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W
elcome to the latest edition of The 
Beacon. What a year it has been!  

This October we have decided to focus 
on the three areas of work that Breast 
Cancer Network Australia does. Our 

role in connecting all Australians affected by breast 
cancer, the support services we provide and the 
importance of how information can empower you to 
help navigate a breast cancer diagnosis. 

We have continued to support our network via our 
COVID-19 advocacy, and we want to hear from you if 
feel your treatment or care has been impacted. 

After reaching out to members to invite you to share 
your experience of breast reconstruction, we were able 
to identify gaps in the treatment and care of those 
diagnosed with breast cancer. We were extremely 
proud to share our Breast Reconstruction in Australia 
2021 Report and thank you for sharing your voices and 
making a difference. 

We’ve recently launched our Pink Bra campaign 
alongside Berlei with a focus on our ambassadors  
and members.  

We are empowering people by launching a powerful 
new podcast series with Clinical Psychologist Dr 
Charlotte Tottman, where we draw on her lived 
experiences to have meaningful conversations and form 

a deeper understanding of those aspects of cancer that 
you just don’t really know about, until you do. 

We are also connecting with our network with our 
upcoming informative virtual conferences. One is 
focusing on breast reconstruction and the other 
focuses on living stronger with metastatic breast 
cancer, to ensure people don’t feel alone and to 
empower you to feel confident making informed 
decisions about your experience. We invite you to 
attend these if these topics are relevant to you.  

In this Beacon you’ll also find stories to help you 
manage the cost of breast cancer, find out more 
information about integrative medicine, have a look at 
what’s been going on around our network and more! 

Our commitment is to continue to Connect, Support 
and Empower this October, and every other month 
after that, and we thank you all for being such an 
integral part of what we do.

 
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

with Clinical Psychologist  
Dr Charlotte Tottman

WHAT YOU 
DON’T KNOW 
UNTIL YOU DO

   To view Kirsten Pilatti’s video message click here 
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W
hat happens when a 
clinical psychologist 
skilled in treating 
cancer-related distress 
is suddenly diagnosed 

with cancer herself? Find out in BCNA’s 
new podcast series called ‘Upfront 
About Breast Cancer – What You 
Don’t Know Until You Do’, launching in 
October. The 10-episode series features 
psycho-oncologist Dr Charlotte Tottman 
sharing her personal and professional 
experience of the impact of a breast 
cancer diagnosis. The Beacon spoke 
with Charlotte to learn more about her, 
how the podcast came about and what 
listeners can expect when they tune in.

The day Charlotte was diagnosed with 
breast cancer is one she remembers 
vividly. She was 54 years old, a mother 
of four adult children, and had been 
married to her second husband for 
more than 25 years. She was also a 
clinical psychologist used to helping 
other people go through what she was 
about to experience herself.

‘I can remember that day like it was 
yesterday,’ says Charlotte. ‘It was 
Monday 23 July 2018 at 5.30pm when 
I found out I had a tumour and DCIS 
in my right breast. Suddenly, my life 
was split in two: the time before breast 
cancer, and the time after.’

Charlotte had a bilateral mastectomy 
and returned to work a few weeks after 
her treatment ended. But, like many 
women in her care, Charlotte pushed 
herself too far too quickly and soon 
found herself at a crisis point.

Charlotte decided to write everything 
down, just to get it out of her head. 
Over time, her writing took on the form 
of a book and, when she showed it 
to her family, her youngest daughter 
suggested it would make a great 
podcast series.

Having previously spoken at some 
BCNA events, it was a natural 
step for Charlotte to partner with 
the organisation to develop the 
podcast episodes.

Throughout each episode, Charlotte 
draws on her background and personal 
experience as she explores the reasons 
behind people’s responses to a 
breast cancer diagnosis, and provides 
practical strategies to help manage 
challenging emotions.

From the first episode, aptly called 
D-Day: Diagnosis shock, Charlotte 
charts her own breast cancer 
experience. Intriguing titles such as 
episode two, ‘A Tale of Two Husbands: 
Emotional isolation’ or the humorous 
title of episode nine, ‘Exercise 
is Annoying (‘cos it works): The 
psychological and physical benefits’, 
promise lots of good advice and some 
light-hearted moments along the way.

Charlotte says it doesn’t matter 
where you are in your breast cancer 
experience; the topics are arguably 
relevant for any stage. They include 
the shock of diagnosis, the emotional 
isolation of a cancer diagnosis, changes 
in relationships, body image, shifts in 
perspective, post-treatment adjustment, 
the impact of cancer on sexuality and 
intimacy, the benefits of exercise, and 
the fear of cancer recurrence. 

Most importantly, throughout 
each episode, Charlotte shares her 
professional advice about what is 
helpful if and when you face some of 
these common challenges. There’s a 
lot of research behind her tips and 
techniques to ensure you understand 
and can implement the suggestions.

‘At a time when mental health services 
are so stretched, I hope this podcast 
gives people, no matter where they 
live, access to empathy as well as a 
good understanding of what will help 
them and what won’t. These are proven 
strategies I recommend to my own 
clients,’ says Charlotte.

The series will be released all at once 
so you can choose to either binge it in 
one go or dip in and out. Each episode 
runs for about 45 minutes and features 
Charlotte in conversation with BCNA’s 
Upfront About Breast Cancer podcast 
host Kellie Curtain.

Ultimately Charlotte hopes the podcast 
helps people feel less alone. She also 
encourages listeners to tell their family 
and friends to tune in to help them 
develop a better understanding of the 
impact of a breast cancer diagnosis.

‘I really hope the podcast provokes 
meaningful conversations and 
helps listeners to form a deeper 
understanding of those aspects of 
cancer that you just don’t really know 
about until you do.’

‘What You Don’t Know Until You Do’ 
is proudly brought to you by JT Reid 
and launches on 6 October via BCNA’s 
Upfront About Breast Cancer webpage 
or subscribe to the podcast series in the 
App store or Google Play to receive an 
alert as soon as it is available.

To help us continue to develop podcasts 
that are relevant to our members and 
their breast cancer journey, we ask you to 
complete the survey that you’ll find in the 
show notes of each episode, which can 
also be accessed via the webpage. This 
survey will help us to tailor and create 
content that is relevant to our members 
and their breast cancer diagnosis.

NewsBCNA

Tuesday 12 October  

Choosing whether to have a breast reconstruction 
is a very personal decision and it is important to 
do what feels right for you. Some women decide 
to have reconstruction to restore their confidence, 
or prefer to wear a breast prosthesis, while some 
women choose not to have reconstruction or to wear 
a breast prosthesis. Alternatively, you can also choose 
to have delayed reconstruction to consider your breast 
reconstruction options at a later time.  

There are different options available for 
breast reconstruction and much to consider. Your 
breast surgeon and Breast Care Nurse can explain the 
options that may suit you best. It is important that you 
take time to understand your options and be involved 
in discussions with your specialist team to ensure you 
feel confident in your decision.  

Join us for BCNA’s virtual conference to explore the 
different options of breast reconstruction that may be 
available to you. This will include managing expectations, 
the important considerations, the emotional and physical 
impacts of breast reconstruction as well as key findings 
from BCNA’s recently launched Breast Reconstruction 
in Australia 2021 Report which was a result of a survey 
of 3,350 respondents about their breast reconstruction 
experiences. Additionally, there will be an opportunity to 
ask questions to the speakers at the end of each session. 

Tuesday 12 October 2021  
6.00pm – 9.00pm AEDT 
Register here: Breast Reconstruction 
Virtual Conference

Thursday 14 October

For many people, one of the hardest things to 
come to terms with when being diagnosed with 
metastatic breast cancer is the understanding 
that the disease is not going to go away. Over 
recent years, advances in treatment for metastatic 
breast cancer mean that more people are living 
better and living longer. Treatment for metastatic 
breast cancer is increasingly providing a wider range 
of options tailored to your individual circumstances, 
and leading to better outcomes.  

The reality is there is simply no one path for someone 
who is living with metastatic breast cancer. We know 
some people encounter long periods, even years of 
cancer stability with little disease progression, while 
others have a more difficult experience.  

Many people find the unpredictable nature of how the 
disease will progress and the uncertainty of what lies 
ahead as the most challenging aspect of their illness. 
Others also find the lack of understanding by those 
around them regarding managing current, new and 
ongoing treatments and side effects a never-ending 
challenge.  

Join us for BCNA’s virtual conference to explore 
new treatments on the horizon for metastatic breast 
cancer and an in-depth look at the management of 
bone metastases. We will also explore advanced care 
planning, the importance of connecting with others for 
support to enhance control and reduce feelings of 
isolation and loneliness, and strategies to help you with 
‘living’ with metastatic breast cancer. Additionally, there 
will be an opportunity to ask questions to the speakers 
at the end of each session. 

Thursday 14 October 2021  
6.00pm – 9.00pm AEDT 
Register here: Thriving Together 
- Living Longer, Living Stronger 
Virtual Conference

BREAST  
RECONSTRUCTION  

OPTIONS AND 
EXPECTATIONS

METASTATIC  
BREAST CANCER   

THRIVING TOGETHER 
- LIVING LONGER, 

LIVING STRONGER

OCTOBER VIRTUAL CONFERENCES 

I hadn’t processed 
what had happened 

to me. A breast 
cancer diagnosis and 
treatment can be very 
challenging. I had to 
take some time out  

to work through  
my experience.

Behind the scenes of BCNA’S new   
Upfront About Breast Cancer Series
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T
anya Wells is the Lead Clinician, Oncology 
Naturopath and Founder at the Melbourne 
Integrative Oncology Group. She is 
a qualified naturopath who has been 
practising for more than 20 years, and has 

a special interest in the research and development 
of integrative oncology programs. The Beacon asked 
Tanya about integrative oncology and the role it can 
play in supporting breast cancer treatment plans and 
improving outcomes.

WHAT IS INTEGRATIVE ONCOLOGY?
Integrative oncology is a relatively new term. It 
refers to the use of evidence-based complementary 
medicines and therapies alongside conventional 
cancer treatments. This is done in a coordinated 
way, complementing surgery, chemotherapy and 
radiotherapy, to help reduce side effects, enhance 
outcomes and support a person’s overall health, 
wellbeing and quality of life.

The medical model in Australia has the opportunity 
to be more holistic than it currently is. Integrative 
Oncology is just another piece in the puzzle for cancer 
treatment, alongside conventional medicine. Used 
together in a safe and coordinated way, they have 
the potential to deliver better outcomes for those 
undergoing cancer treatment. 

Other countries around world include integrative 
medicine as part of their medical systems. In Germany, 
for example, you will find art therapists, counsellors, 
naturopaths, clinical nutritionists and physiotherapists 
working in the same facilities alongside 
medical colleagues.

An experienced integrative oncology clinician 
will develop a structured plan, along with dietary 
recommendations and evidence-based complementary 
medicines, highlighting any interactions with treatment 
and giving clear advice on what to take and not to take.

what are evidence-based complementary 
medicines and therapies? 
Evidence-based complementary medicines include 
vitamin and mineral supplements, nutritional medicines 
and herbal medicines that have been specifically 
researched for their safety and efficacy. 

Complementary therapies include acupuncture, 
exercise, meditation and mindfulness, and oncology 
massage. These address the mental, physical and 
spiritual aspects of health.

INTEGRATIVE MEDICINE
ASK THE EXPERT

 

how can these types of therapy help  
during breast cancer treatment?
These therapies can all play a role in helping to 
managing some of the side effects of breast cancer and 
its treatments, such as anxiety, fatigue, lack of appetite, 
constipation and pain. They can also help to promote a 
sense of peace, comfort and wellbeing.

Acupuncture, for example, is effective in managing 
treatment induced side effects such as chemotherapy-
induced peripheral neuropathy, nausea and vomiting, 
fatigue, pain, hot flushes, and for boosting immunity.

Exercise, the most researched complementary therapy, 
offers significant benefits, especially for the prevention 
of recurrence. 

A nutritionist can help you identify and incorporate 
foods that help the natural healing process and 
promote cell repair. Depending on the individual, they 
can also recommend dietary approaches such as 
fasting, which research shows can help minimise some 
of the side effects of chemotherapy.

are there any risks or side effects from 
complementary therapies?
Like conventional medicine, complementary therapies 
need to be tailored to the individual’s diagnosis and 
needs. There is no one size fits all approach.

Complementary medicines and nutritional supplements 
can have a therapeutic impact, so it is important to 
obtain guidance regarding the correct administration 
and dosage. Particular attention needs to be paid to 
potential interactions with your treatment or other 
medications you may be on. Always seek advice 
from a qualified and experienced complementary 
medicine practitioner.

if someone is interested in exploring these 
therapies as part of their treatment, who 
do you suggest they talk to?
Not all complementary therapies are evidence based, 
so it’s important you discuss any therapies or medicines 
you may be considering with your treating team to 
ensure the therapies are not harmful or do not interact 
negatively with your treatment. 

You need to have confidence that the practitioner you 
choose is following an evidence-based approach. That’s 
why an experienced Integrative oncology practitioner 
is invaluable. They can support you and advocate for 
your wellbeing.

You can access an experienced practitioner even if 
you live outside of the major cities. For example, the 
Melbourne Integrative Oncology Group helps people 
locally, interstate and internationally. 

where can I find out more about 
complementary therapies?
Make sure you access credible and trusted information. 
I recommend you watch BCNA’s recent Integrative 
Health webcast online. You can also check out the 
related Frequently Asked Questions about dietary and 
fasting interventions in breast cancer presentations. 
You can also learn more about Integrative Oncology 
and the service provided by the Melbourne Integrative 
Oncology Group by visiting our website at www.miog.
com.au. Additionally, you can find out more information 
on My Journey. 

   Tanya Wells is the 
Lead Clinician, 
Oncology Naturopath 
and Founder at 
Melbourne Integrative 
Oncology Group.
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E
arlier this year BCNA reached out to our 
network to invite members to share their 
experience of breast reconstruction. 

This survey is part of the work we committed 
to act on to address the unacceptable gaps 

in the treatment and care of those diagnosed with breast 
cancer identified in our State of the Nation report. This 
included a disparity in waiting times, out-of-pocket 
expenses, and access to information, treatment and care. 

Thank you to the 3,350 women who responded to our 
survey about reconstruction. Your experiences provide 
a current and comprehensive snapshot of what women 
around Australia are experiencing when they opt to have a 
reconstruction after a mastectomy.

Having a reconstruction after mastectomy is an individual 
choice, and BCNA wants all women to be able to make an 
informed decision about what’s right for them. Those who 
choose to have a reconstruction should expect equitable 
access to the procedure, no matter who they are or where 
they live. However, we know that this is not the case. Key 
findings in BCNA’s Breast Reconstruction in Australia 2021 
report show:

• breast reconstruction is more common for younger 
women (under 50), for those living in more socio-
economically advantaged areas, and those living in 
metropolitan areas

• too many women across Australia are not getting 
the right information at the right time to make an 
informed decision about their reconstruction options

• those in the public health system are more likely 
to experience unacceptable delays for their breast 
reconstruction surgery compared to women 
going privately

• out-of-pocket costs vary considerably for women 
going through the private health system, with around 
20 per cent of respondents facing out-of-pocket 
costs of more than $10,000

• some women in regional and rural areas experience 
longer wait times and higher costs than those in 
major cities. 

The report outlines BCNA’s recommendations to address 
these disparities and ensure women have access to timely, 
affordable and equitable breast cancer treatment that 
meets their individual needs. You can read the report in 
full here.

One of the survey respondents, Jaime, lives in Queensland 
and was diagnosed with early breast cancer in January 
2020. She had her surgery through the private system and 
was disappointed she did not have access to a Breast Care 
Nurse or additional services such as counselling, which she 
had to pay for herself. She felt unsupported and alone. 

Her access to surgery was affected by COVID-19 as well. It 
was cancelled because of a COVID-19 case in her doctor’s 
office, adding to the uncertainty and stress she was 
already feeling. 

Jaime was out of pocket approximately $12,000. 
When she received the quote, she started to question 
her decision.

‘I put off my surgery while I weighed up the cost,’ she says.

She wants to see the system changed for those having 
treatment as private patients.

‘I was shocked that the private system doesn’t offer much 
support beyond the surgery itself. There was no holistic 
approach,’ she says. ‘I didn’t have access to a Breast Care 
Nurse and had to source and pay for additional services, 
such as a physiotherapist and counsellor. I think there 
should be more assistance especially for the people who 
are not going through the public system as we are trying 
to free up the public system for those who need it more.’

She says one benefit of being in the private system was 
her surgery and reconstruction happened relatively 
quickly, for which she is grateful.

‘I have heard of women waiting up to seven years for their 
reconstruction surgery. What sort of impact is that having 
on them and their families, living in limbo that whole time?’ 
she says.

BCNA is calling on the federal and state governments to 
respond to our proposed recommendations and we look 
forward to sharing their response. This includes providing 
greater transparency of elective surgery wait times and 
out-of-pocket costs for breast reconstruction. 

This work forms part of BCNA’s broader advocacy 
strategy, which focuses on the financial impact of breast 
cancer, equitable access to optimal care, and living well 
with and beyond breast cancer.

If you’d like more information about breast reconstruction, 
BCNA has a range of resources for you. You can:

• Register for our upcoming virtual conference about 
breast reconstruction on 12 October.

• Tune in to episode 14 of BCNA’s Upfront About Breast 
Cancer podcast on How to plan for and recover from 
breast reconstruction surgery

• Read the section about breast reconstruction in 
My Journey.

• Start a discussion and speak to others in the  
Online Network.

breast reconstruction 
revealed in latest bcna report 

Women’s experiences of

M 
el and Riki have been 
together for almost 
two decades and 
married a few months 
ago in between 

COVID-19 lockdowns. They had often 
thought and talked about marrying 
but it was after Mel’s breast cancer 
diagnosis and treatment that they 
were determined to make it happen – 
to celebrate their love and finding joy 
again after a tough 18 months.

Mel was diagnosed with triple 
negative breast cancer in December 
2016 at the age of 36. The nipple 
bleeding and swelling that was 
initially thought to be a blocked 
milk duct was an 8 × 10 cm DCIS 
and Triple Negative tumour and 
the prelude to many big decisions, 
surgery, radiation and chemotherapy.

Mel admits that having children 
had never been a high priority, but 
when faced with the possibility that 
treatment might remove her choice 
she underwent fertility treatment to 
preserve her eggs. ‘Doing the egg 
harvesting meant I could delay that 
decision for up to five years, and just 
focus on the cancer treatment.’

As a ‘rainbow couple’, Riki, who is 
the self-confessed worrier of the two, 
was concerned about how they would 
be treated by health professionals, 
knowing that many other LGBTIQ+ 
people had negative experiences. Mel 
did not have the mental space for 
those concerns. ‘I simply introduced 
Riki as my partner at every new 
appointment to make sure they were 
included. I think that confidence 
comes from being together for a long 
time, but we know not every LGBTIQ+ 
person has this benefit.’

What they hadn’t considered was 
whether their relationship within 
the public health system or in an 
emergency scenario would be 
recognised. Mel admits they didn’t 
know their rights as a de facto couple 
at the time. ‘We’d never been in 
that scenario before, and I wasn’t 
sure if Riki would be recognised 
as the primary carer or if family 
would be able to take over.’ Despite 
some resistance in accepting her 
relationship with Riki, Mel’s family 
were very respectful of Riki being the 
primary carer and decision maker if 
Mel was unable to make it herself. 

A single mastectomy, chemotherapy, 
radiation and an emergency appendix 

removal were a lot to deal with in a 
short space of time and, like many 
cancer journeys, friends and family 
wanted to help. In an effort to keep 
everyone informed, a Facebook 
group was set up to document Mel’s 
progress, where they could send 
updates but still set boundaries 
about what they shared and when 
they shared it. Mel says it was a 
great way to keep information in one 
space and allowed them to get help 
when they needed it. ‘I could do a 
post suggesting days that it would 
be great for someone to cook us a 
meal or maybe to do the vacuuming 
or washing, and someone would be 
willing to assist. I also found writing 
the updates a therapeutic emotional 
download and helped to process what 
was happening but liked that I could 
step away from it when needed.’ 

Acknowledgment and equality for 
LGBTIQ+ communities continue 
to improve, albeit slowly, but 
discrimination and ignorance still 
exist. Riki remembers attending 
chemotherapy sessions with Mel and 
usually feeling comfortable enough to 
hold her hand but was always looking 
for indicators that it was safe to do 
so. ‘I hate the idea of people having 
to hide who they are, but you have 
to put your safety first. As LGBTIQ+ 
people this is something that many of 
us do, we are always checking to see 
if we’re in a safe environment to  
be ourselves.’ 

Connection with others with a shared 
experience can be invaluable, but 
many LGBTIQ+ people know their 
experience can differ from the wider 
community and often feel out of 
place in different settings as part of 
their breast cancer experience. 

BCNA has recognised this and is 
making a genuine effort to be more 
inclusive by creating an online 
community group that can be 
accessed via the online network. 
Mel and Riki believe the initiative is 
another step closer to increasing 
awareness, connection and heathier 
outcomes. ‘It is great to now have a 
safe space for LGBTIQ+ people going 
through cancer, to be able to share 
and talk with people who understand.’

THROUGH A RAINBOW LENS 
MEMBER STORY

We’d never been in 
that scenario before, 

and I wasn’t sure if Riki 
would be recognised as 
the primary carer or if 

family would be able to 
take over.

   Mel and Riki
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W
hile people across Australia have 
been grappling with COVID-19, the 
Kerr sisters from New South Wales 
have been coming to terms with 
an unfolding genetic story that has 

implications for their entire family.

‘It’s been like a freight train through our family,’ says 
one of the sisters, Jane Kerr. ‘It’s affected six out of 
seven sisters and our mum – one after the other: test, 
result, test, result.’

Jane is referring to her family finding out they are 
carriers of a gene fault that significantly increases their 
risk of breast cancer by between five and nine times 
higher than average. But it’s not the relatively well-
known BRCA1 and BRCA2 genes. It is a gene called 
PALB2, which research has shown is just as important 
in breast cancer risk as the BRCA genes.

‘Our family has a lot of women, some of whom have 
a history of breast cancer, so we were aware of the 
BRCA gene testing. My sister Cathy and myself, who 
have both had a diagnosis of breast cancer, were both 
tested for BRCA in 2017,’ says Fiona. ‘It wasn’t until my 
sister Cathy was preparing for her recent breast cancer 
treatment that we learnt there was another gene linked 
to an increase in breast cancer risk.’

Cathy has been diagnosed with breast cancer twice 
now – the first time was in 2012. When she was 
diagnosed again this year, her original sample that she 
provided for BRCA testing was retested for PALB2.

The test confirmed she had the gene fault. Since they 
learnt about PALB2, the family has faced it together. 
In the two months since Cathy’s test results, six sisters 
and their mum have been identified as carriers of the 
gene mutation.

The family wants to share their story to help raise 
awareness of the PALB2 gene.

‘We were completely blindsided by this and just want 
to make sure other families out there know about this 
gene so they can make informed decisions about their 
breast cancer risk, like we have,’ says Jane.

Fiona recalls her specialist explaining how a genetic 
fault comes to be.

‘She said to think about it like a spelling mistake in the 
gene,’ Fiona says.

If one gene has the spelling mistake, it is then 
replicated in every cell that contains that gene and can 
also be passed on to the next generation. For the Kerr 
family, this means 20 children and young adults (15 
girls and five boys, ranging in age from 4 to 28 years) 
can also be impacted by this gene. They can choose 
to be tested or monitored once they are over the age 
of 18. There is generally a 50/50 chance of inheriting 
PALB2, although the odds have proved much higher 
with the sisters.

It’s been a lot for the family to come to terms with. 

 

BY BREAST CANCER GENE 
Six sisters impacted 

The Kerr sisters and their mum are making individual 
choices about their breast cancer risk. Two sisters, 
Cathy and Fiona, have had bilateral mastectomies and 
DIEP flap reconstructions since July. Jane, Meg and 
Eileen are booked in for risk-reducing surgeries but 
know these may be delayed because of the impact of 
COVID-19 on elective surgery cancellations.

Liz and their mum, whose name is also Eileen, have 
the fault in their PALB2 gene and are currently also 
considering risk-reducing surgery. Mary is the only 
sister who is not a carrier of the faulty gene.

The experiences of two sisters who have had surgery 
are mixed and depended on whether they had 
private health insurance or went through the public 
system. Cathy, with an active breast cancer, was 
booked through the public system for surgery. She 
found it traumatic when her surgery was cancelled 
twice because of COVID-19 pressure. She had to find 
$50,000 to self-fund the surgery in a private hospital 
with only days notice after the public hospital’s final 
cancellation. Fiona, on the other hand, went privately 
and had her surgery as planned, but she is out of 
pocket $20,000 despite having had a previous breast 
cancer diagnosis and full health insurance.

The impact of the genetic testing continues to be felt 
throughout the family.

‘Our immediate family has been affected by breast 
cancer since 2012 when Cathy was first diagnosed,’ 
says Jane. ‘There is a lot of suffering that would have 
been avoided if we had known about PALB2 earlier. 
We want to make sure other families don’t have to go 
through what we have.’

PALB2 AND OTHER INHERITED GENE MUTATIONS
Many people would be aware of the BRCA1 and BRCA2 
gene mutations, which for women increase the risk 
of developing breast and ovarian cancer, and for men 
increase the risk of prostate cancer as well as breast 
cancer. These genes and their link to cancer recently 
reached the mainstream when the actor Angelina Jolie 
revealed that she carried an inherited BRCA1 mutation 
and had chosen to have preventative surgery to reduce 
her risk of developing breast and ovarian cancer.

Researchers around the world have now discovered 
other inherited gene mutations that increase a person’s 
risk of developing breast cancer. These include TP53, 
PTEN, CHEK2 and PALB2. In the future it is likely even 
more genes that may increase an individual’s risk of 
breast and other cancers will be identified.

Inherited gene mutations are passed down through 
families and can be passed on by either the mother or 
the father. Affected families often have several members 
across generations who have had breast, ovarian or 
prostate cancer.

While these genes are very important, most women 
who develop breast cancer do not have a strong family 
history and only five to ten per cent of all breast cancers 
are the result of an inherited gene mutation. 

When these genes are working properly, they help to 
protect against cancer. When there is a fault, they can 
increase the risk of cancer.

Everyone has two copies of the PALB2 genes (one from 
their mother and one from their father). Under normal 
conditions PALB2 helps to protect against breast, 
ovarian and pancreatic cancer. When one of the copies 
is not working properly, this is known as having a faulty 
PALB2 gene, or a PALB2 mutation.

Women who have a faulty PALB2 gene have about a 55 
per cent chance of developing breast cancer and about 
a 5 per cent chance of developing ovarian cancer over 
their lifetime. They can also pass the gene onto their 
children, with each child having a 50 per cent chance 
of inheriting the faulty gene. BRCA1 and BRCA 2 work 
in a very similar way, but women with a faulty BRCA1 
or BRCA2 gene have about a 70 per cent chance of 
developing breast cancer. 

All states and territories in Australia have family cancer 
clinics offering specialist genetic services to individuals 
and families concerned about cancers in their families. 
Genetic counsellors and specialists provide advice and 
care to such families. To find a family cancer clinic near 
you, you can telephone the Cancer Council on 13 11 20 or 
go to cancer.org.au and use the search function. 

 

It’s affected six out of 
seven sisters and our mum 
– one after the other: test, 

result, test, result.

   Left to right: Liz, Jane, Fiona, Mary, 
Cathy, Eileen, Meg, Mum (Eileen).
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B
erlei and BCNA have had 
a special partnership for 
17 years. Berlei makes, 
packs and distributes free 
soft cup mastectomy bras 

through BCNA’s My Care Kits. But 
its support doesn’t stop there. Over 
the years, Berlei has also donated 
profits from various bras, including the 
rockstar inspired Chrissy Bra, which 
was designed in a snakeskin print as a 
legacy to Chrissy Amphlett.

This October and beyond, Berlei and 
BCNA are encouraging all Australians to 
support those affected by breast cancer. 
Berlei will also be showing its support 
by donating $10 from the sale of each 
bra in its Pink Bra collection to BCNA.

Berlei’s new campaign, which features 
theme music by beloved musical 
treasure Marcia Hines, has brought 
together eight people who are shining 
examples of the best attitudes for 
dealing with tough times, and for 
appreciating the simple joys in life. 
This issue of The Beacon introduces 
you to some of them – we hope you 
enjoy their stories. Keep an eye out 
for the Berlei campaign throughout 
October, which also features Thredbo 
Landslide Survivor Stuart Diver, Olympic 
Gold Medallist Raelene Boyle, AFLW 
Player Sophie Conway and Social 
Justice Advocate and BCNA Champion 
Aunty Pam. Together with Berlei, we 
encourage you to show your support for 
those close to your heart.

Find out more and support the  
campaign by visiting  
berlei.com.au/pink-bra-project

 

The incomparable Aunty 
Pam – tireless champion 
and friend to everyone
If there’s one person who personifies 
the idea of support, it’s Aunty Pam 
Pedersen. A Yorta Yorta Elder, 
Aunty Pam has worked tirelessly 
as a champion for the rights of 
Aboriginal people.

Aunty Pam is active in the Koori 
Court in Victoria, an Aboriginal 
community leader and an accomplished 
sportsperson. She is also a recipient of 
the Order of Australia Medal (OAM), 
awarded in 2019, and of the Australia 
Day Federal Award in 2005 and ‘Koorie 
Women Mean Business’ awards in 
1997, 2002 and 2004. In 2016, she was 
inducted into the Victorian Aboriginal 
Honour Roll, the same year she was 
diagnosed with breast cancer. 

When asked about her diagnosis, 
Aunty Pam describes herself as a very 
pragmatic person. She had two lumps 
removed from one breast and six weeks 
of radiotherapy.

‘Once I was diagnosed it became about 
what steps I had to follow to get well,’ 
she says.

Aunty Pam remembers she had only 
moved to Shepparton, in Victoria’s 
north east, a few months before she was 
diagnosed and had just bought some 
lovely furniture for her new home. 

‘One of the first thoughts that went 
through my head was I won’t be able 
to enjoy my furniture. I’ll be organising 
my funeral instead,’ she says. ‘Thankfully 
that wasn’t the case and here I am five 

years later, I’m still cancer-free and still 
using that furniture!’ 

While Aunty Pam was having 
radiotherapy, she was also involved in 
organising the 2016 Sir Doug Nicholls 
AFL round. It is named in honour of her 
father and recognises and celebrates 
First Nations players and culture.

Having always been fit herself and a 
keen runner and swimmer, Aunty Pam 
continued to exercise throughout her 
breast cancer treatment and recovery.

Aunty Pam also continued to 
help others.

‘I am a positive person and like to help 
others,’ she says. ‘I was still involved with 
the Jesuit Social Services and helped 
out at a residential care unit where they 
look after Aboriginal children.’

 

BERLEI STRENGTHENS ITS SUPPORT FOR

THROUGHOUT OCTOBER
BCNA

Aunty Pam also continued as an Elder 
on the Koori Courts, supporting young 
people going through the justice system.

Now 78, Aunty Pam isn’t too keen about 
the idea of retirement.

‘This has been my life since school. I 
have worked, worked, worked. I have 
met wonderful people who have helped 
me a lot. They also come to me for my 
help. You help one another. There’s 
always someone who needs your help.’

Aunty Pam is concerned about the 
experience of Aboriginal women 
diagnosed with breast cancer in the 
health system.

‘I’m a confident and positive person, 
but our people are shy. This worries 
me when they are going to hospitals 
and need to get help. They feel shame. 
They need some time to get to know 
someone before they are comfortable 
sharing their story. Some don’t want to 
draw attention to themselves, so when 
they’re filling out forms they won’t say 
they have an Aboriginal background – 
they just leave that part blank. Even in 
their own communities, some women 
don’t like to say they have breast cancer 
because they fear rejection,’ she says.

Aunty Pam would like to see better 
representation of Aboriginal women 
on the television and whenever breast 
cancer is discussed.

‘It makes me cross that we see more 
non-Aboriginal people than our own 
people on television. We need to see 
our people talking about health issues 
like breast cancer, to tell them, make 
sure you have a mammogram, do it for 
yourself and your family.’

Aunty Pam suggests that if someone 
is nervous when they first learn they 
have breast cancer, the best thing for 
them to do is to find someone to talk to 
about it, whether it’s a family member, 
a health professional or an organisation 
like BCNA.

‘If I have a question, I ring BCNA to ask 
them for help and they put me in touch 
with the right person or organisation,’ 
she says.

Keep an eye out for Aunty Pam in the 
Berlei campaign, doing what she loves 
most – running and spending time at 
the lake near her home.

Thank you to the supporters!

Alongside Aunty Pam in the Berlei 
campaign are other women from across 
BCNA’s network who want to thank 
their biggest supporters; the people 
who have been there during the highs 
and, most importantly, during the lows.

NATALIE MATTHEWS, WA

Diagnosed in 2020, Natalie is 48 and 
has metastatic breast cancer. She’s a 
mum of two boys, and in her words, 
‘They are why I am fighting so hard 
to stay around.’ Nat also has amazing 
support from a group of friends 
nicknamed the Ninjas, who work 
hard on helping her to create lasting 
memories. They also joined her in the 
Berlei campaign, which was a very 
memorable experience. 

LAN CROWLEY, ACT 

A breast cancer diagnosis was a big 
shock for Lan at 43. ‘I felt I was too 
young, too fit and healthy, too Asian 
and no history of cancer in my family.’ 

Seven years on, she has become an 
advocate for better information and 
support for those diagnosed with 
the disease. ‘When something like 
this happens to you, it also happens 
to your families, your friends, your 
communities.’ Lan’s three teenage 
children are her greatest supporters. 

KELLY McLAREN, NSW 

Kel was diagnosed with breast cancer 
when she was just 27 years old, and 
her dad was her biggest supporter. Her 
involvement in the Berlei campaign 
coincides with an important milestone, 
celebrating 10 years of survivorship. Kel 
is incredibly passionate about helping 
others who are diagnosed, and three 
years ago became a counsellor. ‘I love 
sharing my knowledge, compassion, 
words of encouragement and my 
survivorship with people.’

WENDY DEAN, QLD

First diagnosed with breast cancer in 
January 2017, Wendy was diagnosed 
again in 2019. She is a single mum 
with two teenage children, who are 
her greatest supporters along with her 
group of best girlfriends. ‘It wasn’t until 
the shoot for the campaign started that 
I realised I’d never properly articulated 
how much I appreciated and loved these 
amazing humans for what they did to 
support me throughout my journey. 
With this realisation and no script, I 
spoke my truth to each person with 
words of love and appreciation pouring 
from my heart. It was also therapeutic 
for all, as I feel these amazing women 
had undervalued what an important 
part they played in my recovery and 
how much they meant to me.’ 

Exercise has always 
been a huge part of 
my life. When I was 

diagnosed with breast 
cancer it helped me 
recover faster and  

feel stronger.

COVER STORY

Support those close 
to your heart

NATALIE MATTHEWS, WA

LAN CROWLEY, ACT 

KELLY McLAREN, NSW 

WENDY DEAN, QLD
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W
e know the financial 
impact of a breast 
cancer diagnosis 
can cause sleepless 
nights for some 

people and their families. Whether 
it’s facing high out-of-pocket costs, 
loss of earnings or inability to pay 
off debts, financial stress is all too 
common. The Beacon asked Antony 
Mitchell, a Financial Counsellor at 
Cancer Council, for some practical 
tips on what people can do to ease 
their financial worries.

How can a cancer diagnosis affect 
people financially?

A cancer diagnosis can affect 
your finances in two main ways 
– by reducing your income and 
increasing your expenses.

You and your partner, if you have 
one, may need to reduce your 
hours or stop working altogether 
while at the same time, depending 
on the diagnosis, you also need to 
pay for surgery, treatment or other 
out-of-pocket costs.

What are some steps people can 
take to reduce the financial stress 
of a diagnosis? 

Ideally, it is important to be 
proactive and get your finances 
in order before you need support. 
You’re about to go through 
something very stressful, so don’t 
wait for it to become an even 
bigger problem.

My general advice is to manage 
your finances upfront, before 
starting treatment, and to seek 
advice if you have trouble achieving 
this. Once treatment starts you may 

be unwell and less able to deal with 
these sorts of decisions.

To start with, figure out what 
income and income options you 
have. This might include income 
protection insurance through 
your superannuation, negotiating 
extended leave with your employer, 
or contacting Centrelink to see if 
you are eligible for JobSeeker. If 
you have a partner, they may be 
eligible for a carer benefit.

Then, look at your debts. You 
can contact your bank or other 
lenders to see if they can offer 
you a reduced rate or an extension 
on repayments.

Be clear about the costs of your 
treatment before you begin. This 
is often referred to as informed 
financial consent and includes 
knowing what everything will cost 
and, if you have private health 
insurance, checking what your 
health insurance covers.

Lastly, you may need to review and 
reduce your daily living expenses. 
Think about which expenses are 
needs and which expenses are 
wants. It is also the time to check 
you are getting the best deal on 
your insurance policies and utilities.

What else should people think 
about in terms of finances?

Sometimes treatment doesn’t 
go the way you expected. I 
recommend you have a Plan B to 
deal with uncertainty of treatment 
outcomes. Plan A is if everything 
goes well. Plan B is in case it 
doesn’t go to plan and you need 
a buffer.

What support is available for 
people to help with costs?

Having a plan first and foremost is 
important. Then you can explore 
what support you need and if you 
are eligible for it.

Financial supports are sometimes 
available at federal, state or local 
levels. You can start by getting in 
touch with Services Australia, your 
state government, and your super 
fund. State-based Cancer Councils 
may also be able to provide some 
advice on other support that may 
be available. 

The Cancer Council also has useful 
information for you if you are an 
employee, a casual worker, or self-
employed, as well as information 
for your employer.

Where can people go for more 
information and advice?

You can find lots of information 
online, for example, on Cancer 
Council Australia’s website, or by 
calling 13 11 20.

Listen to Antony Mitchell on 
BCNA’s recent Managing the 
costs of breast cancer: tips and 
resources webcast.

You can learn more about financial 
tips and support in My Journey. 

R
ina was pregnant with 
her third child when 
she was diagnosed 
with metastatic 
breast cancer in 

2014. Her parents flew out from 
Denmark to spend the next year 
helping her and her family as she 
underwent treatment.

With two young children already, 
Rina thought she knew what 
fatigue felt like. However, she wasn’t 
prepared for the debilitating and 
ongoing side effects of treatment, 
in particular, radiotherapy. There 
have been times when the fatigue 
is so bad, she can barely move.

‘All my life, I’ve been a very high 
achiever. I’ve always believed that I 
could do whatever I wanted to, but 
this kind of fatigue is something I 
can’t just overcome. I have had to 
learn to manage it,’ she says.

This has meant slowing down 
significantly and, as a result, Rina 
misses out on things she’d like to 
do, such as being more involved in 
her children’s school community. 

‘I simply don’t have the energy to 
volunteer at the school, help with 
fundraisers, work at night or coach. 
When my kids ask me why I can’t 

be one of those parents who come 
along, I have to explain to them that 
mummy can’t do that because of 
her poor health,’ says Rina.

Instead, she tries to stay ahead of 
her fatigue by dividing her day into 
blocks. Mornings are spent with 
her kids before she goes to work 
for a couple of hours at the small 
cafe and wine shop she runs with 
her husband. She loves to garden 
there, but has to be careful not to 
get carried away with too much 
physical work.

‘The fatigue is much worse when 
I don’t listen to myself,’ she says. 
‘Too much activity can aggravate 
my bone mets and set me back  
for days.’ 

The afternoon is when Rina rests, 
before the kids come home. 

‘I’ll make a pot of tea, healthy 
snacks, read a book, or just lie 
down and listen to an audiobook,’ 
she says.

Rina continues to focus on the 
things she can control – her 
nutrition and exercise – to ensure 
her body is as strong and healthy 
as possible. She finds the more she 
exercises, the more energy she has.

‘I have always been active. It’s 
essential to my wellbeing. When 
I haven’t been able to exercise, 
I really notice the difference in 
my mental health, but also less 
activity makes me even more tired,’ 
she says.

These days, Rina walks as much as 
she can, does yoga, and follows a 
program developed by her exercise 
physiologist. It is tailored to 
strengthen her muscles, particularly 
around areas where she has 
tumours, like in her spine and hip. 
Exercise also helps to significantly 
reduce her pain.

Since being diagnosed, Rina has 
become much more comfortable 
asking for help.

‘When people ask what they can 
do, my standard answer is always 
“A meal would be lovely”. It’s 
something everyone can do and 
it is an enormous help. It saves 
me the energy of planning, going 
to the shops and cooking. I think 
accepting the support of others 
has strengthened my friendships,’ 
she says.

Rina is very careful with what she 
chooses to spend her energy on, 
with her family her highest priority.

‘I’ve changed many little things 
in my life to manage the fatigue, 
like doing my grocery shopping 
online, so I have more time for more 
important things.’

Rina is accepting of her diagnosis 
and her future.

‘This is the hand I’ve been given. In 
many ways, at the risk of sounding 
trite, my cancer has made my life 
better,’ she says. ‘My husband and I 
knew we didn’t have all the time in 
the world, so it really propelled our 
decision to move out of the city to 
live in a community we love, and I’m 
really grateful for that.’

Listen to BCNA’s Upfront About 
Breast Cancer podcast on 
managing fatigue to hear Rina and 
Kathy Wells talk about treatment-
related fatigue with Specialist 
Breast Care Nurse Kathryn 
Wallace. You can learn more about 
managing fatigue in My Journey.

learning how to conserve energy  
and live with fatigue 

for managing 
the cost of 
breast cancer 

TOP TIPS

   Rina
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COMING TO TERMS WITH AN  
EARLY RETIREMENT GLOBAL SURVEY WANTS TO 

KNOW THE TRUTH ABOUT 
WORKING WITH METASTATIC 
BREAST CANCER T 

he idea of retirement is 
appealing to many people, 
but for others it represents 
a loss of their sense of 

purpose and identity. 

That’s how Kim felt when she 
recently logged out of her work 
computer for the last time. At only 
59, it’s an early retirement, and 
one that Kim has been delaying 
for years.

‘Work has been a huge part of 
my life,’ says Kim. ‘I feel like I am 
making a contribution and using my 
talents in a worthwhile way.’

When her oncologist first advised 
Kim to finish working in 2019, Kim 
had been living with metastatic 
breast cancer for two years. She 
says she fought ‘tooth and nail’ to 
stay on in her role as chief people 
officer for a large organisation of 
7,000 employees.

In May this year, however, Kim’s 
health deteriorated and all of 
her specialists urged her to stop 
working. This time, Kim agreed.

‘Spending a lot of time in hospital 
in June really served as a circuit-
breaker. I was no longer working 
12 hours a day, and I realised my 
enjoyment of work had changed 
since COVID-19 and remote working 
had become standard,’ she says.

As an experienced human 
resources professional, Kim thinks 
workplaces need to be better 
equipped to support Australians 
with metastatic breast cancer, and 
to help them transition out of the 
workplace when they’re ready. 

‘I know women who wanted to 
keep working and were capable of 
working but were instead forced to 
step down, step sideways, or give 
up work all together simply because 
their workplace didn’t know what 
else to do with them,’ she says.

Kim thinks this is more likely to 
be the case at middle-to small-
sized workplaces where there can 
be a lack of understanding about 
employment law. 

‘Most workplaces don’t have to 
deal with this situation often, so 
they are way out of their depth,’ 
says Kim. ‘There needs to be 
more support and education for 
workplaces to handle the transition 
of staff into medical retirement and 
to ensure they make it easier for 
the individual.’

Like many people, Kim’s treatment 
has been affected by COVID-19. 
At one stage her treatment 
was delayed because there was 
difficulty getting the medication 
from Singapore. She has had to 
rely more on her GP than she 
would have otherwise because 
her palliative care team aren’t 
as available under COVID-19 
restrictions. She also now has to 
have a COVID-19 test 72 hours 
before each of her fortnightly 
chemotherapy sessions.

Kim thinks people with metastatic 
disease are not considered a 
priority group because of their 
relatively small numbers compared 
with early breast cancer diagnoses. 

‘I know it’s a complex issue and 
it is important to have positive 
messages around early breast 
cancer and survivability, but you 
also don’t want a group of women 
to feel like pariahs in their own 
community. There needs to be 
acknowledgement that some 
people do go on to develop 
metastatic disease,’ she says.

Kim knows it will take time to 
adjust to retirement. COVID-19 
means she can’t fulfil her dreams of 
travelling, but when she received a 
bad prognosis in 2019 she managed 
to see some of the places on her 
bucket list.

‘I travelled to Scotland and England 
and spent two weeks in Cambridge. 
For now, I would just really like 
to see my mum who lives in New 
Zealand,’ she says.

Kim’s oncologist predicts 
metastatic breast cancer will be 
managed more like a chronic 
disease, such as heart disease or 

diabetes, as treatments continue  
to improve quality of life and 
extend lives. 

‘Even in the four years I’ve had 
metastatic breast cancer, most of 
my treatments weren’t available 
even 10 years ago,’ says Kim. 
‘There are new treatments being 
developed all the time and put on 
the PBS.’

Kim believes that even in the 
bleakest of circumstances the 
joy of life carries on. She is going 
to use her time now to embrace 
these joys.

‘I plan to rest, walk every day, spend 
time with my son playing Finska, 
watch Outlander with my daughter, 
make photo albums, write some of 
my memoir, and to connect with 
friends. Just simple pleasures.’

You can find information about 
metastatic breast cancer in 
My Journey.

Metastatic Breast Cancer 
Awareness Day will be held on 13 
October 2021. 

Join us for the Thriving Together 
– Living Longer, Living Stronger 
Virtual Conference on Thursday 14 
October.  Find out more details 
and register here.

T
he Metastatic Breast 
Cancer Advisory Group 
invites BCNA members 
with metastatic breast 
cancer to complete 

a short survey about their 
experiences of working after 
their diagnosis.

The survey has been developed by 
the ABC Global Alliance, a not-
for-profit association in Portugal. 
The Alliance’s goal is to improve 
and extend the lives of women 
and men living with advanced 
breast cancer or ABC (also known 
as metastatic breast cancer) in all 
countries worldwide and to find 
a cure. It also raises awareness of 
ABC and lobbies worldwide for the 
improvement of the lives of people 
with ABC.

BCNA is a partner of the Global 
Alliance and BCNA’s CEO, Kirsten 
Pilatti and Chair of the Metastatic 
Breast Cancer Advisory Group, 
Andrea Smith are both appointed 
board members. 

Andrea Smith says the decision to 
keep working after a metastatic 
diagnosis is rarely straightforward 
given the disease progression 
varies considerably.

‘With an early breast cancer 
diagnosis you can reasonably 
expect to have typical stages of 
surgery, treatment and recovery, 
whereas metastatic diagnosis 
has no standard pathway,’ she 
says. ‘Some women and men 
have periods of wellness and then 
suddenly become acutely unwell. 
This unpredictability can make 
work difficult for both people and 
their employers.’

 

Andrea says there is a general 
lack of understanding about what 
a metastatic diagnosis means, 
causing employers to make 
assumptions about what a person 
with metastatic breast cancer can 
and can’t do. 

‘My work has kept me going. I get 
an immense sense of satisfaction 
and purpose from my work, and 
even though I am a researcher in 
the cancer space, it took me five 
years to divulge my diagnosis 
to my workplace,’ she says. ‘I 
was worried about the stigma 
and having to deal with people’s 
reactions. I was also worried that 
it would become a career-limiting 
move, like I have seen with others 
with metastatic breast cancer 
who found themselves side-lined 
once they revealed their diagnosis 
at work.’

The ABC Global Alliance has a 
Global Charter of 10 priorities, 
one of which is to help people 
with metastatic breast cancer to 
continue to work. Its survey gives 
people the opportunity to share 
their experiences.

ABC Global Alliance Chief 
Operating Officer Roberta Ventura 
acknowledges that work can mean 
different things to different people. 

‘For some it’s a passion, while for 
others it’s simply a way to earn 
money. Some find that it gives their 
life a structure, while for others 
it provides an important social 
outlet. For people with advanced 
breast cancer, remaining active and 
productive for as long as possible 
can be crucial, not only financially 
but also psychologically and 
emotionally; it’s an integral part of 
wellbeing,’ she says.

Roberta says the survey will 
become part of the Alliance’s 
new awareness campaign 
focused on helping patients 
with metastatic breast cancer 
continue to work by implementing 
legislation that protects their 
right to work and ensures 
flexible and accommodating 
workplace environments.

‘The Alliance would like to hear 
about your experience related to 
work and metastatic breast cancer. 
Whether you’ve been diagnosed or 
you know someone who is – and 
whether you’re working or not – 
we’d love to hear what you think 
so we can create awareness of this 
important topic,’ says Roberta.

Andrea urges BCNA members 
with metastatic breast cancer to 
complete the survey.

‘Surveys such as this one are an 
opportunity to speak up and raise 
awareness about the challenges of 
living with a metastatic diagnosis,’ 
she says.

The short survey has three simple 
questions and is open for all 
women and men with metastatic 
breast cancer. You can complete 
it online here: Working with 
Advanced Breast Cancer (ABC).

Some of the responses will be 
selected to appear in a short video 
to be launched in November, 
and some will be shared on a 
virtual wall of stories that will 
be published on the ABC Global 
Alliance website. 

For more information and support 
about work and breast cancer visit 
the Work and Breast Cancer Hub. 
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   ABC Global Alliance 
Chief Operating Officer 
Roberta Ventura
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When Michael Clohesy was four, 
his mother was diagnosed with 
metastatic breast cancer. She 
underwent treatment but tragically 
passed away 12 months later, 
leaving behind her husband, as 
well as Michael and his two-year-
old sister Marissa.

It was a devastating time for Michael 
and his family, but over the years 
he has observed that nobody really 
asked or talked about his loss. 

‘Silence makes grief so much 
harder to process,’ he says. 
‘Communication and information 
really help.’

He wishes his family had had the 
support of an organisation like 
BCNA at the time.

‘I think BCNA is wonderful at 
communicating with people who 
have been diagnosed with breast 
cancer, as well as the people around 
them,’ says Michael. ‘Having access 
to understanding and information 
may not change the outcome but it 
can make things easier.’

Michael now has two beautiful 
girls who keep him busy. He also 
runs his own highly successful 
Wills and Estates law firm, Clohesy 

Legal. Before he established the 
firm in 2013 he oversaw the Wills & 
Estates team at Slater & Gordon. He 
has also worked as a ‘Succession 
Law’ lecturer at Australian 
Catholic University and presented 
professional development lectures 
to other Wills & Estates lawyers.

Since losing his mum, Michael has 
wanted to give back in some way 
to others going through what his 
family has been through, so he’s 
now drawing on his experience and 
expertise in helping people with 
the often overwhelming, time-
consuming and expensive task of 
getting their affairs in order.

‘I know a lot of people who put 
off doing their Will but it’s a great 
feeling once you know it’s done and 
you don’t have to worry about it 
anymore,’ he says. 

Over the past couple of years, 
Michael has had the exciting 
opportunity to work for a new 
website called Gathered Here, 
which is designed to take the stress 
out of getting your affairs in order.

‘As part of this partnership, I am 
very excited to extend this online 
Will service to assist all BCNA 
members and donors to prepare 

their Will for free,’ says Michael. 
‘Everyone should have a Will. It 
makes things so much easier and 
less stressful for the people you 
leave behind and, importantly, 
ensures your final wishes 
are fulfilled.’

The online Will provides an 
opportunity to prepare a free 
simple Will for your family and 
leave a bequest to BCNA if you so 
wish. If you have a more complex 
Will, Michael can assist you through 
the necessary steps to ensure your 
wishes are met.

If you are interested in learning 
more about leaving a gift in your 
Will to BCNA, or would like to take 
advantage of Michael’s offer, please 
contact BCNA’s National Manager 
Major Gifts, Gerrard Peck on  
mobile 0402 124 624, or email 
gpeck@bcna.org.au. 

All gifts make a difference and 
support Australians affected by 
breast cancer. If you are ready 
to take advantage of this useful 
service immediately, you can find 
the dedicated BCNA page on the 
Gathered Here website here.

MICHAEL’S MISSION TO MAKE A DIFFERENCE 

Even though breast cancer in men is relatively  
rare, it is important for men to know that they  
can develop it, which is why we mark Men’s  
Breast Cancer Awareness Day on 20 October,  
as part of Breast Cancer Awareness Month 
throughout October.  

Herb Wagner and Pieter Nienaber have both had 
breast cancer and have chosen to share their 
stories to encourage greater understanding of the 
experiences of men diagnosed with breast cancer. 

Read more about men’s breast cancer in My Journey

Pieter’s story
In 2017, I lost my wife 
to breast cancer. Then, 
in April this year, I was 
diagnosed at the age of 67 
with triple-positive grade 
3 breast cancer, which 
has spread to my sentinel 
lymph node. 

I underwent a mastectomy 
and axillary node clearance 
in May and started four rounds of chemotherapy 
in June. I received special permission to have the 
Pfizer COVID-19 vaccine before my third round of 
chemotherapy.  

I had just started a new job in March and thought I 
would have to resign due to my diagnosis. Instead, 
I was relieved to find my employer was incredibly 
supportive, which took a huge weight off my 
shoulders.  

I think the immediate side-effects of chemo 
including severe headaches, nausea, diarrhoea, 
constipation, fatigue and nail loss, are some of 
the biggest challenges. I now have lymphedema 
in my left arm as a side-effect of the axillary node 
clearance. The long-term side-effects may also be 
a challenge and I hope to make the best recovery 
possible as I wish to once again live a more active 
life than right now.  

BCNA has been my most helpful resource since I was 
diagnosed. Thanks to BCNA, I also met Professor John 
Boyages via an online virtual discussion and received a 
copy of his book, Male Breast Cancer: Taking Control, 
which has also helped me on my journey.

Herb’s story
Sixteen years ago, I was 
diagnosed with stage 2 
to 3, oestrogen positive 
invasive ductal carcinoma. 
I had a modified radical 
mastectomy and five lymph 
nodes removed, followed 
by five years on Arimidex. 

In 2006, I started to speak 
out about my experience 
of male breast cancer. Three years later, I launched 
a website to promote awareness, and established 
A Man’s Pink, a male breast cancer advocacy 
organisation in the USA and Canada.  

Since then, I have helped raise awareness of male 
breast cancer by working with other organisations 
and experts, including Professor John Boyages, an 
Australian Radiation Oncologist and male breast 
cancer advocate. I learnt of BCNA’s support and 
advocacy work for male breast cancer at the 2016 
Clinical Oncology Society of Australia annual 
conference and, in 2017, BCNA and I worked together 
to establish 20 October as Male Breast Cancer 
Awareness Day in Australia. I detail my 15-year 
journey with male breast cancer in my book, A Man’s 
Acceptance into the Breast Cancer Sisterhood. This is 
free to download from my website, where you can also 
find out more about me and male breast cancer.

The biggest challenge for a man after receiving a 
breast cancer diagnosis is overcoming the feeling 
that you have done something wrong, that you are 
abnormal and that you will die from what you believe 
to be a woman’s disease. Treatment protocols are 
improving, and survival rates are increasing for men 
diagnosed with breast cancer. You must be positive 
and eliminate the male macho image that you can 
handle this alone, as you cannot. Your loved ones and 
friends will play a significant role in your recovery, 
so let them help you. Try to learn as much as you 
can about breast cancer so you can develop a good 
working relationship with your medical team.  

Male breast cancer information and advocacy have 
come a long way in the last 15 years, especially 
in Australia.  However, globally there needs to 
be more educational and financial input as well 
as co-operation among the major breast cancer 
organisations, university and private research 
organizations as well as pharmaceutical companies 
to increase male breast cancer awareness, advocacy 
and inclusion in clinical trials. 

This year it is projected that of the 20,030 people who will be 
diagnosed with breast cancer, 164 will be men. 

RAISING AWARENESS OF THE EXPERIENCES 
OF MEN WITH BREAST CANCER 
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 Michael with his sister Marissa and their 
mother Carmel at Christmas 1971.
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T
he COVID-19 pandemic has had an 
unprecedented impact on the health system 
across Australia, and on people’s access to 
breast cancer screening, treatment and care. 

This has created additional uncertainty and 
anxiety during already challenging times, particularly 
for Australians who are undergoing active treatment 
for breast cancer. 

Some of the current challenges include: 

• delays with surgery or treatment 

• communication challenges associated with 
the use of Telehealth consultations with health 
professionals – we continue to hear of the 
inconsistencies in the delivery and quality of 
these consultations

• restrictions on travelling across borders 
for treatment

• visiting restrictions that impact decision making 
and support

• limited or no access to supportive care services 
such as counselling, physiotherapy, lymphoedema 
massage, acupuncture and quality palliative 
care services

• concern about the safety of the COVID-19 vaccine 
and interactions with treatment plans.

RESPONSE TO COVID-19 IMPACTS
Among our recent advocacy activity includes our 
involvement with various media outlets in response to 
BreastScreen NSW’s suspended services. This helped 
to convey the importance of Australians remaining 

vigilant about their own health and to contact their GP 
if they had any symptoms that concerned them.

BCNA’s Director, Policy, Advocacy and Member 
Services, Vicki Durston, said it was important that 
people are empowered and supported to be proactive 
in the management of their own healthcare. 

‘One way to do this is to use BCNA’s My Journey 
Symptom Tracker which can help people keep a record 
of the physical and emotional symptoms and side 
effects from treatment that they might be experiencing 
which can be shared with their treating team.’ 

As part of our policy and advocacy work, our consumer 
representatives, through BCNA’s Seat at the Table 
program, have played a key role in informing COVID-19-
related policies and advocacy priorities on committees 
and taskforces at federal and state levels. 

Some of the key issues we have actively advocated for, 
and continue to work on, are:

• the provision of current, high-quality, credible and 
accessible information about COVID-19 and the 
vaccines that takes into consideration the unique 
information needs of people undergoing breast 
cancer and other cancer treatments

• improvements to Telehealth and the role it plays in 
patient care

• the continuation of supportive care services and 
screening services across the country

• plans to address the health professional workforce 
crisis in cancer care services

• improving health service visitation 
restriction guidelines.

TELEHEALTH
Leslie Gilham, a BCNA Consumer Representative in 
Melbourne, has been part of the Victorian COVID-19 
Cancer Taskforce, along with BCNA’s Vicki Durston. 
The taskforce was established in response to the 
challenges involved with managing cancer care amid 
the pandemic. It also has subcommittees focusing on 
breast cancer, Telehealth and supportive care.

Leslie ensured the patient perspective was represented 
in the taskforce’s decisions. She also assisted 
with coordinating and collating feedback about 
the Telehealth system in order to identify issues 
and improvements.

‘Telehealth was new for everyone and there were a 
lot of issues to work through, in terms of barriers to 
access, technology, privacy issues and the overall 
patient experience,’ says Leslie. ‘I also worked with 
Cancer Council Victoria and BCNA to develop 
information sheets to help patients prepare for their 
Telehealth appointments. These were made available 
online and sent out to other organisations to use.’

The Telehealth subcommittee sent out a survey across 
Victoria to inform the design of the Telehealth model in 
the future. Many BCNA members contributed to this.

COVID-19 VACCINE
Susannah Morris is a BCNA Consumer Representative 
in Perth and has been involved at the federal level 
through the Cancer Australia Roundtable. She assisted 
with developing national frequently asked questions 
about the COVID-19 vaccine for people diagnosed with 
breast cancer and other cancers, and played a key role 
in developing and writing the information about the 
COVID-19 vaccines for BCNA’s My Journey.

‘We approached it from a perspective that people were 
not just concerned about the safety and efficacy of 
the vaccine, but also what it meant for their particular 
cancer and treatment. When someone has already had 
a potentially life-limiting diagnosis, they have different 
questions to those of the general population,’ says 

Susannah. ‘They also need to know the information 
is current and reliable so they can be empowered to 
make decisions about their own health.’

Susannah’s work included undertaking an analysis 
of where, when and how people with cancer could 
effectively access the vaccine around the country, a 
difficult and time-consuming task given the rapidly 
changing situations and health advice from state to state.

Both Leslie and Susannah admit their work to improve the 
experiences of people with breast cancer during COVID-19 
has been both rewarding and, occasionally, frustrating.

‘Sometimes you think, why is this taking so long? You 
to be resilient, keep restating your case, and remember, 
even if there has been some progress, we must keep 
going!’ says Susannah.

SUPPORTIVE CARE
We have long advocated for the need for quality and 
accessible information, supportive care services, and 
programs to help manage the immediate and longer-
term emotional challenges. We realise now, more than 
ever, the significance of exacerbated mental health 
impacts due to COVID-19. 

As a result, we plan to undertake a survey of members 
to gain insights and explore the current impacts and 
consumer needs, to help plan for the demand for 
supportive care services. This will help inform our 
efforts to represent the voices of all affected by breast 
cancer as we continue to advocate for equity of access 
to optimal care and improved outcomes. This activity 
will be an extension of our 2020 COVID-19 Report.

For more information about BCNA’s Seat at the Table 
program visit our website.

IMPACTS WIDELY FELT ACROSS THE 
BREAST CANCER COMMUNITY 

COVID-19 
   Leslie Gilham

   Susannah Morris
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AROUND THE

Network
CARMAN’S FUN RUN 2022

Melbourne’s picturesque Elsternwick Park will turn pink Sunday 
20 February 2022 when we host the Carman’s Fun Run and see 
thousands of participants walk, run and raise funds to support BCNA.

It’ll be a day of good vibes, smashing personal goals and making an 
impact for thousands of Australians affected by breast cancer. BCNA is 
the exclusive charity partner for this event being hosted by Sole Motive. 
We are proud to join with our amazing sponsor, Carman’s, who have 
supported BCNA for many years and BCNA Ambassador Raelene Boyle 
AM, MBE.

If you can’t get to Melbourne, there is a virtual event option, allowing 
you to participate from anywhere. Join our inclusive and supportive 
community who will help inspire you and your friends along your 
journey to a half-marathon, 10K or 5K. We can’t wait!

To register or find out more information about the Carman’s Fun Run 
2022 visit the Sole Motive website. 

For those ready to start training, you can purchase your BCNA pink sports 
socks and other merchandise at the BCNA store, and for those ready 
to kick start their fundraising, our generous supporters at the Gaudry 
Foundation are matching the first $10,000 raised, dollar for dollar. 

HERCEPTIN NEWS STORY 

F
rom October 2021, there 
will be some changes 
to Herceptin, one of 
the drug therapies that 
is available for people 

with HER-2 positive breast cancer. 
Herceptin is currently available 
in two forms: intravenous (an 
injection into your veins via a drip) 
and subcutaneous (injection into 
the skin).  

Intravenous Herceptin will no 
longer be made available by its 
manufacturer, Roche Australia, 
for subsidy by the Australian 
Government’s Pharmaceutical 
Benefits Scheme (PBS). However, 
there will continue to be subsidised 
access to equivalent medicines.  

BCNA does not consider there 
to be any significant impacts to 
consumers currently receiving 
intravenous Herceptin as part of 
their breast cancer treatment, but 
we would like to explain what this 
change means.  

What are the changes?

Herceptin, manufactured by 
Roche Australia, is one of the 
brand names for trastuzumab and 
is a targeted therapy for HER-2 
positive breast cancer.  

Herceptin is expensive to 
manufacture. Prior to it being 
subsidised by the government, 
many people could not afford to 
access it as part of their breast 
cancer treatment. In 2001 and 
again in 2006, BCNA ran successful 
campaigns for the Australian 
Government to subsidise Herceptin 
by adding it to the PBS to ensure 
equal access for all Australians.  

Several equivalent brands of 
trastuzumab have since been 
approved for use in Australia 
(these are referred to as ‘biosimilar’ 
medicines). According to The 

Pharmaceutical Benefits Scheme 
website, these medicines will 
continue to be subsidised through 
the PBS and will remain available 
to people undergoing treatment 
for HER-2 positive breast cancer 
instead of Herceptin.

Roche Australia has decided to 
remove Herceptin from the PBS as 
a result of local price reductions 
that make is unsustainable for 
Herceptin to remain on the PBS 
with other biosimilars in the market.  

What does this mean for  
my treatment? 

If you are currently receiving 
intravenous Herceptin as part of 
your breast cancer treatment, your 
clinician will discuss with you the 
change to one of the biosimilar 
medicines currently on the PBS.  
A biosimilar medicine is a very 
similar version of an existing drug 
or medicine. As stated on the 
Department of Health website, 
while they do not contain exactly 
the same ingredients as the 
original, they have been proven to 
work in the same way and have the 
same benefits as well as potential 
side effects.

In Australia, the Therapeutic Goods 
Administration (TGA) regulates 
the use of biosimilar medicines 
according to strict guidelines and 
other international standards to 
ensure they are safe and effective. 
As stated on the Department of 
Health website, there are currently 
five biosimilar versions of Herceptin 
approved in Australia, including: 

• Herzuma (also known as 
Ritemvia, Rituzena, Tuxella)

• Ogivri
• Ontruzant
• Kanjinti
• Trazimera

These drugs are subsidised by the 
PBS and are in supply. This means 
there should be no impact to your 
treatment schedule when you switch 
to one of the biosimilar medicines. 
BCNA recommends raising any 
concerns or questions you may have 
with your treatment team.  

Are there any changes to 
subcutaneous Herceptin? 

Subcutaneous Herceptin, which is 
administered under the skin rather 
than intravenously, will remain on 
the PBS for now. Roche will update 
health professionals and consumers 
about any future changes to the 
subcutaneous Herceptin subsidy.   

When will the changes come  
into effect? 

The removal of intravenous 
Herceptin from the list of 
subsidised medicines on the PBS 
came into effect on 1 October 2021.  

What is BCNA doing? 

BCNA is proud of the part it has 
played to ensure access to this 
life-saving medicine for thousands 
of people with breast cancer in 
Australia over the past 20 years. 
BCNA will continue to advocate for 
faster, more flexible processes for 
new medicines to be approved for 
use in Australia and listed on the 
PBS to ensure the best treatment 
possible for people living with 
breast cancer. We will also continue 
to monitor the implications of any 
changes in the supply of drugs 
and advise our consumers of any 
changes that may affect their 
breast cancer treatment.  

Feel free to email us at contact@
bcna.org.au with any questions or 
concerns or call the BCNA Helpline 
on 1800 500 258.

COMING SOON TO SUSSAN

P�duct One

Our beautiful major partners 
at Sussan have again teamed 
up with author, artist and 
illustrator Meredith Gaston 
to release four new products 
that will be available both 
online and in store.

The range includes Three 
Heavenly Bath Melts, Women’s 
Wellbeing Tea, Glow Mist and 
a Daily Mindfulness Journal, 
with $5 from every product 
sold donated to BCNA.

P�duct Two

P�duct �r�
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Congratulations to the Dees on winning the 2021 AFL Premiership and Christian Petracca on winning the  
Norm Smith medal. 

The power of the Pink Lady was definitely with you all, and we join in with the thousands of proud members, 
partners and supporters in sending our congratulations.

In September, seven amazing 
BCNA supporters trekked 
through South Australia’s 
beautiful Flinders Ranges 
to raise funds to support 
Australians affected by  
breast cancer. 

The group, all of whom have 
been affected by breast 
cancer themselves, had a 
wonderful time, shared many 
laughs and made new friends 
while raising over $35,000 to 
support BCNA. 

Thank you trekkers, for your 
incredible generosity and 
energy. To find out more about 
upcoming BCNA adventures 
and fundraising opportunities 
please contact us at 
fundraising@bcna.org.au.

BCNA Major PartnersBCNA Foundation Partner

BCNA TREK FOR SUPPORT: LAWN BOWLS TO LEAD THE WAY FOR BCNA

MELBOURNE FOOTBALL CLUB

SOUTH AUSTRALIA 2021 
Summer season is a great time 
to get involved and host a 
PLAY4BCNA Pink Sports Day.

Despite some interruptions to 
community sport due to COVID-19, 
BCNA is thrilled to announce that 
2021 summer registrations to host a 
Pink Sports Day are now open. 

Traditionally the spring and summer 
seasons of lawn bowls, softball, 
baseball, netball and basketball see 
the greens, pitches, diamonds and 
courts graced with a touch of pink 
as players and supporters show 
support for Australians affected 
by breast cancer by hosting a 
PLAY4BCNA Pink Sports Day. 

All it takes is one community 
champion at a club or association 
to get the ball rolling, register the 
event and invite others to be a part 
of a wonderful community sporting 
event. BCNA provides free support 
materials to our Pink Sports Day 
hosts, to help make the event a 
big ‘pink success’. The support kit 
includes decorations and donation 
tins along with downloadable digital 
support materials and a dedicated 
event fundraising page to share. 

The funds raised help BCNA to 
continue to provide access to 
the very best support, treatment 
and care to those affected by 
breast cancer. The visible support, 
community spirit and awareness 
raised plays an equally important 
role in the day.

The City of Frankston Bowling Club 
held its inaugural ‘Pink Pennant Day’ 
earlier this year. Craig Williams, CEO 
of City of Frankston Bowling Club 
inc. shared that, ‘The sea of colour 
across our greens, with lots of pink, 
club decorations, raffles, marquees 
and balloons made for not only 
wonderful memories, but also some 

wonderful photos! Everyone that 
contributed to the day felt the 
warmth and joy of both giving and/
or volunteering. It was good for the 
soul, something very important in 
these uncertain times.’

No matter where you live or the 
sporting pursuit of choice – you can 
get involved and be a part of the 
pink sea of support this summer. To 
find out more or register to host a 
Pink Sports Day visit the BCNA Pink 
Sports Day website.

mailto:fundraising%40bcna.org.au?subject=
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G
reat news for those thinking of 
hosting a Mini-Field of Women 
(MFOW) in October. BCNA has 
partnered with Opal, an innovative 
renewable packaging company, 

to give our Mini-Field of Women kits a well-
deserved makeover. 

Mini-Field of Women events have long been an 
important way to pay tribute to those in our 
local communities impacted by breast cancer. 
Traditionally they are held outside with pink, 
blue and white silhouettes planted to represent 
the over 20,000 women and men diagnosed 
with breast cancer every year. Participants 
pay tribute to all those affected by writing 
messages of love and support on our special 
tribute tags. Joy Ryan, who has been hosting 
MFOW for over 10 years, says she continues 
to do so, ‘as it is a way to spread awareness 
about breast cancer and the importance of 
getting tested. It also provides an opportunity 
for people to reflect and heal together as 
a community’.

As October is Breast Cancer Awareness Month 
it is the perfect time to host your own Mini-
Field of Women event. We now also have an 
indoor MFOW kit available with freestanding 
silhouettes that are ideal for events hosted 
inside. You might like to host a lunch or 
afternoon tea alongside your MFOW, and BCNA 
can also supply a party pack to get started. 

BCNA’s new Mini-Field of Women kits 
are literally an event in a box and contain 
everything you need to make your Mini-Field of 
Women a success. 

Also new to our Mini-Field of Women kits is a 
special ‘Tribute box’ produced by Opal. This 
is a keepsake box for you to keep the tribute 
messages in after your event. This is BCNA 
and Opal’s gift to you and does not need to be 
returned with the kit at the end of your event. It 
is yours to keep. 

Thank you to Opal for its ongoing support of 
Breast Cancer Network Australia and our Mini 
Fields of Women.
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For the months of August and September, BCNA put 
a call out to tradies across Australia, asking them to 
pull on a Pink Tradie beanie and a pair of BCNA pink 
socks to support the 20,030 Australians expected to 
be diagnosed with breast cancer this year. 

Pink Tradies were encouraged to pink up at work, host 
a fundraising event and start a conversation with their 
workmates about breast cancer, all while helping BCNA 
provide essential information and support services for 
those affected. The campaign has raised over $20,000 
to date with organisations and individuals from all over 
Australia getting involved.

This year, apprentice boilermaker, Matt Cutuli 
from Mourilyan in Queensland was our Pink Tradie 
Ambassador. Matt was excited to be involved in the 

campaign in honour of his Nanna, Lorraine, who was 
a BCNA member and passionate advocate for people 
with breast cancer. Matt and the local community in Far 
North Queensland managed to raise over $12,000 to 
support BCNA. 

Middy’s Electrical were proud partners of the Pink 
Tradie campaign and gifted hundreds of Pink Tradie 
beanies to their customers, along with information 
about BCNA. Pink Tradies were encouraged to pink up 
in BCNA merchandise, post photos to social media, and 
use the hashtag #BCNApinktradie, to go into the draw 
to win a $500 gift card from Middy’s Electrical.

BCNA thanks Matt Cutuli, Middy’s Electrical and all the 
individuals and organisations that have supported the 
2021 Pink Tradie campaign!

Proudly 
supported by 

Register your Mini-Field 
of Women event here.
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WANT THE LATEST 
INFORMATION ABOUT  

YOUR  
BREAST CANCER 

DIAGNOSIS?
You can find the most up-to-date, reliable 

information tailored to your own diagnosis, 
treatment and care in BCNA’s My Journey.

Sign up at 
myjourney.org.au  

or call  
1800 500 258

https://myjourney.org.au
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