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Breast Cancer Network Australia

Letter

BCNA is so proud to have delivered
more than 150,000 free My Journey
Kits since its launch in May 2004.
You may be one of those who
received My Journey Kit. If so, I
hope you found it both helpful
and reassuring.

FROM
THE

CEO
If you’d like to
see what the new
My Journey is all
about, visit bcna.
org.au/myjourney.

Though there have been a number
of different versions of My Journey
Kit over the years, with updates
and other changes made, one
thing remains the same – it
always delivered the high-quality
information that people diagnosed
with breast cancer need.

Needless to say, this a big change
from posting out kits in the mail!
However, something that isn’t
changing is how important it
is for us to hear from you. The
insights of people diagnosed with
breast cancer have always been
essential to the improvement of our
information and services. A great
advantage of a digital resource is
that we can continually update and
improve it.

I am very excited to let you know
that, from this month, we are going
to deliver information in a new
way – via the My Journey digital
app, which will be available on your
computer, tablet or smart phone.
The My Journey app will provide
Australians diagnosed with breast
cancer with up-to-date information
and support that is relevant
to them.
After entering some information
about yourself and your diagnosis,
the app will give information
tailored to your specific needs.
Some people tell us they receive
too much information after their
diagnosis, and it can leave them
feeling overwhelmed. Others say
there are things they wish they’d
known earlier.
Our aim with My Journey is to
provide the right information, at the
right time, to the right people.
For example, a person who has
been only recently been diagnosed
may be given information to help
them understand the treatment that
has been recommended for them
and decide whether to have their
treatment in the private or public
health system.
If a person has children, the app will
give them information about how
to explain their diagnosis to them in
an age-appropriate way.
bcna.org.au

We will be able to build
on our high-quality
written information
with information in a
number of different
online formats,
including videos
and podcasts.

But My Journey isn’t just for people
newly diagnosed with early breast
cancer, it’s for people at all stages
of their breast cancer journey
– including people living with
metastatic breast cancer.
As more treatment options
become available and research
makes new discoveries, a digital
app allows us to share the most
recent information in a more timely
and cost-effective way than our
previous printed My Journey Kit.
Being able to personalise
information through the app will
help us to better meet the specific
needs of young women, women
with ductal carcinoma in situ
(DCIS), and men with breast cancer.
People will be able to easily find
information appropriate to their
subtype of breast cancer and
treatment recommendations, rather
than wading through information
that may not be relevant to them.

Some of you may worry about
what My Journey means for people
who prefer to receive printed
information or do not have easy
access to the internet. It is really
important to us that everyone can
access the information they need.
We will still provide people with
printed information if it’s the best
option for them.
For those who do have access to
the internet, health professionals
will start referring their patients
diagnosed with breast cancer to
My Journey this month. This will
give those people faster and more
tailored access to the information
they need.
This month is also significant as it’s
Breast Cancer Awareness Month.
Check out the calendar enclosed
with your Beacon to see some of
the activities that are happening
around Australia during October.

Kirsten Pilatti
Chief Executive Officer
Issue 83 | October 2018
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News
BCNA

Raelene Boyle at the
1998 Field of Women

MY HEALTH
RECORD
Don’t forget that 15 November is
your last day to decide whether you
want a My Health Record.
My Health Record is the Australian
Government’s electronic health
system that provides every
Australian with an online record of
their personal health information.
Until this year, you were required
to sign up for a My Health Record
if you wanted one. My Health
Record has now been changed to
an opt-out model. This means you
will automatically be given a record
unless you opt out.

BACK TO OUR ROOTS
On Wednesday 17 October, BCNA is hosting a special tribute event in
Canberra to mark its 20th anniversary.
You may remember reading in the last Beacon our Founder, Lyn
Swinburne, recalling the inaugural Field of Women on the lawns of Old
Parliament House, Canberra, in October 1998.
‘The 10,000 bright pink silhouettes stood for the women diagnosed
that year and the 2,500 white for the women who we would lose. This
brought the shocking statistics to life, capturing media attention and
the notice of politicians. BCNA was on the map,’ she said.
On Wednesday 17 October, we will recreate this pivotal moment
in BCNA history with another Field of Women on the lawns of Old
Parliament House. We will also host an information forum at Old
Parliament House during the day.
Visitors are welcome to attend the Field throughout the day, and are
invited to write messages of support and in memory, which will be
displayed on the silhouettes.
For more information and to register for the forum, visit bcna.org.au.

PLAN B: BEYOND BREAST CANCER
On Saturday 11 August, BCNA hosted the Plan B survivorship
conference in Melbourne.
The conference was live streamed so those who couldn’t join us in
Melbourne could hear about living well beyond breast cancer.
The recording is now available to watch any time. You can watch
the whole conference or just the presentations that are of most
interest to you.
Topics include exercise, sexuality, diet and lymphoedema.
To watch the conference, visit www.webcasts.com.au/planb.
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My Health Record will help you
keep all your health information
in one place. You and the health
professionals involved in your care
can add information to your record.
You can control what is included
and can ask that some information
not be put into your record. You
can also use the privacy settings to
control which health professionals
are able to read your record.
There are some concerns about
whether the My Health Record
system will be secure and
people’s information protected.
The government has responded
by advising it will amend the
legislation to protect people from
having their medical records
accessed by third parties including
the police and government
agencies. However, there are still
some concerns about whether
the data will be protected from
internet hackers.
In response, the Senate has
opened an inquiry into the My
Health Records Amendment
(Strengthening Privacy) Bill, which
is due to report early October 2018.
BCNA will provide a submission
to this inquiry advocating on
the importance of the My Health
Record as part of a modern health
care system and the expectation of
Australians that their privacy will
be protected.
If you want more information, you
can watch a series of Consumers
Health Forum of Australia webinars
by visiting chf.org.au/hub-myhealth-record-webinar-series.

Breast Cancer Network Australia

SERENA’S on song
The Beacon cover girl, Serena
Williams, has a message for
Australian women – touch yourself.
The tennis champion has thrown
her support behind the I Touch
Myself Project, inspired by the late
Divinyls singer Chrissy Amphlett.
Chrissy was passionate about
spreading awareness of the
importance of early detection of
breast cancer, and wanted ‘I Touch
Myself’ to become an anthem for
women’s health around the world.

remind women to regularly examine
their breasts.
We know that many of our
members are passionate
about raising awareness of the
importance of early detection.
In an age when women can feel
bombarded with conflicting health

and wellbeing messages, we are
thrilled to have Serena’s powerful
voice spreading the word.

The Chrissy bras are available
exclusively at berlei.com.au. The
Chrissy T-Shirt Bra is $69.95 and
Post-Surgery bra is $59.95. All
profits from the sale of the bras will
be donated to BCNA.

A women’s health advocate and
Berlei ambassador, Serena hopes
a new video of her singing the
Divinyls hit will remind Australian
women about the importance of
being breast aware.
She has been a Berlei devotee since
discovering the brand during the
2003 Australian Open.
The I Touch Myself Project was
first launched in 2014, when 10
of Australia’s best-known female
artists recorded their own version
of ‘I Touch Myself’ to encourage
women to check their breasts.
A proud partner of BCNA since
2005, Berlei became involved in the
I Touch Myself Project after meeting
with Chrissy’s husband, musician
Charley Drayton.
Charley told Berlei about the
difficulty Chrissy had faced when
finding a bra after surgery that
made her feel feminine while still
being practical.
In response, Berlei designed its
first rock and roll inspired bra
specifically for women who have
undergone breast cancer surgery in
2016, naming it The Chrissy PostSurgery Bra in tribute.
After overwhelming positive
feedback about the Chrissy range,
this October, Berlei releases two
new rock star-inspired snakeskin
print Chrissy bras – a post-surgery
bra and a T-shirt bra.
The T-shirt bra has the words ‘I
Touch Myself’ printed inside to
bcna.org.au
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Influencing

the system
This year, BCNA celebrates
its 20th anniversary. What an
achievement for an organisation
that was the brainchild of one
woman – Lyn Swinburne – and
began at her kitchen table in
suburban Melbourne.
We know that over those 20
years there have been great
improvements in treatment and
care for breast cancer – our experts
explained some of them in the Now
and Then article in the last edition
of The Beacon.
Here at BCNA we decided back in
2016 that we wanted to investigate
how far treatment and care has
come in 20 years of consumer
advocacy, and where the gaps are
for people diagnosed with breast
cancer today.
So began an 18-month project
to gather the experiences of
our members – good and bad.
This project became the biggest
Australian study of its kind – we
collected more than 15,000
individual experiences from right
across Australia.
Thank you if you contributed. You
may have completed our 2017
Member Survey or our earlier
survey on the out-of-pocket
costs of breast cancer treatment
and care.
6
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You may be one of the 3,500
women and men who attended a
face-to-face consultation with our
now CEO, Kirsten Pilatti. Kirsten
visited every state and territory to
conduct these consultations and felt
it was a great privilege for her to
meet so many of our members and
hear their stories.
She was shocked by some of the
things she heard:
•

Women being told of their
diagnosis over the phone,
sometimes in the car with the
phone on loudspeaker and the
kids in the back seat.

•

Women facing unexpected –
and sometimes large – bills for
treatment, including women who
had been paying private health
insurance premiums for years
and expected their insurance
would cover them when they
needed it.

•

BCNA members and
Board Members outside
Parliament House at the
report launch

Women with metastatic disease
not having access to a breast
care nurse or cancer coordinator.

The findings from our project have
been incorporated into a major
report that was launched by the
federal Minister for Health, the
Hon. Greg Hunt, at a reception at
Canberra’s Parliament House on
20 June.
In response to the report, the Minister
made a number of commitments to
better support people with breast
cancer. Shadow Minister for Health,
the Hon. Catherine King, also spoke
at the launch and reaffirmed the
Opposition’s support for people with
breast cancer, especially those with
metastatic disease.

•

Women experiencing disparities
in care, especially if living in a
rural area.

We were delighted that BCNA
member Emily, diagnosed with
breast cancer at the age of 26,
accepted our invitation to speak at
the launch and share her personal
experiences with those present,
including Members of Parliament
and BCNA corporate sponsors. Read
Emily’s story on page 10.

•

Women feeling isolated and
alone at the end of their
treatment – doctors sent them
back to their lives and the family
celebrated by handing back the
vacuum cleaner and expecting
everything to get back to normal.

We were also thrilled that a number
of our ACT community champions
were able to attend and speak with
parliamentarians about their own
experiences. Some of these women
have been with BCNA since the very
beginning, while others are only
Breast Cancer Network Australia

newly diagnosed and have more
recent stories to share.

•

insensitivity from some doctors
and clinics

The State of the Nation report
identifies a number of positive
changes over the last 20 years and it
is important that we celebrate these.
They include that Australia has one
of the best survival rates for early
breast cancer in the world, with the
chance of surviving five years now
90 per cent. This gives women newly
diagnosed with early breast cancer
great hope.

•

a poor understanding of
metastatic breast cancer by the
public and poor access to breast
care nurses for people with
metastatic disease

However, our report also lists a
number of worrying gaps, including:
•

the financial burden of breast
cancer, especially for those
having treatment in the private
health system

•

poorer survival rates for people
living in rural, regional and
remote areas

•

a lack of allied health care
services such as psychology,
physiotherapy, lymphoedema
support and social workers

•

poor communication and lack of
information from doctors about
out-of-pocket costs, fertility
treatment options for younger
women, clinical trials and followup care

•

a shortage of breast care nurses

•

inconsistent health care, with
some women receiving poorer
quality of care

•

additional challenges for some
groups, including young women,
men and Aboriginal and Torres
Strait Islander women.

We make recommendations for
urgent action in eight key areas.
These eight priorities now form the
backbone of BCNA’s advocacy work.
As well as these national priorities,
the State of the Nation report
outlines issues of concern on a stateby-state basis.
We want to acknowledge the eight
women who very generously shared
their personal stories, and their
photographs, as case studies for this
report – Keira, Alysia, Sarah, Claire,
Raffaella, Elaine, Ann and Andi.
Five of these stories are used in the
report to show how the challenges
we have identified affect real people.
We are pleased that during our
State of the Nation journey, we
were able to help with some local
issues that members told us about.
At a consultation in Broken Hill
for instance, women told us it was
difficult to meet with the breast
care nurse because her office was
in a hangar at the local airfield and,
for safety reasons, the public is not

BCNA’S RECOMMENDATIONS FOR URGENT ACTION
1. Reduce ‘bill shock’
2. Reduce out-of-pocket costs
for tests and scans
3. Improve breast
reconstruction rates
4. Improve access to allied
health services
5. Establish specialist
lymphoedema clinics and
fund a national compression
garment scheme
6. Increase the number of
metastatic breast care nurses

bcna.org.au

allowed to enter that space. We
contacted the local health service
and are helping to find a new office
for the nurse.

and establish cancer care
coordinator roles to support
people with metastatic cancer
in rural and regional Australia
7. Ensure all health professionals
working in cancer receive
communication training
to improve doctor-patient
communications
8. Establish a national patient
assisted transport scheme
(PATS) framework to
improve access to specialist
services and clinical trials for
people in rural, regional and
remote areas.

In Cairns, women told us they
had virtually no access to breast
reconstruction surgery at the
public hospital because of long
waiting lists. Following BCNA’s
intervention, a weekend clinic
was held with surgeons flown to
Cairns from Brisbane to assess
women for surgery. While this
issue is still not fully resolved, we
continue to work with Queensland
Health to help eligible women
receive reconstruction surgery
and to find solutions for a future
referral pathway.
BCNA is very proud of this report,
which has been sent to all members
of the Federal Parliament, all state
and territory health and shadow
health ministers, and others involved
in breast cancer treatment and care.
As Kirsten notes in her introduction
to the report, ‘This report provides
the foundation for many more
years of rigorous advocacy as we
strive to improve the experience
of Australians affected by breast
cancer. Our goal is to improve the
lives of those who are missing out
today, and to make sure that no one
misses out tomorrow.’
Now the real work begins, as we
work with governments and health
services to address the gaps that we
have identified.
You can download the State of
the Nation report and read about
the launch and the commitments
made by the Government and the
Opposition on our website,
bcna.org.au.
We thank our partner Sussan for its
financial support for this project.

Read
Emily’s
story on
page 10

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.

I’VE BEEN DIAGNOSED WITH METASTATIC BREAST CANCER. WHAT
QUESTIONS SHOULD I ASK MY TREATING TEAM TO MAKE SURE I
KNOW ABOUT ALL THE POSSIBLE TREATMENT OPTIONS?
Treatment recommendations are
based on a variety of factors,
including where in the body the
cancer is, the type of breast cancer
(e.g. hormone positive) and any
prior treatment you may have
had. Recently, a number of new
approaches for treating metastatic
breast cancer have emerged that
are providing more options.
Sometimes a doctor may not
discuss a particular treatment
option or test because it is not
available at their hospital, or is
only available at considerable cost.
We encourage people to ask their
medical oncologist to tell them
about the different treatments

available for their situation,
including current research being
conducted and whether a clinical
trial could benefit them. It is also
vital that people discuss with their
doctors what is most important
to them regarding their treatment
goals or outcomes, including side
effects of treatment and effect on
quality of life.
A clinical trial may allow you to
access a treatment that is not
otherwise available, but which may
give you better quality of life and
longer survival. If you are interested
in participating in a clinical trial,
you should ask your oncologist
about your eligibility. Information
about what is involved and what
to consider before participating
in a clinical trial can be found at
australianclinicaltrials.gov.au. You
can also use this site to search for
current clinical trials.

I AM WORRIED ABOUT GETTING NERVE DAMAGE AS A SIDE EFFECT OF CHEMOTHERAPY.
ARE THERE ANY COMPLEMENTARY THERAPIES OR SUPPLEMENTS THAT COULD HELP ME?
Peripheral neuropathy is the term
used for pain and discomfort
caused by damage to nerves of the
peripheral nervous system, such
as nerves in the hands and feet. A
common side effect of a number
of chemotherapy drugs, especially
taxanes, it is often referred to as
chemotherapy-induced peripheral
neuropathy (CIPN).
Damage to the nerves can cause
sensory changes such as altered
sensitivity, intermittent pins and
needles, numbness, sharp stabbing
pains, difficulty using hands and
trouble walking. The changes may
be mild and intermittent, last for a
number of months, or may develop
into a long-term problem.
Currently, there are limited
evidence-based treatments

8
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for CIPN. Medications such as
Gabapentin, Tegretol and Endep
are often used to help reduce
pain and discomfort.
Given the negative impact of
CIPN on a person’s quality of
life, it’s easy to understand why
people are willing to explore
whether complementary
therapies could help reduce or
prevent unwanted side effects.
A recent study examined the
effectiveness of a supplement
called acetyl-L-carnitine (ALC)
versus a placebo (a substance
that has no therapeutic effect and
is used as a control) in women
having a taxane chemotherapy
for early breast cancer. ALC is
an antioxidant involved in the
breakdown of toxic metabolites,

which had previously shown
promise in preventing CIPN in
preclinical trials.
Study participants were randomly
allocated to receive either the
ALC supplement or a placebo,
and peripheral neuropathy
symptoms were measured
using a validated scale at
regular intervals.
Instead of an improvement in the
symptoms of CIPN, the group
taking the ALC supplement
actually experienced an increase
in CIPN compared to those
receiving the placebo. Continued
monitoring of the participants
showed the CIPN symptoms were
still present a year after the 24week trial was discontinued.

Breast Cancer Network Australia

CONTACT OUR

HELPLINE

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.

Importantly, this study highlights
the need for caution in the use of
supplements to prevent or treat
the side effects of chemotherapy.
High-quality studies are needed to
evaluate strategies for prevention
and management of CIPN.
We recommend you discuss any
questions or concerns about the
side effects of treatment with your
oncologist and report early any
changes you experience so that
modifications can be made to your
treatment to avoid distressing
side effects.
For more information about this
study, see JNCI: Journal of the
National Cancer Institute, Volume
110, Issue 6.

bcna.org.au

CHEMOTHERAPY:

BEFORE OR AFTER
SURGERY?
Surgical oncologist Professor Andrew Spillane explains
why some people have neoadjuvant chemotherapy –
chemotherapy before surgery.
Traditionally, neoadjuvant
chemotherapy (NACT) has
been used for inoperable and
inflammatory breast cancer.
However, increasingly NACT
is being used in patients with
earlier operable breast cancer.
When breast cancer is first
diagnosed, it is often already
clear that chemotherapy will
need to be part of the person’s
treatment, even without the
full results of surgery. Factors
that may influence this include
the person’s age, the grade
and subtype of the tumour,
the tumour size, and whether
the cancer has spread to
lymph nodes. For example,
younger women with high
grade, non-hormonal breast
cancers inevitably benefit from
chemotherapy, even when the
tumour is quite small.
Clinical trials comparing NACT
with chemotherapy after surgery
showed they were equal in terms
of survival. The advantage of
NACT is that it helps reduce the
extent of surgery. Even if the
tumour is suitable for breast
conserving surgery, if it becomes
smaller with NACT this reduces
the amount of breast tissue that
needs to be removed and results
in better cosmetic outcomes (see
article on page 12).
NACT also reduces the chance of
having cancer cells in the lymph
node at the time of surgery.
This is beneficial, as lymph node

removal increases the risk of
developing lymphoedema.
When surgery is done first, we
can see exactly how big the
tumour was before treatment
and whether the lymph nodes
were involved. These factors give
a guide to the prognosis and
help to determine the need for
chemotherapy. With NACT, the
decision about chemotherapy is
already made, and the surgery
shows how the person’s tumour
responded to chemotherapy.
However, NACT isn’t effective
for all tumours, especially the
subtype of breast cancer called
Luminal A tumours that are lowgrade and strongly oestrogen and
progesterone receptor positive.
Clinical trials are now assessing
giving new drugs before surgery.
For people with less sensitive
subtypes of breast cancer or
tumours that don’t respond well
to standard drug combinations,
these clinical trials can identify
treatments that are likely to be
superior. These trials can lead to
faster introduction of new drugs
into standard care than much
larger post-surgery trials that take
years to give results.
NACT is an important option that
health professionals should be
talking to their patients about if
they believe chemotherapy will
definitely be part of the treatment
recommendation at the time of the
first diagnosis of breast cancer.
Issue 83 | October 2018
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The power of
MEMBER STORY

THE PERSONAL STORY
Statistics and data have an
important role to play in
understanding the impact of breast
cancer in Australia. However,
nothing can motivate action and
change minds like a personal story.

mum was sitting next to me in the
doctor’s office when we were told,
so I didn’t have to break the news
to her. Coming home to tell my
partner, my dad and my brother
was nothing short of gut-wrenching.

When we launched our State of the
Nation report at Parliament House
in Canberra (see page 6), we knew
no fact or piece of evidence would
strike a chord like the story of one
of our members.

Over the next few days, our house
was full of tears, hugs, worries and
love. I’m so grateful to have never
felt alone during my treatment. My
family, my partner and my friends
surrounded me with love and
support. They did the whole time,
and they still do now.

We invited Emily to put a face to
the statistics and share her breast
cancer story with Members of
Parliament and other guests at the
launch. This is the speech she gave
on the night.

After I was diagnosed, I was
told that my regime would be
seven months of chemotherapy,

Standing here at Parliament House,
in the nation’s capital, in front of our
distinguished guests, it gives me
great pleasure to talk to you about
nipples! Nipples and discharge!
Don’t worry, I won’t show you
mine. After a double mastectomy, I
couldn’t even if I wanted to.
BCNA has asked me to talk about
my experience with breast cancer.
Two years ago, I started having
discharge in my left nipple. At this
time, I was 26 and studying fulltime to be a primary school teacher
at the University of Canberra. I
was working part-time at The
Body Shop, spending time with
my friends and planning to move
in with my partner. I initially put
my symptoms down to something
hormonal and didn’t think too much
into it.
But eventually the discharge turned
into pain and discomfort. After a
few doctors’ appointments and
several ultrasounds, mammograms
and biopsies I was diagnosed with
stage 2, HER2-positive, hormone
negative breast cancer.
When I was diagnosed, I was
devastated. Luckily, my beautiful
10
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(Left to right) BCNA
Board Chair Kathryn Fagg,
Julia Banks MP, BCNA
CEO Kirsten Pilatti, Emily,
Greg Hunt MP, Emily’s
partner Ben, Emily’s mum
Katherine and Emily’s
brother Stewart

followed by a bilateral mastectomy,
12 months of Herceptin, 30
rounds of radiation therapy and
reconstructive surgery.
During one of my early
appointments, mum asked
my breast care nurse if the
chemotherapy was going to
impact on my fertility. It came as a
huge shock to me to find out that
it would.
I was referred to see an
obstetrician-gynaecologist here in
Canberra, who recommended that I
have my eggs harvested and frozen
until I’m ready to have children.
Fortunately, I was given financial

support by my family. For many
young women this would not be
the case.
As a 26-year-old full-time education
student, I certainly did not have
$10,000 on hand to fund this on
my own. Medicare does provide
a rebate for eggs frozen due to
medical circumstance, but there
is still a substantial out-of-pocket
expense. This is a huge added
stress for young women facing
breast cancer.
During my treatment, we discovered
that the cancer had spread to the
lymph nodes in my armpit, which
had to be removed. This surgery,
combined with radiation, left me
with lymphoedema in my arm.
This happens to roughly one in five
women after their breast cancer
treatment. Lymphoedema causes
swelling in my arm, which makes it
feel swollen, painful and tingly.
It also means that I now need to
wear a compression garment on my
arm every day. The garment costs
around $250 and has to be replaced
every three months. The $1,000 a
year that I will be spending on these

bcna.org.au

garments going forward does not
have a Medicare rebate.
As an early breast cancer patient
in remission, I have the privilege of
surviving. I am a cancer-free young
woman, with a long life ahead of
me. I have a beautiful family, a loving
partner, and wonderful friends. I
am nearly finished my teaching
degree and when I’m ready, I have
those frozen eggs in storage to start
a family.
But, as an early breast cancer
patient, I also have the challenge
of surviving and survivorship is not
without its difficulties. The fear of
recurrence is constant.
During active treatment for cancer,
we constantly have doctors’
appointments, scans, and contact
with nurses and specialists. Being
a full-time cancer patient becomes
the norm. After finishing active
treatment, all of these things come
to a grinding halt.
The best way that I can explain it
to those who haven’t been through
breast cancer is that during your
treatment, your breast cancer takes

up all of your physical time and less
of your thoughts. You’re focusing so
hard on staying positive and getting
from one appointment to the next.
After active treatment, the physical
side is largely over. It’s during
survivorship that mental health
becomes more of a concern.
Today, I am taking medication for
my depression and anxiety. My body
will never be the same after what
I’ve been through and the person
who I was before my cancer is gone.
The silver lining is that I am much
stronger, more resilient and more
determined than I was before.
I want to encourage young women
to advocate for themselves. Get to
know what feels right in your own
body and if something is off, talk
to your GP. Don’t take ‘no’ for an
answer when it comes to your health.
You’re the expert on your own body.
Thank you to BCNA for inviting me
to share my experiences with you.
I look forward to seeing what we
can achieve together in the next
20 years.
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Radiotherapy

AND RECONSTRUCTION
We often hear from women who are having both
a mastectomy and radiotherapy as part of their
breast cancer treatment. Many tell us advice about
reconstruction and radiotherapy can be confusing.
Traditionally, if a woman needed to have
radiotherapy, she would be told she would need

Ms Jane O’Brien,
specialist breast cancer
and oncoplastic surgeon
at St Vincent’s Private
Hospital Melbourne
Have recommendations
about reconstruction and
radiotherapy changed?
Radiotherapy can affect the
cosmetic outcome of breast
reconstruction (how the breast
looks), and so the timing of
reconstruction in women who
may require radiotherapy after
a mastectomy is a heavily
debated topic.
In the past, most plastic surgeons
recommended against autologous
reconstruction (reconstruction
using the patient’s own tissue) in
women who will or may require
post-mastectomy radiotherapy
(PMRT).
Instead, these patients have
undergone either delayed
reconstruction or had a temporary
tissue expander or an implant
inserted at the time of mastectomy,
with a view to delayed autologous
reconstruction after radiotherapy.
12
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I’ve received conflicting advice
about when to have radiotherapy
if I choose a mastectomy. One
doctor recommended I have it
before reconstruction, the other
recommended I have it after
reconstruction.
– online network member

to have a delayed reconstruction, rather than a
reconstruction at the same time as her mastectomy
(immediate reconstruction).
The Beacon asked three experts for advice on
reconstruction options for women who have been told
they need radiotherapy after a mastectomy.

With this approach, I was seeing a
significant proportion of patients
who were ‘battle weary’ after their
breast cancer treatment and not
keen on further major surgery, so
they chose not to go ahead with
autologous reconstruction. Instead,
they either elected to remain flat, or
‘made do’ with an implant that was
quite often cosmetically damaged,
and often also uncomfortable,
because of radiotherapy.
Emerging evidence shows that
immediate autologous breast
reconstruction can tolerate
radiotherapy better than
previously thought.
A recent study compared
the outcomes of autologous
and implant-based breast
reconstruction. It evaluated
the impact of PMRT on breast
reconstruction results and showed
higher rates of complication and
failure in women who had implant
reconstruction compared with
autologous breast reconstruction.
Researchers concluded that
radiotherapy compromises the
outcomes of implant reconstruction,
but not autologous reconstruction.
There are still a number of
considerations for women when
choosing their preferred type of
reconstruction, including their
suitability and the differences in
how long the operation takes and
rehabilitation. However, those who
are likely to receive PMRT should
be informed of the substantial and
significant impact of radiotherapy
observed among patients who
received implant reconstruction.

Those who choose to have
autologous reconstruction may
feel reassured by the recent
study findings.
This study was a turning point for
me, providing strong evidence
supporting my long-held
personal view that autologous
reconstruction is an appropriate
option to consider for women who
want an immediate reconstruction
but will require radiotherapy later.
I felt that by recommending
against immediate autologous
reconstruction in patients requiring
PMRT, based on the most up-todate scientific evidence, I was
potentially denying my patients
their best reconstructive option.
Therefore, I made a firm decision to
change how I was practising. I now
advise patients that immediate
autologous reconstruction is
a good option for those who
require PMRT.
While arranging and scheduling
immediate autologous
reconstruction may be achievable
in a timely fashion in a capital
city private practice and in major
metropolitan hospitals with
specialised reconstruction units,
it can prove more challenging in
other settings.
If not available locally, there should
ideally be referral pathways in
place to allow access to this option,
which avoids the long waiting
times for delayed reconstruction
and the problems associated with
delayed reconstruction.
Breast Cancer Network Australia

more common in Australia, the UK
and the USA for the treatment of
locally advanced breast cancers,
including in public hospitals.
The reverse sequence is for patients
that definitely need chemotherapy,
radiotherapy and a mastectomy, and
want a reconstruction.

Mr Damien Grinsell, plastic
and reconstructive surgeon
with a special interest in
breast aesthetics at St
Vincent’s Hospital Melbourne
One of the most common concerns
we hear from women is the long
waiting times to have temporary
tissue expanders changed over
to more permanent implants.
These waiting times can be even
harder if the tissue expanders
are uncomfortable as a result of
radiotherapy. How can we avoid
long reconstruction waiting lists for
people needing changeover implant
surgery in the public system?
A relatively new approach called
‘the reverse sequence’ is becoming

The reason for this approach is to
try to avoid giving radiotherapy
to a reconstructed breast – be it a
patient’s own tissue or an implant.
Radiotherapy to a reconstructed
breast can have a negative impact
on how the breast looks and feels.
In the past, we saw some women
whose reconstructed breast became
hard, painful, and looked abnormal
after radiotherapy.
The reverse sequence changes the
order in which treatments are given.
Traditionally, the order of treatment
was surgery, chemotherapy,
radiotherapy, and finally
delayed reconstruction.
The reverse sequence starts with
chemotherapy, then radiotherapy,
surgery and reconstruction, usually

using the patient’s own tissue.
The early results of this approach
are very encouraging and show
that it can be done safely, with no
increase in complications compared
to the traditional order of treatment.
Encouragingly, the cancer kill rate
– called the pathological complete
response rate (PCR) – is at least
double chemotherapy alone and
possibly higher.
While we don’t have any longterm evidence at this stage for
improving survival benefits, the
hope is that a higher PCR will mean
greater survival.
The advantages for the patient
are many. It means a shorter,
easier journey for the patient,
including avoiding having to have a
temporary tissue expander in place
between having a mastectomy
and a reconstruction. It also means
there is no interruption to the
cancer treatment.
I am hopeful that as data becomes
available, it will show that the
reverse sequence improves survival
outcomes.

conserving surgery as fewer women need
mastectomy after NACT.

If you’ve been
told you need
radiotherapy and
this will impact
your options for
reconstruction, speak
to your treating team
about whether any
of the approaches in
this article could be
suitable for you.

Also, even if the original tumour was
suitable for breast conserving surgery, if
it becomes smaller with NACT, then this
reduces the amount of breast tissue that
needs to be removed, which results in
better cosmetic outcomes.

Professor Andrew Spillane,
surgical oncologist, Breast and
Surgical Oncology at The Poche
Centre in Sydney
Could the option of chemotherapy before
surgery help women avoid having a
mastectomy altogether?
As with post-operative chemotherapy, the
main aim of pre-operative (or neoadjuvant)
chemotherapy is to increase overall survival
and eliminate any tumour cells that may
have already spread to other parts of
the body.
The secondary aim is to reduce the amount
of cancer that has to be removed and thus
reduce the extent of surgery.
Neoadjuvant chemotherapy (NACT) has
been shown to improve the rate of breast
bcna.org.au

Another advantage of NACT is it
reduces the chance of having a positive
axillary lymph node (cancer cells in
the lymph node) and therefore need
for axillary dissection and associated
lymphoedema risk.

BCNA hopes these
new approaches
will lead to better
access to breast
reconstruction and
fewer women on
waiting lists.

Patients who still need to have a
mastectomy after NACT usually have
better margins around the tumour. This
can mean that immediate reconstruction
may be considered after NACT, whereas
it may not have been an option prior
to chemotherapy.

For more information
on NACT, see
Professor Spillane’s
article on page 9.

If a patient has a significant risk of carrying
a genetic predisposition for breast cancer
(e.g. a BRCA gene mutation) then having
NACT gives time for genetic testing to
help decide on the type of surgery the
woman may want, including the type of
reconstruction if mastectomy is required.

For more information
on the study Ms
O’Brien refers to,
see JNCI: Journal of
the National Cancer
Institute, Volume 110,
Issue 2.
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to
and took them with me
everywhere, I found it very
healing,’ she says.
Weaving with reclaimed
materials that have
washed up on the
shoreline – pieces of net,
rope and other debris –
took on a new meaning
as Sonja went through
chemotherapy. She found
that the materials spoke to
her of resilience.
‘It was about that importance
of survival, the resilience that
goes with the materials that I
weave,’ Sonja says.

‘I celebrate our cultural heritage
through weaving, and, for me, it’s
a way of honouring our ancestors,
the hands that made our beautiful
baskets that traditionally were
central to every aspect of daily life.’
Sonja is a Quandamooka woman
and artist who has been working
with BCNA on weaving workshops
for Aboriginal and Torres Strait
Islander women who have been
diagnosed with breast cancer.
Sonja’s cultural weaving practice
reflects her family’s spiritual
connections with the land
and seas of Minjerribah, North
Stradbroke Island.
She draws inspirations from
the many stories connected to
Quandamooka traditional woven
bags and explores materials and
techniques to continue the making
of them today.

‘A lot of it has come out of the
ocean, it has survived tough
conditions – and chemo sure is
harsh. The same with the materials
that wash up on our beaches,
it survives and winds up on the
beach, marine debris that floats
and catches nothing, a bit like
cancer just floating around in our
bodies until it shows up and we can
do something about it.’
BCNA collaborated with Sonja
to run a weaving workshop with
Aboriginal and Torres Strait Islander
breast cancer survivors as part of
the ‘Culture is Healing’ program.
During this workshop, Sonja shared
her weaving knowledge with the
women and they each wove a
‘ngamu’ (breast) to be incorporated
into the installation.

When Sonja was having treatment
for her breast cancer in 2017, she
continued to weave.

‘We shared so much that day. Our
lives coming together – through
weaving, through breast cancer,
through treatment. And you can
see that, our knowledge, sharing
our stories, survivors and strong
women, in the piece,’ she says.

‘I felt the need to still be weaving
through my chemo, I had baskets
I was working on at the time

‘For some it was perhaps their
first time weaving and it was very
special to have that day together.’

14
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On 22 August, an installation of
woven ngamu was gifted to the
Mater Hospital Brisbane by the
group. It will go in the oncology
ward to create a culturally safe and
welcoming space for Aboriginal
and Torres Strait Islander women
having cancer treatment.
The women who have contributed
to the installation at the Mater
hope that it helps others going
through cancer reflect on resilience
and regeneration.
‘We almost lost [our weaving] to
colonisation – but seeing it come
alive again, sitting and doing
together, it’s always been there,’
Sonja says.
She says connecting to culture and
taking the time to share with others
who have been through a similar
experience is a vital part of the
healing process.
‘It makes you really value the
importance of taking time out to
do the things that matter with the
people that matter, and expressing
ourselves through our own cultural
practices like weaving.
‘Taking it one day – one stitch – at
a time.’
This weaving project is a Cancer
Australia Supporting Women in
Rural Areas Diagnosed With Breast
Cancer Program initiative, funded
by the Australian Government.

Breast Cancer Network Australia
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MY CANCER
WAS A
FULL-TIME
JOB

NEW WORKPLACE
SUPPORTS
While there is a well-established
support system in Australia
for injured workers, there is no
system to support people to
stay in or return to work after a
cancer diagnosis.
BCNA is committed to
improving support for people in
the workforce diagnosed with
breast cancer.

Being a teacher was an important
part of Alysia’s life. It wasn’t just
her source of income – it was part
of who she was.

seven months after her diagnosis.
A couple of months later, she
started working two days a week
in a curriculum-based role.

Our new online work and
breast cancer hub includes
a range of information for
people diagnosed with breast
cancer on:

Alysia lived in a small rural town
in WA. School was not only her
workplace but a social hub within a
caring community and her support
network as a single mum of two
small children.

‘It gave me a modest income while
I was still recuperating,’ Alysia says.

•

‘It was a good distraction,
and an opportunity to feel
a bit “normal” after such an
abnormal experience.’

how breast cancer
treatments may affect your
ability to work

•

effective communication
between you, your employer
and work colleagues

•

how to access
financial supports

•

your rights and responsibilities
in the workplace

•

facing breast cancer if you
are self-employed.

Her idyllic country life was turned
upside down in May 2010 when she
was diagnosed with breast cancer
at the age of 33.
Alysia had to travel about two
hours each way to Perth for her
appointments. She knew it would
be impossible to keep working
through her treatment, which
included a double mastectomy
and chemotherapy.
‘I immediately went on sick leave
and, when that ran out, I went on
leave without pay while I continued
my treatment,’ she says.
Alysia was very unwell throughout
her treatment.
‘I could not live independently,
and was certainly in no position to
return to work,’ she says.
‘Living on a farm and being
isolated from people was not
good for my emotional health or
for accessing my treatment, so
I moved to Perth with my two
children and lived with my parents.’
Alysia’s return to the workforce
started with casual contract work
bcna.org.au

Over the next couple of years,
Alysia was able to gradually add
more working days to her role,
before finally resuming fulltime work.
‘Now – eight years later – I
generally function well, but there
are still some cognitive scars.
‘Some concepts that I would have
picked up quickly before breast
cancer now take much longer, or
simply remain confusing.’
Alysia is disappointed by the
stories she hears of workplaces
being inflexible to accommodating
people’s needs after a breast
cancer diagnosis.
‘Employers need to understand
that mental health and wellbeing
is very closely tied to self-image,
including how a person affected by
breast cancer perceives their value
in the workplace.
‘When their world has been turned
upside down, going to work can
be the only stabilising part of
their day.’

There is also information
and tips for employers and
colleagues.
BCNA is hosting a work and
breast cancer online webcast in
November.
To access the hub or register
for the webcast, visit bcna.org.
au/work-and-breast-cancer.
BCNA gratefully acknowledges
the assistance of Sussan in
funding research and resource
development for this project.
This project is a Cancer
Australia Supporting Women
in Rural Areas Diagnosed
With Breast Cancer Program
initiative, funded by the
Australian Government.
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SIDE

BY MY

Debbie Packham was
diagnosed with early breast
cancer in 2016. After learning
her breast cancer had spread,
she was introduced to Gillian
Kruss, Monash Health’s first
metastatic breast care nurse
practitioner.

Gillian Kruss and Debbie Packham

DEBBIE: Following a diagnosis
of breast cancer in December
2016, I was invited to participate
in a breast cancer research trial. It
involved having a PET scan, which
subsequently revealed I had a tiny
centre of cancerous cells in my
sacrum (a bone in the lower back).
Ironically, I had been very positive
about recovering from breast
cancer and had decided not to join
the study trial, but when my results
came back showing I had metastatic
breast cancer, I had a sense of fate
intervening. It was meant to be.
I admit to being upset with the
additional diagnosis, but funnily
enough, I wasn’t devastated.
During chemotherapy I
contracted a very rare
inflammatory breast cancer
that meant I would have a
mastectomy – something
I had not anticipated.

Debbie
Packham

Around that time, I
did have probably
my only deeply
introspective cancer
moment. I sat in a
chair for a long time,
knowing that with
metastatic breast
cancer, my survival
estimation dropped
from 90 per cent down
to 50 per cent, and I

wondered if five years was enough.
I was optimistic and ultimately knew
I wanted to live longer, and so I
embarked on treatment.
I needed intense radiation treatment
for my metastatic cancer. This
involved a high-dose bombardment
of my sacrum, which I am confident
has worked.
Although I feel cancer-free, I know
there is no guarantee, so I am
on two anti-cancer medications,
letrozole and a new drug, ribociclib
(Kisqali) for as long as my body
tolerates it.
I was introduced to Gillian last
year, who has been wonderful. It is
great to have her as my one point
of contact.
I go armed to any appointment
with my blue striped book full of
questions, because I feel if I can
understand the process, then I
know I am a part of my own care
and it keeps me on top of my
health control.
Gillian is very knowledgeable and
always ready to answer anything
I ask, even if it is silly. And she
certainly goes out of her way
to help.
She was particularly helpful and
supportive as we worked together
for a very long time to sort out
the dosage levels of my endocrine
Breast Cancer Network Australia

therapy drug. And together we got
it right.
I feel that the essence of our
relationship is that Gillian knows
me, knows how I work and is
always available for me as my goto person. And that makes life so
much easier.
I feel that with Gillian’s help, I am
now in control of my own destiny.
My breast care nurses were always
helpful, but Gillian works with me
at that next level with a deeper and
more specific understanding of
therapies and drugs and the needs,
thoughts and worries metastatic
cancer patients have.
From my own personal experience
with Gillian, I feel it is vital for
all metastatic patients to have
a specialist metastatic breast
care nurse who can give the
continuity of care, understanding
and knowledge, calmness and
caring that only they and your own
medical team can give.
GILLIAN: I work at Monash Health
Melbourne as a nurse practitioner
and try to help people with
metastatic breast cancer cope
better with living with this diagnosis.
My role is not only to comfort
patients, who are in a very
vulnerable place when given a
frightening diagnosis, but to assist
them to understand their health
challenges and options and help
them navigate their way through all
the various treatments, services and
specialists they may need to see.
Patients who are diagnosed with
metastatic breast cancer experience
a great deal of distress knowing
they have a life-limiting disease.
Of course, they worry about their
future, those close to them and
about how they will cope with
and stay as well as possible on
their treatments.
When asked about prognosis, I take
the opportunity to encourage many
patients to ‘prepare for the worst,
but hope for the best’. By doing so,
they can take control of their future
while they are well, rather than
waiting until it is too late and they
are too unwell to do so.

bcna.org.au

Gillian Kruss, Monash Health’s first
metastatic breast care nurse practitioner

Because patients cope differently,
the role of a metastatic breast care
nurse is always personalised, and
I help identify and address each
patient’s unique supportive care
needs, whether they be physical,
social, psychological, spiritual and/
or informational.
For a lot of my patients, navigating
an almost alien world of many
different specialists and treatments
can be overwhelming and
distressing. This is why I do what
I do, because I can be there when
and if my patients need me. I offer
them information and reassurance,
acting as an understanding point of
contact so they can make informed
decisions and report any concerns
whenever they need to.
When I first met Debbie last year
she was understandably worried,
but knowing her metastatic breast
cancer had been caught early and
had spread to only one distant site,
she has remained very positive.
She was prescribed radiotherapy to
this site of metastasis and then oral
endocrine and targeted therapies, to
which she has had a great response
and now continues to live her life
very well on these tablets.

During her initial diagnosis, I was
able to help Debbie understand her
disease and her goals of care, and
have since been closely monitoring
her tolerance of the treatments
prescribed. By getting lots of
information about her prognosis,
disease and treatment options, she
could make informed choices and
gain an element of control.
For the future of metastatic breast
cancer, I hope that research can
continue to develop new, more
effective treatments that are better
tolerated and can extend life and, of
course, ideally find a cure.
There are only a small number of
metastatic breast cancer nursing
positions in Australia and although
more jobs are being funded, I do
hope that more specialist nurses can
be trained so that others like Debbie
will always have compassionate
assistance when dealing with their
advanced cancer.
Working with Debbie and others
in need gives me extraordinary
personal and professional
satisfaction.

Issue 83 | October 2018

17

METASTATIC AND ALONE
When I was diagnosed
with metastatic breast
cancer at 48, my
world fell apart. The
support just wasn’t
there. There was no
contact with a breast
care nurse to be my
source of information
as I was processing
this diagnosis and its
implications. It was a
confusing and scary
time. – CLAIRE
Sadly, this reflection from Claire
is not an isolated one. For many
years, women have been telling
us at BCNA that while they were
able to see a breast care nurse
following their diagnosis of early
breast cancer, it was very hard to
connect with a breast care nurse
after a diagnosis of metastatic
breast cancer.
BCNA’s State of the Nation project
(see page 6) found that almost
one-third of people with metastatic
breast cancer (29 per cent) did not
have as much contact with a breast
care nurse as they felt they needed.
We know how important it is for
people, women and men, living
with metastatic disease to have the
support of a specialist nurse like
Gillian (see page 16).
Living with incurable cancer, where
treatment may be ongoing for the
rest of your life, brings a whole
raft of challenges. From dealing
with the practicalities of managing
treatment and its side effects, to
making decisions about whether or
not to remain in the paid workforce,
to coming to terms with the
enormity of a life-limiting illness and
18
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ONE-THIRD OF PEOPLE WITH
METASTATIC BREAST CANCER
(29 PER CENT) DID NOT HAVE AS
MUCH CONTACT WITH A BREAST CARE
NURSE AS THEY FELT THEY NEEDED.
has been a key advocacy
issue for BCNA over a
number of years. Our 2013
and 2016 federal election
submissions both called for
new funding to increase the
number of specialist advanced
cancer nurses.

communicating this to loved ones
and friends.
For people with de novo disease
(where their first diagnosis of breast
cancer is metastatic breast cancer),
there are additional challenges. They
may have very little understanding
of the healthcare system and how to
navigate through it. The ‘language’
of breast cancer and its treatments
may be completely new to them.
And the first time they hear about
a breast care nurse is often through
their peers when they attend a
community information forum or
participate in an online discussion.
Even then, they may struggle to
understand how they can access the
support of a specialist nurse.
BCNA believes everyone who is
diagnosed with breast cancer should
have the right to be supported by
a breast care nurse. For people
with metastatic breast cancer, this
nurse needs to have specialised
training, including an understanding
of treatment pathways, to be able
support their very specific needs.
Ensuring access to metastatic breast
care nurses and cancer coordinators

In our State of the Nation report,
we again call for an increase in
the number of metastatic breast
care nurses in major metropolitan
and regional cancer centres and
the establishment of cancer care
coordinator roles to support people
with metastatic disease living in rural
and regional Australia. This is one of
our eight priorities for urgent action.
We have raised this issue with the
Minister for Health, the Hon. Greg
Hunt, in our meetings with him.
We are heartened that the McGrath
Foundation has put an increased
emphasis on recruiting and training
metastatic breast care nurses
and we acknowledge recent
appointments of new metastatic
breast care nurses in Western
Australia, NSW and Victoria. BCNA
is working closely with the McGrath
Foundation to jointly advocate for
increased investment by the Federal
Government into the creation of
new roles to fill the gaps in care that
currently exist.
BCNA will continue to advocate
for additional resources, including
specialist nurses, to support people
living with metastatic disease.
Breast Cancer Network Australia

TWO-MINUTE
STRAWBERRY GELATO
DAIRY FREE // GLUTEN FREE // NUT FREE // SUGAR FREE // VEGAN // VEGETARIAN // PALEO
201 KJ/48 CAL PER SERVE // SERVES 4

SIMPLE AND LEAN

INGREDIENTS

METHOD

In the last Beacon, we shared
a recipe from Simple and
Lean by Sally Obermeder and
Maha Koraiem.

•

600 g (4 cups)
frozen strawberries

•

80 ml (⅓ cup) orange juice

•

mint leaves, to serve (optional)

1. Blend the strawberries and
orange juice in a food processor
until well combined (you can
use a blender if yours can blend
frozen ingredients).

•

seeds of 1 pomegranate,
to serve (optional)

Sally is co-host of Channel 7’s
The Daily Edition, founder of
lifestyle blog SWIISH.com and
a breast cancer survivor.
Her sister, Maha Koraiem,
is a certified Health and
Nutrition Coach.
Here, Sally and Maha share
another of their favourite
recipes from Simple and Lean –
a pink gelato perfect for Breast
Cancer Awareness Month.

2. Top with the mint leaves and/or
pomegranate seeds (if using).
3. Serve immediately.

Enjoy!
This is a hands-down
favourite with both the kids
and the grown-ups! I’ve
found I have to be quick if I
want any before my mini me,
Annabelle, devours it!
– SALLY

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

bcna.org.au
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The team at Combo enjoying a Pink
Bun Party

BCNA’s Young Women’s Think Tank at
Sussan’s head office in Cremorne, VIC

AROUND THE

BCNA’s
Outback
Adventure team
trekking the
Larapinta Trail, NT

Network

Riders in
Alliance Airlines’
Hangar2Hangar
challenge
cycling from
Cairns Airport
to Townsville
Airport, raising
more than
$60,000 for
BCNA

BCNA’s Danielle Spence (far left)
and Renee Gani (far right) at the ‘Just
diagnosed: what’s next?’ webcast with
breast surgeon Ms Caroline Baker and
breast care nurse Kathryn Wallace

BCNA’s Marita O’Keefe accepting a cheque from the
Heathcote family and Pratt Foundation after the Ride
for Men’s Breast Cancer
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MY F1RST
Tightly holding my children’s hands
and standing with thousands at the
2018 Field of Women, all together
in a sea of pink, I couldn’t help
but notice birds soaring overhead
against the grey sky. It seemed so
fitting to see this symbol of life
and freedom.
All around me were tears,
smiles, hugs, community spirit,
togetherness and a whole lot
of love. There was joy, there
was solemnity.
Beforehand, as we waited to move
onto the MCG, I heard a participant
say, ‘I’m just so glad I can be here’. I
think that was a common sentiment
and certainly one I shared.
Thinking back on my breast cancer
diagnosis in late 2015, when my
children were aged 6 and 7, and
my treatment, which included
chemotherapy, radiotherapy
and surgeries, it all seems
simultaneously vivid and recent as
well as somewhat unreal and akin
to a nightmare.

Field of Women
When the field participants were
asked to raise both arms if they
were a breast cancer survivor,
I did so, reluctantly letting go
of my children’s hands. As soon
as I lowered my arms, I quickly
grabbed their waiting hands
as my tears began to flow. My
strong façade broke and emotion
took over.

My tears continued when the
song ‘I’ll Stand by You’ began
and my mind turned to all those
who stood by me in my darkest
hour – my husband and other
family members, close friends and
acquaintances who became new
friends, and my medical team.
Throughout the event, it was clear
this was an organisational feat to
put together. It was a treasured
and unforgettable moment
to share with my children and
thousands of strangers.
‘I was a bit emotional,’ said my now
9-year-old, still holding my hand,
when we were sitting in the stand

later. And then this, ‘You know
how there were birds flying above
us when we were standing on the
ground? Well, were they randomly
there or did the organisers make
that happen?’

The question, which made me
laugh, and the field event, were
reminders of the preciousness and
randomness of life.
If you are awaiting a diagnosis,
newly diagnosed, undergoing
treatment, finished active
treatment or living with metastatic
cancer, regardless of how much
support you have, there may still
be times you feel alone.
However, you are never truly alone
as we are everywhere – we are in
the next aisle at the supermarket,
living nearby, in the same cafe,
cinema and train … and we were
decked out in pink at the Field of
Women. If you listen closely, you
will hear our roar.
– Victoria

PHOTOGRAPH BY MICHAEL WILLSON/AFL MEDIA

MEMBER STORY

To see more
photos, visit
flickr.com/
photos/bcna.

Victorian Minister for Health, the
Hon. Jill Hennessy MP, with BCNA
member Jo
The heliosphere
performance

BCNA would like to thank everyone who was a part of Field of Women –
whether standing on the ground or watching on TV and Facebook Live.
Special thanks to Red Energy, the Victorian Government and the other
organisations and people who made Field of Women 2018 possible.
Field of Women Major Event Partners

bcna.org.au

Field of Women Event Partners
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STAY UP TO DATE
IN BETWEEN BEACONS
Subscribe to our monthly email newsletter
Network News. Call our Helpline on 1800 500 258
or email contact@bcna.org.au.
Follow BCNA on social media:
@BreastCancerNetworkAustralia
@BCNAPinkLady
@bcnapinklady

COMMEMORATIVE
MERCHANDISE
Backpack
$15

Robyn Rhodes

Scarf
$20

GIVING BACK
We would like to acknowledge BCNA member Robyn
Rhodes, who nominated BCNA as a beneficiary of
her estate.
Robyn was a passionate educator, environmentalist
and traveller. She worked in education for more than
30 years, and her love of adventure saw her travel
extensively both overseas and around Australia. Most
importantly, Robyn was a loving, proud and dedicated
mother to her two daughters.

Keyring
$10

Poncho
$5

Shop now at bcnashop.org.au or
call 1300 050 650
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Robyn was diagnosed with breast cancer in 2014
following the death of her two sisters, Pam and
Jenny, as well as her father Rob, to the same disease.
She was grateful for the support she received from
BCNA throughout her illness and was committed to
ensuring continued assistance for those affected by
breast cancer.
For more information on leaving a gift in your will,
contact Essie Bohan on (03) 9805 2510 or email
ebohan@bcna.org.au.
Breast Cancer Network Australia

THE
PERFECT
FIT
Many women struggle with their
body image after breast cancer
treatment. Though the right bra can
make a world of difference, the thought
of shopping for one is daunting. Berlei’s
Heather Fiddes is passionate about
helping women to feel good after breast
cancer surgery.
Heather loves helping people smile. As a
bra fitter and manager for Berlei, she gets
to do this often.
‘It’s rewarding work,’ she says.
‘Ladies have said they were dreading
[being fitted for new bras post-surgery]
and we’ve made it a much better
experience than they were expecting.’
Heather is Berlei’s Queensland state
manager, which involves looking after the
teams that work in Myer and David Jones,
and she also assists with fittings.
While working in fashion more than 25
years ago, she fell into bra fitting and
quickly came to love with it. Helping
women who had undergone surgery for
breast cancer would often make her day.
‘They would come in anxious and not
loving the process. I tried to make them
feel comfortable, give them some choices
and see them happy when they walked
out the door. I listened to their stories.’
After her own breast cancer diagnosis in
2004 and subsequent treatment, Heather
was able to call on all that she had learned
from customers’ stories.
Her own experience with breast cancer
also gave her a broader perspective in
her work.
‘I’m really passionate about these ladies.
I’m more driven. I’m very happy looking
after them and sharing the benefit of my
knowledge and experience with my team.’
Following surgery, Heather says most
women feel vulnerable when they have a
bra fitting.

bcna.org.au

Heather
Fiddes

‘Some haven’t even
seen themselves
in the mirror since
surgery. You may be
the first person, other than a
medical person, to have seen them. You
have to be very respectful of that.’
Heather’s tips for fittings include being
honest if you do not like the feel of a
garment, and having a support person
with you who can drive, find parking and
take you out for a coffee afterwards.
For those struggling to find the
confidence for a professional bra fitting,
Heather advises calling the store to check
if it has a post-surgery fitter and visiting
the store to have a chat first.
‘Ask to be shown a few garments while
deciding whether to have the fitting that
day, and then if you’re comfortable with
the person you can go ahead,’ she says.
‘It’s an intimate thing. It’s not called
intimate apparel for nothing!’
Heather says fabrication and the comfort
of both bras and soft forms have
improved a great deal.
She adds that unless you know exactly
what you’re looking for, there is great
value in visiting a trained bra fitter.
‘The fitter can point out important
features that will relate to your surgery –
your incisions, pressure points, even down
to how to wear the bra and adjusting
the straps.
‘I love putting a smile on someone’s face
when they haven’t had one for a while.
And seeing someone who’s come in
anxious, to feel almost relief when they’ve
been able to get fitted – when they go
home it’s almost like they’ve had normal
retail therapy.’

Red turns

PINK
Our Major Partner Red
Energy has turned pink.
Since 3 September,
Red Energy has been
turning residential and
commercial bills pink.
The aim of the pink bills
is to raise awareness
of the support BCNA
provides, so no one has
to go through breast
cancer alone.
The pink bills will be sent
out until 5 December,
with around 400,000
distributed in total.
Red Energy electricity
and gas is available to
residents in Victoria,
South Australia, New
South Wales and South
East Queensland.
To find out more about
our partnership with
Red, visit redenergy.
com.au/pink.

We're thrilled that
Griffiths Bros. coffee is
donating $1 from every
tin of Pink Lady organic
coffee to BCNA. See the
calendar enclosed with
your Beacon for more
promotions from our
wonderful partners.

Berlei has been a partner of BCNA since
2005. In this time, the company has
donated more than 130,000 My Care
Kits for women who have recently had
breast surgery. To find your nearest
stockist of Berlei post-surgery bras, visit
berlei.com.au or call 1800 269 561.

Issue 83 | October 2018

23

WEBCASTS
LEADING EXPERTS AND
PERSONAL EXPERIENCES
Breast Cancer Network Australia
hosts free online webcasts for people
diagnosed with breast cancer.

WATCH ONLINE FROM YOUR
COMPUTER, LAPTOP OR TABLET.
PAST WEBCASTS

UPCOMING WEBCASTS

•

Just diagnosed: what’s next?

•

Genetic testing

•

Plan B: beyond breast
cancer conference

•

Work and breast cancer

•

Young women’s conference

Visit bcna.org.au/webcasts

