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SUMMARY

Recent research into advanced breast cancer has suggested that young women in
general tend to have more aggressive disease, present at a later stage of disease
progression and suffer many more issues and concerns than their older counterparts.
Whilst breast cancer in women in general has been the target of a vast amount of
research and public attention, values and beliefs surrounding advanced breast cancer

have not been a focus of concern.

The aim of this thesis is to explore scientific journals, the media and to listen to the
young women themselves in order to identify the understandings of advanced breast
cancer in young women and the ways in which these understandings are perpetuated
and sustained over time. The goal is to illuminate the various discourses that are
currently being drawn upon to understand this life-limiting illness and the impact

these discourses have on the lives of young women concerned.

Poststructuralism is the theoretical perspective within which this thesis is located.
This approach allowed for a focus on language, power and text. Discourse analysis of
three data sets was used. These data sets were drawn from scientific and medical
journals (251), medical texts (5), clinical practice guidelines (2), newspaper articles
(230) and transcribed conversations with 12 young women diagnosed with advanced

breast cancer.

The main discourses identified within and across the various data sets were; the
discourse of numeracy, the discourse of tragedy and several discourses of the body;
the thin body, the declining body, the object body and the gendered body. While the
emphasis of each of these discourses varied across the three data sets, they were all
present in each to some degree, reflecting broader cultural stories within which the

individual stories are located.

Xi



Young women diagnosed and living with advanced breast cancer are currently being
portrayed as living with a tragic disease, controlled and constrained by the statistics
and probabilities and played out within and on a body in “perpetual disintegration’.
The discourses of tragedy, numeracy and the thin, object, gendered and declining
body all relate to larger stories of what it is to be dying before one’s time in Western
society today.
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PROLOGUE

For many years now, | have worked as a nurse in the field of palliative care. To some,
this may seem like a difficult and morbid path to follow, yet | do not find it so. There
are other nursing contexts that | consider to be beyond my level of expertise and
comfort. | admire those nurses who work in rural and remote areas, nurses who work
in prisons and those who work with the mentally ill. These are indeed challenging

areas.

I am not saying that caring for people for whom cure is no longer a possibility does
not contain its own challenges and complexities; it does. However, the challenges and
complexities are ones that I am mostly familiar and comfortable with. Except for one
area that is, caring for young women, with young children, who are facing the end of
their lives. The extract from my professional journal highlights this personal and

professional difficulty.

The room is overflowing with flowers - flowers on the overhead table, on the
windowsill, and on the side near the washbasin. On the wall opposite the bed,
proudly displayed at eye level are pictures hand drawn by a young child of
maybe eight or nine years old. The captions underneath the various colourful
outdoor scenes say ‘Get well soon Mummy’. The poignancy of these hand-
written messages hits home as | stand in the room. The woman in the bed
before me is in her late thirties. She seems tired, with dark circles under her
eyes. She is not sleeping well according to the progress notes and the pain is
escalating, making it difficult for her to find a comfortable position in bed. She
has advanced breast cancer. The disease has spread to her bones and is now
in some of her organs as well. The statistics on advanced breast cancer in
younger women suggest that advanced breast cancer is incurable and, while
each woman is unique in her cancer journey, | suspect that this woman in
particular has only months rather than years to live. And it was only a few
months ago, before the diagnosis of the cancers spread that she no doubt

considered herself to be a survivor. Now her prognosis is very poor indeed.
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Overnight she has moved from being a cancer survivor to a victim of cancer’s

unfortunate progression.

| enter the room to answer the call bell. We end up talking about the things we
have in common, children, our age and the passion for good wine. We laugh
at our similarities, and yet we are so different. She is facing a life-threatening
crisis and |1 am not. Tomorrow she leaves the hospice for another round of
chemotherapy. | wonder why she is going down that pathway again, that is
until 1 look at the pictures on the wall, ‘Get well soon Mummy’. She is facing
more time in hospital, more time apart from her family, more time feeling
unwell. She is aiming for survival and while she may not be considered by

many to be a survivor in the accepted sense, she is surviving nonetheless.

I have thought long and hard as to why I am uncomfortable with caring for women of
a young age and it does not take much to see that I identify with these women on a
very personal level. Like the woman in the story above, | too am a wife and mother
and dread the thought that, if | were to be diagnosed with a life-limiting illness, | may
have to face the awful prospect of leaving children behind to be brought up by
someone else. | would agonise over the missed birthdays and milestones that | would
not be there for and would probably go for every cure known to humankind to ensure

that I would be able to experience as much of my children’s lives as possible.

I did not shirk caring for these women, yet my professional relationship with them
was tempered by thoughts of tragedy, pity and my own sense of mortality. The
experience of caring for these younger women left me raw and vulnerable and | found
it an emotionally taxing experience. | am sure | was not alone in feeling as | did yet I,

like others, hid these feelings well so that | could function from day to day.

| tell this story, not to romanticise or trivialise the events surrounding one woman’s

search for survival, but to provide the genesis for the research that follows.
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DEFINITION OF TERMS
Before introducing the thesis, | will clarify a few terms that have an important bearing

on the study.

Advanced breast cancer

The definition of advanced breast cancer has been taken directly from the National
Health and Medical Research Council (NH&MRC) and the National Breast Cancer
Centre’s (NBCC) publication Clinical Guidelines for the Management of Advanced
Breast Cancer (National Health and Medical Research Council 2001a). The definition
that follows appears to be widely accepted within the national and international

medical community.

1. Locally advanced tumors (tumors greater than 5mm diameter that have skin
involvement or ulceration and are fixed to the underlying tissues or
inflammation). Any one of these characteristics corresponds to the
International Union Against Cancer (UICC) classification of stage Ill, or

2. Recurrent breast cancer, or

3. Metastatic breast cancer, which is a cancer that has spread beyond the breast to
distant sites and corresponds to stage IV in the UICC’s classification system.

A young woman

The age that is considered young is more difficult to clarify. One of the difficulties
lies in the fact that there appears to be no consistent definition of young within the
clinical research literature. Some research identifies women 35 years and less as
young (Anderson, B et al. 1995) while for others a young woman is one who is
premenopausal at the time of diagnosis (Bines, Oleske & Cobleigh 1996). We all have
a different idea of what we consider young depending on our vantage point. In the
world of breast cancer, women who are premenopausal at diagnosis are considered
young; the age at which this occurs varies. In this thesis, | have defined young to mean
a woman who is under the age of 45 when she receives a diagnosis of advanced breast

cancer. However, | acknowledge that this is an arbitrary definition.
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Discourse

The term *discourse’ is central to this thesis and attracts several definitions. My use of
the term ‘discourse’ follows Foucault who defined discourses as ‘practices that
systematically form the objects of which they speak’ (Foucault 1972, p. 49). These
practices involve networks of meaning that are found in various sites such as texts, the
spoken word, visual media and institutions (Parker 1999a). The objects that are
formed by such practices comprise ‘all the things that we see, refer to and take for
granted as actually existing “out there”” (Parker 1999a, p. 3). As Cheek (2004)
succinctly states, ‘a discourse consists of a set of common assumptions that
sometimes, indeed often, may be so taken for granted as to be invisible or assumed’
(p. 1142). Within this thesis | am therefore using a poststructural understanding of
discourse to mean the ways in which understandings and ideas filter through a
multitude of texts, variously defining who we are and how we live (Ward 1997, p.
212).
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