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W
elcome to the latest edition of The 
Beacon. If the last 18 months has taught 
us anything, it is that we should seek 
comfort in the things we can control 
as we continue to navigate our way 

through uncertainty. COVID-19 continues to challenge 
us at BCNA – to find new ways of connecting and 
supporting our community and of ensuring everyone 
affected by breast cancer continues to get the 
information and support they need.

Our online conferences have allowed us to connect 
with people we weren’t reaching before, particularly 
in regional and remote areas of Australia. In our July 
online conference, Treatments for Breast Cancer – 
Options and Considerations, more than 35 per cent of 
attendees were from regional Australia and nearly 4 
per cent from remote Australia. Seeing these figures is 
extremely exciting and inspires us to continue to reach 
far and wide, and we can’t wait to bring you more 
events. If you missed the online conference, you can 
watch a recording of it here.

We are looking forward to bringing you our next online 
conference in October – topics will include breast 
reconstruction and living with metastatic breast cancer.

In May, despite the uncertain times, the Bakers Delight 
Pink Bun campaign was a resounding success. Many 
people went instore to buy buns and donate and 
we are thrilled that the campaign raised close to 
$1.5 million for BCNA. Thank you to everyone who 
supported us. 

While we could not physically stand together for our 
Pink Lady Match at the MCG due to the COVID-19 
restrictions in Victoria at the time, we were incredibly 
humbled by the 10,000 people-plus who supported us 
by donating to BCNA to stand in the ‘virtual Pink Lady’ 
in honour of those affected by breast cancer. This is the 
first time we have held this event online and as a result 
of our many supporters, it was a great success. Our 
Pink Lady Match Ambassadors were Trudy Rosman, her 
son Fraser who was recruited to Melbourne Football 
Club in the 2020 draft, and Melbourne midfielder 
Oskar Baker.  Oskar’s Nan and Aunt are breast cancer 
survivors and his mum Trudie died of the disease in 
2017. Trudy and Fraser Rosman shared their remarkable 
story of Trudy undergoing treatment in 2020 during 
the pandemic while Fraser trained for the draft - a 
real story of love and resilience. The Pink Lady Match 
allowed us all to connect virtually through messages of 
hope and strength, and through it we raised more than 
$250,000 to support those affected by breast cancer.

We recognise that our community have questions 
and concerns about the COVID-19 vaccines and how 
they could affect your health and treatment. We 
have continued to provide up-to-date information 
through the My Journey content which is available via 
our online tool and new app. In this edition we have 
examined the key facts around the vaccination. 

I want to reassure you that our team is here to support 
you. We know how important that is, especially during 
uncertain times. You can call our Helpline on  
1800 500 258 Mon–Fri, 9am–5pm AEST.

My thanks to each one of you for being part of our 
network and helping one another navigate our current 
state of normality together. 

 
Kirsten Pilatti 
Chief Executive Officer

Letter CEOF R O M 
T H E

STAY UP TO DATE IN 
BETWEEN BEACONS

Call our Helpline on 1800 500 258  
or email contact@bcna.org.au

Follow BCNA on social media:

BreastCancerNetworkAustralia

BCNAPinkLady

bcnapinklady

mailto:contact@bcna.org.au
http://bcna.org.au
https://www.bcna.org.au/webcasts-new/treatments-for-breast-cancer-options-and-considerations
https://myjourney.org.au/article/3455
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B
reast Cancer Trials (BCT) has recently 
launched its digital aspect of its 
Neoadjuvant Patient Decision Aid to 
allow women to be able to complete the 
decision online. The tool was created by 

an expert team led by medical adviser, researcher 
and medical oncologist, Dr Nick Zdenkowski, to help 
women diagnosed with early breast cancer make 
informed decisions about neoadjuvant therapy. 

Neoadjuvant therapy refers to the use of treatments 
such as chemotherapy, hormone-blocking therapy  
or targeted therapy (e.g. Herceptin) before breast 
cancer surgery. 

There are a number of reasons why neoadjuvant 
therapy may be recommended, such as to reduce 

the size of the tumour for breast-conserving 
surgery (lumpectomy) rather than a mastectomy, 
to determine how effective systemic therapy (e.g. 
chemotherapy, targeted therapy or hormone-blocking 
therapy) is in treating breast cancer, or to allow more 
time for genetic testing if there is  a strong family 
history of breast cancer. You can read more about 
neoadjuvant therapy in a recent article in My Journey. 

The decision aid tailors information to each person’s 
diagnosis, presenting an evidence-based view of the 
options available. At the end of the guide, users will 
receive an email summary of your decision to discuss 
with your treatment team. The Neoadjuvant Patient 
Decision Aid is available on the BCT website. 

NewsB C N A

BAKED TO PERFECTION – PINK BUN 2021 
Only 7 months after our Pink Bun campaign in 
October 2020, Bakers Delight and its franchisees 
were ready to go again with Pink Bun in May 2021 … 
and what a campaign it was!

Thanks to the generous support of the community, 
the Pink Bun campaign raised an incredible $1.48M, 
up 40 per cent on the 2020 campaign. This number 
then increased to $1.63M after a generous $150,000 
donation by the Gillespie Family Foundation.

We want to thank our amazing Pink Bun ambassadors 
Sonja and Dipthi who, together with Bakers Delight 
franchisees Liza and Matt, did an outstanding job 
as the faces of the campaign, assisting with media 
opportunities and community events.   

Our wonderful Bakers Delight 
franchisees went the extra mile, making 
sure there were plenty of Pink Fun Buns 
to meet demand and donating 100 per 
cent of sales to BCNA. Our partners Alliance 
Airlines and Red Energy pitched in to host their 
own Pink Bun parties, with the Alliance Pink Lady 
plane even making a special appearance with the 
Queensland Attorney-General.  

And of course, we could not have done it without 
you, our amazing network, who every year show its 
support to local Bakers Delight franchisees and the 
campaign. Thank you! 

We are already planning for Pink Bun in May 2022 
and hope in the meantime you will continue to 
support our friends at Bakers Delight, many of whom 
are small businesses doing it tough in the current 
environment. If you cannot pop into a local bakery, 
try sending them a message of support on social 
media. It is the little things that we can do to make a 
big difference!

BREAST CANCER CONFERENCE OFFERS 
TREATMENT HOPE 

Renowned international guest 
speaker, Medical Oncologist and 
Director of the Breast Oncology 
Center at the Dana-Farber Cancer 
Institute in the United States, Dr 
Eric Winer presented at our July 
online conference, Treatment 
for Breast Cancer – Options and 
Considerations, which highlighted 
how far we’ve come, the issues 
people are facing today, and hope 
for the future.

Dr Winer provided insights into the 
advances that have been made in 
breast cancer treatment and care in 
the past 20 years, before turning his 
attention to the future. He predicts 
that, in the next decade or so, there 
will be improved personalised 
treatment approaches, a better 
balance between treatment and 
overtreatment, and hope for a cure 
for some types of metastatic breast 
cancer through ongoing clinical 
trials and research.

The conference is relevant to 
both those with a breast cancer 
experience and health professionals 
and is available online. Click here to 
access the conference on-demand.

TREATMENTS FOR 
BREAST CANCER  

OPTIONS AND 
CONSIDERATIONS C
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bct launches digital aspect of neoadjuvant  
patient decision aid

https://myjourney.org.au/article/2201
https://myneoguide.com
https://myneoguide.com
https://www.bcna.org.au/events/2021/treatments-for-breast-cancer-options-and-considerations
https://www.bcna.org.au/events/2021/treatments-for-breast-cancer-options-and-considerations
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D
r Kate Webber is a medical oncologist 
at Monash Health and adjunct senior 
lecturer at Monash University. She has a 
keen interest in breast and gynaecological 
oncology, cancer survivorship and patient 

reported outcomes research. The Beacon asked Kate 
about peripheral neuropathy, a common side effect of 
some chemotherapy drugs.

WHAT IS PERIPHERAL NEUROPATHY?
The term refers to damage to the fine nerves that go to 
the peripheries, i.e. our fingers and toes, which leads to a 
loss of sensation, along with tingling and pain. Peripheral 
neuropathy can significantly impact quality of life with 
pain, numbness and tingling affecting the use of fingers 
and hands, possibly leading to loss of balance and 
impaired sleep. 

HOW COMMON IS IT?
It’s very common, especially for those on taxane 
chemotherapy treatments, such as paclitaxel and 
docetaxel. Up to 80 per cent of women who are treated 
with paclitaxel will develop some degree of symptoms. 
There is no way of predicting who will develop 
peripheral neuropathy or when.

WHAT ARE THE SYMPTOMS?
The symptoms can vary greatly from one person to 
another, but it usually presents as numbness, tingling or 
pain in your hands or feet. Generally, people experience 
it on both sides of their body. One woman in my care 
described the peripheral neuropathy in her hands as her 
‘champagne fingers’ because her fingers felt fizzy all 
the time.

Some patients develop mild symptoms, which they 
are able to tolerate, while about a third will experience 
functional impairment. This means they have trouble 
doing day-to-day tasks because of the numbness or 
tingling or pain in their hands or their feet. Where 
the symptoms are significant, we may discuss a dose 
reduction or stopping chemotherapy early to help 
manage the symptoms.

CAN IT BE PREVENTED?
There are no proven strategies for preventing peripheral 
neuropathy. Throughout treatment we carefully assess 
people to see if and when symptoms arise. Once 
they develop, the only options are to monitor them, 
reduce the dose of the drug or to stop the drug. These 
decisions will take into consideration the risks and 
benefits for each individual.

PERIPHERAL 
NEUROPATHY   

DOES PERIPHERAL NEUROPATHY JUST GO AWAY 
AND, IF NOT, CAN IT BE TREATED?
Once the nerve damage is done, it’s really difficult to 
repair. It can take a very long time for nerves to recover 
because they don’t regrow the way, for example, our 
hair does or blood counts recover after chemotherapy. 
So this damage can be a long-term side effect for 
many women. 

The majority of people report improvement in, if not 
resolution of, their symptoms with time. For those who 
are left with long-term symptoms, many adapt and do 
their best to get by.

Breast Cancer Network 
Australia Helpline

Free, confidential support, 
information and referral

1800 500 258

WITH YOU EVERY STEP

HELP 
WHEN 
YOU HAVE 
QUESTIONS 
ABOUT 
YOUR 
DIAGNOSIS

HELP FOR 
FAMILY AND 

FRIENDS 
WHO HAVE 
QUESTIONS

ASK THE EXPERT

WHAT CAN PEOPLE DO TO ALLEVIATE THEIR SYMPTOMS? 
Exercise is something I advocate for anyone who’s having trouble with 
neuropathy. While it probably won’t fix the underlying nerve damage, 
exercise can improve the key things you need to function day-to-day, such 
as improving your balance, strength and core stability and reducing your 
risk of falls. It’s also likely to improve your general health and mood, as well 
as other symptoms you may be experiencing during and after treatment, 
such as deconditioning, physical and cognitive fatigue, chemo brain, and 
menopausal symptoms.

Choose something you enjoy, will do regularly and ideally that helps your 
specific concern. People who have significant neuropathy in their feet might, 
for example, focus on exercises to improve core strength and balance, then 
try more aerobic exercises once you’re confident you won’t fall over. 

Your treatment team may also be able to suggest medications that could 
alleviate your symptoms. 

Some people also report improvement in symptoms with topical treatments 
and acupuncture, although more research is needed.

IF SOMEONE IS CONCERNED ABOUT PERIPHERAL NEUROPATHY, 
WHAT WOULD YOU RECOMMEND?
Let your doctors and treating team know as soon as you notice any 
symptoms that bother you, so they are aware of the impact your treatment 
is having on your quality of life and can make adjustments to your 
treatment if necessary. 

 Dr Kate Webber is a medical oncologist at 
Monash Health and adjunct senior lecturer 
at Monash University.

Listen to BCNA’s Upfront About Breast Cancer 
podcast to learn more from Dr Kate Webber along 
with Sue Dowe’s personal experience of peripheral 
neuropathy. You can read more about peripheral 
neuropathy in My Journey. 

https://www.bcna.org.au/understanding-breast-cancer/resources/podcasts/episode-32-peripheral-neuropathy/
https://www.bcna.org.au/understanding-breast-cancer/resources/podcasts/episode-32-peripheral-neuropathy/
https://myjourney.org.au/article/1402
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T
his year’s BCNA Pink Tradie is apprentice 
boilermaker Matt Cutuli from Innisfail in 
North Queensland. Matt is pulling up his 
pink socks in August and September to 
continue the legacy of his beloved Nanna in 

helping others.

Matt’s nanna, Lorraine, was a passionate advocate for 
BCNA and helped support many others in Innisfail who 
had been diagnosed with breast cancer. Sadly, she died 
of breast cancer three years ago.

‘Nanna was a massive inspiration for everyone that met 
her. She showed me that it feels great to help others. 
I am doing this in her honour because, although I will 
never be able to fill her boots, I know she would be 
proud of me,’ Matt says.

While having her breast cancer treatments, Lorraine 
continued to work in retail thanks to a supportive 
employer who allowed her to take leave when needed. 
While fortunate to have private health cover and 
financial stability, Lorraine’s experience is an example 
of what good support at work looks like and highlights 
what rights people may be entitled to during treatment.   

That’s why this year’s Pink Tradie campaign is 
focusing on the financial implications of a breast 
cancer diagnosis, such as the cost of scans, tests and 
treatment, along with the potential need to stop work 
or take time off, which causes additional stress for 
individuals and families. This campaign will help BCNA 
continue to advocate for affordable treatment and 
care for everyone by working with government, private 
health insurers, health professionals and others to 
achieve this. 

Matt and his family joined Lorraine in many breast 
cancer fundraising activities over the years. Now, as 
Pink Tradie campaign ambassador for 2021, Matt is 
joining BCNA to call on tradies across Australia to pull 
on Pink Tradie beanies and socks to show their support 
for the 20,030 Australians expected to be diagnosed 
with breast cancer this year. 

There are lots of ways to get involved in and support 
the Pink Tradie campaign, and even some prizes on 
offer. To find out more, visit Pink Tradie on our website.

tradies pink up
Continuing a legacy as

A 
new risk assessment 
test is available for 
women diagnosed 
with Ductal Carcinoma 
in Situ (DCIS), that 

may assist with making treatment 
decisions. The test, known as 
DCISionRT®, looks at the likelihood 
of DCIS or invasive cancer recurring 
in the same breast after surgery, 
and the impact of radiotherapy in 
reducing that risk.

Last year, BCNA member Karyn was 
diagnosed with DCIS, considered 
to be a precancerous condition 
because the cells are contained 
within the milk ducts of the breast. 
DCIS has the potential to become 
invasive, which is why treatments 
can include surgery, radiotherapy 
and hormone-blocking therapy.

Karyn had surgery that nonetheless 
showed good clear margins. Her 
treatment team also advised she 
have radiotherapy. 

‘I was really weighing up the pros 
and cons,’ says Karyn. ‘I kept 
thinking, my cancer is not invasive, 
so why do I need all this treatment?’

Karyn heard about DCISionRT®, 
which can help women who have 
been diagnosed with DCIS and 
had breast-conserving surgery, 
by assessing the benefit of having 
radiotherapy as well. The test uses 
a sample of breast tissue, already 
taken as part of a biopsy or breast 
surgery, which means women don’t 
need to have another procedure. 
The test can be done before or 
after breast-conserving surgery, 
with most women having the test 
after their surgery.

Karyn decided to have the test 
to get a more personalised risk 
assessment of the 10-year likelihood 
of DCIS recurring after surgery or 
progressing to local invasive breast 
cancer. The test would also indicate 
whether she was likely to benefit 
from radiotherapy.

The test studied the biology 
of her tissue. It assessed seven 
biomarkers, their interactions, and 
their relationship to four additional 
risk factors:

• age at diagnosis 

• whether the lesion was found 
through mammography or a 
physical exam

• extent or size of the lesion

• whether the rim or margin of 
tissue surrounding the lesion 
was free of DCIS.

Karyn’s personalised report came 
back with a score of 0.8 out of 10. 
This indicated she was at very low 
risk of a recurrence or progression 
and meant that she could safely 
avoid having radiotherapy. For 
others whose tests reveal a higher 
risk of recurrence or progression, 
radiotherapy may be of benefit in 
addition to surgery.  

‘The more personalised result 
showed my rate of recurrence 
would be the same with surgery 
alone or with radiotherapy as well. 
So, radiotherapy was considered 
to be of little to no benefit for me,’ 
says Karyn. ‘It was a huge relief.’

Women diagnosed with DCIS can 
access the test through leading 
radiation therapy provider, 
GenesisCare, who operate 38 
centres across Australia. Your 
treating doctor can facilitate 
access to the test or alternatively 
you can contact GenesisCare 
directly. Cost is not a preclusion 
to accessing the test and it is 
available to both public and private 
patients. BCNA will continue to 
advocate for these types of tests 
to ensure equity and access. 

For information about the test, 
including availability and costs, go 
to the DCISionRT® website, email 
DCISIONRT@genesiscare.com, or 
phone 1300 086 870.

There is information about DCIS in 
My Journey.  

New test offers risk 
assessment for DCIS

‘I was really weighing 
up the pros and cons,’ 

says Karyn. ‘I kept 
thinking, my cancer  
is not invasive, so  
why do I need all  
this treatment?’

https://www.bcna.org.au/news-events/hold-an-event/pink-tradie-2021
https://www.genesiscare.com/au/treatment/cancer/dcisionrt
https://myjourney.org.au/article/2847
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A
t age 47, Janine Keyhoe was diagnosed 
with triple negative breast cancer in April 
last year. The next eight months felt like an 
endless cycle of appointments, check-ups 
and treatments. Yet, when she finished her 

treatment, she was left facing a new challenge. There was 
an unexpected void and a sense of ‘now what?’

WHEN TREATMENT ENDS
Filling the void

MEMBER STORY

‘From the moment I was diagnosed, it felt like my 
life was consumed by breast cancer,’ says Janine. ‘It 
occupied my time and my mind from my diagnosis 
in April, to my lumpectomy in May, to five months 
of chemo from June to October and, ultimately, my 
double mastectomy and reconstruction in November.’ 

Janine was also coping with having treatment during 
the COVID-19 pandemic. It was an intense time and 
then, all of a sudden, it was over. It felt like she was 
expected to just go back to her normal life.

‘When I finished chemo, it was hard to pick up the 
pieces and be expected to look after myself’, Janine 
recalls. ‘It was like, bang! Finished, all the best, try to 
be healthy’.

Apart from check-ups with her oncologist every six 
months and the final procedure to complete her 
reconstruction, Janine’s life was no longer all about 
her breast cancer.

‘It was an interesting time,’ Janine says. ‘I felt really 
alone and lost in the sense of not knowing what to do.’

The message from her medical team about trying to 
be healthy was one she took to heart. And, like she 
had when she was first diagnosed, Janine turned to 
the internet for help. Early in her diagnosis, her breast 
care nurse had cautioned her about some of the 
information she might find online which could be, at 
best, unhelpful and, at worst, dangerously inaccurate. 

Janine says she found BCNA’s podcasts were helpful 
and informative, and BCNA’s Helpline answered some 
questions between her appointments with her nurse 
and oncologist.

Post-treatment, though, Janine found herself going 
down what she describes as the ‘online rabbit hole’.

‘I cut out sugar and alcohol, and then I experimented 
with some more extreme diets because I believed 
what I was saw online. At one point, I started to feel 
worse than I had before,’ she says. 

Finally, Janine’s mum said to her: ‘Enough is enough – 
you have to live your life.’

‘I realised I had to stop searching. While I think it’s 
natural to want to do everything you possibly can to 
avoid a recurrence, there comes a point when you 
also need to protect yourself.’

Instead, Janine filled the void she had been feeling 
by taking time to slowly reconnect with herself, after 
feeling completely disconnected to her body after all 
the poking, prodding and procedures. She decided 
to see a dietitian who has since helped her come 
up with a more realistic and manageable plan for 
her health.

‘I feel like I have adjusted now. My priorities have 
changed and I am not the same person I was,’ she 
says. ‘I have always been a worrier but I have trained 
myself with mindfulness to worry less. I meditate and 
take things more slowly and less seriously.’

One thing that Janine remembers fondly from 2020 
is the incredible kindness of people. She is now 
supporting others who are navigating their breast 
cancer diagnosis and sharing what she has learnt 
along the way.

You can listen to Janine Keyhoe and her 
friend Kath Elliot discuss what they wish 
they had known when they were first 
diagnosed with breast cancer, in BCNA’s 
Upfront About Breast Cancer podcast 
episode: What I wish I knew. 

I have constant reminders of what 
I’ve been through and scars which 
will be with me forever, but I also 
have incredible gratitude for my 
friends and family, for my breast 
care nurse, and for the advances 
in our medical system. Ten years 
ago, my type of cancer did not 

have a great outcome, but thanks 
to research that has changed.’

https://www.bcna.org.au/understanding-breast-cancer/resources/podcasts/episode-31-what-i-wish-i-knew
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T
ess Devèze is a member 
of the LGBTQIA+ 
community, a sexuality 
clinician, and a cancer 
survivor. The Beacon 

spoke with Tess (pronouns they/
them) about their sexual wellbeing 
after a breast cancer diagnosis and 
why they are determined to help 
people move through the more 
‘intimate’ challenges they face.

In their career as an occupational 
therapist (OT) and somatic 
sexologist, Tess Devèze has had 
years of experience helping others 
live more pleasurable and sexually 
healthy lives. So, when they were 
diagnosed with stage 3 breast 
cancer, they were especially tuned 
in to how it affected their own 
sexual health and wellbeing.

‘My treatment showed me two 
things: one, it had a huge impact on 
my sexual health and wellbeing; and 

two, there didn’t seem to be a lot of 
support out there to help me.’

Tess describes the first few 
months after their diagnosis as a 
‘rollercoaster of hell’.

‘I was wide-eyed, just barely holding 
on those first few months. There 
were so many changes, new scans, 
new surgeries. It was like I was 
learning a whole new language,’ 
says Tess.

In the meantime, they became 
increasingly aware that their mind 
and body were gradually forgetting 
a language they’d always known – 
the language of their desire. Their 
sensory feedback had changed.

‘My sexuality suffered with every 
treatment,’ says Tess. ‘Six months 
of treatment, radiotherapy, multiple 
surgeries, and then the drugs, all 
had different effects. Things that 
I had previously enjoyed, like sex 

in certain positions, were now 
uncomfortable or painful. I had zero 
libido. I really felt disconnected to 
my self, my body and my pleasure.’

Tess observed that the three main 
concerns of their clients were the 
same they faced personally: loss of 
libido, vaginal and vulval pain, and 
body image issues.

‘Cancer takes away so much from 
us,’ says Tess. ‘We have to process 
the loss – of parts of our bodies, 
the size of our bodies, our hair, as 
well as the functional changes our 
bodies go through. It makes sense 
that when we are going through so 
much stress, pain and emotional 
strain that we disconnect from 
ourselves and our pleasure.’ 

At one stage in their treatment, 
Tess developed labia ulcers – 
something they had never heard 
of before. They mentioned it to 

RE-LEARNING THE LANGUAGE OF sexuality

one of their nurses who was able 
to help them treat the ulcers. 
Tess acknowledges that their 
background helped them feel 
more confident to ask their nurse, 
and recognises some people find 
it difficult because they feel shy 
or embarrassed.

‘I’m a sex therapist and even I 
sometimes find it hard to ask 
some things, but it is so important 
to speak up, especially if you are 
experiencing pain. Don’t try to push 
through it. It is very unlikely that 
any symptom you are experiencing 
is unique to you. There will be 
something that has helped others 
and may be able to help you.’

Tess says their number one tip 
for someone struggling with 
sexual health or wellbeing is 
communication – whether that is 
with their partner or medical team. 

‘You don’t have to put up with it – 
you can find a better way.’

Determined not to give up on their 
ability to experience pleasure, 
sensation and connection, Tess 
was able to apply years of 
professional experience. ‘As an OT 
I have helped people who have 
lost sensation to regain a sense 
of touch and sensitivity using 
techniques to rewire their brain. 
I thought, why not use the same 
principles for pleasure? I tried it 
out on myself after my treatments 
to recover pleasure and sensation, 
and it works. I’ve become my 
own therapist.’

Tess is optimistic about the future 
of their sexual health and wellbeing 
– and that of others.

Tess participated in BCNA’s recent 
Sexual Health and Wellbeing 
Conference and can be contacted 

at ConnectAble Therapies, their 
Melbourne-based occupational 
therapy consulting service.

Sex was way less 
complicated when 
my body was less 

complicated. Yes, I have 
endured a lot of loss, but 
I have also experienced 
a lot of growth and a lot 

of learning.

COVER STORY

https://www.bcna.org.au/webcasts-new/sexual-health-and-wellbeing-virtual-conference
https://www.bcna.org.au/webcasts-new/sexual-health-and-wellbeing-virtual-conference
https://www.connectabletherapies.com/contact.html


14     August 2021  |  Issue 88 Breast Cancer Network Australia bcna.org.au Issue 88   |  August 2021     15 

MEMBER STORY

C
atherine was 37 years 
old, single and wanting 
to have a child when 
she was diagnosed 
with breast cancer. 

Faced with the imminent impact 
treatment would have on her 
fertility, she had to make some big 
decisions very quickly.

Catherine had felt a small lump 
while she was in the shower and 
thought it was probably a hormonal 
cyst. She went to her GP who 
told her she would treat it as if 
it was cancer until it was proven 
otherwise. After receiving the 
results of Catherine’s ultrasound 
and biopsy, her GP asked her to 
come back in and bring a support 
person along.

‘At that stage, I knew something 
was wrong, so I went online and 
came across BCNA. The information 
helped me prepare for that 
appointment and for what followed. 
I was ready with lots of questions 
as soon as my GP told me I had 
stage 3 breast cancer and that it 
was also in my lymph nodes.’

Catherine had always wanted to 
have a child, but the opportunity 
hadn’t eventuated.

‘I had previously thought about 
freezing my eggs, but when I was 
diagnosed, I had to make that 
decision pretty much immediately 
so I could start the process of 
preserving my fertility before I 
started chemo,’ she says.

Knowing that maintaining 
her fertility was a top priority, 
Catherine’s medical team moved 
quickly. She had her surgery 
first, followed by a round 
of IVF treatment to collect 
eggs for freezing, before she 
started chemotherapy.

‘Given my cancer is a hormone-
receptive type, taking hormones 
for my fertility preservation had 
to be very carefully managed. 
There was no resting after my 
surgery. I still had my drains in at 
my first fertility clinic appointment 
and the day I started the fertility 
hormone injections.’

‘There were times when I felt really 
alone, especially during trips to 
the fertility clinic and doing my 

own hormone injections at home. 
But I also had lots of support from 
friends and family, and I think I 
mostly coped OK because I was so 
strong in my resolve to keep my 
fertility,’ Catherine says.

Catherine’s ovaries responded well 
and she now has seven eggs in 
storage. She is hopeful of meeting 
someone to have a family with, but 
will also consider donor sperm.

‘Freezing my eggs was a huge 
relief,’ she says, ‘I now have peace 
of mind, knowing I’ve done as much 
as I can to preserve my fertility.’

‘I’m not sure what my plans are. 
Dating is off the table right now. 

It’s not easy at the best of times 
– throw in cancer treatment and 
a pandemic and it feels near 
impossible. But I am grateful that 
having a child is still an option for 
me in the future.’

Catherine will have to wait for a 
while after she finishes her targeted 
therapy and seek her oncologist’s 
advice before she can try to 
get pregnant.

She says the information on fertility 
in BCNA’s My Journey app helped 
with making her decisions, and 
when she sees other people asking 
questions online she recommends 
they check out what BCNA offers.

Preserving fertility 
after breast cancer 

Holding on to hope :

‘It was a huge 
shock, and I really 
felt like there was 
no one else in my 
situation who was 
also single,’ she 
says. ‘Most were 
either older women 
with partners 
and already had 
children, or they 
were young mums.’

‘It’s advice you 
can rely on from 
a trusted source 
when you need a 
safe place to find 
information that 
empowers you 
and eases your 
worries,’ she says. 
‘I’ve also found it 
invaluable hearing 
from people who 
have been through 
breast cancer. If 
there are others 
out there going 
through what 
I have, I hope 
hearing about my 
experience makes 
them feel less 
alone.’

FURTHER INFO
For more information 
on fertility and 
breast cancer, visit 
My Journey or watch 
BCNA’s webcast 
Fertility and Breast 
Cancer – Knowing 
Your Options.

https://myjourney.org.au/article/2175
https://www.bcna.org.au/webcasts-new/fertility-and-breast-cancer-knowing-your-options-webcast/
https://www.bcna.org.au/webcasts-new/fertility-and-breast-cancer-knowing-your-options-webcast/
https://www.bcna.org.au/webcasts-new/fertility-and-breast-cancer-knowing-your-options-webcast/
https://www.bcna.org.au/webcasts-new/fertility-and-breast-cancer-knowing-your-options-webcast/


MEMBER STORY

When you’re diagnosed with 
breast cancer, you become a 
member of a club you never 
wanted to join. 

That’s how Natasha Taggart felt 
when she was diagnosed with 
HER2-positive breast cancer in 
October 2019. Early on in her 
treatment, not only was she coming 
to terms with her diagnosis, but she 
had to adapt to the ever-changing 
health advice as the country 
and the world responded to a 
global pandemic.

‘One of the hardest things for 
me was not being able to have 
a family member come to my 
appointments,’ she says. ‘I really 
missed having their support then.’

Natasha learnt about BCNA when 
she received some information 
from the organisation soon after 
her diagnosis. She browsed its 
website for information and the 
online network to connect with 
others and found BCNA’s Helpline 
particularly helpful.

‘There are some quiet moments 
when you have a chance to breathe 
and think, and you realise that you 
need a little bit of help and support 
to get through such a crappy time,’ 
she says. ‘Without the support of 
BCNA in those moments, I would 
have been a little lost.’

Natasha says her family and 
friends were her greatest support 
throughout it all, but it made her 
wonder: what about other people 
who might not be as fortunate? 
Who could they turn to for 
information and support?

When her treatment ended last 
year, Natasha became a member of 
another sort of club, however, this 
time it was one she wanted to join.

‘I signed up to BCNA’s regular giving 
program,’ she says. ‘If I can help a 
little bit by donating, then I feel like I 
am giving something back.’ 

Natasha now makes an automatic 
donation each month to help BCNA 
continue to support others who 
have been diagnosed with breast 
cancer and their families.

‘I’ve always believed if you can 
afford to give something, you 
should. It doesn’t have to be much 
but even a small amount will help 
someone else,’ she says. ‘Give what 
you can afford and always help 
those who need it.’

BCNA’s regular giving program is 
just one of many ways people can 
support others affected by breast 
cancer. If you’d like to find out 
more, visit the Get involved page 
on our website.

Natasha  
gives back
THROUGH THE REGULAR  
GIVING PROGRAM 

Everyone needs 
support while going 

through breast cancer. 
Having a place you 
can go to, someone  

to listen to your 
worries and to feel 

supported is  
a fabulous thing,’  

she says.  
‘BCNA offers that.

HEART OF THE  
NETWORK
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B
CNA Metastatic Breast 
Cancer Advisory Group 
focuses on issues of 
concern for people 
living with metastatic 

breast cancer. It comprises people 
living with a metastatic breast 
cancer diagnosis including Ros 
Casperson, Belinda Johnson, Kim 
Parish, Lisa Tobin and Louise Sinclair 
and is convened by Vicki Durston, 
Director of Policy and Advocacy 
at BCNA. Some members also 
represent the lived experience 
of metastatic breast cancer as 
Consumer Representatives in 
BCNA’s Seat at the Table program.

Dr Andrea Smith brings the unique 
perspective of a health services and 
cancer researcher, and a woman 
living with metastatic breast cancer. 

She has recently been appointed 
to the role of Chair to the MBC 
advisory group, ABC Global 
Alliance and to BCNA’s strategic 
advisory group, which is made up 
of clinicians and members from 
Breast cancer governing bodies to 
ensure there is equal representation 
to support both Early breast cancer 
and Metastatic breast cancer when 
decisions are made.

‘The Advisory Group’s focus 
is on improving awareness of 
metastatic breast cancer among 
health professionals and in the 
community, and to help inform and 
shape BCNA’s policy, research and 
advocacy agendas,’ says Andrea.

Andrea hopes that through the 
work of the Advisory Group and 
BCNA, anyone with metastatic 
breast cancer will feel like their 
experience is recognised.

‘As more people with metastatic 
breast cancer get involved with 
BCNA, the network will become 

stronger, we can learn from each 
other and, ultimately, take united 
action on issues of concern,’ 
she says.

For those readers who know 
BCNA’s history, this idea of a 
small group of passionate people 
standing up and demanding 
change will sound familiar. From 
a similar beginning 23 years ago, 
BCNA is now a strong network of 
150,000 individuals and continues 
to keep breast cancer issues on 
government agendas. ‘We are 
concerned that those in most 
need of support or who don’t 
have access to even a basic level 
of supportive care, are not being 
heard,’ says Andrea. ‘Everyone 
should have the opportunity to be 
heard regardless of the stage of 
their diagnosis.’

Andrea thinks that some people 
living with metastatic breast 
cancer have previously had a low 
expectation of what sort of care 
and recognition they are entitled to. 

‘Alongside BCNA, the Metastatic 
Breast Cancer Advisory Group 
wants to help them find their voice, 
to speak up, to expect a better 
level of care, to be included in 
research and have the opportunity 
to contribute to the policies 
and decisions that affect them,’ 
she says.

Vicki Durston, Director of 
Policy and Advocacy at BCNA 
commented that, ‘The changes 
made to the Metastatic Advisory 
group in 2021 has seen strong 
leadership to support informational 
and supportive needs across BCNA 
resources and services, awareness 
through campaigns and events, 
and strong policy and advocacy 
priorities through BCNA’s strategic 
plan for the next 3 years.’

‘We know there is so much more we 
need to do to highlight awareness 
of those living with Metastatic 
breast cancer diagnosis, and 
we’re extremely pleased that the 
new BCNA policy and advocacy 
strategic plan now prioritises 
issues for Metastatic breast cancer 
not as a separate group, but 
rather integrated across all areas,’ 
she continued.

The Metastatic Breast Cancer 
Advisory Group meets every 
two months and we will keep 
members updated about the 
group’s progress. If there are 
issues affecting you or someone 
you know with metastatic breast 
cancer, BCNA would like to hear 
about it. You can get in touch with 
us at  policy@bcna.org.au. Read 
more about Andrea’s breast cancer 
experience and professional 
background here.

Metastatic Breast  
Cancer Advisory Group 

ON THE BCNA AGENDA: 

https://www.bcna.org.au/get-involved
https://www.bcna.org.au/about-us/advocacy/consumer-representatives


MEMBER STORY

Living with 
metastatic 
breast 
cancer A

ndrea was 49, had 
three children aged 9, 
12 and 14 and was only 
a few months away 
from submitting her 

PhD in public health, when she was 
diagnosed with de novo metastatic 
breast cancer. 

‘This means the breast cancer was 
metastatic from the start. I went 
from thinking, this is okay, breast 
cancer is survivable, to feeling 
crushed when I found out the 
cancer had already spread to my 
liver and bones,’ she says.

Given the huge amount of research 
and awareness of breast cancer, 
Andrea was ‘gobsmacked’ at the 
lack of support she had access to 
compared to what was available for 
people with an early diagnosis. 

She recalls asking her treating 
hospital if she could attend an 
information session about the 
side effects of treatments, such as 
hair loss.

‘I was told it was not appropriate 
for me to go,’ she says. ‘They 
thought having someone with 
metastatic breast cancer attend 
would be too confronting for those 
with an early diagnosis. I felt like I 
was invisible, that my experience 
and needs didn’t count.’

This is one of several examples 
Andrea shares of feeling excluded 
because of her diagnosis.

‘I think people with metastatic 
breast cancer have been viewed 
as a very different and sometimes 
difficult group, and therefore kept 
separate rather than welcomed,’ 
she says.

Since her diagnosis five years ago, 
the boundaries between Andrea’s 
personal and professional lives 
have blurred. She is involved in 
research projects about the role 
and value of metastatic breast 
care nurses, and the supportive 
care needs of people living with 
advanced breast cancer. Andrea is a 
trained consumer representative of 
BCNA’s Seat at the Table Program, 
was recently appointed chair of 
BCNA’s Metastatic Breast Cancer 
Advisory Group and is also a newly 
appointed board member of the 
ABC Global Alliance, which aims 
to improve and extend the lives 
of women and men living with 
advanced breast cancer across 
the world. BCNA’s CEO Kirsten 
Pilatti also sits on the Global 
Alliance board.

Andrea has become increasingly 
determined to see changes in the 
way people with metastatic breast 
cancer are treated and understood, 
by both the health system and the 
general community.

‘Breast cancer advocacy has made 
incredible progress in many ways, 
but it hasn’t benefited all patients 
equally,’ Andrea says. ‘There are 
still so many gaps in the care 
and understanding of metastatic 
breast cancer.’

She wants to see people living with 
an advanced diagnosis provided 
with better access to specialised 
metastatic breast care nurses and 
professionally led support groups. 

‘Things have changed, mainly driven 
by better treatments extending 
lifespans. I know people who are 
alive 10 or 15 years later. There is a 
greater proportion of us living long 
enough to ask questions about why 
valuable services aren’t available for 
us,’ she says.

Andrea acknowledges that living 
with advanced breast cancer is 
incredibly challenging.

‘My horizons have become more 
limited. I have always been 
motivated and goal-oriented, but 
now I only think in one-to two-year 
timeframes. Sometimes I find the 
uncertainty around my diagnosis 
almost crippling, especially when 
I’ve had disease relapse. I also have 
what I like to call mother’s guilt on 
steroids – torn between wanting to 
spend more time with my children 
but also wanting to achieve so 
much professionally.’

Andrea has supportive family 
and friends, and has accessed 
professional help when she felt 
she was not coping. She has also 
found connecting with other 
people who have metastatic 
breast cancer invaluable, as well 
as resources such as BCNA’s 
My Journey metastatic content 
which includes information on 
treatment, progression, living well 
with metastatic breast cancer and 
stories from other women going 
through a metastatic diagnosis.

‘I’m pleased to see BCNA is 
providing more information and 
support for people with metastatic 
breast cancer, such as podcasts, 
webinars and conferences that 
encourage people to talk about the 
issues they’re facing,’ she says.

Andrea worries about how much 
time she has left and about how 
long everything takes in research, 
but she is also comforted by 
advances in treatment.
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We all need hope. 
Even with metastatic 

diagnoses, there is hope. 
We have multiple lines 
of treatment and new 
treatments are coming 

through all the time. 
There is still life with 

progression, and we can 
have a good quality of 

life, Andrea says.

MY JOURNEY ARTICLES:
• What is metastatic 

breast cancer?

• Mindfulness and breast 
cancer 

• Talking to family, 
friends and others 
about your metastatic 
breast cancer diagnosis

• Living life with 
metastatic 
breast cancer

https://www.bcna.org.au/about-us/information-for-health-professionals/metastatic-breast-cancer
https://www.bcna.org.au/about-us/information-for-health-professionals/metastatic-breast-cancer
https://myjourney.org.au/article/1369
https://myjourney.org.au/article/1369
https://myjourney.org.au/article/3068
https://myjourney.org.au/article/3068
https://myjourney.org.au/article/1374
https://myjourney.org.au/article/1374
https://myjourney.org.au/article/1374
https://myjourney.org.au/article/1374
https://myjourney.org.au/article/3443
https://myjourney.org.au/article/3443
https://myjourney.org.au/article/3443
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S
ome of the people in our network are asking 
about COVID-19 vaccinations so we thought 
it might be helpful to address some common 
questions and concerns.

If you aren’t sure about getting the vaccine, it 
is worthwhile thinking about how you made decisions 
about your breast cancer treatment and care. Ideally, 
you’ll be asking lots of questions, seeking advice from 
trusted health professionals, and relying on credible, 
evidence-based information sources. 

As the information and advice about COVID-19 vaccines 
continues to change, we are regularly updating the 
COVID-19 vaccine information in My Journey. We only 
use information from trusted sources. 

You can also find information on the Cancer Australia 
and Cancer Council websites.

Is the vaccine recommended for people affected by 
breast cancer?

People who have weakened immune systems are more 
at risk of developing severe illness if they contract 
COVID-19. Being treated for breast cancer can weaken 
your immune system, so having the vaccine can help 
protect your health.

If you are undergoing active treatment (i.e. surgery, 
chemotherapy or radiotherapy), talk to your medical 
oncologist or another member of your treating team 
about the best time for you to get the vaccine. The 
advice will be based on what treatment you are having, 
your overall health and how your immune system 
is working.

Is the vaccine safe and effective for people affected 
by breast cancer?

In clinical trials, new vaccines are tested on people with 
healthy immune systems. 

COVID-19 vaccines have now been given to millions of 
people around the world and the immune responses of 
people with cancer are being studied.

Some of this research has already shown that people 
affected by cancer can mount an immune response, 
but they have lower levels of protection from their first 
dose of the COVID-19 vaccines than people who do not 
have cancer. When they get their second dose their 
response is stronger. It is important to have both doses.

Are there side effects?

Currently there is no evidence that people affected by 
cancer experience worse or different side effects from 
COVID-19 vaccination than anyone else.

The most common side effects of the COVID-19 
vaccines include:

• pain, redness and/or swelling at the injection site

• muscle aches

• mild fever

• headache

• tiredness.

These side effects are usually mild and disappear in a day 
or two. Serious side effects are rare, but include a very 
low risk of thrombosis with thrombocytopenia syndrome 
(TTS) with the AstraZeneca vaccine and myocarditis 
(inflammation of the heart) with the Pfizer vaccine. 

If you are having immunosuppressive treatment such as 
chemotherapy and develop a fever above 38 degrees 
after getting the vaccine, it is important to contact 
your breast cancer specialist or hospital emergency 
department straight away. They will have to consider 
whether this is a reaction to the vaccine, or whether 
it is a treatment-related fever, such as an infection 
or neutropenia.

I have allergies – should I get the vaccine?

If you have any allergies or a history of anaphylaxis 
it is important to talk to your treating team before 
your COVID-19 vaccine, as one of the vaccines may be 
better for you than others.

Cancer Australia advises that the COVID-19 vaccines 
do include some ingredients that are also in some 
chemotherapy drugs. If you had a severe allergic 
reaction or anaphylaxis during chemotherapy, 
ask your medical team for advice about your 
COVID-19 vaccination.

Can I get COVID-19 from the vaccine?

No, none of the COVID-19 vaccines used in Australia 
contain the COVID-19 virus so being vaccinated cannot 
give you COVID-19.

Vaccines are medicines that protect you against 
specific diseases, such as the flu or measles. Vaccines 
strengthen your immune system by training it to 
recognise and fight specific viruses. Being vaccinated 
helps you to protect yourself and those around you 
from infection.

Where can I find out more about the vaccine?

Check out the COVID vaccine information on  
My Journey, which is regularly updated and includes 
more frequently asked questions, including how and 
where to get the vaccine.

WHAT YOU  
NEED TO KNOW

COVID-19 
VACCINES: 

https://myjourney.org.au/article/3455
https://www.canceraustralia.gov.au
https://www.cancer.org.au
https://myjourney.org.au/article/3455
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AROUND THE

Network

PINK SPORTS DAY 

PINK LADY MATCH

 BCNA recently farewelled long-time staff member Marita O’Keefe 
who during her 13 years with BCNA (and many more before as a 
volunteer) was affectionately known as ‘The Queen’. Thank you, Marita 
for your energy and commitment to our network and your incredibly 
good humour and sense of fun. You will be missed.

BCNA FAREWELLS 
OUR QUEENIE

QUEENIE

PINK LADY 
EVENTS DRAW 

A RECORD 
CROWD

Trending
pink buns

MINI-FIELDS OF WOMEN 
PLANTED ALL OVER AUSTRALIA

YEARS AT 
BCNA13

HER MAJESTY
Queen dons an 
apron for Bakers 
Delight

NEKITA 
HONOURED 
FOR MOST 
SILHOUETTES 
EVER 
THE CROWN SLIPS AS THE BOXES 
ARE UNPACKED FOR BCNA SUMMIT

July 1, 2021

F I E L D  O F  W O M E N  +  P I N K B U N S  +  S H O W B I Z  +  L I F E S T Y L E

Marita
O’Keefe PINK BUN 

SALES 
REACH 

$1.8M

HEY PET, CAN 
YOU HELP ME 
WITH SOME  
PINK BUNS?

  Price $1999

 DeLaSalle players in front of the pink Vic 
Mix truck for the PLAY4BCNA round and 
fundraising luncheon. VAFA raised over 
$30,000 for BCNA across the 2021 round.

 Avondale FC hosted their 
inaugural Pink Sports Day in 
May and raised over $35,000.

 Our Pink Superhero 
Toowoomba netballers!

INSIDE  RIEWOLDT 300  CLARKO: WHAT’S NEXT?

M A T C H − 2 0 2 1

OFFICIAL PARTNER OF THE AFL RECORDOFFICIAL PARTNER OF THE

ROUND 18 
JULY 15-18, 2021
$5 (INC. GST) Thank you for helping us raise over $250,000 in 

support of all Australians affected by breast cancer.

 Landmarks across Melbourne lit up pink on Saturday July 17 
including the MCG, Flinders Street Station and Bolte Bridge.

 Pink Lady Match Ambassadors Trudy Rosman, Fraser 
Rosman, Oskar Baker and Christian Petracca on the 
front cover of Footy Record.

 Trudy is a breast cancer survivor and mother to Melbourne 
Football Club 2020 draft pick, Fraser Rosman.

BCNA Major PartnersBCNA Foundation Partner

M A T C H − 2 0 2 1

THANK  

 YOU 
WE MADE IT



It’s easy and fun to get involved:

STEP 1 
ORDER YOUR BCNA PINK SOCKS,  

BEANIE, AND MORE TODAY
Simply order your BCNA merchandise 

to wear for the campaign period (please 
allow 5-10 business days delivery) Orders 

via: pinksportsday.bcna.org.au/store 

STEP 2 
 WEAR YOUR BCNA PINK SOCKS,  

BEANIE AND/OR LACES TO WORK
Wear your BCNA pink socks, pink beanie,  

pink laces or pink shirt to work for  
the campaign period.

STEP 3 
HOST A PINK TRADIE  
FUNDRAISING EVENT

Tradies are encouraged to host a  
morning tea or BBQ at work, golf  

day, trivia night, or even a head-shave  
to raise funds for BCNA.

STEP 4 
TAKE A PHOTO + POST + WIN
Snap a photo (individual or group) in 
your BCNA pink merch at work and 

post to your socials using the hashtag 
#BCNApinktradie. All photos posted with 
BCNA merchandise and #BCNApinktradie 
until 30 September 2021 will go into the 
draw to win a $500 gift card from our 

campaign supporter Middy’s Electrical.

  RADIE
P  NK
SUPPORT


