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About Breast Cancer Network Australia 

Breast Cancer Network Australia (BCNA) is the peak national consumer organisation for 

Australians personally affected by breast cancer, and consists of a network of more than 

115,000 individual members and 300 Member Groups. BCNA supports, informs, represents 

and connects people affected by breast cancer. We work to ensure that Australians affected 

by breast cancer receive the very best support, information, treatment and care appropriate 

to their individual needs. With our strong membership base, BCNA is well placed to 

advocate on behalf of Australians affected by breast cancer on issues affecting them.  

 

About National Breast Cancer Foundation 

The National Breast Cancer Foundation (NBCF) is the only national body that funds life-

changing breast cancer research with money raised entirely by the Australian public. NBCF-

funded research has helped to detect breast cancer earlier, develop better therapies and 

treatments, build a greater understanding of how the spread of breast cancer can be stopped, 

and improve quality of life for Australians with breast cancer and their families and friends. 

Since NBCF' was established in 1998, more than $127 million has been awarded to 430 

Australian research projects. During that time, the five year-survival rate for women with breast 

cancer has improved significantly; from 76 per cent to 90 per cent, due largely to research. 
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Part One: A national cancer strategy 

 

Recommendation 

That the Australian Government develops a comprehensive national cancer strategy in 

response to the increasing incidence of cancer in Australia. 

 

More and more Australians are being diagnosed with cancer each year and increasing 

numbers are living post a cancer diagnosis for extended periods of time, often with ongoing 

physical and psychological side effects.   

 

Currently, approximately one in two men and one in three women will be diagnosed with 

cancer in their lifetime.1 In 2016, it is estimated that 130,470 Australians will be diagnosed 

with cancer, and 47,380 people will die as a result of cancer.2  With an ageing and growing 

population, the incidence of cancer is expected to continue to increase. It is predicted that in 

2020, approximately 150,000 Australians will be diagnosed with cancer.3 This represents an 

increase of almost 40 per cent on the number of people diagnosed in 2007. 

 

A diagnosis of cancer strikes dread into the heart of the affected individual and their loved 

ones. And for every diagnosis there are multiple anguished onlookers – family, friends and 

colleagues. Studies indicate that up to 50 per cent of adults diagnosed with cancer and 30 

per cent of adult relatives experience clinical depression.4 Whilst cardiovascular disease kills 

more Australians, we do not as a community live with the same level of fear of heart disease 

as we do of cancer. 

 

We believe that the development and implementation of a comprehensive national cancer 

strategy would deliver important and wide ranging benefits to the Australian community and 

hold significant electoral appeal. 

 

A national cancer strategy needs to address the full spectrum of interventions and will 

necessitate the active engagement of a range of interests and stakeholders as well as the 

wider Australian community.   

 

It is estimated that at least one third of all cancer cases are preventable5 and that potentially 

more than half of all cancers could be avoided through a combination of healthy lifestyle and 

regular screening.6 7 Prevention and early detection offers the most cost-effective long-term 

strategy for the control of cancer across the population.8 

 

Where Australians do develop cancer, they require access to the best available medical 

therapies delivered within person-centred care settings, but also access to information and 

support to assist them to lead the best possible lives as cancer survivors.  Where cancer will 

end their lives, they need to be able to die well. 
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And all Australians need to be able to journey through life hopefully, confident that the 

Australian Government is investing strategically in research and innovation to find better 

treatments for this ‘emperor of all maladies’.9  

 

By way of example, in September 2015, the UK Independent Cancer Taskforce, established 

by NHS England and chaired by Dr Harpel Kuma, Chief Executive of Cancer Research UK, 

published a five year strategy to ‘improve radically the outcomes that the NHS (National 

Health Service) delivers for people affected by cancer’.10  The report, Achieving World-Class 

Cancer Outcomes: A strategy for England 2015-2020 identified six strategic priorities for 

improving cancer outcomes: 

 A renewed focus on prevention and public health 

 A national ambition to achieve earlier diagnosis 

 Establishing patient experience as being on par with clinical effectiveness and safety 

 Transforming support for people living with and beyond cancer 

 Investing in modern high-quality services 

 Overhauling the way the NHS commissions and provides services. 

 

The Government has yet to respond formally to the report, however Health Secretary 

Jeremy Hunt announced in September 2015 that he had already taken action on some 

recommendations from the report.11 

 

We believe a similar commitment is required from the Australian Government to address the 

increasing cancer burden and to ensure that Australians diagnosed with cancer receive not 

only the best treatment and care available, but are treated with a person-centred approach.  

This must be followed by a commitment to staged implementation of key recommendations 

through a wide ranging collaborative response underpinned by evidence into what works in 

prevention and health promotion, treatment, provision of psychosocial and survivorship care, 

and health systems strengthening. 

 

Cancer Australia was established by the Australian Government in 2006 to reduce the 

impact of cancer, address disparities and improve outcomes for people affected by cancer 

by leading and coordinating national, evidence-based interventions across the continuum of 

care. In 2011, the National Breast and Ovarian Cancer Centre was amalgamated with 

Cancer Australia, giving Cancer Australia additional responsibilities. 

 

The increasing incidence of cancer, combined with our growing knowledge and 

understanding of the pathology of cancer and the rapid development of new targeted 

treatments and technologies, places a significant burden on Cancer Australia. It is vital that 

Cancer Australia is adequately resourced to fulfil its current statutory obligations as well as 

playing a key role as the lead agency in the development of the national cancer strategy 

proposed by this submission. 
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What do Australians want and expect in terms of cancer care? 

 

 Prevention measures to reduce their individual risk of developing cancer and the 

burden of cancer on the Australian community 

 Early diagnosis to give them the best possible chance of survival 

 Equitable access to the latest, best practice medical treatments 

 Well managed, appropriate follow up care 

 Management of survivorship issues, including long-term physical side effects of 

cancer and its treatments, and psychosocial support for ongoing emotional issues 

 Palliative care services that allow them to die well 

 An opportunity to give back, through participating in research, volunteering and 

donating to the cause 

 Hope for a future without cancer. 
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Part Two:  Breast Cancer as Exemplar  
 

1. Introduction 

 

Australian breast cancer survival rates are amongst the best in the world, with 83 per cent of 

women still alive 10 years after diagnosis. Increased survival is attributed to earlier diagnosis 

through screening (and in particular the BreastScreen Australia program) and improvements 

in treatments. We acknowledge the preparedness of Australian Governments, past and 

present, to fund screening programs and new breast cancer treatments, including high cost 

drugs and best practice surgical and radiotherapy practices. 

 

Breast cancer has led the way in cancer treatment and care, and benefits from research into 

breast cancer have flowed through to other cancers. For example, research into the genetic 

drivers of breast cancer has identified a gene that increases the risk of prostate cancer in 

men. A number of breast cancer drugs are now used to treat other cancers. The breast care 

nurse model has been extended to prostate cancer, with Prostate Cancer Specialist Nurses 

now in 27 hospitals across Australia.12 The breast cancer multidisciplinary team model is 

also being extended to other cancers, including gynaecological, colorectal, lung and prostate 

cancers.  

 

The progress in breast cancer treatment and care comes as a result of the combined efforts 

of breast cancer clinicians, consumer advocates, researchers, fundraisers and political 

decision makers. It is important that we all continue to collaborate to improve outcomes for 

Australians with cancer. 

 

Despite the good progress, there is much still to be done in breast cancer. This year, 16,080 

Australians (15,930 women and 150 men) are expected to be diagnosed with breast cancer. 

By 2020, this number is expected to rise to 17,210. And this year, and every year, around 

3,000 of these people will die as a result of their breast cancer. 

 

Part Two of this submission outlines a range of supports and service enhancements required 

to improve the journey of people diagnosed with breast cancer, but that apply more generally 

across cancer streams. We have couched the submission in terms Australians use to 

discuss their experiences of breast cancer: 

 

 I need to know what I must do to reduce my chances of getting cancer 

 I understand the benefits of screening and how to enrol 

 I have been recently diagnosed with breast cancer 

 I am living beyond breast cancer 

 I have been diagnosed with secondary breast cancer 

 I am hopeful of further research discoveries that will help me and my daughters. 
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2. ‘I need to know what I must do to reduce my chances of getting cancer’ 

 

Promotion of healthy lifestyle messages is an important tool in reducing the incidence of 

cancer in Australia. Cancer Australia’s recommendations for adults to reduce their risk of 

cancer are: 

 Don’t smoke 

 Maintain a healthy weight 

 Be active 

 Eat a balanced and nutritious diet 

 Limit alcohol consumption 

 Be sun smart 

 Reduce risk and protect against infection (e.g. vaccinate for HPV and hepatitis B, 

safe sex and safe injection). 

 

While much has been done to promote some of these recommendations (smoking, sun 

smart, safe sex) more needs to be done to encourage Australians to make healthy lifestyle 

choices to reduce the incidence of cancer and slow the ever-increasing cost of cancer on the 

national health budget and Australian community. 

 

We know that maintaining a healthy body weight can reduce an individual’s risk of 

developing many cancers, including breast cancer, however almost two in three Australian 

adults (63%) are overweight or obese.13  

 

Similarly, there is evidence that exercise protects against some cancers, including 

postmenopausal breast cancer, colon cancer and endometrial cancer, and provides a 

protective effect against premenopausal breast cancer, lung and liver cancers.14 However, 

the Australian Health Survey 2011-12 found that 60 percent of Australian adults do less than 

the recommended 30 minutes of moderate intensity physical activity every day and nearly 70 

per cent are either sedentary or have low levels of physical activity.15 

 

Promotion of healthy lifestyle messages is also important for people who have had a 

diagnosis of cancer. Research has shown, for example, that regular exercise can reduce the 

risk of breast cancer recurring16 and that continuing to smoke after a diagnosis of breast 

cancer significantly increases the risk of dying from breast cancer (by more than 30 per cent 

in some studies).17  

 

While promotion of healthy lifestyle measures will result in lifestyle changes by some people, 

the rapidly increasing obesity rate in Australia and high level of physical inactivity indicates 

that many people do not respond to current messaging. Further research is needed to 

establish what will work in health promotion. We believe governments must consider and 

introduce new measures to encourage Australians to actively reduce their risk of preventable 

cancers.  
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Governments must also consider the particular needs of people at increased risk of breast 

and other cancers due to strong family history or other contributing factors, such as 

prolonged use of HRT.  

 

We note the PBS listing of Gardasil for the prevention of cervical cancer, and encourage the 

Government to accept the current recommendation of the Pharmaceutical Benefits Advisory 

Committee to list Nolvadex (tamoxifen) for prevention of breast cancer. Currently the only 

prevention option for women at increased risk of breast cancer is surgery to remove their 

breasts and ovaries. 

 

 

3. “If I have cancer, I want it detected early to give me the best chance of 

survival” 

 

Screening is an important tool in finding cancers early. Finding cancer early gives individuals 

the best chance of survival. 

 

In Australia, the BreastScreen Australia program detects approximately 45 per cent of all 

new invasive breast cancers.18 Participation rates in the program are low, however, with a 

national take-up rate of only 55 per cent of eligible women. Participation in Australia’s two 

other national screening programs (cervical and bowel) are also low. 

 

Ongoing resourcing is required to increase participation rates to ensure more cancers are 

found early. We also support increased investment in research to improve prediction and 

early identification of breast and other cancers, e.g. the Ki67 blood test.  

 

 

4. “I have been recently diagnosed with breast cancer”  

 

Timely and equitable access to new treatments is vital to ensure those diagnosed with 

breast cancer have the best possible outcomes and survival rates remain high and continue 

to improve.  

 

Research has shown that breast cancer is not one disease but many diseases. New breast 

cancer treatments can very effectively target particular types of breast cancer. ‘Personalised’ 

treatment is becoming the new normal in breast cancer care, where women receive 

treatments that are targeted to the pathology of their particular breast cancer. It is important 

that governments allocate funding within their health budgets to continue to fund emerging 

new treatments to ensure women can access the best treatments appropriate for them. 

 

We congratulate the current Australian Government on the listing on the Pharmaceutical 

Benefits Scheme of expensive but effective drugs for treatment of HER2-positive metastatic 

breast cancer – Herceptin, Perjeta and Kadcyla. These drugs are helping women with this 

type of breast cancer to live longer and with better quality of life.  
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We remain concerned however about the length of time taken for new drugs to be listed on 

the PBS following TGA approval. A 2013 Deloitte Access Economics report, Access to 

cancer medicines in Australia19, found that the time period between TGA approval and PBS 

listing for a new cancer drug is at least 14 months. Recent new drugs for the treatment of 

women with secondary (metastatic, advanced) breast cancer have taken considerably 

longer: 

 Afinitor – 30 months (listed 1 June 2014) 

 Eribulin – 25 months (listed 1 October 2014) 

 Kadcyla – 22 months (listed 1 July 2015) 

 Perjeta – 26 months (listed 1 July 2015) 

 

This causes great distress to women and their families who wish to access these drugs but 

are unable to afford them without a government subsidy. 

  

It is important that where effective treatments are subsidised by Government, they are made 

accessible to people who can benefit from them. We note, by way of example, Intrabeam 

targeted intraoperative radiotherapy (IORT) which was added to the Medicare Benefits 

Schedule on 1 July 2015 for women aged over 50 with low risk early breast cancers. This 

new form of radiotherapy delivers a single dose of radiotherapy into the breast at the time of 

breast cancer surgery, replacing the current standard treatment of three to six weeks of daily 

external beam radiotherapy.  

 

IORT can be particularly beneficial for women living in rural and remote parts of Australia, 

who are currently required to leave home and move to a major regional centre or city for 

between three and six weeks for their radiotherapy treatment. This time away from home 

can impact individuals and families in many ways, from loss of income to difficulties caring 

for children and other family issues. We hear from women who elect to have mastectomy 

rather than breast conserving surgery (lumpectomy), to avoid having to leave home for an 

extended period for radiotherapy. 

 

Despite a Medicare rebate being available for IORT treatment, only one hospital in Australia 

(Sir Charles Gairdner Hospital, Perth) currently offers it as a treatment option.  

 

Research shows that, compared with metropolitan women, women living in regional and 

rural areas of Australia have poorer outcomes20 and significantly greater unmet psychosocial 

needs21.  

 

Having access to a breast care nurse (BCN) can greatly improve support for all women 

diagnosed with breast cancer. In addition to coordinating care and providing information and 

advice on managing treatments and side effects, a BCN can provide emotional support to 

both the woman diagnosed and her family members, and referrals to other health providers. 

Ongoing funding to provide BCNs in hospitals and centres across Australia is required.  

 

In addition to providing support to women with breast cancer, research shows that BCNs 

contribute to the health system more generally by reducing the number of hospital 
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admissions and emergency department visits.22 Access to a BCN is also a crucial factor in 

women’s choice of hospital, with a recent survey showing that up to 98 per cent of women 

would choose a hospital based on access to a BCN.23 Despite their importance, there are 

clear indications that the demand for BCNs in Australia outstrips supply. While the chance of 

surviving breast cancer has improved over time, the number of women diagnosed with 

breast cancer continues to grow. As a result, more women require the support of a BCN for 

longer, or more complex, treatments. New research by the McGrath Foundation estimates 

that Australia needs 79 more BCNs to meet current demand.24 Addressing this shortfall is an 

urgent issue for people experiencing breast cancer. If workforce funding is not expanded in 

the next five years, the gap in service provision is expected to increase by 38 per cent, to a 

shortfall of 109 nurses nationwide in 2020. To address the projected workforce shortage by 

2020, the McGrath Foundation estimates that we will need a 104 per cent funding increase, 

or an investment of $27.1m per year in the BCN workforce.   

 

For women with very young children, there are additional challenges in caring for their 

children while having cancer treatment. Treatments such as chemotherapy involve periods 

where patients are immune-compromised and the use of long day care or family day care is 

not advised given the risk of a child bringing home a virus or other form of infection. Paying 

for in home care is expensive and often out of reach, particularly given the other financial 

stressors associated with a cancer diagnosis. 

 

The financial cost of breast cancer is an ongoing concern for individuals and families 

affected. A 2007 Access Economics report for Cancer Council NSW, Cost of Cancer in 

NSW, found that, on average, households can expect to lose $47,200 after a member of the 

household is diagnosed with cancer. However, these costs can be higher or lower 

depending on the life-stage of the diagnosed person, the type of cancer they have and their 

geographic location. The report noted that a 35-year-old woman with breast cancer could be 

faced with $40,300 in lost productivity and out-of-pocket expenses on average. 

 

Surveys undertaken by BCNA consistently show that out-of-pocket costs are a major 

concern for Australians diagnosed with breast cancer. Due to the sudden nature of a cancer 

diagnosis, these costs are often unexpected, with no prior opportunity to budget for them.  

 

The financial stress is unbelievable. Not being able to work, medical expenses, living 

expenses. This is a really tough one that I think isn't talked about enough. – BCNA Member 

 

BCNA has recently commissioned Deloitte Access Economics to undertake research into the 

financial impact of breast cancer on diagnosed individuals. 

 

There are many areas where government could better support Australians diagnosed with 

breast cancer. In particular, we would like to see changes to the Medicare Benefits Schedule 

to reduce out-of-pocket costs for diagnostic imaging and other tests.  

 

A breast cancer diagnosis can be a significant disruption to a woman’s working life. Women 

undergoing treatment may have to stop paid work for a short time, reduce their working 
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hours or even give up work altogether. While research shows that the majority of women 

who were in the workforce before a breast cancer diagnosis do go back to work, some 

women face barriers that can affect their ability to work. These include ongoing side effects 

of treatment such as fatigue and ‘chemo brain’, the type of work their job involves and the 

stress associated with it, and the quality of the workplace support available to them. 

Supports should be put in place to better assist these women to transition back to work. 

 

 

5. “I am living beyond breast cancer” 

 

There is a sense of emptiness once your treatment has finished. There is so much focus on 

you and you have so many people caring for you, then all of a sudden it is over. – Danni 

 

For many women, when active treatment for breast cancer (surgery, chemotherapy and/or 

radiotherapy) ends, a new part of the breast cancer journey begins. This can be a time of 

mixed feelings and adjustment. There may be an expectation that life will go back to 

‘normal’, and it can be a shock to find that the ‘normal’ women used to have is no longer 

there. There may be long-term physical issues as a result of cancer and its treatment, fear of 

cancer recurring, changes to relationships and questions about how to live life to ensure the 

best possible physical and emotional wellbeing. 

 

The 2005 U.S. Institute of Medicine report, From Cancer Patient to Cancer Survivor:  

Lost in Transition, highlighted survivorship care plans (SCPs) as an important aspect of care 

provision to assist survivors to transition to the post-treatment phase.25 Survivorship care 

plans provide patients with a summary of the treatment they have received and a detailed 

plan of their ongoing care, including schedules for follow-up appointments and tests, as well 

as recommendations for management of treatment-related side effects and other health 

problems. 

 

We support the implementation of survivorship care plans for women who have been treated 

for breast cancer to provide them with an understanding of what to expect in their follow up 

care and what they can do themselves to help manage ongoing side effects of treatment and 

reduce the risk of their cancer recurring. Advice should be provided about when to seek 

medical advice, and who to see if they are worried about ongoing side effects or new 

symptoms that may indicate the cancer has returned. 

 

Certainly for me the first 12 months after treatment ended was tough. I called it the 'what 
now' stage. – Deanne 
 

Ongoing follow up care is important to monitor and manage long-term and late side effects of 

breast cancer treatments, including fatigue, cognitive symptoms (‘chemo-brain’), peripheral 

neuropathy, reduced heart function and congestive heart failure, and lymphoedema.  

 

Lymphoedema is a progressive chronic condition which affects approximately 20 per cent of 

breast cancer survivors.26 It is commonly developed from damage to the lymphatic system 
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and characterised by swelling, aching, and tightness and limited movement of a limb. 

Lymphoedema can have significant effects on function and self-image. Lymphoedema is a 

lifetime risk after breast cancer treatment, and can develop many years later. If left 

untreated, it can result in lengthy hospital stays.  

 

A 2013 study found that that nearly one-third of Australians with breast cancer related 

lymphoedema reported they did not receive adequate treatment for their 

lymphoedema.27 The greatest barriers were access to a lymphoedema clinician and ongoing 

costs associated with treatments and compression garments. 

 

There is currently no national program to support Australians affected by lymphoedema. 

Medicare does not cover lymphoedema treatments, and while state and territory 

governments (except South Australia) provide compression garment subsidy schemes, 

these programs are restricted to those who hold a Health Care Card. 

 

A significant body of research indicates that appropriate exercise can counter many of the 

physical and psychological impacts of cancer and its treatments for people affected by 

cancer.28 Undertaking physical activity during and after treatment for cancer has been found 

to be effective in reducing a range of side effects, including cancer-related fatigue29 and 

pain30. It has also been found to improve individuals’ overall psychological and emotional 

health31, physical functioning32, quality of sleep and sexual wellbeing33.  

 

Research also indicates that regular exercise may reduce individuals’ risk of a recurrence of 

cancer34, with one research review involving more than 12,000 women finding that regular 

exercise after a breast cancer diagnosis may reduce the risk by as much as 24 per cent.35 In 

a 2015 article, Australian researchers also noted that a ‘higher level of physical activity is 

associated with a 20-60 per cent risk reduction depending on cancer type in cancer-specific 

mortality’.36   

 

While physical activity has been found to have many benefits for women diagnosed with 

early breast cancer, exercise is also a key strategy used by women living with secondary 

breast cancer to keep themselves well. Research undertaken by BCNA with Australians 

living with secondary breast cancer, found that exercise was an important part of self-care 

for 59 per cent of respondents.37 They indicated exercise made them feel better, helped with 

emotional wellbeing and helped to manage side effects of treatment. Current research being 

undertaken at the Exercise Medicine Research Institute in Western Australia is investigating 

the use of exercise to slow down or prevent secondary breast cancer in bones. 

 

The many physical and psychological benefits of appropriate exercise for Australians with 

cancer, including women living with secondary breast cancer, highlight the critical need for 

affordable exercise programs run by specialised exercise professionals for individuals during 

and after their treatment for cancer.   
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6. I am living with secondary breast cancer 

 

Secondary breast cancer, also referred to as metastatic, advanced or stage 4 breast cancer, 

occurs when cancer cells spread to more distant parts of the body, such as the bones, liver, 

lungs or brain. There is no cure for secondary breast cancer although women can live with it 

for many years.  

 

Individuals living with secondary breast cancer and their families have different needs from 

those with early breast cancer. Their treatment may be ongoing over many years and they 

must manage ongoing cancer symptoms and side effects of treatment. Knowing they have a 

limited life span, they face enormous psychological hurdles.   

 

There can also be significant financial challenges, particularly if women are no longer able to 

work in the paid workforce. On top of day to day living expenses, there may be ongoing 

costs of treatment, and difficult decisions about whether to pay privately for treatments not 

subsidised through the PBS or MBS. 

 

Secondary breast cancer treatments can be very expensive. Decisions about whether to pay 

for an expensive treatment can create conflict when that money also needs to be spent 

elsewhere. It leaves women feeling guilty that they are spending money on treatments when 

the family really needs it for other things. – Lynne 

 

Being a long term [metastatic breast cancer] patient, my family has incurred significant 

expense due to my health - $50,000 out of pocket over the years, including $15,000 for a 

drug not on the PBS. – Karen 

 

Secondary breast cancer is a complex disease and there is no single standard of care. 

Every woman’s experience is different, meaning treatment is individualised based on 

multiple factors. This results in complex decision making for a woman and her family, at a 

time when they are grappling with the implications of an incurable illness. Despite the 

complexity of decision making, there are disproportionately fewer resources available for 

people diagnosed with secondary breast cancer than for those with early breast cancer. 

 

International best practice guidelines indicate that from the time of diagnosis of secondary 

breast cancer, patients should be offered appropriate psychosocial care, supportive care and 

symptom-related interventions as a routine part of their care. The approach should be 

personalised to meet the needs of the individual patient and her family.38 

 

BCNA’s 2014 research with 582 people living with secondary breast cancer showed that 

Australia’s health care system is falling dismally short of these guidelines. Twenty nine per 

cent of respondents indicated that they were not receiving enough emotional support from 

their treating team. Twenty one percent said that they had unmet information needs. These 

findings reflect similar findings in other studies, suggesting that women with secondary 

breast cancer consistently describe unmet needs in psychological and information domains 

and receive less support than women with early breast cancer.39 
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When I was first diagnosed with early breast cancer it felt like the health community was 

rallying around to provide support, guidance and information. After my diagnosis of 

secondary breast cancer, there was absolutely nothing at a time when I needed all of the 

above even more. It was like I'd been flung off the cancer merry-go-round and was lying on 

the ground waiting for someone to come and help me get up and it just didn't happen. – 

BCNA member  

 

BCNA’s 2014 research also found that less than 50 per cent of women had seen a breast 

care nurse after their diagnosis with secondary breast cancer, and only 29 per cent had seen 

a breast care nurse once or more per month. Women with early breast cancer rate highly the 

support they receive from a breast care nurse, and we believe breast care nurses should be 

an important support for women with secondary disease also. 

 

Currently there are very few breast care nurses who specialise in secondary breast cancer. 

BCNA knows of only eight institutions across Australia with funding for a specialist nursing 

role dedicated to caring for women with secondary breast cancer. Given there are around 

9,000 Australians living with secondary breast cancer, this figure is clearly inadequate. 

 

Increased access to care coordination is particularly important for women living in rural and 

regional areas. Women with secondary breast cancer are often confronted with multiple care 

providers in multiple settings, making it very easy for a rural person to become ‘lost’ in the 

system and experience fragmented sub-optimal care. In communities where there is not the 

population base to support the services of a specialist metastatic breast care nurse, there 

should be advanced cancer care coordinators who can support all people with advanced 

cancers in that community. 

 

More sources of support are urgently needed, not only for those diagnosed but also for 

carers and family members. This includes inpatient support services and community based 

care support services, particularly for women who may not be receiving hospital based care. 

Women require increased access to affordable emotional and practical support services, 

including psychologists, counsellors, psychiatrists and social workers.   

 

Specific psychosocial needs of young and elderly patients should also be recognised and 

supported. This includes support to access Centrelink, support with job flexibility, 

rehabilitation, body image (including sexuality), home care and child care. 

 

Secondary breast cancer places a huge financial strain on women and their families. Women 

report that their situation is often poorly understood or acknowledged.40 The stress of 

enduring complex battles with superannuation and insurance funds to access money saved 

for a retirement that will never happen, or to access insurance benefits after years of paying 

premiums, adds to the everyday distress, physical and emotional fatigue of their cancer 

diagnosis.  

 

We believe it is essential that women understand their rights around superannuation laws 

and policies, and associated insurances, and that funding bodies communicate accurate 
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information to them in a timely manner. We believe there are administrative and educational 

challenges that need to be addressed to harmonise and simplify processes for people 

seeking early access to their lump sum superannuation and associated insurances. For 

example, definitions for terms such ‘terminal illness’ and ‘total and permanent disability’ vary 

from fund to fund. Consistency in these definitions would provide greater clarity.  

 

I have to fill paperwork in every month and send it back to my insurer before I get paid. As I 

see the specialist every three weeks for treatment it is going to be awkward to get the 

paperwork done. The oncologists are very busy people, seeing hundreds of patients each 

week so doing paperwork every month for me when I have metastatic breast cancer which 

has a terminal diagnosis shouldn't have to happen. – BCNA secondary breast cancer survey 

participant  

 

While we warmly welcome recent legislative changes that extended the life expectancy 

provision from 12 to 24 months, we are concerned that not all superannuation funds have re-

negotiated arrangements with their insurance providers to allow death benefits to be paid out 

to terminally ill members with a life expectancy of 24 months.  As a result there is potential 

for people to lose their death benefits when claiming their lump sum superannuation pay out 

if they do not understand they need to retain sufficient funds in their account so that their 

insurance premiums can continue to be deducted. 

 

I was told that unless I keep $1500 in my superannuation I will lose my life insurance policy. 

This money is going to be eaten away with fees. I find this so upsetting and degrading, this 

disease is hard enough to deal with without these companies trying to stop you from getting 

what is legally yours. – BCNA secondary breast cancer survey participant  

 

Dying well, and the option to die at home, is also a very important consideration for those 

with a terminal illness and the people around them. Additional funding is required to support 

palliative care and other end of life services to ensure Australians can die with dignity, and 

that their physical, emotional and spiritual needs are met. 

 

 

7. ‘I am hopeful of further research discoveries that will help me and my 

daughters’ 

 
Research is the best way to achieve significant changes in health outcomes and prevent 

deaths from cancer. It’s impossible to ignore the great strides made in cancer research over 

the past few decades, and breast cancer research in particular, where the five year survival 

rate has increased from 76 per cent in 1994 to 90 per cent in 2016.  

 

Despite this, breast cancer continues to take too many Australians too early. Eight women 

are expected to die every day from breast cancer in 2016. Forty four women each day will be 

diagnosed. While the survival rates seem high across the disease spectrum, for women 

whose cancer returns, the five-year survival rate drops to less than 25 per cent.  
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Reassuringly, we are witnessing some truly exciting medical advances. Investment in breast 

cancer research has meant more Australians with the disease have lived longer and better 

lives and has prevented many deaths. 

 

Advances in breast cancer 

In the past four decades, research has informed and transformed breast cancer detection 

treatment and prevention. As a result of breakthrough discoveries in research and 

development, we have seen the evolution of treatments from a one-size-fits-all approach to 

highly sophisticated precision medicine, where an individual is treated according to the 

specific molecular signature of their condition rather than a broad disease classification. 

Technology has assisted us with very sensitive and specific diagnostic tools, improving early 

detection and therefore allowing prompt intervention.  

 

 Screening: Thanks to widespread use of mammography, MRI scans, ultrasounds, and 

other screening techniques, most breast cancers are diagnosed at an early stage, when 

treatments are most effective. 

o Recent discovery: A new study on breast cancer screening suggests that 3D 

mammography (also known as known as digital breast tomosynthesis) 

significantly reduces the need for patients to return for a follow up screening, 

increases the accuracy of screening results and leads to a decline in interval 

cancers (aggressive cancers that develop between screenings). The study 

included information from 44,468 screenings of 23,958 women, and the 

researchers call their results "an important initial step toward informing policies 

for possibly integrating this technology into population-screening programs". 

 

 Surgery: In the early days of treatment, women commonly had their entire breast and 

even part of their chest wall removed during surgery. Today, surgeries are far less 

radical and just as effective. Women with early-stage breast cancer can usually have 

only their tumours removed (called lumpectomy) – along with less of the surrounding 

lymph nodes. These advances enable a growing number of women to keep their breasts, 

reduce pain and other side-effects and allow for a quicker return to their normal lives. 

o Recent discovery: Lymph nodes are often removed or damaged during breast 

cancer surgery, restricting the flow of fluid from breast and arm and causing a 

painful and debilitating swelling (lymphoedema). A compression garment is 

currently in development which can massage the limb and reduce swelling. 

 

 Drug therapies: Research that aims to constantly refine chemotherapy regimens, 

hormone therapies and use of targeted drugs such as trastuzumab (Herceptin) have 

prolonged women's lives, improved their quality of life, and boosted survival rates to their 

current highs. Further investigation into adjuvant drug treatments before and after 

surgery will continue to play a particularly important role in improving outcomes. 

o Recent discovery: Researchers in the US have made an existing chemotherapy 

drug more effective, managing to kill drug-resistant lung cancer cells in the lab 

using a dosage that is 50 times less than is currently required.  
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 Radiation therapy: Research into improved radiation techniques have reduced the risk of 

cancer recurrence and enabled many women to safely undergo less extensive surgery.  

o Recent progress: A trial in WA has resulted in women having ‘express’ 

radiotherapy (Intraoperative radiotherapy) that reduces a six-week regime to a 

single 30-minute session given during surgery. 

 

 Prevention: Drugs such as tamoxifen (Nolvadex), as well as preventative surgeries, have 

been proven to reduce the risk of breast cancer in women at high risk for the disease, 

including those with genetic mutations that predispose them to the disease. Information 

about healthier lifestyle choices to reduce risk are gaining awareness and having an 

impact. A greater understanding of the genes involved in breast cancer (BRCA1, 

BRCA2) has helped Australian women understand their familial risk for breast cancer 

and ovarian cancer, empowering them to take informed steps to prevent, detect and treat 

the disease. There is much more to be discovered in genomic research which will result 

in more choices, from screening options to mastectomies, earlier. 

o Recent advance: In April 2016, tamoxifen was the first breast cancer prevention 

treatment to be recommended for inclusion on the Australian Government’s 

Pharmaceutical Benefits Scheme (PBS). Once available on the PBS an 

estimated 250,000 women with a family history or a genetic predisposition to 

breast cancer will benefit from tamoxifen as a preventative measure. 

These are significant successes and promising discoveries that are or will be game-

changing in their clinical application for patient care and survival. 

 

Yet it's far too soon to declare victory. Research has brought us this far, but the job is not 

done and more knowledge is needed on this complex disease.  

 

“We are working towards a stage where cancer is a condition not a death sentence, so in the 

next two decades, it will become a manageable condition.” – Professor Kirill Alexandrov, 

Institute for Molecular Bioscience, University of Queensland 

 

Future priorities for breast cancer research 

Not all women survive breast cancer because their disease subtypes do not respond to 

current treatments, or the tumour develops resistance to the drugs. This makes it clear that 

more investment is needed in robust and targeted research, where the secret to preventing 

deaths lies in a detailed understanding of cancer subtypes and identifying biological 

markers, targeted interventions, and patterns of resistance.  

 

 Treatment resistance: Some forms of early-stage and almost all advanced breast 

cancer become stubbornly resistant to hormone treatment (such as tamoxifen), the 

main treatment for most breast cancers. When treatment-resistance develops, there 

is little else to be done for the patient 

o Promising research: Chemotherapy has been the most effective form of 

treatment against breast cancer, but it’s often impeded when cancer cells 

inexplicably develop resistance to the treatment. Investigation into the so-
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called Breast Cancer Resistance Protein aims to provide a clear view of its 

molecular architecture to pave the way for development of drugs that 

specifically target this protein and thereby radically improve the efficiency of 

chemotherapy treatments. 

 

 Secondary breast cancer treatments: Secondary breast cancer is poorly understood 

despite being the chief cause of mortality from the disease. Once the tumour spreads 

beyond the primary site of the breast via the blood to distant regions of the body, 

such as brain, bones, liver and lungs, the outlook is poor. Today's treatments extend 

and somewhat improve lives for these women but too rarely offer long-term survival 

and new therapies are needed. 

o Promising research: A combination of two drugs has been found to delay 

progression of advanced, aggressive breast cancer by an average of nine 

months – and it works in all subsets of the most common type of breast 

cancer. The combination slowed cancer growth in around two thirds of 

women with advanced forms of the most common type of breast cancer – 

allowing them to delay the start of chemotherapy, which is the traditional 

treatment option in these patients once hormone drugs have stopped 

working. 

 

 Young women: Each year 800 women under the age of 40 develop breast cancer, 

usually more advanced and aggressive types of the disease which limits the 

effectiveness of treatments. Detection is problematic as they are not eligible for 

mammograms and their typically denser breast tissue makes it harder to detect 

tumours. Breast cancer also hits young women during their childbearing and rearing 

years, affecting their chances of having a family. Young women have lower survival 

rates for common types of breast cancer. 

o Promising research: Chemotherapy treatment for breast cancer damages the 

ovaries and destroys women’s egg reserves, rendering them infertile and 

triggering early onset of menopause which is a significant cause of distress. 

Current research aims to block an ovarian protein to protect ovarian tissue 

and eggs from the damaging effects of chemotherapy. If successful a drug 

could be developed that would enable women to retain their fertility while 

undergoing the life-saving breast cancer treatments. 

 

 Access to screening, diagnosis and treatment: for different reasons many sections of 

the population find it difficult to access facilities for regular screening, consultations 

with their doctors and regular treatment appointments. This means their cancer is 

caught at a more advanced stage when treatment options are limited, and their 

survival outcomes are poorer. This disparity causes inequality among Australians 

who all have the right to accessible healthcare. This should be a priority area of 

responsibility for the government. 

o Indigenous women: Breast cancer is the most commonly diagnosed cancer 

for Aboriginal women, accounting for 25 per cent of all cases, and Aboriginal 

women are significantly more likely to die from their breast cancer compared 
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to non-Aboriginal women. There is a lack of data on true incidence and 

mortality predominantly due to cultural and geographical divides. These 

differences impact their access to health services for screening, diagnosis 

and treatment. The disparities in outcomes for indigenous women with breast 

cancer need to be better understood and addressed. 

o Men: Men account for almost one per cent of breast cancer cases (140 

diagnoses per year), and its rarity has resulted in a lack of male breast cancer 

specific national or international research. As a result, little is still known about 

male breast cancer with all treatment taken from knowledge attained from 

female breast cancer studies, which is not ideal. 

o Rural and remote locations: Across all diseases, there is a greater burden on 

Australians who live the furthest from major metropolitan centres. Some of the 

issues relating specifically to breast cancer have been raised earlier in this 

document. 

o Disabilities and chronic illness: Women with physical disabilities and chronic 

conditions are at higher risk for delayed diagnosis of breast cancer, which can 

limit the treatment options available. Women with disabilities or some chronic 

conditions can face unique challenges with regard to their breast health – for 

example, there can be physical barriers that make healthcare settings 

awkward and distressing, such as getting into and holding position for a 

mammogram.  

o Promising research: Approximately 70 per cent of women diagnosed with 

breast cancer have at least one other chronic condition, and one third have 

three or more. However, the management of chronic conditions is poorly 

integrated into the care of breast cancer. The study aims to measure the 

burden of chronic conditions in breast cancer patients and survivors in 

Australia and identify populations most at risk (focus on Indigenous) and 

develop a pilot program for better integrated health care 

 

 Quality of life: A diagnosis of breast cancer can have far-reaching physical, 

psychological, sexual and emotional impacts long after treatment is complete. For 

terminal cases, living with the disease can be painful and debilitating. Research is 

needed to address these issues and improve the health, wellbeing and quality of life 

for all those living with breast cancer and their families. 

o Promising research: A little talked about side-effect of treatment common 

among postmenopausal women is vaginal dryness, irritation, painful sex and 

urinary tract problems. These symptoms can lead to avoidance of sexual 

activity and relationship distress. As a result, some women stop taking their 

aromatase inhibitor, and this increases the risk of a relapse. A trial will soon 

be underway to test the effectiveness and safety of intra-vaginal testosterone 

therapy which has the potential to improve the wellbeing and quality of life of 

a large proportion of women who have had breast cancer. 
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“It was difficult making decisions around fertility – whether I should put eggs on ice without 

the presence of a partner and at detriment of increasing the size of my tumour through 

estrogen and egg collection.” – Mimi, Breast cancer in your 20s and 30s 

 

Immediate funding need  

Investment in research has the potential to make breast cancer the first cancer that no one 

need die from. Understanding how breast cancer kills will enable new effective treatments to 

be developed, many of which could be applied other types of cancer, saving further lives. 

 

This is an ambitious and worthy goal, however the information to underpin funding decisions  

to ensure fastest, safest and most cost-efficient path to achieving it are difficult to access. 

 

Recommendations / Request for Government commitment: 

1. Researchers need databases and unified platforms to gather quality information to 

underpin their research and results. Currently, a considerable amount of financial 

resources from non-government bodies including NBCF is dedicated to fund tissue 

banks and databases, diverting limited funds from essential research. We 

recommend the government supports and streamlines information and data to make 

it more accessible, usable, better in quality, comparable, etc. 

2. Broader access to health resources for breast cancer screening, diagnosis and 

treatment is an area for which the government should take responsibility, so funds 

can be directed to priority areas of research. 

3. Funding is needed for a gap analysis to understand why women and men are still 

dying – where, why, how – providing the missing knowledge about which women and 

men are still dying from breast cancer. This information is vital for ensuring research 

funds are directed toward accelerating discoveries that will solve the clinical 

challenges and close the survival gap. 

“My sister Gail and I were very close and shared everything with each other. The one key 

difference – we were diagnosed with breast cancer 17 years apart. Gail died within two 

years of being diagnosed with breast cancer that spread to her brain back in the late 90s. 

When I was diagnosed it was devastating, but research saved my life.”  – Tracy 
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