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It seems fitting for my first message 
in The Beacon as BCNA’s new CEO 
to come to you as we debut our 
new-look magazine. 

I am delighted to have been 
appointed to lead an organisation 
that means so much to me. 

When I began at BCNA in 2006, we 
had fewer than 20,000 members. 
Since then, our membership has 
grown by more than 100,000. 

I am so proud to be leading 
this organisation in 2018, as we 
celebrate our 20th anniversary. 

As we approached this milestone, 
we considered not only how far we 
have come, but also our continuing 
relevance to members. 

As we reflected, we asked our 
readers what they did and didn’t 
like about The Beacon, what they 
wanted to see more of and what 
was missing the mark. 

The new-look Beacon will continue 
to provide the high-quality content 
readers have come to expect, but 
in a refreshed format to better suit 
women and men living with and 
beyond breast cancer today. 

When we speak to people living 
with metastatic breast cancer 
they tell us they feel overlooked or 
invisible and their disease is largely 
misunderstood. To address this, 
the refreshed Beacon will better 
represent all of our members by 
including content about metastatic 
breast cancer. This replaces our 
supplement The Inside Story. 
Please let us know what you think 
of combining The Beacon and The 
Inside Story.

You may have read that The  
Beacon was to be renamed. This 
announcement prompted some of 
our readers to share what the name 
The Beacon meant to them. 

We were really 
pleased to receive 
feedback from our 
members about an 
issue that mattered 
to them. After all, in 
the very first edition 
of The Beacon, 
our founder, Lyn 
Swinburne, asked 
readers to speak up 
when decisions were 
being made, so that 
services best met 
the needs of those 
affected by breast 
cancer. 

In response to this 
feedback, the name 
The Beacon will remain. 

For those who have wondered 
where the name came from, Lyn 
wrote in the first edition, ‘We hope 
that this newsletter will reflect 
the symbolism of a beacon – 
enlightening and showing the way’.

I would like to acknowledge our 
outgoing CEO, Christine Nolan. 
Christine has retired so she can 
spend more time with her family. 
As some of you may know, her 
daughter Caitlin was diagnosed 
with metastatic bowel cancer in 
2015. 

We thank Christine for her 
contribution to the organisation 
over the past three years. She 
has much to be proud of. Her 
recommendation to conduct 
the State of the Nation has 
really helped us connect with 
our members in every state 
and territory to focus on what 
is important to them. I cannot 
wait for us to launch the report 
in June and then implement the 
recommendations.

I’d also like to acknowledge and 
thank Lyn and Raels (Raelene 

Boyle), who have inspired and 
mentored me for the past 12 years. 
They were instrumental in rallying 
women to put the spotlight on 
breast cancer and the challenges 
they faced. I will build on the legacy 
of our powerful national voice by 
ensuring BCNA remains responsive 
and relevant to your needs.

I have already met many of you 
at our forums, consultations and 
fundraising events. For those I 
am yet to meet, I hope to do so 
at one of the 20th anniversary 
celebrations we have planned 
for this year, such as our forums, 
luncheons, survivorship conference 
and Field of Women. 

We have worked hard to achieve 
much over our 20 years, and 
together we will do more – I know 
this is achievable through the 
power of our collective network.

Kirsten Pilatti 
Chief Executive Officer

Letter CEOF R O M 
T H E

The Beacon will now be distributed twice a year, supplemented by a monthly e-newsletter Network News. The 
e-newsletter will provide you with more timely and up-to-date information, more regularly. Please ensure we have 
your correct email address so you don’t miss out on all the latest news and events. You can update your contact 
details by phoning our Helpline on 1800 500 258 or emailing contact@bcna.org.au.

Look out for  
a Q&A with  

Kirsten Pilatti in  
the next issue of 
Network News

Christine Nolan and Kirsten Pilatti
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News

BCNA partner the  
Melbourne Vixens will take  
on the Queensland Firebirds 
at Hisense Arena on Saturday 
12 May.

As the match is the day 
before Mother’s Day, fans are 
encouraged to bring their 
mum to a Rock Up Netball 
session before the game, 
which will raise money for 
BCNA. Keep an eye out on 
melbournevixens.com.au. for 
details.

BCNA’s Pink Lady logo will 
feature on the Melbourne 
Vixens’ dress throughout the 
2018 Suncorp Super Netball 
season. Usually a privilege 
reserved for paying sponsors, 
the spotlight on BCNA’s logo 
reflects Netball Victoria’s 
commitment to raising 
awareness of BCNA and  
the support we provide. 

Bakers Delight’s annual Pink Bun campaign 
will take over bakeries across Australia 
from 3 May. Franchisees will donate their 
time and ingredients so that 100 per cent 
of the purchase price of Pink Buns comes 
to BCNA. Write a message of support on 
a Pink Lady silhouette in a bakery or take 
home a BCNA tote bag. You can also  
get your workplace, school, social  
or community group involved  
with a Pink Bun Party, such as a morning  
or afternoon tea. Hurry, the campaign 
finishes on 23 May. To find your nearest  
bakery, visit bakersdelight.com.au/
BakeryLocator.

Tickets to Field of Women  
are now on sale. 

Be there as more than 18,000 
people come together to form the 
shape of the Pink Lady on the MCG. 

Field of Women is on Sunday 12 
August before the match between 
Melbourne and the Sydney Swans.

STAND WITH ME AT THE ’G

GAME ON!

Everyone is encouraged to 
participate (not just people 
diagnosed with breast cancer)  
so bring your friends and family. 

Tickets are $59 for adults and 
children under 15 are free. 

Visit bcna.org.au/fieldofwomen.

B C N A

The faces of this year’s Pink Bun campaign Lisa, Ally, Glenn, Jana and Aunty Pam
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Natural Instinct skincare is proudly supporting BCNA. 
From 20 April to 11 May, Natural Instinct will donate $3 
from every Skin Radiance Regime pack sold at Chemist 
Warehouse to BCNA. Plus, Natural Instinct is offering 
BCNA members 20 per cent off its entire online range. 
Simply enter the code PINKLADY at the checkout.  
Visit naturalinstinct.com.au/shop. 

Thanks to our partner Sussan, BCNA is hosting a young women’s 
conference in Melbourne in mid-October. Leading experts will speak  
about the unique issues that young women can face when diagnosed  
with breast cancer. Keep an eye on our website and Facebook for  
further details. 

Sussan is also helping us to better support young women by  
supporting our young women’s think tank, which will discuss key  
issues for young women. 

FOCUS ON 
YOUNG WOMEN

Special offer for BCNA members

Melbourne candle company  
The Karma Collective has 
launched a new fragrance for 
Mother’s Day. The new Lychee  
& Peony candles cost $34.95, 
with $4 donated to BCNA. 

 
Visit thekarmacollective.com.au  
to buy online or find your  
nearest stockist. 

Scents of occasion

BCNA is asking for your help 
to get two breakthrough 
metastatic breast cancer 
drugs subsidised in Australia. 
At the moment, the CDK 
inhibitors ribociclib (Kisqali) 
and palbociclib (Ibrance) 
cost about $5,000 per month 
for Australians to buy. The 
CDK inhibitors are a new 
treatment option for men and 
postmenopausal women with 
hormone receptor positive, 
HER2-negative metastatic 
breast cancer. In clinical trials, 
the drugs have been found 
to substantially increase 
the length of time before 
the cancer spreads. Despite 
many other countries having 
subsidised access to these 
drugs, including the USA, 
UK, Germany, Spain, Sweden, 
Israel, Lebanon, the Gulf states 
and Argentina, Australians are 
missing out. You can help by 
contacting your local federal 
MP and state or territory 
senators. Visit bcna.org.au/
cdk-inhibitors to find out 
more.

SENDING A  
MESSAGE TO 
GOVERNMENT

At the December 2017 San Antonio Breast 
Cancer Symposium, Austrian researchers 
presented findings from a trial that further 
explored the optimal length of time for women 
to receive endocrine therapy after early breast 
cancer. This trial studied women who had 
received five years of endocrine therapy with 
either tamoxifen or an aromatase inhibitor, such 
as anastrazole or letrozole. Trial participants 
were randomised to receive either two more 
or five more years of anastrozole. Results of 
the study showed no significant differences 
in either the disease-free survival or overall 
survival of women treated with two additional 
years of anastrazole compared to five additional 
years. If you are receiving endocrine therapy 
and are interested in learning more about the 
study findings and how they may relate to your 
treatment and care, speak with your medical 
oncologist.

EXTENDING AROMATASE INHIBITOR 
TREATMENT BEYOND FIVE YEARS –  
IS THERE A BENEFIT?

Offer valid until  
15 July 2018.  

The PINKLADY code  
cannot be used in 
conjunction with  

other coupons and  
does not apply to  

items on sale.
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20 YEARS OF IMPROVEMENTS IN BREAST CANCER TREATMENTS

Now thenA N D

While the number of people being diagnosed with breast cancer in Australia is  
increasing every year, the number of deaths from breast cancer is decreasing. 

When BCNA began 20 years ago, five-year survival was 87 per cent. It is now 90 per cent.  
This improvement in survival is due to earlier diagnosis of breast cancers through the  

BreastScreen screening program and improvements in treatments.

As BCNA celebrates its 20th anniversary, The Beacon speaks to five breast cancer specialists  
about how treatment and care has improved over the past two decades.

Associate Professor  
Jacquie Chirgwin  

Medical Oncologist,  
Box Hill and Maroondah 

Hospitals, Melbourne

Associate Professor  
Wendy Raymond 

Consultant Pathologist,  
Flinders Medical Centre  

and Clinpath Laboratories

Pathology

Medical oncology of the cancer if it is left untreated. 
This helps the treating team to 
determine the best treatment for 
that patient.

Breast cancer research over the 
past two decades has shown that 
breast cancer is not one disease, 
but that there are many different 
types. Pathologists can now more 
effectively diagnose a much greater 
range of individual breast cancer 
types, allowing patients to receive 
treatments better targeted to their 
particular type of cancer. This has 
ultimately saved lives.

Today we can also use smaller 
samples of a tumour, called core 
biopsies, to not only perform the 
diagnosis but also to get a lot more 
information about the tumour 
before surgery. This information can 
be particularly helpful for people 
considering having chemotherapy 
before breast cancer surgery 
(neoadjuvant treatment), because 
the results of the core biopsy 
can help to guide which type 
of chemotherapy may be most 
beneficial. The past 20 years have 
also seen the emergence of the 
multidisciplinary team meeting, 
where the radiologist, pathologist, 
medical oncologist, surgeon, 
radiation oncologist and other team 
members meet to discuss each 
patient’s case and make treatment 
recommendations. 

By improving communication 
among the treatment team, 
clinicians are more aware of the 
implications of what we do, and we 
better understand the individual 
person and their cancer. 

Since the birth of BCNA in 1998, 
there have been many changes 
in breast cancer treatment. The 
undoubted star of the show is 
trastuzumab (Herceptin), which is 
used to prevent recurrence of early 
breast cancer and to control breast 
cancer when it has spread. 

Herceptin was the first of a new 
kind of drugs called ‘targeted’ 
treatments, which target specific 
proteins or enzymes that play a role 
in the growth of cancer cells. This 
is very different from usual cancer 
treatments such as chemotherapy, 
which affects all cells – cancerous 
and normal. 

Herceptin is effective for the 20 
per cent of breast cancers that are 
HER2-positive. Its benefits are more 
impressive and it has fewer side 
effects than other treatments. 

In 2000, Herceptin was approved 
for sale in Australia but was too 
expensive for most people to 
buy. In 2001 and again in 2006, 
BCNA ran successful campaigns to 
make Herceptin available through 

government subsidies. This drug 
has been a major breakthrough and 
has saved many lives. 

The new hope for the immediate 
future is the inclusion of the CDK 
inhibitors ribociclib (Kisqali) and 
palbociclib (Ibrance) into standard 
care. This new class of targeted 
treatment drugs is for hormone 
positive, HER2-negative metastatic 
breast cancer. 

As technology progresses, detailed 
profiles of the molecular make-up 
of the cancer and of the patient 
should be possible, which could 
produce a computer-generated 
fully personalised treatment plan. 
However, each patient’s values 
and preferences must always be 
considered to ensure treatments 
best suit their needs. 

Pathologists are the people who 
make the definitive diagnosis 
of breast cancer. They test the 
tumour sample to determine what 
drives the cancer to grow and to 
predict the most likely behaviour 
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Survivorship

In the past, radiotherapy for breast 
cancer could cause terrible side 
effects. Treating other areas, such 
as the head and neck region, could 
leave major functional problems. 

Over the past 20 years, radiation 
oncology has fundamentally 
changed its tactics to be more 
strategic, rather than the 
treatments of the past. 

We are now more accurate in our 
ability to diagnose the extent of the 
disease that we need to treat. This 
has allowed us to really tailor our 
radiation therapies, including how 
we apply them and exactly where 
we apply them. As a result, we can 
save a lot more of the person’s 
tissue. 

I can recall years ago using tracing 
paper to help us mark out and 
map where the therapy should be 
applied. Exciting advances have 
since been made with amazing 
computer technology, which 
provides us pinpoint accuracy for 
the treatments we deliver. 

Today, there are also more 
sophisticated radiotherapy centres 
around Australia. People from 
remote Indigenous communities 
used to have to travel vast 
distances for radiotherapy and 
experienced family upheaval 
through treatments that may have 
taken months.

Since starting the radiotherapy 
service in Darwin, the uptake of 
radiotherapy services among 
Indigenous people diagnosed with 
cancer has increased from 20 per 
cent to close to 50 per cent. 

Dr Chris Pyke  
Breast and Endocrine 

Surgeon, Mater Medical 
Centre, Brisbane

Associate Professor  
Michael Penniment 

Director Radiation Oncology,  
Royal Adelaide Hospital

Professor  
Bogda Koczwara AM 
Medical Oncologist,  

Flinders Centre for Innovation 
in Cancer in Adelaide

RadiotherapySurgery

It’s taken us 20 years, but 
significant successes in research 
into treatment and supportive 
care means more Australians are 
surviving to live long, happy lives 
with families and loved ones.

With increasing numbers of 
people surviving breast cancer, 
survivorship is being reprioritised 
on the breast cancer treatment 
agenda. 

Survivorship is about what happens 
when you are not having cancer 
treatments. That can be between 
chemo treatments, a year or 
years afterwards, or any time in 
between. It’s about living with the 
history of cancer diagnosis and 
its consequences that can affect 
patients, as well as their carers or 
families. 

Survivorship relates to post-cancer 
physical, emotional, and practical 
needs including health needs, 
employment, financial or other 
issues. The last 20 years have 
witnessed increased refinement of 
structures and strategies to help 
people address and resolve many 
of these challenges. 

The future of survivorship care 
and research should focus on 
getting better at understanding 
the mechanism of many of the late 
effects that people experience. 
Doing this more effectively will 
pave the way for even better 
recovery and restoration of the 
health of people who have had 
breast cancer.

In the past, breast cancer surgery 
always included radical axillary 
surgery, where a number of lymph 
nodes – sometimes many – were 
removed from under the armpit. 
This could create complications, 
including the lifelong risk of 
lymphoedema.  

Axillary surgery has been 
revolutionised with sentinel node 
biopsy, which started in Australia 
in the late ’90s. This involves 
identifying and removing only the 
first one or two lymph nodes to 
which the breast cancer may have 
spread for testing by a pathologist. 
Lymph nodes are also now treated 
in ways other than surgery, which 
means fewer people need to have 
additional nodes removed. 

Twenty years ago, the rates 
of breast conserving surgery 
(lumpectomy) were only 40 
per cent and immediate breast 
reconstruction was in its infancy. 
Now, breast conservation rates 
have increased to 60 to 70 per cent 
in most areas, and some women 
having mastectomies are offered 
immediate reconstructions. 

Neoadjuvant chemotherapy 
(chemotherapy given before 
surgery) has allowed 20 per cent 
more women with cancers larger 
than 3 cm, especially those with 
HER2-positive disease, to have 
breast conserving surgery instead 
of mastectomy. 

In the past 10 years, cosmetic 
outcomes of breast cancer surgery 
have also improved, thanks to the 
introduction of oncoplastic surgery. 
Combining traditional breast 
cancer surgery with plastic surgery 
techniques has helped to increase 
breast conservation rates to 90 per 
cent in some hospitals.  
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A port is small device with a 
slender, flexible tail that is fed 
into one of the major veins 
near the heart. It provides 
access to the blood stream.  
A port may be suggested if 
you are having chemotherapy 
or other infusions over a long 
period of time, or if you have 
fine or fragile veins. 

The port is implanted under 
the skin, usually on the upper 
chest wall. A minor operation 
is needed and may be done 
with local anaesthetic and 
light sedation. The port 
creates a small raised area 
under the skin about the size 
of a 10-cent piece. It may be 
more prominent in people 
with less body fat. When 
not in use, you can shower, 
swim and exercise as usual 
as the port is completely 
sealed beneath the skin. A 
port can stay in place for as 
long as required, but must be 
regularly flushed so it doesn’t 
get blocked. 

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.

It’s important you speak to your treatment team about any 
herbs or supplements you are using or thinking of using during 
breast cancer treatment. Some herbs and supplements can 
interfere with treatments and make them less effective. For 
example, vitamin C supplements can interfere with some 
chemotherapy drugs, and St John’s Wort can reduce the 
effectiveness of tamoxifen and some chemotherapies. 

The US-based Memorial Sloan Kettering Cancer Center 
has evidence-based information on herbs, botanicals, 

vitamins and other supplements on its website. This includes 
information about effects, side effects and drug interactions, as 

well as links to scientific research. The site also has information 
on a free downloadable app, About Herbs. Visit mskcc.org and 

search ‘herbs’.

Having a port means that 
when you have chemotherapy, 
a special needle will go 
through your skin and into 
the port, rather than having 
a needle inserted into a vein. 
The port can be also be used 
for blood tests and avoids 
having multiple needles or 
issues finding a suitable vein 
for the intravenous cannula 
(IV) each chemo session. A 
port can only be accessed 
by a nurse who has been 
assessed as competent. It 
needs specific equipment and 
technique to minimise the risk 
of infection, blockages and 
blood clots.  

Some people decide not to 
have a port as they don’t 
want another procedure. 
Others don’t like being able 
to see the port under their 
skin. Some decide the risks 
outweigh the benefits.  Please 
speak to your treatment team 
about whether a port is right  
for you. 

HELPLINE
ASK THE

WHAT IS A PORT? SHOULD I GET ONE FOR CHEMOTHERAPY?

CAN I TAKE HERBS AND SUPPLEMENTS WHILE  
I’M HAVING BREAST CANCER TREATMENT?
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Joint pain is a common side 
effect of the aromatase 
inhibitors anastrozole, 
letrozole and exemestane. 
These hormone therapy 
drugs are often prescribed 
for postmenopausal women 
with hormone-positive breast 
cancer. 

In December 2017, American 
researchers presented results 
from a clinical trial that 
found that acupuncture may 
reduce joint pain caused by 
aromatase inhibitors. 

The trial involved 226 
postmenopausal women 
diagnosed with early breast 
cancer who were taking an 
aromatase inhibitor. All of the 
women participating in the 
trial had been experiencing 
joint pain that was rated three 
or higher on a pain scale 
out of 10. The women were 
randomly allocated into three 
groups:

110 women received  
18 sessions of 
acupuncture (two 
sessions per week  
over a six week period, 
followed by one  
session per week for an  
additional six weeks)

59 women received  
‘sham acupuncture’  
(a procedure made to feel 
like real acupuncture)

57 women received  
no treatment.

Participants were asked about 
their pain in several ways, 
including by a questionnaire 
that asked them to rate their 
pain on a scale of zero to 10. 

The number of women who 
had the greatest reduction 
in their pain (a drop in pain 
of two or more points) was 
highest in the group receiving 
acupuncture (58 per cent) 
compared to those receiving 
sham acupuncture (33 per 
cent) and women receiving no 
treatment (31 per cent). 

If you are taking an aromatase 
inhibitor and experiencing 
joint pain, you may like to talk  
to your doctor about whether 
acupuncture may be helpful 
for you. 

There is abundant research about 
the benefits of exercise during and 
after treatment for breast cancer. 
Exercise can improve your physical 
and emotional wellbeing, and help 
with managing side effects. 

As with any exercise program, it is 
recommended you speak to your 
GP or treatment team before you 
start. 

The type and amount of exercise 
will depend on your current health 
and fitness level. You may need to 
start gently and gradually build up. 
There are many forms of exercise 
and there is exercise suitable for 
any fitness level, such as walking, 
swimming, yoga, cycling, dancing 
and dragon boat rowing. 

You can join our  
online network at  

bcna.org.au/onlinenetwork.

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.

HELPLINE
CONTACT OUR

CAN I EXERCISE DURING BREAST 
CANCER TREATMENT?

LATEST RESEARCH: 
ACUPUNCTURE AND JOINT PAIN 
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LY N  S W I N B U R N E  A N D  R A E L E N E  B O Y L E

on her. I have come to appreciate 
that she is a person for every 
woman – not just the high end, 
but for every woman diagnosed in 
Australia.

One of our most poignant moments 
together was the success of the 
first Field of Women in Canberra. 
Lyn was there with lots of eager 
volunteers planting out the 12,500 
silhouettes, white and pink. 

She led the silent march, and 
as I walked with two Aboriginal 
women, the rain started. Breaking 
the silence, I whispered to one of 
the women that it was a shame it 
was raining. She replied, ‘It’s the 
gods crying with us, showing us 
they care.’ I will never forget that 
emotional moment as BCNA’s 
significant beginning 20 years ago.

The other pivotal milestone was my 
50th birthday party in Melbourne. 
I wanted to celebrate being alive 
and hoped to raise funds for 
BCNA, so I sat in a meeting room 
at Bakers Delight and rang every 
friend, contact or person I knew to 
ask them to buy a table. We had 
a full house of 1,100 of my ‘closest 
personal friends’. 

Of most significance was that 
we convinced the then Prime 
Minister, John Howard, to make 
the expensive drug Herceptin 
accessible for women who needed 
it. This was a wonderful victory as 
this drug has changed the lives of 
so many women since then. Mind 
you, everyone wanted a dance and 
he left very late, but John Howard 
didn’t have a chance of getting out 
of the room without hearing about 
Herceptin.

Ten years later at my 60th birthday 
party, again as a fundraiser for 
BCNA, I felt proud that 10 of the 
women who attended my 50th and 
were taking Herceptin were well 
enough to enjoy the night. That is 
the magnitude of those parties. 

Today, I think we still face a battle 
with improving the communication 
at diagnosis and during treatment 
between the medical fraternity and 
those everyday women and men in 
shock and suffering as they try to 
take it all in.

It also concerns me that there are 
so many drugs out there ready to 
help people but are out of their 
financial reach until they are added 
to the PBS. And I’m aghast that 
in Australia we have one of the 
slowest rates of reconstructive 
surgery in the developed world. 
Many women can’t move on until 
after reconstruction, so this is a 
cause we need to push.

In the future, I am beside Lyn doing 
what I can for people diagnosed 
with breast cancer – but my final 
word is that my 70th party will be 
just around my kitchen table!

LYN: I received my diagnosis of 
breast cancer in 1993 over the 
phone from a doctor’s receptionist 
during morning recess at the school 
where I taught. The shock of this 
moment was pivotal in my founding 
BCNA. 

Although I knew I had advantages 
that others may not have, it was 
an excruciating journey and I 
desperately wanted to make it 
better for other women. I wanted 
to put the focus of women’s care 
on the individual woman, not her 
tumour, with a better system where 
we helped and supported each 
other.

In October 1998, we held Australia’s 
first national breast cancer 
conference for women, Making 
a Difference, in Canberra as the 
launching pad for BCNA. We 
closed with the inaugural Field of 
Women on the lawns of Parliament 
House, which was an unbelievably 
bold public statement as a visual 
representation of the impact of 
breast cancer in Australia. 

I have come to 
appreciate that  
she is a person  
for every woman.  
– Raelene

Teacher turned women’s health 
advocate Lyn Swinburne met 
Olympic and Commonwealth 
Games medallist Raelene Boyle 
in 1998. They bonded over their 
shared breast cancer experience 
and determination to help other 
women. In 2018, they celebrate  
20 years of BCNA and 20 years  
of friendship. 

RAELENE: Being diagnosed with 
breast cancer at age 44 was 
shattering. I was in shock, totally 
unprepared and completely lost in a 
no-man’s-land wondering how long 
I had to live, what would happen 
next and what I could do. 

After going through my treatment, 
there was so much happening, 
I couldn’t think of anything but 
getting better. For a while Lyn 
tried to contact me through letters, 
phone calls and friends, but I 
couldn’t think about anything else 
but recovering. 

I was at a New Idea launch and felt 
very uncomfortable with all my 
menopausal symptoms, so asked 
my minders to get me out of there. 
We escaped to an elevator and 
just before the doors closed, a foot 
stopped the lift closing. At the end 
of that foot was Lyn Swinburne. 
She told me about her plans to 
help women with breast cancer 
and after only a few floors, I knew 
she made complete sense and I 
instantly jumped on board.

A dynamic duo

We have been working together 
ever since. She is my best friend 
and I am, as I know are many other 
women in the country, dependent 
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I wanted to put  
the focus of 
women’s care 
on the individual 
woman, not her 
tumour. – Lyn

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.

Mini-Fields of Women now appear 
around Australia, but I will always 
remember the first ‘live’ Field of 
Women on the MCG in 2005 before 
an AFL match. It was a powerful, 
emotional sight and I will never 
forget the audible gasps from footy 
fans as I asked the women who’d 
had breast cancer to raise their 
arms in the air.  

Early on, I realised BCNA needed a 
public figure to raise the profile of 
our cause and Raelene Boyle was 
suggested. I tried everything to get 
her on board, but she didn’t seem 
interested. Then at a New Idea 
function, I saw her heading for the 

lift and I thought, ‘It’s now or never’. 
As the door was closing on the lift,  
I stuck my foot in and jumped 
inside. 

Whatever I said must have rung a 
bell because she invited me to see 
her the next day. We clicked, the 
BCNA concept clicked with her, and 
she has been our greatest, most 
loyal, dedicated Pink Lady ever 
since, and we are best buddies  
to this day.

Raelene’s 50th and 60th birthday 
parties were momentous for BCNA. 
Both were attended by the Prime 
Ministers of the day. Her 50th 
in 2001 was pivotal in securing 
the interest and support of John 
Howard to successfully secure 
access to the drug Herceptin for 
women with advanced breast 
cancer. This drug has gone on  
to change the landscape of  
breast cancer treatment,  
saving many lives.

That campaign makes me so proud, 
clearly demonstrating BCNA’s 
power and influence. It has grown 
from the ultimate grassroots 
organisation, formed and driven by 
the voices of ordinary women like 
me, who wanted a better deal for 
ourselves, our daughters and the 
women who would be diagnosed 
tomorrow and the next day, to 
influencing the political agenda of 
our country. 

I think the basic issues facing 
people now are essentially 
the same – communication, 
understanding options, and the 
need for psychological support 
for themselves and their family 
members. We’ve come a long way, 
but sadly the quality of care can 
too often depend on where you 
live. 

I’m most grateful these past 
25 years to have seen my 
small children grow up into 
beautiful adults, and now for my 
grandchildren! I am hopeful that by 
the time these little girls become 
adults, our world will be free of 
breast cancer.
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How common is lymphoedema 
after breast cancer? We are now 
seeing less lymphoedema as more 
people with early stage breast 
cancer undergo sentinel node 
biopsy. One lymph node, or a small 
cluster of two or three nodes, is 
removed to find out whether or not 
breast cancer has spread to the 
axilla (armpit) lymph nodes. This 
procedure leaves the other lymph 
nodes intact. 

Post-surgery treatments such 
as radiotherapy can lead to 
lymphoedema. The length of the 
course of chemotherapy and 
medications used to manage side 
effects can also increase the risk of 
transient lymphoedema. Transient 
lymphoedema is a temporary 
increase in fluid levels in the arm, 
which goes away after a few 
months, but can increase your risk 
of developing lymphoedema in the 
future.

– what you need to know
Lymphoedema

Lymphoedema is the build-up of fluid that can occur in the  
body’s tissues when lymph nodes are damaged or removed. 

Some breast cancer treatments, particularly surgery and radiotherapy,  
can cause lymphoedema. It can also be caused by an infection, scar tissue formation,  

trauma or deep vein thrombosis (a blood clot in a vein). 

The Beacon spoke to two lymphoedema experts for advice about managing lymphoedema,  
and treatment options in both the public and private health system.

How can people reduce their risk 
of lymphoedema? People need 
to have informed discussions 
with their doctors before they 
make decisions around treatment 
so they understand their risk of 
lymphoedema and what they 
can do to reduce their risk of 
developing it in the future.

The best way to reduce your risk 
is to get moving and maintain a 
healthy weight. There are many 
myths about how and when to start 
exercising after breast cancer and 
how much load you can put on 
your arm after axillary surgery. The 
best option is to aim for a gradual 
return to exercise. 

Body tissue is usually repaired 
between four and six 
weeks after surgery. 
Unless there are 
any issues, such 
as infection or 
delayed wound 
healing, you 
can return to 
more strenuous 
exercise around 
this time. 
This will help 
pump body fluid 
and reduce your 
risk of developing 
lymphoedema. 

Water-based exercises can be 
excellent as the pressure  
of the water acts like a compression 
garment. Although we used to 
advise women to avoid weight 
lifting exercises for the affected 
arm following breast cancer 
surgery, we now know that mid-
range weight bearing exercise can 
help. 

Anya Traill is Head of 
Occupational Therapy and 
Physiotherapy at the Peter 
MacCallum Cancer Centre  

in Melbourne

Keeping your weight in a healthy 
range and losing even a small 
amount of weight can also help to 
reduce your risk.

There is no strong evidence that 
lymphatic drainage massage is 
more effective than exercise to 
manage early swelling. However, 
you may find there are other 
benefits from massage therapy, 
such as reducing tension and 
stress.

Are there ways that people 
can monitor their risk of 
lymphoedema? Many hospitals 
now offer a surveillance service 
for one or two years after breast 
cancer surgery, which checks for 

signs of early lymphoedema so 
management strategies 

can start as early 
as possible. If a 

lymphoedema 
screening 
program is not 
available in your 
hospital you 
can ask your 
GP or specialist 
to refer you to 

someone who 
is lymphoedema 

trained. If you have 
signs of early swelling, 

ask your doctor for a 
referral to a lymphoedema 

therapist who can monitor this for 
you and implement compression 
therapy if swelling is increasing.

Around 80 per cent of 
lymphoedema cases develop in 
the first two years. However, risk 
management strategies such as 
maintaining a healthy weight and 
being active should be lifelong. 



bcna.org.au Issue 82   |  April 2018     13 

How do I find a lymphoedema 
therapist? Many breast 
oncology teams include 
lymphoedema and breast 
physiotherapists or 
occupational therapists (OTs), 
so talk to a member of your 
treating team about whether 
one is available to you.

The Australasian 
Lymphoedema Association 
(ALA) has a National 
Lymphoedema Practitioners 
Register (NLPR), which lists 
accredited lymphoedema 
therapists (physiotherapists, 
OTs, nurses and massage 
therapists) who have 
completed post-graduate 
training and who maintain 
regular continuing education. 
Visit lymphoedema.org.au.  

Can I get a rebate for 
lymphoedema treatment? 
Most private health insurance 
policies provide a rebate for 
lymphoedema treatment. 
However, it is a good idea to 
contact your fund to ask about 
your level of cover as these 
can vary. A GP referral isn’t 
necessary, but is preferred 
by some lymphoedema 
practitioners. 

A Medicare rebate may also 
be available if you have a 
Chronic Disease Management 
plan drawn up for you by your 
GP. This plan covers up to five 
appointments with allied health 
professionals per calendar year. 
Your GP will liaise with the 
lymphoedema therapist (who 
must be a physiotherapist or 
OT) about your care. 

How does cording differ  
from lymphoedema?  
Axillary web syndrome 
(AWS), also known as 
cording, sometimes develops 
as a side effect from lymph 
node surgery. Scar tissue from 
surgery to the chest area to 
remove the cancer can also 
contribute to cording. If it 
happens, cording typically 
occurs anywhere from several 
days to several weeks after 
surgery, although there have 
been individual cases where it 
appears many months later. 

If you develop cording, you’ll 
often be able to see and/or 
feel a web or string of rope-
like structures under the skin 
of your inner arm, particularly 
at tension points such as the 
armpit, elbow and wrist. Like 
lymphoedema, it can also 
occur across the chest wall. 

If you develop signs of 
cording, don’t panic, continue 
to do a range of arm exercises 
and seek help from your 
medical team. Moving and 
stretching under the guidance 
of an experienced therapist 
are the best ways to resolve 
it and stop the pain that it 
can cause. For most people 
cording resolves within 
around six to eight weeks.  
For more stubborn cording 
that is hard to move, 
physiotherapy may be 
required.

Petrina Burnett is a women’s 
health physiotherapist  

who specialises in treating 
women with breast and 

gynaecologic cancers. Petrina 
was diagnosed with breast 

cancer when she was 31 
and is a BCNA member and 
Consumer Representative

How much do lymphoedema 
therapists charge? Charges 
vary and are usually based 
on the therapist’s level of 
experience, qualifications, 
location and the length of the 
appointment. Some practices 
have additional equipment for 
assessment, such as  
bio-impedance analysers,  
and treatments such as 
intermittent compression 
pumps and laser. It is advisable 
to ask about the cost upfront. 
There is usually a gap payment 
you will have to pay. 

If you have an Enhanced 
Primary Care plan and can 
claim your treatment through 
Medicare, there is a rebate 
of about $53. If you reach 
the Medicare safety net, 
the gap charges can reduce 
considerably. 

Can I get a rebate for 
compression garments and 
bandages? Most private health 
insurance policies provide 
a rebate for compression 
garments. However, the 
amounts vary from about 
$200 to $400 per calendar 
year. There can also be out-
of-pocket costs for bandaging 
and other lymph materials such 
as mobiderm and taping.

Medicare does not cover any 
garments or materials.

Some state governments have 
programs that subsidise the 
cost of garments, such as the 
State-wide Equipment Program 
in Victoria. Talk to your 
lymphoedema therapist about 
whether your state/territory 
has a program you may be 
eligible for.

What is being done to  
improve services? 
Unfortunately, lymphoedema 
funding and access to services 
is very limited. BCNA is  
working closely with 
lymphoedema  
action groups  
around the  
country  
to try to  
change  
this. 

For more 
information, 
read BCNA’s 

lymphoedema  
fact sheet at  
bcna.org.au

Approximately  
20% of people  
diagnosed with  
breast cancer  
will develop  

lymphoedema
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myself in making sure that she had 
every opportunity to live a great 
life, which was very difficult at 
times.

What helped Rosanna after 
her diagnosis? Support 
of family, friends and 
medical professionals. Also 
knowledge and information, 
as this gave us the power 
to make good decisions in 
regards to her treatment and 
wellbeing. We made a decision 
to throw everything we could at 
her treatment and recovery and we 
focused all of our energy on that.

What support did you need after 
Rosanna’s diagnosis?  
The main support I needed was 
for my mental wellbeing. I used 
the services of my psychologist, as 
did Rosanna, which helped greatly 
with strategies to get through each 
stage of Rosanna’s treatment and 
recovery.

How did you approach Rosanna’s 
diagnosis with Alessia? Rosanna 
was in remission when Alessia was 
born. We only started to talk to 
Alessia about her mum’s breast 
cancer when it returned and 
started to affect her health. Alessia 
was only two when this occurred, 
so we kept it simple and truthful 
– we let her ask the questions. 
As Rosanna’s health declined, we 
used my psychologist with Alessia 
to give us the tools to deal with 
the fact that her mum was more 
than likely going to die. It was the 
best decision we made, as Alessia 
is now seven and is a beautiful, 
emotionally balanced girl.

Do you ever feel angry about the 
challenges you’ve had to face? 
Anger is a natural response to 
challenges and I have definitely 
felt anger towards my situation 
at times, but it is such a wasted 
emotion. I prefer to focus on what 
will make my life and the lives of 
those around me a more positive 
experience. You do need to 
spend some time dwelling on the 
negatives as long as you are using 
it as a platform to focus on the 
more positive things in life.

Why have you decided to become 
an ambassador for BCNA?  
BCNA is an amazing organisation 
that is perfectly positioned to help 
everyone who is affected by breast 
cancer. The services it provides are 
integral to the overall wellbeing of 
people as they move through the 
various stages of treatment  
and recovery.

What do you look forward to? 
Getting out of bed every morning 
and living life to its fullest.

Thinking back to your physical 
and emotional recovery after the 
Thredbo landslide, what helped 
you in this time? The support and 
love of family and friends was very 
crucial in the early stages. Also 
the support and care provided by 
medical professionals, both from 
a physical standpoint as well as 
looking after my mental health, 
was crucial. I was lucky to surround 
myself with such great people. It is 
very difficult to go through major 
trauma on your own.

How did you cope with being 
a survivor when 18 others did 
not survive? It was a very lonely 
experience. I never felt any guilt 
and I vowed to live my life to the 
fullest in memory of everyone who 
had died.

How did you feel when Rosanna 
was diagnosed with breast cancer?  
I was devastated. Having already 
lost my wife Sally, I definitely 
started to think that the world 
was being unfair. It wasn’t long 
before my mind clicked into a more 
positive path and I realised that 
the best thing for me to do was 
to support Rosanna and immerse 

Heartbreak
AND Happiness

Most Australians remember Stuart Diver as the sole survivor of the 1997 Thredbo landslide. However, many don’t 
know that 18 years after his wife Sally was killed in the landslide, Stuart’s second wife, Rosanna, died from breast 
cancer. Today, Stuart is raising his daughter Alessia in Thredbo. Stuart sat down with The Beacon to talk about how 
he’s coped with the challenges he’s faced, and why’s he’s come on board as a BCNA Ambassador.

Stuart Diver and his daughter Alessia
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If you would like to hear more from Stuart, he will be  
one of the special guest speakers at the Pink Lady Luncheons  

in Sydney (1 May) and Brisbane (23 May).  
Find out more at bcna.org.au.
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Tamara never thought she’d have 
fond memories of the chemo ward. 
As she went into the hospital for 
her last round of treatment, she 
looked forward to the day being 
over. 

‘My oncologist was going away on 
a conference, so my appointment 
was changed from a Thursday to  
a Monday,’ she says.  

‘I had no idea how fortunate this 
would turn out to be.’

Tamara’s breast cancer diagnosis 
came three weeks after her 42nd 
birthday, and not long after her 
move from Melbourne to Adelaide. 

Being new to the city meant her 
local support network was small, 
but her partner Alicia was there 
with her every step of the way. 

‘I felt so lucky to have such an 
amazing person by my side, who 
had my back the entire time,’ 
Tamara says.

Though many find it helpful to talk 
to someone who knows what it’s 
like to be diagnosed with breast 
cancer, Tamara was apprehensive 
about speaking with others going 
through treatment. 

‘I had been a little reluctant to 
connect with other cancer patients, 
as I didn’t want to experience 
the roller-coaster of emotions of 
someone else’s journey when I  
was just trying to manage my  
own,’ she says. 

‘But with Megan it was different.’

Living in regional South Australia 
with her husband and three young 
children, Megan was 41 when she 
was diagnosed with breast cancer. 

‘It was by sheer coincidence that 
our paths crossed that Monday in 
the oncology unit when we were 
allocated chairs next to each other’ 
Megan says. 

‘The connection was instant,’ 
Tamara says. 

‘We spent the day chatting and 
laughing like friends who had 
known each other for years, 
not two people in the thick of 
chemotherapy who had never met.’

Travelling 400 km for treatment in 
Adelaide, Megan was grateful to 
have her sister Rachel by her side. 

However, just as a person 
diagnosed can find their breast 
cancer experience isolating, their 
carers can also feel alone. Megan 
and Tamara’s chance meeting 
allowed their supporters to  
connect with someone who 
understood what they were going 
through. 

‘The bond between Alicia and 
Rachel is very special.

‘They are on this journey with us 
and have both found comfort in 
sharing their stories as carers,’  
says Tamara.

As Megan’s chemotherapy 
continued, she happened to see 
the Pink Lady Match at the MCG on 
television one Sunday afternoon. 

‘I was feeling emotionally fragile 
at the time, and drew strength 
from the pre-game events and 
interviews,’ she says. 

‘Seeing all those people affected by 
breast cancer gave me even more 
motivation to power though my 
treatment.’

When she received The Beacon 
shortly after her treatment finished, 
Megan read about the plans for a 
Field of Women in 2018. 

‘I immediately knew I wanted 
to participate in this event and 
contacted Tamara,’ she says.  

Megan and Tamara rallied their 
support crews, who will stand by 
their sides on the MCG. The two 
families will travel from South 
Australia to Melbourne to be there 
as the shape of BCNA’s Pink Lady  
is formed on the ground. 

‘To stand together with our families 
as cancer survivors, and now 
friends, will be an incredibly special 
moment for us all,’ says Tamara. 

‘I hope that by participating in this 
amazing event it might give hope 
to someone watching at  
home, like I was in  
2017,’ says Megan. 

‘I hope it gives  
them, their family  
and friends the  
hope, positivity  
and motivation  
the keep going.’ 

Alicia, Tamara, Megan and Rachel

To stand with  
Tamara and  

Megan at the  
MCG on 12 August, 
visit bcna.org.au/

fieldofwomen.
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What is metastatic breast cancer?

Finding out your breast cancer has 
spread is devastating. However, 
since BCNA began, there have 
been new treatment discoveries 
and scientific advances. Medical 
oncologist Professor Fran Boyle AM 
speaks to The Beacon about how 
developments over the past  
20 years have led to women and 
men living well for longer.

People diagnosed with metastatic 
breast cancer often want to 
understand why their cancer 
spread, especially if they have 
previously had treatment for early 
breast cancer. 

‘Breast cancer is spread in two 
ways – through the body’s 
lymphatic system and through the 
bloodstream,’ Professor Boyle says. 

‘That is why we remove one or 
some of the lymph nodes during 
surgery and test them to see if the 
cancer has started to spread into 
them. The results help us decide 
the best treatment options.’

Unfortunately there is not yet any 
way to determine early on if there 
are cancer cells in the bloodstream.    

Professor Boyle says we are also 
still some way off understanding 
why some cancers metastasise and 
some do not. 

‘Metastatic breast cancer can 
present early, sometimes as the first 
diagnosis of breast cancer or not 
until later, after treatment for early 
breast cancer has finished,’ she 
explains.

‘Hormone receptor positive breast 
cancer can sometimes come 
back many years after initial 
treatment and, for this reason, 
hormone blocking treatments such 
as tamoxifen or the aromatase 
inhibitors are sometimes now 
extended out to 10 years.’

The good news is that metastatic 
breast cancer is today considered 
very treatable, as many people 
respond well to drug treatment and 
radiotherapy.

‘There have even been exceptional 
survivors, who have lived for many 
years after their metastatic breast 
cancer diagnosis,’ Professor Boyle 
says. 

According to Professor Boyle, more 
and more people diagnosed with 
metastatic breast cancer are going 
to survive longer over the coming 
decades. 

‘It’s true that sometimes people 
die quickly from metastatic breast 
cancer, but that generally reflects 
the severity of the cancer, when 

it has affected multiple organs, 
or that the patient is too unwell 
from other conditions to tolerate 
treatment,’ she explains. 

‘These days, a rapid death from 
metastatic breast cancer is unusual.’

Professor Boyle says it is very 
difficult to generalise on survival 
times, because every case is 
different.

‘On average we expect about four 
to five years, although it could 
range from six months to more 
than 10 years. Occasionally, some 
patients are alive 15 or 20 years 
later,’ she says.

‘Today, there is a greater choice of 
treatments, and there is research 
that supports the theory that better 
supportive care (including diet, 
exercise and stress management) 
and communication with the 
treatment team helps people 
survive longer and better.’

Treatments have improved 
metastatic breast cancer outcomes 
so much that, for some people, 
it can be managed like a chronic 
disease, with extended periods of 
wellness and strategies to minimise 
episodes of being unwell. 

The newest development in 
treatment for metastatic breast 
cancer is the CDK inhibitors, a new 

Living well with
METASTATIC BREAST CANCER

Metastatic breast cancer (also called stage IV, secondary or 
advanced breast cancer) is breast cancer that has spread beyond 
the breast to other organs in the body, most often the bones, liver, 
lungs or, less commonly, brain.

Although metastatic breast cancer has spread to another part of 
the body, it is considered and treated as breast cancer. For example, 
breast cancer that has spread to the bones is still breast cancer  
(not bone cancer) and is treated with breast cancer drugs,  
rather than treatments for a cancer that began in the bones.

Professor Fran Boyle AM  
Professor of  

Medical Oncology, 
University of Sydney 
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ACCESSING CDK INHIBITORS

MORE PROMISING RESEARCH  
ON CDK INHIBITORS

class of drugs to treat hormone 
receptor positive, HER2-negative 
metastatic breast cancer. 

These tablet-based treatments 
are given with hormone blocking 
therapies and make them work 
harder, helping to stop cancer cells 
becoming resistant to treatment.

‘This means on average a longer 
period of disease control,’ says 
Professor Boyle. 

‘BCNA has been working with 
oncologists to try to secure PBS 
funding for these drugs.

‘When approved, subsidised 
treatment will initially only be 
available for women with newly 
diagnosed metastatic disease (so 
called “first-line” treatment), as this 
is where their greatest impact is 
expected. 

‘Other treatments in trial at 
present include other strategies 
for overcoming resistance. Some 
of these will use cancer DNA 
mutations detected in the blood 
to select patients most likely to 
respond,’ she says. 

For women with genetic breast 
cancer (BRCA1 and 2 mutations) 
new drugs called PARP inhibitors 
will be available soon, as will more 
widespread gene testing.

‘I’ve been looking after people with 
metastatic breast cancer for 20 
years now and in that time I’ve seen 
the most amazing changes – for 
HER2-positive disease particularly,’ 
says Professor Boyle.  

‘And yet the frustration is that  
we’re not there yet.

‘I think we are going to see people 
cured of this disease – hopefully 
in my working lifetime. In the 
meantime, we’ve transformed a 
rapidly fatal disease into a disease 
where mostly people can live well.’ 

If you have recently been 
diagnosed with metastatic  
breast cancer, order BCNA’s free 
Hope & Hurdles pack by calling 
1800 500 258 or visiting  
bcna.org.au.

Pharmaceutical company Pfizer has opened a compassionate 
access program for its CDK inhibitor palbociclib (Ibrance). The drug 
is available as a ‘first-line’ treatment for women newly diagnosed 
with hormone receptor positive, HER2-negative metastatic breast 
cancer. There will be an upfront registration fee of $50 to be paid at 
the pharmacy when filling the first script, but no other costs.

Novartis, which produces the CDK inhibitor ribociclib (Kisqali), also 
has a compassionate access program for women newly diagnosed 
with this type of breast cancer.

Talk with your medical oncologist if you are newly diagnosed and 
think these drugs may be helpful for you.

You will have seen mention of CDK inhibitors in various articles  
in this edition of The Beacon.

A number of clinical trials have shown encouraging results for the 
CDK inhibitors palbociclib (Ibrance) and ribociclib (Kisqali) as a 
‘first-line’ treatment for postmenopausal women with hormone 
receptor positive, HER2-negative metastatic breast cancer. 

Results have shown that, taken with an aromatase inhibitor 
(anastrozole or letrozole), they substantially increase the length of 
time before the cancer progresses when compared with the current 
standard treatment of an aromatase inhibitor on its own.

A third CDK inhibitor, abemaciclib, has been tested with very good 
results as a later-line treatment (after other treatments have been 
tried), when taken with fulvestrant (Faslodex). Abemaciclib is not 
yet available to buy in Australia.

A number of other trials have further explored how these drugs can 
best be used to treat metastatic breast cancer. 

This includes a trial with pre- and peri-menopausal women, where 
ribociclib was added to goserelin and tamoxifen, or an aromatase 
inhibitor. It was found to extend progression-free survival to 23.8 
months, compared with 13.0 months for women treated with a 
placebo, goserelin and tamoxifen or an aromatase inhibitor.

The PATINA trial is investigating adding palbociclib to hormone 
therapy and anti-HER2 therapy for people with hormone receptor 
positive, HER2-positive metastatic breast cancer. 

Trials are also exploring how these drugs may be used in treatment 
of high risk early breast cancer, the monarchE trial is investigating 
whether adding abemaciclib to hormone therapy is better than 
hormone therapy alone for women with high-risk early breast 
cancers. 

The PATINA and monarchE trials are currently recruiting in Australia, 
so talk to your medical oncologist if you think they might be of 
interest to you. 
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LIVING THE BEST LIFE I CAN,  
FOR AS LONG AS I CAN.
Looking back on the 20 years since 
her first breast cancer diagnosis, 
Sylvia believes she is now receiving 
the best medicine of all. She calls it 
‘granddaughter therapy’. 

It’s an unbridled joy the Wagga 
resident hoped, but never expected 
to experience, and she savours 
every cuddle, smile and photo of 
her grandchildren.

Initially treated for cancer in both 
breasts in 1998 at the age of 41, 
Sylvia became committed to 
improving her health. Walking was 
a way of clearing her mind – she 
never imagined it would evolve into 
running marathons.  

The mother of two was well and 
fitter than ever when she travelled 
to Germany with her choir group in 
October 2007. 

A year later, 10 years after her initial 
breast cancer diagnosis, a diagnosis 
of metastatic breast cancer left 
Sylvia feeling broken. It was then 
she renewed her faith and sought 
help for her mental wellbeing.

Sylvia says her metastatic diagnosis 
was a prompt to live whatever time 
she had left as well as she could. 
She began to set herself goals 
– things she wanted to do and 
milestones she couldn’t miss. 

In the last 10 years, Sylvia has 
studied, worked part-time, gone 
on cruises, ridden a bike through 
France, completed fun runs, 
watched her daughter graduate 
from medicine, seen her son open 
his own business, and become 
grandmother to Maddison and 
Aimee. 

‘I take inspiration from others, not 
just those with cancer, but anyone 
who has faced challenges,’ she says.

Like many others, Sylvia describes 
her life with cancer as a roller-
coaster. There have been a 
few close calls with bouts of 
pneumonia. 

Six months ago, the harsh effects of 
chemotherapy took their toll. She 
thought, ‘I’m over this!’, but rallied 
again, deciding that it simply wasn’t 
her time yet. 

As the disease progresses, she is 
philosophical. 

‘I’m still receiving treatment, but 
I’m terminal – time is running out. 
I have my moments, but I feel 
peaceful.’

Having turned 62 in March, 
her goals are now smaller and 
simplified, but every bit as 
meaningful. 

‘I love my daily cups of tea with 
girlfriends, singing in church and 
planning trips interstate to see my 
two beautiful granddaughters’. 

Even with her physical decline and 
the limitations of an ileostomy, 
Sylvia takes pride in living 
independently, insisting she still 
enjoys a good quality of life. 

‘I was one of those people who 
thought palliative care only became 

involved in your last few weeks.  
I now know it’s much more. They 
are worth their weight in gold with 
their advice, help and nurturing.’

Remaining stoic but prepared, she’s 
had the tough conversations about 
death with loved ones. 

‘Even though I get teary talking 
about it, I get a sense of relief.  
I want my funeral to be a concert.’ 

Notes have been written about her 
favourite plants and furniture, and 
arrangements are being made for 
her beloved cats. 

Planning for the inevitable doesn’t 
mean Sylvia is giving up hope for 
a little more time. When she read 
the news that Prince Harry was 
engaged, she added seeing him 
marry to her list of goals. 

Sylvia is grateful for every day,  
even the bad ones.

‘Every bit of extra time is worth it  
– I’m still living.’

MEMBER STORY

Top: Sylvia with her son  
and daughter
Bottom: Sylvia with her  
daughter and granddaughter

Sylvia with her granddaughter
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SIMPLE AND LEAN 
 
Sally Obermeder is co-host of 
Channel 7’s The Daily Edition, 
founder of lifestyle blog SWIISH.com  
and a breast cancer survivor.

In 2014, Sally and her sister Maha 
Koraiem, a certified Health and 
Nutrition Coach, became best-
selling authors with the release of 
their book Super Green Smoothies.

Here Sally and Maha share recipes 
from their latest book Simple and 
Lean. Pick up a copy of Simple 
and Lean from Kmart, Big W, 
Target, Myer, David Jones, a good 
bookstore or shop.swish.com.

METHOD 
 
In a small bowl, mix together all the ingredients for the dressing.

On a platter, place the baby spinach leaves.  
Top with the trout, mango slices, bean sprouts, chilli, mint and coriander.

Spoon the dressing generously over the top and serve.

INGREDIENTS 
 
90g (3¼ oz/2 cups) baby  
spinach leaves 

200g (7 oz) hot smoked trout, 
sliced

1 large mango, thinly sliced

115g (4 oz/1 cup) bean sprouts

1 fresh red or green chilli,  
seeded and thinly sliced

15g (½ oz/½ cup) mint  
leaves roughly torn

15g (½ oz/½ cup) coriander 
(cilantro) leaves, roughly torn

SMOKED TROUT AND MANGO SALAD

Enjoy!

DAIRY FREE // GLUTEN FREE // SUGAR FREE // PALEO // 1356 KJ/32 CAL PER SERVE // SERVES 2

NOTES 
 
This salad also works well with 
tinned tuna. We suggest using 
tuna in spring water: because 
the dressing is so flavoursome, 
it’s best to use tuna that is  
closer to its natural flavour.

You can get smoked trout at the 
supermarket. It comes shrink-
wrapped and in a fillet. Here 
we’ve used hot river trout, but 
you can also use rainbow trout, 
or even hot smoked salmon. 
They all work beautifully in  
this recipe.

DRESSING (OPTIONAL) 
 
1 garlic clove, crushed

2 tablespoons lime juice 

2 tablespoons fish sauce

2 tablespoons rice malt syrup 

2 tablespoons coriander (cilantro)  
leaves, finely chopped

1 fresh red chilli, seeded  
and finely chopped
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Evidence keeps on coming about 
the value of a healthy lifestyle after 
a breast cancer diagnosis. Research 
shows that women who eat right, 
exercise, and maintain a healthy 
weight are more likely to live longer 
and have a higher quality of life. 

One recent study conducted by the 
University of Southern California 
strongly supports the idea that 
exercise is very important in 
preventing breast cancer coming 
back. The study looked at the link 
between cancer treatments and 
metabolic syndrome. Metabolic 
syndrome is a group of health 
conditions – heart disease, high 
blood pressure, obesity, high blood 
sugar, and insulin resistance. 

BCNA has  
two resource booklets 

on exercise and healthy 
eating after a breast 

cancer diagnosis.  
To download or order, 
 visit bcna.org.au or  
call 1800 500 258.

Women with metabolic syndrome 
are three times more likely to have 
a breast cancer recurrence, and 
twice as likely to die from breast 
cancer, compared to women 
without the syndrome.

In this new study, women were 
randomly put into either a non-
exercise group (who continued 
their lives as normal), or into a 
group that did three one-on-one 
exercise sessions each week for 
four months. The workout program 
included strength training with 
weights as well as moderate-
intensity aerobic exercise.

The study found rates of  
metabolic syndrome were much 
higher in those who didn’t exercise. 
Rates of the syndrome dropped  
by more than 60 per cent in  
those in the exercise group.  
The women in the exercise group 
also lost fat, gained muscle and 
reduced their risk of heart disease.

These results show that regular 
strength-based exercises, as well 
as moderate aerobic exercise, 
significantly decreased the chances 
of developing metabolic syndrome 
and therefore may reduce the risk 
of breast cancer recurrence, as well 
as diabetes and heart disease. 

Women with 
metabolic syndrome  
are three times  
more likely to have  
a breast cancer 
recurrence, and  
twice as likely to die 
from breast cancer.

GROWING EVIDENCE SHOWS THE POWER OF EXERCISE 

‘Moderate-intensity aerobic activity’ 
is exercise that makes breathing a 
bit harder, but does not make you 
feel completely out of breath. For 
example, walking briskly where you 
can talk but not sing.

The study How breast cancer 
survivors can increase their reduced 
life expectancy was published on  
22 January in the Journal of  
Clinical Oncology.
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Second time lucky

Tips for 
preparing 
for breast 
reconstruction

Lucky or unlucky? After being 
diagnosed with breast cancer a 
second time, Robyn believes she is 
both. 

‘It was a harsh wake-up call, 
but one I am grateful for. After 
treatment for breast cancer in 2011, 
I gradually fell back into the trap of 
stressful work, not eating properly 
and rushing around.’

‘She didn’t have the option of a 
reconstruction and used to say 
she’d been “chopped to pieces”.

‘I wish I had known more, done 
more, but it wasn’t talked about 
then. I don’t even know whom she 
spoke to – if anyone. I’ve been lucky 
– my daughter has been my rock.’ 

Prepare yourself to be as 
physically fit for surgery as 
possible. The better shape 
you are in before your 
reconstruction, the less 
likely you are to experience 
complications.

• Lose weight if you are 
overweight or obese.

• Stop smoking, ideally six 
weeks before surgery.

• Eat a healthy diet.

• Avoid alcohol, ideally six 
weeks before surgery.

• Get active.

• Practice relaxation 
techniques.

If you are unsure if breast 
reconstruction is right for  
you, you can use BCNA’s free 
online breast reconstruction 
decision aid BRECONDA.  
Visit breconda.bcna.org.au.

After receiving a second 
diagnosis of early breast cancer, 
the mother of four required a 
double mastectomy last year. She 
describes 2017 as a ‘horror’. 

‘I developed a severe infection 
from the reconstruction. In total I 
had seven surgeries and one of the 
implants had to come out.’ 

Robyn admits the emotional impact 
of her surgery took her by surprise. 

‘I didn’t think it would bother me, 
but it did. People would say “Oh, 
it’s just a boob job”, but it’s not. 
You don’t know how you’ll feel until 
it happens to you. 

‘I thought I’m 57 years old, am I 
being stupid?’ 

There was also the sad realisation 
of what her mother had endured 
after a double mastectomy four 
decades earlier. Robyn, who was 17 
at the time, remembers listening to 
her cry in the bathroom. 

Robyn with her mother and her daughter

She and her husband have 
been able to draw on their 
superannuation for out-of-pocket 
expenses – estimated at more than 
$10,000. However, Robyn remains 
concerned for those who aren’t as 
fortunate. 

Though still recovering from her 
recent breast reconstruction 
surgery, her reflection in the mirror 
has convinced her it is worth it. 

This October Robyn will proudly 
wear not one but two sparkling 
Pink Lady survivor pins, in 
recognition of her two diagnoses.

‘To me, seeing the Pink Lady means 
I am not alone on this journey,  
I know if I need support I can reach 
out. The Pink Lady gives me the 
resilience I need to keep going.’

MEMBER STORY

Kindred spirits have also been 
found on BCNA’s online network. 

‘I felt so alone when I was suffering 
from the infection – speaking 
to others who had the same 
experience was a great relief. 

‘My daughter also found it really 
helpful to connect to others 
because the whole family is 
affected when you’re sick.’ 

Now committed to living a healthier 
lifestyle, including meditation, the 
grandmother of five shares one of 
the biggest lessons she learned 
about seeking psychological help. 

‘The first time I had breast cancer, 
I thought I could handle it all by 
myself – I didn’t make that mistake 
twice.’ 

While grateful for how the breast 
cancer experience has improved 
since her mother’s diagnosis, Robyn 
describes the financial drain of the 
disease as ‘ridiculous’. 
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AROUND THE

Belinda with BCNA Board 
Member Lisa Montgomery at 

the Pink Lady Bequest Society 
launch morning tea in Sydney

Helen, Judy, Karen, BCNA Board 
Member Raelene Boyle, Karen 
and Pauline at BCNA’s Ballarat 
forum in February

Guests enjoying the Bursaria Pink Lady Lounge  
at the polo in Werribee, VIC. To view more photos 
visit bcna.org.au

Top: Lyndal and Terri-ann mid air 
Bottom: Curtis, Dean, Kaila, Terri-ann, Sabina,  

Rachel, Laura, Selena, Hayley, Judith and  
Angelique after skydiving in St Kilda, VIC

Top: BCNA’s New Zealand trek – Jon, Serena, Mary,  
Julieanne, Heather, Elma, Melissa, Judi, Amy, Fiona, Dan at 
Key Summit, part of the Routeburn Track, in New Zealand 

Bottom: The group holding a Mini-Field of Women 
at Lake Wanaka, New Zealand

Network
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For Marketing Manager Mark 
Richardson, Red Energy’s support 
of BCNA is much more than a 
business strategy. He knows only 
too well the devastating impact 
breast cancer can have on a family. 

‘I’m proud to be part of a very 
large Spanish family, which has 
an extraordinary proportion of 
headstrong, beautiful women – I 
have seven aunts and 26 female 
cousins,’ Mark says. 

‘Out of those many women, I’ve 
had both a cousin and an aunt 
diagnosed with breast cancer in 
recent years.’ 

After supporting BCNA’s Pink Lady 
Match, Mark and the team at Red 
Energy are proud to be making the 
2018 Field of Women possible. 

‘Field of Women is a celebration of 
survivorship and an opportunity to 
show our support for the people 
who are currently undergoing 
treatment or living with breast 
cancer,’ says Mark. 

‘But also, it’s a special time for us 
to take a moment and remember 
those who are no longer with us.’

For Mark, the event will be deeply 
personal, as he remembers and 
pays tribute to the many people 
affected by breast cancer in his 
family.

‘I’m going to stand on the ’G as 
a tribute to the breast cancer 
survivors in my family, and in 
memory of the three women my 
family has lost to breast cancer – 
my cousin, my aunt and my mum.’

‘To stand side by side 
with breast cancer 
survivors and their 
supporters will 
be very special’.

For more 
information 
and to 
purchase 
tickets visit 
bcna.org.au/
fieldofwomen.

Last year, BCNA’s  
long-term partner, Bakers 
Delight, announced that 
founders and joint-CEOs 
Roger and Lesley Gillespie 
were stepping down. 
While the leadership has 
changed, Bakers Delight’s 
commitment to BCNA is 
unwavering. 

Elise Gillespie’s connection 
to BCNA started before 
the organisation had 
even began. BCNA founder, 
Lyn Swinburne, taught Elise at 
primary school. 

A few years after her diagnosis, 
Lyn was speaking at an event 
about her vision to grow a 
national network for women with 
breast cancer.

Elise’s parents, Roger and Lesley, 
heard Lyn speak that day and 
immediately offered to help. 

‘Bakers Delight had just moved 
its head office into a new 
building,’ says Elise.

‘The office was bigger than we 
needed back then, so Mum and 
Dad suggested that Lyn work 
from one of the spare desks.

‘They set her up with a computer, 
and the rest is history. The 
relationship just grew organically 
from there, with the partnership 
officially beginning in 2000.’

The first Pink Bun campaign 
was in 2004, while Elise and 
her now husband David Christie 
were leading Bakers Delight’s 
operations in Canada. 

‘We heard about how well the 
Pink Bun campaign was growing 
in Australia and wanted to do 
something similar in Canada,’ 
says David. 

‘While we supported some great 
causes in Canada, we found 
there’s nothing like Pink Bun. 

‘The Bakers Delight–BCNA 
relationship isn’t something you 
can fake or replicate.’

Major PartnersFoundation Partner

CLOSE TO MY
BORN AND ‘BREAD’ TO GIVE BACK

Elise and David’s passion for 
BCNA is shared by their staff – 
from the support office to the 
franchisees and those working in 
the bakeries.  

‘Some of our junior bakery staff 
may have never met anyone 
diagnosed before,’ says Elise. 

‘But when a survivor goes into 
the bakery and thanks them for 
what they’re doing – they can’t 
help but feel connected to the 
cause.’ 

In 2017, the Pink Bun campaign 
raised a record-breaking $1.84 
million for BCNA. Elise and David 
have high hopes for 2018. 

‘We hope this year’s Pink Bun 
campaign will be bigger and 
better than ever,’ says Elise. 

‘We’re aiming to raise $2 million 
for BCNA.’

However, David says the 
campaign isn’t just about raising 
money. 

‘We hope that by turning our 
bakeries pink, we’re helping 
to make sure that everyone 
diagnosed with breast cancer 
knows that BCNA is there from 
them and they are not alone on 
their journey.’

The Pink Bun campaign finishes 
on 23 May. To find your nearest 
bakery, visit bakersdelight.com.
au/BakeryLocator.

Bakers Delight CEOs David Christie 
and Elise Gillespie with the Hon. Josh 
Frydenberg MP and Christine Nolan

heart



For more information 
and to purchase tickets, 

visit bcna.org.au

Australia’s biggest 
stand against  
breast cancer

Sunday 12 August 2018
Melbourne Cricket Ground

Before the Melbourne vs Sydney Swans AFL match


