
themselves.

BE PROACTIVE – DON'T
WAIT TO BE ASKED
TO HELP
MAKE YOUR FRIENDSHIP
A PRIORITY

Jim: Former carer for
his partner who had
metastatic breast cancer

Joel: Currently caring
for his wife who is
undergoing treatment for
metastatic breast cancer

‘Don’t say: ‘If you need
help call me’, or ‘call me
if you need me’! It puts
the burden back on the
carer to follow up when
they might already be
uncomfortable asking for
help on top of trying to
cope with their situation.’

‘Cancer puts your
life into perspective.
We as a couple and a
family have been able
to prioritise and focus
clearly on what matters
to us: family, friendship,
experiences and making
enduring memories. I
believe staying mentally
healthy is as important
as staying physically
healthy in the times to
come. Preventative mental
health and establishment
of a support network is
more easily done when
you have the capacity to
think rationally and clearly
rather than looking for
help once things have
already overwhelmed you.’

Jim did, however, find
good support through
other avenues. ‘The Otis
Foundation gave us a
week-long retreat to the
Murray Valley; it was the
best time we had together
in her final three years.
Palliative Care and District
Nursing visits to our home
in the latter stages of
her life were absolutely
wonderful as they were so
caring and willing to chat
and give us information on
services and anything they
could think of to help.’

SUPPORT IS A TEAM
EFFORT
Doug: Carer for his wife
Jo who had early breast
cancer
Doug focused on trying to
stay positive when his wife
was diagnosed with early
breast cancer, but admits
to still feeling the weight
of a fear that he could
be left alone to raise two
young daughters. A small
gesture from a friend is
something he remembers.
‘A good mate of mine
took me out for a round
of golf the day my wife
was having her breast
reconstruction surgery. It
was a great distraction for
part of a long day.’
Doug was able to take
time off work to look
after his family while his
wife was recovering from
surgery, but says the help
from other people was
just as important.
‘My wife has a very close
and amazing friendship
group who were
supportive from the very
beginning. They raised
some money for us and
organised frozen ready
meals so I didn’t have to
worry about cooking for
our family.’

CREATE A DIVERSION HELP THEM TAKE
TIME OUT
Kate: Breast cancer
survivor and former carer
for her sister
Kate was a carer for her
sister, who had small
children while also
managing her own young
family. Kate’s sister spent
her last months at their
parent’s house and in
hospital, a 45-minute drive
from Kate’s home.
‘Splitting my time
between the two places
was intensely hard. I
have never experienced
stress like it,’ she says.
She recalls having panic
attacks while travelling
between the two places
and having to pull over.
‘Everyone I knew was
sympathetic, but people
lead busy lives and death
is scary. I would love to
have had more support
but when you’re in the
thick of it, it’s hard to
know what to ask for and
where to turn. It was a
very lonely, desperate
time. My friends were
terrific, always lending a
sympathetic ear, available
for a coffee or a phone
call. I turned 50 two and
a half weeks before my
sister died. The following
year my mates took me
away for a long weekend
for a belated celebration
and they spoilt me rotten!
I’ll never forget their
kindness and generosity.’

BCNA has a number of resources for people caring for someone with breast cancer, including Helping a friend or
colleague with breast cancer, I wish I could fix it: helping a partner through breast cancer and You’re important too:
looking after yourself as a carer. Find out more at bcna.org.au/resources/booklets-and-fact-sheets/
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Heat of
the night
chicken
bowl

Pick up a copy of
Simple and Lean from
Kmart, Big W, Target,
Myer, David Jones, a
good bookstore or
shop.swiish.com.

DAIRY FREE // NUT FREE //
2109 KJ/504 CAL PER SERVE
// SERVES 2

METHOD
1.

Preheat the oven to
200°C (400°F)

2. Mix all ingredients for
the marinade in a small
bowl, then rub all over the
chicken, making sure it’s
well coated. Set aside.
3. Place the veggies in a
roasting tray, drizzle with
a teaspoon of olive oil,
season with a little pink
salt and pepper and mix
well. Pop the reserved
lime halves into the tray
as well.
4. Place the chicken on top
of the veggies and roast
for 25–30 minutes, until
the chicken has cooked
through and the juices
run clear.
5. While the chicken
and veggies are in the
oven, cook the pearl
couscous according
to the instructions on
the packet.

INGREDIENTS

•

2 teaspoons Middle
Eastern spice blend

ROAST VEGGIES
•

1 red onion, quartered

•

4 garlic cloves,
unpeeled but
smashed with the
back of a knife

•

200g (1⅓ cups)
medley cherry
tomatoes, halved

•

2 x 100g skinless
chicken breasts

•

•

62g (½ cup) pearl
(big) couscous

2 teaspoons rice
malt syrup

•

2 teaspoons lime zest

•

1 teaspoon olive oil

•

•

1 bunch broccolini

1 teaspoon
ground sumac

•

Greek-style yogurt, to
serve (optional)

•

½ teaspoon garlic salt

•

Juice of ½ lime
(reserve the
lime halves after
you’ve juiced)

•

1 red capsicum
(pepper), seeded and
roughly chopped

•

1 tablespoon olive oil

•

•

Pink salt and
black pepper

1 teaspoon olive oil
Pink salt and freshly
ground black pepper

MARINADE
•
•

2 teaspoons
ground chilli
2 teaspoons
ground chilli

bcna.org.au

6. Once the chicken is
cooked, remove it from
the roasting dish and
leave to rest. Then return
the veggies to the oven
and turn up the heat to
230°C (450°F). Leave
the veggies in the oven
for another 8–10 minutes,
or until they have nicely
caramelised.
7. While the veggies are in
the oven, quickly blanch
the broccolini in a bowl
and cut the chicken
into 1.5cm slices. Divide
the ingredients equally
between two bowls add
a dollop of yogurt to the
middle of the dish.
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Brisbane Lions AFL
players Jarrod and Thomas
Berry along with their
brother Joel shave their
dad Troy’s head as part
of a fundraising event for
BCNA in memory of their
mother and wife, Jedda

Dee Cooney and
Raelene Boyle at
the 2018 Carmans
Women’s Fun Run

BCNA members at BCNA’s 20th anniversary MiniField of Women at Parliament House, Canberra

AROUND THE

BCNA founder
Lyn Swinburne
at the 13th
Beach Golf Day

Young Women’s
Think Tank at Sussan
headquarters

Network

Dragons
Abreast
Albury
Wodonga
Mini-Field
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Berlei staff pack
My Care Kits for
BCNA members

Dine Pink

Breast Cancer Network Australia

STAY UP TO DATE IN BETWEEN BEACONS
Subscribe to our monthly email newsletter Network News.
Call our Helpline on 1800 500 258, email contact@bcna.org.au
or online bcna.org.au/news-events/network-news-newsletter/
Follow BCNA on social media:
@BreastCancerNetworkAustralia
@BCNAPinkLady
@bcnapinklady

Pink
Lady
Survivor’s
Pin
$15

BCNA MERCHANDISE
Notebook
$15
Pink
Lady Pin
$5

Active Cap
$15

bcna.org.au

FOW
keyring
$10
Torch
$5

Shop now at bcnashop.org.au or
email merchandise@bcna.org.au
to order
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It’s time to rally
your players, officials
and supporters as
we invite you to

A Pink Sports Day can be hosted by clubs,
teams, associations or individuals from
any sport or physical pursuit. It’s a great
way to bring your club and community
together – everyone can join in the fun!
‘Pink up’ your players with our Pink Sports
Day merchandise – socks, laces, beanies
and more are available to order.
Funds raised through a Pink Sports
Day will directly help Breast Cancer
Network Australia support over
19,000 Australians diagnosed
with breast cancer in
Australia every year.
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