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Summary
Cancer is a regular occurrence in today’s society. It is more common for people to
have an affected family member or friend than to not and as a result the impacts of
cancer are broad reaching (Breast Cancer Care 2011). Young women who grow up
within the context of familial breast cancer can experience a range of associated
impacts. It can pose many challenges and realities that are often not faced at such a
young age, all of which can shape their current lives and future prospects. Despite
this, young women’s lived experiences of familial breast cancer is under researched
and not considered a priority area.

This qualitative phenomenological study provides an in-depth exploration of what it
means for young rural women to grow up within the context of familial breast cancer.
Eighteen young women from various towns across Victoria and varying backgrounds
of familial breast cancer were interviewed and their experiences documented.
Phenomenological hermeneutic analysis was undertaken, focusing on the lived
experiences.

This analysis revealed that the lived experience of familial breast cancer is unique.
Common themes can be found in these women’s stories; none of them were
unaffected by the experience. They all spoke of using their family history as a means
of evaluating their own risk and future prospects of developing cancer. For those with
limited family histories this could provide reassurance, whilst for those with
significant continuing diagnoses it reinforced the certainty that they would experience
a personal diagnosis. Many reported that it altered their everyday Being-in-the-World
and their view of life and what was important. For those who had experienced the
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death of their mother the focus was less on the cancer itself and more on the profound
and continuing impact of their loss. Regardless of their level of worry, it was evident
that familial breast cancer has a temporal impact. That is, the young women reflected
on what had happened in the past as a way of informing their current lives and of
considering future possibilities for themselves and their families.
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Chapter 1 Introduction
I cannot look at the world objectively because the world is not, and
cannot possibly be, outside me, since I am – and always have been
since birth – in the world existing as part of it.
(Watts 2001: 12)

My mother died of breast cancer when I was 15. I did not plan for this statement to be
the beginning sentence of my thesis but it feels like the right place to begin. I am the
researcher, but could also be a participant. I grew up within the context of breast
cancer. It has shaped who I am.

I have been reflecting upon my own childhood memories of familial breast cancer.
When thinking about how to write this chapter I recalled an essay I wrote when I had
just started high school. This essay required us to map out what we saw for our
futures: what we would be doing, what our lives would be like at 30, 50 and 70 years
of age. This essay now takes on a very new meaning for me. I was, in hindsight, naïve
and optimistic. I believed that as I progressed through each of these life stages certain
things would remain constant. I would develop a career in nursing, have the ideal
husband and 2.5 kids, and even still have my childhood cat. Above all, I emphasised
that my family would be with me; that they would be in good health. My mother was
going to be with me through it all. My best friend, my role model, my confidant. I
wonder if I had known then what I know now, how different my life would be.

I was 10 when my mother was first diagnosed with breast cancer, which occurred
very shortly after my aunt was diagnosed. For me, this was my first contact with a
life-threatening illness and the fear stays with me to this day. My mother was in her
late thirties when she was diagnosed. After battling the disease for five long years she
1

passed away at age 44. At 15, the loss of my mother shaped my adult life. I have a
great deal of fear about breast cancer now, a very strong family history and have been
classified as ‘high risk’. I know what it feels like to live within the context of familial
cancer and that there is little I can do about it. I live with the knowledge that until I
reach thirty there is nothing I can do beyond undertaking breast self-examinations. I
am vulnerable to this disease and feel like there are no options or services available to
me as a young woman to make this fear go away, especially in the small rural
community where I have lived for most of my life.

My fear and isolation made me curious as a researcher: were there others out there
like me? What was their experience? How were they dealing with the fear and
isolation? How were their experiences shaping their lives?

The Study
This study is an exploration of the familial breast cancer experiences of young rural
women in Victoria, focussed on gaining insight into their lived experience and what
meaning it has in their lives. Little is understood about these women. Whilst breast
cancer is presently a disease with much public awareness and media attention, the
experiences of this group of women is not. By understanding how familial breast
cancer impacts upon the next generation of young women, their needs and wellbeing
can be made explicit and acted upon. This study seeks to explore the physical,
emotional, social and practical lived experiences of familial breast cancer on young
women throughout their lives.
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The inspiration for undertaking my research topic came from my desire to provide
some insight into what it is like for young women to experience familial breast
cancer. Much research addresses the breast cancer experience of older women, and
the impacts that are experienced through diagnosis, treatment, and subsequent
difficulties. There is even research claiming to address ‘younger’ women’s
experiences around similar topics, but what about those who are affected by breast
cancer in ways other than through a personal diagnosis? What about those living
within the shadow of familial breast cancer? And what influence does living in a rural
community have?

Background to the study
The number of new cases of cancer for women is projected to increase by 29% from
the 40,578 cases seen in 2001 to an estimated 52,356 in 2011 (Australian Institute of
Health and Welfare 2006: 9). It is further anticipated that the most common of these
cancers will be breast cancer, which will account for 28% of all new cancers in
women (Australian Institute of Health and Welfare 2006: 9). With this, the number of
family members vicariously experiencing the cancer journey will likewise increase.

Alongside these recognised statistics, it was important for me to document
experiences of women like me and to try to increase awareness within the community
that young women are affected by breast cancer. Because of my experience I knew
that doing research in this area would be physically, emotionally and psychologically
challenging. I made the decision to include my experience in various ways throughout
this research as I believed that it would assist me not only to connect with participants
but also to gain a deeper understanding of the life impact of their familial cancer
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experience. Phenomenology emphasises the inclusion of mutual construction of
knowledge and the researcher as intersubjective. I chose to disclose this personal
information as it is also consistent with the feminist principles underpinning my
research, acknowledging that the researcher’s own experiences are an important and
integral part of the research. They should be acknowledged and described (LevesqueLopman 1988: 61).

This research grew from my personal interest and experience of the topic, and from a
previous research project that was undertaken as part of my Honours degree (Johnson
2006). In this study I explored young women’s knowledge and perceptions of breast
cancer, but with no criteria specifying levels of experience. As a result of this, my
sample consisted solely of women who had little personal experience with breast
cancer. These younger women were brought up with an expectation that only older
women need be concerned and proactive about breast cancer. They consistently
believed that they did not have to worry about, or even be aware of breast cancer,
until they reached the age of 50. They represented a generation who had little
knowledge of breast cancer, little interest or concern about awareness or prevention,
and had a powerful mindset that it was not something about which they have to worry
(Johnson 2006).

As a young woman living with a family history of breast cancer, and as a researcher
looking for explanations for these results, I began to wonder whether the low level of
awareness within this age group was a result of their lack of experience. The gap in
the literature surrounding young women and familial breast cancer and the findings
from my Honours study, indicated that exploring the experiences of young women
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was a valuable topic to explore further. I had a strong belief, and preliminary findings,
that indicated the importance of this research.

Research Aim & Objectives
With this in mind, I developed my research question: What is the lived experience of
familial breast cancer for young, rural women. This included consideration of a
subsequent aim: to determine the meaning ascribed to these experiences using core
Heideggerian themes such as Being-with-Others and thrownness.

With further reading, outlined in the literature review that follows, and reflection, my
aim developed into several specific themes for enquiry:

1. To understand how young women experience familial breast cancer
2. To understand the importance of risk in the familial cancer experience
a. How is it defined?
b. What does it mean?
3. To recognise how familial breast cancer influences breast cancer knowledge,
perceptions and early intervention behaviours (now, in the past and in the
future)
4. To ascertain the impact of young age within familial breast cancer
5. To understand the impacts and influences of living in a rural area on the
experience of familial cancer
6. To comprehend how familial breast cancer shapes the lives of young women
across time

5

Organisation of the thesis
In Chapter 2 I provide an overview of the literature relevant to this topic. I explore
how women experience familial breast cancer, through outlining the role and
understanding of risk, examining what the familial breast cancer experience looks and
feels like for young women, and consider the temporal impacts of these experiences.
The underpinning theoretical frameworks for this research are outlined in Chapter 3.
This discussion is divided into two parts: the first section introduces the theoretical,
epistemological and ontological underpinnings of qualitative research; and how I
position myself in relation to these. The second section involves a more detailed
presentation of phenomenology, including an exploration of the history of this
approach. The differing approaches to phenomenological investigation, and the
reasons I chose to use Heideggerian phenomenology and a description of the key
concepts relevant to this research, are all outlined.

Within Chapter 4, the methodological decisions made in the design of this study are
presented. I present the research aims and objectives, the sampling, data collection
and data analysis methods, and an overview of the logistical and ethical
considerations of the study.

In Chapter 5, I present a prologue to the results chapters, including participant
biographies to enable the reader to locate the experiences of breast cancer in the lifeworld of each of the women who participated in the study.

Included in Chapters 6-8 is a reframing of the women’s’ stories within the context of
the Heideggerian concept of temporality: past, present and future impacts. Chapter 6
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presents findings about past impacts, exploring participants’ recollections of growing
up in the shadow of familial breast cancer. In this chapter, my participants reflect on
their family history, the outcome of a family member’s illness, the impact that their
age had on their experiences, and the significant memories that stood out in their
minds from that time.

Data from the second aspect of temporality, present impacts, is introduced in Chapter
7, which provides an analysis of what these young women thought were the current
impacts of their breast cancer experiences. Being-toward-Death, growing up too fast,
breast cancer worry, abnormality, and emotional and psychological impacts are
explored, as well as relationships with significant others. Risk perception and care for
self, involving health behaviours, breast health behaviours, sense of control and
response to signs of illness, are also contemplated.

Within Chapter 8, I present the findings from the perspective of future impacts.
Within this chapter the participants reflect on the ongoing nature of breast cancer, and
consider the possible ways that they think this may, or may not occur. Their own and
their loved one’s risk is considered, as well as the impacts on significant life events.

Within the context of Chapter 9, Heideggerian analysis provides valuable and unique
insight into the findings of this study. Key themes and ideas are presented, within the
framework of the key concepts of phenomenology, to provide a through grounding for
the findings in theory.

7

Throughout Chapter 10, participants’ stories are considered in light of prior research.
Research that has been conducted in other cancer areas or around younger children’s
responses to parental illness and death has also been drawn on to provide a more
detailed picture and context of this research.

Chapter 11 comprises the final chapter and concludes the thesis with a reflection on
key findings, recommendations for further/future research and health practice. Finally,
a post script about the researcher’s experiences will conclude the thesis.

8

Key Terms
Familial: One or more diagnoses of breast cancer within the family. Although there
are clinical guidelines for defining familial, the definition for this study was left open
to enable consideration of participants’ definitions.
Mother diagnosed when daughter was young: Applies to mothers diagnosed when
their daughters were in their early teens or younger.
Risk: Being recognised as having an increased likelihood of being diagnosed with
breast cancer and/or feeling fear about the possibility of breast cancer and believing
the threat is high.
Rural: Living outside of a metropolitan city. Participants were classified as rural if
they lived outside of a metropolitan city and the family had to travel for cancer
treatment.
Young at diagnosis: Women diagnosed with breast cancer under the age of 40.
Young women: Women aged 18-34
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Chapter 2 Literature Review: “A surprisingly unexplored terrain”
“In a nation where breast cancer receives widespread attention, its devastating
impact on family members, especially daughters, remains a surprisingly unexplored
terrain
(American Cancer Society 2011: xi)

This chapter provides an overview of the international and multidisciplinary literature
relevant to the thesis. There is a significant breadth of literature around breast cancer,
including the effects of treatment and diagnosis, awareness and understanding of risk,
and medical research on causes and treatments. Within this expansive body of work
the focus is largely on older women and those who have received a diagnosis. This
has resulted in knowledge about young women and their experiences of familial
breast cancer remaining relatively unknown. As this topic is under-researched, the
literature review draws on both the limited pertinent research as well as broader
multidisciplinary bodies of literature, to provide a clear and logical underpinning for
the importance of this research.

Risk
There is a dearth of literature about risk as a societal concept. Much of the
understanding of this concept and its role is gained from researchers such as Douglas
(1992) and over time, this has been expanded on to include other perspectives. What
will be presented here is a demonstration of how the various perspectives of risk are
present within the context of breast cancer.
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Medical classification of risk and personal perception of risk both impact profoundly
on women’s experiences of cancer, but are not necessarily consistent. Public debates
focus on discussion of risk and their effects, whilst private lives are dominated by
concerns about risk. Awareness of risk is therefore heightened at the level of the
everyday (Lupton and Tulloch 2002). To understand fully the lived experience of
familial breast cancer, it is necessary to understand the representation of risk in young
women’s lives.

Society is preoccupied with the notion of risk (Peterson and Lupton 1996; Renn 1998;
Jaegar, Renn et al. 2001; Schlich and Trohler 2006; Scott Jones and Raisborough
2007), but defining risk is problematic (Joffe 2003). Risk is a commonly encountered
concept in health sciences, although notions of risk vary across disciplines and
between professionals and the general public (Bottorff, Ratner et al. 1998).
Generically, the concept of risk can simply refer to a possibility. Not a certainty, but
something that might happen or bring about some result (Rifkin and Bouwer 2008).
Most experts treat the term as a unidimensional, technical concept that refers to a
particular known probability (Hayes 1991; Bottorff, Ratner et al. 1998), and believe
that perceptions of risk based on factors other than this are irrational and/or
irresponsible (Bostrom 1997). In contrast, lay definitions of risk are more fluid and
vary depending on experience and situation. Commonly, lay perceptions of risk are
based around more emotive concepts and focus on risk imbuing a threat and the
possibility of tragic outcomes (Hayes 1991; Lupton 1999). Within the context of
breast cancer, the term risk is most commonly framed around breast cancer
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intervention and risk management, and is often associated with fear and anxiety,
implying that someone is, in a sense, in danger (Simpson 2000).

The role of risk within people’s lives is complex (Joffe 2003). Within an illness
context such as cancer, risk takes on new meaning. Whilst risk taking behaviours in
have been acknowledged in the literature, this is not consistent with the experiences of
familial illness trajectories as often the associated risk is not choice, it exists as a
consequence of inheritance (Hamilton, Williams et al. 2009). Being born as a woman,
having breasts and having a family history of breast cancer are all things that cannot
be changed and that are identified as medical risk factors, but through the illness
experience the factors become linked to threat and risk (Dekeuwer and Bateman
2011). Although not currently ill, these women are faced with the possibility of future
illness, required to attend medical services, for monitoring, alongside patients
receiving treatment (Crotser and Dickerson 2010). They are ultimately a patient
without actually being a patient (Underhill 2011). A process of identity reconstruction
occurs which involves rethinking of oneself as healthy, capable and in control
(Etchegary 2010). The role of risk within the context of people’s lives, and the
medical/lay divide in perceptions will be explored further in the latter part of this
chapter.

Medical perception
The calculation of risks allows interventions to be legitimated not simply on the basis
of the existence of actual concrete dangers, but rather on the basis of expert
assessment (Petersen and Lupton 1996). In both clinical medicine and epidemiology,
the classification of risk is fundamental to an understanding of the aetiology and
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prevention of disease (Bottorff, Ratner et al. 1998; Panter-Brick and Fuentes 2009),
and usually encompasses two dimensions: probability and magnitude of harm (Hayes
1991). These two factors usually combine to form an estimate of the value of the risk.
The magnitude of the risk is determined by its character, size, and timing, and
consequently assessment of the magnitude of risk is highly value laden (Gough 1990).
Probability can be measured in a variety of ways and can be categorised into four
types of risk: real risk (determined eventually by future circumstances when they
develop fully), statistical risk (based on observed frequencies evaluated through
normal statistical means), predicted risk (predicted analytically from systems models
structured from historical data) and perceived risk (seen intuitively by individuals)
(Gough 1988; 1990). Statistical risk and predicted risk can be referred to as objective
estimates, whereas perceived risk can be classified and subjective (Gough 1988;
Petersen and Lupton 1996).

Knowledge about relative frequencies and causal mechanisms allows for a much more
informed assessment of risk (Bostrom 1997), but can also be problematic. There is
inherent difficulty in converting population based cancer risk estimates into precise
statements of individual risk (Leventhal, Kelly et al. 1999). One of the problems with
technical risk analyses is that they can only provide aggregate data over large
segments of the population over a significant period of time. Individuals will
experience this risk to varying degrees depending on the variance of the probability
distribution and as such, the risk analysis may be inaccurate (Renn 1998). Population
heterogeneity is one such example. Whilst most risk statistics are based upon
population data and applied to individuals, the assumption of risk homogeneity does
not hold in most real situations because unrecognized risk factors presumably subject
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different individuals to different background disease risk (Nurminen, Nurminen et al.
1999). There are likely to be genetic, environmental, and behavioural factors that vary
across individuals and thus strongly affect individual risk. Under heterogeneity, one
can still estimate the risk as the cumulative incidence rate (i.e., the number of cases
over the population size) but must recognize that the pooled statistic represents an
average risk in the population (Nurminen, Nurminen et al. 1999). There has been
limited success in bringing perceived risk in line with actual risk and this is important
because individual perceptions are important motivators for action (Leventhal, Kelly
et al. 1999).

Causality is a significant way of representing risk within the medical world. A useful
way of looking at causality is through Bradford Hill’s criteria for causation. He
proposed nine considerations for assessing whether causation was present between
factors (Hofler 2005), which can be found below in Box 2.1.
Box 2.1

(Hill 1965)
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This list was not intended as a checklist, but rather as a guideline for interpretation of
causality, with the more criteria met increasing confidence in causality (Kundi 2006;
Swaen and van Amelsvoon 2009).

Through utilising assessments of causality, medical perceptions of risk are largely
presented to the public through acknowledgement and awareness of risk factors;
although causality is not always clear (Swaen and van Amelsvoon 2009). If a direct
cause an effect relationship cannot be demonstrated, yet there seems to be a statistical
association between two factors, the agent suspected of being associated with an
effect is termed a risk factor (Rifkin and Bouwer 2008). The media, medical
profession, peers and family all communicate the value of being aware and proactive
in regard to the risk of illness and associated risk factors. The intention of these
messages can vary from increasing a person’s sense that something bad could happen
to them to motivate behaviour change, to improve understanding so as to ensure
informed consent or to allay people’s fears and prevent over reactions (Lipkus 2007).
A risk factor is anything that increases the possibility of getting a disease (American
Cancer Society 2011). Within the context of cancer, having one or more risk factors
does not mean that a woman will definitely develop breast cancer, but it might
increase her chance of developing breast cancer. Some risk factors like gender, age or
race cannot be changed and some risk factors are more influential than others. The
risk of developing breast cancer is fluid over time (American Cancer Society 2011).
The table below (Table 2.1) outlines some of the main and contributing risk factors
for the development of breast cancer. It is worth noting that whilst risk factors are
commonly spoken about for breast cancer there is very little recent research that
provides a comprehensive overview. Within cancer organisation websites and limited
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literature, there are some inconsistencies between sources. As such, the following
table is adapted from multiple sources to provide an overview of the most commonly
stated risk factors.
Table 2.1 Main Risk Factors

Table 2.1. Breast Cancer Risk Factors (Zografos, Panou et al. 2004; McPherson, Steel et al. 2006;
American Cancer Society 2009; Westmead Breast Cancer Institute 2010; American Cancer
Society 2011)

In order to determine personal risk, clear methods to assess the risk associated with
individual family histories are required. Individual data related to the number of
affected family members, kinship and age of onset are translated into epidemiological
risk through comprehensive risk assessment tools that categorize individuals into risk
strata (low, moderate or high risk) (Claasen, Henneman et al. 2010). Individuals who
are at higher than average or population risk can be offered interventions to reduce or
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manage their risks (Claasen, Henneman et al. 2010). This provides insight into the
way in which risk is classified and communicated to young women. It is largely a
process of ticking boxes, with the more boxes ticked equalling a higher likelihood of
developing the disease. What this does not take into account is the way that women
perceive their risk and how this impacts on their lives. This is explored within this
thesis.
Lay women’s perceptions
“There is nothing more effective than real stories” (Rifkin and Bouwer 2007; ix)
Whilst the previous section has outlined the medical context for risk classification,
this is not always consistent with personal and subjective evaluations of risk (Douglas
1992; Sjoberg, Moen et al. 2004; Walter, Emery et al. 2004; Leiter 2008). It is being
increasingly recognised that risk perception is complex, multidimensional and
incompletely understood (Keogh, McClaren et al. 2011). Medical evaluations of risk
can be referred to as ‘hard facts’, whilst lay perceptions constitute ‘soft facts’
(Bostrom 1997; Jackson, Allum et al. 2006). Lay perspectives of risk can be based
upon factors similar to epidemiological data, but other factors that are not technical
parameters or probabilistic numbers are also of importance (Bottorff, Ratner et al.
1998; Joffe 2003; Botterill and Mazor 2004; Claasen, Henneman et al. 2010). The
common perception is that lay people lack the appropriate understanding of health
related risks, but in actual fact their understanding is not problematic, rather, lay
people place more importance on other factors (Bostrom 1997).

“Risk does not exist out there, independent of our minds and cultures, waiting to be
measured” (Sjoberg, Moen et al. 2004:10). Perceptions of risk instead get strongly
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linked within psychological, social and cultural contexts (Keogh, McClaren et al.
2011). The major influence on lay people’s perceptions of risk are soft facts such as
personal experiences and societal exposure (Schmidt 2004; Zikmund-Fisher, Fagerlin
et al. 2010). People often use an ‘affect heuristic’ in which experiences and emotions
associated with an illness are accessed to inform their notions of risk (Joffe 2003;
Jackson, Allum et al. 2006). The affect heuristic acts in two ways; it acts as a
conscious or unconscious feeling state (e.g. fear, anger) and secondly, represents the
affective evaluation (positive or negative) of an event or risk (Katapodi, Facione et al.
2005). This can include the experience of a relative’s illness, feelings of closeness to
the affected relative and perceived differences and similarities (gender, age,
personality, lifestyle and physical characteristics) to the affected family members
(Bottorff, Ratner et al. 1998; Walter, Emery et al. 2004; Katapodi, Facione et al. 2005;
Claasen, Henneman et al. 2010). The affect heuristic deals with risk as ‘feeling and
refers to an individual’s fast, instinctive and intuitive reaction to danger. It is seen to
coexist alongside risk as ‘analysis’ which comprises logical, reasoned and scientific
consideration of risk (Slovic, Finucane et al. 2004; Slovic, Peters et al. 2005). Whilst
the latter can still be viewed as ‘irrational’ it is now posited that both components
involve rationality (Slovic, Peters et al. 2005) and have a significant role in
perceptions of risk (Denscombe 2010; Mikels, Reed et al. 2011) and can outweigh
other sources of risk information (Loewenstein, Weber et al. 2001).

Additionally, the ‘Availability’ heuristic is also of importance here. This heuristic
involves people’s tendencies to judge the probability of some event by their ability to
recall similar events (Heath, R. et al. 1994). The lived experiences of events or illness
are easier to recall, and likely occurrences are subsequently perceived as possible,
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influencing risk judgements (Heath, R. et al. 1994). This similarity can come from
personal experiences, as well as social influences such as the media (Heath, R. et al.
1994), which is notably relevant for a disease like breast cancer which has a
significant social profile. Heuristics can provide a useful method of risk assessment
for people (Slovic, Finucane et al. 2004; Gana, Louret et al. 2010; Mikels, Lockenhoff
et al. 2010), but it is important to recognise that heuristics have the potential to result
in valid and invalid risk assessments (Katapodi, Facione et al. 2005; Gana, Louret et
al. 2010).

Beliefs about causation and controllability are strong influences on risk perception
and consequently personal care (Claasen, Henneman et al. 2010). According to the lay
illness perception framework, the way in which the average person experiences or
coexists within a particular illness will have a major impact on their health behaviour
and outcomes. Individuals attempt to create meaning from their illness experience and
it is these experiences that ultimately shape their perceptions (Mosavel, Simon et al.
2010). Confirmation of genetic inheritance and exposure to death and suffering can
result in a fatalistic attitude to their own health and illness prevention, whereas seeing
the benefit of early intervention can result in optimism and proactive health responses
(Mosavel, Simon et al. 2010).

There are statistics related to how women perceive their breast cancer risk. Many
women believe that they are at an average risk, although the majority believe their
risk is lower than other women their age (Jones, Iverson et al. 2005: 112; Johnson
2006). Women have been found to substantially overestimate their risk of breast
cancer, and among younger women 75% overestimate their lifetime risk (Blanchard,
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Erblich et al. 2002: 343). For women who perceive themselves to be at higher risk
than others their age, the main factor in this perception is family history, the absence
of which is also a common factor for a reduced perception of risk (Jones, Iverson et
al. 2005: 116-117). Personal history and a family history of breast cancer have been
found to be the most commonly identified risk factors for breast cancer (Grunfeld,
Ramirez et al. 2002: 1375); Ford et.al 2009. Jones (2005) found that women identified
family history, especially on the mother’s side, as well as smoking as major risk
factors, while only half of the women interviewed identified getting older. This study
also found that there was significant misunderstanding about possible risk factors
such as getting a bump or knock to the breast, abortion and use of underarm deodorant
(Jones, Iverson et al. 2005: 8). Other risk perception reducing factors include lifestyle
factors such as following a healthy diet, exercising, not smoking, and being too young
(Grunfeld, Ramirez et al. 2002: 1374). It is not uncommon for women with family
histories to feel they are at increased risk for breast cancer. They feel it is inevitable
and that they themselves will receive a diagnosis at some point (Murphy 1999; Kenen,
Ardern-Jones et al. 2003; Sanders, Campbell et al. 2003; Maheu 2009; Norris,
Stockard Spelic et al. 2009). They can feel significantly at risk, which causes frequent
worry and creates the impression of a ‘ticking time bomb’ (Cappelli, Verma et al.
2005; Valverde 2006; Cohn, Fraser et al. 2008; Hamilton, Williams et al. 2009).

Research has also recognised that awareness of risk factors and disease causation is
only minimally transferred into a perception of risk (Claasen 2011). Daughters of
mothers with breast cancer have intensified perceptions of risk from events such as
finding a lump, approaching the age at which their mother was diagnosed or the age
that she died, and during breast development (Oktay 2005). The process of developing
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risk perceptions for these women is an ongoing process which is focussed on
explaining why their mothers developed breast cancer and how similar they are to her.
They generally focus on factors such as diet, exercise and stress reduction, however,
preventative behaviours focussed on breast cancer are often avoided due to causing
increased anxiety (Oktay 2005).

Women draw on their family histories in non-medicalised ways. Research has found
that women look to their family histories and rates of illness over previous
generations as an indicator of their required level of worry and risk. It is not
necessarily the numbers of affected individuals in their family, but the personal
meaning attributed through observing and being involved in loved one’s diagnoses,
illness and possible death (Walter and Emery 2005; Salant and Gehlert 2008; Mellon,
Janisse et al. 2009; Bennett, Parsons et al. 2010). It is through experiences of their
loved one’s illnesses that meaning is made, bringing a personal sense of vulnerability
(Germino, Fife et al. 1995; Chalmers and Thomson 1996; Fosket 2000; Kenen,
Ardern-Jones et al. 2003; Koehly, Peterson et al. 2003; Mcallister 2003; Lemon,
Zapka et al. 2004; d'Agincourt-Canning 2005; Mellon, Berry-Bobovski et al. 2006;
Werner-Lin 2007; Lindenmeyer, Griffiths et al. 2008; Mellon, Gold et al. 2008).
These experiences and stories are commonly used to judge personal risk and as an
indication regarding future scenarios of how and who breast cancer might affect next
(Maheu 2009). They have a significant impact on family members’ beliefs and
responses to health, illness and medicine (Werner-Lin and Gardner 2009).
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The dangers
There is significant inconsistency between experts and lay people’s definitions and
consideration of risk and risk factors. Epidemiologists often do not have the
experience of dealing with individuals as ‘risky bodies’. Instead they deal with
abstract statistics, and do not have to face ‘real’ people who are suffering or dying
when making evaluations about risk (Petersen and Lupton 1996). This can be referred
to as the objective-perceived risk dichotomy (Bostrom 1997), and can be problematic
for a number of reasons. This classification states a dichotomy between ‘perceived’
versus ‘real’ risk, implying that the latter plays a normative and prescriptive role, and
that risk perceptions are flawed and incomplete (Douglas and Wildavsky 1982;
Bostrom 1997) or irrational (Denscombe 2010). It is not uncommon for experts to
complain that lay decision making is flawed and based on an inaccurate understanding
of the overall risk (Fischhoff, Bostrom et al. 1993; Jackson, Allum et al. 2006). It
proposes that if people’s perceptions are based upon emotion they should not be
respected and perpetuates the downgrading of this way of thinking, instead privileging
‘rational’ structures (Joffe 2003). This can result in women feeling that their views of
breast cancer are not legitimate. It is common in the literature for lay people’s
perceptions of risk to be stated as inaccurate and irrational. Medical experts struggle
to understand why lay people do not act in relation to statistical evaluations of risk.
From the lay perspective, even when people have knowledge of their objective risk,
and can easily recall it, in their day to day deliberations they are more likely to utilise
their own personal subjective risk estimate. Risk information is rarely taken up as
value neutral objective truth but rather, as deeply subjective and interiorised against a
pre-existing sense of self (Keogh, McClaren et al. 2011).
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A greater understanding of lay people’s risk perceptions and formations is necessary
if society is to move away from a structure that views their perceptions as wrong, and
instead create mutual respect and understanding of both perspectives (Gough 1990).
‘It is clinically useful to learn how to interpret the patient’s and family’s perspective
on illness’ (Kleinman 1988). The challenge for health professionals is to translate the
epidemiological notion of risk as a technical, objective or scientific notion into the
language of the lay public so that they can incorporate this information into their
subjective lived experience (Bottorff, Ratner et al. 1998). To optimise health
promotion efforts, it is essential to understand how people construe risk perceptions.
Over time it has been shown that medical and health promotion efforts to educate
about risk has not always been successful in influencing behaviour (Mikels,
Lockenhoff et al. 2010; Zikmund-Fisher, Fagerlin et al. 2010). Consideration of the
influence of ‘affect’ may help to better understand and coordinate risk perceptions and
consequently behaviour (Denscombe 2010; Gana, Louret et al. 2010; Zikmund-Fisher,
Fagerlin et al. 2010). It has also been hypothesised that in order to move beyond
treating risk as an objective measure, we need to take a more biographical approach
that allows participants to tell their own story so as to understand the multifaceted
subjective meaning (Keogh, McClaren et al. 2011). More research needs to be
undertaken to explore this within the context of young women’s experiences of
familial breast cancer. This is one of the areas that this study will address.

If women perceive their risk to be lower than it is they are less likely to utilise
appropriate health services. Similarly, those who feel significantly at risk in ways not
consistent with medical classifications will not have access to services they desire.
For example, the main recommendation for young women is to remain breast aware
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and undertaking regular clinical breast examinations (Shannon and Smith 2003:
2638). This advice does not change the knowledge that these women are faced with a
‘confrontation of their own dangerous bodies’ (Potts 2000: 8); the perpetual axe
hanging over their heads. Bilateral prophylactic mastectomy has been found to be
helpful in some women (Furniss 2000: 649; Potts 2000). However, for younger
women, the prospect of preventative mastectomy presents them with losing their
wholeness and femininity. They would no longer fit society’s ‘ideal of two-breasted
symmetry’ (Potts 2000: 8-9) and experience negative side effects, such as loss of
intimacy, impacts on body image and personal identity, and the option of breast
feeding (Proulx, Beaulieu et al. 2009). They can also experience uncertainty about
what the ‘right’ option is to reduce their risk (Hamilton, Williams et al. 2009).

Experience
The role of age
One of the biggest problems with the literature exploring young women’s experiences
of breast cancer is a clear definition of ‘young’. Young age in the context of breast
cancer has not been consistently defined (Albain, Allred et al. 1994: 35; Dunn and
Steginga 2000: 138; Jayasinghe, Taylor et al. 2005: 762; Yankaskas 2005/2006: 3;
Johnson 2006) and as a result, studies claiming to explore implications for young
women often end up looking at a range of different age groups. The most frequently
used definitions of young include 30 years or less, 35 years or less, 40 years or less,
50 years or less or premenopausal (Albain, Allred et al. 1994: 35). In some cases
young women are included within a broader context of 25-70 years, or by the phase of
life, such as premenopausal (Coyne and Borbasi 2006-07). As such, the experience of
this group of women within the context of familial cancer is unclear.
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Parents in a study by Buchbinder and associates (2009) emphasised the importance of
maintaining normalcy in their home or creating a new sense of normal. They strove to
maintain an active presence in the household and ensured key moments such as
family dinners and bed time rituals were maintained and positive. Clemmens (2009)
noted the same for adolescents in her cancer study, with recognition of how normal
every day routines are undoubtedly altered and recognising the need to normalise the
experience and return to a previously comfortable way of being. According to
Shockney (2009) adolescent concerns regarding familial breast cancer can range from
being annoyed at increased responsibilities within the home to fears of their mother
dying and inheritance of the disease.

Research indicates that daughters are most at risk of experiencing these difficulties
which can also include: depression, anxiety and body image disruptions (Edwards,
Watson et al. 2008; Clemmens 2009; Verbanc 2009). The normalised process of
developing their own breasts and transitioning into a woman can intermingle with the
mother’s breast cancer diagnosis and bring about fears and questions concerning
breast cancer and psychosexual development (Verbanc 2009). Daughters are often
disturbed by the potential loss of their mother/daughter relationship, and their
mother’s wellbeing (Rogers, Thompson et al. 2002). Whilst this study focussed on
school age girls in years 7-11 the findings are similar to that of Ravies and Pretter
(2005), who focussed on women aged 21-62. When faced with these severe worries,
they exhibited signs of withdrawal, fear, rejection and hostility whilst trying to cope
with their mother’s illness (Rogers, Thompson et al. 2002: 107). Despite most
research indicating that illness experiences do impact on adolescents, Capelli (2005)
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conducted a study in which no significant differences between daughters who had an
ill parent and those who did not was found, with regard to behavioural, emotional or
familial distress. Although this seems contradictory, it is important to take into
consideration that this study involved young girls whose mothers had all survived,
and this may explain the variation in findings.

Adolescents find their lives complicated by their mother’s illness and experience
conflict between wanting to branch out from their family and being required at home
(Northouse, Cracchiolo-Caraway et al. 1991). Young women wanted to be able to
help their mothers yet also experienced anger and resentment about constant
responsibility and fear of inheriting the disease. However, the presence of resentment
is not supported in other studies exploring this mother daughter relationship
(Clemmens 2009; Verbanc 2009). A phenomenological study identified similar
findings with adolescent participants citing their lives had been unravelled by their
mother’s cancer diagnosis and treatments. Their everyday being and normality were
seen to be altered. They stated the noticeable absence of their mothers from their
everyday routines and activities. Difficulty arose in wanting to be close to their
mother during this time, despite the significant fears and uncertainties that were
reinforced through their mother’s absence or physical signs of illness. All held on to
the hope that once treatments had finished, life could go back to ‘normal’ (Clemmens
2009).

The role of rurality
Environment and culture play extremely complicated, interacting roles in health
(Gesler 1992). There is considerable research surrounding the implications of cancer

26

treatment within the rural context. Accessibility of services and travel related
constraints combine to increase an already problematic experience (FitzGerald,
Pearson et al. 2001). It is a commonly heard phrase that everyone knows everyone
else’s business in rural towns, and for some this can imbue feelings of support, whilst
for others it can feel like an intrusion on privacy (Baldwin and Usher 2008).

One way of framing rurality as an experience is to look at ‘sense of place’ literature.
Sense of place refers to the ‘meaning, intention, felt value and significance that
individuals and groups give to places’ (Gesler 1992; Pretty, Chipuer et al. 2003), and
has been found to have an impact on health (Tunstall, Shaw et al. 2004). Both
physical and emotional wellbeing are enhanced through even minimal participation
with natural environments. This can include improvements in aspects such as
confidence, creativity, social connections and feelings of empowerment, thus
illustrating the important role of place in psychosocial wellbeing (Pascal 2007). The
impact of this is illustrated through experiences of home sickness when people are
absent from a place of attachment (Gesler 1992). Living in a close knit community
and connecting with the place you live are important aspects of everyday life
(FitzGerald, Pearson et al. 2001).

Limited research exists on the effects of familial cancer diagnoses for friends and
family. Concerns about disruptions to family life, care for children and interruptions
to work life are all prevalent (Lightfoot, Steggles et al. 2005). Caregivers and family
members can experience high levels of distress and financial concerns, and family
demands can become challenging. Almost 80% of spouses and families reported
finding travel for treatment emotionally difficult (Lightfoot, Steggles et al. 2005). A
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recent study noted that aging families affected by cancer in rural areas experience
isolation, lack of information, limited access to services and complex transitions in
environment, roles and relationships, activities of daily living and physical and mental
health (Duggleby, Penz et al. 2010).

Social connectedness is highly valued in rural areas, yet this is one of the aspects
significantly altered through the effects of diagnosis and treatment (Duggleby, Penz et
al. 2010). One of the main strengths of rural communities is the perception that when
in need, the community supports its members (Pretty, Chipuer et al. 2003). Patients
diagnosed with cancer can struggle with leaving social and physical supports behind
to seek treatment within metropolitan treatment centres and it may be possible to liken
this in some degree to studies demonstrating similar implications for indigenous
populations (Willis 1995; Willis 1999). What is clear is that there is very limited
research and evidence around how people experience rurality and ‘place’ within the
context of familial breast cancer. It could be expected that there will be significant
similarities to those with a diagnosis but more research is needed to ascertain this in
depth.

Child as carer
It is both gender and age within the familial cancer context that create additional
burdens and difficulties through an inconsistency with social role theory (Kim and
Spillers 2010). Social-role theory of gender and helping states that male gender roles
foster helping that is heroic and chivalrous, whereas female gender roles foster
helping that is nurturing and caring. The female gender role may prescribe that
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women help certain people in certain ways. Women are expected to care for the
personal and emotional needs of others, to deliver routine forms of personal service,
and more generally, to facilitate the progress of others toward their goals. The demand
for women to serve others in these ways is especially strong within the family and
applies to some extent in other relationships such as friendships (Eagly and Crowley
1986).

This theory supports the role of daughters as caregivers. Whether due to a choice
being made by daughters, or an expectation of other family members, the role that
daughters take on within a household can change when their family members are
diagnosed with, or die from breast cancer. Research has found that in these situations,
it is not uncommon for daughters to continue with their normal role expectations
(such as schooling), as well as taking on more responsibility around the home. They
are seen to take on the role of substitute mother and wife, especially when they are the
only or eldest sibling (Pill and Zabin 1997; Lenhardt and McCourt 2000; Oktay 2004;
Davey, Gulish et al. 2005; Meyerowitz 2005; Burles 2006; Grabiak, Bender et al.
2007; Schultz 2007; Kim, Wellisch et al. 2008; Puterman and Cadell 2008). This can
result in feelings of being overwhelmed as they try to deal with not only the loss of
their mother, but also the responsibility of trying to become the central caretaker in
the home (Lenhardt and McCourt 2000).

The negative consequences of caregiving are common in the literature, what is less
commonly acknowledged are the benefits. These roles give meaning and value to life
and foster a sense of belonging and contribution (Fitch 1999). Becoming a carer can
be rewarding through ‘doing something good, meeting expressed needs, continuing
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with normal life as much as possible, improving the conditions of the relationship and
meeting cultural expectations of the right thing to do’ (Wong and Ussher 2009: 274).
Similarly, a study directly exploring adult daughter’s experiences of caring for their
parents found that 93% of participants could identify at least one benefit of their
caring role. Commonly cited examples included positive changes in the relationship
with the sick parent, enjoying life and developing inner strength (Leedham and
Meyerowitz 1999).

What the literature demonstrates is that the roles and expectations within a household
are pivotal for the well-being and acceptance of illness by all family members. It can
shape how the cancer diagnosis is responded to and the level of psychosocial impact
that is experienced. This research will add further depth to the experience within the
familial cancer context; a literature base which is relatively scarce.

Impact
Self-care behaviour
There are aspects of a person’s life that can be altered to influence their risk of
developing breast cancer or outcome of diagnosis. People are made aware of the
benefits of living a healthy lifestyle and undertaking early intervention techniques as a
way of monitoring and controlling their risk. However, research is finding that this
does not necessarily mean that people will undertake these self-care behaviours. Many
studies (Burles 2006; Fry and Prentice-Dunn 2006; Johnson 2006; Burak and Boone
2008; Johnson and Dickson-Swift 2008; Bozo, Tunca et al. 2009; Proulx, Beaulieu et
al. 2009) found that the message of the benefits of these behaviours has been
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acknowledged and accepted, but has not necessarily resulted in behaviour change or
self-care techniques.
Some of the suggested reasons for this lack of transference into action include:
increased anxiety and lack of provision of adequate reassurance (Bradbury, PatrickMiller et al. 2009; Proulx, Beaulieu et al. 2009) and inevitability or lack of control
(Taylor, Lichtman et al. 1984; Walter and Emery 2006; Bennett, Parsons et al. 2010).
Risk is more readily accepted and tolerated when people feel that it is a result of their
choice, such as smoking or sky diving. This suggests some of the difficulty women
have in accepting their risk may be due to the lack of choice (Pilarski 2009).
Perceptions of risk factors (Lemon, Zapka et al. 2004); mortality salience and
expressed optimism/fatalistic beliefs (Arndt, Routledge et al. 2006; Niederdeppe and
Levy 2007) were also common findings. Themes of unfairness (Kenen, Ardern-Jones
et al. 2003) were frequently noted surrounding being too young (Benjamin, Flynn et
al. 2008; Hamilton, Williams et al. 2009; Norris, Stockard Spelic et al. 2009), life
priorities (Chalmers and Thomson 1996) and concerns about and for future
generations (Mcallister 2002; Cappelli, Verma et al. 2005).

For others, their experiences of breast cancer can positively influence behaviour and
provide motivation to become more proactive, aware of their health and to undertake
behaviours that are beneficial in reducing their anxiety (Kenen, Ardern-Jones et al.
2003; Walter and Emery 2005; Burles 2006; Mellon, Berry-Bobovski et al. 2006;
Humpel, Magee et al. 2007; Clements, Henderson et al. 2008; Cohn, Fraser et al.
2008; Hamilton, Williams et al. 2009; Maheu 2009; Norris, Stockard Spelic et al.
2009). Participants in other studies (Hamilton, Williams et al. 2009) stated that
options such as genetic testing were beneficial in their lives as it provided them with a
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way to take back some control within a situation where they had previously felt that
they had very little, and to reduce the likelihood of dying before their time and leaving
behind young children (Werner-Lin 2008; Bennett, Parsons et al. 2010).

Young women with a confirmed genetic predisposition for breast cancer are faced
with many unique challenges, both medical and psychosocial. There are limited
services and interventions available as they strive to introduce normalcy into an
illness focussed family history. They experience a sense of urgency to achieve all they
can out of life before cancer is an imminent threat. While the population trend is for
young women to postpone marriage and parenthood until they have established their
careers, young women with a genetic predisposition for breast cancer are experiencing
a reversal of priorities (Werner-Lin 2009).

What is not evident is how young women incorporate self-care into their Being-inthe-World when they have experienced a family history of breast cancer. Some
literature suggests that overestimation of risk and excessive self-care can occur
(Bennett, Parsons et al. 2010), but these studies do not focus on the age group, or the
rural perspective proposed in this study.

Mortality Salience
The experience of the death of a close relative or friend is an event that is multifaceted
and complex. Little and Sayer (2004) stated that when young people are made
prematurely aware of their own possibility of death they become what has been
referred to as mortality salient. Alongside this awareness comes a sense of uncertainty
and vulnerability that can affect all aspects of life (Ogden 2004). Quantitative studies
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exploring death anxiety in younger adults (mid-teens to mid-thirties) and older adults
(sixty and above) have identified two common ways of dealing with the death
anxiety; rationalising a reduction in risk by focussing on positive life enhancing
behaviours or avoidance and suppression of death related thought, anxieties or
memories (Maxfield, Pyszczynski et al. 2007; Bozo, Tunca et al. 2009).

Other predominantly qualitative and mixed method studies have identified that
mortality salience can bring with it new found appreciation for life and relationships,
people and things of significance. Many studies (Taylor, Lichtman et al. 1984;
Germino, Fife et al. 1995; Appleton, Fry et al. 2000; Sanders, Campbell et al. 2003;
Neimeyer 2005; Liu and Aaker 2007; Ribbens McCarthy 2007; Schultz 2007; Roing,
Hirsch et al. 2009) have identified this change occurring where the possibility of their
own or a loved one’s death brings them to the realisation of what is important in life.
With the cancer diagnosis of a mother come many consequences and new realities.

One of these is recognition of the significant role of their mothers. The awareness of
their mother’s mortality reinforces society’s view of mothers as central to a child’s
world and development (Clemmens 2009). This is such a strongly reinforced belief
that occurrences such as cancer diagnoses shatter optimistic realities and replace them
with the premature reality of death. They change their lifestyles to support the
philosophy of making the most of every moment, and this is particularly influential on
improving the mother/daughter relationship (Spira and Kenemore 2000; Davey,
Gulish et al. 2005; Raveis and Pretter 2005; Burles 2006; Mellon, Berry-Bobovski et
al. 2006). Although this was a common finding in these qualitative studies that
utilised interviews and focus groups with young adolescents, there are other studies
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(Fitch 1999) that in contrast found that the familial cancer experience resulted in the
mother/daughter relationship becoming more distant. It is worth noting that although
Fitch’s was also a qualitative study; the data obtained were from the perspective of the
mothers.

Uncertainty
‘It is a cognitive state created when a person cannot adequately
structure or categorise an event because of the lack of sufficient cues.
Uncertainty occurs in a situation where the decision maker is unable to
assign definite values to objects or events and/or is unable to predict
outcomes accurately’
(McCormick 2002: 127).

Uncertainty is a condition of not knowing indisputably; being unreliable, changeable
or erratic (Bottorff, Ratner et al. 1998). There is interconnectedness between
discussions of risk and uncertainty but one way to differentiate between them is to
stipulate that risk is associated with more than one possible outcome, where the
probability of each outcome is known. Uncertainty is the consequence when
probabilities are not known (Bottorff, Ratner et al. 1998). The fundamental use of
concepts such as risk and probability lies in dealing with uncertainty. Probabilistic
concepts are employed in the absence of uncertainty, with the purpose of achieving
certainty (O'Doherty 2005).

Experiencing uncertainty is a major component of all illness experiences and
consequently results in impacts on psychosocial adaptation and illness outcomes of
the disease (McCormick 2002). The feelings associated with uncertainty can range
from not feeling completely confident to vagueness. They fluctuate over time and can
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be accompanied by threatening and/or positive emotions (McCormick 2002). Illness
is temporal and as such people use their knowledge of the past to inform their current
lives and predict future outcomes. People have the ability to solve present problems
based on potential future consequences while taking into consideration what was
learned in the past. In an uncertain illness situation, the future becomes unclear and
unpredictable (McCormick 2002). Heightened levels of perceived uncertainty can be
a significant predictor of psychological distress among individuals experiencing a
range of illnesses (Neville 2003; Pelt, Mullins et al. 2005).

Whilst the literature usually describes uncertainty as a negative experience, it is a
neutral cognitive state that is neither desired nor dreaded until the implications of the
uncertainty are determined. When individuals appraise the situation they can
determine anxiety either as a stressor that causes fear and anxiety or as a positive
factor through believing that nothing has been confirmed and that not knowing is
better than knowing (Neville 2003). Most individuals experience uncertainty as a
negative state and endeavour to find ways of solving the problem and gaining
certainty (Neville 2003).

Uncertainty is a common experience for women living with breast cancer, particularly
when treatment cannot assure cure or survival. This presents difficulties for not only
the woman diagnosed, but also for others involved in her care (Nelson 1996). The
most common cause of uncertainty within breast cancer is an unknown and
unpredictable future (Nelson 1996). Anxiety and fear, fluctuating emotions, avoidance
of illness related thoughts, feeling hopeless, and awareness of potential losses, both
physical and emotional, are all consequences of uncertainty within the cancer
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experience (Nelson 1996). Whilst the experiences of those diagnosed with cancer are
somewhat understood, what is lacking is an understanding of these same principles
for women who have not had a personal diagnosis but who are experiencing familial
breast cancer (Keogh, McClaren et al. 2011).

What this chapter has demonstrated is that despite the depth of literature exploring the breast
cancer experience, there is limited knowledge about the experience of familial cancer for
daughters. It is clear from the literature that there is no clear definition of ‘young’. Much of
the literature is relevant to those just outside of the medically classified age for breast cancer
risk. Research that explores these issues for women younger than these groups will provide
beneficial insight into how risk perceptions and experiences of breast cancer vary across time.

Through gaining an understanding of the importance of risk and risk perceptions, how
familial illness is experienced and what impact this can have, it is possible to glean
some insight into the lived experience of illnesses like familial breast cancer. All of
these factors combine to shape the way that illness is experienced over the lifespan,
but little is understood about young women’s lived experiences directly related to
familial breast cancer. There is a significant gap in our understanding of the influence of
this experience on everyday Being and this will be addressed in the following thesis. This
chapter is followed by Chapter 3 which introduces the underlying theoretical frameworks for
this study.
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Chapter 3 Theoretical Frameworks
…the finding of a theoretical framework that fits, makes sense and resonates with
researchers’ thinking provides ways of thinking and ways of seeing that unveil
understandings of the phenomena being studied in novel and interesting ways.
(Anfara and Mertz 2006: 191)

This chapter outlines the underpinning principles and philosophies that provide the
foundation for this research. The following has been broken down into two key
sections: first, the knowledge, epistemology, ontology and paradigms that informed
my decisions and as such my research position; and second, an overview of
phenomenology; its main concepts and constructs.

When undertaking research in the pursuit of developing new knowledge, it is
necessary to consider epistemology, ontology and paradigms. All researchers should
have a basic comprehension of what these terms mean. Without this understanding the
research process suffers due to the researcher lacking an essential understanding of
the research process (Grix 2002). Through having a clear understanding of the
ontological and epistemological assumptions that underpin research it is possible to
understand the interrelationship of the key components. It aids in avoiding confusion
when discussing theoretical debates and approaches to social phenomena, and
provides recognition of others’ and one’s own positions (Grix 2002).
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Ontology
Ontology refers to the theory of the nature of reality (Bloyce 2004) and the basic
questions about the nature of reality and the nature of human beings in the world
(Mayjut and Morehouse 1994; Lincoln and Guba 2005; Hansen 2006). It is concerned
with ‘what is’; with the nature of existence and the structure of reality (Crotty 1998:
10). The ontological question is ‘what is the form and nature of reality, and therefore,
what is there that can be known about it?’ (Guba and Lincoln 1994: 108).

Ontology is the starting point of all research, after which ones epistemological and
methodological positions logically flow (Grix 2002). The primary ontological
decision point for researchers is to clarify their stance about whether there is a single,
objective real world. They can accept this stance, and hence believe that the goal of
science is to discover the structure and function of that singular world. By contrast
researchers may reject this notion, believing instead that the goal is to understand how
we construct and interpret our realities (Campbell and Wasco 2000), and that latter is
where I identified my stance.

Ontology will ultimately influence epistemology and choice of methodology, as an
interrelationship exists between all of these components (Crotty 1998; Grix 2002;
Gray, Klein et al. 2005). If a researcher advocates for an objective ontological
position they will also argue for following the ethos of the natural sciences (Bloyce
2004). By contrast this research, which is influenced by an interpretivist ontology, has
been guided towards a constructivist paradigm and qualitative phenomenological
methodology and methods. This will be discussed further in the following section of
this chapter.
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Diversity in research arises from variety in ontologies and epistemologies. This in
turn guides the research process and design (Grix 2002; Gray, Klein et al. 2005;
Sarantakos 2005). More specifically, ontologies inform methodologies as to the nature
of reality or as to what social science is supposed to study. Further, epistemologies
advise the nature of knowledge and methodologies and inform choice of appropriate
research designs (Sarantakos 2005). This is represented in its most basic form in the
figure below (Figure 3.1):

Figure 3.1
Adapted from Grix 2002: 180; Sarantakos 2005: 29

Epistemology
Epistemology is ‘assumptions concerning the origins of knowledge’ (Mayjut and
Morehouse 1994: 3-4) and ‘an interest in the origins and nature of knowing and the
construction of knowledge’ (Crotty 1998: 8). It is concerned with the theory of
knowledge, especially with regard to methods, validation, and the possible ways of
gaining knowledge of social reality. In particular, epistemology deals with how what
is assumed to exist can be known (Grix 2002). Epistemology is linked intimately to
the worldview, that is, how one views the world is influenced by knowledge and is
shaped by ones world view (Ladson-Billings 2000: 258).
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The epistemological stance that the researcher chooses to follow should be made clear
at the beginning of the research so as to allow readers to be aware of the
epistemological assumptions and underpinnings (Walliman 2005). A range of
epistemologies exist (Crotty 1998: 8-9). These include objectivist, which states that
meaning, and therefore meaningful reality, exists as such apart from the operation of
any consciousness. Constructivism includes a belief that there is no objective truth
waiting for us to discover, rather, truth or meaning comes into existence in and out of
our engagement with the realities in our world, whilst subjectivism denotes that
meaning does not come out of an interplay between subject and object but is imposed
on the object by the subject (Crotty 1998: 8-9).

Epistemology assists the researcher to understand which designs will be effective
(Gray 2005). Some of the important epistemological questions that can be asked by
researchers include: how do I know the world? What is the relationship between the
enquirer and the known? What role do values play in understanding? (Mayjut and
Morehouse 1994; Lincoln and Guba 2005).

Paradigms
Paradigms are defined as ‘the basic belief system, or worldview, that guides the
investigator, not only in choices of method but in ontologically and epistemologically
fundamental ways’ (Guba and Lincoln 1994: 105). Whether consciously or not, every
researcher works within a paradigm. Perspectives can vary a great deal among
researchers who might see the world from opposing paradigms. Informing these
perspectives is: your view of the world, basic philosophical grounding, the topic of
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investigation, the sources of data you consider appropriate, the methods chosen to
obtain data, and the way the research is undertaken (Ulin, Robinson et al. 2005: 12).

There are currently four main paradigms within qualitative research, each of which
encompass differing epistemological and ontological underpinnings: positivism,
postpositivism, critical theory and constructivism (Guba and Lincoln 1994: 105).
These four paradigms will now be briefly discussed, followed by a short statement of
the paradigm that has influenced this research.

The term positivism represents the central view that has dominated for many years. It
is the view that ‘all true knowledge is scientific, and can be pursued by scientific
method’ (O'Leary 2004: 10). The aim of positivism is explanation, ultimately
enabling the prediction and control of phenomena. Positivists believe that there is a
reality out there that can be studied, captured and understood (Denzin and Lincoln
2005: 11). The researcher and the participant are viewed as being entirely independent
entities, with emphasis placed on the researcher studying the ‘object’ without
influencing it, or being influenced by it. Within this paradigm, research takes place as
if through a one way mirror; values and biases are prevented from influencing
outcomes through rigorous procedures that must be followed. Replicable findings are
seen to be fact and truth. The methodology most commonly used within this paradigm
consists of experimental and manipulative approaches. In most cases, a question or
hypothesis is proposed and subjected to empirical tests for verification (Guba and
Lincoln 1994).
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Postpositivism on the other hand, refers to the paradigms that have made some effort
to respond to the problematic aspects of positivism, while still remaining in the same
basic set of beliefs (Guba and Lincoln 1994). Reality is assumed to exist but only to
the degree that the flawed human intellectual mechanisms can capture it. Objectivity
remains a regulatory ideal and replicated findings are viewed as probably true, but
always subject to falsification. As with positivism, this paradigm still utilises
experimental/manipulative designs but focuses on a modified approach which aims to
address some of the problems of positivism through ‘doing inquiry in more natural
settings, collecting more situational data, reintroducing discovery as an element in
inquiry and soliciting emic viewpoints to assist in determining the meanings and
purposes that people attribute to their actions’ (Guba and Lincoln 1994: 110).

Critical Theory has been used as somewhat of a blanket term covering several
different alternative paradigms and is seen to include, but not be limited to, Marxism,
feminism, materialism and participatory inquiry (Guba and Lincoln 1994). Its main
aim is the critique and transformation of the social, political, cultural, economic,
ethnic and gender structures that constrain and exploit humankind. Reality is viewed
as being apprehendable but it is also seen as being shaped by social, political, cultural,
ethnic and gender factors. In critical theory, the researcher and the participant are
assumed to be interactively linked. The values of the researcher inevitably influence
the inquiry. In studies underpinned by critical theory, the investigation requires a
dialogue between the researcher and the participant, which is required to be dialectical
in nature (Guba and Lincoln 1994).
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Constructivism refers to an alternative paradigm whose main point of difference from
positivism is the move from ontological realism to ontological relativism (Guba and
Lincoln 1994).
The constructivist paradigm assumes a relativist ontology (that there are
multiple realities), a subjectivist epistemology (knower and respondent co
create understandings) and a naturalistic (in the natural world) set of
methodological procedures (Denzin and Lincoln 2000: 21).

This paradigm claims that meaning does not exist in its own right. It is not something
we just ‘find’, rather it is constructed by human beings as they interact and engage in
interpretation (Schwandt 1994; O'Leary 2004). Constructivism contains the belief that
‘to understand this world of meaning one must interpret it’ (Schwandt 1994: 118).
The aim is understanding and reconstructing beliefs that people initially hold. Within
a constructivist paradigm, reality can be captured in the form of multiple, intangible
mental constructions, which are socially and experientially based. The researcher and
the participant are interactively linked as they are seen to create the findings together
as data collection proceeds (Guba and Lincoln 1994: 111).

At this point, it is necessary for me to acknowledge that this research has been
underpinned, and shaped, by the constructivist paradigm. Whilst exploring the
different paradigms it was clear to me that the constructivist paradigm was best suited
to my philosophy as a researcher. The idea that there is no one ‘true’ reality, but a
series of realities developed through interactions with others and the world fitted with
my beliefs. These principles influenced the aim and structure of this research through
a focus on using in depth qualitative methods to collect reflexive, women centred data
and to obtain insight into the lived experiences of young women in breast cancer
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families. This perspective is also consistent with feminist principles, which are
explored later in this chapter.

Qualitative Research
Qualitative research has developed from aspects of anthropology and sociology and
represents a broad view that ‘to understand human affairs it is insufficient to rely on
quantitative surveys and statistics, and necessary instead, to delve deep into the
subjective qualities that govern behaviour’ (Holliday 2002: 7). The common concern
is to understand the meaning people make of their lives from their own perspective
(Darlington and Scott 2002).

The focus on understanding the lived experiences of people who share time, space and
culture is seen to be in direct contrast to quantitative research (Johnson and Waterfield
2004), which focuses on controlling and predicting phenomena, usually through
experimental designs and statistical analysis (Frankel and Devers 2000). Qualitative
research aims to help researchers understand people and the social and cultural
contexts within which they live. It has now become ‘a field of enquiry in its own
right’ (Myers 1997; Johnson and Waterfield 2004), and is continuing to increase in
use across a wide range of academic and professional areas, including the health field
(Holliday 2002; Denzin and Lincoln 2005; Hansen 2006). It is now a commonly
utilised method and is considered a good choice when the researcher ‘seeks to
uncover the thoughts, perceptions and feelings experienced by participants’ (Grbich
1999: 5). The word ‘qualitative’ implies:
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‘an emphasis on the qualities of entities and on processes and meanings that are not
experimentally examined or measured, if measured at all, in terms of quantity,
amount, or intensity of frequency’(Denzin and Lincoln 2005: 10).

As an approach, it provides a focus on the meaning that people express about some
aspect of their lives and experiences

(Marshall and Rossman 1999: 60) and is

perceived as a method that ‘enables in-depth observation into complexities and
processes as well as for looking at phenomena of which little is known’ (Marshall and
Rossman 1999: 57). This was consistent with what I saw as the main purpose of my
research question.

Underpinning Feminist Principles
‘Feminist research begins with women’s own perspectives and experiences’ (Presser
2005: 2067). As with other ontological and epistemological stances, due to the
intertwined nature of epistemology, methodology and methods, feminist epistemology
not only influences what researchers choose to examine, but also affects the choice of
methodology (Ardovini-Brooker 2002).

Feminist research can be referred to through the use of many terms including:
reflexive,

woman-centred,

deconstructing

women’s

experiences,

and

the

transformation of patriarchy and corresponding empowerment of women (Campbell
and Wasco 2000: 773). It is also commonly linked with the phrase ‘a study not just of
women, but also for women’ (Riger 1992: 736; Kirsch 2005: 2163). A central
component of feminist epistemology is the search for multiple truths or realities as
opposed to the one ‘truth’, and the multiplicity of women’s voices (Ardovini-Brooker
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2002). Despite the term feminism denoting that there is only one feminism, there are
four main types: liberal (stresses building connections among all women to advocate
for equal access to resources), radical (draws central attention to gender oppression
and calling for restructured social institutions), socialist (belief that economic and
class structure of our society is inherently problematic which leads to multiple forms
of oppression) and womanism (an explicit race critique of feminism) (Campbell and
Wasco 2000). Although my research has not followed a distinct feminist approach it
encompasses many key ideas, which are presented below.

Women’s lives and experiences have not been adequately captured through the
traditional scientific research lens. Feminist epistemologies recognise women’s lived
experiences as legitimate and valuable sources of knowledge (Riger 1992; Campbell
and Wasco 2000: 773; 778; Monroe-Baillargeon 2004) and strive to go beyond mere
description of unknown or unrecognised aspects of women’s lives and experiences
(Olesen 2005) As such, at an epistemological level, ‘feminist social science
legitimates women’s lived experiences as sources of knowledge…at a methodological
level, the process of examining these experiences must reflect an ethic of respect,
collaboration and caring’ (Campbell and Wasco 2000: 775).

Both qualitative and quantitative approaches are viewed as acceptable (MonroeBaillargeon 2004) and bringing women together to discuss their lives, creating
settings for connecting and sharing, reducing hierarchical relationships and
recognising the emotionality of research (Campbell and Wasco 2000), and selfdisclosure of researcher experiences (Jansen and Roe Davis 1998), are all seen as
important benefits. As eloquently stated by Fontana and Frey (2000: 668) ‘to learn
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about people we must treat them as people, and they will work with us to create
accounts of their lives’. Five key features of feminist research are: giving voice to
women’s experiences, moving away from dichotomous and simplistic thinking, the
incorporation of reflexivity, the adoption of collaborative approaches and the use of
research as a tool for emancipation (Monroe-Baillargeon 2004).

Similarly, Stanley and Wise (1993: 189) cite seven key areas of the feminist research
process which differ from that of traditional research:
1. The researcher/research relationship should not be hierarchical
2. Emotions should be seen as valuable aspects of the research process
3. The conceptualizations of "objectivity" and “subjectivity” as binaries or
dichotomies must not occur in research
4. The researchers’ intellectual autobiography must be taken into consideration
when viewing their conclusions
5. The researcher must consider the existence and management of the different
"realities" or versions held by the researchers and the researched
6. The researcher must be aware of issues surrounding authority and power in
research
7. The researcher must recognize that there is authority and power in the written
representation of research.

Whilst this is not a dictated checklist for qualitative researchers, these 7 key areas
mimic the values of qualitative research in general and are often implicit. They are
core values that should be followed in all research if a high standard of data is to be
obtained. Although not following a strict feminist procedure or epistemology, this
research process is underpinned by many of these principles including: giving a voice
to women’s experiences (particularly in an under researched area), valuing emotions
in both researcher and participants, aiming to decrease the hierarchical nature of data
collection, consideration of my own experiences as researcher, a reflexive and
collaborative approach, and working within the broader philosophy of research by
women, on women, for women. These were all aspects that I thought were necessary
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if an honest, open and in depth understanding of young women’s experiences of
familial breast cancer was to be obtained. The ontological, epistemological,
paradigmatic and feminist background for this research all ensured that the initial
aims and objectives of the study are achievable, and that the research would provide
new and valuable knowledge.

Phenomenology
Overview of phenomenology
In the early 1980s, a shift from the dominant empirical methodologies began as the
limitations of the method to address significant questions in the human realm began to
be recognised. With this shift came an increased interest in the use of methods that
emphasised discovery, description and meaning, rather than prediction, control,
measurement and the quest for unquestionable truth (Laverty 2003), resulting in a
growing acceptance of qualitative methodologies.

The phenomenological movement began around the first decade of the 20th century. It
aspired to be more than just a school of thought, but a movement that not only
restored the strict scholarship of philosophy but also served to reform life all together
under the guidance of intellectual honesty (Safranski 1998). It consisted of three
different phases: Preparatory, German and French.

The preparatory phase was dominated by Franz Brentano and Carl Stumpf and
focused on the clarification of the concept of intentionality; that consciousness is
always conscious of something (Streubert and Carpenter 2007: 78). Brentano focused
on trying to reform philosophy so that it could provide answers that organised religion
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could not, as well as trying to make psychology truly scientific by basing it on
descriptive psychology. Stumpf also played a role during the development of
experimental phenomenology, which used experimentation to discover the
connections between the elements of what is being perceived (Cohen 2000: 7). This
approach also later came to include Merleau-Ponty’s explanation of interior and
exterior perception. That interior perception is not possible without exterior
perception; that ‘one does not hear without hearing something and one does not
believe without believing something’ (Streubert and Carpenter 2007: 78).

The second phase (German) was dominated by Edmund Husserl and Martin
Heidegger and was a phase that was noted for its change in philosophy, both across
and within philosophers (Cohen 2000). Husserl introduced his belief that philosophy
should become a rigorous science that could restore contact with deeper human
concern. He believed that phenomenology should become the foundation for all
philosophy and science.

During this phase, several concepts were significant.

Essences were elements related to the ideal or true meaning of something; those
concepts that give common understanding to the phenomenon under investigation.
Intuiting was an eidetic comprehension or accurate interpretation of what is meant in
the description of the phenomenon under investigation. Phenomenological reduction
marked a return to original awareness of the phenomenon under investigation,
involving bracketing: a suspension of beliefs, assumptions and biases about the
phenomenon (Streubert and Carpenter 2007).

The third, or French, phase of the phenomenological movement was predominantly
represented by Gabriel Marcel, Jean-Paul Sartre, and Maurice Merleau-Ponty. The
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principal concepts developed during this phase were embodiment and Being. These
concepts were based around the fact that ‘all acts are constructed on foundations of
perception or original awareness of some phenomenon’ (Streubert and Carpenter
2007: 80).

There are many different forms of phenomenology, with the main two being
Husserlian and Heideggerian. Regardless of which of these philosophers researchers
follow, it is thought that their first duty as a phenomenologist is to ‘reinterpret words
and concepts according to the exigencies of the phenomenological investigation’
(O'Dwyer 2001: 44). It is essential at the outset of research to contextualize
phenomenological research into these different philosophical conditions that inform
its methods (Wimpenny and Gass 2000: 1485-1486). A brief discussion of these
follows.

Husserlian phenomenology requires the researcher to inquire about the meaning of
human existence (Koch 1999). Husserl (1838-1959) was a mathematician and a
philosopher, and the main developer of a transcendental philosophy; a
phenomenology that discovers the basic rules of experience (Koch 1999). He believed
this approach was necessary as a result of the growing historicism and relativism that
he was observing in western culture (Dostal 1998). He was interested in acts of
attending, perceiving, recalling, and thinking about the world and understood human
beings primarily as knowers (Laverty 2003) Husserl’s attraction to phenomenology
was based on its promise of being a new-science of Being, and a way of reaching true
meaning through penetrating deeper and deeper into reality (Laverty 2003). The main
motivator behind this approach was Husserl’s determination to

50

renew what he saw as the true mission of philosophy, by establishing a basis
for knowledge which would not only answer the philosophical challenges of
scepticism and relativism, but also serve as a foundation for any positive
science claiming the status of objective truth (Small 2001: xiii).
Husserl intended his phenomenology to be a descriptive psychology, which would
return things to themselves and to the essences that constitute the consciousness and
perception of the human world (Koch 1999). He believed that the experience of life
events in the everyday world was an invaluable source of knowledge. That there was
a need to renew interest in observing people’s experiences in the world and strongly
endorsed the suspension of theoretical understandings of life when using
phenomenology to understand experiences (Becker 1992). His ultimate hope was to
come face to face with the ultimate structures, or essences, of consciousness (Koch
1999). He believed that, through an intuition of these essences, the universal
structures of the phenomenal world could be grasped (Small 2001).

There are three main components specific in, and dominant to, Husserl’s
phenomenology: intentionality, essences and phenomenological reduction. According
to Husserl, phenomenology was the study of human consciousness and had the aim of
investigating phenomena without making assumptions of judgments about the world
(Koch 1999). The phenomenon that Husserl was interested in was the stream of
consciousness experience. Those following Husserl’s phenomenology were in fact
studying consciousness; examining the meaning produced and describing the human
life world in terms of essences (Koch 1999). Husserl alleged that ‘minds and objects
both occur within experience, thus eliminating mind-body dualism and that
consciousness was a co-constituted dialogue between a person and the world (Laverty
2003).
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Intentionality refers to Husserl’s belief that the mind is directed towards objects.
Husserl wanted to demonstrate that the world is already present within people and that
we are not just empty vessels that absorb the information and experiences of the
world. It was thus stated that we are invariably relating to something and that
consciousness is always conscious of something. Husserl based this on the assumption
that our own conscious awareness was one thing of which we could be certain. He
thought that the building of our knowledge of reality should start with this conscious
awareness and that there must be some content in the mind that accounted for this
directedness (Safranski 1998; Koch 1999).

Phenomenological reduction, also known as bracketing, ‘requires the researchers to
remain neutral with respect to belief or disbelief in the existence of the phenomenon’.
Essentially, researchers are expected to set aside all personal beliefs and previous
knowledge about the phenomenon to prevent the information from interfering with
the recovery of a ‘pure’ description of the phenomenon (Streubert and Carpenter
2007). Husserl proposed that researchers needed to use phenomenological reduction
in order to successfully achieve contact with essences and to see them clearly.
Overall, he was striving to see things as they are through intuitive seeing and to show
the purely immanent character of conscious experience by means of careful
description (Laverty 2003). It was his belief that phenomenological reduction was
necessary in order for the findings to be beyond all possible doubt (Dostal 1998).

By contrast, Heidegger was committed to what he saw as the single most important
question of existence, and one that he thought other philosophers had passed over as
trivial; what is Being? He believed it was necessary to ask this question because he
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saw it as the most basic of all questions and because all other questions presuppose
that there is Being and/or make assumptions about Being. He saw human
understanding as the only key to the nature of Being; as we are always concerned with
both ourselves and our whereabouts. The question of Being (Seinsfrage) comprised
the basic premise in all Heidegger’s work. This question was one that he sought an
answer to for most of his life. It tries to understand the sense, purpose and meaning of
human life and nature, the values of life and the why and wherefore of the world and
the universe. This is known as the ontological difference, and marked a departure
from Husserl’s ideas (Watts 2001).

Heidegger believed that western philosophy was such that there was a forgetting of
Being and a significant lack of focus on the mystery of life – why is there a world and
a universe, rather than nothing at all? (Dostal 1998; Frede 1998; Safranski 1998;
Watts 2001). He was not aiming to describe Being, but ultimately to discover the
‘meaning of Being as it expresses itself through mankind’s way of Being’ (Watts
2001: 12). It was Heidegger’s belief that it was not possible just to ‘read off’
phenomena as it appeared in acts of consciousness but, rather, that it is necessary for
these phenomena to be unearthed, and examined beyond just their surface
appearances (Frede 1998).

Another difference between Husserl and Heidegger was the shift from considering
problems of epistemology, to considering the problem of ontology, which introduced
a completely new way of thinking (Leonard 1994; Watts 2001). Heidegger contrasted
the common ontology, which focussed on ontic, with a focus on the primordial fact of
these things existing in the first place (Watts 2001).
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Throughout his career, he dealt extensively with the situatedness of ‘Being-in-theWorld’. Heidegger stated that Being-in-the-World is not simply situated within a
place and time, but instead dwells within an environment that comprises its concerns
and things which are ready-to-hand (Small 2001). Our world is one that consists of
many shared background practices and familiarity and these shared backgrounds
provide us with our possibilities and potentialities. As a result of these shared
backgrounds and experiences we are able to ‘be involved with things, relations and
situations in our world, to cope smoothly and skilfully in our everyday life and to take
a stand on what it is to be human beings in our world’ (Plager 1994: 69).

Heidegger differed from other philosophers in his belief that due to the fact that
people are so embedded in their world, that the knower and the world they know are
intricately linked, thus he believed it was not possible to isolate human beings from
the world in which they live (Watts 2001). Furthermore, his hermeneutic
phenomenological approach provides ‘a philosophy to interpret the Being of human
beings; to uncover the phenomena for investigation; and to provide an analysis for the
structures of existence’ (Plager 1994: 65-66). It has been said that Heideggerian
phenomenology encompasses three main themes. First, human Being is a selfinterpreting activity (hermeneutic). Second, it involves an understanding of what
Being means and this understanding opens a clearing for human beings’ encounters.
Third, everyday practices and everyday awareness take place in this clearing that
governs what everyday human activity takes for granted. These practices are said to
embody specific cultural ways which add up to an understanding of what counts as
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real for us (Plager 1994: 70). By asking what it means to be a person we can come to
understand more clearly how we know the world (Leonard 1994: 45).

Phenomenology as research method
When gaining an understanding of phenomenology and the differing perspectives,
Heideggerian phenomenology stood out as consistent with my underlying
assumptions and as an effective and meaningful way to explore my research topic. As
such, the remainder of this chapter deals with Heideggerian phenomenology.
Heidegger’s phenomenology suggests that life is a text, and as such, the purpose of
the inquiry is to understand that text (Koch 1999). Researchers in support of
Heidegger’s approach emphasise that ‘understanding is a mode through which the
possibilities and potentialities of life are disclosed (Couzens Hoy 1998: 170-172)’.

Heidegger has also been recognised for what has been termed his ‘hermeneutic turn’.
This hermeneutic approach, as introduced in the previous section, was seen to be
different from earlier philosophy as it avoided the traditional model of the subject as
the knower, standing over what is to be known (Couzens Hoy 1998). In hermeneutic
phenomenology, the focus is one of uncovering ‘Being’ as structures of human life
itself (Koch 1999); of studying how people interpret their lives and make meaning of
their experiences (Cohen 2000). It is an interpretive approach that concentrates on the
historical meanings of experiences and their developmental and cumulative effects on
individual and social levels (Laverty 2003). It is concerned with the life world or
human experience as lived and focuses on revealing details and seemingly
insignificant aspects within experiences that may be taken for granted in our lives,
ultimately focussing on creating meanings and achieving a sense of understanding
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(Laverty 2003). Researchers work to find the single phrase or statement that will ‘do
justice to the integrity, complexity and essential being of the phenomenon’ (Becker
1992: 33).

Hermeneutic phenomenology
One of the tenets of this approach is to see informants as ‘people who offer a picture
of what it is like to be themselves as they make sense of an important experience’,
rather than as a group of individual characteristics (Steeves 2000: 50). Hermeneutic
phenomenology differs from other forms of hermeneutics through its focus on a single
kind of human experience, rather than on a social process, structure or culture (Cohen
2000).

There are, generally, five assumptions that relate to hermeneutic

phenomenology. These are:
1. Human beings are social, dialogical beings
2. Understanding is always before us in the shared background practices; it is in
the human community of societies and cultures, in the language, in our skills
and activities, and in our intersubjective and common meanings
3. We are always already in a hermeneutic circle of understanding
4. Interpretation presupposes a shared understanding and therefore has a threefold forestructure of understanding
5. Interpretation involves the interpreter and the interpreted in a dialogical
relationship
(Plager 1994: 71)
Phenomenology aims to ‘reveal the object or phenomenon to which meaning is being
attached’ (Wimpenny and Gass 2000). It requires the researcher, as well as the
participant, to explore and acknowledge their own Being-in-the-World and
acknowledges the researcher as an intricate part of the research (Wimpenny and Gass
2000). This was particularly relevant in my study due to the emotional nature of the
topic being explored and my own personal experiences. I needed to be aware of my
own Being-in-the-World so as to situate myself as the researcher and understand the
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relevance of the study within both academic and personal frameworks. I needed the
participants to open themselves up to their experiences in a similar way.

In contrast to Husserlian phenomenology, hermeneutics does not require the
researcher to bracket out their past experiences, knowledge and biases. Instead,
through a process of self-reflection, biases and assumptions are embedded in the
research process and are seen as essential to the interpretive process. At regular
intervals, the researcher is called to give considerable thought to their own experience
and to explicitly claim the ways in which their position or experience relates to the
issues being researched. It is sometimes recommended that researchers keep a
reflective journal to assist in the process of reflection and interpretation. These
thoughts and personal assumptions may be included in the final document as a record
of the interpretive process (Laverty 2003). Researchers influenced by Heidegger’s
approach tend to view people as self-interpreting and view people’s stories and
recollections as their construction of reality (Koch 1999). This is how I came to view
research as well. I did not see how it would be possible to bracket out such a large
aspect of my life and identity to undertake this research. Hermeneutic phenomenology
recognised the significance of incorporating personal knowledge and experience to
enhance interactions with participants and the depth of information obtained. My
study was strengthened by the adoption of this approach and my recognition and
inclusion of my own Being-in-the-World.

Through using phenomenology, researchers are aiming to gain an in-depth
understanding of meaningful and significant events in the participant’s life. If
understanding is reduced to an objective opinion, all prior experiences and emotion
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bracketed out, then we ultimately bracket out the meaningfulness of the experience
we are trying to explore. We ‘de-experience our experiences and de-world the word
we encounter’ (Safranski 1998: 146). The world is the context in which we encounter
beings and ourselves; our very Being is defined by the fact that we are Beings-in-aWorld. By taking Daesin (discussed below) out of its world you take away the way it
experiences the world, and as such, destroy the phenomenon of having a world (Frede
1998). Misinterpretation is seen to be inevitable when you step back and try to get an
impartial, objective view of things due to the world losing this meaningfulness.
Heidegger’s perspective was that there is no pure, external vantage point from which
to get a presuppositionless, disinterested angle on things (Guignon 1998: 5-6).
Heidegger further emphasises this in the statement;
I cannot look at the world objectively because the world is not,
and cannot possibly be, outside me, since I am – and always have
been since birth – in the world existing as part of it. I am
inextricably linked to all other entities in the world-wide web of
significance (Watts 2001: 12).

This is further supported within the constructivist paradigm as Guba & Lincoln state
(Schwandt 1994: 128),
The observer cannot (and should not) be neatly disentangled from
the observed in the activity of inquiring into construction. Hence,
the findings or outcomes of an inquiry are themselves a literal
creation or construction of the inquiry process. Constructions, in
turn, are resident in the minds of individuals: they do not exist
outside of the persons who create and hold them; they are not part
of some objective world that exists apart from their constructors.

This is the perspective that I adopted for this research. I did not want an objective,
distanced account of familial breast cancer. I saw the benefit of an open and detailed
account of these experiences from the people who knew it best, from the women
experiencing it. Heideggerian phenomenology presented an approach that allowed for
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the voices of these women to be heard, their lived experience to be understood, and a
gap in the literature to be addressed. It allows a depth of understanding of the
everyday lived experience of familial breast cancer and the extent to which this
experience permeates every aspect of Being. It puts a face and a voice to the pained
experiences of cancer.

Terminology
After much reading, I decided that Heideggerian phenomenology was a suitable
approach for this research, and the one that fitted best with its aims (this is discussed
later in this section). An understanding of the terminology relevant to Heideggerian
phenomenology is important. To begin with, it is necessary to introduce the terms
‘being’ and ‘Being’, as these are used throughout all of Heidegger’s writings. ‘being’,
or entity, refers to anything that has an existence of some sort, such as humans and
animals. Whereas ‘Being’ (also referred to as das Sein, the German term meaning ‘to
be’) is used by Heidegger to refer to the existing ‘isness’, or essence of those entities
– the primordial condition or fundamental ground that allows everything in the
universe to come into existence (Watts 2001). Further to this there are other key
concepts that are specific to phenomenology, as well as being pertinent to this
research. These are briefly introduced below.

Dasein is defined as the there (Da) where being (Sein) shows itself. Dasein is defined
as Being-in-the-World. The reason for the hyphenation is to emphasise that the self
and the world are linked; a unity. The world is not seen as external to Dasein but as an
intricate component of it. We are both in, and of, the world. Heidegger saw Dasein as
living in two different ways. First as an authentic mode of Being represented by living
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in recognition and acceptance of our own mortality. Second, as an inauthentic mode
of Being where Dasein is caught up and lost in the present in a way that cuts it off
from its authentic future and its past. This, Heidegger believes, is the mode in which,
for the most part, we live.

Being-in-the-World (In-der-Welt-sein) is Heidegger’s term for our a priori capacity to
understand, relate to, care about and concern ourselves with the things in the world
around us. Dasein and the world cannot be separated as they are fused together to
form the basis of Dasein’s existence. A person is always in the world; to exist is to
exist somewhere and to be a person is to be in a world. Existing in the world is seen as
an essential part of being human and in order to understand people and their
experiences, we must take into account their contexts; the worlds or situations in
which they live (Becker 1992: 13; Safranski 1998: 154; Watts 2001: 27). This Beingin-the-World is directly experienced within the past, present and future.

The ‘World’ refers to the entire context that influence a particular Dasein’s existence.
This can include aspects such as country of residence, culture, social environment,
education, friends, family and career (Watts 2001). It is understood as what we
experience pre-reflectively; without categorisation or conceptualisation, and is seen to
include what is taken for granted or common sense (Laverty 2003). The particular
world that a Dasein lives in will determine their reactions to life events (Watts 2001:
26).

Being-with-Others (Mit-sein-mit-anderen) is a core component of Being-in-theWorld. Alongside Heidegger’s recognition that people are beings in the world, he also
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saw people as Being-with-others. People’s lives consist of networks of interpersonal
relationships and any experience of yourself or another person occurs within this
network. When we try to describe ourselves as human beings, we ultimately relate it,
explicitly or implicitly, to the relationships we have with others in our world (Becker
1992).

Temporality refers to the fact that we exist in three temporal dimensions at once;
being ahead of ourselves in the future, drawing on our past experiences and being
concerned with the present that constitutes our Being. It is the past we have
experienced and our current experiences that provide us with the understanding of the
world, our place in it, and which allows us to project towards our future (Dostal 1998:
156; Frede 1998: 64).

Thrownness (Geworfenheit) explains that we are thrown into a given world, or ‘the
world’. We are by chance, or fate, randomly thrown into many of our life
circumstances such as our gender, country and place of birth, race, religion, culture
and the family and environment surrounding us. Thrownness refers to how these
uncontrollable aspects of our existence can influence current situations as well as
future possibilities for Being. People’s cultures are well established when they enter
their world and as they grow, they become active members in their life, based on
those factors outside of their control. ‘We are thrown out of the past and into the
present whilst projecting from within our current thrownness towards the future’
(Becker 1992: 21; Watts 2001: 33).
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Being-toward-Death is what Heidegger saw as Dasein’s most unique possibility
(Lemay and Pitts 1996). Dasein exists as born; and, as born, it is already dying, in the
sense of Being-towards-Death. As such, Heidegger’s focus is not on our actual
demise, but on our mortality; the fact that we are Being-towards-Death. Heidegger
posited that a constant awareness and acceptance of the inevitability of one’s own
death is the essential foundation for authentic understanding. It is through encounters
with death that the question of Being is profoundly highlighted (Watts 2001). In the
light of this awareness of death, it is possible to see clearly the present situations and
opportunities in life and the possibilities these offer. While inauthentic Dasein tends
to be completely absorbed in the present and immediate past and future, authentic
Dasein looks ahead to its own death, back to its birth and beyond, to its historical past
in order to survey its own life as a whole (Watts 2001).

‘They-Self’/ the They (das Man) is Heidegger’s term to describe a mode of
inauthenticity that we spend most of our time in. It is characterised by a lack of selfawareness that is rooted in our absorption in the ways of living that others provide us.
More specifically, it refers to the Daesin’s primordial state of Being in the social
context of its world, and the way in which the full range of social and cultural
customs, expectations and interpretations of life influence Daesin (Watts 2001). “The
self of everyday Dasein is the they-self”. According to Heidegger, The-they
influences, and can dictate all aspects of our lives; the sense we have of ourselves and
the world around us, the physical distance maintained in social situations, the way we
dress, the hairstyles we have and so forth. Each Dasein adopts an appearance that fits
with the-they of their particular world (Watts 2001). Rather than understanding our
world through the laws of science, or through some god, individuals make the world
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intelligible by participating in a social context, a world, which has certain customs
embodied by, and expressed through, the-they (Lemay and Pitts 1996).

This chapter has demonstrated the importance of detailed consideration of the
ontological, epistemological and paradigmatic underpinnings of research. An
understanding of these aspects provides a sound framework upon which to construct
research and interpret results. It has also provided a sound introduction to
phenomenology and outlined the significance of utilising this approach to explore
young women’s experiences of familial breast cancer. The ideas of thrownness,
Being-toward-Death and Being-with-Others appeared particularly relevant to the topic
of this research and provided a sound basis for the inclusion of this methodological
framework. The next chapter will discuss in more detail the methods and approach to
this research that stemmed from the theoretical underpinnings discussed within this
chapter.
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Chapter 4 Methodology
A kaleidoscope of emotions is experienced during the course of a research project by
both respondent and researcher, including laughter and tears, happiness and grief,
love and anger, longing and fear.
(Bourne 1998: 92)
This chapter provides a more detailed description of how this research was conducted.
This will begin with an initial description of the choice of research topic, including
the influence of my personal and academic experiences. This is followed by a
description of the methodological reasoning regarding the choice of qualitative
paradigm, phenomenological approach, in-depth interviews, ethics, sampling
technique, data analysis and design credibility. I further provide more specific detail
on the actual processes used and methods employed in conducting the research,
including sampling criteria, participant recruitment, data collection and data analysis
processes, Lastly, I provide a critique of the strengths and limitations of translating
design into method.

Research Plan
In some instances research topics come about from our personal experiences, thereby
sparking a desire to learn more and to discover how other people experience the
phenomenon. It is important to choose a topic in which you have a keen interest, one
that can hold your attention for the full span of your candidature; a topic driven by
curiosity, rather than method (Ross and Morrison 1992; Polit and Tatano Beck 2004;
Callejo Perez 2006). I knew that this topic could derive from many sources; interest,
relevance to work, gaps in literature and personal experience (Roberts 2007). At the
outset of my PhD, I was concerned that it would be perceived as inappropriate for the
starting point of my research to be my personal interest and experience of the topic.
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However, the more I read, the more I realised that this was not the case (Gilbert 2001;
Etherington 2005; Lowe 2007; Roberts 2007). Through the process of researchers
beginning with their own everyday experiences of a phenomenon, and moving
through to other people’s experiences of the same phenomenon, the researcher
gradually gains a general understanding of the phenomenon in its unique and essential
appearances (Becker 1992: 33; Moustakas 1994: 104).

As mentioned previously, I chose to look at young women and breast cancer for two
main reasons. The first was that there was a significant gap in the literature
surrounding this topic. This informed the research by identifying the topic as not only
one in which I was personally interested, but also one that had social significance and
meaning (Moustakas 1994). This knowledge served as a justification for my topic. My
initial ideas for this focus arose from the personal experience with breast cancer that I
spoke of in my introduction. I am very passionate about this topic, resulting in my
determination to undertake this research, and complete it, at a level that will be of
benefit to young women, and do justice to their stories.

Researchers can make use of their previous experience and knowledge in a variety of
ways throughout the research process. In the identification and framing of the
research issue; in the field; in discussions; and when analysing and writing up their
results (Warr 2004; Clingerman 2006). It is through these experiences and
accompanying emotions that researchers gain insight and give meaning to their
interpretations of the topic they are exploring, and are alerted to the meanings and
behaviours of those being interviewed (Hubbard, Backett-Milburn et al. 2001; Perry,
Thurston et al. 2004; Rager 2005; Holland 2007). Through our emotions we make
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sense of, and relate to, our physical, natural and social worlds (Hubbard, BackettMilburn et al. 2001).
Knowledge is not something objective and removed from our bodies,
experiences and emotions but is created through our experiences of
the world as a sensuous and affective activity (Hubbard, BackettMilburn et al. 2001: 126).

Study Design
Qualitative research has been introduced in the previous chapter. Further to that, it
encompasses ‘gaining an understanding of the action, belief and values of others,
from within the participants’ frame of reference’ (Grbich 1999: 16) and uncovering
the thoughts, perceptions and feelings experienced by the participants (Grbich 1999:
5). As a result, the outcome of these studies is ‘not the generalisation of results but a
deeper understanding of experiences from the perspectives of the participants selected
for the study’ (Mayjut and Morehouse 1994: 44). As such, qualitative research is the
best method for gaining a deeper understanding of the participants’ lived experiences
of the phenomenon (Marshall and Rossman 1999: 60), in this case, familial breast
cancer.

The decision on what method to use is one that must be grounded in the
understanding that the method selected would be the best one to answer the questions
relevant to the study. As foundational requirements, a study that aims to use
phenomenology needs to encompass a holistic perspective and focus on experience as
lived in the everyday (Streubert and Carpenter 2007).

Furthermore, researchers

should ask themselves the following: Is there a need for further clarity on the chosen
phenomenon? Will the shared lived experience be the best data source for the
phenomenon under investigation? What are the available resources, the timeframe for
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the completion of the research, the audience to which the research will be presented,
and my own personal style and ability to engage in the method in a rigorous manner
while accepting the inherent ambiguity? A positive response to these questions, as
well as a topic that lends itself to phenomenology, can indicate that it would be an
appropriate method to utilise (Streubert and Carpenter 2007). After much
consideration about my proposed research, it was determined that I could meet the
above criteria as my topic was under-researched and would benefit greatly from the
personal words and perspectives of the women involved, and that, as a health topic,
was appropriate for a phenomenological approach.

As outlined in Chapter 3, phenomenology has been defined as the study of
phenomena as they present themselves in direct experiences (Hancock 2002; O'Leary
2004), and as a qualitative methodology that seeks to uncover the meaning and
essence of given phenomena (Higginbottom 2004). The main emphasis in this
approach is on the viewpoint of the experiencing person with regard to specific
situations occurring in the everyday world. It is through this ‘inside’ approach that we
can gain insight from within the world of the person experiencing the phenomenon
and, as such, understand what that experience is like from their point of view.
Researchers take a serious interest in not only their participants’ experiences, but also
in their own experiences. This focus on everyday lived experience allows
phenomenology to be applied to a vast array of topics; anything that can be
experienced and described can be explored using phenomenology. Rather than just
answering an immediate, individual problem, phenomenologist’s have the goal of
articulating essential insights into the phenomenon, ones that can be understood,
recognised and used by others (Becker 1992).
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The term phenomenology refers both to the way data are analysed and to the
philosophical underpinnings of the approach (Cohen 2000). As a method,
phenomenology is an effective way of researching lived experiences as well as
providing a way of comprehending the nature of experience (Benner 1994). ‘Lived
experience of the world of everyday life is the central focus of the phenomenological
enquiry’ (Streubert and Carpenter 2007: 77). Phenomenological research begins with
the acknowledgment that there is a gap in our understanding and that knowledge of
this area and associated phenomena will be useful (Hancock 2002). It is used to
answer questions of meaning and is most effective when the purpose is to understand
an experience as it is understood by those who are having it (Cohen, Kahn et al.
2000).

Phenomenology was identified as the best method for this research, as the overall aim
is to gain an understanding of young rural women’s experiences of familial breast
cancer. This is consistent with the purpose of phenomenology, which is to ‘bring to
language human experiences’ (Streubert and Carpenter 2007: 98). There has been
very little phenomenological research done in this area, and with this participant
group. As such, phenomenology is seen as an important method when investigating a
topic which has not been investigated before or that needs a fresh approach (Cohen,
Kahn et al. 2000). It is through phenomenological methods that we can access the
lived experiences of participants and as a result, that researchers may gain an
understanding of the meanings and perceptions of another person’s world.
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Sampling Method
The sample for this research involves young rural women aged 18-34. The inclusion
criteria for involvement in this research were as follows:
1. be aged 18-34 years
2. live in a rural area in Victoria
3. have a family history of breast cancer and/or be classified as high risk (either
by themselves and/or a medical professional)
No specific exclusion criteria were set although women who did not meet the
inclusion criteria (i.e. were older or living in a metropolitan area) were not
interviewed.

Sampling, at the most basic level, implies that the researcher will select participants
because they will have something to say about the topic being researched (Steeves
2000). The aim of sampling in qualitative research is to ‘describe the process involved
in the phenomenon, rather than its distribution’ (Ezzy and Liamputtong Rice 1999:
42). It is used to obtain a group of participants that ‘can provide a full and
sophisticated understanding of all aspects of the phenomenon’ and to select
‘information rich cases for studying in depth’ (Ezzy and Liamputtong Rice 1999: 42).

In qualitative research, the type of sampling employed is largely determined by the
methodology selected and the topic that is being explored (Higginbottom 2004).
Qualitative researchers usually employ non-probability sampling techniques, they are
not aiming to be representative, but to select information rich participants (Grbich
1999). Participants are seen as playing an active rather than a passive role and as a
result, those who are interested in their experiences or cultures are better able to

69

understand their lives and social interactions (Streubert and Carpenter 2007). In
phenomenology, participants are selected ‘for the purpose of describing an experience
in which they have participated’ and as such, this has been labelled purposeful
sampling, also known as purposive sampling (Streubert and Carpenter 2007: 29). The
goal of using purposive sampling is to ‘develop a rich or dense description of the
culture or phenomenon’ (Streubert and Carpenter 2007: 30). This is seen to be
possible through the selection of information rich cases, which can best generate the
desired data (Ezzy and Liamputtong Rice 1999; Johnson and Waterfield 2004).
Purposeful sampling ‘represents a commitment to observing and interviewing people
who have had experience with or are part of a culture or phenomenon of interest’
(Streubert and Carpenter 2007: 30). As a result, there is no clear, set sample size for
qualitative studies, although small purposive samples are recognised as being
sufficient, and well suited (Johnson and Waterfield 2004; Tuckett 2004; Ulin,
Robinson et al. 2005). Instead, the investigator is ‘guided by the degree to which
incoming data adequately answers the research question (Higginbottom 2004: 14;
Ulin, Robinson et al. 2005: 55). Researchers can generally be quite confident that they
have reached saturation when no new information is being obtained through data
collection (Ulin, Robinson et al. 2005).

Volunteer sampling refers to ‘any subject motivated enough to self-select for a study’
(McKenzie, Neiger et al. 2005: 121). Samples are often obtained through advertising
for people to volunteer to participate in the research (Ezzy and Liamputtong Rice
1999). This can be undertaken through the placement of posters or advertisements in
various locations and waiting for people to respond and volunteer to participate in the
research.
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Both purposive and volunteer sampling were utilised within this research through a
variety of methods. Posters were developed and placed in a variety of locations in
rural areas of Victoria (such as universities, gyms, women’s health organisations,
community health centres and shopping centre notice boards). Further to this, research
information was also circulated through a similar range of online networks and placed
in local papers. Given the target age of the women for this study, a Facebook group
was also created through which I could be directly contacted.

Sampling ceases when the researcher believes that saturation has occurred; the point
when the researcher has evidence to support the conclusion that it would not be
possible to obtain further insights by collecting more data (Patton 1990; Llewellyn,
Sullivan et al. 1999). In qualitative research, this is usually signified by repetition and
confirmation of the previously collected data (Streubert and Carpenter 2007). In
contrast to quantitative research, a much smaller sample can produce, through the use
of techniques such as open-ended interviews, ‘depth, detail and meaning at a very
personal level of experience’ (Patton 1990: 18).

Within this study, 18 young women were interviewed. It became apparent early on
that three different sub-groups of women were appearing; those who were worried,
those who reported little worry and those whose mother had died. It was important for
me to recruit sufficient participants in each of these sub-groups to explore their
experiences in-depth. As such, saturation for the first two groups, those who were
worried and those who were not, occurred after approximately 10 interviews.
However, due to the sensitivity of obtaining women whose mothers had passed away,
data collection continued until the 16th interview, in which saturation occurred in the
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final group. Two more interviews were conducted to confirm that no new information
was arising within any of the sub-groups, at which point data collection ceased.
Data Collection
Data collection involved ‘the construction of a multilayered text about the meaning of
the human experiences under inquiry’ (Steeves 2000: 58). The data of a qualitative
inquiry are most often people’s words and actions, and ‘the most useful ways of
gathering these forms of data are through participant observation, in-depth interviews,
group interviews, and the collection of relevant documents’ (Mayjut and Morehouse
1994: 46). Using these methods, the researcher aims to collect information
representative of the range of experiences, perspectives and behaviours relevant to the
research question (Ulin, Robinson et al. 2005). Through the use of rigorous methods,
qualitative inquiry can take researchers and the public alike down the path of
understanding life in ways that consider the perspectives and experiences of the
people who live in it (Ulin, Robinson et al. 2005).

Interviews are considered as an acceptable method in qualitative research as they are
seen as a ‘conversation with a purpose’ (Marshall and Rossman 1999: 108) and as a
useful method for gaining large amounts of information or data in a relatively short
period of time (Marshall and Rossman 1999). Furthermore, the use of semi-structured
interviews contains additional benefits. The open ended nature of the questions allows
for the topic under investigation to be addressed while still providing opportunities for
both the interviewer and the participant to discuss other topics that may arise
throughout the course of the interview. It also provides the opportunity for the use of
cues, prompts and clarification. The ability to probe for more detail on original
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responses or follow up on different lines of enquiry is an additional benefit (Hancock
2002: 9; Walliman 2005: 285).

Semi-structured interviews were an appropriate choice for data collection within this
research as the aim was to gain an in-depth understanding of the women’s lived
experience of familial breast cancer. By utilising this data collection method the
women were able to speak in-depth about their lives and about a range of aspects
from their experience that they thought were important and valuable. Participants
were required to undertake a one hour interview, which was tape recorded, transcribed
and then analysed to identify the main themes. These interviews were conducted in a
convenient location for the participants, keeping in mind that it was preferable to have
a private location, free from interruptions, so that the interview could take place
within an environment of comfort, safety and trust. By ensuring this, it was more
likely that more detailed and accurate responses were obtained (Becker 1992: 39;
Laverty 2003).

Phenomenological enquiry focuses on interviewing as the main source of data
(Higginbottom 2004). Furthermore, it requires the use of specific interview skills
including the use of reflection, clarification, requests for examples and description
and the conveyance of interest through apt listening techniques (Wimpenny and Gass
2000). The goal of interviews in phenomenological studies is to ‘draw out rich
descriptions of lived experience’. In other words, rather than explore how or why
something is, you seek out what the experiences feel like, remind them of, and how
they would describe it’ (O'Leary 2004: 124). Through the use of a semi or
unstructured approach, significant attention is paid to aspects such as what is
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mentioned first, what memories are linked together and what situations are
continually returned to, as these factors can give insight into the central aspects of the
phenomenon for each informant (Becker 1992). As such, data were primarily
collected through one on one tape recorded semi-structured interviews with
participants.

An interview schedule was developed prior to the commencement of the interviewing
process but was only used as a guide; a reminder to ask about certain issues, and did
not dictate a strict path for the interview to follow (Wimpenny and Gass 2000; Clough
and Nutbrown 2002). In developing this guide I drew on not only my personal
experience as a way of determining what some of the important aspects of the
experience may be, but also on my knowledge of the literature and phenomenological
concepts that might have relevance. This guide was developed as a way for me to feel
confident that the type of information I would obtain would be suitable for
phenomenological analysis, and to allow some consistency to occur across interviews.
Whilst the interviews were classified as semi-structured due to the development of an
interview schedule, these interviews required limited structural intervention as
participants tended to cover most aspects of interest without prompting.

Feminist principles were also used to guide the interview process, such as the feminist
ideal that all aspects of female experience should be recognised, considered and
redefined; that we need to be conscious of what women experience and of what
significance and meaning women attribute to their experience and behaviour
(Levesque-Lopman 1988). Overall, it is the recognition that feminist research should
be done ‘on’ women, and ‘by’ women, but most importantly ‘for’ women (Levesque-
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Lopman 1988). Further, feminist based interviewing was used, which involved
‘transforming interviewers and respondents into coequals who are carrying out a
conversation about mutually relevant, often biographically critical, issues’ and
requires ‘openness, emotional engagement, and the development of a potentially long
term trusting relationship between the interviewer and the subject’ (Denzin and
Lincoln 2005: 643; Fontana and Frey 2005). Some researchers believe that ‘the
richness of the material they obtain in their research is due to the non-hierarchical
nature of the relationship between the researcher and the informant’. As such, they
support the idea of creating an interactive interview environment, where the interview
takes the form of a conversation and participants are able to ask questions of the
interviewer as well (Parr 1998: 91). This is also consistent with hermeneutic
interviewing, which also emphasises a two sided information exchange and places
great value on listening to what the informant is saying rather than guiding and
controlling the conversation (Steeves 2000).

Reflexivity, is also necessary for the researcher to be aware when interviewing that
they approach the interviews as both an academic, and as an individual with a
personal history (Parr 1998). Some researchers report feelings of being an insider and
outsider. Completing the role of a researcher can cause feelings of being an outsider,
although the topic under investigation may be in an area of familiarity where the
researcher usually takes the role of an insider (Ribbens and Edwards 1998).

Data Analysis
Analysis is ‘the process of bringing order, structure and interpretation to the mass of
collected data’ (Marshall and Rossman 1999: 150). There are numerous different
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methods for undertaking analysis, including: thematic, semiotics, content,
hermeneutic, and narrative (Myers 1997). For the purpose of this research,
phenomenological hermeneutic analysis was undertaken.

Hermeneutics has been seen as a method that fills the gaps in understanding that are
often left aside by empirical science research methods (Plager 1994). It is a process
for studying human beings that flows out of, and is consistent with, the Heideggerian
view of personhood (Leonard 1994). It can be used as both an underlying philosophy
as well as a method of analysis and refers to a suggested way of understanding textual
data and is primarily concerned with the meaning of a text (Myers 1997).

A phenomenological hermeneutic approach essentially refers to a philosophy of the
nature of understanding a particular phenomenon and the scientific interpretation of
phenomena appearing in text or written word. It is an approach that is based on the
work of Ricoeur (1995), Heidegger (1962) and Gadamer (1995), and allows for
increasingly sensitive awareness of humans and their ways of Being-in-the-World
(Streubert and Carpenter 2007).The main goal of using a hermeneutic approach is to
understand everyday skills, practices and embodied experiences; and to
find exemplars or paradigm cases that embody the meanings of
everyday practices…..in such a way that they are not destroyed,
distorted, decontextualised, trivialised or sentimentalised (Leonard
1994: 56).

Further, it reinforces the argument that rather than looking at things from a
mechanistic or deterministic notion of causality, we should instead seek to develop
explanations and understandings based on concerns, commitments, practices and
meanings.

Through

accessing everyday lived

experiences,

we

gain

new

understandings of the person and the possibility to overcome the subject/object split
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of Cartesian Dualism (Leonard 1994). One of the major differences separating this
phenomenological method of analysis from others is that it does not require
researchers to bracket out their own preconceptions or theories during the process.
Rather, it demands a reflexive stance.

The process of analysis can be summarised as moving between two metaphors; a field
text constructed through the activities of data collection and a narrative text which
describes the researcher’s present understanding and interpretation of the data (Cohen,
Kahn et al. 2000). Analysis is essentially in the form of a hermeneutic circle which
proceeds from ‘a naïve understanding to an explicit understanding that emerges from
explanation of data interpretation’ (Streubert and Carpenter 2007: 89). It requires the
researcher to enter a process of responding to, reframing, and re-languaging the topic
being explored (Becker 1992).
The hermeneutic circle of interpretation moves forward and backward,
starting at the present. It is never closed or final. Through rigorous
interaction and understanding, the phenomenon is uncovered. The
interpretive process that underlies meaning arises out of interactions,
working outward and back from self to event and event to self
(Streubert and Carpenter 2007: 89).

Ultimately, it involves the reading of the text, where the parts cannot be interpreted
without an understanding of the whole, but the whole cannot be grasped without an
understanding of the parts (Couzens Hoy 1998). Further, Allen and Jensen (in
Streubert and Carpenter 2007) state that there are three main steps in the process of
hermeneutic phenomenology:
1. Naïve reading – During this first stage, the researcher reads the text as a whole
to become familiar with the text and begins to formulate thoughts about its
meaning for further analysis.
2. Structural analysis – This step is often referred to as an interpretive reading.
As the second stage of analysis, structural analysis involves the researcher
identifying patterns of meaningful connection.
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3. Interpretation of the whole – Involves reflecting on the initial reading along
with the interpretive reading to ensure a more comprehensive understanding of
the findings. It is often the case that several of these readings are required
(Streubert and Carpenter 2007: 89-90).
Crist and Tanner (2003) have produced five phases of hermeneutic analysis:
1. Early focus and Lines of inquiry – Critical evaluation of the investigators’
interview techniques and identification of missing or unclear data. New
research questions emerge and direct future sampling.
2. Central concerns, exemplars and paradigm cases – The researcher identifies
themes or meanings. Development of interpretations occurs through writing
and re-writing of central concerns and transcript review of summaries begins.
3. Shared meanings – Connections between meanings found within and across
stories are made.
4. Final interpretations – Development of in-depth, interpretations, central
concern summaries and interpretive summaries is undertaken.
5. Dissemination of the interpretation – Refinement of manuscripts and
development of audit trail are accomplished (Streubert and Carpenter 2007:
90).

Overall, regardless of the guiding instruction, this circular process focuses on
examining narratives simultaneously with the emerging interpretation whilst making
sure never to lose sight of each participant’s particular story and context (Streubert
and Carpenter 2007). This process continues until thick description is achieved. That
is, a full and rich understanding that accurately captures and communicates the
meaning of the lived experience for the participants being studied (Cohen, Kahn et al.
2000).

After the commencement of data collection I chose to utilise a combination of the
hermeneutic approaches as described by Allen & Jensen and Crist & Tanner. I began
in accordance with step one of Crist and Tanner’s model through reflecting on my
interviewing techniques and determining if I needed to make any changes in order to
gain the types of data I needed. For example, although I did not specifically focus on
genetic testing in my interview guide, the introduction of this topic by numerous
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participants indicated that this might be an area to explore further in additional
interviews. I then proceeded with transcription as a means of familiarising myself
with my participant’s stories and then read and re-read the transcripts (what Allen and
Jensen referred to as naïve reading). Once I felt I was familiar with the texts as a
whole I then proceeded to identify the shared meanings (consistent with both Allen &
Jensen and Crist & Tanner) across the transcripts as a whole, as well as within the
context of Heideggerian themes. I then began a process of looking back at both my
naïve reading of the transcripts, as well as interpretation of the common meanings and
themes, to reinforce the appropriateness of the analysis and develop a more detailed
summary of the different themes and how they connected to form the lived experience
of familial breast cancer.

Logistical and Ethical Considerations
Strengths
Interviews were an appropriate method in this research as they foster face to face
interaction, allow the uncovering of participants’ perspectives, encourage data
collection in a natural setting and facilitate immediate clarification for participants
(Marshall and Rossman 1999). They are considered to be an effective method of
gaining in depth data on almost all health topics (Green and Thorogood 2004). They
are also an important method for representing participants’ voices and ensuring their
experiences and points of view are heard and understood, particularly in
phenomenological investigations (Becker 1992; O'Leary 2005).

The sampling criteria for this study were also beneficial as the opportunity for
participants to define what family history and high risk meant. They allowed for a
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wider range of viewpoints to be included and added depth of data and complexity.
This made it possible to analyse different interpretations of what is seen as a common
illness and highlight the intricacies of lived experience and meanings attributed to
their experiences.

Hermeneutic analysis was consistent with the in-depth understanding of the lived
experience of phenomenology, which was the overall aim of this project. It allowed
an understanding of the individual meaning associated with the familial cancer
experience, providing a depth of understanding that otherwise would not have been
possible. I believe that a vital part of this was associated with the stance of bracketing
as unnecessary and counterproductive to understanding. Through the use of this
method of analysis, and my own personal experience, I was able to produce a
comprehensive account of the participants’ experiences.

The above points also reinforce the importance and strengths of the phenomenological
method. It takes data beyond the level of pure description and facilitates a deeper
level of understanding of the complexity of everyday being.

Limitations
Some problems identified with the use of interviews are that they are reliant on
personal interaction and some participants may refuse to answer vital questions, if the
‘right’ questions are not asked then the required responses may not be elicited and
there is emphasis placed on the need for good listening skills and the need to be
skilled in personal interaction (Marshall and Rossman 1999: 110). It has also been
identified that problems can occur with the data being open for interpretation,
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difficulty in replication and results being dependent on the openness and honesty of
the participants, which can be strongly affected by factors such as miscommunication,
misunderstandings and researcher skills (Marshall and Rossman 1999: 135). Although
this is true, some (or all) of these limitations can be counteracted by the benefits of
interviewing mentioned above or they can be prevented through the skills and
planning of the researcher.

Some participants in this study had difficulty recalling what it had been like for them
growing up within the context of familial breast cancer and, as such, it was sometimes
not possible for them to talk about their experiences in much depth. It is also possible
that their recollections of their experiences may have been influenced by the amount
of time that has passed as well as their expectation of what I wanted to hear, or the
‘right’ answer. Through reassuring my participants that there was no wrong answer,
and giving them the time and freedom to explore any aspects they felt were
significant, the data collected were a true recollection of their lived experience.

It has been proposed that there are also some limitations surrounding the use of
volunteer sampling. It is thought by using this method that only a sample of people
who are interested and motivated in the topic and/or the research would be recruited.
As such, the opinions and views of people who would not normally volunteer for
research may not be presented. This may have been the case with this research as
many of the women stated that they chose to be involved because they wanted to tell
their story and help other women. However, other women chose to be involved just
because they found out about it, were eligible, and had nothing better to do, or
because they had been convinced by a friend or family member that they should.
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Although the sample may have consisted of more women who wanted to tell their
stories, and that the experiences of those who did not might have been different, there
were still other reasons for being involved as well.

Ethical issues
Institutional ethics approval was obtained for this thesis on the 3rd June, 2008. Ethical
considerations vary depending on the type of research being conducted (Ezzy 2002)
and as such all research has ethical considerations. One of the main considerations for
my research was that I asked my participants to undertake in-depth interviews and so
it was necessary for me to obtain informed consent. This entailed ‘informing the
research participants about the overall purpose of the research, the main features of
the design as well as any possible risks and benefits from participation in the research’
(Kvale 1996: 112). They were provided with an information sheet and consent form
before the interview was commenced (See Appendix A & B). They were given time
to look over these documents and ask any questions.

It was emphasised to the participants’ that their involvement in the research was
voluntary and that they were free to pull out at any stage. It was extremely important
that all participants in this research had not been ‘coerced or persuaded, or induced
into research against their will; but that their participation was based on volunteerism
and on full understanding of the implications of participation’ (Green and Thorogood
2004: 57-58). As such, all of this was explained prior to the commencement of the
interview and only if they understood and agreed with the information, and if they felt
comfortable, was the interview commenced. Given the sensitive nature of my
research, informed consent was paramount
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Confidentiality was another aspect that was considered in this research. Processes
were undertaken to make sure that no-one (other than the researcher) has access to the
interview recording, transcribed interview or identifying data. All attempts were made
(creating pseudonyms, not including identifying information) to ensure that, whilst
being accurate, data were published and presented in a way that protected and
preserved confidentiality, so that it was not possible for them to be identified (Cohen
2000; Streubert and Carpenter 2007). This was particularly important given the rural
context of this study.

Due to the sensitive nature of the research topic being explored it was also important
to ensure that the participants did not suffer any emotional or psychological distress as
a result of their involvement. As a way of achieving this I employed a variety of
techniques, such as stopping the interview if participants got upset, making sure they
had a clear understanding of the research, answering any questions or concerns before
the commencement of the interview, having a debriefing casual chat after the
interview (if they desired), and sending a follow up email a few days later and having
information available with the contact details of help lines and counselling services.
Linked to this was also my own need to be protected and safe within the research
environment. In situations where the researcher hears stories from participants that are
difficult to hear, and sometimes distressing it is important that networks are put in
place to enable the researcher to debrief and discuss the data and research process
openly with a person, and within a place, that they feel safe (Dickson-Swift 2004). As
such, I chose to keep a research journal, speak regularly to supervisors, take time off
if required, and debrief when needed with a counsellor. By undertaking these sorts of
measures it was more likely that I would be able to complete the research and that the
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research could be undertaken to the best of my ability (Cohen 2000).This was
especially important in this research due to the research topic being one that was very
personal and sensitive to myself, as well as to the participants.

The above mentioned principles are the main ethical considerations pertinent to this
research. I have also underpinned this research with the principles of beneficence,
which encompasses ‘the sum of the potential benefits and the importance of the
knowledge gained outweighing any risk or harm’ (Kvale 1996: 116) and autonomy,
which places an emphasis on respecting the rights of individuals (Green and
Thorogood 2004).

Throughout this process, reflexivity (Fonow and Cook 1991; Fook 1996; Mauthner
and Doucet 1998; McCotter 2001; Finlay and Gough 2003) also played an important
role due to the personal nature of the research topic. As qualitative researchers
exploring events in everyday lives, it is important that we continually confront
questions of the nature and assumptions of the knowledge we are producing, and who
we are producing it for (Ribbens and Edwards 1998). As such, reflexivity ‘seeks to
recognise and value the researcher’s participation in shaping data and their analysis’
(Johnson and Waterfield 2004: 128). Due to the interpretive nature of qualitative
research it is important for the researcher’s epistemological and ontological stance to
be stated as well as the identification of any personal connections the researcher has
with the participants or topic (Byrne 2001). A high standard of reflexivity and
openness about the choices, and decisions, made throughout the study was essential to
consider the implications on the knowledge being produced (Ribbens and Edwards
1998). In many cases, it is not possible for the researcher to avoid taking their
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opinions and positions into their research. Researchers, as with any human being, take
on board events that have happened to them in the past as well as reacting against
these, or with work and literature that has been produced before them (Mauthner and
Doucet 1998). Although some people label these as biases, through acknowledgment,
they can become a resource rather than a bias; often making the research more
meaningful and lending plausibility to the findings (Johnson and Waterfield 2004).
Through attentiveness, attention and care, it is possible not only to hear, listen and to
acknowledge your own voice, but also to hear and represent the voices of others
(Ribbens 1998).

Rigour refers to issues identified through validity and reliability (Ezzy and
Liamputtong Rice 1999). It is a term used to ‘describe trustworthy research that
carefully scrutinises and describes the meanings and interpretations given by
participants’ (Ezzy 2002: 56). Rigorous methods and procedures are essential in
qualitative research if it is to be ‘acceptable as reliable and useful research by other
qualitative research’ (Ezzy and Liamputtong Rice 1999: 30).

I have undertaken

certain techniques throughout this research to increase its rigour. These include the
use of an audit trail (in the form of a journal and regular meeting notes) and selfreflection (to identify my place in the research and my biases and assumptions) which
have been identified as appropriate methods for increasing the rigour of research
(Grbich 1999).

The best approach to ensure rigour was to trace and document the data analysis
process, and the choices and decisions that were made so that other researchers and
interested parties can see for themselves what has been done, lost and gained. Within
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this research, this entailed the documentation of not only general aspects such as class
and gender but also the more concrete, in-depth details such as where, how and why
particular decisions are made at particular stages (Mauthner and Doucet 1998).
Personal journaling, interview notes, sending transcripts to participants and debriefing
with other researchers and counsellors was implemented to ensure that the research
was conducted honestly and that all findings were accurate and truthful. These are
seen as effective techniques to increase the rigour of the study (Grbich 1999; Patton
1999; Byrne 2001; Finlay and Gough 2003).

This chapter has provided an exploration of the development of the research topic into
an appropriate research question, and the decisions that informed the choice of
method. The study design has been clearly explained to make clear why these were
appropriate to achieve the aims of this project. The ethical and logistical
considerations have also been presented. It has demonstrated the key decisions made
throughout the research process and the significance of these findings on the study
outcomes. The following chapter presents the background information of the young
women who volunteered their cancer experiences for this study. These biographies
have been broken down into the classifications that are further discussed in the
findings; those who are worried, those experiencing little worry and those whose
mothers had died.
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Chapter 5 Prologue to Results: Participant biographies
“Stories bring meaning into our lives, convey values and emotions, aid in reaffirming
and validating our lives and experiences, and have the ability to connect us with our
inner selves, with others and with society.”
(East 2010: 55)
This chapter provides an introduction to the participants who volunteered to tell their
stories for this research. I believe that it is important for these biographies to be
included as they supply a context for the participants’ stories, and as such, allow for a
more in-depth understanding of their experiences. Some information has not been
included here in an effort to ensure participants cannot be identified. Regardless, the
detail here provides sufficient context for the study. Further, the inclusion of their
biographies demonstrates that although these women have all experienced familial
breast cancer, their personal experiences are by no means the same; that experiencing
familial breast cancer is a unique experience that varies for each individual. Telling
these stories in many cases was not an easy thing for these women to do and knowing
this, it was important for me to honour their participation and their stories by using
their data in a way that portrays the significance of their experience; the emotion and
the pain; showing that they are not just words on a page but real women with real
experiences.

I have constructed these participant biographies based upon the demographic
information obtained prior to the commencement of the interviews and the interview
data. These biographies vary in detail and focus due to the level of disclosure of
participants, their personal experience, and what they emphasised as significant. This
can particularly be seen in differing experiences across the three subgroups of women;
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those who were worried, those who felt little worry, and those who had lost their
mothers at a young age.

Throughout the following findings chapters, each of these women’s stories are used to
emphasise a different aspect of the familial cancer experience. Where appropriate
notations are made to indicate differences or similarities to dominant themes but,
generally, the voice of one woman will be used to encapsulate the stories that these
women told.

Those experiencing significant worry
Laura – Laura is 33, and working as a radiation therapist in a regional town. She has
had upwards of 10 family members diagnosed with breast cancer, including her
mother’s diagnosis when Laura was 18 years old. Laura has been medically classified
as high risk, and also classifies herself as high risk, and at the time of the interview
was 99% certain that in the near future she was going to have a prophylactic
mastectomy and oophorectomy. She perceives breast cancer to be something that will
happen to her at some stage in her life. She feels very isolated and alone within her
experience and feels that not many people understand, or truly know what it is like to
be ‘at risk’. She chose to participate in this study because she believed that it was
valuable; something that needed to be done, and because she thought there was a
significant lack of understanding about women in her situation.

Sally – Sally is 20, and a pharmacy student at a regional university campus. She had
experienced breast cancer on two occasions; through the diagnosis of her grandmother
and then her mother. She has also had other family members, including her father,
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diagnosed with different forms of cancer and so feels like cancer is something that is
running in her family. Sally feels that although this experience has made her worried
about cancer in the future, she also feels it has had the beneficial effect of making her
more health aware and active. She has not sought genetic counselling or been
medically classified as high risk but states that she would place herself in the
increased risk category. Sally stated that her reasons for participating in this research
were that she thought it was interesting, and she knew that at times it could be
difficult to get enough participants.

Natalie – Natalie is 34, and works as a nurse. She reported that there have been two
instances of breast cancer in her family; her maternal grandmother and her aunt, as
well as the loss of her mother to ovarian cancer, and other unrelated cancers. She has
been medically classified as high risk and reported that she felt high risk as well, and
believes that she will get diagnosed with breast cancer, or another cancer, sometime in
the future. She decided to participate in this research based on the premise that she
thought there was a need for increased understanding of women experiencing familial
breast cancer, especially those in rural areas.

Bethany – Bethany is 20 and currently a nursing student at a regional university. Prior
to the interview Bethany reported being unsure about how many family members had
been diagnosed with breast cancer in the past, and wanted to look into it before the
interview. On the day of the interview, Bethany stated the she found out she had three
paternal, and six maternal family members diagnosed, including her mother (whose
diagnosis had the most profound effect). This was higher than she had expected and
as a result, she felt even more certain that this was something that was running in her
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family, and that could happen to her. She had not looked into medically assessing her
risk but felt strongly that she would be at increased risk for the disease. Bethany
noted her reasons for participating in this research included the belief that this was a
really important area of study, and that she wanted to be able to help, to use her
experiences to make a difference to other people.

Melissa – Melissa is 30 and works for a regional bank. Her maternal grandmother, her
aunt and great aunt were all diagnosed with breast cancer, two of whom passed away
from the disease, and Melissa has had a personal diagnosis at age 28. Although she
has not had genetic testing, she feels at risk, and feels a great deal of concern about
the possibility of a reoccurrence happening in the future, but for the time being, is
having much more difficulty dealing with the impacts of her diagnosis, which she
feels affects all areas of her life, and some of which are getting worse as time has
passed. She feels very alone in her experience and thinks there is not enough
awareness or support for women like her. Her main motivation for being involved in
this research was that she wanted to be able to help; she did not want other young
women to have to go through the difficulties that she has gone through as a result of
her age and perceptions of the wider community.

Those experiencing limited worry
Sophie – Sophie is 19, and a philosophy and literature student at a regional university
campus. She recalled four family members being diagnosed with breast cancer, one of
whom was her mother, and it was this diagnosis that had the biggest influence on her.
Although she feels that her experiences should have made her more fearful and aware
of breast cancer, she finds that it has not really impacted on her thoughts or behaviour.
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On occasions, certain events will trigger her to feel worried and anxious, but generally
it is not something she thinks about, and does not really consider herself to be at high
risk. She noted that she feels like it is not really something that she has much control
over and so she did not feel that there was really any point in living her life in fear.
She stated that her reasons for choosing to be interviewed for this research involved
just feeling that she was eligible, so why not?

Jennifer – Jennifer is 24, working as a customer service officer and about to start an
Arts degree at a regional university. Her experience with breast cancer consists of her
mother’s diagnosis when she was about 14. Because of this experience people have
told her that she is at increased risk, and so on the face of that she classifies herself as
being at increased risk. Although this is the case, she feels strongly that this is
something she does not want to think or worry about, convinces herself that her
mother will be the only one affected, and refuses to think about it until she needs to.
She avoids anything that makes her think about breast cancer, and this includes doing
health and breast cancer related check-ups and early intervention. Her reasons for
being involved in this research involved thinking it was interesting, that someone
needs to so why not her, and realising that she had never really had a chance to talk
openly about her experiences before, and that this research provided that opportunity.

Claire – Claire is 18 and studying physical education and health education at a
regional university. She has had three family members diagnosed with breast cancer;
both her maternal and paternal grandmothers, and her mother. When she thinks about
the possibility of it happening to her in the future or a reoccurrence in her mother, she
feels quite scared and so makes a point of not thinking about it. Claire identified that
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she would be at high risk but she feels like she is doing all that she can do for now;
living a healthy life, making the right decisions, and so there is no point in stressing
about it. That maybe later, when she is a bit older, she will worry about it more and
think more seriously about it then. It has also made her more aware that life is there to
be enjoyed, and that as you never know what is going to happen to you, you should
make the most of it. She stated that being involved in this research was important to
her because she felt there was a need for research in this area, that there was some
personal benefit to being involved and being able to talk about her experiences, and
that she was happy to know that there is research being done to address this topic.

Kate – Kate is 27 and a teacher at a regional school. She experienced her aunt’s
diagnosis with breast cancer as well as having two personal diagnoses beginning at
age 23. Regardless of this, she does not perceive herself to be at a hugely increased
risk. She thinks that it could come back again, as it has already happened twice, but
she is quite optimistic in that she has already beaten it twice and feels she could do it
again if she has to. Further, she opted to have one of her breasts removed when she
was diagnosed and so now feels that she only has half the risk of other women. She
gains reassurance from the fact that she can make a choice to be healthy and reduce
her risk of reoccurrence, and places emphasis on the fact that life is meant to be
enjoyed. She stated that her reason for wanting to be involved in this research was that
she hoped that by being involved she would be able to help others in a similar
situation.

Kathryn – Kathryn is 32 and employed as an environmental project officer. The
familial history in Kathryn’s family consists of the diagnosis of her mother, as well as
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her maternal great aunt, great grandmother and second cousin. Although she has not
obtained a medical classification of risk, she has been informed by family members
that due to the family history she would be at increased risk. She thinks that regardless
of this, she can justify why she would be at the lower end of the scale and feels her
experiences really have not had that much of an impact on her, even though she thinks
that maybe they should have. She gets enough of a sense of control out of making
smaller behaviour changes that reduce her risk and does not see the point in constantly
worrying about what could happen in the future. She volunteered to be involved in the
study because she thought that it sounded interesting and because she was interested
in the research process and knew others who were doing PhDs as well.

Donna – Donna is 26 and a ‘stay at home’ mum. She was not completely sure how
many family members had been diagnosed with breast cancer but thought that it could
be anywhere from three upwards, including her grandmother and mother. She
believes very strongly that it is not something worth being stressed about, that
spending your life worrying about it happening is not going to change anything. She
thinks that it is more important for her to focus on, and be there, for her children
rather than being consumed by fear. She stated that whether or not she gets breast
cancer is really something that is out of her control. Although this is the case, she still
has moments of worry when something does not feel right, or when she looks at her
children and wonders what the future holds for them. Donna was interested in
participating in this research because she thought it was good, and because she wanted
her story to help, and to raise awareness among young women.
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Tammy – Tammy is 34 and employed as a nurse as well as studying social work. She
has had three maternal aunts diagnosed with breast cancer. When reflecting on this
she noted that it is worrying to see how many times it has struck in her family, and it
has increased her awareness that it could happen to someone else she loved, or to
herself, but this brings with it only moments of worry. For the most part she noted that
she has grown up with breast cancer in her family and it just seems a bit like the
reality of their family, and something that is an accepted reality. Given this family
history Tammy noted that she thought she probably should be more concerned about
it, and more conscious of doing self-checks, but that she was not, that she really did
not think about her risk at all (except for occasional moments of panic when lumps
are found and so on). Tammy stated that she wanted to be involved in this research
because it was about her experience and because she found it interesting.

Those whose mothers had died when they were young
Megan – Megan is 34 and working as a hairdresser. She reported that she had three
members of her family diagnosed with breast cancer; her mother (who passed away),
her sister and herself, as well as an aunt who had been diagnosed with ovarian cancer
and other family members with other cancers. Her family had received genetic testing
and it was confirmed that they had the BRCA1 mutation, and thereby she was
medically classified as high risk. Megan noted that because of her age when her
mother passed away, and the fact that she had other family members step in to fill the
maternal role, she did not really remember that much about her mother, or feel that
the loss had a profound effect on her. For her, it was her personal diagnosis of breast
cancer that had the more significant impact on her life. Her diagnosis, and the
possibility of reoccurrence is not something that distresses her, she believes that if it

94

happens it happens and she will just fight it again, rather, she sees the importance of
using her experience to help other young women who have been diagnosed. For
Megan, participating in this research was seen as another way for her to put her
experience to good use and to help raise awareness of the issues that young women
face.

Linda – Linda is 24 and a nursing student at a regional university campus. Her
experience of familial breast cancer focuses on the diagnosis and consequent death of
her mother when she was 11. She does not particularly feel at risk of breast cancer,
although she acknowledges that her risk might be higher than it would be for other
women her age. She feels strongly that there is no point in worrying about the
possibility of it happening in the future as there is nothing she can do about it. She
reported feeling a bit surprised that her experience had not had more of an impact;
that she is not more fearful about breast cancer, or more aware and active in regard to
her health behaviours. Although there has not been an impact on her feelings of risk
or health behaviour, she does feel that the loss of her mother has profoundly affected
all aspects of her life. She expressed much difficulty with dealing with the pain of not
having her mother around, of her subsequent depression, and her relationship issues
and fear of abandonment by loved ones, as well as intense sadness about events in the
future that her mother will not be there for. She feels that these issues will be things
that will affect her throughout her whole life. She made the decision to be involved in
this research because it was something that she was really interested in.

Angela – is 21 and working in the area of road and transport safety. Her familial
cancer experience encompasses her mother’s diagnosis and her subsequent death
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when Angela was 12. She has not been medically classified as high risk but breast
cancer is something that concerns her. She feels that it is something she really has no
control over, that it is inevitable, and that she cannot picture herself as an old woman.
She also expressed the significant difficulties she faced as a result of losing her
mother; the disruptions to their life, needing to grow up really quickly, dealing with
grief, and the painful realisation of the void in her life and that she was never going to
really get to know her mother, or have her there for significant occasions and events.
She thought that having these experiences at such a young age made her different
from her peers; that they did not have any idea what she was going though, and that
she did not want to burden them with her problems. She chose to be interviewed for
this research because she thought that it was an interesting project, and that she
wanted to put her experience to good use.

Rachel – is 24 and a health student at a regional university. She has had three
maternal family members diagnosed with breast cancer, one of whom was her mother
who passed away when she was 15. Rachel noted that she feels at high risk for breast
cancer, although the family has had some genetic testing done and results indicated
there was not a genetic mutation present. She expresses significant concern about
other family members being diagnosed and feels strongly that it is likely that she will
get diagnosed at some point in the future. Alongside the breast cancer related fear
Rachel also notes that the loss of her mother has just as much, if not more, of an
impact on her. She feels that this has impacted on all aspects of her life and continues
to have an effect on her, one which she thinks will continue for the rest of her life. It
is something that she feels isolates her and makes her look at life very differently
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from her peers. She chose to participate in this research as a way to use her experience
to help other young women who have been through the same thing.

Amy – is 25 years old and working as a health care manager in a rural community of
Victoria. Although genetic testing has not been undertaken she is aware that she has
had four maternal relatives and three paternal relatives diagnosed with breast cancer,
including the diagnosis and consequent death of her mother when Amy was 12. As a
result of this she thinks that breast cancer poses a significant threat to her; she sees
herself as next in line to be affected by a disease that in her eyes will result in much
suffering and death. She feels that it is inevitable and that her only option is to have
surgery (prophylactic mastectomy) to reduce her risk, although she is aware that this
does not provide any certainty she feels strongly that this is the only way that she can
see herself having a future, and some control over her life. She believes that the loss
of her mother has had a significant and profound impact on her and is something that
will affect her until the day she dies, and that by having this surgery she hopes to be
able to gain some control and move on to the next phase of her life. She deals with
this pain every day and believes that her experience is something that she would not
wish on her worst enemy; that it is something that no one should have to endure. Her
reasons for being involved in the study are that she thought it was really important
and that there was a lack of information around that addressed this topic.

Emily is 34 years old and works as a service supervisor in a rural area of Victoria. She
has had one instance of breast cancer in her family that she knows of and that was her
mother. This unexpected diagnosis and subsequent loss of her mother due to breast
cancer has made her feel the she is at high risk of getting the disease at some point in
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her life, although she has not sought out medical verification. She spoke in detail of
the difficulties she faced throughout the process of her mother’s illness and death; of
seeing her mother disappear before her, the pain of her mother no longer remembering
who she was, regrets about the last few days together, trying to balance the needs of
her mother and her family and the painful realisation of her mother’s absence in her
life. It has been four years since her mother’s death but she feels it is still something
that significantly impacts on her and something that will always be a part of her life
and who she is. She chose to participate in the study because she believed that there
was a need for more information and awareness of breast cancer and the effects it has
on families.

The next three chapters, 6, 7 and 8, discuss the key findings from the participant
interviews. This discussion has been framed within the context of temporality and as
such each chapter represents a different phase; past, present and future. It will
represent the voice of particular participants to demonstrate the lived experience
within each of these phases, discussed and supported by phenomenological concepts
and my own recollection of these experiences. Figure 5.1 outlines the paths of the
three chapters.
Past
↓
Family history and
Family illness outcome
↓
Impact of Age
↓
Significant memories

Present
↓
Risk and
Being-toward-Death
↓
Subjective age
↓
Illness as being
↓
Identity
↓
Care for self

Future
↓
Uncertainty
↓
Possibility of death
↓
Maternal death
↓
Risk and future
generations

Figure 5.1 Past, present and future paths
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Chapter 6 We do not remember days; we remember moments –
Living with the Past
When faced with a totally new situation, we tend always to attach ourselves to the
objects, to the flavour of the most recent past. We look at the present through a rearview mirror. We march backwards into the future...
(McLuhan and Fiore 1967: 73-74)
I chose to begin my interviews by asking the women to tell me about their
experiences of familial breast cancer and in all cases, they chose to begin with their
past. They told me about their loved one’s illness and the events that had led them to
be sitting across the table from me now. To me this was a logical place to begin and I
listened intently as their stories began to unfold in front of me. What they felt was
most pertinent, and what resonated in their current Being, they spoke of in detail.
Their families comprised much of this discussion and it became evident that their
Being-with-Others was significant. In light of this, most of this chapter is spent
exploring the role of relationships within familial breast cancer. Particular focus is
placed on how family history shapes perceptions of breast cancer, why the outcome of
the diagnosis is important, the impact of participants’ age at the time of their families’
diagnosis and the significant memories on which the participants’ current Being-inthe-World is based. Each of the themes presented uses the words of individual
participants to represent the broader responses. Where appropriate, I introduce my
own words and thoughts as the researcher.

This chapter presents key themes about participants’ past experiences which have
influenced their Being and interactions in the world. Within the context of this chapter
many Heideggerian concepts are introduced. These are discussed, where relevant, at
various stages through the chapter alongside the stories of the participants. I think it is
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important to introduce one of these concepts now as it underpins all of the stories to
come; fear/angst. Fear is directed at a particular event or object, in this case breast
cancer. It discloses the world in a particular way and shapes Dasein’s thrownness and
Being-with. Whether directed at self or others, this fear can be aimed at a current
event, or at the uncertainty of when an event will occur. This will be a narrative that is
visible in the stories to follow through participants’ fear of what is happening, but also
(and sometimes more so), what this means can happen. Angst is an extension of fear
but has no direct focus. It strips the world of its significance and it is within this mood
that a sense of uncanniness/unhemlichkiet is experienced (Inwood 1999). This is also
evident throughout the stories where the women feel angst, but cannot pinpoint the
exact cause.

Our past is intricately tied into our present and future lives and selves. It is something
that cannot be escaped (Watts 2001). The particular ways these ties to the past occur
and reoccur are evidence of our continuing bond to our past as an active component in
our lives. Through thrownness, and the influential nature of our past on perceptions of
current and future possibilities, our past is always active in the formation and
maintenance of our everyday Being-in-the-World.

Throughout these chapters the participant stories will be told, using pseudonyms and
their own words in italics. Alongside their quotes, a discussion of the
phenomenological relevance and comparison to my own lived experience is present.
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Family
History1
Our past is inescapable. It is the base upon which all current and future experiences
and Being are built. Family history for women experiencing familial breast cancer is
an integral component of their Being-in-the-World; it influences all aspects of their
everyday Being. Participants’ who were still in their late teens and early twenties were
often single, still living at home and perceived their immediate family to consist of
their parents and siblings. Those who were a bit older were likely to be married or in a
long term relationship and/or had children of their own, and perceived their
immediate family to include their partner and children. Their families and family
histories influenced their being in different ways.

Tammy spoke in great detail about the previous generations of breast cancer and
reflected upon how this impacted on her current perception of breast cancer. Although
she spoke to her mother to gain the specific details and dates of family member’s
illness occurrences, she had her own memories and perceptions of how breast cancer
played a role in her childhood.
Auntie Jane, for all my life I’ve known she’s had breast cancer, or been
in remission from breast cancer. She was first diagnosed in 1977, so I
was five…and she had a mastectomy while she was pregnant and then
had chemo after she gave birth. So I don’t ever remember Auntie Jane
being completely well, like it was just who she was. [In the] late eighties
she got diagnosed again with secondary breast cancer…and went
through chemo and she just got sicker and sicker and eventually
died…then Auntie Rita got breast cancer in 1996…she had a
mastectomy after that, but she didn’t have to have chemo, she’s been
fine since. (Tammy)

1

When participants refer to their immediate family within this section this is varied depending on their
age and marital status. It includes parents, siblings, children and partners.
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Tammy felt breast cancer was something that she had come to accept as a part of her
everyday reality. Through her constant exposure to it, and her relationship with those
affected by it, it had become a part of her personal identity. She saw life and health
not as a given, but rather as something that could be taken away. It clouded her
choices about whether or not she should have children and connected her to family
through a sense of love, appreciation and awareness of mortality. She viewed her life,
her very Being, through the eyes of cancer awareness. Even when she could not put
her finger on the ‘how’, she had no doubt that cancer was there.
…it was just part of who I was, of my family, of the experience, because it was
always there. So yeah it probably did change who I was because if I hadn’t
had that exposure to it I wouldn’t have understood it… (Tammy)

She was referring to what is known within Heideggerian phenomenology as
thrownness (Lemay and Pitts 1996; Harman 2007; Cerbone 2008:). Things such as
race, culture, family and environment are all things that are beyond our control and
that strongly influence our current situations and future possibilities. As ‘Dasein’, we
have a past that we always carry with us that is inescapable and influences not only
our current being but also our future being. Tammy is ‘thrown’ into the reality of
breast cancer as a result of her family history, as she has no control over the illness
that significantly shapes the way she sees the world and her own Being (present and
future). She spoke of herself as a genetic Being with no control over the diseases that
were lurking in her future and what that meant for her life in the present. This
resonated for me as I realised when listening to this that I often viewed myself in a
similar way. My body is not viewed as healthy but as defective and susceptible. My
family’s fate would probably be my own, and this is different from how many people
my age would view their world.
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The family history that Tammy emphasised in detail is predominantly built upon her
Being-with; the people that surrounded her were influential in how she now views and
reacts to breast cancer and her risk. Not all family members’ diagnoses had the same
level or degree of impact. When the relationship was close, when there was regular
interaction, the impact of diagnosis was greater. Tammy thought that because she was
so young, and did not live near her aunt Jane when she was diagnosed, her
involvement in the familial cancer experience was limited and consequently so was
the impact. For example, Tammy needed to speak to her family and some family
members’ diagnoses to get details, whereas when she was more involved, she could
more readily recall these instances.

It was when separate instances of breast cancer, or other cancers were woven together
throughout previous generations, that Tammy started to see the reality of what had
occurred, and how that could impact on not only herself but also her loved one’s
future(s).
I think because it was so many people with cancer, and they were so
close together, that it just was hard, and I haven’t known many other
people who have had that experience that it’s just been a cancer, and
then it’s been another cancer, and then it’s been another cancer…
(Tammy)
This elucidates how the familial illness experience differs from other illnesses. Whilst
people can be exposed to one instance of illness and be affected by it, those who
watch generational suffering have an even greater awareness of illness, death and
pain. Through such experiences, people like Tammy come to see their family as ‘next
in line to be diagnosed’. It makes the possible threat of breast cancer much more of a
reality, and when these family members died as a result of their diagnosis, this threat
took on a whole new meaning. It represented something that could take everything
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and everyone away. It became something that initiated an awareness of ones’ own, as
well as family member’s Being-toward-Death. Viewing her family through a series of
diagnoses created a world of susceptibility and vulnerability for Tammy. She
monitored her own and family members health more closely and was always waiting
for the next diagnosis or death to occur.
But I remember feeling when Jane was diagnosed with breast cancer,
‘oh no, is my mum going to be next?’ Because it felt like, it just felt like
it was Jane, then it was Rita, then it was Lucy and my mum comes
naturally next. So I guess at that time my fear was that, is it going to
affect my mother next? Is she going to be the next person who is going
to get cancer? (Tammy)

Being-toward-Death is a significant Heideggerian concept that is visible in this
example as it represents a change in Tammy’s perception of self, illness and the
future. She realised the inevitability of her own death and her loved ones deaths. This
in turn impacted on how she chose to live her life and interact with others within her
with-world. When Tammy was young she noted that she was unable to fully grasp the
significance of her family history. Age, and a growing sense of the importance of
understanding her family history, resulted in Tammy accepting illness as her world.
When Tammy constructed this reality she drew on a number of diagnoses in her
family, as well as the specific details of each breast cancer occurrence. She recalled a
time when she thought that the response to one of her relatives around a suspicious
lesion was not adequate. She developed a strong belief in the benefits of early
detection and trusting her body, as well as giving insight into how serious it could be
if you are misdiagnosed or diagnosed at a later stage. Consequently, although she
feared the prospect of developing cancer she had significantly altered her behaviour
and mindset to include a high awareness and proficiency with early detection.

104

She had a lesion on her breast. She was having regular mammograms
too and apparently one of her mammograms said that it was suss2 but
her GP didn’t tell her to keep an eye on it or investigate it. It wasn’t
until… she got a lesion, an actual visual lesion on her breast that they
investigated it and said it was cancer. (Tammy)

For Tammy, having loved ones in her family ill from breast cancer and other cancers
came to be considered as nothing out of the ordinary; it became a normal part of her
everyday existence. Despite her recognition that such high levels of illness were
uncommon, her past experiences and her thrownness shaped the way she perceived
and interacted in her world. Tammy could not remember a time when her family was
not dealing with breast cancer. When someone was ill Tammy felt familiarity because
she knew what to expect and understood that process. Cancer and illness was her
normality and without it she felt unease. When everyone was well she experienced
apprehension about her life. She was waiting for the unknown and the inevitable to
happen. For her, it felt more abnormal not to have someone ill which indicates that
she had incorporated cancer and illness as a core component of her everyday Beingin-the-World:
being unwell was part of life. It didn’t seem abnormal to me, it seemed
like that was just something that could happen. Not that it wasn’t
terrifying because it was, it was just part of who I was, of my family, of
the experience because it was always there. (Tammy)

It also became evident to myself and Tammy as she was speaking that it was not just
breast cancer but other illness as well. She drew on her knowledge of other cancers
and genetic illness that occurred in her family as a way of illustrating why she
perceived breast cancer to be a threat in her family.
I think it’s genetic because of all the other genetic things that have
happened. I think they all add up because they’re sort of those lymph
2

Suss = the mammogram result looking suspicious or indicating that something was not right or
abnormal
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gland type cancers and I mean your breast is a gland. And then with
my sister and the factor five deficiency3; that’s a genetic thing. I’ve got
two cousins that have got, um I can’t think of what it is but that’s
genetic, and then Margaret, who’s the second cousin, her grandson, I
don’t even know what the condition is but it’s genetic. So there’s all
these genetic things… (Tammy)
Despite Heidegger’s focus on Being-with-Others as a central component of Being,
Tammy’s experience exemplifies a scientific/genetic Being-with-Others that would
have been beyond the scope and time of Heidegger’s interpretation. Tammy related to
her Being-with-Others both as forms of intimate relationships and genetic inheritance.
Her genetic self-formed a dominant part of her worldview.

Tammy’s interpretation of her family history heightened her sense of risk and made
her feel that she would get breast cancer, or one of the other illnesses in her family.
She was aware that it was not just older people who were diagnosed with cancer. At
different points in the interview Tammy reflected on who had been affected in her
family, and at what age, as ways of interpreting her own risk and making meaning out
of her family history and Being-in-the-World.
Auntie Jane was young when she got cancer so I mean, I am aware of
that and Matthew was my age, so he was early thirties or late twenties,
so again I’m aware that cancer can strike at any age. (Tammy)

Although her cousin had survived and was now in good health, this became pertinent
to Tammy as it signified the moment cancer started to appear in her own generation.
In the past she gained reassurance that cancer was predominantly affecting older
generations. When this was no longer the case her Being-toward-Death intensified;
her horizon4 was shattered. She spoke of feeling a considerable increase in her

3
4

Factor five deficiency = an inherited condition that affects the ability of the blood to clot
Horizon = the vantage point from which one views the world and being (Inwood 1999:99).
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perception of fear and susceptibility. She could no longer distance herself from this
possibility by immersing herself in an inauthentic mode of Being:
…that brought it closer to home…it made it more scary. Because if
cancer could affect a cousin of mine, then it could affect me. I think it
was easier to distance it to a generational line when it was just all my
aunties… (Tammy)
Tammy’s story caused me to recall my cousin’s diagnosis with breast cancer, and lead
me to conclude that Tammy was right. My perception of risk and cancer awareness
had always been high but I responded to my cousin’s diagnosis much the same way as
Tammy did. It crossed that invisible generational line and it was impossible not to
think, ‘what does this mean for me?’

She also acknowledged that not only could it happen once to her loved ones but that it
could affect them again; that no one was safe at any time. For Tammy this emphasised
the continuing risk for her loved ones and the unfairness of breast cancer. She felt that
her family should not have had to deal with the high levels of cancer that had
occurred, and that might continue to transpire in the future:
I guess it affects my thinking that there is a risk, that it could happen to
you. It certainly does have an impact that way, it does make you think
that this could happen to someone you love in your family. Or it could
happen to you. (Tammy)
This was the dominant thought process for Tammy and many of the women
interviewed, but for some other women this was not the case, as illustrated in Emily’s
story. I found it interesting that such a difference could be possible within the cancer
experience, but I could also understand Emily’s explanation. For Emily, family
history was a way to convince herself that the risk was not as high as others thought.
In Emily’s case only her mother had been diagnosed; she was able to rationalise that
the diagnosis might have just been a ‘once of’ and that it only happens when you are
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older, so her own risk was not as high. Having a limited family history gave her
confidence that it might not have been running in the family but instead just bad luck.
It also emphasised to her that breast cancer was something that had occurred in her
family’s past and unless more relatives were diagnosed, it would remain an illness of
the past and not imbue a current perception of risk.
…Fortunately it has only been mum. I think that if it was to come up
again in the family then yes, panic stations would hit. You know,
because we’ve been through the whole ‘ok, it’s only [one]’, it’s
basically more frightening when there is more than one. As much as it
is frightening, and yeah you think ‘oh god, when I reach fifty am I
going to go through this?’, Or when I reach forty am I going to go
through this? If it was to come up again yeah, I would be a lot more
concerned. You know I suppose I go through the ‘was mum just the
unfortunate one?’ (Emily)
In one regard this exemplifies Emily’s need to distance herself from the possibility of
breast cancer. By rationalising her risk she was able to continue Being-in-her-World
in a safe and ‘homely’ (Heimlich)5 way. Similarly, it demonstrates the importance of
the genetic Being in the formation of self-identity. Emily used her family history to
form a perception of self and Being that was risk and cancer free. I also wonder if
rurality had a role here as most of the women stated they did not know anyone else
their age who had been through a similar thing; further reinforcing this protective
barrier.

Young women growing up within families who have experienced breast cancer are
shaped by their illness experiences. Continual illness brings with it an altered sense of
normality and self. Being comes to be interpreted in a genetic sense that affects their
current mode of Being and limits future possibilities. Their world becomes illness
centred whether intentionally (through information seeking) or not.
5

Heimlich within the context of Heideggerian phenomenology refers to belonging to the home, being
familiar and feeling at home in the world (Ingwood 1999: 97).
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Outcome of Familial Illness: Survival or Death
At the commencement of this study I thought that this would be an important area to
ask my participants about. My Honours study illustrated the positive impact of having
no experience with breast cancer, whilst my own experience reinforced the negative
outcome of parental death. But I could not help but wonder if it was really that simple.
Does survival always result in less impact and vice versa? The stories of my
participants shed some light on this question. There was a significant difference
between women who had observed their family members battle and survive a breast
cancer diagnosis compared to those who had family members (one, more, or all) who
had been diagnosed and subsequently died. Sophie’s experience of survival and
Amy’s of death will be drawn upon to elucidate this difference and how the outcome
of the illness can influence not only the way breast cancer is perceived as an illness,
but also the degree of fear that is felt and how seriously personal risk and likelihood
of death is perceived.

When examining this notion through Heideggerian analysis two main concepts stand
out as important; care and Being-toward-Death. As previously stated in chapter 3,
Heidegger’s notion of Being-toward-Death is a central tenet of Daesin’s being. An
authentic Being-toward-Death encapsulates a focus on the fact that death is an
unavoidable possibility of our own Being, rather than a focus on the actual event of
death itself (Watts 2001). This awareness of death brings with it the ability to perceive
life as a whole and see clearly the present and future opportunities that life holds. For
many people, the act of being exposed to death can have the opposite effect. It
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exposes the mood of fear which focuses on the actual event of death and causes
Daesin to flee and immerse themselves in the ‘they-world’6, focussing only on death
as something that is a concern in the distant future and something that only happens to
others. Care is also an important concept here, as Heidegger states that the aspect of
Being-in-the-World that is most fundamental to Daesin is the fact that it is alive
(Heidegger 1996).

Sophie’s experience of breast cancer was one where her family members survived.
Her main experience was her mother’s diagnosis, and this had the most intense effect
on her as she lived with her mother at that time and was exposed to that reality.
Despite this exposure, she could not recall her mother’s illness being too bad; it was
only when her mother started looking sick that the realisation of cancer hit.
I think at first when mum got diagnosed I didn’t really know what it was
and it was a bit surreal…When she lost her hair and when she had
chemotherapy I think that it really set in, ‘cause then she started to
look sick. Before that she was just mum; she didn’t look any different,
she didn’t act any different… (Sophie)
She never thought that it was a possibility that her mother would not survive. Sophie
thought, alongside the fact that her mother did not appear to struggle with the effects
of treatment, her young age at the time meant that she could not contemplate death as
a possibility. She recalled a strong belief that her mother was infallible; that “mother’s
don’t die that young”. As a result she spoke of what could be termed a positive Beingwith, and reported that she did not experience significant worry about breast cancer.
Consequently, she felt that if she got cancer, although it would be a difficult and
painful time, it was something that she could survive; she had hope. It was evident
that her age was a significant factor, as death was not a concept that was included in
6

The they world represents an inauthentic mode of being in which Daesin strives to fit in with the
expectations of others and immerse themselves in the events that construct their daily worlds and living
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her conscious view of her world. This was further reinforced through Sophie’s
perception of the lack of physical impact experienced by her mother. When this
changed, it created a world in which Sophie had to accept the possibility of illness and
death. Possibly as a means of distancing herself from this reality, Sophie placed great
emphasis on the fact that her mother had survived. She drew on hope to inform her
risk perception.
A cancer obviously is like one of the most serious things you can get. I
know that there’s a strong history in our family …maybe I’m a little
silly in the way that I don’t worry about it. ‘cause I mean mum had it.
I’ve seen a firsthand example of someone beating it, that’s why in my
brain it’s kind of like if it is genetic I’ll be fine, ‘cause mum was fine;
mum was fine and therefore I just presume that I will be fine as well. I
think if she had died that would have been completely different…I think
if that had happened, that would significantly alter my response to
cancer, significantly. (Sophie)
Sophie spoke of not being concerned about her mother’s death and never considering
this as an outcome. I found this very interesting as a researcher because I wondered if
it was possible for someone to feel or perceive their familial cancer experiences so
positively. Sophie insisted the optimism she felt was just her personality, her
approach to life. It is possible that some people hold on to this particular trait in order
to cope with familial cancer. Another possible explanation is that this forms a coping
mechanism through which family members can distance themselves from the reality
of cancer. Sophie’s optimism could be viewed phenomenologically as an attempt to
flee from the prospect of her mother’s illness and Being-toward-Death. A means
through which she can immerse herself in the ‘they-world’ of thinking and behaving
like a ‘normal’ teenager, rather than being perceived as an optimistic perspective.

Sophie reflected on her mother’s illness in a positive way. She believed it was a
horrible thing for her mother and her family to have to go through but she thought
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that they all coped with it amazingly well and she was proud of her mother. In
particular she admired how her mother was able to cope with the illness experience
and still achieve other significant goals. This feeling of pride was something that
Sophie struggled to explain as she felt that her mother had not achieved something
that a daughter would usually feel proud of, but regardless she felt proud of her ability
to cope with everything that had happened while still maintaining her normal style
and grace:
…it was more of a proud feeling. Not that she really did anything, not
like she went out and got a job or went out and learnt how to swim or
whatever, she um, she beat cancer. Which isn’t something I guess you
consciously do, but I still feel proud… (Sophie)
This combination of perceived limited physical suffering and maintenance of ‘normal’
household roles formed an influential component of Sophie’s view of cancer and her
own risk. She utilised these experiences to construct her risk world, a world where
cancer is not that bad. If you get it you survive and move on with your life.
Consequently, her anxiety and risk perception were generally at a low level.

In contrast to this, Amy’s experience was one in which she had watched all of the
members in her family diagnosed with breast cancer die. When I was undertaking this
interview I was confronted with a story that contained more hardship and exposure to
death than I had anticipated. It put my own experience into a new perspective. She
was very young at the time of many of her maternal family member’s diagnoses and
felt unsure about the individual impact they had. She recalled it was her grandmother
and mother being seriously unwell that stood out in her mind when she thought about
her family history. These experiences brought with them a relevance to her own risk
in her late teens when she realised the seriousness of what was happening and the
implications for her future.
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Yeah it was probably the age of sixteen or seventeen that I started to
understand everything about it. Before that it was just that mum and
grandma were both really sick…it was then that I started to look into
it…to understand a little bit more how this could really directly affect
me. (Amy)

This heightened her fear and awareness of breast cancer and instilled a deep seated
fear of diagnosis and a belief that if you were diagnosed it was a death sentence. She
was not oblivious to the fact that people can survive and that there were treatments
that worked, but felt deeply in her own Being that if it happened to her she would not
survive. She knew the logic, and she knew the statistics, but above all else, she knew
what she had seen happen in her family, and this experience had more influence over
her beliefs and actions than any other source of information. It could be said that her
lived experience overrode statistical risks. I could understand how given her
experience this had come to be. It stood out to me that statistics on a page cannot even
remotely compare to the strength of emotion that comes from personal exposure to
breast cancer. This example draws on a life experience that created a greater
awareness of Being-toward-Death and fits within Heidegger’s notion of a more
authentic death awareness, although due to the heightened level of fear, and focus on
the actual event of death itself, it could still be considered as inauthentic. Nonetheless,
Amy’s statements later in her interview, about having gained new insight in her life
and focussing on the bigger picture would indicate that in fact at this time her Beingtoward-Death could also be considered as authentic, or throughout her experiences
she had moved through cyclical phases of both inauthentic and authentic being (Watts
2001).

The fear and care for self was present in Amy’s story but it was also evident that the
reality and pain of the death of her family members had a prominent role to play. It
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was something she felt had a profound, painful and long term effect. Similarly, it also
links to Tammy’s story earlier in the chapter and the ability of the familial cancer
experience to transform the perception of self into one that largely focuses on
genetics and genetic Being-in-the-World.
…I wasn’t actually able to have the genetic test because there’s
nobody alive in my family to test against. Which is warning enough in
itself, the fact that there is nobody alive to do it…I would have had a
far more positive outlook [if my mother had survived]. To me, breast
cancer is a death sentence, you can talk to me about survival rates,
about beating it, about all the rest of it…but for me, breast cancer is
not a survivable thing. If I was to get it then that would be the end of
my life… ‘cause I have never known a happy story. Nobody I know,
that I love, that I’ve been close to, has ever beaten it. My head knows it
is a beatable disease but my heart tells me that it’s a death sentence
and it’s incurable. (Amy)

Amy also felt that her familial cancer experiences had resulted in her having an
increased focus on her health. Not specifically on maintaining a healthy lifestyle or
undertaking appropriate health behaviours (although these things were important and
gave her a sense of control), but more so a fear or paranoia that any sign of illness
(whether related to the breast or not) meant the worst case scenario; that it was cancer.
She reported an intensified feeling of Being-toward-Death where she was very aware
that her family history placed her within a realm of increased risk and saw any sign of
illness as an indication of the fate that she was sure would come.
…I’m the kind of person that now if I get a cough or something I’ll be at the
doctor because I’m scared that I’m sick. You know, growing up illness was
such a part of what I knew and I think that I’m healthy, there’s nothing wrong
with me, but that’s almost weird…that doesn’t feel normal. There’s not a day
that goes by that I don’t think about having breast cancer, or getting breast
cancer, or what I would do, or what it would mean to my family…And I have
like really lumpy breasts…I have lumps all the time, so every time I feel one
that’s it, I’ve got breast cancer. (Amy)

This once again emphasises the transformation of the illness experience into the
normal Being, or average everydayness of these women’s lives. Their sense of
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Heimlich is obtained from illness rather than illness free Being. The cancer itself can
be seen to breed both fear and anxiety as well as familiarity within the context of their
worlds.

Each woman’s story contained an element of this fear, even those who revealed a lack
of active concern. They all felt fear to some degree. Despite all logic I even find
myself falling into this habit when I experience unexplained illness. It is a fear that is
deeply ingrained and inescapable. Some are able to bury it more easily than others,
but it is always there, always a part of everyday Being.

Impact of Age
Heidegger’s notion of temporality can be used to explore how age influences the
familial cancer experience. Being thrown into a family where a disease is affecting
each and every generation is life altering. Past and future contain illness and death.
This is what it is like to be thrown into a family history of breast cancer. Many of the
women, including Angela, reflected on instances of cancer that had occurred in their
past and how that had shaped the way they felt about cancer now. As Heidegger
notes, we have a past that we always carry with us, which influences our present
existence and which defines and limits future possibilities (Watts 2001). The young
women in this study were thrown into a reality whereby they observed familial cancer
experiences when they were in their early teens or younger. This was something they
had no control over but which was consequently influencing and altering their current
Being-in-the-World, whether through an increased awareness of cancer and death, an
altered perspective on what is important, renewed appreciation of those in their withworld or a modified perspective on caring for self and others.
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Too young to understand
Angela thought that her age had an effect on her ability to understand what was
happening when family members were diagnosed with breast cancer. She was seven
when her mother was first diagnosed and felt this meant she was not fully able to
grasp the reality of what breast cancer was and what it meant for her family. She
reported that she had expressed her awareness that something was not right, that her
mother was ill, but the fact that it was cancer, and specifically breast cancer, was not
something she could comprehend:
..and of course I was really young so I didn’t have a full grasp of what
was happening…initially I just didn’t realise what was going on
around me; I was just a bit young. So yeah it was pretty scary.
(Angela)

She also recalled feeling that she had come to accept that her mother was ill but it
was much harder for her to accept that her mother had died. It took a long time to
accept that her mother was not going to walk through the door. This may not be
unique to cancer related death or even parental death and I wonder if it is
specifically age related. At the age of 15 I too struggled to believe my mother would
not walk through the door or be there when I needed her. A possible explanation can
be drawn from the connection to Heidegger’s notion that we live in a ‘they-world’ –
we base what is normal and expected on what those around us are experiencing and
portraying as ‘normal’. In experiences like Angela’s, where her Being and her world
no longer fit within the bounds of normality, she experienced a strong sense of
unheimlichkeit (of feeling uncanny/not at home in the world). A day dream or
fantasy where death was not accepted provided an outlet where death could be
denied. For a young teenager, I think that is a logical coping strategy when faced
with such a bleak and painful reality. A world absent of one of the most important
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Being-with relationships is not a reality that many young women would want to
openly face.
I was upset and it was just, it just doesn’t hit home though. Like there’s
a certain point where it does…there’s a few points in your life where it
just sort of hits you like a brick and you’re just like ‘oh god’. But up
until then yeah, I don’t know what age it was that I really felt like “Oh
this is for real, I’m not dreaming anymore. (Angela)

For Angela, a large part of the confusion occurred because what was happening to her
mother was not consistent with her expectations, nor with the experiences of any of
her peers in her with-world. She did not feel that it was possible to have an involved
and comprehensive role within the cancer experience, one that enabled her to
understand what was happening. This further reinforced her feelings of
unheimlichkeit. In her mind it was wrong; mothers were not supposed to get seriously
ill and were not supposed to die at such a young age when they were so vitally
needed. She was in denial about what was happening.
I still didn’t get it all…I didn’t grasp it fully that you know, she could
quite possibly die and she’s not going to be there…We were so close it
was like we can’t, it just can’t happen, it’s not going to work…it’s not
happening to us; this doesn’t happen to us! (Angela)

Despite believing that she wanted to know the details, be involved, and have a better
understanding, Angela struggled when faced with the reality of her mother’s illness
and suffering. She tried to take on the mothering role around the house and do what
she could to make things easier, but often did not realise how serious it was, or what
she could actually do because her mother would protect her and give the impression
that everything was okay. At the same time did not feel mature enough to be able to
cope with seeing her mother so ill. The overwhelming and distressing experience of
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seeing her mother sick and vulnerable was an image that Angela could not accept as
part of her world, physically or mentally.
I guess I didn’t realise the severity of it all even from the very beginning. I
felt helpless. Because my mum’s just full of life and just crazy and happy and
funny and just, she did a really good job of not showing anything other than
what she usually was. As an eleven or twelve year old kid you can’t do
anything and I didn’t have, like I was mature because I had been in the mum
role while she was sick, but I wasn’t mature on that level to be able to just
sit there and even talk to her about it because I just couldn’t handle it
myself…the only time I ever saw her really in pain or upset I just couldn’t
handle it, I just had to leave. (Angela)

Sheltered vs. exposed
One of the significant factors of the participant’s past familial cancer experiences that
stood out for me was the level of exposure to the cancer experience. This varied
greatly between participants. Some of the women in this study spoke of their
experiences of being highly involved and understanding what was happening; yet
others believed that they had been protected from the hardships associated with
familial cancer. They did not report the same levels of cancer and death awareness or
anxiety. Both aspects were viewed as having positive and negative consequences for
participants, but always viewed as being a central component of their experience.

Sally thought her lack of involvement in her mother’s illness centred on the way her
parents had sheltered and protected her from the experience. She thought this was
probably a good thing. She also believed she had less of an understanding of what
having cancer meant and how it impacted on her mother. These decisions ultimately
affected her cancer related Being-in-the-World by distancing Sally from the reality of
cancer, de-worlding Sally from this experience, her parents enabled her to continue
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being as a teenager rather than becoming immersed in an illness and death focussed
world.
Very inspiring. If she was in pain or if she was lethargic when she was
going through chemo especially she used to go into her room and shut
her door and we just weren’t allowed to go in. So we didn’t really
grasp the full concept of what she was going through. They kept us a
little bit in the dark just so that we wouldn’t be upset, more for
protection, not because they didn’t think we’d be interested. (Sally)
In light of this, it is possible that Sally’s optimistic perception of breast cancer had
arisen out of this physical and emotional distance. She could not recall the experience
having a great deal of impact on her when she was growing up and thought that her
mother had been diagnosed, treated (with few effects) and then returned back to
normal fairly quickly. Consequently, her Being-in-the-World remained relatively
unchanged and she could easily continue with the activities of ‘the-they’7.
It didn’t really affect me all that much because it just seemed to me
that she just went into hospital, she got it removed, she came out, she
was fine. Because we were younger we were kept away from it a bit so
it didn’t really impact. (Sally)
Sally’s responses when asked about this indicated that she appreciated the way her
parents chose to deal with the cancer experience. Linda (like me) had the opposite
experience. She was involved with her mother’s cancer experience and subsequent
death. Her parents were very open with her throughout the whole process. She felt
that she was well informed about all aspects of the illness experience and this enabled
her to gain a sense of control, understanding and preparedness. Her parents spent time
ensuring Linda knew what was going on and she appreciated that. She felt that
although the information could be daunting and scary, it gave her the opportunity to

7

The-they refers to the self of everyday Dasein which is immersed in the world of the-they. This is an
inauthentic mode of being which is characterised by absorption into the social and cultural customs,
expectations and interpretations of life, offered by those in Dasein’s with world (Watts 200).

119

be included. She felt less scared because she knew what to expect, and had the
opportunity to make the most of the time that she had with her mother.
She was very open with us. She pretty much told us that she was going
to die…Definitely it did [make it easier being involved] because it gave
me an opportunity to deal with it a little bit more and be a bit more
prepared. To kind of get everything that I wanted to say and do out and
you know, like I made sure every night before I went to bed that I said
‘I love you.’…Mum was very open about it and very open about her
treatments and explained to us with each one you know…It made it
easier that it wasn’t this forbidden topic to talk about… (Linda)

These contrasting accounts raise the question of how to disclose cancer information in
families and what is a happy medium between too little and too much detail and
understanding? When I thought back to my own familial cancer experiences I could
clearly see that I had a high level of involvement. My family took the time to explain
everything to me in detail and I positioned myself in the role of a carer for my mother.
In reflection, these two components strongly influenced not only my past experience,
but continue to affect me now. I needed that level of understanding and involvement
to feel like I had some control, to feel like I could contribute to the care of my mother
and other family members. In hindsight this also had the less positive outcome of
creating a world in which I was very aware of cancer and death. I, therefore, felt a
great deal of fear and anxiety, and still do. I treasured the remaining time that I had
with my mother, but at times I cannot help but wish that I had not seen some of the
things I did. Would that have changed my Being-in-the-World? Would Linda be less
fearful, or Sally more aware if they had witnessed more or less of the cancer reality?
These stories illustrate the Being-with relationships that exist within these young
women’s everyday worlds. Within the context of temporality, family relationships
have a significant impact. Whether consciously or not, the past will play a central role
in Being-in-the-World. As illustrated in the stories of Tammy, Emily, Sophie, Amy,
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Angela, Linda and Sally, the past experiences of familial cancer influence women’s
perception of self, interpretations of normality, the possibility of death and how these
impact on Being-with-Others and everyday Being-in-the-World. All of the women
illustrated that their family histories were influential in all areas of their lives and in
many cases resulted in fear and angst about their current and future lives and illness
possibilities.

Significant Memories
I thought that it was important when asking these women to answer my questions, to
think about what my responses would be as well. I contemplated what my main
memories were and realised that I either struggled to identify particular events or I
could only easily recall the more painful memories. I struggled to recollect the
positive memories, the everyday being and I am still not sure why this is. I was
interested to see if others had found the same. When I asked the women what stood
out for them about their experiences, what their vivid memories were, they spoke of
three main ideas: haziness, abnormality and the bad times. Many of the participants
could not recall their experiences as a whole but often as a blur of uncertainty and
confusion. They could recall the ‘abnormal feeling’ that encompassed their world.
They knew that something was not right but not an understanding of the cause.
Everything was unnatural and they were no longer fitting into the they-world. When
exploring this phenomenologically, and through the lens of my own experience, the
notion of unheimlichkeit resonates. It is a tenet that focuses on how a person can feel
uncanny and homeless within their world. In the case of familial cancer, this can be
seen to occur through the loss of normal roles and expectations within the family unit.
Similarly, this change can result in Dasein no longer ‘Being’ consistently within the
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expectations of the-they. Hence the sense of uncanniness is intensified by the
rejection of the-they.

Haziness and Fear
Memories of the familial breast cancer experience were not always easily recalled.
Because of the age of the young women (alongside other factors), they could often
recall more about the emotions that they were feeling as opposed to the specifics
regarding the order of events. Jennifer recalled feeling like there was a very sudden
change within which everything went from being fine to confusing in an instant. She
referred not to the specific events that had occurred and how they had made her feel
but more to her recollection of the experience being one of haziness or blurriness; that
timelines were unclear and everything seemed to merge into a general recollection of
fear, confusion and pain.
…It was all more muddled…a bit of a whirlwind. One day everything
was fine and the next day it’s not. Just no time to take stock of what
was happening around you, more just going about in a daze and not
actually recognising it and getting to the bottom of how you’re feeling.
Just going with the muddled flow. (Jennifer)
There were also recollections of fear and associated guilt. Jennifer spoke of general
feelings of not understanding what was happening and feeling fear that her mother
was going to die. In other instances she noted more generally that things did not feel
normal, of constant feelings of being worried but not being sure of the cause. Jennifer
was experiencing unheimlichkeit; a feeling of not being-at-home, or being unfamiliar
within ones everyday world. She sensed that the everyday normalcy she expected and
gained comfort from was gone and responded with anxiety, fear and confusion. A
vivid example that Jennifer provided was bottling up these feelings of anxiety and
unease and the significance of the night being the time when all her thoughts and
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emotions would surface. It was at these times that all the fear she had been
suppressing and ignoring would come out and she would be confronted with the
possibility that her mother was going to die. She was confronted by her mother’s
Being-toward-Death. This was difficult for her to cope with as it is uncommon for
someone to be faced with death at such a young age. Her world became unfamiliar
and scary. She thought this was partly due to her lack of understanding about what
was going on, as this provided more of an opportunity to imagine worst case
scenarios. Despite this, while dealing with these thoughts and fears she also recalled
feeling guilty about the types of things she was thinking.
I remember laying in bed at night and imagining her funeral and,
feeling bad about doing so. But I guess you think through everything
and generally I went towards the more negative thoughts in the
situation. I dare say just because I didn’t know any better. I didn’t
have any better idea and didn’t have any skills to know what I was
feeling and to actually do something with the feelings. (Jennifer)

Absence of mother
Our world is one that consists largely of Being-with. When becoming familiar with
phenomenology one of the central ideas that I believed would be important was
Being-with. When asking about the familial cancer experience I was aware from my
own experiences that mothers and other family members are an important part of the
with-world. Heidegger also stated that Being-with could be experienced through the
absence of those in our world. I found this idea fascinating and whilst sitting in the
interviews I could see how this could relate to familial breast cancer. I also came to
realise that physical absence was not a necessity for this experience to occur. This was
evident in two ways; through physical being-without and emotional being-without.
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This is evident in Donna’s story. When asked what was the hardest part of living
within a family history of breast cancer she did not hesitate when identifying being
separated from her mother.
It’s been pretty hard being away from my mum…I suppose that was
probably the hardest thing about it; being removed from mum when I
wanted to be there with her. (Donna)

This physical Being-without was variable, depending on the physical location. Some
non-metro communities had treatment centres nearby, and so physical absences were
decreased. Others experienced prolonged absences as a result of their mothers
requiring extended stays in metropolitan treatment centres.

Not only was the physical being-without noted as being incredibly hard for Donna to
deal with, but also the emotional being-without. That is, the absence of her mother
from the normal relationship role that she had, or expected. Donna emphasised how
once her mother was ill the whole relationship changed, and it wasn’t until then that
she realised how much she needed that relationship. The absence of what she saw as a
normal relationship with her mother was upsetting. She thought that although at that
time her mother was still around, she was not performing her normal motherly tasks;
not being there in the way that a mother is expected to be. Donna had a very strong
concept of what mothers were supposed to do and it was only when her mother was
no longer able to fill this role that her Being-in-the-World changed. She became
conscious that her world had changed as a result of her mother’s illness and Beingtoward-Death.
She asked, you know like ‘don’t bring your shit onto me when I’m
going through this.’ That’s hard, like my mum’s a huge support
network for me. I really depended on her and I didn’t realise how
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much I depend on her until she said ‘I can’t support you at the
moment.’ (Donna)

This physical and emotional distance experienced by Donna was something she
fought against to gain some control of her world. She did not like the fear and anxiety
that it created and so made every attempt to maintain contact with her mother
throughout illness and treatment. She felt that when it was possible for this to happen
it helped as it meant she understood what was going on and she could help, even if it
meant just being there for company or as someone to talk to. Being able to be
involved and help was seen as a way of doing something, having a sense of control,
whereas before she felt powerless. It was a means through which her world regained
some sense and she could reduce the feeling of unheimlichkeit.
Definitely the worst part about it was not being able to get down there
and help her out with some housework and stuff. (Donna)

Physical signs of illness
I can remember mum losing her hair. I can remember seeing her mastectomy scars. I
can remember the lethargy and physical illness from treatment. I can remember the
deterioration towards the end of her cancer battle. At 15, it was these signs that alerted
me to how hard my mother was fighting for her life. Interestingly, this was a theme
that many of my participants introduced as well. The defining moment that struck
many participants was the moment that they realised their mother or loved one was
seriously ill; when they looked physically ill. Kylie watched her mother deteriorate
from the strong independent women she had grown up knowing and loving to a
childlike, pained version of the woman she once knew. She came to the realisation
that her mother could die, and the new perspective of her mother as vulnerable was
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dominant in her mind. Her mother’s Being-toward-Death became a significant part of
her world and shaped her daily interactions.

Kylie watched her mother go through different stages of being profoundly ill to being
somewhat better. She would convince herself that no matter how bad it got her mother
might still be able to come out the other side, like she had done so many times before.
When this hope was lost, she described images of her mother becoming an empty
shell of her former self; unable to move or speak, discoloured skin, sunken eyes, and
not being able to do anything about it. She struggled to cope with this new reality. All
of these things represented the loss of her mother; while she was still alive she was no
longer the mother that she had known and loved. She grieved the loss of connection
and relationship before grieving the physical loss:
…all of a sudden she was not knowing who we were and who she was,
which is hard. For her to just look blankly at you and go ‘hi’, as if to
say ‘I’m sorry, I don’t know who you are’. By June she was in hospital
and within a few days there was nothing. It was hard to see her…she
was in hospital and not communicating at all. That was hard for me
because I knew that she was in there but there was nothing coming out,
which makes it awkward and not very nice. It was hard seeing her
going back to, like a child…that’s what I struggled with the most, her
losing her ability to do things that she needed to do for herself. Mum
was always a very, very independent person and seeing her like that
was very traumatic, very, very traumatic. (Kylie)
This reminded me of another statement Heidegger made regarding Being-with, and
the possibility that those we are closest to are not always those in close physical
proximity. Sometimes you can feel closer and more connected to someone you are
talking to on the phone in a different country than the person sitting next to you.
Melissa’s mother was physically in her with-world, but due to the illness she was
emotionally distanced and disconnected. Melissa got quite emotional when speaking
about this transformation and I could empathise with this sense of loss. It brought

126

back many memories of hospital visits and the emptiness of visiting a mother who
was no longer present in that meaningful way. Watching my mother disappear before
my eyes was one of the hardest parts of my experience as well. I wonder if I would
have recognised and understood the significance of this if I had not been through it
myself.

Reality of death
Linda and Emily both spoke about the difficulty of not only dealing with the fact that
their mothers had been diagnosed with breast cancer, but also ultimately that this
diagnosis had led to their mother’s death. Although they were told and understood
what it meant, they went into denial about what the ultimate outcome would be. They
found themselves hanging onto the hope that their mothers had previously been able to
get through ill health so it was possible that they could do it again. They used this as a
way of protecting themselves from the reality of what was happening, but in the
process admitted that this might have made the experience more difficult through not
giving them time to adjust to the idea of life without their mothers.

It was pretty hard and I was very, very close to her. Probably the
closest out of the whole family. (Linda)
I just thought oh ‘she’s been through so many other things’, she’d
gone downhill before and then picked back up so I just thought it
was another one of those situations where she’d just come back out
through it. (Emily)
…I was in denial, I didn’t think that it would happen so I put it off
[visiting mother in hospital]…I wish I had’ve stood up to the plate
and went ok, I need to spend a little bit more time with her…I think
you do have hope because she’s your mother you think that she’s
always going to be there… (Emily)
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Despite their mother’s Being-toward-Death being imminent, participants could not
accept this reality as a part of their world. It was preferable, and easier to embrace the
concept of hope as opposed to the reality of death. Once Linda and Emily came to
terms with the reality of what was happening it reinforced what many participants
spoke of in the previous results chapters; how important it was to make the most of the
time that they had left with their mothers. In a way they appreciated the fact that they
had time to just be with their mothers and express everything they needed to, rather
than being in a situation where their mothers died quickly and unexpectedly.
It meant I had the time to get everything I wanted to say and do out
and I made sure every night before I went to bed that I said ‘I love
you’… (Linda)
I probably didn’t deal with it very well. Just cried a lot and spent a
lot of time with her talking about it and kind of asking questions to
try and understand it a bit more… (Linda)

This was an aspect that represented a double edged sword for these women. They were
unsure whether this awareness of death was entirely positive. They had no doubt that
the opportunity to say goodbye and to prepare themselves was of great value and
provided a degree of closure. At the same time, their level of exposure to illness, death
and suffering was something that caused great pain. They were certain that their future
Being would be shaped by their mother’s death.

They also spoke of their experiences of attending their mother’s funerals. Both
expressed how this was extremely difficult to do, although they thought that it was
also beneficial in terms of providing closure. Linda in particular expressed how
beneficial it was to be able to be involved and help with the planning of her mother’s
funeral as it made it more special for her and gave her a sense of control over the
situation. Within the context of a world that had lost its meaning, any degree of control
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was seen as highly important. Their worlds, realities and Being were all thrown into
fear and confusion, unheimlichkeit. Their mothers’ deaths influenced all aspects of
their Being and so any opportunity to regain some control was embraced.
…the lady who did the eulogy came to speak to us um a couple of
days before the funeral and asked us to remember funny things and
we just talked to her about mum and she made the beautiful eulogy
about her. But I remember walking into the funeral and everyone
kind of standing there and I just burst into tears because everyone
was staring at us and I found it really hard. The songs also, I picked
those so it was very emotional… (Linda)
It is clear from the participants’ recollections that their past experiences of familial
breast cancer were very present in their current Being-in-the-World. They carried
their experiences with them. They had become a part of their identity and shaped life
as they knew it and life as it could be in the future. This impact can vary in intensity
and focus and no two people are affected in exactly the same way. Irrespective of this,
no one can walk away from familial breast cancer unaffected. Being, relationships,
perceptions of self and others, our worlds and our future prospects are all ultimately
shaped by past illness experiences. Our pasts are influential and most importantly,
inescapable.

This chapter has provided a description of what some of the participants felt the past
impacts of their breast cancer experiences were. The following chapter explores the
next stage; what these young women identified as being the current impacts of the
familial breast cancer experience, including; Being-toward-Death, growing up too
fast, breast cancer worry, abnormality, psychological and emotional impacts,
relationship impacts, risk perception, care for self and control.
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Chapter 7 The challenges of life can either break us or make us
stronger8
Priorities, the things in your life that you think are important, can change over time,
especially when you face a serious illness such as cancer.
(Live Strong Organisation n.d.)

The previous chapter illustrated the significance of women’s past experiences of
familial breast cancer. In particular, it focussed on being-with relationships that form
and influence important components of the young women’s experiences. This chapter
will take that journey a step further and focus on the present impacts; the here and
now. I could identify many themes within this context that were significant for the
women interviewed but upon further examination it became apparent to me that all
were linked in some way to one key theme: The formation of self-identity.
Heideggerian concepts such as care-for-self and Being-toward-Death are discussed
within this context to provide a representation of the current lived experience and
impact of familial breast cancer.

Many, if not all, of these cancer experiences influence life and Being-in-the-World as
it is today. The impacts experienced link strongly to the past as it is the past
knowledge and events that influence and inform current Being. Lives move on and
shift focus but past experiences of breast cancer cannot be avoided or forgotten. These
past experiences have already shaped participants’ self-identity and Being and will
continue to affect their Being-in-the-World through informing risk perceptions, carefor-self, and Being-toward-Death.

8

Based on Nietzsche’s notion that what does not kill us makes us stronger
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Risk and Being-toward-Death as average everydayness
Every Dasein is thrown into the world, and temporality can significantly influence
how we exist within this world, as described in the previous chapter. As such, every
Dasein’s Being is influenced by the mood that results from this thrownness. The
women in this study have experienced significant events which have influences on the
mood through which they interpret their worlds. These moods, unlike emotions which
can be controlled, for example, being scared of the dark and leaving a light on, result
from being faced with situations that cannot be controlled, such as a family history of
breast cancer resulting in feelings of intense anxiety.

Dasein’s everyday mood is characterised by traces of irritation and boredom and thus
often everyday activity is used as a means of escaping a potentially burdensome
reality. When relating this to my study I believe this could relate to the familial cancer
experience through examining the different reactions young women have to cancer. It
was clear from the beginning that the women who had volunteered to be involved in
this study either classified themselves as worried or not particularly worried, and I
wondered how much of a difference this would make to their overall breast cancer
experience, and how they chose to live their lives.

Those who felt worried experienced significant levels of anxiety in their lives. They
were constantly waiting for the axe to drop; believed that sooner or later it would
happen and in some ways wished it would be sooner in order to alleviate ‘the
unknown.’ Any experience of illness brought with it fear that this could be it; that the
doctors were going to confirm that it was cancer. This extended to regular check-ups
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or mammograms as they experienced a renewed sense of dread and conviction that
this time they would find cancer.

Angela was one of these women. She had always been aware of her risk, considered
herself to be at high risk and presumed that one day it would happen to her; it was just
a matter of when. She not only perceived breast cancer to be a threat for her, but her
mother had died as a result of the disease, creating a heightened level of breast cancer
worry in her family. The family history that informed her risk status convinced her
she was almost certainly going to be diagnosed at some point. It was inevitable. It was
difficult for her to think about a life that did not include either herself or loved ones
dealing with breast cancer. It was a part of her reality.
I get really freaked out. With breast cancer I feel like it’s inevitable for
me…the chances are just way too high. When I do think about it I think
‘oh yeah, it’s highly likely’, which is scary. It means that I see the
statistics, the one out of three women, I am going to be the one out of
three friends. I am going to be that person that someone knows that’s
got it. (Angela)

When Angela made note of the statistics this resonated with me. I found it interesting
that a lot of people didn’t think about the statistics like this. Many women I had talked
to in the past felt that the statistics were the unlucky ones, it was someone else.
Angela applied these statistics in a much more personal way and I could relate. The
cancer experience can bring these figures forward in a new light that can reinforce the
fear and certainty of cancer as a continued threat, and as a key component of the
perception of self as vulnerable.

Angela also embraced Heidegger’s notion of authentic awareness of death and way of
Being. Her awareness and certainty that cancer would affect her had resulted in life
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being viewed as fleeting and she had to do the best she could with whatever time she
had remaining in good health. Her focus was not so much on trying to stop fear and
concern taking over her life but with making sure that she was going to be alive to
live her life. She was willing to go to any lengths to try to reduce her risk and feel like
she was doing everything she could to maintain her health and life as she knew it.

Whilst Heidegger notes that people can flee from their fear and immerse themselves
in inauthentic being, Angela decided that instead of dismissing her fear, she would
utilise it as a motivating factor. Despite giving the impression that this was the right
way for her to live her life some uncertainty still arose. She at times expressed doubt
as to whether having a life of fear and worry might cause a diagnosis to occur. Even
though she was determined to gain some control and insight into her experiences it
was clear through recollections like this that there was no certainty that could be
gained when existing within a cancer focussed world.
I do get a little worried about it and I just hope the worry isn’t actually
going to cause it. Like the whole stress factor you know, stress brings
on this and that… (Angela)
She attempted to incorporate her breast cancer concerns and her family history into
her life and to live as normally as possible, which sometimes was easier done than
others. She was aware that it was something she would never be able to escape and
hoped that it was not something that was going to come back and hit her ten-fold in
years to come.
I think that everything else that came on board with what happened
[death of mother] is like a big ball of just craziness and I don’t know if
I am actually sane or not (laughs). I think I’m doing okay but you know
it’s hard to know in yourself. You know your subconscious is there
thinking all these things and then your actual self is there just doing
normal daily life. I think it’s all sort of pushed back and hopefully one
day it just doesn’t break out and send me nuts (laughs). (Angela)
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It was important for her to feel like she was moving in the right direction; that she had
picked herself up and was no longer ‘feeling sorry for herself’; that she was trying to
move on with her life. What she had been through was something that would always
be with her, and always shape her life, but there was a difference between being
aware of what had happened and ‘wallowing in the past and self-pity’.
You can’t be all ‘why me, poor me’, you can’t feel sorry for yourself.
You’ve just got to pick your life up and get on with it. I feel I’ve done
myself proud so I hope that it continues on that way and things just you
know, get easier. (Angela)

It is understandable that these young women do not want breast cancer to be a part of
their reality. Inauthenticity in this way would be an appealing option as it provides
shelter from an otherwise stark illness driven reality. While Angela felt higher levels
of worry and strived to utilise these in her Being-in-the-World in a positive way,
others such as Linda viewed their experience differently; from the perspective of
limited worry. Those who reported feeling little worry did not think that their
experiences had a significant physical or psychological or emotional effect on them.
Risk for breast cancer was instead viewed as something that occurred in the past and
that they did not need to think about. Being able to escape from what had happened
and not think about breast cancer was something that a lot of these participants
mentioned, but something that at times they found difficult to do. Linda’s story is one
that encompasses this perspective. She fits into the category of women who do not
believe that they are at an increased risk for breast cancer, or who recognise that they
have an increased risk but do not want to make that a central component of their lives.
It’s really weird because I don’t (pause), I don’t really think about
cancer that much. I don’t really worry that I’m going to get it, and I
don’t really worry that my sister’s going to get it. At this point it’s not
something that I think about a whole lot. Later down the track when I
get a bit older I probably will start thinking about it, but at this point
in time it is not something that really worries me too much. (Linda)
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Linda had two main reasonings behind her lack of focus on breast cancer. The first
was that she did not associate with ‘the they’ that she perceived to be the most
affected by breast cancer. In her mind it was a disease of ‘older’ women and her
young age indicated to her that she did not have to think seriously about her risk.
I suppose I have the mentality that it’s not going to happen to me. I
suppose because I’m only twenty-four now I don’t yeah, I don’t think
about it personally myself. Maybe I was a bit more concerned about it
before and then after speaking to them [familial cancer centre] and
them telling me that you know, I’m not high risk. That mum’s the only
family history of breast cancer, that’s not something that I need to
worry about. So maybe that kind of influenced me not to, not to think
about it so much. (Linda)
Her second rationale was based upon her family history and as such her past Being.
She believed and had also been told by genetic counsellors that she was not at
severely increased risk because the history of breast cancer in her family consisted
solely of her mother. This gave Linda the impression that her mother’s diagnosis
could be a once of; that no one else would be affected or that the chances of it
happening again were not as high. She had justification for viewing her mother’s
diagnosis not as something that was running in the family but rather as a one and
only; that it was just chance or bad luck. In this sense, whereas Angela’s illness and
Being-with had become a central component of her current Being, Linda’s was more
distant as she had disconnected herself from the reality of her past and did not see the
need to incorporate it into her current Being-in-the-World.
I probably thought I was in a higher risk because mum was so young.
After talking to the genetic counsellors it kind of made sense that it’s
not like it has been generation to generation. Mum’s sister hasn’t, is
forty-nine now and no signs of anything like that, so it did make sense.
It probably put me a bit more at ease after speaking to them…and
made me a little less scared. I just don’t really think about it now.
(Linda)
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Risk is a central component of the familial breast cancer experience. Whether felt
expressly or denied as a possibility it becomes a part of young women’s Being. It is
also linked to and introduces the concept of Heidegger’s notion of Being-towardDeath. As soon as we are born we are on a trajectory toward death. Every being is
dying, although we often choose to ignore this fact. Most people do not want to think
about the inevitability of their own death or that of their loved ones, but the familial
breast cancer experience can bring this reality to the fore. The familial cancer
experience brings a great deal of fear and uncertainty about not only the diagnosis and
treatment, but the realisation of the possibility of death that this encompasses. All
women spoke about this reality, either through an increased awareness and fear of a
loved one’s death, or the realisation of their own. I wondered how central death (in all
its forms) would be within the familial cancer experience. I reflected on my own
experiences and could see that they were closely linked to an increased awareness of
death. I think of my own in terms of how long I can hold off my fate but more
predominantly, I am acutely aware of the Being-toward-Death of those closest to me
in my with-world. It is possible that I have reacted in this way as a result of the death
of my mother, but it is also possible that this is something more broadly experienced
by all of those affected by cancer, whether death is the outcome or not.

Being-toward-Death is significant within Heideggerian phenomenology as people can
become aware of death as a possibility and this can have a profound effect on their
worlds and Being-with. It creates a new lens through which to view the world and can
bring with it fear, uncertainty, a sense of urgency and reprioritisation. People can
make statements about ‘life being short’ as a result of their awareness of death as a
reality, but unless they explore what this means in their worlds it is ultimately an
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inauthentic awareness that does not result in any significant change. All the women in
this study (including myself) spoke of some form of recognition of life being short
and there being no guarantees or certainties. Currently, I would consider my own
Being to be authentic as it has resulted in lifestyle changes and an altered Being. I am
aware of my health and make a point of living as healthily as possible, I embrace the
time that I have with my family, I live in the mindset of not putting things off as you
never know how long you have. I observed the same thing in many of the participants.
Points of their stories clearly demonstrated an authentic awareness, whilst others
seemed to involve embracing the opportunity to disengage from their realities and
worlds. For others, it had become a central, inescapable component of their daily
Being. What this reinforces is the cyclical nature of authenticity. That authentic and
inauthentic Being is not an either/or, but something that is continuously transitioned
through.

Megan emphasised the profound way that this awareness had affected her life,
indicating she had transitioned into a more authentic and meaningful mode of Being.
She emphasised that you do not know what you have got until it is going to be taken
away, and that this can be taken away at any time. This brought with it an altered
reality where due to the uncertainly that the future held, her with-world took on a new
level of meaning, awareness and preciousness. Megan’s family history of breast
cancer had exposed her to this reality and her own personal diagnosis reinforced this
mindset. Her Being-toward-Death was something she never focussed on too much but
the fear in the back of her mind would sporadically creep in and reinstate the view
that this disease could kill her.
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Your visitors have stopped, you’ve seen your main family and your
friends and you’re laying in bed and think ‘oh my god, I might die.’ So
then the tears did flow. (Megan)

For the most part Megan refused to think like this. She immersed herself in a less
authentic mode of being to enable her to cope and to suppress such negative thoughts.
She was aware that death was a possibility, and that she could relapse, but this was
not something that she wanted to spend her time and energy focussing on. She
believed strongly that if she were to do that it would achieve nothing more than
creating a life of fear and anxiety for herself and those she loved. In this way, her
approach fits with Heidegger’s notion of inauthentic Being-toward-Death in that she
is distancing herself from absorbing the very real possibility of reoccurrence or death.
It is also possible that this approach could signify a degree of authenticity through
wanting or striving toward the best possible life, one not focussed on breast cancer.
Other women, they all worry and stress over it. I say why worry about
it? If it happens it happens, it’s no different to someone new getting it
you know. With my family history there is a fair chance that it could
come back but my sister is an eight year survivor and it has never
touched her again. I don’t let that worry me. I’ve got too many other
things to worry about other than it coming back. My biggest worry is
my girls, their future, that’s just what worries me the most. (Megan)

Megan also spoke of how important the smaller moments in life had become. She
recalled her experiences while battling with the chemotherapy regime and having
young children that she wanted to be there for. In particular, she spoke of how
important it was to be well enough to celebrate her daughter’s first birthday; to have
that sense of normalcy and be able to create special and memorable occasions.
Every three weeks I would have it [chemo] but I’d worked it by the end
of the year Grace would be one and that I would be finished chemo.
All I wanted to be was well enough for Grace’s first birthday…
(Megan)
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At this point it would appear that Megan was more engaged in her Being-towardDeath as she was emphasising a new found appreciation for the significance of beingwith moments in her world. These cancer experiences emphasised to Megan the
important things to focus on in her life and hence put things into perspective. Her
marriage breakdown was previously viewed as the most painful and traumatic thing
she had experienced. Despite the significant effect this had on her life, the illness and
subsequent death of her father to cancer, after the previous cancer related death of her
mother at a young age, alerted her to the fact that these were not the things that
mattered in the long term.
I had been married for six years and my husband left me for someone
else. That was probably the most traumatic thing I had ever
experienced at that time until my dad died. I could put that marriage
aside and just say well that was nothing compared to losing my dad,
‘cause once you lose both parents… I just sort of thought really, you’re
nothing to what I’ve had to put up with; it’s only a marriage break
down. (Megan)

Megan chose to incorporate her experiences into her Being-in-the-World. As a way of
making sense of what had happened, of rationalising her experiences, she was
motivated to utilise her experiences to help others in her with-world. She felt strongly
that what she had been through had happened for a reason, and that she could now use
those experiences to help other women in similar situations; by being involved in
research projects, setting up support groups, developing resources and actively raising
awareness and funds:
…if I keep going it makes up for it [the hard times and losses]. What I
do, if I can make someone else feel good, one person, that makes it
worth everything. To think that what I’ve done for one person has been
worthwhile, what I’ve been doing for the last four years has been
important. (Megan)
We interpret and apply the significant events in our lives and incorporate these into
the person we become and the choices we make for our present and future lives and
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being. Megan’s lived experience of cancer had been something that she had struggled
with over numerous years and had caused her to reassess her life. She thought that her
experiences had ultimately shaped who she had become. She did not believe that she
would be doing the things she was doing today, or be the person she is, without going
through those experiences:
…my life, although I’ve had a lot of trauma and heartache, I’ve come
out of it a better person… (Megan)
Claire, similarly to Megan, noted the importance of making the most of every
day and not worrying about the small details. She reaffirmed the idea that life
is short and that although we may not like to think about it there are no
guarantees or certainties in life.
I think I’ve realised not so much about breast cancer but you’ve got to
actually like enjoy life as it is. Like just go to Melbourne when you
want to for the weekend or something like that…You don’t know
what’s around the corner; like at any age or any time. (Claire)

Not only did Claire feel that her experiences had impacted the way that she perceived
and lived her life, but also that it had on her relationships with family. Consistent with
Heidegger’s notion of being-with, it is through exploring who we are in relation to
those in our everyday world that influences our Being-in-the-World. That is, Claire’s
relationship with her mother was one of the most central and important relationships
in her world and significantly shaped her familial cancer experiences. She reflected
that her Being-with had changed and that she appreciated her family more and how
lucky they were. This was something that she felt was not common in her friends or
other people her age, and she often found herself observing how differently she and
her family functioned in comparison.
I reckon it’s brought us closer together as a family, like we do more
things together…um I know our family’s very close now. It’s always
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been close but it’s you know a lot closer, like friends say ‘oh what’d
you do on the weekend’ and I’m like ‘I went for a drive with dad out to
the bush or we took the dog for a walk’ and they’re just like ‘oh’. So
it’s not a typical teenage house with back chatting and all that sort of
stuff… (Claire)
In some cases this also extended to Claire being more aware of not only her
relationship with her mother but also of the important role that her mother played in
the household and her life. She commented on numerous occasions about wanting to
be able to help her mother and make things easier, or in some cases although she
didn’t see it that way, try to protect her mother from additional stressors or breast
cancer reminders, and in doing so taking on somewhat of a mother role.
Like people would bring meals around and flowers and you know offer
to do the cleaning and all that sort of stuff but I, I sort of felt like no, I
want to do the mopping for the week or…I think it was my turn to care
for mum, not mum to care for me. Um, when I was saying no like I was
fifteen, I could easily do the washing or I could easily get mum a
pillow to put behind her back or, I think it was just about me becoming
mum for mum; to look after her and like my sister. (Claire)

Subjective Age
One of the most frequent comments I used to get from my family and friends was that
I was 15 going on 50. I grew up very quickly and took on many different
responsibilities around the home which in hindsight significantly shaped my Beingin-the-World. I think largely due to the fact that my brother and I grew up in a single
parent home I felt when my mother died that it was my responsibility to take over the
running of the home and look after my brother. People often get the impression that
my brother is younger than me because of this role, he is not. He is the older sibling,
but at 15 I would still make his lunch in the morning, cook the dinner, pay the bills,
and do all the things required for a household to run smoothly. It was not expressly
asked or demanded of me, but rather a role that extended from caring for my mother
and something that became a stable part of my Being-in-the-World.

This was
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similarly expressed by many participants. They were physically the same age as their
peers but often noted a Being-in-the-World that would not normally be expected of
someone their age. They felt that because of their experiences they had had to grow
up very quickly and that consequently could often connect more with people who
were 10 or 15 years older than themselves, rather than making those meaningful
connections with their peers.

This is significant within Heidegger’s phenomenology as it relates directly to his
concept of ‘the they’. He states that from birth everyone endeavours to fit in with ‘the
they’ and as such adopt the full range of social and cultural customs, expectations and
interpretations of life, offered by the particular world that Daesin inhabits. He
believed that this is what makes Daesin’s existence meaningful and comprehensible.
The influence of ‘the they’ is thought to affect all aspects of Being-in-the-World and
when Daesin does not conform with this way of being they are often rejected until
they learn to conform or find another world (Lemay and Pitts 1996; Watts 2001). In
this way, the stories of participants who feel like they can no longer fit in with their
peers and who feel isolated and alone can be seen as an example of the influence of
‘the they’ and how a strong sense on unheimlichkiet can ensue.

Linda spoke about how what she had to deal with on a daily basis no one else her age
could even contemplate; that they were too young to have a comprehension of what
that sort of reality meant. As a result, Linda often found that she could not form or
keep close connections with her peers.
I was a bit outcast from my friends because I couldn’t do things with
them on the weekends and they couldn’t come and stay. They used to
always ask me why I missed so much school and so I kind’ve felt like
the weird kid at school when I did go because everyone was always
asking questions about why. No one at school had anything similar
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happen so they just didn’t understand. They call me a hermit; they say
I just go into hermit mode and hibernate and don’t answer calls.
(Linda)
Linda’s reality was one where she was expected to deal with and function within a
context of increased responsibility. She felt the expectations that were placed on her
as a result of her mother’s illness were beyond what would normally be expected of
an 11 year old outside of the familial cancer environment. For the most part she found
that she could handle these expectations and that due to her close relationship with her
mother she wanted to be able to be there and do whatever she could. There were also
times where she just wanted to be able to be a kid and not have to deal with the daily
fear and responsibility. Times she wished she could just be a normal 11 year old and
not be aware of what cancer was or the devastating effect that it had on families and
lives:
… dad would end up sleeping on the couch and I used to sleep in the
bed with mum. I would get up in the middle of the night and get her
heat packs and stuff like that…I definitely became her main carer in a
way. Looking after her and doing things that an eleven year old
probably wouldn’t normally have to do. I think back to it now and I’d
be in bed asleep with her and she’d try to wake me up in the middle of
the night ‘cause she’d need a cup of tea or she would need her heat
bag thing and I’d pretend to be asleep. But at eleven you can’t always
be there, but yeah, I tried. (Linda)
This statement brought back a lot of memories for me. I too used to sleep with my
mother in case she needed anything during the night. I can remember times where she
would not eat because of the chemotherapy effects. I would mix up juices and
smoothies and anything I thought was good for her and easy to swallow. I can even
remember times where I refused to eat myself until she did. Not the most mature
reaction but like Linda, at such a young age I did what I could and lived in my own
little world of cancer that was very much separate to that of my peers. They had no
comprehension of what home was like for me; some tried and some did not but I very
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rarely let them in completely. I was just seen as the quiet, upset friend that was often
absent. The most vivid memory I have of this was a phone call I received from my
best friend in high school a few months after my mother’s death to tell me how far
behind I was in all of my school work, and that she really thought I needed to pull
myself together and ‘get over it’. Looking back on it now I do not blame her, how
could she understand? Most of the girls my age were complaining about how much
they hated their mothers because they could not go to parties; I was mourning the loss
of mine. We were in two different worlds that were not compatible.

Illness as Being
The next section takes a slightly different perspective. One of the key fears of women
with family histories is the threat of diagnosis. For Melissa, this became reality. I
believe it is important to present here the experiences of this as a present impact.

The profound difficulty of the physical signs and impact of illness was not only
experienced by daughters of ill mothers, but from the perspective of those who had a
personal diagnosis. Much of this struggle revolved around trying to create a new
identity and way of Being that included breast cancer vulnerability. Melissa’s world
encompassed moments of finding lumps, the process of being told she had cancer, and
the experiences and impacts of treatment on her body. All of these instances were
experienced within the context of great fear, the possibility of death, and a new found
sense of being out of control and vulnerable. The world as she knew it no longer made
sense and she struggled to incorporate a new reality that enabled her to cope.

One of the main impacts was a significant feeling of abnormality. Melissa believed
that she was no longer the same as her friends and peers; that she could not keep up
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anymore, or do the same activities as her body physically would not allow her to. She
spoke in detail about how not only did she have to deal with a diagnosis of a disease
that most women her age did not have to think about, but it also impacted on her
ability to be able to function and socialise within peer networks. She felt excluded
from not only the normal day to day activities but also special events such as
birthdays and gatherings. In hindsight she realised how lucky she had been to be able
to do this before and how greatly it affected her to have it taken away:
…’cause it’s all my friends thirtieth birthdays and I can’t really go out
and have fun like they would. Some people it wouldn’t bother them but
I mean I, I used to go out a fair bit and have fun and um, I still like
doing that but I just can’t do it. (Melissa)
She felt powerless in her illness and as much as she wanted to be able to ‘keep up’
with her friends and focus on new stages and opportunities such as work, marriage,
and kids, she felt these things were not currently possible for her and that she was
being left behind. In this way Melissa was focussed on how much she wanted her
Being-with to be the same as her friends; that she wanted to fit in with ‘the-they’ and
as a result of this lacking she was experiencing a strong sense of ‘not-being-at-home’
or unheimlichkeit.
Yeah I think it’s more the life stage. All of my friends and everyone else
my age are all getting on with their lives. (Melissa)
She recalled instances of feeling like she was very isolated among her peers; that they
just did not understand. She felt she could not talk to her friends if things were
concerning her, or if she needed to vent her feelings about what it was like to be going
through her diagnosis. For the most part this came down to the reality that due to their
young age it was uncommon for her peers to have experienced the same thing; to
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know what it was like to be seriously ill. Melissa thought that this experience was
needed for people to understand what it was like.
That’s just people’s mentality. Unless they’ve faced it they don’t really
know that you can live through cancer. (Melissa)
She also told of times when she felt that she did not want to burden her friends with
the reality of what was happening and so would avoid talking about it. If she did open
up to her friends it would put them in a position where not only could they not
understand but they would also not be able to do anything to help, other than feeling
worried about what they had been told.

They all acted and reacted differently. One of my friends was like a
control freak. She just went nuts and did all this research and sent it to
me and she’s like ‘now make sure you don’t eat this and you don’t eat
that, and you’ve got to do this and you’ve got to do that (laugh). My
best friend, she didn’t deal with it very well at all. I suppose at work
she can distance herself from the patients, but from me she couldn’t.
There’s a couple of others that have just gone on with their normal
way and just treated me as if I was just the same as I was before.
Which is, that’s fine, I mean some days I want to be treated like that,
most days yeah. (Melissa)

Consequently, she often limited contact to those friends who had been, or had a loved
one that had been through similar things, or sought out women who had been through
a similar experience. In these cases, they became a great source of support and
someone that Melissa could open up to and feel like they really understood and that
she would not be being judged. Melissa’s Being-with was centred around the
closeness that she felt as a result of shared experience as opposed to that of close
physical proximity. Whilst this provided comfort, there were also limited
opportunities for this to occur in non-metropolitan communities.

I met a really good group of women through the rehabilitation unit and
we still catch up a fair bit. It was one of their birthdays last week so
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they came around to my house for lunch. That’s been really good
because apart from them I haven’t really had anyone else that I can
say ‘did this happen to you or did that happen to you?’ So that’s been
really beneficial, just to have them. (Melissa)

Melissa also spoke of another interesting change that occurred within her
relationships; she became the ‘go to’ person for breast cancer information and a
source of knowledge for her friends. If friends were worried about how to do BSE
properly or whether they needed to be having ultrasounds they thought that she could
help them and provide the answers. She spoke of one incident in particular when she
felt quite shocked that a friend asked to feel her breasts after she had been diagnosed,
only to realise that it was because her friend did not know what a lump felt like. She
thought that if she could feel a lump then she would know what to look for in herself.

But um, when I was first diagnosed Charlie, before I was operated on
she actually said ‘can I feel your boobs?’ At the time I was like ‘are
you kidding me?’, but she’s like ‘so I know what it feels like’ and I’m
like yeah, that’s probably a good idea. I know they’ve all gone and had
ultrasounds now… (Melissa)
Melissa initially noted the types of effects that she regularly dealt with as part of her
treatment. She spoke of the side effects that would inhibit her ability to go about life
as she normally would, but also of her realisation that despite these difficulties and
her desire to escape it, at least she was alive. Her awareness of her own inevitable
Being-toward-Death brought with it an acceptance of the challenges that life hands
you and a new perspective on what the important things in life are.
I get like a cold a couple of days later and really bad joint pain and
even get cramps and stuff. It’s just annoying knowing that I’ve got to
have it for five years. But as, as one of my aunties said; it’s better than
the alternative. It sounds a bit harsh but it’s right. (Melissa)
Melissa’s sense of self had been significantly altered. She could no longer see herself
as a youthful and vibrant woman with her whole life ahead of her. Instead, she saw
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the vulnerable and ill shell of a woman who could no longer fit into the world she
knew and loved. The biggest impact for Melissa was not the physical signs of illness
that occurred during treatment, but the physical changes that had occurred since.
These had significantly altered the way that she felt about her body and selfperception. She was very negative and judgmental about her appearance and felt
insecure about allowing people to see her while she was experiencing the side effects
of the treatment.
I organised for a girls’ weekend down at the beach….and I had no hair
and no one saw me with no hair except for Jason. They all wanted to
see me without my wig on and that sort of thing and…I showed a
couple of them, which was hard for me. I really found that hard,
people, people say ‘oh you know it’s only hair’ but when you put on
fifteen kilos and are puffy from the steroids and have got no eyelashes
and no eyebrows and bloodshot eyes, you don’t really want to be
showing everyone… (Melissa)

It was not just the fear of how others perceived her but also the harsh reality of how
she saw herself that caused Melissa a lot of anxiety. She could easily list all the things
that had changed about her since her diagnosis that she did not like, and how she
longed to be able to go back to the way she used to be, to feel confident and happy in
her own skin. Emphasising Heidegger’s notion that our past influences and shapes
future possibilities, Melissa limited choices about her future because of her illness.
She found herself delaying important events such as getting married as she did not
want wedding pictures reminding her of how hideous she thought she looked.
I still struggle with how I look…I’m probably more obsessed with my
body now than I was before. I only had a lumpectomy so my boobs are
uneven…Jason still wants to get married but I’m not prepared to get
married until I’ve got some hair, and lose some weight. It sounds
really superficial but you’re gonna have a photo on the mantelpiece
and I don’t want to look like a big fat, like lesbian!! (Melissa)
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Whilst looking back to her past as an indication of what she wanted to go back to, and
struggling with the present impacts, she also looked to her future and hoped that it
would not centre around or remind her of her illness. This may have been a way for
Melissa to gain control over her world and attempt to resume the inauthentic being
that allowed her the comfort and security of ignoring cancer and death. She thought
that alongside the physical difficulties that she was experiencing, there were also
other complications that occurred as a result of her diagnosis. She emphasised her
mother’s reaction to her diagnosis while she was still trying to comprehend what it
meant and the possibility of her own death.
When I told mum…I walked in the door and the first thing she said to
me was ‘oh how are we going to tell Sue?’, my older sister, and I
thought ‘oh my god I can’t believe that you just said that to me’. I
could be dying and yet all you are worried about is how you are going
to tell Sue? That was really, really hard for me to deal with…I really
struggled to deal with that… (Melissa)
The emotion and emphasis that she placed on the reaction of her mother indicated that
above all else she needed the love and support of her mother during that time. Those
in her with-world played an important role in helping her work through what was
happening and deal with these impacts. When she felt this was missing it added
another dimension of abnormality and unease on top of what she was already
experiencing.

This sense of alienation and abnormality was furthered by a lack of awareness of
other women that were going through the same or a similar thing. She found that often
she would like to talk to other women her age, but did not have access to them. Any
attempt she had made to include herself in cancer support or wellbeing programs had
resulted in this feeling of abnormality increasing and her needs not being met. She
found that these groups predominantly consisted of ‘older’ women and she thought
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and perceived that others were seeing her as an outsider in the setting. Although she
was aware that some similarities would exist she felt that generally the things that
were being spoken about, such as menopause and impacts on older children, were not
applicable to her as she wanted to know more about impacts of fertility and
relationships, experiences that were dissimilar to the other members.
In regional Victoria? There’s not really any support groups I don’t
think. In Melbourne I know they’ve got this group for young women
but it’s not really what I consider young. It’s under forty and I think
like when I was twenty-nine, like from twenty-nine to forty you are
very different in what your lifestyle is. When they’re talking about
getting ovaries out and you know, they’ve got totally different
concerns to what I might have as far as you know will I be able to get
pregnant or do I go through IVF? Can I adopt? All that sort of thing.
They don’t even have to worry about that…as far as all the others they
are all much older and I mean that’s no one’s fault, it’s just the way
that it is. (Melissa)
…I went to that ‘Look Good, Feel Better’ in Melbourne and the idea’s
great but it was quite depressing. Everyone was just so much older
than me. The next, woman was like fifty-eight and I was twenty-eight at
the time I went and I was just like ‘oh my god’. When I walked in the
organiser said oh are you here to support someone? And I’m like no,
I’m here for me and they’re like oh [in a tone of surprise and pity]…
(Melissa)

This illustrates the role of the setting within which familial cancer experiences occur.
The age that these experiences are occurring is limiting it itself, but this is greatly
compounded by the non-metropolitan setting.

Self-Identity – Maturity and Role Reversal
I feel that the age of the participants when they were going through the familial breast
cancer experience was significant for various reasons; one of which is the idea of
growing up too fast. It has already been established in this chapter that these women
feel isolated from their peers and feel their live views differ. One of the key reasons
for this will now be explored in more detail; maturity.
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At a very young age Amy was exposed to and saw things that most people her age
would not have to deal with. As a result, she noted that she felt she had grown up very
quickly and now had a maturity that was beyond what would be expected for someone
her age.
…I grew up very quickly. From the ages of probably eleven through to
thirteen I became a young adult as opposed to a twelve year old child.
(Amy)

She spoke of having to face the reality of having a parent or loved one sick with a
serious or terminal illness and how she often found this difficult to deal with. It is
something that most young girls are not expected to comprehend; these young ages
usually encompass a curiosity about life and a focus on parents just ‘being there’
because they are supposed to be, not being faced with the reality of illness and death.
For Amy, the focus of her Being-in-the-World was on not only fulfilling her normal
responsibilities such as going to school and doing assignments, but also coming home
to deal with a routine that consisted of daily fear, uncertainty and hospital visits. This
became her normality, her reality, her world. It was expected of her and so she did it.
Her identity formed around being a teenager and a carer.
Our life was we’d get home from school, we’d have dinner and we’d
go to the hospital. That’s how I spent every single evening for four
years. (Amy)

She was thrown into a world that required her to incorporate both the average
everyday Being of someone her age (as dictated by the-they) as well as the demands
of having an ill parent. This is a difficult balancing act for someone so young and
often meant that she was not able to do things that her peers were doing, the ‘normal’
activities for someone her age. She reflected on her regular illness focussed routine as
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well as of not inviting friends over to her house because she did not want them to see
what it was like at home; did not want her peers or friends to perceive herself or her
family as ‘freaks’. After she had completed her daily routine of dealing with her
mother’s illness she did not have a lot of time for other things; to escape from her
reality and to be a kid. This inability to escape was something that Amy spoke of in
detail, of the difficulty of having this as a part of her life and how hard it was for her.
To my friends I just wanted to be normal again. So I didn’t really let
on that I was upset or that anything about me had changed because I
didn’t want to lose my friends. I didn’t want them to think I was weird
or you know, so I just didn’t talk about it with my friends. It was
something that I knew affected me every day but it wasn’t something
that I let everybody know about. It was something that I kept to myself
and I only really told my very close friends. I didn’t bring many friends
home, particularly when mum was sick I never brought friends back to
my house ‘cause I didn’t want ever, EVER, people to think that I was
weird or that my family was weird or anything like that. (Amy)

I found it very interesting to hear her perception of the sickness in her family as
something to hide, and something that others would consider ‘freakish’. It is possible
that this demonstrates as awareness of Amy’s inability to comply with the normal
standards of the-they. Her incorporation of cancer into her Being and recognition of
her Being-in-the-World as different from that of her peers was quite obvious to her,
which is indicative of a period of authentic being and awareness. Her fear of
judgement and exclusion caused her to feel the need to hide her reality and was a
powerful component of her world. I also wonder if her fear of being judged by others
may have been a representation of the unheimlichkeit and uncanniness that she was
feeling within her own world, her own home.

The family structure is often what forms a structure of normality and heimlichkeit
within this experience. When that structure is shattered through illness and death, the
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roles, expectations and identity of those affected are thrown into turmoil and result in
a significantly altered Being-in-the-World. Amy recalled not only the process of
caring for her mother, but also the change in role that occurred between siblings as a
result of her mother’s death. In Amy’s experience, as with others, the eldest sibling
often took over the parenting role for the younger siblings. Siblings came to Amy
because they wanted information or needed to talk to someone, someone who could
understand ‘their’ experience and reality. Amy embraced this role and despite feeling
that it was a big change and she sometimes struggled with it, she was convinced that
was the role that her siblings needed her to perform. She readjusted her sense of
identity and purpose to fit in with the new world that she had been thrown into;
created a new role that gave her control and purpose. She believed that was what her
mother would have wanted and did not want anyone else to come in and take on that
role. She was strongly protective of her siblings and the new structure within their
home, and wanted to do everything she could to make the experience easier for her
siblings.
…I was practically rearing my brother and sister. My dad disappeared
there for a while mentally, physically, everything, um so I was bringing
them up as an adult. I felt I grew up very, very, quickly. (Amy)

She wanted to be able to ease their pain and make things as normal as possible so in a
very short period of time she went from being a daughter and sister to transitioning
into the mother. This brought with it a great deal of responsibility at a time of great
difficulty, and at times some siblings would remind her of just how much they needed
that support and structure. She recalled a very difficult instance of a conversation with
her younger brother regarding her smoking. Her brother was not one to openly talk
about his fears but stated to her that he did not want her to get cancer from her
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smoking and die like their mother. This was a comment that she could not forget and
reinstates the role that she had encompassed within their altered being-with.

I tried to keep my brother and sister as safe as possible. I felt so
protective of them that I wouldn’t let anyone else be that role in their
life. That was what my job was to do, as the eldest sibling that was my
job, to be their mum and try and replace what they had lost. I wasn’t
particularly angry about that or anything, that was just what I thought
I had to do. I think I did everything I could to make the best out of a
bad situation. I just felt so protective of them that I didn’t want
anybody to be able to get closer to them because they were mine. That
was all I had, so they were mine to look after and I just tried to do the
best that I could with that. (Amy)
Amy was not just taking on this role while her mother was ill but had permanently
incorporated it into her Being and this brought with it certain challenges. Amy
provided the example of her younger siblings (in particular her younger sister) coming
to her because she wanted to talk about their mother; she wanted to understand what
she was like. For Amy this caused significant anxiety because she had a difficult time
talking about what had happened and felt she did not know much about their mother
either and couldn’t impart the sort of information that her siblings were looking for. In
other cases she noted that she felt uncomfortable as these sorts of discussions had not
usually occurred in their family before, particularly between siblings.
My sister has no memories of mum whatsoever and I find I’m more of a
parent to her than a bigger sister. I practically reared her and she
comes to me looking for memories a lot, and asking questions and
talking to me about mum. When she comes to me asking questions I
find that really hard because I can’t tell her. I know my mum was a
beautiful, beautiful woman and I can’t convey that to her. She doesn’t
understand or can’t even remember mum really being there, I mean
she has no memories of mum being well. I don’t have a lot of memories
and I know my sister particularly looks to me for memories and stuff
and I don’t have them there so I really try to avoid the issue. I don’t
want to disappoint her or give her a false sense of what mum was
like… (Amy)
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This added role and responsibility for Amy also relates to what Melissa experienced
in regard to feeling abnormal. She similarly identified that no one else she knew had
deceased mothers, and due to responsibilities and growing up too fast she did not feel
like doing the things others her age were doing. Being around others her age whose
mothers were healthy and involved was a painful reminder of what she was missing
and reinforced how alien her world had become. She often reported looking at her
friends and peers and feeling envious that they had their mothers around and that they
were ‘normal’ and actively engaged in their lives. This was something that over time
became quite upsetting; to see most people around you having what you wanted more
than anything.
All of my friends had normal mums… (Amy)

I knew what Amy was referring to here, I had experienced the same. I had often said
to my family that my mother was my best friend, my role model and my mother all in
one. She was so central to my past, present and future Being that her death was
beyond shattering. It was something I could not, and did not want to comprehend. I
felt the same envy of those in my with-world whose mothers were alive and well. I
felt anger when I perceived friends to be taking their mothers for granted, for not
appreciating how lucky they were to have their mothers in their lives. I still feel
envious (and at times angry), I think I always will because this absence and longing is
now a permanent part of my world and Being.

Amy often sought the company of ‘older’ people above her peers, those who knew
what it was like to live within the context of cancer. Similarly, she also sought out
those who knew her mother and could talk openly about what she was like. This
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encapsulates the importance of Being-with within the cancer experience and the need
to gain a sense of belonging. The familial cancer experience changes all aspects of
these young women’s worlds and throws them into a new reality in which they
struggle to gain a meaningful and homely sense of self and being. Seeking out contact
with those who have some understanding of cancer or their particular experience is a
way for participants to feel reconnected in their world, to create a new the-they in
which they can feel accepted, comforted and understood. For Amy, this also had the
benefit of allowing her to feel connected in some way to her mother, lessening the
painful impact that her death had. It can also increase the bond and connectedness
between family members as who better to understand the impact and reaction to their
loss?
I sought company with adults more than children. I sought company
and understanding through adults, particularly nurses who understood
a little bit about what had gone on, and those people that knew mum
before she was sick. (Amy)

Care for Self
Care is what makes human existence meaningful and what makes a person’s life
significant to them. Our basic mode of caring is characterised by an attitude of worry
or anxiety arising out of apprehension about our own Being and future possibilities.
Heidegger believed that the aspect Daesin most cares about is the fact that it is alive
and as such the realisation that it is a ‘Being-toward-Death’ can result in an increased
and more intense caring about the way in which it is Being. Even when Daesin
appears unconcerned, uncaring or neglectful, such as with some of the women in this
study, care is still present in a deficient mode.
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Given that I was aware of the varying levels of worry around breast cancer I was
interested to find out what sort of impact this would have on each woman’s health
response or reaction to cancer indicators. It seemed obvious to expect that those who
were already worried would have intensified fear, but how would this differ from
those who were not focussed on cancer? Is it that simple and would they still seek
care in the same way? Interestingly, for all of the women in this study there was one
experience that caused either fear in those who were not worried or intensified the
fear of those who were; finding a lump or other sign of breast cancer. Across all
groups this was an instance where experiences of breast cancer came to the fore and
they were confronted with the very real possibility that they may have breast cancer.
Their responses to this varied. Some immediately presumed that it was breast cancer,
and in one case convinced herself that she was going to die, whilst others felt anxious
but did not want to jump to conclusions until they knew for sure. Others knew it was
there and felt fear but did not feel the motivation to act, while some participants
wanted to get it checked out as quickly and thoroughly as possible. It caused many to
reflect on what their mothers had been through and reminded them how difficult and
frightening cancer could be. They did not want to have to go through the same
experiences as their mothers. Emily’s story emphasises this as she expressed strongly
how it impacted on her.
You do wonder. You might get sore breasts every now and then and
you think oh (gasps) and you’re frantic, and you’re trying to remember
all the detection information. They’re sore but it might be nothing the
next day you know, we females have certain times of the month that
these things happen. I guess then you do go through it all over again. It
still sits in the back of the mind; is it going to be me? (Emily)

Although the above example draws upon a health experience related directly to the
breasts, Emily spoke of this same fear when signs of illness occurred in other areas of
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the body. Any sign of illness, no matter how small or seemingly insignificant would
fill her with panic and dread that it was cancer. Often she stated that she knew this
was unrealistic and that it was most likely something very minor, but this did nothing
to alleviate the intense fear that followed.
…You let it eat you up inside. I know I let it eat me up inside for a
while. I can’t say it goes away, it was hard, you are nervous all the
time. I knew in myself it was a silly thing to think oh ‘just ‘cause you’re
sick doesn’t mean that you’ve got cancer,’ but then I smoke. I have
smoked for a long time and once cancer was in the family it was like
well you are destined to get it. (Emily)

Amy also questioned whether this fear of getting cancer would be something that
would motivate her or hinder her from seeking medical advice or assistance, and I
wondered the same. It is easy to assume that in this situation fear would be enough of
a motivator to seek medical advice. But what happens if the fear has the opposite
effect? What if the fear was paralysing and acted as a barrier instead? Emily reported
that it did or would take time for her to get up the courage to talk to someone about
her fears. She noted that due to her family history she might be slightly more inclined
to act more quickly around breast health issues, but this did not apply for other issues,
and she still reported that her reactions probably were not as quick as they could, or
should, be.
No, I wouldn’t go to the doctor. I suppose that’s a worry in itself
because if something did come up would I go? We all know deep down
we don’t want to be told that there’s something wrong….deep down I
know that if there was really, really something there I would have to
make myself go. If something was to happen to me I don’t want to be
finding out when it’s too late. If I can find out as soon as possible that
is better. (Amy)
There were two general responses when the participants were asked to consider how
they thought their experiences with breast cancer had impacted on their health and
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breast cancer related behaviours. There were those who felt strongly that they had
become more health aware as a result, as will be shown through Kathryn’s story, and
those who felt that it had very little to no impact at all, as will be shown through
Sophie’s story.

Kathryn felt the need to be more aware of her health and reported becoming more
conscious of the behaviours that could have played a part in risk or diagnosis and that
could be continuing to increase their risk, for example, the pill, alcohol consumption,
hectic lifestyle, and stress. For example Kathryn expressed a new awareness of the
need to care for and look after herself and generally to live healthily, whether what
she was doing was seen as a risk factor for breast cancer or not. She felt that this was
a way to feel like she was doing something and had some control.
When I try and maintain a healthy lifestyle I eat well but it’s not, it’s
not just for breast cancer. I just think it’s all types of cancer, yeah even
other stuff as well. Having kids before you’re thirty, and um breast
feeding for as long as you can and I think for me trying to do the
exercise. I see that as my biggest risk factor, trying to keep in the
healthy size range. (Kathryn)
I mean you could by all means do things to try and reduce the risk of
getting it and you know, eat well and have a healthy lifestyle and stuff;
do all of that as well but not worry too much about it ‘cause that’s not
going to achieve anything. So it’s just made me more aware of things I
can do to reduce that risk…I have made changes to try to be healthy,
but there’s not much more I can do…”(Kathryn)

This extended to breast cancer specific behaviours as she felt she had more
knowledge and awareness of breast cancer now and that was a good thing. She
thought that this awareness would make her more cautious and more likely to
undertake self-checks, which she thought might not have even entered her mind as
something she needed to do before.
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Since mum’s had breast cancer we’ve actually been a lot more aware
of the breast cancer campaigns. We’ve been on some of the public
events and stuff to raise awareness of it. It’s been really, that’s been
really good. It definitely made me more aware of the different types of
cancer and you know, to get it early…and the ages too. (Kathryn)

Kathryn thought that this was one of the best options available to try to detect changes
early and not only did she advocate the benefits of doing it herself and the benefits of
being familiar with your body, but also advocated that all young women need to be
made aware that this is a technique they should be utilising regularly, and that breast
cancer does happen in younger women.

Despite these good intentions it was not uncommon for participants to identify
barriers that made it difficult for them to undertake these health behaviours. Examples
of this were not having enough time, not feeling that they had much control or that it
would change anything. Some of the women, particularly those with young children,
stated that they just did not have time to sit down and think about their risk, or what
they should be doing.
I have made changes and I try to be healthy, but there’s not much more
I can do so I don’t really worry that much about it. (Kathryn)

For others, particularly those who reported limited worry such as Sophie, her
experiences were somewhat different. In these instances she reported feeling that her
experiences should have made her more aware and health conscious but felt that this
had not been the case. When looking at her lifestyle and her risk she could easily
identify things that she should, or could be doing differently to lead a healthier life
and reduce her risk, but did not feel inclined to put these changes into place. Some of
the typical reasons stated by Sophie and others included: stubbornness, feeling it was
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not necessary, uncertainty about effectiveness or correct technique, fearful of
discovering something, were not sure about what to look for, and that the act of doing
things like self-examinations made them feel anxious, or they did not regularly
remember to do it.

Much of this feeling for Sophie centred on her belief or feeling of a lack of control or
influence over whether or not she would get breast cancer in the future. She thought
that there was very little that she could do and as such opted instead to not think about
anything health or cancer related.
I think it’s similar to when people say, ‘why on earth do you smoke,
you’re gonna get cancer’ and I’m like ‘if it’s gonna happen it’s gonna
happen’. I think especially with breast cancer there’s not particularly
a lot to prevent it from happening. It’s kind of not like smoking; I could
quit smoking and there would be less risk of getting lung cancer but
with breast cancer, like even, even if I did know what could I do about
it anyway? Therefore, ‘cause I’m not doing anything to prevent it I’m
not thinking about it, therefore it’s not really an issue. Like maybe it
will be when I’m older, maybe that’s an age thing. (Sophie)

Some women who were worried about breast cancer or whose mothers had passed
away also reported a similar attitude but noted that it was more because they wanted
to enjoy their life and not think that every little thing would cause cancer; rather than
dismissing it because they didn’t feel they were at risk.
I’d like to think hypothetically that they made me more conscious of
stuff like that but I honestly don’t think they have. I smoke and I
haven’t had the cervical cancer vaccine. I’d like to think that I am
more conscious about it but I don’t think I am, and I think I should be.
I think I’m aware that I should be, but I yeah, I think if I was really
going to be conscious of it I’d quit smoking and get the cervical
vaccine. (Sophie)
…I think I’m glad that mum didn’t check to see if it was genetic so that
I’m not worried about it. I don’t particularly want to live my life
thinking I shouldn’t do all these things just in case something might
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happen. If it happens it’s gonna happen anyway, I probably should get
a mammogram and whatever but I’ve never done any of that. (Sophie)

These examples demonstrate the struggle to incorporate breast cancer risk into selfidentity in a meaningful way. Whilst some focus on their risk to motivate themselves,
others will do whatever is necessary to avoid it. Regardless of the approach, whether
occurring in authenticity or inauthenticity, it ultimately shapes young women’s Beingin-the-World and the formation of self-identity.
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Chapter 8 Emotions Know No Time
“Her [mother] presence influenced who I was, and her absence influences who I am.
Our lives are shaped as much by those who leave us as by those who stay. Loss is our
legacy, insight is our gift, memory is our guide.” (Edelman 2006)

As discussed in the previous results chapters, the temporal nature of familial breast
cancer means that it has an ever present effect beyond the point of occurrence in
women’s lives. The previous chapters outlined the significance of cancer within past
and present lives of young women whilst this chapter presents the central findings in
relation to future impacts. Three main themes stood out as significant within this
context; uncertainty, death of their mother and implications for future generations.
The women reflect on these aspects as having a continuing and profound impact,
especially in the case of those whose mothers passed away. It is usually presumed that
the time of diagnosis and treatment is one of upheaval, and that once remission or
death occurs the impact is lessened. I demonstrate in this chapter that the experience
of maternal illness, and particularly maternal death, is not restricted to the time of
diagnosis, it has the capacity to continue to have a profound impact well into the
future. There are no limits to the effects of cancer or death on these daughters.

When speaking to these women about the likely future impacts of familial breast
cancer it became clear that death, or the possible death of their mother was the most
significant in terms of their Being-with and Being-in-the-World. Death is final. It is
the end of Being, of existence, of relationships and consequently is associated with
much fear. But is this always the case? Death can be the end of physical being but
through the significance of events, memories and keepsakes the person who has died
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can continue to be present in the lives of loved ones. Consequently, additional
emphasis in this chapter has been placed on the experiences of young women who
experienced maternal death as this was perceived to have the most profound, lasting
and painful impact, above and beyond all other aspects of the familial cancer
experience. When thinking about my own experiences, the pain of watching my
mother suffering through cancer was intolerable, but her death took this pain to a
whole new level. I lost interest in life, became depressed and lost. It is something that
still haunts me to this day.

The participants’ experiences of these aspects of familial cancer can be linked
strongly with unheimlichkeit, the sense that things are not as they should be and as
such create a feeling of unease, uncertainty and anxiety. This is also inextricably tied
in with the concept of temporality as all of the following components are experienced
within the context of the previously discussed past and present impacts, and informs
their projection towards the future. The women cannot separate themselves from their
current and past experiences and as a result they strongly influence the lens through
which they observe, interact and perceive their Being-in-the-World. Uncertainty, the
possibility and implications of maternal death and cancer risk for future generations
are all paramount to the future impacts of familial cancer.

Uncertainty
Life in general is imbued with great uncertainty. There is only so much that we can
predict and control. Within familial breast cancer this level of uncertainty is increased
and plays a significant role in everyday Being. Uncertainty about whether or not
family members may relapse or if new family members will be diagnosed, personal
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possibility of diagnosis and decisions that would need to be made regarding
relationships, careers, children and alterations of future plans. The level of uncertainty
surrounding these factors varied but all noted that they were important considerations
in their future being.

Amy was one of the participants who believed she had a very high likelihood of being
diagnosed with breast cancer at some point in her life. Consequently, she was in the
process of arranging preventative surgery to reduce her risk. She felt confident in her
perception of risk but found unexpectedly that it was the process leading up to and
arranging this surgery that had put her life into a stage of limbo. She was in the
process of completing physical and psychological testing before the surgery could be
scheduled. Despite this process currently impacting more on her life than her breast
cancer concerns, she felt that without having this surgery, she would have no
possibility of a happy and healthy future. She could see no alternative to relieve her
anxiety about the future prospect of cancer. The risk that was currently encompassing
her Being clouded her ability to see future prospects and opportunities and she could
see no way of moving on if that risk were to remain unchanged. Surgery had become
the one constant that she remained certain about.

The process of obtaining a medical classification of risk also contains uncertainty.
Although Amy knew that it would either come back as showing that she did or did not
have a hereditary predisposition, she was also aware of the possibility of false
positives and negatives. In many ways she had more confidence in her own risk
assessment as it was her own lived experience, her reality.

165

I think that if I had the genetic test and was told that it was negative
um, there’s still a five percent chance that they cannot test all the gene
groupings. They can still come back with a negative and you can still
be positive. But I think I would have gone ahead with it anyway; it’s
always just been something that I assumed would be a part of my life
at some stage. (Amy)
Amy felt certain that this was the right thing to do and that this was the only way she
was going to be able to feel she had some control over her life and her risk. She
thought that it had taken a lot of time and many questions and appointments to get to
where she was at the time of the interview and could see that this was likely to
continue for a while to come before she would be able to get the surgery done. Her
Being was focussed on her risk and daily appointments and procedures which
prevented her ability to focus on her future. As a result, she noted that this made it
difficult for her to live her life the way she wanted to. She believed that she was at an
age where she needed to get this done so she could focus less on breast cancer and
more on the things that she wanted for her future.
I just want to get it done. To be honest with you I am at an age now, I
didn’t want to have it done when I was young and at uni and doing all
that But I’m settled now and we might have kids in say three of four
years, and I want to have the preventative surgery before we have
kids… (Amy)
Laura also expressed this fear and uncertainty eloquently from the perspective of
someone faced with the decision of prophylactic surgery. Laura spoke of
experiencing a lot of uncertainty that, as with other participants, was around the age
they might be likely to be affected by breast cancer, but also the age they should think
about undertaking surgery, and what surgical option would be best. She felt that it
was a waiting game of wanting to wait long enough to feel prepared and at a good
point in life to do it, while also not wanting to wait too long that they are faced with a
possible diagnosis and treatment instead. She experienced uncertainty about what will
be discovered in terms of prevention and treatments in the future, and whether she
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will make a big decision to have surgery and then possibly regret it later if a less
intrusive option could become available.
I’ve always wondered whether it was going to be when I was young
and my kids are young. I’ve worried about these sorts of things for a
long time. Maybe I’m ok for a few more years ‘cause mum was 49, so
maybe I would get it later if I was going to get it but maybe not. You do
worry that it could happen when I am younger and that makes me think
well how long do you wait to take these options? If you’re going to do
risk reducing surgery, do you want to wait until you’re 45? I feel like
it’s when and not if so then at some point I’m going to wind up with a
lumpectomy or something. Maybe I am better to do it and wake up and
walk away rather than wake up and go into chemo. (Laura)
What happens if I have massive surgery and a big change in my life,
and then in five years’ time something really promising happens?
Maybe I didn’t have to do that after all, but you can only go with the
best knowledge at the time. (Laura)

A future diagnosis of cancer could be seen as a certainty for some participants, but the
details of when, how and the outcome were viewed as less definite. Natalie and Kate
both felt anxiety about their future likelihood of getting breast cancer. It was the
unknown factor that surrounded this aspect of their lives that brought with it the level
of fear that they were experiencing. They questioned whether it would be preferable
for it just to happen rather than spending their lives waiting for it to strike. At least
that way they could deal with it directly and not have to second guess every lump or
twinge.
You always have that little bit of fear of the unknown and that sort of
thing… (Laura)
…in one way I wish if it’s going to happen, just happen and get it, not
over and done with ‘cause I may not survive but if it’s going to happen,
if I get a small lump and it is CA then I will have a reason to have the
double mastectomy and the clearance and whatever else. Get it over
and done with, get my new breasts and move on. (Laura)
I could empathise with all of these perceptions of managing future risk. I envy
Laura and Amy for having the courage to be proactive for their future. I have
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considered surgery, but at 27 it is a life altering decision, and one that offers
no certainties. Regardless, in the face of a future of cancer, I understand the
appeal of being able to take control. In Heideggerian terms, these young
women feel like their Being-in-the-World is halted by the uncertainty
surrounding their future. The main possibility they see for themselves is
ultimately illness and their Being-toward-Death. They want to free themselves
of this reality for their own Being and for the sake of the important others in
their with-world.

Death
As mentioned in the previous chapter, participants commonly believed that life was
short. Never knowing what was around the corner and the importance of making the
most of life and opportunities were central to their Being. Within a temporal context,
uncertainty about their lives and how long they would live was experienced. Some
stated that they could only see themselves to a certain point in their lives (often a
similar age to their mothers).This to me emphasised the link between past and future.
The age of death of their mothers was the most powerful variable for their future
lives. Not being able to see a future beyond the age of their mother’s is also indicative
of the significance of the Being-with relationship. It is possible that this central
relationship ceasing causes an altered Being-in-the-World where daughters struggle to
incorporate the possibility of their future selves into their Being as a result of the
absence of that role in their current Being. My mother was 44 when she died and like
my participants that age has taken on newfound significance for me. Logically I know
that this does not determine the age that I will die, but it does undoubtedly reinforce
the idea of a limited future. Maybe this inability to project towards our future selves is
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the result of unfamiliarity. It becomes normal to accept the absence of the mother role
and to not think forward to one’s future possibilities. The idea of a long healthy life is
the one that imbues unheimlichkiet. This instils a fear or recognition that everything
needs to be achieved quickly, life needs to be lived, because we are not likely to live
until we are ‘old and grey’.

From a very young age Laura reported being aware that in life there are no certainties;
that things can happen at any time. This was reinforced as a normal aspect of her
Being through watching family members die as a result of various illnesses; in
particular cancer. She spoke of the importance of making the most of her life and
living for not only her children but also for herself. She had many things that she
wanted to achieve in her life, and felt she was existing within a limited time frame.
Her focus changed and her everyday Being became about wanting to make sure that
she could do these things before anything happened. The immediate focus for the
future was centred on a fulfilling life, for herself and her children.
I think the biggest thing is the kids. It seems silly because I say to
people well I’ve got the kids to live for, but I’ve got me to live for too!
So many people say ‘I’ve got to be here for my children’, but I do have
a life as well and I don’t want to just be here until they’re twenty and
they don’t need me anymore. I want to be here and have a retirement
at some point so it starts to kind of colour a lot of that. Thinking about
whether you’ve got forty years ahead of you or whether it’s sort of
gonna be cut short is hard. (Laura)
Children were a very important factor in Laura’s fear about the future and death. Her
children were such an important part of her world and Being-with that she felt her
Being-toward-Death was something she had always been aware of and felt
worried/anxious about.
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I have always worried about dying young and leaving kids behind.
That’s always been a fear for me and I don’t know why that is; whether
that’s because of mum’s mum dying quite young, but it has always
been something I have carried around. (Laura)
This quote demonstrates Laura’s own awareness of the significant impact that past
familial experiences have on shaping responses to cancer. Uncertainty about death not
only surrounded thoughts about her future, but also that of her mother. Laura’s family
history and life experiences had brought with it a new perspective of her mother as
vulnerable and a recognition that it was possible her mother would not always be
there. This resulted in a similar realisation that the same truth applied to herself as a
mother. Previously, Laura had drawn on the idea that mothers are not supposed to
die; they are supposed to be there in your life until they are old and grey. The
realisation that her mother would one day die, the inevitability of death, brought forth
a reality that she had never faced before. She noted now being more aware that her
mother could die at any time and that she needed to make the most of the time they
had together. This also extended to caring for her mother as she felt that her mother
had always been there to care for and look after her and now she believed an
increased need to take on that role herself.
She’s not old enough yet. She’s only sixty-five, which used to be
ancient, but there should be a lot more years left. I hope there are. But
you do feel nervous, like there’s a little bit of a hammer waiting to
fall… (Laura)

Death of mother
One of the most profound aspects of the familial breast cancer experience for the
participants was the actual death, or the reality of the possible death of their mothers.
Six of the women had lost their mothers at a relatively young age and they had no
hesitation is listing this as the worst part of their experience. They perceived this
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aspect to be one that would continue to impact on them for the rest of their lives. I
anticipated that this experience would be one that was unique to those who had
experienced the death of their mothers, but interestingly this was not the case. Other
participants whose mothers were alive experienced similar fear and anxiety as a result
of becoming aware that this could become their reality. The recognition of this
possibility, that their mothers could die, created a new reality and a new way of
Being.

Reality of
One of the ways Linda and Emily thought about the future was in regards to realising
that as a result of their mother’s death, there would be endless future events and
moments that she would not be there for. Christmas, birthdays, Mother’s Day, were
viewed as regular celebrations that would now be a painful reminder of what they
could no longer have and what was missing. They could list other events that they
expected to happen in their future that they had always expected to include their
mother. These included milestone birthdays, graduations, birth of grandchildren,
engagements, weddings and even buying their first home. They still expected these to
happen but they were events now viewed with a mixture of excitement about these
possibilities and sadness and dread of going through them without their mother. These
would still be special times, and they would still have other family and loved ones
around them but that was not the same. On these days they would always feel a
longing to have their mother with them; to share in her experiences, to hear her
advice, to feel her arms around them.
…I honestly think I will be affected for the rest of my life. Mum died
when I was eleven and I am now twenty four and it’s still affecting
me. I’ve had so much counselling but I think it’s something that’s
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always going to be there and worry me and affect relationships and
life, especially as I get older and have certain events happen in life.
I’m going to always think about mum. My sister just got engaged and
mum’s not going to be there for that and if one day I get engaged or
one day I have kids…When I graduate she’ll never get to see that
I’ve graduated. Things like that that you always wish that your mum
was there for. (Emily)
Mum would have been sixty last year so that was hard. Christmas is
hard; you still go ‘oh it’s mum’s birthday next week’, and Mother’s
Day, you are missing out on that. My birthday you know, I know that
it’s that one phone call that I don’t get anymore. Any special
occasions are difficult times…You can have all your family there and
you can have all your friends there but it’s not the same when all you
want is your mum to see you. (Linda)

They longed for the missed opportunity of getting to know their mothers outside of the
parent/child relationship. Many of the women had lost their mothers when they were
quite young, when they were still dependent on their mother as a carer and provider.
They found themselves wondering what sort of relationship they would have had with
their mothers as they matured, and what influence she would have had on their lives,
Being and the women they were yet to become.
I feel as though my mother died not knowing who I was. I was her
daughter for thirty years until she died and I feel like I buried her
with her not knowing who I was… (Emily)
As a youngster you don’t know your mum very well, and mum’s often
commented on the fact that she didn’t know her mum. You know she
said ‘I don’t remember anything about her other than a mum’. So the
idea that you could have that taken away is really scary and I think it
was just the fact of well ‘I’m too young to lose my mother’... (Linda)
They thought that it was always going to be something that had an impact on them and
that this impact would continue to be intensified if they continued to have family
members diagnosed with breast cancer in the future. The experiences of their family
members and the memories that they had of these times would be things that they
would carry with them forever. They had been incorporated as a significant part of
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their Being and identity. No aspect of their Being had remained untouched. This had
become their reality and normality, regardless of their desire to change it.
I will still deal with every day that mum’s not here, but unless we go
through it as a family, whether it be myself, my grandmother or my
sisters, it would change a bit. I think it would impact on my life a lot
more. (Emily)
This was something that participants viewed as inescapable; that it had been affecting
them from the moment it all started to their current stage of life, which in many cases
was quite a few years later. They felt that not only was it not getting any easier over
time, but they were sure that it was something that would always be a part of their
lives. This related to not only missing and longing to have their relationship with their
mother back, but also dealing with pain and psychological impacts such as depression
and anxiety.
I think I have taken it really, really hard. I have a lot of problems
with depression, and a lot of problems with relationships with
people. I have a big fear of people leaving and I get attached to
people really easily as well…and then I try to push them away so
they don’t hurt me. It definitely has impacted on my life and
sometimes I become resentful that mum died because I think I
wouldn’t have all these problems… (Emily)
It’s been really hard. I got diagnosed with depression when I was
about… I think I was fifteen. Before I got diagnosed I used to just cry
every day, every night I would cry myself to sleep… (Emily)
…just being lonely and I worry about never having a normal
relationship. Sometimes I’d cry about stupid things, I’d think that my
dad was going to get sick and he was going to die. If he came home
from work late one night and we hadn’t heard from him I’d get all
these images in my head that something had happened to him. I still
worry about things happening to family and friends but more now
it’s being lonely. (Emily)
Just feeling empty, empty at the fact that she wasn’t there anymore.
It’s the emptiness of her not being there, of knowing that she’s not
there and there’s nothing you can do about it. (Emily)
She’s been gone for five years now but I still get the urge of ‘oh I
should ring mum and let her know that this has happened’ but I
mean you can’t do it. I still have my days, every now and then I’ll
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have a day where I will just sit and cry. I have just sat there and
cried and gone ‘oh god, I wish you were here’. It’s a hard thing to
get over. You expect your parents to be there forever, as silly as that
sounds. (Linda)
It was important for participants to have keepsakes or memories which enabled them
to feel like they had a piece of their mother with them; that they weren’t going to
forget her. A photo, diary, piece of jewellery, scarf, or even just feeling like they
could see their mother in themselves and their siblings were things that had become
valuable reminders and were treasured. It was a way for them to acknowledge and
hold on to the memories of their mothers and to incorporate her presence into their
new reality. Similarly, it also provided a means for their children to learn about their
grandmothers.
…she wrote a diary for I think about the last six months and she left
that for us when she died. It gave us a really good insight into how
she was feeling and it was nice to just be able to read back over that.
She made us teddy bears. She had these two boxes and it had all stuff
in there for us like a card and a letter and you know all that stuff. We
can look back over it now; it was really nice to have something just
to remember her by. It makes me remember things that I had maybe
forgotten about. (Emily)
I don’t do it so much now but I’ll go in and sit with the scarf and say
‘oh you know mum, blah, blah, blah’. You might feel like a bit of a
dill sitting there (laugh) but you just do it. There’s a photo of mum in
my dining room and I walked past it yesterday and I said ‘happy
mother’s day mum’. You can’t just put her away and pretend that she
wasn’t there. I think you need something around to still feel close to
her. I feel comfort in having little things of hers around. (Linda)

Given that some time had passed since both Emily and Linda had lost their mothers
they both emphasised the fact that she was still a part of their lives, that she would
never be forgotten, but that it was also important for them to feel like they could, and
wanted to move on with their lives. At times they found this hard, and expressed
feeling guilt about feeling like they were forgetting their mother, but it was important
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for them to be able to progress to a stage where they still remembered their mothers
with fond memories instead of pain and tears.
I think you get to a point where you do keep going, you get on with
your life. I feel guilty sometimes because every now and then I pull
myself back and go ‘oh, you’ve forgotten about her’, even though I
haven’t I do feel guilty about that sometimes. But I have to be able to
get on with my life and move forward and accept the fact that I can’t
just call her. (Emily)

Possibility of
Although those who had lost their mothers experienced the pain and impacts discussed
previously, it was interesting to note that many of these impacts were also spoken
about by those whose mothers were still alive. Both Bethany and Laura expressed
experiencing the same style of denial and protective behaviours demonstrated by
Emily and Linda. Being-toward-Death became a part of their Being-in-the-World as a
consequence of their mother’s illness. They spoke of recognising that death was a
possibility but also acknowledged that this was not something they particularly wanted
to focus on, and they still clung to the idea that it was not normal for mothers to die
young. Whereas Emily and Linda had no choice but to face their mother’s death as
part of their Being-in-the-World, Bethany and Laura appeared to be able to distance
themselves from this possibility.
Just take it one day at a time and it’s not the end of the world. It doesn’t
mean she is going to die and I know that it’s a possibility, I’m not
ignorant to that, but I don’t let it rule my thoughts. (Bethany)
The second time around it sort of really hit me that it was serious and
she could be in trouble. But it was a complete shock anyway, your
mum’s supposed to live forever… It was smaller so we were kind of
rationalising everything to ourselves. She beat the first one and that
was about two and a half centimetres, this one was only about half a
centimetre, it was tiny. So we were rationalising it that that’s ok, if
you’ve beaten that one then this one is obviously easier so that’s fine…
(Laura)
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They also acknowledged that they couldn’t escape from the fear that they felt when
they heard about their mother’s diagnosis and consequent possibility of death. They
spoke of how this had a big impact and that in contrast, all other responsibilities faded
into the background. This once again supports the significance of these moments in
altering participant’s Being-in-the-World and reality. The act of being thrown into this
Being creates a new perception of life and relationships. The world ceases to exist as
they previously knew it to be.
I was devastated. I thought she was going to die, I didn’t know that it
could go into remission. I didn’t know any of that so my first thought
was that she was going to die. My question was how long does she
have?(Laura)
I had a hard time at school and nearly dropped out. I was seeing
counsellors and it was just distracting, like that’s all I could think
about. I just couldn’t get motivated to be worrying about year 12.
(Bethany)

They had now become much more appreciative of the relationship that they had with
their mothers, and the improvements that had occurred since the diagnosis. This
realisation had brought with it a new-found appreciation of the time that they had
together and how important it was to take the time to be with each other without other
complications.
I just tried to spend as much time in Melbourne too ‘cause she was
down there for six weeks at a time. I didn’t want to be up here while
she was down there. Me and mum never had a close relationship but
since all of that happened I just wanted to be by her bedside the whole
time… (Laura)
You don’t know what you’ve got until it’s going to be taken away. I
know that’s a funny way of looking at it but that’s pretty much it. I
was just thinking about what I would miss out on if she was gone and
it just makes you appreciate her even more. How far we’ve come over
the last couple of years and I want it to be so much more. I want her
to be there when I graduate and get married and all those sorts of
things. When I get a house and when I graduate from uni, I want her
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to be a part of that and it scares me to think that she might not be…
(Laura)
Participants also expressed the same sorrow and anxiety about significant future
events and the feared possibility that their mothers would not be there for them. They
got quite upset when talking about how it was a possibility that they would have kids,
or buy houses and that the experience would not be the same if their mothers were not
there to experience it with them.
I had two kids already so then is she going to be around to see her
grandkids grow up? I’m too young to lose my mother…my kids are
too young to lose their grandmother… (Bethany)
It makes you nervous and I often think about it at Christmas and
birthdays and that kind of think and I think, ‘you’re still here, that’s
good’. She always said ‘every day above ground is a good day’ and I
think well every day that I’ve got my mum is a good day, ‘cause I
could have lost her fifteen years ago… (Laura)

One aspect that separated these women from those whose mothers had died was the
fact that not only were they worrying about the consequences of losing their mothers,
they also expressed the fear of what the process of death would be like.
…you worry about the death but you also worry about the dying. Mum’s
always said things like ‘if I was really sick and not going to get better, well
you’d shoot a dog wouldn’t you’. It’s not just the death it’s the process as
well, the pain levels… (Bethany)
Those participants who were mothers themselves spoke similarly of often thinking
about the future and hoping that they would be there for the significant moments in
their children’s lives, and to watch their children grow into adults and develop their
own lives.
I look at my kids sometimes and I think gee, I hope I am going to be
here as you grow up… (Bethany)
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Risk and the Generations
Due to the family histories that influence the participants current Being-in-the-World,
the participants often interpreted their and their loved ones risk as being temporal. In
most cases, they did not see the risk of breast cancer beginning and ending with their
own or their family member’s diagnosis. When contemplating the level of risk
surrounding their Being-with they would often contemplate their own risk as well as
the risk that existed for future generations, for their children, nieces and nephews.

Own risk
Claire reflected on her own risk in terms of the odds that were provided for families
with breast cancer histories and she felt strongly that they supported the idea that it
was something that was quite likely to happen to her at some stage in the future.
Pretty scary. Like there’s me and my sister so you know, there’s a high
chance that at least one of us is going to get the disease. You don’t
know what’s around the corner, like at any age or any time… When my
mother got diagnosed then things started rolling around in your head
thinking you’ve just seen your grandmother die from it, and then when
mum’s mum got diagnosed with it, you think ‘what’s in line for me?’
(Claire)

She was feeling uncertain about what her future would hold but expected that as the
years progressed and she got older, her feelings of fear and risk would intensify. That
she would move into the age bracket of those who were more at risk and she would
have to be more cautious.
…In ten years time I’ll definitely be very scared about it all…just
getting older and more chances of cancer when you are older and that
sort of stuff… (Claire)
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Others Risk and Fear
In many instances, as with Claire, participants would think about others in their withworld such as their mothers, and contemplate their health in the future, and this was
something that caused them a great deal of worry.
Probably don’t think about it as me as much but how my mother’s
going. What’s going to happen in the future to her? What are her
success rates in future years to come? Probably more worried about
her than what I’m gonna maybe have to deal with in the years to come.
(Bethany)
Others reported that when analysing their family history it was more distressing to
think that it could happen to not only their children, but also to future generations.
They were concerned that their children would have to suffer through their illness and
possible death. Claire and many participants who had children or those who saw
children as part of their future expressed worry about BRCA implications in the
future, and a fear of what could be handed down. It was upsetting for them to think
that not only are their children at high risk, but also that they might have to deal with
their mother being ill, or dying.
When you’ve got a family; how it’s going to impact on my kids and my
husband, or you know, yeah. (Claire)

Concern for Children
Donna and Megan stated that they worried about what the future held for their
children. In some cases this was from outside factors such as disputes in the
family that they could be exposed to, whereas in other instances it was from
their own possibility of getting cancer or having to watch their mother battle
cancer.
…I have to protect my own children, protect Mark. You’ve got to stay
strong ‘cause you’ve gotta keep your family together… (Donna)
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Ok, I’ve got the all clear but that doesn’t mean to say I don’t have to
stop looking after my own health. You want to do everything right to
protect your children. I do everything I do now to protect my children
and the generation of their age…I’ve got two children that may be
carriers and could be diagnosed…My biggest worry is my girls, their
future, that’s just what worries me the most. A mum sitting back seeing
her kids diagnosed, I don’t know how my dad handled it… (Donna)
It’s not so much the selfish thought of it’s going to happen to me, but
more the fact that it’s probably going to happen to my kids, and their
kids, and there’s nothing you can do about it. (Megan)
In some cases there was also concern for children in regard to not wanting them to
have to go through what they had to; watching their mothers battle and in some cases
die from breast cancer. This was something that they expressed if they were able to do
something about, they would.
I don’t want my boys to go through what I went through with
mum…You don’t want your kids going through that; seeing their mum
sick. (Megan)

For Megan, this was the reason that she continued to volunteer and raise funds
for young women with breast cancer. She wanted to try and make life easier
for these women and to leave a legacy for her daughters. On the other hand,
Donna commented that it was her experience with breast cancer that had made
her more aware of her mortality and as such the importance of having things
like life insurance in place. When thinking about the possibility that her
children might be affected by the disease in the future she comforted herself
with the hope that by the time that became a possibility there could be a cure
or new treatment that would mean survival rates increase and the physical
impact decrease.
I just think we are probably more aware of things like cancer now.
Don’t just live in a fairytale, things do happen. We’re probably more
conscious of things like life insurance and stuff like that [looks at kids
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playing on floor]. I just like to hope that you know, something comes
up by then…CURE!! (Megan)

Guilt
Another interesting and unexpected sub-theme that emerged from the interview data
was guilt. This was expressed in two ways. Participants reflected on their feelings of
guilt for what their children, or future children could be exposed to. Similarly, they
also reflected or were aware of their mother’s feelings of guilt about the genetic
inheritance in their family. It was noted that at this stage of their lives the focus of
their Being encompassed concern for people other than themselves. They were aware
that their choices and health would no longer just affect them. They would be
responsible for others and this altered their perspective and Being-in-the-World.
Tammy reflected forward to the possibility that she might have children in the future.
When doing this she wondered about the likelihood of the breast cancer being genetic
and the possibility that this might be passed on to future children. Her experience of
having both familial breast cancer as well as other genetic conditions led her to
believe that it would be better not to have children, despite her desire to be a mother.
She did not want to expose them to the strong possibility of illness. Despite her
conviction that this was the ‘right’ thing to do, she noted that this was something that
she found extremely difficult to accept. She watched her sister with her new baby and
realised how much she wanted this experience to be a part of her Being-in-the-World,
and what she would have to sacrifice if she decided it was too risky.
This is not specific to breast cancer but when they originally told me
that what I had was genetic I decided that I wasn’t going to have
children….I’m not going to have children, I don’t want to pass that on
to someone. But then I don’t know because my younger sister just had
a baby, well Ruby is ten months and she’s so beautiful and she brings
so much joy and it’s a hard call. It’s a really hard call because in one
sense you don’t want to pass that on to someone, you don’t want them
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to suffer, but then also having a family, that is important as well…
(Tammy)

This also tied in strongly with her perception of having genetic testing.
Although she knew that she was a carrier for other genetic conditions she
thought that these were manageable, or treatable and as such the impact on her
Being was limited. She did not perceive breast cancer in the same way. She
thought that it might be better if she did not know whether she had inherited
the BRCA mutation as if she did it might take away any option of having kids.
She could rationalise that if she did not know then she could not make such a
big decision based on an uncertainty.
If you don’t know then you almost, it’s ok to have children because I
didn’t know and so it kind of justifies it a bit… (Tammy)
Having children is an opportunity that many women take for granted. Tammy’s
experience emphasises how this is another aspect of Being and identity significantly
altered by breast cancer. It signifies how Being-with continues to be an important
consideration, even when the ‘other’ is a hypothetical or future possibility. Tammy
also reflected on conversations with her mother about feelings of guilt about what had
been passed on to the girls in the family. She had no hesitation in telling her mother
that she did not blame her, and that their relationship was built on more than familial
conditions, but this had become an influencing factor on her own decisions about
having children. Despite her certainty that her mother was not to be held responsible
for their genetic conditions, she still struggled with applying that same logic to her
own situation, to incorporate it into her Being.
My mum at the time…she was like ‘I’ve given this to you’, and she was
so upset. She was devastated that she may have given us something
genetic. We’ve both said ‘you didn’t do it deliberately, it’s not like you
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set out to give us an illness’. There’s more to a relationship than just
passing on something, but she still feels bad. (Tammy)

This chapter has built on the previous two results chapters to demonstrate that
the experiences associated with familial breast cancer are not just experienced
in the present. It is the experiences and understanding of the past that have the
strongest influence on the present and that significantly alter future trajectories.
These women are faced with a life that consists of many facets of uncertainty
which influence their interactions and daily Being-in-the-World. As
demonstrated, death plays a central tenet in much of these experiences, whether
a reflection on death that has already occurred or the possibility of their own or
loved ones’ deaths in the future. It demonstrates the ability of cancer to affect
not only those suffering a personal diagnosis but extends to affect those within
their immediate with-world and future generations. The death of the mother
within this context is profound and everlasting and continues to create a Beingin-the-World that is altered by the loss of such a significant and vital
relationship within young women’s lives and being.

The next chapter will discuss what has been presented in the previous three
chapters within the context of phenomenology. Despite the significant lack of
Heideggerian

phenomenological

research

in

this

subject

area,

key

Heideggerian ideas are presented to offer a new perspective on these young
women’s experiences.
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Chapter 9 Heideggerian perspectives on the lived experience of
familial breast cancer
Lived experience presents to the individual the many truths and realities of life. It is
through accessing lived experience that researchers may gain understanding of the
meanings and perceptions of another person’s world. (Walter and Emery 2006: 6).

To this point the phenomenon of young women’s experiences of familial breast
cancer has been explored. Findings have clearly indicated that young women’s
familial cancer journey is complex and variable. A cancer diagnosis in a family
significantly affects everyone; it not only brings about a fear response for the affected
individual, but also causes those involved to reflect on their own lives and wellbeing.
The familial connections and experiences are essential to the familial cancer
experience, particularly the mother/daughter relationship.

One of the aims of the research was to shed light on young women’s experiences, a
secondary aim was to provide phenomenological insight, explicitly using the
hermeneutic phenomenology of Martin Heidegger (Heidegger 1962). Provided here is
a theoretical interpretation of what it means to be a young woman experiencing
familial breast cancer, utilising the concepts presented by Heidegger in Being and
Time. Familial relationships can be understood within the context of Dasein, the
world, being-in-the-world, being-with, temporality and Being-toward-Death. Findings
indicate that young women’s experiences of familial breast cancer profoundly impacts
on their average everydayness and temporal experiences and sense of self and well-

184

being. Whilst all of the concepts are explored, particular attention is paid to beingwith/being-without due to the centrality of this concept to young women’s
experiences.

As previously discussed, phenomenology provides a unique and valuable insight into
a significantly under researched topic. One of the advantages of using phenomenology
to explore this research topic was that it elicited an understanding that is beyond basic
description. It facilitated a unique perspective into the true lived reality for women in
this situation (Watts 2001).

I wanted to know what these young women’s lives were like on a day to day basis,
what impact their family history had on them and how this impacted on who they
were. Heidegger stated that the proper way to gain philosophical understanding of
Dasein (of a person) is not to look for a special case of it; instead, we should consider
Dasein in its average everydayness. That is, by asking these young women about their
lives as a whole it is possible to gain a true perspective of the lived reality of familial
cancer. Only by looking at the undistinguished case of normal everyday Dasein can
we gain insight into the features that belong to every Dasein (Harman 2007).

The overall aim of this chapter is to translate young women’s everyday experiences
into a framework for understanding the lives and realities of these young women, that
is, the being-in-the-world of familial cancer. When analysing the stories of the
women, key concepts of Heideggerian phenomenology were apparent, and these are
presented in detail throughout this chapter. I begin by discussing young women’s

185

thrownness into familial cancer and their worlds. This is followed by a focus on
being-in-the-world with particular emphasis on being-with and being-without.
Following this the reality of Being-toward-Death is explored.

Dasein
Heidegger’s work focussed on understanding the meaning of Being. Central to this
concept is Dasein. Heidegger uses the word Dasein, and literally translated it means
‘there-being’ (Watts 2001), used in everyday German to denote existence or presence
(Inwood 1999). Dasein exists within its being-in-the-world, through its thrownness
and being-in. These notions and others already noted are used to provide insight into
the lived experience of Dasein in the cancer world.

The world
Heidegger refers to my particular culture, the social environment I am thrown into, as
my world. The different social practices of a specific culture make up the world of
that culture. Depending on the particular world or worlds in which you happen to be
involved, certain factors become more or less important in terms of one’s constitution
(Lemay and Pitts 1996). As such, the key to the concept of a world is the interweaving
of human possibility. The world is a horizon of understanding, a space of possibilities,
on the background of which we understand ourselves and Being (Blattner 2006).

When breast cancer occurs within a family it significantly alters lived reality. We are
thrown into an unfamiliar world. It creates a world, a being-with that is almost
instantaneously transformed from known, comfortable and secure to a world
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entrenched with fear, illness, absence and death. A world that becomes
unrecognisable creates fear and anxiety and whether through specific observable
factors, or through more subtle perceptions and intuitions, everything becomes
unheimlichkeit. That is, the world loses its meaning and we do not feel at home in our
everyday lives.

According to Heidegger, our fundamental experience of the world is one of
familiarity (aka: disclosedness and ‘being-in’). We do not normally experience
ourselves as subjects standing over against an object, but rather as at home in a world
we already understand. We are not just absorbed in the world, but our sense of
identity, of who we are, cannot be disentangled from the world around us. We are
what matters to us in our living; we are implicated in the world. We are being-in-theworld (Blattner 2006). What this reveals about young women’s experiences of cancer
is that the cancer reality cannot be changed. It makes up these women’s worlds and
shapes their entire Being and identity. My life, death, opportunities, experiences and
relationships are all within this world.

Thrownness
Dasein has the unrestricted power to decide whether or not to be. Death can be
chosen, but being born and the situation we are born into is beyond control. We are all
thrown into life. We are subject to life, and we cannot extricate ourselves from caring
about it (Blattner 2006). Whilst this thrownness cannot be altered, our choice of how
to be, our way of being can be chosen (Inwood 1999). Circumstances place
restrictions on what Dasein can do: yet, existentiality is always determined by
facticity (Inwood 1999). Despite being thrown into the familial cancer experience,
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choices of how ‘to be’ varied. As a result of our thrownness we all have a burden to
carry; this burden Heidegger termed our facticity, that is, the sum total of our current
situation, combined with what this enables us to become in terms of our own future
possibilities (Watts 2001). I did not, nor did the other women choose to have a family
history of breast cancer. We were thrown into that reality without choice or control.
What can be controlled is our response to this thrownness.

Some of the women chose to live their lives, to be-in-the-world, as if cancer did not
exist. They made conscious decisions not to think about cancer as a part of their
worlds. They did not want to view their lives within the context of what could happen,
of illness and death. They chose to embrace the normality of their lives and immerse
themselves into things less worrying; school, friends and fun distractions. They chose
for cancer to not be a central part of their worlds, despite their thrownness. Others,
including myself, felt that familial cancer had been included in our everyday worlds,
that it was not possible to block it out. We took on more involved roles within the
cancer experience of our relatives and recognised that this would shape and influence
the rest of our lives. The illness possibility reinforced the importance of Being and
being-with. That is, our relationships with those we cared about and time spent
together gained greater significance to our lives, both present and future.

Thrownness is a central feature of Dasein that is not an inert, completed fact that is
over and done with. Dasein remains permanently in the state of being thrown and this
influences and shapes its entire existence. “I am thrown out of my past and into my
present, whilst projecting from within my thrownness towards the future” (Watts
2001:33). Everything we do is based on our thrownness; projections for the future and
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achievements are thrown because the choices that are made, and all that is created, is
based upon what we already are at that moment, which is influenced by our past
(Watts 2001).

When young women are thrown into the context of familial breast cancer it alters their
entire Being. They have no control over their genetic inheritance and that their Being
is now imbued with uncertainty. Cancer becomes an ever-present threat and a
vulnerable sense of Being arises. This lack of control can encourage young women to
embrace their risk as a part of their being in order to regain a sense of control. That is,
some young women experience an authentic perspective. They incorporate their risk
into their sense of self and experience a new perspective on life opportunities. This is
evident in increased health awareness and care for self, exploration of risk
management techniques and a renewed valuation of the importance of life. In this way
they are creating a new sense of ‘normal’, integrating their risk and being-towardsdeath in a functional way.

Our appreciation of everydayness and being-with comes to the fore as essential to
their Being. Whether applying the risk personally or just being aware of the
possibility, familial cancer creates a newfound perception of the importance of all
aspects of life. The time spent with family has renewed significance, even if it is
something as insignificant as walking the dog together. The ideal of loved ones
always being a part of your life is shattered. With the realisation that everyone will
die, whether sooner or later, emphasis is placed on making the most of the time that
we have with each other. Worries such as work and money become less important
when time and life are no longer viewed as limitless.
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By contrast, others become immersed in an inauthentic mode of Being in an attempt
to reduce their anxiety. These women actively hid from their risk and Being-towardDeath. They embraced any fact or experience that would support why cancer did not
have to be incorporated as part of their world. They immersed themselves in the world
of the-they to distance themselves from any angst they may feel about their being-inthe-world. By actively seeking out normal activities, such as school and going out
with friends, they could escape the reality of cancer in the home and convince
themselves it was not as bad as first imagined. In Heideggerian terms, they embrace
an inauthentic mode of living that allows them to distance themselves from unwanted
possibilities (Heidegger 1962). Thus, they are fallen into the everyday mode of
existence, where cancer is not a reality. Whilst this is the case, they might not
permanently live inauthentically. What is clear in these women’s stories is that
authenticity and inauthenticity fluctuate as opposed to being a dichotomy. As time
passes and Being changes, the women move between these two ways of viewing the
world and their existence. Some may remain in one state longer than others, but no
one way of Being is ever permanent.

When one’s being-in-the-world has been threatened and it concerns itself with the
objects and people that are always present, and it does so as a potentiality-for-being of
its own. That is, women look at the world in the context of what is happening and this
shapes the possibilities for their Being; their potentiality. In the face of this
potentiality we back away in bewilderment, and this constitutes the existentialtemporal meaning of fear. This fear forces us back to our thrownness, but in such a
way that this thrownness becomes closed off.
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When concern is anxious, it leaps from next to next, because it forgets itself and,
therefore, does not take hold of any definite possibility. Anxiety brings us face to face
with our ownmost being thrown and reveals the uncanniness of our everyday beingin-the-world (Heidegger 1962). The young women’s worlds became hazy and fuzzy
when their loved ones were diagnosed with breast cancer. They struggled to identify
clearly and verbalise what their daily being-in-the-world was like but could describe
their world and Being as no longer secure and normal. It was shrouded in uncertainty
and they believed that they muddled through their everydayness and did not actively
immerse themselves in their Being. The fear and uncertainty they felt about cancer
being a part of their world caused them to withdraw and sense significant
unheimlichkeit. This unhemlichkeit in turn then creates more fear and angst in such a
way that it forms a cyclical process that forms the basis for the women’s lives. One
influences the other in such a way that they become significant to the sense of self.

Being-in-the-world
Being-in means that I am immersed in the world, involved with it, permanently
intertwined and occupied with it, even when it feels alienated and lonely (Harman
2007). The term being-in refers to the a priori capacity to understand, relate to, care
about and concern ourselves with the things in the world around us. It is a state of
Dasein’s being; an existential (Heidegger 1962). We cannot possibly be
comprehended in isolation from the world we inhabit (Watts 2001). The world is not
something ‘out there’ external, but part of our Being, as being-in-the-world (Collins
and Selina 2007). We are as much a part of the world as it is of us. There is no
existing, no being-there without a world in which to exist. A person without a world
makes no sense (Lemay and Pitts 1996). Being-in is the formal existential expression
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for the being of Dasein, which has being-in-the-world as its essential state (Heidegger
1962).

Being-with/Being-without
Being with
Within Being-in-the-world, the world is always one I share with others. Being-in is
Being-with-Others and is an existential characteristic of Dasein (Heidegger 1962).
Dasein’s world is essentially a public one, accessible to others as well as itself
(Inwood 1999). Heidegger posited a question: who is it that Dasein is in its
everydayness? This led to Heidegger’s realisation that in my being-in-the-world I
always, and essentially, experience things in relation to other people. As long as I
exist I am always with others in some way. This Being-with-Others still applies even
when we are alone or isolated. When alone or isolated, others become conspicuous
through their absence and they are still with us through the man-made things that
surround us (Watts 2001). Even Dasein’s being alone is being-with in the world.
Being alone is a deficient mode of being-with (Heidegger 1962).

Being-with-family
Being-with is seen as the a priori dimension of the self, which provides us with the
potential to understand and relate to others in all possible ways. As such, Dasein has
the capacity to relate to others, and that is why it is a being-with (Watts 2001). The
world is one that I share with others. The world of Dasein is a with-world; being-in is
being-with others (Heidegger 1962:155). Familial connection is central in Being-with
in the context of familial cancer. All aspects of our life-world, including cancer
experiences, and perceptions of illness and health, are strongly influenced by the
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people we value in our worlds; in particular our family. They play a role in shaping
development of perceptions, beliefs, and values. Being-with shapes our experiences
and brings meaning to our everyday lives and activities. Young women’s families
were so central to their Being-in-the-World that incorporating these experiences into
their identities was unavoidable. In the first instance, being-with is evident in the
family histories that come together to influence perceptions of risk. The young
women draw on past being-with to inform how present cancer is in their lives and
determine the level of risk that subsequently results. The experiences, stories and
connections with these family members comprise the most significant source of
knowledge, support and connectedness. They provide the context through which the
familial cancer experience is lived. Their presence is also felt within everyday Being.
By living alongside our families we experience what they do and we use these
experiences to shape our Being.

Being-with-friends
Alongside our being-with our families, we also exist alongside our friends. The same
principles of being-with that apply with family are relevant here, but these
relationships can be more complex. For the women in this study, friends for the most
part were seen as an extension of their families; people who would always be there
and who would support them through the good and the bad. This positive being-with
contributes to our ability to make sense of our world, and to feel at home in it.

Despite this, friends can also contribute to the sense of unheimlichkeit that comes with
familial breast cancer. The young women can feel as though they are occupying a
world that their friends and peers cannot understand. The fear, isolation, illness and
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death associated with cancer can create a Being that cannot be easily understood if it
has not been experienced.

Care as being-with
One of the central tenets of being-in is care. The Heideggerian structure of care has
three elements; that we care about ourselves, we care for others, and we care about
projects and things (Inwood 1999). Whilst the women cared for themselves and their
health, a more profound experience of care was experienced for others; for their
family and particularly their mothers.

Care was focused on family generally in the context of concern about who may be
diagnosed, concern for those having treatment, and concern for the impacts on their
siblings and parents. They cared for these important others in their world by looking
after their physical health, but also by trying to ensure the sense of normalcy in the
home. They extended themselves into additional roles to help maintain normal
functioning and reduce additional pressures. It was something they could do to help;
something they had control over. This sense of care was particularly strong with
regard to their mothers. The daughters developed a strong sense of urgency to protect
and look after their mothers in whatever way that they could.

Their sense of the mother/daughter dynamic was altered as they felt the need to take
over the mothering role. They wanted to be able to look after their mother, to take
away their pain and to make them well again. This protective mentality even extended
to hiding possible illness in themselves in an attempt to protect their mothers from
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angst. All of their actions and experiences within their cancer worlds were shaped and
motivated by care.

Being-without
A mother’s being-with is experienced not only in her presence in the daughter’s life,
but also in her absence. Her being-with is still recognised as it is through her absence
that the daughter realises the importance of their relationship. Without this being-with
unheimlichkeit occurs and the daughter’s feelings of anxiety and distress are
amplified. Within the familial cancer experience the mother-daughter relationship is
the most poignant. In terms of the proximity of information and the shared experience
this was the most intense. It was through observing the mother’s being-in-the-world
that daughters determined whether there was a need for worry. When fear and
suffering were observed this subsequently resulted in daughters experiencing a similar
sense of fear and unheimlichkeit. When mothers were able to maintain a sense of
normality and hope, this was also replicated in their daughters’ everyday being and
perception of cancer.

What is an even more powerful experience for daughters is being-without their
mothers. This was experienced in two degrees: those who were separated from their
mothers for a short period of time as a consequence of treatment and those who were
permanently separated from their mothers through death. In both cases, this was
deemed the most difficult aspect of their being-in-the-world. Separation due to
treatment created a being-in that was significantly different from what they had
known. It was not consistent with their expectation of normality and created a home
environment that was full of fear and isolation. This threw the daughters into a world
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of responsibility and role uncertainty, and confronted them with the very real
possibility of Being-toward-Death. Whilst the cancer experience itself is difficult, for
daughters to have the immediate physical connection to their mothers severed, the
outcome was an intensification of the fear they were feeling. It gave them insight into
what their world and Being would be like if their mother died and projected them into
that physical and emotional reality, which for most was their worst nightmare. This
confrontation of their being-without remained one of the most memorable and painful
aspects of their experiences.

Those confronted with their mother’s death felt significant unease and unheimlichkeit.
They experienced angst within the entirety of the reality that their mother was gone.
They were absorbed into the reality of Being-toward-Death and felt uncanny in their
being-in-the-world. A world that did not include their mothers was a world that they
could not comprehend. They longed for the opportunity to have contact again, grieved
for the opportunities and life moments that would never be, and doubted their sense of
self and life. The key events that they expect to experience in the future; birthdays,
weddings, graduations, having children, all lose meaning in light of their mother’s
death. The future they always wanted is no longer possible. But what Heidegger
stated was insightful, although the mothers had died, they were still present in the
worlds of their daughters. They were present in mourning, in memories and in objects.
The daughters held on to the physical objects to feel connected to their mothers. This
strongly supports Heidegger’s notion that although deceased, they are still present in
Being. Nothing can make up for the death of their mothers, but sensing that she is
somehow still a part of their world helps ease the pain and unheimlichkeit.
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Creating being-with from loss
The deceased are torn away from the people that remain behind and become an object
of concern in funeral rights and cemeteries. In remembering the deceased in
mourning, those who are left behind are still present, in a mode of respectful
solicitude (Heidegger 1962). Thus the relationship of Being which one has towards
the dead is not regarded as being-alongside something ready-to-hand. When
considering being-with the dead the deceased is no longer physically there. However,
when considering being-with, we always consider Being with one another in the same
world. The deceased have abandoned our world and left it behind, but in terms of that
world, those who remain can still be with her (Heidegger 1962). Furthermore, that
which happens to equipment results in its own character of movement. That is to say
that, for example, when a ring gets handed over through generations it does not
simply suffer changes in location. It is historicized through what has happened to it
temporally; it becomes a way that the deceased still remain in the world with their
loved ones. Remains, possessions and memories are all still present-at-hand and are
possible material for the concrete disclosure of Dasein which has-been-there
(Heidegger 1962). The young women whose mothers were deceased felt strong
connections to particular belongings or items. Some held onto photos and scarves
while they talked to their mothers, others treasured memory boxes and jewellery or
other personal effects. These items became a way that the daughter could carry a
sense of their mother with them; that facilitated a connection that was beyond life and
death. These objects imbued their mother’s spirits and provided comfort when they
needed to feel her presence and maintain a being-with relationship.
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This significant shift in being-in-the-world influences both authentic and inauthentic
modes of Being. For some women, inauthenticity enabled them to hide from the
reality of pain and death, and immerse themselves in the world of the-they. Within
this world they could be sheltered from reminders of illness and mortality and focus
on a world where they could just be and belong. Others when faced with the same
reality adopted an authentic mode of being, where Being-toward-Death was accepted
as a reality and making the most of the life they had was essential.

Being-toward-Death (angst)
Dasein is thrown into death as a constant possibility of its own Being (Harman 2007).
As potentiality-for-being, Dasein cannot outstrip the possibility of death (Heidegger
1962). Dasein’s awareness that it will die, that it may die at any moment, means that
dying, its attitude to or being-towards, pervades and shapes its whole life. A life
without the prospect of death would be a life of perpetual postponement (Inwood
1999). The possibilities of life are defined by, dependent on, and only make sense in
the light of my eventual death (Watts 2001). Every Dasein has to face the Nothing,
has to die, on its own. Death becomes our most unique possibility (Lemay and Pitts
1996). A constant awareness and acceptance of the inevitability of one’s own death is
the essential foundation of authentic understanding. It is through encounters with
death that the question of being is profoundly highlighted. “Death opens up the
question of being….It is the shrine of Nothing and the shelter of Being” (Willis 1999:
178-79).
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Death is one of the possible ways of my being. Until it occurs, it must exist as my
future possibility, albeit a certain one. As such, Heidegger states that death is a way to
be but we avoid this fact through immersion in the everyday they-world (Dasein’s
fallenness). Proximally, and for the most part, Dasein covers up its ownmost Beingtoward-Death, fleeing in the face of it. Factically, we are dying as long as we exist,
but for the most part we do so in falling (Heidegger 1962). For the women in this
study, an acceptance of death as a reality was difficult. Many of these young women
did not want to resign themselves to an early cancer related death. They fought hard to
create a reality where although cancer was present, it was not directly and consistently
related with death, and this provides hope and distance from that reality.

The inauthentic mood that discloses death is fear which focuses on the specific or
actual event of death and flees from what it sees. This attitude is characterized by
denial of the ever-present possibility of death, instead, viewing it as a remote
possibility that might happen in the distant future, and for the moment only happens
to others (Heidegger 1962). The-they interprets death as an unlucky mishap that
occurs to other Dasein sometimes. It does not hide the fact that all Dasein must die, it
simply tranquilises Dasein by telling it not to worry about death yet (Harman 2007).
As these women were still young, they perceived their eventual death to be a long
way off. Their lives were just starting and they did not see the point in living in fear of
when and how it would happen. Our culture, and world, reinforce that the young do
not die young and that it is unnecessary to worry about death, and this is a value
represented by these women.
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Feeling in the depths of your own Being that each moment may be your last, frees you
from pettiness and the pressures of living as others expect you to live. While
inauthentic Dasein tends to be completely absorbed in the present and immediate past
and future, authentic Dasein looks ahead to its own death, back to its birth and
beyond, to its historical past in order to survey its own life as a whole. Authentic
Being-toward-Death strongly influenced the way that the young women chose to live
their lives with some discovering newfound importance in embracing every moment,
and others wanting to live life not thinking about the ‘what if’s’. This was a
significant finding of this study and one that indicates how life changing death
awareness can be.

All participants reported some degree of altered perception of their Being-in-theWorld based on this awareness. It was interesting that many women reported that their
cancer experiences had brought an increased awareness of their own Being-towardDeath and the importance of making the most of every moment. Although this could
be somewhat expected of the participants who had a personal diagnosis, it was
intriguing to note that the same effect was reported by most of the women. The
familial cancer experience appeared to have brought with it both vicarious trauma and
understanding of the fragility of life. Many young people did not normally have this,
and it was something that altered their approach to their lives, opportunities and
relationships, often resulting in feelings of urgency about achieving many of life’s
significant moments earlier than expected.
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Temporality
What this also makes clear is that the familial cancer experience is temporal in nature.
Time is not lived fundamentally as quantifiable, geometric, linear time. The human
experience of time is not scientific. It is a flow, involving past, present and future and
an experience of existing within that flow (Collins and Selina 2007). Dasein is not in
time or over time. In fact what is primary to Dasein is not time but Dasein’s
timeliness or temporality (Inwood 1999). Dasein is not confined in its awareness of
the present moment. It is temporal and it is this temporality that disposes Dasein to an
enduring world (Inwood 1999). Authentic Dasein is not wholly engrossed by the
present and by the immediate past and future. Authentic Dasein looks ahead to its
own death and back to its own birth, and beyond its birth to its historical past
(Inwood 1999). The past, present and future are an inextricable and significant part of
Dasein’s way of Being. The significance of Dasein’s Being can only be understood
within the context of the totality of the unfolding process of life, in terms of where we
are coming from and where we are going (Watts 2001).

Living in the context of familial cancer is always temporal in nature. When trying to
put familial cancer experience into words, both myself and the participants followed a
logical flow of thought that was based upon temporality. When asked to describe the
familial cancer experience, we all started at what we felt was the beginning, we
started in the past with the impact it had on our family members. None of us could
explain the role that cancer currently had in our lives without explaining what had
already been. The past justifies and explains the way we perceive cancer now, and
regardless of whether we felt threatened by it or not in the present, it undoubtedly
affected what we saw as our futures as well. Regardless of how long ago the cancer
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had occurred in the family, it was never forgotten and always carried with us. Some of
us perceived a limited future in that death was seen as a real possibility and some life
experiences such as having children were perceived to be jeopardised. For others, the
future did not necessarily hold the guarantee of a cancer diagnosis, but memories still
shaped the steps they took and decisions made (career, charity work etc.). For those
whose loved ones had passed away, the future contained events that could never be
the way they had dreamt them to be. Whatever the experience, it was the combination
of past, present and future experiences that shaped the lived reality of familial breast
cancer.

Temporality is central to Heidegger’s Being and Time. As is key to thrownness, the
past is carried with us to influence current being-in-the-world, and shape future views
and opportunities. One aspect of this past can be history, which is made possible
through the death of ancestors. History deals with dead Dasein, and although they no
longer exist in the world, they are not gone (Inwood 1999). For example, in death, one
is not related to others, but not isolated from them either; one simply is not. Those
Dasein who have died have important relations to others in-death (Inwood 1999). The
past has a remarkable double meaning; the past belongs irretrievably to an earlier
time, it belongs to the events of that time; and in spite of that it can still be present-athand now (Heidegger 1962). This reinforces the relevance of drawing upon their
family histories to inform their current being-in-the-world. Whilst many of the
relatives were deceased, it was apparent that they were a still a part of the young
women’s world. Their presence was felt regardless of physical presence, through
memories, photos, trinkets or shared stories. They draw on the past experiences of
other Dasein to inform their being-in-the-world and being-with.
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There is no boundary to the degree that young women feel this impact. It shapes the
lens through which they view past diagnoses and the experiences of their loved ones,
inhibits or strengthens their current approach to their being-in-the-world and frames
future possibilities in terms of risk opportunities. The past includes events in the
recent past (a few weeks ago) to older past events (occurring many years ago).
Regardless of the length of time that had passed, the intensity of the experiences
remained profound. These memories were significant to current being-in-the-world
and pivotal to who they were and the choices they made. Whilst it was difficult for
them to project forward to how these experiences would impact upon them in the
future, they perceived that it was an experience that would be ever-present. Choices
they make about having children, getting married, looking after their own health, the
what ifs and facing their eventual death were all contemplated within the temporal
context of their experiences. All acknowledged that cancer had become such a central
component of who they were that they could not perceive a time where it would no
longer be a part of their being-in-the-world. Whether projecting back to what has
been, contemplating the present or projecting towards the future, cancer was an
element of Being. This was particularly the case when the familial experience
involved the mother. Within and separate to the cancer experience the
mother/daughter relationship is powerful. This relationship was perceived as being the
most influential being-with relationship and impacts on this being-with significantly
altered being-in-the-world.
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Chapter 10 Discussion of findings within the context of the
literature and Heideggerian analysis

Breast cancer doesn't care how old you are, what you do for a living or whether you
are a mother or not. It can, and does affect us all. (Lupton and Tulloch 2002)

This chapter builds upon the previous three results chapters which have demonstrated
the familial cancer experiences of the participants, using their own words and stories,
and re-authored by me. It also builds upon the preceding Heideggerian analysis
chapter which, in reflection upon the study findings, offers insight into the complex
and temporal nature of the familial breast cancer experience. It revealed how cancer
uniquely affects each individual’s Being-in-the-World and in particular, their Beingwith.

A discussion locating the findings of this study within the context of extant breast
cancer literature and Heideggerian interpretation is presented in this chapter.
Contextual links and comparisons have been made within cancer and illness literature
to illustrate key findings and demonstrate subsequent knowledge and understanding of
the topic. The discussion is presented under the same subheadings as the literature
review: risk, experience and impact.

Risk
There are clear medical classifications for allocating women into categories of cancer
risk based upon personal and familial histories (McPherson, Steel et al. 2000;
Zografos, Panou et al. 2004; McPherson, Steel et al. 2006; American Cancer Society
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2009; Westmead Breast Cancer Institute 2010; American Cancer Society 2011).
When I was writing the inclusion and exclusion criteria for recruitment I made the
decision that I did not want to limit participants to only those who met the medical
definition of high risk. This proved to be an important decision. I recruited women
who defined themselves as at increased risk, and discovered that this perceived threat
had little to do with medical classifications.

One of the most important points made in the literature review was that medical
perspectives of risk do not always correlate with lay perspectives. The table below
(Table 10.1) outlines key risk thought processes and acknowledges that heuristics
were important to the women within this study.
I am the same or different to my mother (or the person diagnosed)
 I look the same; when I look in the mirror I see my mother looking back
 I have the same personality
 We share characteristics that increase our risk
 Genetic similarity
My mother died or my mother survived
 Survival as cause for cautious optimism
 Death as confirmation of severity and mortality
I have this many (insert number) family members diagnosed in my family
 Lower numbers provide safety and reassurance that it is not genetic
 Higher numbers create feelings of inevitability and fate
Body and breasts as a threat
 Any sign of illness, whether in the breast or not, is seen as cancer
 Body as a ticking time bomb
Not if, when
 Life is lived in the context of waiting for a diagnosis to happen
 Uncertainty is experienced in not knowing when they or other family members will be
diagnosed
Narratives (family, friends, community) most import source of cancer context
 Informs cancer understanding and perceptions
 Provides indication of who will be diagnosed
 Experience (family and community), stories and exposure to cancer reality create a sense
of familiarity and normality
Fear
 Associated with the word cancer
 Fear for self in terms of possible diagnoses
 Fear for family members
Statistics and epidemiological data are not strongly linked with perception of risk
 Are secondary to familial narrative influences
 Some women actively reject medical notions of risk

Table 10.1 Lay perspectives of familial cancer risk
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This table represents the stories of the women presented in the three previous results
chapters (Chapters 6-8). It clearly demonstrates the temporal distinction of past
impacts (similarity to mother, family narrative, survival/death and family members
diagnosed), present impacts (fear and body/breasts as threat) and future risk (fear,
uncertainty about when a diagnosis will happen). This demonstrates the importance of
the familial experience in the formation of risk perceptions for women experiencing
familial breast cancer.

Medical perceptions of risk are largely based upon the epidemiological likelihood of
diagnosis and causation (Hayes 1991; Bottorff, Ratner et al. 1998; Leventhal, Kelly et
al. 1999). Professionals apply technical estimates to individuals to inform risk
identification and management. What this research has demonstrated, like others
(Bottorff, Ratner et al. 1998; Joffe 2003; Botterill and Mazor 2004; Claasen,
Henneman et al. 2010), is that lay people define risk differently. For the women in
this study, risk is not just a generic statistic, but something that imbues great fear and
anxiety, for themselves and their family. Risk is in fact confirmation of their
vulnerability to cancer and awareness of the inevitability of death. Whilst women’s
assessment of risk is often portrayed as inaccurate and biased (Lerman, Kash et al.
1994; Black, Nease et al. 1995; Epstein, Lin et al. 1997; Rowe, Montgomery et al.
2005). Table 10.1 shows that it is not a lack of knowledge, but rather a different set of
criteria that imbues risk for these women.

When medical assessment of risk is obtained, young women ultimately fall back upon
their own experiences to reinforce, or even contradict, their medical assessment
(Schmidt 2004; Joffee 2003; Walter, Emery et.al. 2004) Their similarity to their
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mother, the relevance of family narratives, the outcome of their mother’s illness and
how they view themselves and their bodies are examples of more pertinent heuristic
factors. Whilst this can cause increased perceptions of risk, labelling these personal
assessments of risk as wrong is not an effective approach to reducing cancer related
worry (Kleinman 1988; Keogh, McClaren et.al 2011). Risk ultimately becomes
central to their Being-in-the-world and their perception of self in a way that becomes
intrinsic to their Being. Awareness and incorporation of risk becomes fundamental to
young women’s way of viewing and understanding themselves and the world. Cancer
becomes a risk that pervades not only how they see themselves as vulnerable but also
how all aspects of their current and future lives are shaped around the threat of cancer,
including responding to health issues, roles within the home, the choice to have a
family and general well-being. To communicate risk effectively that is relevant to
young women it needs to be framed in a way that acknowledges the importance of
personal and familial related factors rather than focussing on obtaining compliance
with the medical model of risk.

Medical classifications are relatively insignificant, except in the case of confirmed
genetic mutations, as this reinforces the idea of breast cancer as fate or unavoidable.
But even this genetic experience is contemplated within a familial context and
rejected if it is not consistent with the familial notion of risk. Most if not all
understandings of risk and cancer are built upon relationships with people who have
been affected by cancer (Walter and Emery 2005; Salant and Gehlert 2008; Mellon,
Janisse et.al. 2009; Bennett, Parsons et.al 2010). If cancer is present in a woman’s
family but no genetic link is found, women will refer back to their heuristics (affect
and availability) to form the risk judgment (Joffe 2003; Jackson, Allum et.al 2006).
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The telling of stories, vicarious experiences of illness and sense of similarity between
family members needs to be recognised as strong indicators for risk assessments. In
this way, lay perspective of risk can be defined as the experiential assessment of
similarity and relevance. The affect and availability heuristics have relevance here,
but do not fully explain the complex familial nature of risk in young women’s lives.

As such, the women in this study utilised affect and availability heuristics, but within
the broader context of their experiences. It might be more accurate to broaden these
heuristics to include abandonment and acculturation. By using these terms, I am not
incorporating their traditional meaning, but drawing on their implications within a risk
culture. Abandonment can be understood through not only the implied meaning of
feeling abandoned in the absence of their mother, but also being abandoned by a
world that previously provided safety and predictability. It is cruelly ironic that the
person who would traditionally give these women reassurance about their ability to
cope with this new world – their mother – is transformed by cancer and/or death into a
kind of signpost of the uncanniness of their new way of Being, an emblem of what is
wrong rather than a support for making it right. These women’s lives are centralised
around their mothers, and her physical and emotional absence in their lives has
profound implications for their everyday Being, such as having emotional support, a
confidant, a carer and the way they view and exist within their world. They are
thrown into a world that is new and threatening, where they have to create a new way
of Being within a risk culture. This thrownness in itself characterises another heuristic
that I have terms acculturation. By using the term acculturation, I am referring to
these young women’s attempts to understand and incorporate their new risk culture
into an acceptable lived reality. When these women cannot successfully adjust and
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incorporate this new culture into their Being, their world becomes uncanny;
unheimlichkeit becomes central in their worlds. To fully and authentically accept this
new risk culture is to recreate the world in light of the realisation of risk.

Experience
As presented in the previous section, risk is central to young women’s experiences of
familial breast cancer. Consequently, this section will focus predominantly on the role
of family within these experiences, as this was central to all the young women’s
stories.

Importance of familial context
Family is the principal source of experience, knowledge and beliefs about both cancer
and identity (Walter and Emery 2005; Salant and Gehlert 2008; Mellon, Janisse et al.
2009; Bennett, Parsons et al. 2010). The familial cancer experience is largely lived
and interpreted within a family context, and not just from the individual patient’s
perspective. No aspect of the experiences of the young women in this study was
discussed without reference to the familial unit. This study has emphasised that family
are influential in three temporal dimensions. The relatives of the past construct the
family history and narrative which combines with young women’s current Being-with
and Being-in-the-world to construct present and future possibilities and choices (for
themselves and future generations). Additionally, while it defines future choices, it
also limits them. Young women make decisions, for example about whether they will
have children, based on risk. The likelihood of passing a genetic mutation on, or of
their children having to watch their premature death, creates guilt and fear that is
significant enough to close this off as a future possibility.

209

Vicarious experiences of cancer can similarly affect the community within rural
contexts Place and space are important within the context of familial breast cancer.
Rural communities bring with them a closeness and sense of community that is often
not experienced in large cities. Consequently, when someone is diagnosed in a small
town, the community is aware and involved in the process and feels the impact. Small
communities can also have active narratives of cancer. For example, one of the
women in this study spoke of a woman who had been diagnosed with cancer in the
community who consequently ‘dropped dead in the middle of the main street’. Whilst
not everyone in the town would know this woman personally, when trying to
conceptualise cancer, this was a common heuristic, not medical statistics.

Whilst Being-with relationships play a significant role in familial breast cancer, it is
Being-without that can be severely detrimental to these young women. As I illustrated
in the previous chapter, Heidegger’s notion of Being-without illustrates how absences
during the familial experience are profoundly felt by the daughters. Being separated
from their mothers through treatment or death meant that the women felt disconnected
from the most important person in their lives. It increased their sense of
unheimlichkeit and intensified the illness experience. The rural context makes this
even more problematic as extensive travel is a given in cancer experiences. Treatment
related travel requires families to be separated for extensive periods of time
(FitzGerald, Pearson et.al. 2001). Daughters experience pressure and conflict between
the expectation to remain in normal roles (such as school), and wanting to be with
their mothers. Daughters base their sense of self and normality on their mothers being
present in their lives and home. This absence, whether permanent or not, alters young

210

women’s worlds and future trajectories. This emphasises the professional’s need to be
aware that they are working with a family unit, not just an individual patient.

Knowledge sharing and support within families is ever-present in the lives of the
participants, suggesting that this influence continues across time; it is temporal and
not just of importance when developing risk perceptions or at times of diagnosis. As
highlighted in the literature review, the cancer experience itself forms a temporal
thread that runs through family narratives of hereditary disease, ultimately creating a
link between past experiences and current understanding of familial breast cancer and
beliefs about risk and vulnerability (Werner-Lin 2008). The cancer is transformed
from a faceless disease with no personal meaning, to a significant threat, creating a
personal and familial sense of vulnerability (Chalmers and Thomson 1996; Chalmers
and Thomson 1996; Kenen, Ardern-Jones et al. 2003; Mcallister 2003; d'AgincourtCanning 2005; Mellon, Berry-Bobovski et al. 2006; Mellon, Gold et al. 2008). This
illness legacy gets passed on from one generation to the next (Werner-Lin 2008), and
women become accustomed to cancer being in their worlds. Cancer still causes fear
and pain; particularly when it crosses generational lines. However, it also gets
transformed into a representation of normality. Interestingly, it creates what could be
termed a disease-wellness dynamic, where the healthy body is viewed as abnormal
and creates a different experience of anxiety. Thus a diagnosis occurring becomes the
consistent ‘normal’ in their lives, which ultimately shapes the way women experience
risk. This is in direct conflict with common medical definitions of health and illness,
which might explain the tension between medical and lay perspectives, much like the
tension surrounding risk.
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Uncertainty
Cancer risk is linked strongly to uncertainty and encompasses multiple aspects that
are supported within the literature: not knowing if or when they might get cancer;
dealing with cancer surveillance or risk reduction options; and for those diagnosed,
uncertainty about whether they are in remission or if their cancer will reoccur
(Hamilton, Williams et al. 2009). Uncertainty is particularly common in familial
cancer (Murphy 1999; Puterman and Cadell 2008). This can be in relation to
participants own risk or the likelihood of reoccurrence and death of their mothers. To
this extent it makes sense that many women who have grown up within a family
history of breast cancer can experience a certain degree of relief when they receive a
diagnosis of breast cancer. For many, it means the difference between facing it and
doing what is needed to survive, rather than living under a dark cloud of fear and
uncertainty (Clements, Henderson et al. 2008).

Risk, therefore, alters the way that these women see their bodies and exist in their
worlds. This study has illustrated how having a family history reinforces that there are
no certainties and that it is important to make the most of your life. It is difficult for
these young women to find ways of decreasing their feelings of anxiety and
unheimlichkeit as their worlds no longer seem safe or logical. These are feelings that
are temporal and vary throughout life stages and experience. Health status, life stage
and significant events can alter the experience of uncertainty. Regardless, it is always
present in the background of average everydayness.
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Unheimlichkeit
Whilst the experience of cancer within families can start to represent normality, the
impact that it has on age related societal norms and expectations provokes feelings of
alienation and untimeliness for young women. This untimeliness affects all aspects of
life – from relationships with friends through to self-perception. This has severe
implications for young women feeling support and included in their Being-in-theWorld. If they can no longer connect with their peers due to a dissimilar view of the
world, this intensifies their feelings of unheimlichkiet. The majority of support groups
focus on providing support for women who have had a personal diagnosis. But there
is a significant gap in services for young women experiencing familial cancer.
Hearing about and being involved in support groups for women with a diagnosis only
serves to intensify fear and isolation. Without appropriate services and care for this
group of women, their health and well-being suffers.

It also creates disparity between genetic age and perceived maturity. KirkpatrickJohnson and Mollborn (2009) posit that an altered self-perception that is not
congruent with physical age might be due to a combination of three factors: earlier
timing of entry into age-graded roles, earlier assumption of responsibilities, and
expectations for a shorter life span. All of these explanations have some merit when
considering the experiences of the women in this study. Many participants had grown
to appreciate their new responsibility around the home, suggesting that daughters feel
pride that they are able to contribute and be there for their families. Feeling needed by
and supportive of their family, becomes an important component of their Being-with.
While these aspects of maturity were important it is necessary to note that it can be a
double edged sword. It also has implications for the ability of daughters to engage and
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create important Being-with relationships with peers. It is a limiting factor that
inhibits inclusion and control, and distorts life goals.

Roles that individuals take on give meaning and value to life and foster a sense of
belonging and contribution (Fitch 1999). Whether due to a choice being made by
daughters, or an expectation of other family members, the role that daughters take on
within a household changes. A dichotomy occurs between normal role expectations of
daughters (such as schooling), and the need to take on more responsibility around the
home. As I identified in the literature review, daughters can be expected to take on the
role of substitute mother and wife (Pill and Zabin 1997; Lenhardt and McCourt 2000;
Oktay 2004; Davey, Gulish et al. 2005; Meyerowitz 2005; Burles 2006; Grabiak,
Bender et al. 2007; Schultz 2007; Kim, Wellisch et al. 2008; Puterman and Cadell
2008), which significantly affects their sense of self. The current study demonstrated
that role changes occurred in most cases and were a way for the women to regain
some control and to feel useful.

This study also illustrates the importance of inclusion in the familial cancer
experience. Some relatives try to protect children and adolescents from the hurtful
realities of cancer by not talking about the cancer experience (Chalmers and Thomson
1996; Mellon, Berry-Bobovski et al. 2006; Ribbens McCarthy 2007). But being left
out of the cancer experience can result in feelings of anger, betrayal, unpreparedness
and rejection (Spira and Kenemore 2000; Ribbens McCarthy 2007). Within the
familial cancer context, this study highlights how daughters view inclusion as
important. It also provides a sense of control, preparedness and understanding that in
turn decreases anxiety, preserves hope, promotes adaptation, and encourages accurate
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risk perceptions (Chalmers and Thomson 1996; Appleton, Fry et al. 2000). Consensus
from young women experiencing familial breast cancer is that explicit inclusion
facilitates coping. Knowledge is power and by withholding this knowledge, fear and
uncertainty can become overwhelming. Inclusion allowed the women to form a
judgement about cancer in their worlds, and thus created a temporal context for risk
and illness in their worlds. There is a lack of understanding and consensus regarding
what an appropriate level of inclusion is for children. Clearer understandings are
required to ensure young women can process and understand the role that cancer has
had in their Being-in-the-World.
Impact
Care for self
The young women in this study had sound knowledge of the breast cancer
implications for their family, and what they should be doing to manage their own risk.
Despite this awareness, many of the women, even those who stated experiencing high
levels of worry, did not follow recommended early detection guidelines. It was
common for the women to report sporadic breast self-examinations at best. According
to the Health Belief model, a person’s readiness to undertake a health action is
determined by four main factors: perceived susceptibility to the disease, perceived
seriousness of the disease, perceived benefits of the health action and perceived
barriers to performing the action (Nutbeam and Harris 2004: 10; Marks, Murray et al.
2005: 199). In a recent study (Johnson 2006) of women with no experiences of breast
cancer it was concluded that they did not feel susceptible to breast cancer and
consequently were not aware of or undertaking any preventative health actions. This
was the same conclusion that was drawn by Brain and Norman (2005) but they further
concluded that young women with a family history of breast cancer have greater
levels of worry and anxiety, and that this increased worry and anxiety is transformed
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into increased utilisation of BSE and other health promoting techniques. The findings
of my study in the context of this model would imply that the anxiety experienced as a
result of undertaking breast self-care presents both barriers and facilitators to breast
self-care behaviours. There are many health promotion campaigns that teach women
how to do self-examinations, but knowledge is not the problem with this group of
women.

Despite this awareness of health messages regarding the benefit or regular breast selfexamination, many women choose not to follow these guidelines (Burles 2006; Fry
and Prentice-Dunn 2006; Johnson 2006; Burak and Boone 2008; Johnson and
Dickson-Swift 2008; Bozo, Tunca et al. 2009). As well as the complex reasons stated
above, what this reinforces is that a vicarious experience of breast cancer does not
always transfer into a focus on the self. The young women all stated that what was
happening in their families was about their mothers, and did not cause them to
immediately apply these experiences to themselves in terms of risk or behaviour
modification.

Participants’ sense of age as protective may also be problematic through the reduced
effectiveness of health promotion messages around breast health. The concept of
Homophily may add further insight into this discussion. Homophily refers to the
tendency of social contacts to be similar to each other, and has been linked to health
behaviours (Prinstein, Boergers et al. 2001; Wang, Walther et al. 2008; Centola 2011;
van der Leij 2011). The assumption is that people form a bond mostly with others of
the same age, gender, race, attributes and behaviours as others, and this is a primary
channel for the spread of health behaviours (Centola 2011; van der Leij 2011). This is
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problematic for the group of young women in this study for two key reasons. As
already noted, there are key risks and health messages regarding breast cancer and
risk. Predominantly, these messages are aimed at women who are different from the
women in this study, by age, risk factors and access to services. As such, this can
create a disconnect for these women when observing these messages. It also creates a
sense of isolation for these women. If people maintain social contact with others who
are similar to them, and this is a pathway for health messages and behaviour, then this
is a significant barrier for the young women in this study. Due to rural context, and
familial experience of breast cancer, these women are isolated from others. They no
longer fit into their peer groups, and have difficulty locating others who have been
through similar experiences. Thus it would make sense to conclude that health and
cancer narratives and behaviours are not being established in this group of women and
that due to a lack of perceived relevance of the messages, health behaviours are not
being established and reinforced. The motivation behind the adoption or avoidance of
methods, such as breast self-examination, may be more complicated than existing
studies indicate.

It has been proposed that there are five key ways that people deal with their family
histories of illness:


Fatalism - I know one day it will happen so why bother?



Denial – I don’t want to know anything about it, I just want to move on,



Anxiety - conducting BSE every day to reduce anxiety and feeling anxious at
any sign of illness),



Increased requests for screening – providing reassurance of not finding
anything, and
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Searching for information and demanding testing
(Murphy 1999).

This provides a more nuanced explanation and reinforces how the lived reality of
familial cancer varies from person to person. The young women in this study had both
similarities and differences within the elements of their cancer experiences. Even
those who had had very similar experiences had reactions that were not necessarily
the same and within the participants in the current study, all of the above five key
reactions were represented. This again highlights the profound implications of
heuristics as a system of making meaning out of experiences. If we again draw upon
the heuristics stated earlier (Affect, Availability, Abandonment and Acculturation)
these can offer further insight into the relevance of self-care for these young women.

Reality of death
The realisation that cancer and death were part of young women’s lives (mortality
salience) strongly influences the way that they chose to live. Some discovered
newfound importance in embracing every moment, and others wanted to live life not
thinking about the ‘what if’s’(Taylor, Lichtman et al. 1984; Widera-Wysoczanska
1999; Appleton, Fry et al. 2000; Little and Sayers 2004; Ribbens McCarthy 2007;
Sarenmalm, Thoren-Jonsson et al. 2009).. This was a significant finding of this
research and one that indicates how life-changing death-awareness can be. It was
interesting that many women reported that their cancer experiences had brought an
increased awareness of their own possible death and the importance of making the
most of every moment (Germino, Fife et al. 1995). Although this could be somewhat
expected of the participants who had a personal diagnosis, it was intriguing to note
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that the same effect was reported by most of the women. The familial cancer
experience appeared to have brought with it both vicarious trauma and understanding
of the fragility of life. It altered their approach to their lives, opportunities and
relationships, often resulting in feelings of urgency about achieving many of life’s
significant moments earlier than expected (Taylor, Lichtman et al. 1984; Germino,
Fife et al. 1995; Appleton, Fry et al. 2000; Sanders, Campbell et al. 2003; Neimeyer
2005; Ribbens McCarthy 2007; Schultz 2007; Roing, Hirsch et al. 2009).

Associated with mortality salience is a two-fold sense of mourning: mourning for the
loss of their mother and mourning for missed opportunities and experiences
(mourning for the might-have-beens) (Oberhofer 1990; Schultz 2007; Cait 2008).
Happy events such as graduations, Christmas, birthdays, and weddings become tinged
by sadness and unfairness. To alleviate this grief, young women identified with
characteristics shared with their mothers, so they could still carry part of her with
them; whether through personality traits, physical characteristics, choosing similar
careers or maintaining values and beliefs (Meyerowitz 2005; Sussillo 2005;
Neimeyer, Baldwin et al. 2006; Schultz 2007; Cait 2008). The importance of
keepsakes has also been identified, stating that connections could be maintained
through having keepsakes near at hand when they felt the need to connect with their
mothers (Sussillo 2005; Neimeyer, Baldwin et al. 2006; Cait 2008). This highlights
how a sense of connection to their mothers can play a contradictory role. On one had
it can infer cancer risk, and on the other, it is a source of comfort that allows an
altered Being-with. It reinforces that young women cannot imagine or exist in their
worlds without the presence of their mothers. By creating an altered Being-with, the
women are ultimately affecting what I have proposed previously to be the
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Abandonment heuristic, to create a world where the experience the intensity of the
abandonment experience is lessened.

What this chapter has demonstrated is that there are key areas and experiences of
young women’s familial cancer reality that make it unique, and ultimately
detrimental. Risk plays a significant and multifaceted role in women’s lives, all the
while contradicting medical conceptions. One of the most pertinent of these is the use
of heuristics (Affect, Availability, Abandonment and Acculturation) as a way of
making sense of their lived reality, and within all of these, the importance of family is
central. Overall, what the familial cancer experience imbues is a significant feeling of
uncertainty, unheimlichkeit and mortality salience. Consequently, these experiences
and realities then inform care for self, which has little to do with knowledge, and
more to do with their perception of illness, risk and future possibilities. It has
highlighted the importance of recognising these women’s experiences as worthy of
recognition and support, regardless of whether they have a personal diagnosis or not.
The following chapter will build upon these points to make recommendations for
future practice, policy and research.
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Chapter 11 Conclusion & Recommendations
A breast cancer diagnosis has an array of significant implications for mothers and
daughters, some of which continue well beyond the completion of acute care.
Recognising that mothers and daughters’ family roles, responsibilities, and
relationships are affected to some extent by the breast cancer experience will help to
improve the types of support offered to women in the future. (Burles 2006:ii)

I have learnt a lot about my participants’ experiences of familial breast cancer, as well
as recognising that my life has been influenced too. Familial cancer impacts on
daughters might be under-recognised in research and service provision, but it is both
unique and problematic. From the medical perspective, it makes sense for the majority
of medical, social and media attention to be directed at women who have the highest
risk. Whilst I am not disputing this, it is clear that young women with family histories
of breast cancer need to also have their concerns and needs recognised and addressed.
This experience is profound and life changing and no one walks away unaffected.
This has important implications for policy, health promotion practice and research.

Key findings
This research has undoubtedly reinforced the argument that there is a significant gap
in the literature, knowledge, services and care provision to understand and meet the
needs of young women experiencing familial breast cancer. What these young women
shared with me took courage and re-immersion into a time of their lives that exposed
them to life, illness, fear and grief. Their words provide an intimate window that
allows their lives and who they are to be understood. Lessons can be learnt from their
stories and are utilised to inform the recommendations below.
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Risk
The cancer world is one that is no longer viewed as safe, but as uncertain and risky.
Young women live life waiting for the next diagnosis, waiting for their turn. Norms
such as getting married and having children are questioned or avoided out of fear of
the ‘what ifs’. Everything becomes uncertain; their health, their risk and what could
happen to the people they love, whether now or in the future. These doubt cloud the
moments of enjoyment in life and everything revolves around the presence of cancer
and risk in their lives. What these young women have emphasised is that their Beingin-the-World, their existence, is shaped by the context of risk, lived experiences and
temporal impacts. All of which are felt and understood within the familial paradigm.

Whilst the medical model is still a dominant way of viewing health, it has little
relevance within these young women’s worlds. A key finding of this study was to
locate women’s perceptions and experience of risk within a familial and experiential
context, as opposed to medical. Women will ultimately give power to their familial
experience above all else, even if it means rejecting medical classifications of risk.
The importance of heuristics (Affect, Availability, Abandonment and Acculturation)
in shaping risk assessments cannot be underestimated. They are key to how women
understand and incorporate their risk into their Being-in-the-World and this needs to
be recognised by medical and health professionals.

Experience
It is problematic for medical and health professionals to treat cancer patients in
separation from the family unit. Whilst the patient needs medical treatment, the family
also has needs that should be recognised. It is through Being-with and Being-without
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that the impacts of familial breast cancer are experienced by daughters. These
relationships, particularly in a rural setting, are essential to the well-being and identity
of the daughters and consequently have both positive and negative impacts. Loved
ones form the past that is drawn upon to reflect perceptions of risk; they are the lens
through which resilience and death are observed; they are the support that is drawn on
in the most difficult times and they are the people who are mourned in loss. They are
central to the familial cancer experience.

Uncertainty also has a profound role in how familial cancer is experienced. These
young women have no certainty about who will next be diagnosed, what their risk is,
if they will be diagnosed and if they or their loved ones will die from this disease.
Every day is haunted by the ‘what ifs’ and generic events and circumstances are
interpreted with fear. Their world, their families and their sense of self become
unreliable within this context.

A further lived reality is the isolation of these young women; their sense of
unheimlichkeit. They are faced with a paradox where their identity is no longer
consistent with that of their peers or their genetic age. They have very little
opportunity to form Being-with relationships with other women in the same situation.
The world becomes alien to anyone outside looking in and their sense of normality is
disfigured. Familial cancer creates an altered world in which cancer is expected. In
contrast to the general population, it is the absence of cancer diagnoses that can create
a sense of abnormality and anxiety.
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Impact
Self-care is a key element complicated by familial breast cancer. It is generally
assumed that knowledge is correlated with behaviour, and that women not utilising
self-care techniques must not understand why it is necessary or how to do it. What
this study emphasises strongly is that this is not the case. Knowledge was present in
all cases, but did not translate into action due to factors such as heuristics and
homophily.

Mortality salience comprises a significant role in young women’s lives. They
experience a clarity that elucidates what is important and this is something they grew
to appreciate. If life is short, they are glad that they have been shown what is
significant and been given the chance to embrace it. Ultimately, this can be a double
edged sword, as whilst it is beneficial to be able to gain this powerful perspective on
life it can also be limiting. It can create a sense of urgency and fate that pervades all
aspects of life.

Recommendations
In light of the insight that has been gained from exploring young women’s
experiences of familial breast cancer, there are recommendations for both research
and practice that would address the issues identified within this study.

Research
There remains to be a significant lack of understanding of the lived experience of
familial breast cancer. The detail of how young women experience familial cancer,
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incorporate risk into their lives and adjust to the temporal impacts would benefit from
further exploration.

Additional research to gain further understanding of familial breast cancer is needed.
This study has provided insight into the experience of familial breast cancer in rural
women but further investigation of this topic could offer more insight. Studies
investigating whether this is consistent across different familial cancers, or whether
there is a gender difference for sons (as this is just as significantly under-researched as
young women’s experiences and could influence their future roles as husbands,
fathers and brothers), would benefit from the creation and implementation of
appropriate familial resources and services. It would, similarly, be interesting to note
the impact of cultural differences as they could significantly alter the family narratives
and perspectives of health and medical risk.

Policy and Practice
For public health policy and practice this study makes it clear that consideration needs
to be made for those who are affected by familial cancer. A distinction between those
diagnosed and those suffering the consequences of familial cancer would assist in
ensuring all needs are sufficiently met. The presence or absence of family history has
a profound impact on whether risk perception is present and to what degree it is
experienced. If health promotion messages or interactions with health professionals
do not support this, young women are less likely to take on board their advice. As
such, it is recommended that health interactions with women from breast cancer
families include conversations about family context, rather than placing the focus
purely on medical criteria.
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There also needs to be awareness and appreciation of the dichotomy between medical
and lay perceptions of risk. The role of experience and heuristics for the lay
population cannot be disregarded as it is clear that women will not comply with
medical assessments of risk if it contradictory to their lived experience. Rather than
being seen as contradictory assessments of risk, it would be beneficial to develop an
approach to risk that is inclusive and respectful of both perspectives.

Services need to be offered that provide support and information to this unique group
of women. Many of them struggle to find other women in similar situations and,
additionally, struggle to find services that are not targeted at those with a diagnosis.
To address the significant feelings of abnormality and isolation, it would be necessary
to provide sufficient physical or online services that focus on the specific needs of this
group of women.

Postscript
Family and friends were worried about me doing this research; worried about the
emotional impact that it was going to have and that the memories I had worked so
hard to bury might resurface. Admittedly, this was a concern that I shared. I thought
that I had distance because it had been 10 years since my mother had passed away. I
thought I had worked through the issues that my family history had presented me. In
some ways this was true. When all of this first happened in my family I could not see
a way through. I struggled through every day and went through some very dark times;
times I was not sure I would come through. I did make it through and focussed on
using my experiences to motivate and encourage me to do something important with
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my life. Something that would help women going through familial cancer and
something that would make my mother proud.

Throughout the journey of my candidature I have come to reflect on my own
experiences differently. In an attempt to do my participant’s stories justice, I have
inadvertently come to realise the trajectory and implicit meaning behind one of the
core experiences of life. Developing and understanding the roles of risk, heuristics
and phenomenological interpretation provided insight into my own lived experiences.
It provided an academic and theoretical perspective on an emotional lived experience.

Just prior to submitting my first draft of this thesis I had to take time off to care for
my grandparents. For me, this reinforced how prevalent the familial cancer experience
was in my life. Although the daily pain had eased and I had grown to accept my own
Being-in-the-World, this reinforced for me that I would never be unaffected by my
experiences. The role I had to play for my grandparents was the role that my mother
would have played. When I help them with chores, or cook them meals, or take them
shopping, I am not just playing the role of their granddaughter. I am representing my
mother. They gain comfort from the fact that I remind them of her and I gain comfort
from being able to help. This does not seem foreign to me. It is my responsibility and
it is just one example of how ingrained the cancer experience has become in my life.

What I have learned from my own experiences, and that of my family, is that it is not
possible to avoid our family histories. We cannot dictate the way our lives unfold, but
we can choose the way that it affects us. Some women cannot escape the fear and
possibility of cancer in their lives, others choose to minimise its daily impact.
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Regardless, it is clear that our ability to manage our grief is strongly influenced by our
Being-with. I am lucky to have the family I do, and to receive the support that I
needed to work through my grief. But grief is not temporary. I live every day in the
shadow of my mother’s death. I will never forget, but I can still embrace my life and
the fact that she lives on as part of me. After all, I am, and always will be, my
mother’s daughter.
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Appendix B – Consent Form

CONSENT FORM
Project Title: A study of young rural women and breast cancer risk
Research Team:
Ms Nicole Johnson
(PhD candidate)
Dr Jon Willis
(Principal Supervisor)
Dr Virginia Dickson-Swift (Associate Supervisor)
Dr Jan Pascal
(Associate Supervisor)
FHEC number: FHEC08/57
I have read and understood the information provided by the researcher about this project, and any
questions I have asked have been answered to my satisfaction.
I agree to participate in this project by way of being interviewed and audio taped/participating in an
online focus group. I realise I may withdraw at any time without prejudice to myself. If I withdraw, I
can request that no data arising from my participation be used, up to four (4) weeks following the
completion of my participation in the research.
I agree that the research data collected for the project may be published on the condition that my name
is not used and that I cannot be identified in any other way.
A copy of this consent form and the information sheet for this project has been provided to me.
Name of Participant

……………………….

Signature

……………………….

Date

I have explained the project to the participant and consider that they understand what is involved.
Name of Researcher

……………………….

Signature

……………………….

Date

Please tick the box (and provide personal details and preference for method of contact) if you
agree to the researcher contacting you in a couple of days to follow up on how you are feeling
after the interview
[ ] Yes
[ ] No

Ph:

Email:

Would you like a copy of the results to be sent to you at the completion of this research?
[ ]Yes (please provide address details)
[ ]No
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Appendix C – Information Sheet

A study of young rural women and breast cancer risk
Research Team:
Ms Nicole Johnson
(PhD candidate)
Dr Jon Willis
(Principal Supervisor)
Dr Virginia Dickson-Swift (Associate Supervisor)
Dr Jan Pascal
(Associate Supervisor)
Background of the study
Thank-you for expressing interest in being involved in this study. I am a Public Health PhD student at
La Trobe University Bendigo campus. The aim of this research is to explore what it means to young
rural women to have experiences of familial breast cancer and increased perceptions of risk. This is a
very important area for research as there is very little known about this topic and I am keen to bring
some attention to this issue and to gain an insight from the perspective of those who know it best; those
experiencing it.
What I would like you to do
As part of this study I will be interviewing young women who have experienced familial breast cancer,
and who may perceive themselves to be at increased risk, from the rural areas of Victoria. If you agree
to participate in this study, I would like to interview you for approximately an hour, at a time and place
that is convenient for you. In these interviews we will discuss your experience of being a young woman
with a family history of breast cancer.
Confidentiality
All interviews will be treated with complete confidentiality. Your name will not appear on any
transcripts, nor will you be identifiable in the overall findings and report. All transcript material will be
stored in a locked filing cabinet or password secured computer.
Voluntary participation
Your participation in the study is voluntary and you may withdraw consent at any time without
prejudice to yourself. You can request that no data arising from your participation be used, up to four
(4) weeks following the completion of your participation in the research.
The interview may be stopped at any time that you feel you need it to be. Should you become upset by
anything we discuss I will provide initial support. Referral to further support such as counselling or the
Cancer Council information services will be provided if appropriate.
The benefits of your participation
Breast cancer and younger women is an area of which very little is known, especially around this issue
of feeling at increased risk and its impacts. Research around this area is vital to demonstrate that young
women are affected by breast cancer as well, even if it is not if the form of diagnosis. It is hope that
through research like this community, and public health awareness will be raised and this will result in
more attention being given to this topic and more resources, support and information being developed
and made available to all young women. A copy of the findings of this research can be made available
to you upon your request.
This research has ethical approval from the Human Faculty Human Ethics Committee, La Trobe
University, Bendigo. If you require further information about the study you may contact Nicole
Johnson on 5444 7818 in the first instance, or Dr Jon Willis on 5444 7590. If you have any complaints
about the way you have been treated during the study, or a query that the researcher or supervisor
cannot answer satisfactorily, you may contact:
The Secretary, Faculty Human Ethics Committee, Faculty of Health Sciences, La Trobe University,
Bundoora, Vic, 3083. Ph: (03) 9479 3573
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Appendix D – Interview Guide

1. Demographic Information
a. Age
b. Number of family members diagnosed
c. Career
d. Whether they were classified as high risk by themselves or a medical
professional
e. How they found out about the research
f. Reason for participating in research
2. Experiences of Breast Cancer
a. What are their experiences?
b. When they occurred (age of participant/age of diagnosed woman etc.)
c. What the relationship is between participant and person diagnosed
d. Impact on knowledge, perceptions and awareness
e. How did it make them feel?
f. How did they react (physically, emotionally etc.)
g. Do they feel their age influenced the experience?
h. How has that impacted or affected their lives (present and future)?
3. Risk perceptions:
a. How do you define risk?
b. What was the experience of being at risk?
c. What does breast cancer risk mean to you?
d. What does your risk mean to you?
e. What role does your age play in your reactions to these classifications?
f. What impact has this classification had on you (physically,
emotionally, psychologically) and your life?
4. Rural community
a. What does living in a rural community mean to you?
b. Do you think that living in a rural area made your experience different?
c. What breast cancer services and information have you had access to?
d. Were there any problems or difficulties accessing these services or
information?
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Appendix E – Recruitment Poster

A study of young rural women and
breast cancer risk
 Have women in your close family been diagnosed with
breast cancer?
 Have you been classified as high risk or do you feel at
increased risk for breast cancer?
 Do you live in a rural area of Victoria?
 Are you between 18 and 34, and willing to talk about
your experiences and feelings about breast cancer in
your family?
If so, please contact Nicole Johnson on 5444 7818 or
n.johnson@latrobe.edu.au
Participants will be requested to undertake an interview
which will take approximately a minimum of 1hr.
Your

participation

will

help

to

gain

a

greater

understanding of how experiences of familial breast
cancer affects young women and as such, help to develop
better breast cancer services and education for young
women.
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Appendix F – Letter to health services/women’s organisations
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Appendix G – Newspaper notices
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Appendix H – Journal articles and conference presentations
Young women’s experiences of familial breast cancer in non metropolitan
Victoria
(Loddon Mallee Allied Health Conference Presentation 2009)

Background:
There has been much research undertaken during previous decades that investigates
many different aspects of breast cancer, including; diagnosis, treatment and impacts
(physical, emotional, psychological) (Boehmke & Dickerson 2006: 1124; Brown et
al. 2007: 210; Friedlander & Thewes 2003: 372; Kroenke et al. 2004: 1850; Ogden
2004: 29; Vivar & McQueen 2005: 521). Despite this, there is a significant lack of
research that explores experiences of breast cancer for young women (whether in the
form of a personal diagnosis or a familial history). Specifically, very little is known
about what it means to young women to experience familial breast cancer in a non
metropolitan area, and how this affects their lives and futures. As a result, this is what
my research aims to explore.

It has been noted for quite some time now that people experience health and illness
differently depending on where they live, with those living in non metropolitan areas
often being reported to have worse health outcomes and more difficulties accessing
health services (Davis et al. 2003: 27; Mitchelle et al. 2006: 769; Speedy & Hase
2000: 208). This can also be seen in terms of breast cancer, as women experiencing
this in rural areas have been found to experience more difficulties and complications
(Collie et al. 2005: 902; Davis et al. 2003: 27; Girgis et al. 2000: 167). Although some
research has been undertaken in this area, I have been unable to locate research that
focuses on the experiences of those with family histories of breast cancer, those who
have not had a personal diagnosis but who are at increased risk, within the non
metropolitan community.

Method:
Through using a qualitative phenomenological approach (Blattner 2006; Heidegger
1962; Lemay & Pitts 1996; O'Leary 2004: 122; Streubert & Carpenter 2007: 77;
Watts 2001), I have currently interviewed 15 women, aged 18-34 with family
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histories of breast cancer, who are living in non metropolitan Victoria, to gain an
understanding of what this experience has been like for them and what some of the
key influencing factors, benefits and difficulties have been about going through their
experience within a non metropolitan community. These women have a variety of
different breast cancer experiences from one family member diagnosed, to ten
diagnosed, to personal diagnoses. They broadly sit within three sub groups within
cancer related concern; those who have minimal worry, those who are extremely
worried, and those who have lost their mothers.

Findings:
From the perspective of daughters who have had mothers or other loved ones
suffering from breast cancer, they could see many ways that living within a non
metropolitan community had influenced their experiences; both positively and
negatively. They told of the difficulties of being separated from their mothers’ during
the treatment process; what they felt was the most difficult aspect of the whole
experience. Not only did this result in them feeling isolated, alone and confused about
what was happening, and if their mother would even come home, but it also brought
with it added complications and confusions within the home environment. Increased
responsibilities within the running of the home and the care of siblings increased the
difficulties already being experienced. They reported feeling isolated from peers, not
being able to access services or people that would understand what they were
experiencing, and services that were offered being too far away and inaccessible
because they didn’t have a license. They also mentioned that it was hard to escape
what was happening; wherever they went and whatever they did more often then not
someone would come up to them and want to know what was happening with their
mother. Regardless of this, some of the participants also perceived that there were
benefits to residing in a small town; the felt supported by the community. They knew
that in a small town news spreads fast and so most people were aware of the
difficulties that they were facing and were eager to offer their assistance. It also meant
that more often than not friends and family members were close by as well to help
with the running of the house and offer support. In some cases, these things offered
reassurance that they were not alone, and help was there if they wanted it.
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Within this study, I also spoke to women who had experienced a personal diagnosis or
who were going through the process of genetic testing; both of which required
extensive travel to metropolitan areas. They spoke of many difficulties associated
with this travel, some of which were things that the daughters spoke about as well.
For these women, not only was the idea of battling breast cancer something that was
causing them distress but they also had to deal with the idea of regular travel, of
leaving the family structure, and the associated ‘causes and difficulties. Travelling for
treatment was never seen as a simple thing, on top of anxiety about the treatment
these women had to contend with additional difficulties of arranging child care,
partners getting off time from work, getting to appointments on time, dealing with
travel and accommodation in the city and so forth. Although community support was
often seen as beneficial, participants also mentioned that on occasion, living in a small
town where everyone knew everyone else’s business could be quite smothering;
women reported times of just needing to be distanced from what was happening. They
also struggled when it came to finding age, and need, appropriate services within their
town, or even the presence of other women experiencing the same thing, as being so
young they did not fit the ‘normal’ representation of breast cancer in their community.

As with the daughters, these women also saw the benefits of living in a small town.
They felt that they had a bond with their doctors, who were often their long-time
family physicians, and as such felt like they understood, and that it wasn’t necessary
to rehashing everything with a new doctor. They also felt very safe and supported
within their community. They often told stories of people offering to help with
children, or cooking family meals to try to take some of the pressure off. There was a
sense of safety and familiarity about their non metropolitan towns that came from
knowing where to go and who to see if they needed help, or just someone to talk to.

Conclusion:
Overall, these women told stories of many difficulties and benefits of living in a non
metropolitan area. Some were not sure how distinct their experiences were to being in
a non metropolitan area, and if in fact they would be any different living in a
metropolitan city, but they could still see the role that they had played in their
experiences. Familial breast cancer is a very individual experience, and no one
experiences the same thing. Some perceived that being in a non metropolitan area
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caused their experience to be more difficult, whereas others, although they could see
potential benefits to living in a metropolitan area, acknowledged that nothing could
ever make them move from the country.

Due to the significant lack of research in this area, a greater focus on the needs of
these women is required if we are truly to understand the complexities of the familial
breast cancer experience. This in turn, will hopefully lead to the development of more
age and need appropriate services and resources that address the needs of these young
women.
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Young women’s experiences of familial breast cancer in a non metropolitan area
(Rural Social Work Action Group Conference Presentation 2009)

Abstract:
There has been much research undertaken during previous decades that investigates
many different aspects of breast cancer, including; diagnosis, treatment and impacts
(physical, emotional, psychological). Despite this, there is a significant lack of
research that explores experiences of breast cancer for young women (whether in the
form of a personal diagnosis or a familial history). Specifically, very little is known
about what it means to young women to experience familial breast cancer in a non
metropolitan area, and how this affects their lives and futures. As a result, this is what
my research aims to explore.
This paper will present some of the preliminary findings of this PhD project,
focussing specifically on experiences, and impacts, of rurality. It will draw upon the
experiences of 15 young women from a range of non metropolitan towns in Victoria
who have experienced familial breast cancer (either through a personal diagnosis or
family member’s diagnoses). A Qualitative phenomenological approach was utilised
with young women (aged 18-34), who told their stories through semi structured
interviews. As expected, they tell of many less positive aspects that can make their
experiences more difficult (isolation, lack of access to services, travel), but also note
many characteristics of non metropolitan towns that they perceive to be important and
beneficial (connectedness, community support, familiarity). Initial findings indicate
that, as recognised in the literature and by the women in this study, living outside of a
metropolitan area can pose many issues and complications (of which were more
prominent for some women than others), but overall many of these young women still
believed that if given the choice, they would choose the country. Generally, these
findings provide insight into an area of which little is known and may facilitate the
development of more appropriate services for women in non metropolitan areas.

Introduction:
The health and support needs of people living in rural areas require specific focus as
they have many individual concerns that can affect their health and access to health
services including geographical isolation, increased financial ‘causes of accessing
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health care, decreased access to specialist health services, and travel (Davis et al.
2003: 27; Mitchelle et al. 2006: 769).
Research into rural women’s experiences of breast cancer is limited (Rogers-Clark
2002-2003: 34). It has been acknowledged by breast cancer organisations that
“currently there are inequalities in breast cancer services between states, in rural
versus metropolitan areas, and in the public versus the private system” (Breast Cancer
Network Australia 2004). Further to this, there is an even more significant lack of
focus on younger women who have experiences of familial cancer, especially in non
metropolitan areas. That is, for those who may not have a personal diagnosis
themselves but who still suffer consequences of family members diagnoses.
This paper will attempt to give some insight into the experiences of young non
metropolitan women with histories of familial breast cancer.

It will, using

participants own words, discuss what some of the significant problems are, as well as
what some of the positives are about experiencing this in a non metropolitan area.
This is an area of which very little research has been done and as such it is addressing
a significant gap in the literature.

Method:
This research utilises a qualitative paradigm and specifically, Heideggerian
phenomenology. Phenomenology has been defined as ‘the study of phenomena as
they present themselves in direct experiences’ (Hancock 2002: 4; O'Leary 2004: 122),
and as a qualitative methodology that seeks to uncover the meaning and essence of
given phenomena (Higginbottom 2004: 12). The main emphasis in this approach is on
the viewpoint of the experiencing person in regards to specific situations occurring in
the everyday world. It is through this ‘inside’ approach that we can gain insight from
within the world of the person experiencing the phenomenon, and as such, understand
what that experience is like for the experiencing person. This focus on everyday lived
experience allows phenomenology to be applied to a vast array of topics; anything
that can be experienced and described can be explored using phenomenology. Rather
than just answer an immediate, individual problem, phenomenologist’s have the goal
of ‘articulating essential insights into the phenomenon, ones that can be understood,
recognised and used by others’ (Becker 1992: 7-8, 31, 33).
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Data collection:
Data was primarily collected through a series of one on one tape recorded semistructured interviews with participants. An interview schedule was developed prior to
the commencement of the interviewing process but was only used as a guide; a
reminder to ask about certain issues, and did not dictate a strict path for the interview
to follow (Clough & Nutbrown 2002: 105; Wimpenny & Gass 2000: 1489).
Phenomenological enquiry focuses on interviewing as the main source of data and
gaining an understanding of the meaning of the participants experiences
(Higginbottom 2004: 12). The goal of interviews in phenomenological studies is to
‘draw out rich description of lived experience’. In other words, rather than explore
how or why something is, you seek out what the experiences feel like, remind them
of, and how they would describe it’ (O'Leary 2004: 124).
Participants were required to undertake a one hour interview which was tape
recorded, transcribed and then analysed to identify the main themes. These interviews
were conducted in a convenient location for the informants although it was kept in
mind that it was preferable to have a private location, free from interruptions, so that
the interview can take place within an environment of safety and trust, and in which
informants felt completely comfortable. By ensuring this, it was more likely that more
detailed and accurate responses would be obtained (Becker 1992: 39; Laverty 2003).
Data collection will continue until saturation occurs.
Sample:
The sample to date has consisted of fifteen women of varying ages, living in a range of non
metropolitan areas across Victoria and with experiences of familial cancer ranging from their
own diagnosis to upwards to ten family members diagnosed.

Findings:
The general expectation when talking about health and experiences in rural areas is
that there is a negative association. Within this topic, this was expected and reported
throughout many of the young women’s experiences but in contrast, many also
reported some positive aspects that reinforced their belief in the benefit of living in
non metropolitan areas. For clarity, due to the fact that this research involves both
women with family histories as well as women with personal diagnoses, these
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positive and negative aspects will be discussed separately in relation to both of these
groups.
Women with a family history, but without a personal diagnosis, felt many aspects that
were important to them within their breast cancer experiences stemmed from residing
in a non metropolitan of Victoria.
One of the most recurrent, and significant aspects within this was the absence of their
mother, or in some cases both parents, during the treatment process. Due to the fact
that many mothers were required to travel to metropolitan areas for extended periods
of time, daughters felt this absence emotionally, through the distance between
themselves and their parents causing them to feel more alone, isolated and concerned.
This ultimately, in many cases, resulted in them reporting that they felt excluded from
the process and as a result did not understand what was happening.
“Like its pretty natural and I think I just wanted to be where my mum was and she was in
Melbourne, and like I wasn’t. So, it think, I think, yeah the separation is the biggest thing….”
“Me and mum never used to have a close relationship but since all of that happened I just
wanted to be by her bedside the whole time. That was really hard ‘cause everyone was saying
be here, be at school and stuff like that….you’ve got to do it, and even she was saying that but
I just yeah, wanted to be there more than anything.”
“I think, yeah the separation is the biggest thing, like the biggest effect of being in a rural
place was mum being so far away, to get treatment….. I think you feel better about things if
you know what’s going on and your involved and at least you can see mum and like she’s
there and you know she’s ok.”

Alongside this there were also practical difficulties related to the absence of the
mother role in the house, such as cooking, cleaning, looking after siblings and the
general everyday tasks. These were things that these young women were not
necessarily used to doing, and the responsibility of running a household was not
always easy to cope with, and resulted in these women feeling significantly different
to their peers.
“I was um moved out of home when she was diagnosed and I moved home to help look after
my sisters and stuff while they were in Melbourne and things like that”
“….probably the biggest person was mum’s sister. Um she yeah, just came up, spent a lot of
time and would come over and you know cook dinner and um, just do little things to help out
like that.”
“I don’t remember much of her being gone except that there was no one to cook dinner (starts
laughing) and we had to do our own washing and um, she’d be home on the weekend and um,
and so, she probably caught up on a lot of the housework then didn’t she. So it was probably
more the logistics then anything at that point”
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Their relationship with peers was another aspect mentioned quite regularly as it was
common for the participants to note that they felt really isolated and alone throughout
the whole experience. They felt strongly that their friends didn’t understand what they
were going through, and didn’t really make a lot of attempts to try to be understanding
and supportive. They also found it difficult that they didn’t know anyone else, in the
peer group or outside, who was going through a similar thing, and this made them feel
very much like outcasts.
“….they didn’t really understand. So it was yeah, friends yeah they, we were too young for
people kind of to understand. And after that I just didn’t really bother talking to them about it
‘cause they were just a bit you know, haven’t had a sick family [member], and a lot of my
friends used to get kind of annoyed at me because I missed so much school. So I was kind of a
bit outcast from my friends….”
“Whereas my friends, they were more it’s going to be ok, it’s all fine and that’s all they really
had to say about it. Just, and I just felt like they were dismissing how I felt ‘cause I was in the
state that it was just, that was it, and then all they had to say was that it was ok, and it’s gonna
be fine and she’s gonna be fine and all that sort of stuff and you know, I just wanted to talk
about it, not just have it you know, shoved off to the side. But then again they probably didn’t
know anything about it…”
“none of your friends know anything about what Is going on, although my good friends know
what it going on but they can’t understand it you know, none of them have ever had to deal
with any of this…”

Along with the complications associated with the absence of one or both parents
during the diagnosis and treatment phase, some of the women commented on how
their mother having breast cancer impacted on all areas of their lives, at the nothing
was the way it used to be. They commonly used the example of how well-meaning
family and community members could actually be seen as intruding on their home
and making them ever more aware of the lack of normality in their lives.
“people would bring meals around and flowers and you know, offer to do the cleaning and all
that sort of stuff but I, I sort of felt like no I want to do the mopping for the week, on the
Wednesday night or no I want to do the ironing of the shirts. I have never ironed in my life but
you know, it was just that sort of, I don’t know having that control in the house, like no mum
sit down I’m going to do that washing up. So with people saying oh I’m going to come around
and vacuum the carpet I sort of felt like no, hang on, I want to do it.”
“….I was a teenager getting into trouble and stuff like that and not having your mum and dad
around upset it more because um, as well as not exactly knowing what to feel with what was
going on, you have the whole upheaval with a new structure in your home. Like even though
grandparents were there and I have a close relationship to them, home life worked
different…”
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This could also extend to outside of the family home. Lots of women felt that it was
somewhat of an intrusion for community members to enquire about their mother
while they were out with friends, down the street, or at work. Although the
appreciated the fact that people were there for their family, there was also a degree of
frustration that they could not escape from what was happening and that there didn’t
seem to be any concern for how they, or there other family members, were coping
with the illness.
“a lot of people, like still a lot of people like family friends, your friends come up to me at
work and you know its how’s your mum, how’s your mum, how’s your mum (puts on a kind of
nagging voice) and its like…uh HOW AM I? (raises voice) sorts of things like you know, it’s
good that their concerned and that but um, yeah.”
“….probably a bad thing is that everyone does know. Um, like even people like you don’t
want to, like I was at work the other day and there was this lady that my mum sort of knows
but she doesn’t like, like they just haven’t got along and um, and she goes oh how’s your
mums health? And I think oh you don’t even talk to me, like when I say hi how are you, she
doesn’t respond or interact but you know it was just that spur of the moment how’s your
mum’s health and I thought well why am I going to tell you when you’ve got, you have had
nothing to do with us for the past four years so yeah, it was probably just me being mean but
yeah. “

Although they talked about many of the things that they found difficult about living in
a non metropolitan area alongside this, they could also identify some aspects that they
thought were more positive or beneficial. One of the main the main supports that
these women had access to, and appreciated, was the support of their teachers and
other school staff. Although they were unsure if this would be different in a
metropolitan area, many stated that when they felt they couldn’t talk openly to other
people their teachers filled the role of someone who could listen, understand and give
advice.
“I had a couple of really good teachers. Um, two in particular and they even came to the
funeral of mum so that was really good and also when I was in grade six I was um, I used to
work in the office at lunch time….I used to answer the phones an um, the office lady there, I
became quite close to her and she was a really good support and always made sure you know,
that I was doing ok and so I could talk to them definitely and they were very understanding
and very understanding about missing school and didn’t really give me a hard time about it so
it made it, that made it easier.”
“I found more comfort in my teachers more than anything ‘cause they sort of knew what was
going on…..I just think they understood more and gave me more of a chance to say how I was
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feeling and it seemed like they were actually interested in how I was coping and what I was
dealing with more so than just saying it’s going to be alright sort of thing. Yeah.”

Another benefit that they identified was the support and help that came from living in
such a close community environment where people usually know everyone else’s
business. Although this was sometimes perceived as a negative aspect, there was an
appreciation of their involvement as well.
“everyone knows everyone therefore when things happen everyone kind of you know, sticks
together I guess”
“…people are more caring um, as a I said sometimes they are in your face but other times
they are more caring um, yeah, like when mum was sick and that what people did or said or
you know whatever else yeah…….just stuff like that and people you wouldn’t even expect to
yeah, say do you want me to look after your kids or whatever while you go down to the
hospital or yeah.”
“I think living in a regional town like you’ve got a good sense of community and there’s lots
of people around”

Some parallels can be drawn between the daughters of women diagnosed and women
with a personal diagnosis experiences or who are going through the genetic testing
process. As with daughters of women diagnosed, they reported both positive and
negative aspects of their experiences. One of the aspects that caused them the most
distress was travelling for treatment and tests. This incorporated many things
including making arrangements for the trip, feeling anxious about going to the city
(and the practicalities of that such as appointment times, parking, and knowing where
they were going), as well as the associated ‘causes.
“….when I was going through the genetic testing like, they were saying I would probably
have to go to Melbourne for you know, a lot of the things and that probably…..that would be a
big disruption to our household. Like, ‘cause my husband um, yeah he doesn’t get a lot of time
off and, and I think I may probably have, and I don’t like driving in Melbourne that’s the
other thing too, and it’s two and a half hours away and the ‘cost of petrol…..and I know you
shouldn’t put that all on top of your health but when it’s just such a major disruption I
wouldn’t be wanting to go down there, yeah that often.”
“….I’m going to be going to Melbourne every six months or so for you know, for the
foreseeable future, and that’s difficult, it’s time off work, it’s people to look after the kids, it’s
parking and petrol and you know all of that sort of stuff……. how long is that going to
take…..am I going to be home before six….who’s going to pick the kids up from school and
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crèche, after school care and all that sort of thing. So there’s a whole lot of sort of anxiety
there about who’s handling what I guess….”

These women also noted that although community support was appreciated,
sometimes they felt like they just needed people to take a step back and let them
breathe.
“….they did a drive for the school and did meals, a roster for meals which is brilliant but you
had someone at your doorstep every night. They’d come in and you’d have to put the kettle on.
In the end you were just so sick of communicating with people, you’re sick of telling the same
story.”
“….like I was in there for an ultrasound checkup and one of the nurses who happens to be a
friend of the family sort of walked through and I was having a bad day that day and I couldn’t
be bothered explaining why I was there……I did think my god, what’s the bet she thinks I’m
pregnant (laughs)”

For many participants, finding age and need appropriate support networks within the
community was something that they found difficult. They felt awkward within
support groups for older women, as they felt that their needs and concerns were quite
different, and did not have much luck finding services within their communities that
were specifically for young women, and where they wouldn’t get the shock and pity
reaction that they dreaded so much.
“In regional Victoria? There’s not really any I don’t, I don’t think”
“I know they’ve got this group for young women but it’s not really what I consider young, like
it’s under forty and I think like when I was 29, I think between, like from when your 29-40
you are very different in, in what your lifestyle is…..they’ve got totally different concerns to
what I might have…”

Some also reported that in some cases this extended into their medical care as well as
they found it really difficult to be confronted with ‘poor you’ and ‘you are too young
to be dealing with this’ reactions
“But one of the hard things I found difficult to deal with was the um, when I was first
diagnosed I um, every single specialist I went in to see, they’re like, what are you doing here,
you are so young? And I’d be like oh god, if one more person says that……”

As a result, participants noted that it was possible for them to feel extremely isolated
and abnormal as they had no contact with other women going through a similar thing.
“You certainly do feel like in this city you know, maybe I’m alone, maybe there are a few
others, but your doctor probably doesn’t know much about BRCA1 because they probably
don’t have any other BRCA1 patients…..You feel like this kind of rare commodity that um,
nobody really knows much about”
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In some instances, the participants sought refuge within online communities, and
found that they were actually a really good source of information, support and linking
with others going through similar experiences.
“I found a very good website which I found that really good because I could talk to people
when I wanted to talk to them and if I didn’t want to talk I just don’t log on. Um, and it was
actually a specific group for women with phalloides tumours so they knew exactly about my
tumour and they had a lot of advice and stuff……when I found that group for, of women, other
women who had this exact same kind of tumour I stopped looking anywhere else and I just
stuck there. And there was a variety of women so there’s still, I felt like I was still getting
balance and stuff, that yeah was one stop…..yeah”
“It’s been really helpful for me having the online group, just to be able to kind of see other
people talking about it and to chat to people about it as well….it makes it just feel a bit more
normal….”

On a more positive level, they also talked about what they saw as some of the many
benefits of living in a non metropolitan area. It was noted by a few women that
services were growing in non metropolitan areas and so what they previously had to
travel for was offered much closer to home. This also meant that they could stay in
contact with their doctors, as they felt more comfortable with the doctors they knew
and felt they received better care because of that previous relationship
“I don’t know what waiting times would be like in [name of town] compared to anywhere else
um, if it would be shorter or not. I guess the fact that it’s smaller so probably like I was
discussed at the meeting so like probably all the doctors there had at least heard of my case
and that sort of thing so that could be a bonus that smaller community, everybody kind of
knows and has their little say in it so you might get better care that way.”
“I went to my GP and I said to him I want um, a double mastectomy, I want a hysterectomy
and I want, (laughs) also I want my bowel removed ‘cause my dad has bowel cancer so yeah
(laughing), so yeah no I get along with my GP well, he just laughs.”
“….you know your doctor a bit better than you would in the city”

Others again noted the importance of local community support and thought that this
was something unique and special that created a better sense of wellbeing among the
community. For the most part they noted that although this could sometimes be
overwhelming, it was something that made their experiences somewhat easier.
“His football club, you know, is just one of the most supportive things that probably have ever
happened to us. They’ve been a tremendous support um, to him, um, and just in me you know,
anything you wanted or asked for or, they were just amazing.”
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“there is a hairdresser in our town who he gets the wigs in um and he does free fittings and
orders them in yeah, and waives, like he does it all for nothing…he doesn’t charge any kind of
consultation fee and he’s quite known in the town for helping, you know, for doing that
service, working with the hair and stuff and um, yeah. So its just, yeah the support and stuff
that, that I found was good, yeah.

Many of these women were in their comfort zone in their non metropolitan town.
The thought of travelling to the city, even for a day, was something that concerned
them and so being able to come home after tests or treatment to their home town
was important.
“I just like the country life better yeah. The city, I mean, the best thing about going to the city
to have testing done is that when you leave you see it in the rear vision mirror and you go
‘GOODBYE, I WILL SEE YOU IN SIX MONTHS’. Going there for all these tests, it just, I
look around and I just go oh, thank goodness I don’t live here anymore. So, so it is, it is quite
nice as you drive away and you see it in the mirror and go oh, that’s better. And I feel myself
relax as we leave, the city is not a good place for me, its too high strung.”

Overall, although these women faced obstacles experiencing familial breast cancer in a non
metropolitan area many thought that the benefits outweighed the complications and if
given the choice, would do it all again in their home town.
“….we’re on six acres now so I feel like a hippy. So I think I just need space, I grew up on a
house block, but with a decent block of land around me and the bush out the back and I just
need the space, need the serenity and all that kind of stuff. So yeah, that’s the biggest
advantage to me, I wouldn’t go to Melbourne for health care advantages and lose all of this
(laughs).”

Discussion:
As can be seen in data above, the participants in this study could see both positives
and negatives to experiencing familial breast cancer within a non metropolitan
community. Although there is very little research into young women’s experiences of
familial breast cancer, there are some similarities in the literature between the
experiences of the women diagnosed with breast cancer and the data from this
research.
Other studies have supported the findings that treatment related travel can be a factor
that causes significant distress. This was shown in a study by Davis and associates
(1998) where they found that over 90% of women had to travel to out of their
community to access treatment and that about 82.5% were required to stay away from
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home for extended periods of time. Furthermore, although not mentioned in great
detail within this research, it has also been found that only 39% of women required to
travel for treatment received financial assistance for travel and accommodation (Davis
et al. 2003: 28), which adds to the stress and worry of the breast cancer experience.
For these women, travelling and staying away from home for treatment posed specific
disruptions to their lives, family and children and work (Davis et al. 2003: 31). The
findings of this study echoed this sentiment through participants’ reports of feeling
alone and isolated from their families, not being able to maintain normal routines,
changes in household roles of family members, children taking on responsibility
beyond the normal expectations and coming to terms with the severe illness and
possible death of a loved one.
Women in rural areas report that they have significant fears about recurrence, physical
concerns and worry about their families (Girgis et al. 2000: 167; Rogers-Clark 20022003: 34), which is often compounded by further hardships associated with rurality
including being separated from family and friends at a time of great vulnerability,
having to travel long distances for follow-up care, and financial burdens associated
with travel and accommodation (Rogers-Clark 2002-2003: 34).
Another contributing factor can be seen in rural women’s reports of being socially
isolated and alone with their fears (Rogers-Clark 2002-2003: 36). They often reported
not having reasonable access to medical professionals and support groups and as such
rely heavily on family, friends and neighbours for help and support (Koopman et al.
2001: 26; Rogers-Clark 2002-2003: 36). For women who have trouble interacting and
forming a relationship with the doctor other issues can arise.

Conclusion:
This research is showing that young women with histories of familial breast cancer
have many unique needs, which are individual to the person, as well as to the type of
experience. Living in a non metropolitan area adds another dimension to these
experiences that can be both positive and negative.
Although there are some differences it seems that women with a personal diagnosis
and women with only a family history have similar experiences and perceptions about
dealing with breast cancer and both the positives and negatives of living in a non
metro area.
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Need for more appropriate health and support services for women going through these
experiences as they often feel alienated and disregarded.
More research into this area will provide greater insight into an area of which very
little is known.

REFERENCE LIST
Becker, C. (1992) Living and Relating: An Introduction to Phenomenology.
California: SAGE Publications.

Breast Cancer Network Australia (2004) Still making a difference: Summary of
recommendations. Melbourne: Breast Cancer Network Australia.
Clough, P. and Nutbrown, C. (2002) A Student’s Guide To Methodology. London:
Sage Publications.

Davis, C.; Girgis, A.; Williams, P. and Beeney, L. (1998) Needs assessment of rural
and remote women travelling to the city for breast cancer treatment. Australian and
New Zealand Journal of Public Health. 22(5): 525-527.

Davis, C.; Williams, P.; Redman, S.; White, K. and King, E. (2003) Assessing the
practical and psychosocial needs of rural women with early breast cancer in Australia.
Social Work in Health Care. 36(3): 25-36.

Girgis, A.; Boyes, A.; Sanson-Fisher, R. and Burrows, S. (2000) Perceived needs of
women diagnosed with breast cancer: rural versus urban location. Australian and New
Zealand Journal of Public Health. 24(2): 166-173.

Hancock, B. (2002) Trent Focus for Research & Development in Primary Health
Care: An Introduction to Qualitative Research. Trent Focus.

Higginbottom, G. (2004) Sampling issues in qualitative research. Nurse Researcher.
12(1): 7-19.

257

Koopman, C.; Angell, K.; Turner-Cobb, J.; Kreshka, M. A.; Donnelly, P.; McCoy, R.;
Turkseven, A.; Graddy, K.; Giese-Davis, J. and Spiegel, D. (2001) Distress, coping,
and the social support among rural women recently diagnosed with primary breast
cancer. The Breast. 7(1): 25-33.

Laverty, S. (2003) Hermeneutic Phenomenology and Phenomenology: A Comparison
of Historical and Methodological Considerations. International Journal of Qualitative
Methods. 2(3).

Mitchelle, K. J.; Fritschi, L.; Reid, A.; McEvoy, S. P.; Ingram, D. M.; Jamrozik, K.;
Clayforth, C. and Byrne, M. (2006) Rural-Urban differences in the presentation,
management and survival of breast cancer in Western Australia. The Breast. 15: 769776.

O'Leary, Z. (2004) The essential guide to doing research
Guide to doing research. London: SAGE.

Rogers-Clark, C. (2002-2003) Living with breast cancer: The influence of rurality on
women's suffering and resilience. A postmodern feminist inquiry. Australian Journal
of Advanced Nursing. 20(2): 34-39.

Wimpenny, P. and Gass, J. (2000) Interviewing in phenomenology and grounded
theory: is there a difference? Journal of Advanced Nursing. 31(6): 1485-1492.

258

Applying Heideggerian Principles to Young Women with Histories of Familial
Breast Cancer
(The Australian Sociological Association Conference Presentation 2008)
Background
This paper reflects my journey as a doctoral student and my attempt to understand
phenomenology; in particular, how its concepts relate to, and produce an
understanding of, young women’s experiences of familial breast cancer. It will
document the thought process that has occurred from the very beginning of the
research project through to the beginning stages of data collection and analysis. The
doctoral study on which this reflection is based is a qualitative project that focuses on
what it means for young, non-metropolitan women to experience familial breast
cancer, and as such, be at increased risk for developing the disease themselves at
some stage in their lives. The participants are aged 18-34, living in a non-metropolitan
area of Victoria and are experiencing/or have experienced a family history of breast
cancer and/or be classified as at increased risk. These young women have participated
in face to face semi structured interviews. At this current stage, I have eleven
participants, of which I have conducted interviews with six. These women are from
various towns in Victoria and have varying experiences from one diagnosis in the
family to being diagnosed themselves to having upwards to ten relatives and having
the BRCA mutation.

Firstly, I will describe my fears and challenges coming into my doctoral candidature,
and my fear of theory. I will then give a brief description of the importance of this
research topic, and why I chose to undertake this research project. This will be
followed by a description of phenomenology and my understanding of some of the
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core concepts. I will include within this an exploration of how I feel Heideggerian
Phenomenology can relate to, and help explain, young women’s experiences of
familial breast cancer and being at increased risk. This will be emphasised through the
use of examples that have arisen from the beginning stages of my data collection and
preliminary data analysis; that is, what it means to be in that situation, from the
perspective of someone that is experiencing it.

In the Beginning……
I was aware that my PhD was going to be something that would be challenging &
fulfilling. Although this was the case there was one aspect that was worrying me;
could I, and was I capable of, getting my head around theory and producing a
worthwhile and well researched doctorate?? I began to read, and read, and read. I
soon began to take comfort in the fact that much of my reading was challenging my
preconceived idea that there was a right and a wrong way/method for my research. In
fact, I was commonly finding that there was no right or wrong answer in research.
That instead of being about a right or wrong answer, it was about interpretation;
studying the question in a rigorous manner, following the methodology, interpreting
the data, and accepting that all of this still may not lead to the ‘right’ answer, but that
that was okay (Callejo Perez 2006: 588). Along with this came the understanding that
I did not need to have all the answers right then and there. All the knowledge that I
thought I needed to have, and to understand, would come with time, and with my
development as a researcher (DeHon n.d.). With some of my fear diminished, and my
new found knowledge in place, my journey began.
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I was one of the fortunate people who were able to come into their doctorate with a
fairly good idea of what they wanted to explore for their research. I had been told, and
read, many times that it is important to choose a topic in which you have a keen
interest, one that can hold your attention for the full span of your candidature; a topic
driven by curiosity, rather than method (Callejo Perez 2006: 578; Polit & Tatano Beck
2004: 70; Ross & Morrison 1992: 19). I knew that this topic could derive from many
sources;

interest,

relevance

to

work,

gaps

in

literature

and

personal

experience/biography (Roberts 2007: 23). At the outset of my PhD, I was concerned
that it would be frowned upon for the starting point of my research to be my personal
interest and experience of the topic, the more I read, the more I realised that this was
not the case, and that it was an acceptable place to begin (Etherington 2005: 179;
Gilbert 2001: 11; Lowe 2007: 26-27; Roberts 2007: 23). I was also aware of the
common problem of biting of more than you can chew; taking on a research project
that was too big, unrealistic and unclear (Clough & Nutbrown 2007: 38, 164; Ross &
Morrison 1992: 19). For me, this resulted in my broad focus of young women and
breast cancer being redefined to focus on what it means to young women to
experience familial breast cancer and to be, or feel, at increased risk of developing the
disease at some stage in their lives. Research suggests that women who are identified
as high risk or who are found to have a genetic mutation are faced with their own
specific concerns. Young women are usually classified as having an increased risk
when they have factors such as “a strong family history of breast cancer, previous
breast or chest wall radiation, atypia, lobular carcinoma in situ detected at biopsy or a
history of breast cancer” (Hadden 2007: 1). The term risk is the most commonly used
term when discussing breast cancer prevention and is often associated with fear and
anxiety, implying that someone is, in a sense, in danger (Simpson 2000: 131). This
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information provides them with little in the way of new options, alternatives or
interventions; they know that they have the increased possibility of developing breast
cancer but are offered no options of prevention, intervention or cure (Potts 2000: 8).
As a result, these young women can experience significant depression and anxiety
(Furniss 2000: 647). The main recommendation for these women is that they remain
breast aware and have regular clinical breast examinations (Shannon & Smith 2003:
2638), although this does not change the knowledge that these women are faced with
a “confrontation of their own dangerous bodies” (Potts 2000: 8), the perpetual axe
hanging over their heads. This assessment of risk can have significant impacts on the
women identified and to complicate this further, there are limited intervention options
(Furniss 2000: 647), other than that of medical interventions such as surgery (Potts
2000: 8). Bilateral prophylactic mastectomy has been found to be helpful in some
women (Furniss 2000: 649), but for younger women, the prospect of preventative
mastectomy can be one that faces them with the prospect of losing their wholeness
and femininity, as they would no longer fit societies “ideal of two-breasted
symmetry” (Potts 2000: 8-9). What it means to young women to have a family
history of breast cancer and/or be at high risk for breast cancer is currently underresearched in Australia and internationally. The majority of breast cancer research
focuses on older women and women who have had a diagnosis (and their experiences
of treatment and surgery). Although some broad information is available in the
literature, as seen above, there is a significant gap in research about these young
women’s experiences and thoughts.

Introducing Heidegger….
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It took me some time to feel confident in a choice of methodology for this research. I
explored many options including grounded theory, case studies and narrative studies.
Although I was not familiar, or confident with phenomenology, it appeared to best
suit my research aims and so a long and tedious process of reading and understanding
began until eventually it began to ‘click’ and made sense to me, and to what I was
researching. Phenomenology has been defined as ‘the study of phenomena as they
present themselves in direct experiences’ (Hancock 2002: 4; O'Leary 2004: 122), and
as a qualitative methodology that seeks to uncover the meaning and essence of given
phenomena (Higginbottom 2004: 12). The main emphasis in this approach is on the
viewpoint of the experiencing person in regards to specific situations occurring in the
everyday world. It is through this ‘inside’ approach that we can gain insight from
within the world of the person familiar with the phenomenon, and as such, understand
what that is like for that person to be in that given situation. Researchers take a
serious interest in not only their informants’ experience, but also their own, in
ordinary life. This focus on everyday lived experience allows phenomenology to be
applied to a vast array of topics; anything that can be experienced and described can
be explored using phenomenology. Rather than just answer an immediate, individual
problem, phenomenologist’s have the goal of ‘articulating essential insights into the
phenomenon, ones that can be understood, recognised and used by others’ (Becker
1992: 7-8, 31, 33). As a method, phenomenology is an effective way of researching
lived experiences of phenomenon as well as providing a way of comprehending the
nature of experience (Benner 1994). ‘Lived experience of the world of everyday life is
the central focus of the phenomenological enquiry’ (Streubert & Carpenter 2007: 77).
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From this point I narrowed my focus again by choosing to utilise Heideggerian
phenomenology. The focus is one of uncovering ‘Being’ as structures of human life
itself (Koch 1999); of studying how people interpret their lives and make meaning of
their experiences (Cohen 2000: 5). It is an interpretive approach that concentrates on
the ‘historical meanings of experiences and their developmental and cumulative
effects on individual and social levels’. It is concerned with the life world or human
experience as lived and focuses on revealing details and seemingly insignificant
aspects within experience that may be taken for granted in our lives, with a goal of
creating meanings and achieving a sense of understanding (Laverty 2003). One of the
tenets of this approach is to see informants as ‘people who offer a picture of what it is
like to be themselves as they make sense of an important experience’, rather than as a
group of individual characteristics (Steeves 2000: 50). By asking what it means to be
a person it is thought that we can come to understand more clearly how we know the
world (Leonard 1994: 45). Heidegger’s (1889-1976) phenomenology suggests that
life is a text, and as such, the purpose of the inquiry is to understand that text (Koch
1999). Furthermore, his hermeneutic phenomenological approach provides ‘a
philosophy to interpret the being of human beings; to uncover the phenomena for
investigation; and to provide an analysis for the structures of existence’(Plager 1994:
65-66). Within this framework, researchers work to find the single phrase or statement
that will ‘do justice to the integrity, complexity and essential being of the
phenomenon’ (Becker 1992: 33).

After I had conducted my first few interviews, and through the process of my
transcription (which formed the initial stages of my preliminary analysis) many
Heideggerian concepts started to jump out at me as being relevant to what my
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participants were telling me; I began to see the link between the data and the theory.
Due to the length of this paper it will not be possible to discuss all of the relevant
concepts but a description of some of the main dominant concepts can be found
below.

Being-with-Others/Being-with:

In my being-in-the-world I always, and essentially, experience things in relation to
other people. As long as I exist I am always with others in some way. The world is
essentially a public or social world. This Being-with-Others still applies even with we
are alone or isolated. This occurs through the fact that when alone or isolated, others
become conspicuous through their absence and they are still with us through the manmade things that surround us (Heidegger 1962: 157; Watts 2001: 32-33). In regards to
young women and breast cancer; this is appears to be a central theme. It can refer to
the people that are in the young women’s worlds; that is, their immediate and
extended families, friends and peers. These people can be noted through their support
and attendance during the experiences or through their absence, such as the mother or
parents being absent due to treatment related travel. One of the main memories stated
by younger women who have participated in this research is the noted absence of their
mother, or both their parents, during the diagnosis and treatment phases.

Thrownness:
Dasein remains permanently in the state of being thrown and this influences and
shapes its entire existence. Our possibilities are determined by the chance event of our
thrownness, which is responsible for where we always already are, and who we
always already are. My thrownness means that I have a past I always carry with me,
that must serve as a foundation for my current existence, and which defines and limits
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my future possibilities (Collins & Selina 2007: 72; Watts 2001: 33-34). Heidegger
thought that every human, every Dasein, is completely shaped by his or her culture.
Having no control over the thrownness of one’s social environment, one becomes part
of a culture, and all of one’s behaviours are consequently learned from that culture
(Lemay & Pitts 1996: 44-45). In the case of this research, thrownness can be seen in
that fact that these women are thrown into a family history of breast cancer and this
can to some extent explain why they are the way they are now and how this affects
their future possibilities. An example of this was seen in one participant who has now
dedicated her life to supporting young women with breast cancer and this has
significantly shaped her present and future life. In contrast, it can also be seen in some
participants to limit their future possibilities as they choose a life path that allows
them the opportunity to avoid opportunities in health or breast cancer fields.

Care:
Care for ourselves takes the form of an attitude of worry or anxiety arising out of
apprehension concerning our own Being and our own future possibilities. Towards
other people, our care takes the form of solicitude; taking care of or providing for, the
welfare of those in need of help. The aspect of Dasein’s way of being-in-the-world
that it most cares about is the fact that it is alive. When faced with the possibility of
death, Dasein begins to care about its way of living in a far more intense and
profound way. It enters an authentic mode of existence, where what it cares about
most of all is the fact that it is a Being-toward-Death(Watts 2001:46-48). For the
women involved in this study, there appeared to be both care about themselves
(wanting to have a future, wanting to live a long life, fear about surgery, treatment and
how this would affect their lives) and care for others (wanting to protect and help their
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children, family members at risk, partners and in some cases wanting to extend
themselves to others who are going through what they have been through).

Being-toward-Death:
The possibilities of my life are defined by, dependent on, and only make sense in the
light of my eventual death. In the light of this awareness of death, it is possible to see
clearly the present situations and opportunities in life and the possibilities these offer.
Truly feeling in the depths of your own Being that each moment may be your last,
frees you from pettiness and the pressures of living as others expect you to live. While
inauthentic Dasein tends to be completely absorbed in the present and immediate past
and future, authentic Dasein looks ahead to its own death, back to its birth and
beyond, to its historical past in order to survey its own life as a whole. The inauthentic
mood that discloses death is fear which focuses on the specific or actual event of
death and flees from what it sees. This attitude is characterized by denial of the everpresent possibility of death, instead, viewing it as a remote possibility that may
happen in the distant future, and for the moment only happens to others (Collins &
Selina 2007: 85; Harman 2007: 71-72; Watts 2001: 50-52).
This appears to be another significant area for the young women that participated. The
young women who had a close family member such as a mother diagnosed with
breast cancer reported experiencing this moment of fear; alone at night thinking this
person they love could die. It is in this moment that the realisation comes that death is
a distinct possibility; a loved one is suffering and they are ‘helpless’ to change it.
Although this is the case, there is some evidence to suggest that that this is an
inauthentic mode of being as these feelings and fears and then deliberately dismissed,
avoided or denied.
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Moods/disposedness:
To be in a mood is to be tuned into life in a certain way, and this influences the nature
of our understanding at any given moment. To be in a particular type of mood is to
view the totality of our existence in a particular kind of way, which in turn influences
our feelings and behaviour in the world (Watts 2001: 38-39).
For the young women in my study, looking back on it, especially in the light of their
loved ones survival, they have a more optimistic outlook about what they went
through and their own risk and likelihood of developing breast cancer. In contrast,
their reflections of how they were feeling when it was happening; the fear and
confusion, confronted them with the reality of breast cancer and the possible death of
their loved one. This demonstrates the importance of mood in shaping how we feel,
as well as the impact this has on how we view the world and our experiences.

A concluding thought….
As can be seen above, phenomenology has been around for many years and has been
proven to be an effective method to gain insight into experiences, from the
perspective of those who know best. It has the ability to be applied to many different
subject areas, including the exploration of young women’s experiences of familial
breast cancer.

On a personal level, after a year and a half of constant reading and to begin with, what
could be referred to as a fear of Heidegger, I am now in the data collection stage of
my doctorate and despite all my doubts, undertaking a phenomenological study. In the
beginning stages of my data collection and analysis I suddenly had what I have had
referred to as my ‘ah ha’ moment. This was the moment within my preliminary
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analysis is which something suddenly clicked; in which I could make the connection
between what I had been reading and what I was hearing from my participants. To
me, this was the proof that beyond all the self-doubt and fear and beyond the
wondering of whether phenomenology was beyond me, I was able to understand and
apply phenomenology and as a result, produce new knowledge in a severely under
researched area; proof that even a young, fearful, novice researcher can successfully
understand, undertake and utilise this method.
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ENQUIRE, Issue 4, November 2009
The role of self and emotion within qualitative sensitive research: a reflective
account

Abstract
There are many reasons why researchers decide to undertake research projects, for
example: interest in the area, contract work, a gap in the literature and/or service
provision and personal experience. The latter of these, personal experience, and the
role of the researcher’s experiences and emotions in research, has been an area
viewed in both positive and negative contexts. This paper will attempt to provide
insight into a novice Ph.D. researcher’s journey within an area of health and illness
research in which she could fit the profile of both researcher and participant. It will
outline some of the central decisions made around the appropriateness of researcher
experience, the benefits and difficulties experienced, as well as ways to manage
researcher risk. Ultimately, it will conclude that the emotions and experiences of the
researcher can have a positive role to play in qualitative sensitive research and can
provide valuable knowledge and worthy insight into a topic.
Background
The study and my personal experience
This paper is based on the research project undertaken for my Ph.D. candidature
which explores what it means to young, non-metropolitan women to experience
familial breast cancer. It is a qualitative phenomenological study in which participants
were identified using purposive sampling and data was collected using a semistructured in-depth interview approach. Interview data was then analysed using the
Hermeneutic circle of interpretation. I was one of the fortunate people who was able
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to come into my doctorate with a fairly good idea of what I wanted to explore for my
research. I had been told, and read, many times that it is important to choose a topic in
which you have a keen interest, one that can hold your attention for the full span of
your candidature, a topic driven by curiosity, rather than method (Callejo Perez, 2006;
Polit and Tatano Beck, 2004; Ross and Morrison, 1992). I knew that this topic could
derive from many sources: interest, relevance to work, gaps in literature and personal
experience (Roberts, 2007). At the outset of my Ph.D., I was concerned that it may be
perceived as inappropriate for the starting point of my research to be my personal
interest and experience of the topic; however, the more I read, the more I realised that
this was not the case, and that it was an acceptable place to begin (Etherington, 2005;
Gilbert, 2001; Lowe, 2007; Roberts, 2007). I am exploring a topic in which I am not
only the researcher, but could also be one of the participants. I grew up within the
context of breast cancer; I have had family members diagnosed with the disease, but
none more significant than my mother. At a very early age I was introduced to the
idea of serious illness and the possible loss of my mother. Unfortunately, this possible
loss, and my worst fear, became a reality for me five years later at the age of fifteen.
As such, I knew that doing research in this area would be physically, emotionally and
psychologically challenging and draining. Nevertheless, I had a strong belief that this
research was important, that it needed to be done, and that my experience could
provide a valuable perspective and fill gaps in the literature about the experiences of
those in this situation. Within this paper I present a brief theoretical overview of
qualitative and phenomenological research in order to provide a backdrop for the
research, within which I demonstrate the significance of emotions within this context.
I then provide an exploration of the broader use of emotions in research, which
provides the basis for the more detailed examination of the benefits and challenges I
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experienced whilst conducting sensitive and emotionally-laden health and illness
research. This is then followed by a brief discussion of the techniques I utilised in
order to reduce the impact the research had on me.

Purpose of qualitative research
Undertaking qualitative sensitive research is necessary if we are to enhance our
understanding of the many and varying issues that affect people in today’s society
(Dickson-Swift et al., 2006). Such research often involves researchers being placed
quite closely to the raw words and real life of the participants and focusing on the
emic, rather than etic, perspective (Brodsky and Faryal, 2006). Qualitative research
represents the broad view that ‘to understand human affairs it is insufficient to rely on
quantitative surveys and statistics, and necessary instead, to delve deep into the
subjective qualities that govern behavior’ (Holliday 2002, p. 7), with the common
goal being to understand the meaning people make of their lives from their own
perspective (Darlington and Scott, 2002). This focus on understanding the lived
experiences of people who share time, space and culture is often seen to be in direct
contrast to quantitative research (Johnson and Waterfield, 2004), which generally
focuses on controlling and predicting phenomena, usually through experimental
designs and statistical analysis (Frankel and Devers, 2000). This difference can be
linked back to the grounding of quantitative research in positivism where researcher
and participant are viewed as being entirely independent entities, with emphasis
placed on the researcher studying the object (i.e. the social actor) without influencing
it, or being influenced by it. Within this paradigm, research takes place as if through a
one way mirror where values and biases are prevented from influencing research
outcomes. In addition, replicable findings are considered to be possible, desirable, and
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worthy. In contrast, qualitative research has its base in constructivism, which
emphasises meaning as existing in its own right, not as something we just ‘find’;
rather, it is constructed by human beings as they interact and engage in interpretation
(O'Leary, 2004; Schwandt, 1994). Constructivists argue that ‘to understand this world
of meaning one must interpret it’ (Schwandt, 1994, p. 26) and that reality is captured
in the form of multiple, intangible mental constructions, which are socially and
experientially based. Therefore, the researcher and participant are interactively linked
and generate research findings together (Guba and Lincoln, 1994), which
encompasses ‘gaining an understanding of the action, belief and values of others,
from within the participants’ frame of reference’ (Grbich 1999, p. 16) and uncovering
the thoughts, perceptions and feelings experienced by the informants (Grbich, 1999).
As a result, qualitative research is considered suitable when the researcher seeks to
uncover a deep understanding of participants’ lived experiences (Grbich, 1999;
Marshall and Rossman, 1999). Qualitative research generally requires the researcher
to immerse themselves in the topic within which they are studying (familial breast
cancer in the case of this research) and to undertake personal interaction with
participants (Dickson- Swift et al., 2006). As a consequence, it is argued that the
outcome of these studies is ‘not the generalisation of results but a deeper
understanding of experiences from the perspectives of the participants selected for the
study’ (Maykut and Morehouse 1994, p. 44).

Purpose of Phenomenology
Phenomenology has been defined as ‘the study of phenomena as they present
themselves in direct experiences’ (O'Leary 2004, p. 122) and as a qualitative method
which seeks to uncover the meaning of given phenomena (Higginbottom, 2004). The
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main emphasis of phenomenological work is the viewpoint of the experiencing person
in regards to specific situations occurring in their everyday world. It is through this
‘inside’ approach that we can gain insight from within the world of the person
experiencing the phenomenon, and as such, understand what that experience is like.
Researchers take a serious interest in not only their informants’ experiences, but also
their own experiences. This focus on everyday lived experience allows
phenomenology to be applied to a vast array of topics; anything that can be
experienced, felt and described can be explored using a phenomenological approach.

Phenomenology aims to reveal the object or phenomenon to which meaning is being
attached (Wimpenny and Gass, 2000). It requires the researcher, as well as the
participant, to explore and acknowledge their own ‘being-in-the-world’, and as such,
acknowledge the researcher as an intricate part of the research (Wimpenny and Gass,
2000). In contrast to Husserlian phenomenology, Heideggerian phenomenology does
not require the researcher to bracket out their past experiences, knowledge and
emotions. Instead, through a process of self-reflection, knowledge and experience are
embedded in the research process and are seen as essential to the
interpretive process. At regular intervals, the researcher is called to give considerable
thought to their own experiences and emotions and to explicitly reflect upon the ways
in which their position, experiences and/or emotions relate to the issues being
researched.

Role of emotion and researcher experience
As human beings, studying a social world of which they are a part, researchers are
inevitably emotionally involved with their subject of study (Van Krieken 1998 cited
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in Perry et al., 2004). Although this is the case, a significant lack of discussion of the
emotional dimension or impact of research within scholarly writing has occurred
(Bourne, 1998; Dickson-Swift et al., 2008; Rager, 2005). Positivist social science
researchers argued that research had to be conducted objectively and that emotions
were seen as irrational and/or a contamination of the research project (TillmannHealey and Kiesinger, 2001; Holland, 2007). Within contemporary social science
research, it is now more common to find acceptance of the researcher’s emotions and
experiences within the research context, particularly in health and illness research
(Hubbard et al.. 2001; Rabbitt, 2003). Researcher’s emotions have gained recognition
as unique sources of insight to be valued, examined and featured within research
(Bourne, 1998; Hubbard et al., 2001; Mitchell, 2008; Sword, 1999; Tillmann-Healey
and Kiesinger, 2001; van Heughten, 2004). Arguably, researchers who do not draw
upon and/or discuss their own personal experiences and emotions, at least to some
extent, within the telling of the research story are in some ways being
dishonest (Watts, 2008).

Emotional reactions to experiences to which we are exposed are inevitable. Emotions
play a role in all dimensions of life and influence how we make sense of the world
and our interactions with others, including throughout the research process (Hubbard
et al., 2001; Warr, 2004; Dickson-Swift et al., 2009; Rowling, 1999). Researchers
within qualitative research are not distant, disembodied and objective scientists or
dispassionate observers (Gould and Nelson, 2005), but instead, a human researcher
attempting to make sense of, and cope with, the research experience. As such, it
argued that it is not possible to bracket or eliminate researchers own thoughts and
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emotions, nor is it desirable (Tillmann-Healey and Kiesinger, 2000; Gould and
Nelson, 2005;
Perry et al., 2004; Sword, 1999). Researchers can experience a kaleidoscope of
feelings: of euphoria where they feel jubilant and happy that they are doing something
important
and worthwhile, as well as guilt, anger and frustration in response to participant’s
stories or when they feel they may be exposing their participants to emotional distress
(Bourne, 1998; Hubbard et al., 2001). For researchers, managing these sorts of
emotions can involve allowing, acknowledging and integrating them into the research
(Mitchell and Irvine, 2008), which can result in a greater, and more unique,
understanding of the research topic that enriches the research project and enhances
interpretation and understanding (Bourne, 1998; Rager, 2005; Beale et al., 2004;
Tang, 2007; Wilkes, 1999; Clingerman, 2006; Howarth, 1998; Watts, 2008).

My reflective account
The use of emotions throughout my sensitive research experience
Based on the theoretical underpinnings of the study and my choice of method I feel
strongly that a range of benefits to both the participants and the study as a whole arose
as a result of choosing to not eliminate my experiences and emotions; in fact, I did not
feel it would have been possible to eliminate my past experiences or emotional ties to
this topic even if I’d tried. I feel that it is important to understand how these benefits
came about and as such, have provided an overview of my experiences and the use of
emotions throughout my research journey. I made the decision to utilise my
experiences and emotions throughout the research process: in the identification and
framing of the research issue, when collecting data, in discussions, and when
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analysing and writing up results (as other researchers have done (Clingerman, 2006;
Warr, 2004)). It is through these experiences and emotions that researchers gain
insight and give meaning to their interpretations of the topic they are exploring, are
alerted to the meanings and behaviours of those being interviewed and enable the
researcher to gain intuitive insight (Holland, 2007; Hubbard et al., 2001; Perry et al.,
2004; Rager, 2005). ‘Knowledge is not something objective and removed from our
bodies, experiences and emotions but is created through our experiences of the world
as a sensuous and affective activity’ (Hubbard et al., 2001: 126), as it is through our
emotions that we make sense of, and relate to, our physical, natural and social worlds
(Hubbard et al., 2001).

The knowledge that I had developed about the appropriateness of experiences and
emotions in research sat well with the theoretical perspectives adopted for the
research. I was aware that my knowledge, experiences and emotions were informing
my choice of topic and approach to
the research. A need to be objective and/or distanced from the research topic was
neither possible nor desired. We all have knowledge and experience of different social
networks and systems within our lives, and by reflecting on these experiences, and
reframing it as theoretical knowledge, we can draw on our closeness and knowledge
of the topic in our research process (Brannick and Coghlan, 2007; Simmons, 2007),
and that is what I decided I wanted to do. I felt strongly that my experiences could
play a significant and beneficial role within my research and be used to enhance my
understanding. Although I knew that there were multiple options available through
which I could undertake this research, I felt that this approach would enable me to
more fully immerse myself in the world of my participants and as a result experience
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more fully, and gain a greater insight into their lives. I found that this preference, this
perspective, was strongly enmeshed within the Heideggerian phenomenological
approach. By using phenomenology, I was aiming to gain an in-depth understanding
of meaningful and significant events in my participants’ lives. Within this approach, if
understanding is reduced to an objective opinion, bracketing out all prior experiences
and emotion, then ultimately the meaningfulness of the experience we are trying to
explore is bracketed out, as we de-experience our experiences and de-world the world
we encounter (Safranski, 1998; Frede, 1998). Misinterpretation is seen to be
inevitable when you step back and try to get an impartial, objective view of things due
to the world losing this meaningfulness. Heidegger’s argument is that there is no pure,
external vantage point from which to get a presuppositionless, disinterested angle on
things (Guignon, 1998), and this was something I believed to be true for me too.
Heidegger further emphasizes this in the statement:
I cannot look at the world objectively because the world is not, and
cannot possibly be, outside me, since I am – and always have been
since birth – in the world existing as part of it. I am inextricably linked to
all other entities in the world-wide web of significance (Heidegger cited
in Watts, 2001, p. 12).

This is further emphasised and supported within the qualitative constructivist
paradigm:
The observer cannot (and should not) be neatly disentangled from the observed in the
activity of inquiring into construction. Hence, the findings or outcomes of an inquiry
are themselves a literal creation or construction or the inquiry process. Constructions,
in turn, are resident in the minds of individuals: they do not exist outside of the
persons who create and hold them; they are not part of some objective world that
exists apart from their constructors’ (Guba and Lincoln cited in
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Schwandt, 1994 p. 128). Furthermore, Heidegger’s emphasis on the importance of
being-with also resonated, and by utilising my experiences and emotions it was
possible for me to achieve this and ultimately, I believe, obtain a more comprehensive
understanding of the experiences of these young women. I feel that I was able to
counteract the power role between researcher and participant and create an
atmosphere where participants felt like they were on even ground with me, and as
such, felt they could openly express their opinions without fear of judgment or
reprisal.

Benefits of emotion during data collection
After the initial decision was made to incorporate my experiences and emotions rather
than eliminating them I then found that they played a significant role within the data
collection phase of my research. One of the main areas within which this occurred
was the interview process and the development of rapport with participants. I knew
that within the field of qualitative and phenomenological research it was perceived to
be essential for the researcher to develop a research relationship that would allow
them to actively work with participants to construct their stories (Dickson-Swift et al.,
2006; Sword, 1999) and that by making the participant feel relaxed, showing
empathy, understanding and interest in what the participant had to say the participant
would feel more comfortable in opening up and talking about their experiences, as
well as offering the benefit of allowing participants to feel heard and validated
(Dickson-Swift et al., 2007; Hubbard et al., 2001; Rowling, 1999).
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Being of similar age and having, in many cases, similar characteristics to my
participants was something that I thought would be beneficial in fostering this
relationship, as it allowed participants to feel less threatened by me and perceive me
as being like them (i.e. being a member of their community). Further to this, I had
decided at the outset of my research that if it came up, if participants wanted to know
about my experience with breast cancer, then I would be open and honest with them
about my experiences. I felt that participants may feel more comfortable knowing that
I might comprehend what they had been through and thus feel more at ease
throughout the interview. In some instances this didn’t occur, as participants did not
enquire about my interest or experience with the topic; however, on other occasions it
appeared important for my participants to know that I understood what they were
going through and that I had been there. In these cases, it was beneficial for me to
interact with participants in accordance with my experiences and emotions, as by
doing this it allowed them to feel like I could empathise and that I was able to
understand the topic and their ‘being-in-the-world’. This in turn enabled them to
perceive our relationship as one of being-with and alleviated the difficulty of me
being perceived as an outsider: as de-worlded.

Other researchers have reinforced this approach and mindset by stating that they felt
being detached or objective would not get them the data they needed (i.e. the
emotional responses of participants) (Bourne, 1998; Rowling, 1999). Feminist
methodologies often echo this and, therefore, I chose to incorporate these ideals into
my approach, as I wanted to develop an
interactive research relationship based on principles of trust and rapport and of
shortening the distance between the researcher and the researched. I felt that it was
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important to communicate a feeling of genuine empathy for informants, to soften
people’s defences, and to have people open up about their feelings (Im, 2006;
Campbell and Wasco, 2000; Oakley, 1981), if I was to gain a detailed insight into
their lives.

Within this research context, although I often had similar demographic characteristics
to my participants, and this may have been beneficial, I believe that the main benefit
came from the decision to self disclose my experience. This has been noted as a
method that researchers choose to utilise (Gair, 2002) and one that facilitates
openness and trust between the researcher and participant (Lee, 1993; Renzetti and
Lee, 1993), as well as allowing the researcher to tap into a rich vein that may provide
valuable insights (Bourne, 1998). One of the main arguments I find convincing is that
it is unfair of a researcher to expect their participant to be open and honest if they
themselves are not willing to do the same (Dowling, 2006). Based on this premise, I
felt that talking to my participants about my own experience, as well as doing a selfinterview was a commitment that I had to make; after all, if I was not willing to do
what I was asking of my participants then how could I proceed to expect that of them?
I myself, as well as other researchers (cited below), believe that self-disclosure can be
a beneficial activity, especially within sensitive research, as it allows the participants
to know that the researcher already has a sense of what they are talking about, and in
some cases has been there too, as well as showing respect, openness, honesty,
empathy and validating participants’ stories (Dickson-Swift et al., 2007; Hubbard et
al., 2001; Rager, 2005).
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Participants can feel more comfortable and may be more willing to talk about their
experiences if they feel that the researcher is familiar with, and sympathetic to, their
world, and as a result, they may choose to disclose more detailed information (Darra,
2008; Perry et al., 2004; Goodrum and Keys, 2007). It is also seen as a process by
which the researcher can become humanised to the participant, and as such, present
the opportunity for establishing or improving rapport (Bourne, 1998) and to lessen the
hierarchical nature of the research encounter (Sword, 1999). I believe that this is
particularly applicable within the context of this research as participants commonly
talked about how they couldn’t talk to anyone their own age and that no one
understood, or wanted to understand, what they were going through. This was
particularly emphasised in one
interview within which a participant talked about how sick she was of people coming
in to ‘help’ her but who didn’t know the first thing about what it is like to be in that
situation; she then challenged me about whether I was, in fact, doing that same thing.
I observed a distinct change in her approach to me, and the research, when she
realised I was coming from a similar background, and was not what she and others
had referred to as: ‘an outsider looking in’. Other research participants seemed to find
comfort in the knowledge that they were not alone in their experiences and that
someone else had been through what they had been through. In some instances, this
led to participants expressing interest in having an informal chat once the interview
had been completed. In other instances, simple changes in body language could be
witnessed, as participants appeared to relax and feel more comfortable with me. Some
participants, who previously appeared to be quite guarded in their responses, seemed
more willing to elaborate and talk in more detail about their experiences.
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Another benefit that I feel arose during this project, and throughout the process of
interviewing, was cathartic benefit. Recent studies (e.g. Dickson Swift et al., 2006;
Johnson and Macleod Clarke, 2003; Wilkes, 1999) have suggested that research
participants can find it beneficial, valuable, and therapeutic to be involved in sensitive
research, and that participants often reported a sense of catharsis and thanked
researchers for the involvement opportunity (Dickson-Swift et al., 2006; Gair, 2002).
It was also noted that participants often spoke in interviews about things that they had
never had a chance to talk about before, to reflect on what may have been a taboo
subject, or a topic that had never gained recognition before as an important experience
(Dickson-Swift et al., 2006; Rowling, 1999; Bourne, 1998; Johnson and Macleod
Clarke, 2003), as well as giving them the opportunity for self-awareness and to gain a
clearer understanding of the reality of their situation (Bourne, 1998; Rager, 2005; Orb
et al., 2000; Simmons, 2007). Arguably,
cathartic benefit can occur when participants experience comfort, validation,
empowerment and a unique opportunity to confide in someone knowledgeable,
interested and caring, alongside the opportunity to work through and express their
emotions (Tillmann-Healey and Kiesinger, 2001;
Orb et al., 2000; Howarth, 1998; Darra, 2008). Participants have noted that it was
beneficial to them to not only have the opportunity to talk openly about their
experience, but also to feel like it had the possibility of helping others in a similar
situation (Rowling, 1999).

I found that, in many cases, this was expressed by participants in this study and they
often made a point of making contact with me to ensure I knew that, although some of
what they talked about had been difficult or emotionally draining, they felt that
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overall it had been a positive experience and that they had received many gains from
involvement. Participants thanked me for giving them the opportunity to think about
and talk about their experience. Many participants felt that they had never been given
the opportunity to talk honestly and openly about what it was like to experience breast
cancer and how it affected them. Several participants also expressed appreciation that
someone was giving recognition to their situation, to their lives, and trying to do
something about it. For them, having this experience (i.e. acting as research
participants) allowed them to feel acknowledged and worlded and that there were
other women going through similar experiences, and as such, they were not alone.
Many participants had spent so long trying to fit into what Heidegger refers to as ‘the
they world’, that is, trying to appear normal and fit in with those in their world, that
they never had the chance to authentically ‘be’ and reveal their genuine experiences.

It was apparent to me towards the end of the interviewing process that not only had
there been cathartic benefit for some of my participants, but that I had also
experienced some benefit as well; this was unexpected. I had not been aware until
recently that it was possible for the researcher to experience a degree of catharsis
during the researcher process, or that by undertaking research in an area that I had
personal experience I would be provided with the opportunity to find and access
resources and stories that related to my own experience, and thus helped me reflect
upon and more fully understand my experiences. Via accessing stories of others’
struggles it is possible for researchers to think more carefully, and feel more deeply,
about their own struggles, deepening and expanding not only their comprehension of
their participants’ stories, but also their own (Tillmann-Healey and Kiesinger, 2001;
Clingerman, 2006). This was something that I felt hesitation about when planning this
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research. I could not feel certain about whether this was likely to bring back painful
memories, and as such, re-open old wounds, or if it was likely to bring benefit as I
was able to listen to others who had been there, to share stories and similarities, and to
receive the benefit of feeling like I was not alone in my experiences and fears.
Evidently, having the opportunity to talk to women who had been through the same
thing was beneficial and made it feel less isolating and abnormal for me. It also gave
me the opportunity to reflect more deeply upon my experiences via the similarities
and differences to participants’ experiences.

As already noted, there can be benefits and insight gained from undertaking
emotionally-laden and sensitive research. Part of the commitment to taking on this
type of research is the realisation that with these benefits come possible burdens and
challenges, and that these are things that researchers need to plan for and be willing to
take on board. It was my decision coming into this research that my experiences and
emotional ties to this topic would, ultimately, be of benefit; but, I was also aware that
it could also have a negative impact on me. This was something that I was willing to
accept and as such, I have provided an overview below concerning how the
difficulties impacted on me, and the ways in which they can be managed.

Some challenging moments
One of the first challenges that I was faced with was the issue of fatigue or burnout;
this was something that supervisors and other academics had forewarned me about
due to the personal nature of my research. As a result, I was well aware that
researchers can, and do, experience both
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physical and emotional exhaustion during the research venture. For some researchers,
this is due to the sheer number of interviews they have need to conduct within a short
period of time, for others, it’s as a result of the content of the interviews, and the
stories and emotions that they are being exposed to on a regular basis (Dickson-Swift
et al., 2007; Wilkes, 1999); for me, it was both. Doing successive interviews on such
an emotional topic was something that started to take its toll on me, even though I was
aware that might happen. This was not something that happened initially; it was
cumulative. There were times where I would feel completely exhausted, and come
home and sleep after interviews, and times where I just needed to be able to distance
myself from my work and think about other things. Some researchers have described
this as feeling like participants were living inside their heads and that finishing an
interview did not mean the end of their thoughts and emotional reactions to the story
they had just heard (Goodrum and Keys, 2007; Warr, 2004). Researchers
experiencing anxiety and/or dread concerning forthcoming interviews and how
physically and emotionally draining they may be can occur as a result (Dickson-Swift
et al., 2007). Once again, I came to empathise with researchers who had experienced
this, as towards the end of my data collection phase, and particularly when conducting
multiple interviews with women whose stories were very similar to my own, I found
that the voices of my participants went around and around my head and kept me
awake at night. I anticipated the difficulty that I may experience, but at times, it had
more of an impact on me than I initially imagined. Although this constant reflecting
on the stories of my participants was emotionally draining it wasn’t wholly negative,
as it offered a good opportunity for me to immerse myself in the data, and have
moments of clarity and/or inspiration where the significance of aspects of the
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interviews become clear. Part of the reason for this I feel can be expressed in the
quote below:
One of the dangers of undertaking research which is fuelled by a desire
to achieve answers to personal issues, anxieties and frustrations is that
once undertaken you are exposed on a day to day basis to situations
which trigger painful memories’ (Sampson et al., 2008, p. 926).

What I was experiencing was not something new or unique to me, it was something
that many researchers before me and many to come after me would experience.
Researchers are always susceptible to the emotional pressures of research (Howarth,
1998). The research process can evoke highly emotional responses in not only the
participants, but also in members of the research team (Lalor et al., 2006). The
impact, or emotional distress experienced, can vary from researcher to researcher, but
also varies by research topic. Arguably, some areas and topics are more likely to elicit
strong responses than others, such as cancer, HIV/AIDS and death, as they
all have implications for the researcher’s personal life as they are commonly feared
illnesses or experiences (Johnson and Macleod Clarke, 2003). Research topics can
cause researchers to examine their own life more closely and reflect on the positive
and negatives that lie in their past, as well as possibilities for the future, and that this
can cause feelings such as guilt, fear and embarrassment (Howarth, 1998).

For those such as myself, who research the experiences and emotions of others, who
experience the privilege and the pain, the journey can be one that is more intense and
difficult than first imagined (Bourne, 1998). ‘The effect of being involved in, and in a
sense, sharing the private world of people in despair, can be a psychologically and
emotionally wrenching experience’ (Burr 1996 cited in Sampson et al., 2008, p. 923).
In some cases, researchers have reported feeling burdened by the painful stories that
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they have heard (Sampson, 2008) and this is something that needs to be considered
carefully prior to the commencement of sensitive research. There was no denying that
my Ph.D. candidature was going to be an emotional journey for me, although I
believed that it would be one that I could cope with. I knew that it was likely that my
own experiences would resonate with the stories that I was hearing from my
participants. For the most part, my first interviews involved women that were slightly
different to me, as the outcomes, experiences, reactions and emotions were disparate
to my own. Although these interviews still had an impact on me, and I could
empathise with what participants discussed, it was not until I started interviewing
women with the same experience as my own that the full impact hit. In some cases, I
found myself fighting back tears during interviews, or finding it harder to focus and
follow up on important aspects of what was being said. I had to fight the urge to be
distracted by similarities and to share my own experiences, possibly making the
participants feel like I was taking the focus off them, and/or of going home and just
crying. Several interviews felt like I was interviewing myself and were so ‘close to
home’ that it was uncanny. Through my participants’ reflections on their experiences
I started to reflect on my own, and painful aspects from my past.

Based on this, I argue strongly that researchers (in addition to the researched) often
experience emotions too and that they are not merely a data collection instrument.
Social scientists can, and do, react to the stories that their participants tell (Hubbard et
al., 2001). It is these stories that can
have a resonance within our own lives and which, as a result, can bring to the fore
memories and experiences from our past (Hubbard et al., 2001; Mitchell and Irvine,
2008; Rowling, 1999; Lalor et al,. 2006); this is the point at which the personal and
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private emotional world of the researcher meets the public world of research (Bourne,
1998; Gould and Nelson, 2005). It has been likened to reflections in mirrors, as by
confronting the reality of other’s experiences, we are also confronted with the truth of
our own experiences. It can be via participants that we perceive our various selves:
professional, personal, public, private (Tillmann-Healey and Kiesinger, 2001). This is
especially the case in research such as my own, when researcher biographies
influence the choice of research topic, and as such, cause researchers to reflect back
on their own lives, experiences and past events (Sampson, 2008), and to involve
themselves in self-examination and reflection, and significant personal learning and
change (Grafanaki, 1996). Listening to participants’ stories may evoke upsetting
images either because it reminds the researcher of their own experiences or because
they empathise strongly with the participants’ stories (Hubbard, 2001; Gould and
Nelson, 2005; Perry et al., 2004). Researchers can be exposed, in an embodied way,
to the pain and suffering of their participants which can give them a heightened sense
of their own mortality and vulnerability (Dickson-Swift et al., 2007).
I find that I liken my experience to Heidegger’s notion of temporality and thrownness:
‘I have a past that I always carry with me, that must serve as a foundation for my
current existence, and which defines and limits my future possibilities’ (Heidegger
cited in Watts, 2001, p. 34); my history and emotions with and around breast cancer
were inescapable, influenced all aspects of my life, and shaped the way I perceived
and thought about my experience and the experience of others. In some instances, this
would occur because participants’ experiences were so similar to mine that I couldn’t
help but compare our reactions and to analyse why they occurred. In other cases,
participants’ experiences or reactions (such as level of fear surrounding breast cancer)
would differ significantly from my own and I would find myself thinking in more
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detail about why I felt the way I did and what it would be like to live within the
cancer experience from the alternate point of view.

Managing the highs and lows
Throughout the process of undertaking emotionally-laden research, and experiencing
the associated highs and lows, I utilised a range of methods to try and reduce the
impact that the research had on me as the researcher, as well as strengthening my
ability to be reflexive and give an honest voice to the women involved.

The first approach that I undertook was one that I had utilised in previous research
and one that I found was commonly recommended by supervisors and academics
alike: journaling. Although all aspects of the research venture, including the
interpretation of participants’ stories, may encompass the emotionality of the topic
(Hubbard et al., 2001), acknowledgment and reflection via a journal offers
opportunities to gain greater insight. It was important for me to locate myself within
the research process, and to acknowledge, and be aware of, the role I played within
the research context, including the impacts the research had on me personally (not
only for my own understanding, but to create a context in which others can appreciate
the evolving process and final research product). Reflexivity can be a difficult, but
vital, aspect of sensitive research. It is seen as an essential process if researchers are to
explore emotional reactions and make genuine sense of participants’ experiences,
whilst also confirming/refuting current knowledge and elucidating new ideas
(Rowling, 1999).
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What is researched, and how it is researched, is undoubtedly influenced by
researcher’s personal stories and experiences. As such, it is essential that the
researcher’s beliefs, experiences and skills are made explicit, not with the intention of
uncovering bias, but instead, to be used as a resource to guide data gathering and
interpretation (Rowling, 1999), and to increase researcher self-awareness of their own
assumptions and the role these may play (Grafanaki, 1996). As such, researchers are
encouraged to engage in continuous self-critique and self-appraisal and to look
closely at how their experience shapes or influences the stages of the research process,
and to place emphasis not on ‘looking good’, but on self-revelation (Dowling, 2006).

The most effective way for me to undertake this process was through keeping a
research journal. It was important for me, at the outset of my Ph.D. candidature, to
feel like I could justify my decisions regarding my personal experience with the topic,
and to make it clear that this was something I had considered in-depth. I wanted to be
explicit from the outset that my experience was a part of who I was, and as such, it
was not possible for me to disregard it whilst conducting the research. I felt strongly
that if it was something that I attempted to hide and conceal it may be perceived as, in
some senses, biasing my work. By being overt and open about my past experience of
breast cancer and how it shaped me I am more willing, as a result, to look more
closely at the role my experience had to play within the research. I have maintained a
research journal from the very start which outlines my thought processes and why I
made certain decisions and the involvement of my emotional reactions. This journal
keeping has allowed me a space to record my initial reactions and decisions and to be
able to look back at them and analyse the factors behind those decision making
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processes, and to see how my thought processes changed throughout the course of the
research.

This approach was supported through numerous pieces of literature which argue that
personal journals or diaries can be a valuable and relatively simple way for
researchers to work through and acknowledge their emotions, and the roles that they
play within the research context (Darra, 2008; Glaze, 2002; Goodrum and Keys,
2007; Hewitt-Taylor, 2002; Hubbard et al., 2001; Laverty ,2003; Smith, 1999), and as
a way to manage distress, sadness and release emotions (Goodrum and Keys, 2007).
Journals can also viewed as an effective tool for reflexivity, as they can lead the
researcher to a state of openness where prior assumptions, beliefs and attitudes are
recognised and understood (Dowling, 2006). Journaling is also considered a method
that enhances the credibility of the research through researcher’s descriptions and
interpretations of their experience as researchers, and via providing the ability to audit
the research process (Glaze, 2002).

Alongside this, I found that my supervisors were also another resource that was
beneficial throughout the research process. The likelihood of Ph.D. students making
good progress with their research and developing good working relationships with
supervisors is argued to be aided by shared research interests (Ives and Rowley, 2005;
Murphy et al., 2007; Bradbury- Jones et al., 2007). Supervisors are seen to not only
guide and assist their students, but to also offer a degree of support (Ives and Rowley
2005), as they focus not only on the academic achievement or progress, but also on
the whole person via being sympathetic and supportive of academic and nonacademic
aspects of the candidates’ lives (Murphy et al., 2007). Supervision is viewed as an
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effective resource for researchers undertaking sensitive research, as it provides an
opportunity to receive necessary support, as well as the development of skill bases
(Dickson-Swift et al., 2008).

It has also been noted that there can be distinct benefits from having more than one
supervisor, as they may complement each other and form a more comprehensive
supervision team (Ives and Rowley, 2005). I was fortunate enough to be in a situation
where I was allocated supervisors that provided the aforementioned sources of
support and mentoring. It was important for me throughout the research journey to
feel that I was supported and was able to approach my supervisors at any stage
throughout the study to gain support and advice. My supervisors formed a team that I
knew I could approach at any stage if I was experiencing difficulties, and that
addressed a range of needs and concerns, whether personal, academic, or emotional. I
feel that it was significantly beneficial to have three supervisors, as for me, this meant
that I would usually be able to get in contact with one if I needed urgent advice.
Similarly, they all had an interest or passion for the research topic which allowed
many in-depth and passionate discussions to occur and provide me with motivation
and different perspectives to consider.

Even though I had this supervisory support I found that it was also necessary for me,
at times, to access a private counsellor, or to know that I had made arrangements for
them to be there if the situation arose where I did need to urgently talk to someone.
Throughout the research process, it is thought that researchers may sometimes benefit
from personal counseling (Howarth, 1998). This is seen as another method for dealing
with the emotional burden of sensitive research, as it allows the researcher the
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opportunity to give a voice to what they are hearing, recognise why they may be
feeling that way, and have the opportunity to receive support and advice (Goodrum
and Keys, 2007; Dickson-Swift et al., 2008), and restoring a sense of psychological
and emotional wellbeing (Howarth, 1998). As mentioned previously, I was aware of
the fact that with sensitive and emotional research comes the possibility of emotional
burden for the researcher. In preparation for this, I made arrangements to ensure that
if I felt like it was becoming too overwhelming I would be able to see a counsellor.
For the most part, I felt that I was coping with the emotional stress of the research
relatively well but there were times where I made sure I utilised this option. The most
pertinent for me was after completing interviews with women who had lost their
mothers and/or who had almost identical experiences to my own. These instances
were particularly difficult for me to cope with, as they hit very ’close to home’, and it
was important that shortly after I was able to speak to the counsellor and discuss the
impact that it had, and why I thought that had occurred.

Alongside the utilisation of the aforementioned approaches, I also attempted to space
my interviews so that I had time to process each individual story before attempting to
move on to the next. By pacing interviews I was able to reflect on what I had been
hearing and provide a place for validation of my emotional reactions to these stories
(Beale, 2004; Hubbard, 2001). It is also a way for me to have enough time to be able
to process and ‘let go’ of information that may be harmful (Dickson-Swift et al.,
2008). Arguably, researchers should undertake no more than two interviews per day
to ensure that burnout or exhaustion does not occur (Wilkes, 1999). I made a point of
limiting the number of interviews that I did each week predominantly for the purpose
of giving myself a rest period, as I knew that trying to push too many interviews into a
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day or a week would result in a greater emotional impact. It also allowed me the
opportunity to keep up with my transcription so that I could work with my data while
the interview was still fresh in my mind. Further to this, I also found it really
important to make sure that I had some ‘downtime’ where I could just relax and do
mindless activities (e.g. one of the most beneficial things I found to deal with the
emotional stories I had heard was taking up a boxing class; very therapeutic!). All of
these things meant that I felt better equipped to handle the emotional aspects of this
research project and reassured me that if I needed help, or someone to talk to,
everything was organised and accessible.

Conclusion
Researcher emotions and experiences are invaluable tools when exploring sensitive
research. They have played a large role in the way that this research project was
undertaken: the interactions with participants and the understanding and analysis of
the data. Although it may have been possible to undertake this research from a more
distanced stand point, I feel that there would be very little gained, and in fact, believe
it would reduce the depth of the findings. Although at times it has been difficult, and
there have been many challenges along the way, I feel that utilising my experiences
and emotions was, ultimately, beneficial to this research project, to the participants,
and to me. By grounding research within the qualitative, constructivist and
Heideggerian phenomenological perspectives it is possible to explore these
emotionally-laden experiences and gain an in-depth understanding of the lives of the
participants. Further to this, it is possible to make the experience one of being-with,
and to become immersed in the worlds of those involved. This involvement and
being-with allows a depth of understanding and comprehension that would not be
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possible from a more detached standpoint. It is through this immersion that it is
possible for a voice to be given to the experiences of these young women, and the
importance and emotional nature of their stories to be told.

It was my hope, as an early career researcher, that I could provide some insight into
what it is like to do research in a sensitive area, especially one that the researcher
themselves has an emotional or experiential connection to. It was something I was
very cautious of at the beginning; it was something I knew could be beneficial, but
could also be detrimental if I didn’t ‘go in’ prepared. It has, and continues to be, an
emotional journey, but one that I feel has been important, not only for myself and the
completion of my candidature, but also for the participants who had the opportunity to
tell their stories. It is important for such journal articles to be written as they can alert
other novice researchers and / or those new to sensitive research about the difficulties
they may face and better prepare themselves for the journey ahead.
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ABSTRACT
This article provides a reflective account of the lived experience of undertaking phenomenological research.
Three postgraduate health science researchers and their supervisor share their experiences of understanding
phenomenological
theory, study design and application of phenomenological principles to a range of research topics including:
first time motherhood, community singing and familial breast cancer. The article commences with the
theoretical context; however,
the main intention is to reveal the development of the students’ thinking and experience of doing
phenomenological
research. Such revelations are intended to encourage future social work and health science postgraduate
researchers to consider phenomenology as having direct practical application for real life experience.
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INTRODUCTION
This article aims to explore and reveal the research stories of beginning postgraduate researchers.
What follows below are the stories of Robyn, Carol, Nicole and Jan (as supervisor) as we wrestle
with the epistemological complexities of qualitative research, and, in particular, the application of
phenomenological
theory to our various research designs. An additional aim of this article is to articulate our
processes and to demonstrate how we have gone about thinking, feeling and experiencing
phenomenology within our individual research projects, as well as our supervision and peer
relationships. Furthermore, it is also our aim, through sharing stories and experiences, to support
and encourage other beginning (and interested, more experienced) health science researchers to
consider using phenomenology with practice-based concepts, rather than seeing it as too complex
(Caelli, 2001).
First, we provide a brief, but instructive, literature review of the principles of qualitative
methodology. Given the aims of our article, we then focus specifically on outlining
phenomenological methodology. As the Heideggerian concept of Being-with is a central
organizing framework in this article, this concept is highlighted. Second, we then move to sharing
our research stories of applying phenomenology to our substantive research topics. In this section
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of the article we aim to share our professional and personal experiences that inform our topics and
choice of methods; provide a brief overview of the stage of our research
designs; and, finally, demonstrate the applicability of phenomenology to our studies.
It is important to note that Robyn, Carol and Nicole’s stories embody the beginning, middle and
later stages of postgraduate research, and the concomitant levels of understanding. As such, our
stories serve as reflective accounts of the experience of doing phenomenology, including thinking
about the questions (Robyn’s story), exploring various phenomenologies (Carol’s story) locating
one’s self in the data analysis (Nicole’s story) and applicability to supervision ( Jan’s story). Thus,
these stories form the basis of our findings for this article.

LITERATURE REVIEW
Qualitative Principles

There is extensive discussion within the research methods literature as to the epistemological and
ontological distinctions of both qualitative and quantitative methodologies (Denzin and Lincoln,
2000; Grbich, 1999; Lincoln and Guba, 2000; Matlerud, 2001; Sarantakos, 2001; Schwandt,
2000). It is not possible to provide extensive debate here. Nonetheless, it is important to note that
social research consists of major paradigms, informed by particular ontologies and epistemologies,
which are then translated into qualitative or quantitative research methodologies and applied in
research design and methods.
When focusing on qualitative ontology and epistemology, we consider several key, unifying issues
to emerge from the vast body of methodological literature including:
• The nature of truth or reality: The nature of reality is subjective, socially constructed, interpretivist,
internally and externally experienced, value laden and meaningful.
• The nature of knowledge: The nature of knowledge is interpretive, including lived experience. There is a
focus on developing theory from data by forming inductive propositions; exploring, rather than seeking
causality and maintaining trustworthiness of data rather than generalizability. Qualitative methodology is
idiographic rather than nomothetic, naturalistic, iterative, seeking complexity not reduction, seeking to reveal
‘hidden’ meaning rather than control spurious variables, and utilising purposive not randomized sampling
techniques.
• Role of the researcher: Our role is emic, inside and immersed. We acknowledge our assumptions,
reflections and our autobiographical and co-constructed roles to be a social construction of the relationship
between the knower and the known.

Thus, we have followed Denzin and Lincoln’s (1994: 2) generic definition of qualitative research
as being:
. . . multi-method in focus, involving an interpretive, naturalistic approach to its
subject matter. This means that qualitative researchers study things in their natural
setting, attempting to make sense of, or interpret, phenomena in terms of the
meanings people bring to them.
Phenomenological Methodology

There are a wide range of qualitative methods from which to choose (see for example Denzin and
Lincoln, 2000; Sarantakos, 2001), with new theoretical combinations of methods continually
emerging. Multi-method research, triangulation and postmodern ‘bricolages’ have more recently
influenced qualitative ways of thinking. Qualitative methods share key epistemological
underpinnings; nonetheless there are distinguishing features between key areas of research
(Creswell, 1998). For example, ethnography focuses on describing cultural and social groups;
narrative and biography focuses on individual life stories; grounded theory on developing theory
from the field; action research is participant and social-action driven and feminist theory explores
gendered micro and macro experiences. These few examples provide a mere hint at the breadth
and depth of contemporary qualitative research methods. Given these methodological
considerations, nonetheless we all chose phenomenological approaches to inform our research, for
particular ontological and epistemological reasons, for which we now provide a brief overview.
Phenomenology is a complex and controversial philosophy that has heavily influenced qualitative
research methodology and, at times, has been subsumed into general qualitative paradigmatic
concepts (Benner, 1994; Cohen et al., 2000; Crabtree and Miller, 1999; Creswell, 1998; Crotty,
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1998; Moustakas, 1994) Despite these complexities, Streubert and Carpenter (1995) nonetheless
defined phenomenology as a science whose purpose is to describe particular phenomena, or the
appearance of things, as lived experience. Speigelberg (1975) as cited in Streubert and Carpenter
(1995) stated that the primary objective of phenomenology is the direct investigation and
description of phenomena as consciously experienced. An additional aspect of exploring lived
experience is to understand the meanings ascribed to experiences. Thereby, it is through accessing
lived
experience that researchers may gain understanding of the meanings and perceptions of another
person’s world.
We are aware that this is only a rudimentary definition of phenomenology. It is not possible, or
necessary, in this article to present an extensive overview of phenomenological philosophy. The
reader interested in Heideggerian philosophy, the method informing our studies, is directed to the
many extant, comprehensive and scholarly texts (Guignon, 1999; Moran and Mooney, 2002;
Watts, 2001). Suffice it to say, what is important to note is how phenomenology, as a research
method, has informed our research designs. First, the broad aim of all of our studies was to
explore the lived experiences of quintessentially human experiences such as first time
motherhood, community singing and cancer. In keeping with both qualitative and
phenomenological methods,we assumed inductive, theory-generating approaches, rather than
deductive, theory-driven approaches.We also sought to understand experience through an
exploration from the perspective of those who have direct experience (Breaden, 1997; Jordens et
al., 2001; Nelson, 1996; Thibodeau and MacRae, 1997). Second, we were interested to explore the
existential nature of being a human; we wondered how the substantive phenomena revealed our
existential humanity. That is, what does giving birth and first time motherhood, sharing songs and
dying from or surviving cancer contribute to our thoughts, feelings and perceptions of both
ourselves and our shared humanity? In other words, how do these experiences contribute to being
a person (Benner, 1994)? Third, we all valued subjectivity, and the participants’ personal
perceptions
and stories as a form of knowledge. This included both individual and social constructions of
experience (Crotty, 1998). Fourth, and beyond subjectivity alone,we embraced the concept of
intersubjectivity (Heidegger, 2000). Intersubjectivity assumes a co-created and mutual research
knowledge and relationship between the researcher and the researched. This decreases the object–
subject divide within the research relationship and
acknowledges intersubjective experience as epistemology.
Furthermore, and importantly from a methodological standpoint, we all assumed a hermeneutic,
rather than eidetic position, facilitating an interpretive stance (Moran and Mooney, 2002).We have
employed the hermeneutic circle as a way of understanding the connection between theory, data
and experience (Ezzy, 2002). In keeping with a hermeneutic stance, we have assumed
intersubjectivity both in our reflexive role as researchers, and the participants’ (beyond self )
Being-in-the-world. This intersubjectivity is non-dichotomous and acknowledges the
interconnections of mind–body, individual–social, objectivity– subjectivity and knower and
known. Fifth, and of significance for our article, we were all seeking to capture holistic Being-inthe-world. For phenomenologists, Being-in-the-world is the basis of human existence. Heidegger
(2000: 80) claimed, ‘Being-in is thus the formal existential expression for the Being of Dasein,
which has Being-in-theWorld as its essential state’. Being-in-the-world can be understood as the interconnectedness and
interdependence of human relationships (Cohn, 2002). Being-in-the-world as Dasein was
translated into our research methodologies to include a holistic and existential exploration of
phenomena as temporal, relational, spatial and corporeal life worlds (Munhall, 1994).
Being-with-Others (Mitsein)

All our studies have a holistic focus on Being-in-the-world as temporal, relational, spatial,
spiritual and embodied being. It is beyond the scope of this article to discuss each of these aspects
in depth. We will now focus on the relational aspects of Being-in-the-world as understood by the
Heideggerian concepts of Mitsein, translated here as Being-with. Mitsein is fundamental to our
Being-in-the-world (Inwood, 1999). We are ultimately inseparable; there is no us and them.
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Heidegger regards Being-with as an a priori existential which enables Dasein to relate to others.
Being-with is seen as the a priori dimension of the self, which provides us
with the potential to understand and relate to others in all possible ways (Watts, 2001: 32–3). It is
our inevitability that we will be with others; it is an existential given (Cohn, 2002: 105). As such,
in Being-in-the-world we always, and essentially, experience things in relation to other people. As
long as I exist I am always
with others in some way. The world is essentially a public or social world. This Being-with-Others
still applies even when we are alone or isolated. When we are alone or isolated, others become
conspicuous through their absence and they are still with us through the man-made things that
surround us (Heidegger, 1962;Watts, 2001). Thus, we are not self-sufficient entities, but born to
be part of a world that is mutually interactive.

OUR FINDINGS OF DOING PHENOMENOLOGY
Moving from the theoretical context, we now share the research stories of our lived experiences of
undertaking our phenomenological studies. Each of us discuss, in turn, our personal and
professional experiences informing our choice of topic; describe the phenomena for research; and
then reveal our transitions from understanding phenomenological theory to applying these
concepts to field work, and the ensuing implications for practice.
We are all at differing stages of our postgraduate journeys; Robyn is an Honours candidate,
exploring the practice of phenomenology; Carol is designing her PhD methodology; and Nicole is
collecting and analysing her PhD data. Our individual stories reflect our individual stage of
research and developing understandings of phenomenological theory and application. At the
conclusion of this section we include the lived experience of Jan, who has also undertaken
phenomenological research and is now supervising our projects. Each of us has
differing interpretations of phenomenology and how we might apply the concepts of Being-withOthers to our research. Nonetheless, what unites us is our shared interest in phenomenology and
its possibilities for personal and professional understanding.
Robyn’s Story of Phenomenological Research

Personal and Professional Experience
My interest in the subject of women’s experience of sharing birth stories, as first time mothers
stemmed from my own experience of my transition to motherhood. In telling my own story, and
hearing other women’s stories, my interest in this experience grew in the experience of sharing
and the transition to first time motherhood. In researching this topic I found a gap in the social
work literature about women’s experience of first time motherhood and sharing birth stories, as
well as an under-representation of women’s voices in the research literature. This knowledge gap
has strengthened my commitment to the topic, and my chosen methodology, to use women’s lived
experiences and stories to represent their experience of transition to first time motherhood.
Story telling, as a research method, was designed to facilitate the experience of sharing stories of
first time motherhood. As a qualified social worker and beginning researcher, I had previously
observed, facilitated and participated in groups where women had shared story telling as a group
work method. Story telling and sharing, as group work methods, were chosen to provide an
opportunity to explore lived experience, and at the same time bring closer the broader context of
the social world within the group. Additionally, the broader context can be described as being both
temporal and historical. The use of group work to represent this broader context and social
experience is described and acknowledged in practice. ‘The group is identified as constituting and
as a constituent part of the social world’ (McDermott, 2002: 12).
From Theory to Application
In developing a framework for the research and my question, I widely searched and read to collect
detailed information and knowledge on phenomenology. There is much to read on
phenomenology, some helpful and some not so helpful, particularly in the early days of trying to
grapple with key concepts and their translation into research design. There are distinct schools of
phenomenological thought; I was continually questioning myself, seeking understanding and
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clarification of whether I preferred the traditions, views and methods of Husserl or Heidegger, or
descriptive or interpretive phenomenology, in the development of my research. In the end,
phenomenology was chosen as a methodology in the research, as it allowed for the inclusion and
acknowledgement of women’s lived experience, meaning-making and knowledge constructions,
as well as a representation of these within the research process.
Phenomenology embraces the value of researching women’s individual experience, personal
knowledge and the representation of meaning in data analysis and transcription. Through the
process of undertaking the research, my understanding and interpretation has become more
tangible. Sharkey (2001) describes this process of development from a conceptual and
philosophical précis of phenomenology, to a stage of engaged research, as part of the individual
journey of developing and designing the look, shape and feel of one’s research.
The Incorporation of a Feminist Framework/Lens in the Research
Women’s experiences are considered central to feminist research. Phenomenology engages,
interprets and reflects women’s experiences through personal, social and cultural influences that
have shaped women’s lives and experiences (Alcott and Potter, 1993). Phenomenological
methodology incorporates feminist principles in representing the tension between concrete and
universal experiences. Phenomenology also acknowledges and includes the exploration and
interpretation of women’s individual experiences of gender, politics, social status,
culture and experience Alcott and Potter (1993). Munhall (1994) espouses the use of
phenomenological methodology, using feminist principles, in order to support and facilitate the
research process and maintains that this allows opportunity for women to explore and understand
their individual lived experiences. The research topic, and chosen methodology, aims to gain
further understanding for social work practice through exploring women’s experiences of sharing
stories as first time mothers. This individual context can be used to
inform understandings of social experiences, which, in turn, have been informed and shaped by
values, perceptions and experiences of phenomena or events (Munhall, 1994; McDermott, 2002).
My study acknowledges that women’s individual contexts are shaped through individual
experiences of ‘language, cultural and social practices’ (Munhall, 1994: 13). In exploring
women’s individual stories my study aims to influence social change by valuing women’s voices
and experiences for developing theory and practice in social work.
As stated earlier, women experience the transition and transformation to motherhood individually,
as well as within broader familial, social, temporal and cultural contexts (Munhall, 1994). Crotty
(1996) described the relationship and unity of subject and object as the individual being neither
separate from the experience, nor the relationship as experienced in isolation. This relationship
between the dichotomous objective and subjective is central when exploring the individual
experience of being a woman and making the transition into
first time motherhood. If viewed separately, as divided subject and object, the individual
experiences and events could be perceived as dissociated from the social, cultural and transitional
influences that shape this personal experience.Bringing women together in a group facilitates the
opportunity to research women’s experience of Being-with-Others.
Being-with-Others
Being-with-Others is a concept that has individually influenced all our studies and will be further
outlined in Carol and Nicole’s research stories below. As with the experience of community
singing and cancer, Being-with is also foundational to the way women experience sharing stories
of first time motherhood.
Carol’s Story of Phenomenological Research

Personal and Professional Experience
My interest in researching community singing, as a social work intervention, has been shaped by
my own experiences. In my 30s, I decided to start singing lessons with a friend. Once I had gained
some basic skills and confidence, this led to joining a local choir, and later, other smaller, local
singing groups. I found that singing with others was a way for me to become musical and to
become part of a community of music-making people. It also allowed me to share my enjoyment
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of music with others through group performances to small, enthusiastic audiences. Identifying as a
singer in the community boosted my self-esteem and confidence, and this changed the way I
thought about myself. Having worked as a graduate social worker in a program where visual art
was used as a medium for fostering positive social relationships and personal and artistic
development, I could see the potential in theorizing a social work model of community singing as
an intervention. I imagined group singing would help to build social networks and relationships
between participants, as well as providing the benefits that other researchers have identified, such
as lowered stress levels, raised immunity, improved mood, and enhancement of physical and
mental health (Clift and Hancox, 2001; Davidson, 2008).
There is a body of academic literature that investigates singing; however, it is dispersed across
disciplines with very little cross-disciplinary sharing of information (Bailey and Davidson, 2003).
Although I personally knew of several social workers working with choirs; nonetheless, few
studies actually investigate the lived experience of community singing. In particular, the social
work literature is noticeably lacking in research or theory about using community singing as an
intervention. Recent Australian publicity for the Choir of Hard Knocks (Black, 2007) and the
Battle of the Choirs (Blundell, 2008) has raised public awareness of the benefits of community
singing such as: connection, fellowship and enhanced social capital and community wellbeing
(Langston, 2005).
From a Theory of Being-with-Others to Application
As Robyn has noted, there are many different theorists writing about phenomenology as a research
methodology, and I personally struggled to find someone who was writing in a way that was
accessible for me. I realized that many of the texts Robyn and Nicole were finding helpful were
within a health framework and thus did not fit with the way I wanted to design my study.
However, I still felt strongly that phenomenology was the right methodology to use, because it
reflected the way I was thinking about and theorizing community
singing in my own mind. It took time for me to find some texts outside the health framework that
were accessible to me as a beginner in phenomenology (see for example Moran and Mooney,
2002; Moustakas, 1994; van Manen, 1997).
Singing together is an important part of our Being-in-the-world. Heidegger describes the world of
Dasein as a ‘with-world’ because whatever we do, we do it in relation to others (Watts, 2001).
This is the communal dimension of Dasein’s world. Heidegger says that our a priori or innate
selves have the capacity to relate to others. This is an important part of being human; this is our
human inheritance (Watts, 2001). No other species has the capacity to make music in the way that
humans do (Hodges, 2000; Mithen, 2005), and our capacity for music is innate and universal
(Dissanayake, 2000; Mithen, 2005). If we want to sing harmonies or combine the sounds of
different instruments and voices, we do this through Being-with-Others.Even when listening
alone,we are with others, because people were involved in producing the music, making the
instruments, and composing the song. Thus, if you are singing alone, this ability is your
inheritance as a human being (Dissanayake, 2000; Mithen, 2005). Music is often thought to have
preceded language and is seen by many as being primordial (Mithen, 2005). Reflecting this view,
van Manen draws on the writings of Merleau-Ponty when he describes phenomenology as poetic
and evocative and ‘an original singing of the world’ (van Manen, 1997: 13). Music is abstract in
that it is used by Dasein to symbolize experiences (objects) in its world – it is an expression of
human experience, or what it is to be human. According to the literature available on singing,
people find singing with others benefits them socially, emotionally and often spiritually (Clift and
Hancox, 2001). When we come together to sing, our Being-with-Others can be a profound
experience.
What is it that draws us together in this way? What drives us to make music? The natural sciences
have been unable to satisfactorily answer these questions (Mithen, 2005). Heidegger says that we
cannot separate Dasein from its world, meaning in this case, that the human experience of music,
or singing, must be viewed in the context of the meanings, relationships and culture within which
it is experienced by Dasein (Watts, 2001). In the same vein, music has been described in the
human sciences as ‘a social and cultural phenomenon which cannot be explored independently of
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the social contexts within which it occurs’ (Cross, 2006: 1). From a phenomenological perspective
then, the answers to the earlier questions are likely to be found through people’s subjective and
personal experiences and the meanings that they ascribe to singing and music making.
Nicole’s Story of Phenomenological Research

Professional and Personal Experience of the Phenomena of Young Women’s Experience
of Familial Breast Cancer
I am a Public Health PhD student 18 months into my candidature. I am undertaking a qualitative
phenomenological study on what it means to young nonmetropolitan women to have a history of
familial breast cancer. I am currently in the data collection and analysis phase of this research.
There were two significant underlying reasons for me to undertake PhD candidature. The first of
these is my personal experience with the topic. I have a strong family history of breast cancer;
including the loss of my mother when I was a teenager. As such, this experience has fuelled my
passionate interest in women’s health and for research into the area of young women and breast
cancer. Second, this topic also came about due to a significant gap in the literature. It is important
to note that there is much literature about cancer experiences including: clinical diagnoses of
mental health issues (Livneh, 2000; White and Macleod, 2002); adaptation (Folkman and Greer,
2000) and psychosocial concerns and distress (Holland, 2002). Furthermore, there are also key
studies exploring the sociocultural-linguistic context of cancer (Sontag, 1990; Stacey, 1997) and
narrative analysis (Frank, 1995; Mattingly, 1998), which explore and deconstruct the personal and
social meanings of cancer.Moreover, there is much research about older women’s experiences of
breast cancer (Breaden, 1997; Thibodeau and MacRae, 1997), as well as both older and younger
women’s experiences of treatment. Thus, somewhat surprisingly, there is a noticeable lack of
research exploring the needs and concerns of younger women who may not have a personal
diagnosis themselves but who nonetheless have experienced
familial breast cancer.
From Theory to Application: Presenting Preliminary Findings from a
Phenomenological Study
With regard to Carol’s and Robyn’s experiences, I am now at the next stage in research of
applying what I have learnt about Heideggerian phenomenology to the interview data that I have
been collecting. I believe that it is not just my expansive reading around phenomenology but also
my personal experience with the topic that has influenced my understanding and many aspects of
my research.Within Heideggerian thought it is presumed that if we reduce our understanding to an
objective opinion, bracketing out all prior experiences and emotion, then we ultimately bracket out
the meaningfulness of the experience we are trying to explore; we deexperience
our experiences and de-world the world we encounter (Safranski, 1998: 146). Heidegger’s
perspective was that there is no pure, external vantage point from which to get a
presuppositionless, disinterested angle on things (Guignon, 1999: 5–6). Heidegger further
emphasizes this in the statement:
I cannot look at the world objectively because the world is not, and cannot
possibly be, outside me, since I am – and always have been since birth – in the
world existing as part of it. I am inextricably linked to all other entities in the
world-wide web of significance. (Watts, 2001: 12)

Reflecting back on my research, and making the choice to use phenomenology, I can see that my
personal experience has played a beneficial role. It has assisted not only my understanding, but
also the development of my data collection tools through the following: the provision of insight
into appropriate and effective questions; the iterative selection of my sample of young women
who had lost their mothers; interaction with participants, as they appreciated talking to someone
who ‘understood’; as well as an increased awareness of the significance of these women’s
experiences, and my own increasing self-awareness. This was prevalent in many interviews where
a comment was made that really resonated with me, but was especially prevalent when
interviewing a young woman with a very similar background to my own. It opened my eyes to our
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shared feelings as well as causing me to look at further sampling and data collection in a different
light.
Following I will provide some brief quotes from my research. These provide context for the role
that both theory and personal experience played in the development of my phenomenological
understanding of one of the main Heideggerian concepts; Being-with-Others. Being-with has
emerged as one of the most significant areas for women experiencing familial breast cancer. A
large proportion of the recollection of their experiences are spoken about in relation to their
interaction with the significant others in their lives. These include their mothers, friends, siblings,
extended family, doctors and wider community. I will restrict my discussion to women whose
mothers had been diagnosed, as well as to some of those ‘others’ in their worlds that have an
influential role in these young women’s experiences. I reiterate, these are my reflections from
emerging analysis and not the complete findings as such.
Being-with-Others
The Heideggerian concept of Being-with has been discussed from a theoretical standpoint by
Robyn, Carol and in the theoretical context section. I do not wish to reiterate this here; I will now
demonstrate how the concept of Being-with emerged in my study. Within women’s experiences of
familial breast cancer there are many ‘others’ in these women’s worlds that play a significant role
in the experience. It is beyond the scope of this article to discuss all of these but some of the main
ones will be briefly discussed with links back to the participants through the use of quotes.
. . . I just wanted to be where my mum was and she was in Melbourne, and like
I wasn’t. So, I think, yeah the separation is the biggest thing, like the biggest
effect.

A theme to emerge early in the data collection was that of participants’ separation from their
mothers as an emotionally distressing aspect of the familial breast cancer experience. Some of the
participants spoke of this from the perspective of their mother’s treatment; while for others it came
as a result of their mother’s death. I felt I could empathize with both. My experience allowed me
to deeply empathize with the stories of my participants; as I had experienced this first-hand
myself, thereby I knew the absence of ones mother has a profound effect. It also had me thinking
about what this meant in terms of Heidegger’s notion of Being-with. The mothers were a central
part of the participants’ world and their Being-with. However, I found it really interesting that the
emphasis for these women was not on Being-with their mothers, but more so their Being-without.
That it was largely through their mother’s absence that the cancer experience had an impact; a
type of fractured Being-with.
none of your friends know anything about what is going on, although my good friends know what’s going on
but they can’t understand it you know, none of them have ever had to deal with any of this . . .

Thus, Being-without was a further emerging theme, as illustrated in the above quote. None of the
women felt like their friends understood going through a loved one’s illness, and they spoke of
how this affected their sense of belonging and normality. At this point I started to recall reading
about ‘the they’ that Heidegger referred to within Being-with; the idea that we try to fit in with
what it expected of us within the ‘they’ world. Friends expected them to play a certain role, to go
to parties and socialize, not to be at home looking after a sick mother. It occurred to me that it was
possible for the participants’ feelings of abnormality to be stemming from no longer being a part
of the ‘they’, and no longer filling their ‘normal’ role.
if she was in pain or if she was lethargic or if she was just, when she was going
through chemo especially she used to go into her room and shut her door and
we just weren’t allowed to go in so we didn’t really I guess, grasp the full concept
of what she was going through.

By contrast with the above quote, my own experience with breast cancer was one that was very
inclusive. My mother made the point of keeping me informed as to what was happening and
making sure that I understood what to expect. Although some participants had similar experiences
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to me, I also found it very interesting to talk to the women who had the opposite experience. As
seen in the above quote, some of the participants were sheltered from what was happening to their
mothers; what I perceived as a more distant or partial Being-with
that impacted on their perception of what was happening. This further developed my
understanding of Being-with, as it made it more apparent to me that not only were there positive
and negative Being-with relationships, but also nuanced degrees of Being-with that influenced
levels of participation and understanding. As a result of my data collection, it became clear to me
that there were a variety of ways that Being-with was experienced within these young women’s
experiences of familial breast cancer, as well as within my role as a researcher.
My research journey, upon reflection, was not just one where I was encountering my participants’
Being-with, but was also one that encompassed my own Being-with. I found that, like Carol, I
relied on my own Being-with within the postgraduate community at the university to talk through
the findings that were developing from my research, and to have someone to talk through my
assumptions with (and to hear insights that I may not have thought of). I believe this was valuable
to me and that it had a positive influence on my journey as well as my interpretation of my data,
something that Jan will discuss further within the context of the student/supervisor relationship in
the following section.
Jan’s Story of Phenomenological Research

Being-with the Students as a Supervisor
I am an early career academic with a strong passion for phenomenological and existential research
and teaching methods. My style of supervision is shaped by my own experiences of postgraduate
study and supervision, my professional interests and my personal style. It is also informed by
phenomenological theory.
My own research has been informed by Heideggerian phenomenology and has explored various
cancer experiences; survivorhood, breast cancer in rural communities and the psychosocial impact
of bushland retreats on understanding the breast cancer journey.With its focus on lived
experiences, holistic Being-in- the-world and ontological reflexivity, phenomenology reflects and
reinforces the types of questions I ask of myself as researcher and educator.
As a supervisor, from a theoretical perspective Lewin’s experiential phenomenology highlighted
the integration of theory and practice and the implications for change (Zuber-Skeritt, 1992).
Lewin’s social and relationship focus is integral to professional social work and public health,
echoing social constructionist models (Mullaly, 2002), and is therefore directly compatible with
my own supervision philosophy and practice. Further to this, Dewey developed a dialectical
process of learning that transformed observation and reflection into action (Zuber-Skerritt, 1992).
Again, this connects research to the everyday tasks of social work and public health practice,
theory and research. The work of Fook (1996) further assists to integrate educational theory with
supervision as a form of reflective practice. Fook (1996: 5) suggests that a ‘. . . reflective approach
affirms the importance of experiential and interconnected ways of knowing the world, and favours
more emancipatory and participatory research practices’.
Thus, what I bring to the supervisory relationship combines both fascination with phenomenology
as a research and educational method, as well as a way of Being-with the postgraduate students.
Within our relations (I hope) there is sense of egalitarianism and a shared experience of the
research journey. Nicole, Carol and Robyn have educated me, by keeping me up to date with texts
and articles, and expanding my phenomenological horizons with theorists and schools of thought
with which I am unfamiliar. There are also the hallmarks of mutuality in sharing the writing of this
article: the collaborative process has lessened the ‘power’ gap from Jan as supervisor to Jan as coauthor and part of the team.
The Faculty within which we are all located is at a small rural campus. It is somewhat unexpected
that continental philosophy should experience resurgence in such an under-resourced context. As
such, the students’ interest in phenomenology is a great source of delight for me as a supervisor,
but also as a researcher. They have embraced, in varying ways, the challenge of this complex
philosophical method and very ably transformed it to have relevance to significant sociocultural
and personal issues experienced in contemporary society. As we are all from practice-based
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disciplines, the abstractions of phenomenology can seem obscure, even irrelevant, to many
practitioners. These students are breaking down the barriers between theory and practice in a very
real and lived way. We can do this, not in isolation, but by Being-with each other.
As postgraduate students, we echo this sentiment. We have all felt that it has been of great benefit
for us to form a relationship with a more established researcher experienced in phenomenology. It
is this presence of colleagues that are interested in phenomenology that makes a
phenomenological study possible; not only through academic and professional guidance, but also
personal support. As students, we imagine our postgraduate journey would be significantly more
difficult in the absence of somebody in the Faculty (such as Jan) who has experience with using
phenomenology as a methodology. Our Being-with has involved formal and informal learning and
discussion through interacting as a cohort. In the absence of this support, it may be useful to make
contact with phenomenological researchers and students external to the Faculty.

CONCLUSION
Phenomenology is a complex social and philosophical theory that has direct application to a broad
range of health science research topics. It requires curiosity, passion and commitment to undertake
such research; nonetheless, the rewards are bountiful both personally and academically. As well as
our participants, we have also experienced its transformational nature. Through sharing our own
lived experiences of undertaking phenomenological research, we have intended to encourage
future postgraduate health science researchers (and their supervisors) to consider the possibilities
of phenomenological methodology.
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Voices
FAMILIAL BREAST CANCER AS LIVED EXPERIENCE
AND ACADEMIC RESEARCH: LESSONS OF CRISIS,
LOSS, AND SURVIVORSHIP
NICOLE JOHNSON
La Trobe University, Bendigo, Australia

I am a PhD student at La Trobe University Bendigo and my topic explores young women’s lived
experiences of familial breast cancer. I used Heideggerian phenomenology (Heidegger, 1978) to do this
and it was really enlightening to me on both an academic and personal level. I, too, am a survivor of
familial breast cancer. My mother was diagnosed when I was 10 and, following a 5-year battle, died in
2000. I experienced so many of the things that my participants told me: having to grow up too quickly
and take on extra responsibility; the awareness of her pain and suffering; and the lifelong impact of not
having your mother in your life for the everyday as well as the significant moments.
The findings from my PhD indicate that the familial cancer experience is significant and life changing.
In many ways, it can be viewed through the lens of survivorhood. Some of my participants had
experienced a personal diagnosis and their survival experience presented the physical confrontation of
their own bodies as threatening and Being-toward-Death. Others spoke of their mothers and family
members diagnoses, and framed their experiences on either the physical survival of these diagnoses, or
the experience of fear, crisis, uncertainty, and/or loss as a whole.
Those who had experienced the death of their mothers experienced survival through navigating
maternal bereavement. My own experiences of familial breast cancer were exemplified through my
role as researcher, as my doctoral journey imbued survival as well. That is, survival of the doctoral
journey itself and the difficulties associated with sensitive research also produced newfound awareness
of my own personal survival of familial breast cancer. I realised the cancer journey was significant for
all those affected: young women, whether experiencing a personal diagnosis or not, are affected in
numerous ways. The successful navigation of these challenges can bring with it much of the same
sense of survivorhood that could be expected and observed in those diagnosed. The cancer experience
is one that leaves no life untouched.
My experience helped me to empathise with the participants in my study as well as informing and
strengthening my data analysis. At times, it also meant I re-experienced the grief of my familial cancer
experiences and I needed time
and distance to process thoughts, feelings, and renewed grief. My experience proved to be a valuable
tool as it gave my participants confidence and trust that I could “truly” understand. They were more
comfortable opening up without fear of judgment. It also provided insight into what topic areas might
be important to explore and how possible themes might relate to each other. It provided me a valuable
insight, an insider’s perspective that I would otherwise not have had. This research, and hence my PhD,
was a journey that encompassed many lessons of loss and survivorship. I was fortunate to come into
my doctorate with a good sense of what I wanted to explore. It was important for me to choose a topic
in which I had a keen, personal interest, one that could hold my attention for the full span of
candidature; a topic driven by curiosity, rather than method (Callejo Perez, 2006; Polit & Tatano Beck,
2004; Ross & Morrison, 1992). I knew that this would be the case due to personal and academic
investment in
my topic. In exploring a topic in which I am not only the researcher, but could also be one of my own
participants, presented both benefits and challenges. At a very early age I was introduced to the idea of
serious illness and the death of my mother. I knew that doing research in this area would be physically,
emotionally, and psychologically challenging. Nevertheless, I had a strong belief that this research was
important and that my experience could provide a valuable perspective and fill gaps in the literature.
At the beginning of my postgraduate studies I was worried about how this would impact on me; the
emotional burden that I was exposing myself to. I feared opening the old wounds that I had fought so
hard to close. During data collection I still had this fear, but also a curiosity to see how similar or
different my experiences were to others in the same situation. Like my participants, my experience had
been isolating and I had never spoken to someone else who had experienced the same thing. There
were times when hearing the stories of others became emotionally draining, but there were also times
when hearing the stories of others offered insight and reflection into my own experiences. There was
something cathartic about sharing stories and it provided insight into my own experiences and
reflections. I believe the choice I made was the right one for me, and for my research. It has made my
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continuing PhD journey more challenging and I had to tread more carefully than others may. Now
coming toward the end of my candidature, I feel a sense of achievement and pride that I have been able
to use the hardest time of my life as a motivator to not only work towards achieving my PhD, but to
also help others in this area and produce valuable new knowledge.
On a personal level, what this study has reinforced with me is that my mother’s death has profoundly
shaped the woman that I have become and the choices that I make in my life. Whether consciously or
not, my mother’s death, and my survival of that experience, is present in all aspects of my life. It has
reminded me that my mother will never be forgotten and through the memories I have of her, she will
always be present in my life. It has also reminded me that, although an alienating experience, I am not
alone. The same can be said of cancer. It was a central focus
of my life for many years and is something that I still consider with caution and fear. It is a disease that
I will always be waiting for, but hoping will never come. On an academic level, I knew from the outset
that undertaking a PhD was challenging and isolating. This has been the case for me but more so
because of the personal nature of my research. I have learned many lessons about the importance of
self-care and recognition of my own well-being above deadlines. I think it is easy to underestimate the
effect that hearing these stories can have (whether the
researcher has personal connections or not) and it becomes too easy to ignore these signs for the benefit
of the research or the participants. This can be a dangerous choice to make and I had to learn to walk
this line.
The participants in this study survived their experiences with breast cancer, I myself have done the
same (although this is a newfound realisation) and we have all survived and benefited from being
involved in this research. Familial
illness presents a period of profound emotional turmoil, distress, and a crisis of being-in-the-world.
What the women in this study have demonstrated is that survival is not just encapsulated in the
experiences of those diagnosed. Those in the with-world of these people are affected as well and can be
seen to survive this experience in their own right. Through adaption of self-identity and purpose, and
acceptance of risk and Being-toward-Death, women can come out and survive the familial cancer
experience. None came out unaffected, but all had managed to incorporate familial cancer into their
being-in-the-world in a manner that allowed them to continue, and in some cases thrive, in their current
and future being. Likewise, similar can be said of myself as researcher and familial cancer survivor. I
have gained great insight from the process of the PhD journey, as well as the exposure to this emotional
topic. I have grown as an academic and as a daughter. This research has provided an opportunity to
address a gap in the literature, as well as creating a new awareness of the significance of my familial
experiences as a central component in my academic ventures. Embracing my own being allowed this
research to be strengthened and, despite some challenges
along the way, my PhD candidature has facilitated personal and academic growth that will inspire me
to see the world in a new light.
AUTHOR’S BIOGRAPHY
Nicole Johnson is a PhD student at La Trobe University in Bendigo. She is in the final stages of
completing her research project on young women’s experiences of familial breast cancer. She also
teaches at La Trobe University and works in the research department of a local cancer organisation.
REFERENCES
Callejo Perez, D. (2006). Opening doors to reimagining qualitative research. In P. M. Jones
(Ed.), Nursing research: A qualitative perspective. Sudbury: Bartlett Publishers.
Heidegger, M. (1978). Being and time. Oxford: Blackwell Publishing.
Polit, D. F., & Tatano Beck, C. (2004). Nursing research: Principles and methods.
Philadelphia: Lippincott, Williams and Wilkins.
Ross, S. M., & Morrison, G. R. (1992). Getting started as a researcher: Designing and
conducting research studies in instructional technology. Tech Trends, 37(3), 19-22.

reprint requests to:
Nicole Johnson
2 Sedgwick Close
Kennington, Victoria, 3550
Australia
e-mail: ne2johnson@students.latrobe.edu.au

322

Reference List
Albain, K., D. Allred, et al. (1994). "Breast cancer outcome and predictors of
outcome: Are there age differentials?" Journal of the National Cancer Institute
Monographs 16: 35-42.
American Cancer Society (2009). Breast cancer facts and figures 2009-2010. Atlanta,
American Cancer Society.
American Cancer Society (2011). "Learn about cancer: Breast cancer overview."
Retrieved September 6th, 2011, from
http://www.cancer.org/Cancer/BreastCancer/OverviewGuide/breast-cancer-overviewwhat-causes.
Anfara, V. and N. Mertz (2006). Conclusion: Coming full circle. Theoretical
frameworks in qualitative research. V. Anfara and N. Mertz. Thousand Oaks,
California, Sage Publications.
Appleton, S., A. Fry, et al. (2000). "Psychosocial effects of living with an increased
risk of breast cancer: An exploratory study using telephone focus groups." PsychoOncology 9: 511-521.
Ardovini-Brooker, J. (2002). "Feminist Epistemology: The Foundation of Feminist
Research and its Distinction from Traditional Research." Advancing Women in
Leadership Spring.
Arndt, J., C. Routledge, et al. (2006). "Predicting proximal health responses to
reminders of death: The influence of coping style and health optimism." Psychology
and Health 21(5): 593-614.
Australian Institute of Health and Welfare (2006). Cancer incidence projections for
Australia. Issues in Society: Cancer Awareness. J. Healey. NSW, The Spinney Press.
224.
Baldwin, A. and K. Usher (2008). "Going the distance: Experiences of women with
gynaecological cancer residing in rural and remonte north Queensland." International
Journal of Nursing Practice 14: 322-328.
Becker, C. (1992). Living and Relating: An Introduction to Phenomenology. Newbury
Park, California, Sage Publications.
Benjamin, C., M. Flynn, et al. (2008). "The Use of Life Course Paradigm and Life
Course Charts to Explore Referral for Family History of Breast Cancer." International
Journal of Nursing Studies 45: 95-109.
Benner, P. (1994). Interpretive Phenomenology : Embodiment, Caring, And Ethics In
Health And Illness Thousand Oaks, California, Sage Publications.

323

Bennett, P., E. Parsons, et al. (2010). "Long-term cohort study of women of
intermediate risk of familial breast cancer: Experiences of living at risk." PsychoOncology 19: 390-398.
Black, W. C., R. F. Nease, et al. (1995). "Perceptions of breast cancer risk and
screening effectiveness in women younger than 50 years of age." Journal of the
National Cancer Institute 87(10): 720-731.
Blanchard, D., J. Erblich, et al. (2002). "Read All About It: The Over-Representation
of Breast Cancer in Popular Magazines." Preventative Medicine 35: 343-348.
Blattner, W. (2006). Heidegger's Being and Time: A Readers Guide. London,
Continuum International Publishing Group.
Bloyce, D. (2004). "Research is a messy process. A case study of a figurational
sociology approach to conventional issues in social science research methods."
Graduate Journal of Social Science 1(1).
Bostrom, A. (1997). "Risk perceptions: "Experts" vs. "lay" people." Duke
Environmental Law and Policy Reform 8(10): 101-113.
Botterill, L. and N. Mazor (2004). Risk and risk perception: A literature review,
Australian Government: Rural industries research and development corporation.
Bottorff, J. L., P. A. Ratner, et al. (1998). "Communicating cancer risk information:
the challenges of uncertainty." Patient Education and Counselling 33(1): 67-81.
Bourne, J. (1998). Researchers experience emotion too. Meddling with mythology:
Aids and the social construction of knowledge. R. S. Barbour and G. Huby. London,
Routledge: 90-104.
Bozo, O., A. Tunca, et al. (2009). "The effect of death anxiety and age on health
promoting behaviours: A terror management theory perspective." The Journal of
Psychology 143(4): 377-389.
Bradbury, A., L. Patrick-Miller, et al. (2009). "Learning of Your Parent's BRCA
Mutation During Adolescence or Early Adulthood: A Study of Offspring
Experiences." Psycho-Oncology 18: 200-208.
Buchbinder, M., J. Longhofer, et al. (2009). "Family routines and rituals when a
parent has cancer." Families, Systems and Health 27(3): 213-227.
Burak, L. and B. Boone (2008). "College women and breast cancer: Knowledge,
behaviour, and beliefs regarding risk reduction." American Journal of Health
Education 39(4): 206-212.
Burles, M. (2006). Mothers and Daughters' Experiences of Breast Cancer: Family
Roles, Responsibilities and Relationships. Department of Sociology, University of
Saskatchewan. Master of Arts.

324

Byrne, M. (2001). "Evaluating the findings of qualitative research." AORN Journal
73(1): 703-704.
Cait, C. (2008). "Identity development and grieving: The evolving processes for
parentally bereaved women." British Journal of Social Work 38: 322-339.
Callejo Perez, D. (2006). Opening doors to reimagining qualitative research. Nursing
Research: A Qualitative Perspective. P. Munhall Jones. Sudbury, Bartlett Publishers.
Campbell, R. and S. Wasco (2000). "Feminist appraoches to social science:
epistemological and methodological tenets." American Journal of Community
Psychology 28(6): 773-791.
Cappelli, M., S. Verma, et al. (2005). "Psychological and Genetic Counselling
Implications for Adolescent Daughters of Mothers with Breast Cancer." Clinical
Genetics 67: 481-491.
Centola, D. (2011). "An experimental study of homophily in the adoption of health."
Science 334: 1269-1272.
Cerbone, D. (2008). Heidegger: A guide for the perplexed. London, Continuum
International Publishing Group.
Chalmers, K. and K. Thomson (1996). "Coming to terms with the risk of breast
cancer: Perceptions of women with primary relatives with breast cancer." Journal of
Qualitative Health Research 6(2): 256-282.
Chalmers, K. and K. Thomson (1996). "Information, support and communication
needs of women with a family history of breast cancer." Cancer Nursing 19(3): 204213.
Claasen, L. (2011). The risky self: How people perceive and respond to being at risk
for diabetes and cardiovascular disease; the role of genetic risk information and selfconcept. EMGO Institute for Health and Care Research, Department of Public and
Occupational Health of the VU Medical Center. Amsterdam. Doctor of Philosophy.
Claasen, L., L. Henneman, et al. (2010). "Using family history information to promote
healthy lifestyles and prevent diseases: a discussion of the evidence." BMC Public
Health 10.
Clements, A., B. J. Henderson, et al. (2008). "Diagnosed with Breast Cancer While on
a Family History Screening Programme: An Exploratory Qualitative Study."
European Journal of Cancer 17: 245-252.
Clemmens, D. (2009). "The significance of motherhood for adolescents whose
mothers have breast cancer." Oncology Nursing Forum 36(5): 571-577.
Clingerman, E. (2006). "An insider/outsider team approach in research with migrant
farmworker women." Family and Community Health 30(18): 75-84.

325

Clough, P. and C. Nutbrown (2002). A Student’s Guide To Methodology. London,
Sage Publications.
Cohen, M. (2000). Ethical Issues and Ethical Approval. Hermeneutic
Phenomenological Research: A Practical Guide for Nurse Researchers. M. Cohen, D.
Kahn and R. Steeves. Thousand Oaks, California, Sage Publications.
Cohen, M. (2000). Introduction. Hermeneutic Phenomenological Research: A
Practical Guide for Nurse Researchers. M. Cohen, D. Kahn and R. Steeves. Thousand
Oaks, California, Sage Publications.
Cohen, M., D. Kahn, et al. (2000). Hermeneutic Phenomenological Research: A
Practical Guide for Nurse Researchers. Thousand Oaks, California, Sage Publications.
Cohen, M., D. Kahn, et al. (2000). How to Analyze the Data. Hermeneutic
Phenomenological Research: A Practical Guide for Nurse Researchers. M. Cohen, D.
Kahn and R. Steeves. Thousand Oaks, California, Sage Publications.
Cohn, W., G. Fraser, et al. (2008). "Perceptions of Cancer Risk, Risk Management
and Family Issues: Views of Women at Risk for Hereditary Breast Cancer." Southern
Online Journal of Nursing Research 8(3).
Collins, J. and H. Selina (2007). Introducing Heidegger. NSW, Allen & Unwin.
Couzens Hoy, D. (1998). Heidegger and the hermeneutic turn. The Cambridge
Companion to Heidegger. C. Guignon. Cambridge, Cambridge University Press.
Coyne, E. and S. Borbasi (2006-07). "Holding it All Together: Breast Cancer and Its
Impact on Life for Younger Women." Contemprary Nurse 23: 157-169.
Crist, J. D. and C. A. Tanner (2003). "Interpretation/Analysis Methods in
Hermeneutic Interpretive Phenomenology." Nursing Research 52(3): 202-205.
Crotser, C. and S. Dickerson (2010). "Learning about a twist in the road: Perspectives
of at-risk relatives learning of potential for cancer." Oncology Nursing Forum 37(6):
723-733.
Crotty, M. (1998). The foundations of social research : meaning and perspective in the
research process. St Leonards, NSW, Allen & Unwin.
d'Agincourt-Canning, L. (2005). "The effect of experiental knowledge on construction
of risk perception in hereditary breast/ovarian cancer. " Journal of Genetic
Counselling 14(1): 55-69.
Darlington, Y. and D. Scott (2002). Qualitative Research in Practice: Stories From
The Field. St Leonards, NSW, Allen & Unwin.
Davey, M., L. Gulish, et al. (2005). "Adolescents Coping with Mom's Breast Cancer:
Developing Family Intervention Programs." Journal of Marital and Family Therapy
31(2): 247-258.

326

Dekeuwer, C. and S. Bateman (2011). "Much more than a gene: hereditary breast and
ovarian cancer, reproductive choices and family life." Medical Health Care and
Philosophy.
Denscombe, M. (2010). "The affect heuristic and perceptions of the young smoker as
a risk object." Health, Risk & Society 12(5): 425-440.
Denzin, N. and Y. Lincoln (2000). Introduction: The discipline and practice of
qualitative research. Handbook of Qualitative Research. N. Denzin and Y. Lincoln.
Thousand Oaks, California, Sage Publications.
Denzin, N. and Y. Lincoln (2005). Clinical Research. The Sage Handbook of
Qualitative Research. D. N. K. and L. Y. S. Thousand Oaks, California., Sage
Publications Inc.
Denzin, N. and Y. Lincoln (2005). Introduction: The Discipline and Practice of
Qualitative Research. The Sage Handbook of Qualitative Research. D. N. K. and L.
Y. S. California., Sage Publications Inc.
Denzin, N. and Y. Lincoln (2005). Part IV. The Sage Handbook of Qualitative
Research. D. N. K. and L. Y. S. California., Sage Publications Inc.
Dickson-Swift, V. (2004). Undertaking sensitive health research: The experiences of
researchers. Bendigo, La Trobe University. Public Health.
Dostal, R. (1998). Time and Phenomenology in Husserl and Heidegger. The
Cambridge Companion to Heidegger. C. Guignon. Cambridge, Cambridge University
Press.
Douglas, M. (1992). Risk and Blame: Essays in cultural theory. London, Routlege.
Douglas, M. and A. Wildavsky (1982). Risk and Culture. Berkeley, University of
California Press.
Duggleby, W., K. Penz, et al. (2010). "The transitional experience of rural older
persons with advanced cancer and their families: A grounded theory study." BMC
Palliative Care 9(5).
Dunn, J. and S. K. Steginga (2000). "Young women's experience of breast cancer:
defining young and identifying concerns." Journal of Psycho-oncology 9: 137-146.
Eagly, A. and M. Crowley (1986). "Gender and Helping Behavior: A Meta-analytic
View of the Social Psychological Literature." Psychological Bulletin(100): 283-308.
East, P. (2010). "Children's provision of family caregiving: Benefit or burden?" Child
Development Perspectives 4(1): 55-61.
Edelman, H. (2006). Motherless daughters: The legacy of loss, Sydney, Da Capo
Press.

327

Edwards, L., M. Watson, et al. (2008). "Adolescent's stress responses and
psychological functioning when a parent has early breast cancer." Psycho-Oncology
17(1039-1047).
Epstein, S. A., T. H. Lin, et al. (1997). "Excessive breast self-examination among
first-degree relatives of newly diagnosed breast cancer patients " Psychosomatics
38(3): 253-261.
Etchegary, H. (2010). "'I put it on the backburner most days': Living with chronic
risk." Health 15: 633-649.
Etherington, K. (2005). Becoming a reflexive researcher: Using ourselves in research.
London, Jessica Kingsley Publishers.
Ezzy, D. (2002). Researching Health: Methodological Traditions and Innovations.
Second Opinion: An Introduction to Health Sociology. J. Germov. South Melbourne,
Oxford University Press: 49-64.
Ezzy, D. and P. Liamputtong Rice (1999). Qualitative Research Methods: A Health
Focus. South Melbourne, Oxford University Press.
Finlay, L. and B. Gough (2003). Reflexivity: A Practical Guide for Researchers in
Health and Social Sciences. Oxford, Blackwell Publishing.
Fischhoff, B., A. Bostrom, et al. (1993). "Risk perception and communication."
Annual Reviews Public Health 14: 183-203.
Fitch, M. (1999). "When Mom's Sick: Changes in a Mother's Role and in the Family
After Her Diagnosis of Cancer." Cancer Nursing 22(1): 58-63.
FitzGerald, M., A. Pearson, et al. (2001). "Impact of rural living on the experience of
chronic illness." Australian Journal of Rural Health 9: 235-240.
Fonow, M. and J. Cook (1991). Back to the Future: A Look at the Second Wave of
Feminist Epistemology and Methodology Beyond Methodolgy: Feminist Scholarship
as Lived Research. M. Fonow and J. Cook. Bloomington, Indiana University Press.
Fontana, A. and J. Frey (2000). The Interview: From Structured Questions to
Negotiated Text. Handbook of Qualitative Research. N. Denzin and Y. Lincoln.
Thousand Oaks, California, Sage Publications.
Fontana, A. and J. Frey (2005). The Interview: From Nuetral Stance to Political
Involvement The Sage Handbook of Qualitative Research. D. N. K. and L. Y. S.
California., Sage Publications.
Fook, J. (1996). Making Connections: Reflective Practices and Formal Theories. The
Reflective Researcher: Social Workers Theories of Practice Research. J. Fook. NSW,
Allen and Unwin.

328

Fosket, J. (2000). Problematizing biomedicine: Women's constructions of breast
cancer knowledge. Ideologies of Breast Cancer: Feminist Perspectives. L. Potts. Great
Britain, Macmillan Press.
Frankel, R. and K. Devers (2000). "Qualitative research: A consumer's guide."
Education for Health 13(1): 113-123.
Frede, D. (1998). The Question of Being: Heidegger's Project. The Cambridge
Companion to Heidegger. C. Guignon. Cambridge, Cambridge University Press.
Fry, R. and S. Prentice-Dunn (2006). "Effects of a psychosocial intervention on breast
self-examination attitudes and behaviors." Health Education Research 21(2): 287-295.
Furniss, K. (2000). "Tomatoes, pap smears, and tea? Adopting behaviours that may
prevent reproductive cancers and improve health." JOGNN 29(6): 641-652.
Gadamer, H. G. (1995). Truth and Method (J. Weinsheimer & D. G. Marshall, Trans.
2nd ed.). New York, Continuum.
Gana, K., M. Louret, et al. (2010). "Judgment of riskiness: Impact of personality,
naive theories and heuristic thinking among female students." Psychology and Health
25(2): 131-147.
Germino, B., B. Fife, et al. (1995). "Cancer and the Partner Relationship: What is its
Meaning?" Seminars in Oncology Nursing 11(1): 43-50.
Gesler, W. (1992). "Therapeutic lanscapes: Medical issues in light of the new cultural
geography." Social Science and Medicine 34(7): 735-746.
Gilbert, K. (2001). Introduction: Why are we interested in emotions? The emotional
nature of qualitative research
K. Gilbert. Boca Raton, Florida, CRC Press LCD.
Gough, J. (1988). Risk and uncertainty, Lincoln College and university of canterbury.
Gough, J. (1990). A review of the literature petaining to 'perceived' risk and
'acceptable' risk and the methods used to estimate them, Centre for Resource
Management. Information paper No.14.
Grabiak, B., C. Bender, et al. (2007). "The Impact of Parental Cancer on the
Adolescent: An Analysis of the Literature." Psycho-Oncology 16: 127-137.
Gray, D. (2005). Theoretical Perspectives and Research Methodologies. Doing
Research in the Real World. D. Gray. London, SAGE.
Gray, N., J. Klein, et al. (2005). "Health information-seeking behaviour in
adolescence: The place of the internet " Social Science and Medicine 60: 1467-1478.
Grbich, C. (1999). Qualitative Research in Health: An Introduction. NSW, Allen &
Unwin.

329

Grbich, C. F. (1999). Qualitative research in health : an introduction. St Leonards,
N.S.W., Allen & Unwin.
Green, J. and N. Thorogood (2004). Qualitative methods for health research. London,
Sage.
Grix, J. (2002). "Introducing Students to the Generic Terminology of Social
Research." Politics 22(3): 175-186.
Grunfeld, E. A., A. Ramirez, et al. (2002). "Women's knowledge and beliefs
regarding breast cancer." British Journal of Cancer 86: 1373-1378.
Guba, E. and Y. Lincoln (1994). Competing Paradigms in Qualitative Research.
Handbook of Qualitative Research. N. Denzin and Y. Lincoln. Thousand Oaks, Sage
Publications.
Guignon, C. (1998). Introduction. The Cambridge Companion to Heidegger. C.
Guignon. Cambridge, Cambridge University Press.
Hamilton, R., J. Williams, et al. (2009). "Life Trajectories, Genetic Testing, and Risk
Reduction Decisions in 18-39 Year Old Women at Risk for Hereditary Breast and
Ovarian Cancer." Journal of Genetic Counselling 18: 147-159.
Hancock, B. (2002). Trent Focus for Research & Development in Primary Health
Care: An Introduction to Qualitative Research, Trent Focus.
Hansen, E. C. (2006). Successful qualitative health research : a practical introduction.
Crows Nest, N.S.W., Allen & Unwin.
Harman, G. (2007). Heidegger Explained: From Phenomenon to Thing. Chicago,
Open Court.
Hayes, M. (1991). "The risk approach: Unassailable logic?" Social Science and
Medicine 33(1): 55-70.
Heath, L., T. R., et al. (1994). Applications of heuristics and biases to social issues.
New York, Plenum Press.
Heidegger, M. (1962). Being and Time. Malden, Blackwell Publishing.
Heidegger, M. (1996). Being and Time: A translation of Sein und Zeit New York,
State University of New York Press.
Higginbottom, G. (2004). "Sampling issues in qualitaitve research." Nurse Researcher
12(1): 7-19.
Hill, A. B. (1965). "The environment and disease: association or causation? ." Proc R
Soc Med 58: 295-300.

330

Hofler, M. (2005). "The Bradford-Hill considerations of causality: A counterfactual
perspective." Biomed Central: Emerging themes in epidemiology 2(11).
Holland, J. (2007). "Emotions and research." International Journal of Social Research
Methodology 10(3): 195-209.
Holliday, A. (2002). Doing and writing qualitative research. London, Thousand Oaks.
Hubbard, G., K. Backett-Milburn, et al. (2001). "Working with emotion: issues for the
researcher in fieldwork and teamwork." International Journal of Social Research
Methodology 4(2): 119-137.
Humpel, N., C. Magee, et al. (2007). "The Impact of Cancer Diagnosis on the Health
Behaviours of Cancer Survivors and Their Family and Friends." Support Care Cancer
15: 621-630.
Inwood, M. (1999). A Heidegger dictionary Oxford, Blackwell Publishers.
Jackson, J., N. Allum, et al. (2006). "Bridging levels of analysis in risk perception
research: The case of the fear of crimes." Forum: Qualitative Social Research 7(1).
Jaegar, C., O. Renn, et al. (2001). Risk, uncertainty and rational action. London,
Earthscan publications.
Jansen, G. and D. Roe Davis (1998). "Honoring voice and visibility: sensitive-topic
research and feminist interpretive inquiry." Affilia Journal of Women and Social
Work 13(3): 289-312.
Jayasinghe, U., R. Taylor, et al. (2005). "Is age at dignosis an independent prognostic
factor for survival following breast cancer?" ANZ journal of Surgery 75: 762-767.
Joffe, H. (2003). "Risk: From perception to social representation." British Journal of
social psychology 42: 55-73.
Johnson, N. (2006). Young women's perceptions of breast cancer. Public Health.
Bendigo, La Trobe University, Bendigo.
Johnson, N. and V. Dickson-Swift (2008). ""It usually happens in older women":
Young women's perceptions about breast cancer." Health education 67(4).
Johnson, R. and J. Waterfield (2004). "Making words count: the value of qualitative
research." Physiotherapy Research International 9(3): 121-131.
Jones, S., D. Iverson, et al. (2005). Breast health survey technical report.
Woolongong, National Breast Cancer Centre.
Katapodi, M., N. Facione, et al. (2005). "Perceived breast cancer risk: heuristic
reasoning and search for dominance structure." Social Science and Medicine 60: 421432.

331

Kenen, R., A. Ardern-Jones, et al. (2003). "Family stories and the use of heuristics:
women from suspected hereditary breast and ovarian cancer (HBOC) families."
Sociology of Health and Illness 25(7): 838-865.
Kenen, R., A. Ardern-Jones, et al. (2003). "Living with chronic risk: Healthy women
with a family history of breast/ovarian cancer." Health, Risk and Society 5(3): 315331.
Keogh, L., B. McClaren, et al. (2011). "How do women at increased, but unexplained,
familial risk of breast cancer perceive and manage their risk? A qualitative interview
study." Hereditary cancer in clinical practice 9(7).
Kim, Y. and R. Spillers (2010). "Quality of life of family caregivers at 2 years after a
relative's cancer diagnosis." Psycho-Oncology 19: 431-440.
Kim, Y., D. Wellisch, et al. (2008). "Effects of Psychological Distress on Quality of
Life of Adult Daughters and Their Mothers with Cancer." Psycho-Oncology 17:
1129-1136.
Kirkpatrick-Johnson, M. and S. Mollborn (2009). "Growing Up Faster, Feeling Older:
Hardship in Childhood and Adolescence." Social Psychology Quarterly 72(1): 39-60.
Kirsch, G. (2005). "Friendship, friendliness, and feminist fieldwork." Signs 30(4):
2163-2171.
Kleinman, A. (1988). The illness narratives: Suffering, healing and the human
condition. New York, Basic Books.
Koch, T. (1999). "Phenomenology revisited. An interpretive research process:
revisiting phenomenological and hermeneutical appraches " Nurse Researcher 6(3):
20-34.
Koehly, L., S. Peterson, et al. (2003). "A Social Network Analysis of Communication
about Heriditary Nonpolyposis Colerectal Cancer Genetic Testing and Family
Functioning." Cancer Epidemiology, biomarkers and prevention 12: 304-313.
Kundi, M. (2006). "Causality and the interpretation of epidemiological evidence."
Journal of Environmental Health Perspectives 114: 969-974.
Kvale, S. (1996). Interviews : an introduction to qualitative research interviewing.
Thousand Oaks, California, Sage Publications.
Ladson-Billings, G. (2000). Racialized Discourses and Ethnic Epistemologies.
Handbook of Qualitative Research. N. Denzin and Y. Lincoln. Thousand Oaks,
California, Sage Publications.
Laverty, S. (2003). "Hermeneutic Phenomenology and Phenomenology: A
Comparison of Historical and Methodological Considerations." International Journal
of Qualitative Methods 2(3).

332

Leedham, B. and B. E. Meyerowitz (1999). "Responses to parental cancer: A clinical
perspective." Journal of Clinical Psychology in Medical Settings(6): 441-461.
Leiter, A. (2008). "The perils of a half-built bridge: Risk perception, shifting
majorities and the nuclear power debate." Ecology L.Q. 31.
Lemay, E. and J. Pitts (1996). Heidegger for Beginners. Danbury, For Beginners
LLC.
Lemon, S., J. Zapka, et al. (2004). "Health behaviour change among women with
recent familial diagnosis of breast cancer." Preventive Medicine 39: 253-262.
Lenhardt, A. M. and B. McCourt (2000). "Adolescent Unresolved Grief in Response
to the Death of a Mother." Professional School Counselling 3(3): 189-196.
Leonard, V. (1994). A Heideggerian Phenomenological Perspective on the Concept of
Person. Interpretive Phenomenology: Embodiment, Caring, and Ethics in Health and
Illness. P. Benner. Thousand Oaks, California, Sage Publications.
Lerman, C., K. Kash, et al. (1994). "Younger women at increased risk for breast
cancer: Perceived risk, psychological well-being and surveillance behaviour." Journal
of the National Cancer Institute Monographs(16): 171-176.
Leventhal, H., K. Kelly, et al. (1999). "Population Risk, actual risk, perceived risk and
cancer control: a discussion." Journal of the National Cancer Institute Monographs 25.
Levesque-Lopman, L. (1988). Claiming Reality: Phenomenology and Women's
Experience. New Jersey, Rowman & Littlefield Publishers.
Lightfoot, N., S. Steggles, et al. (2005). "Psychological, physical, social and economic
impact of travelling great distances for cancer treatment." Current Oncology 12(4): 17.
Lincoln, Y. and E. Guba (2005). Paradigmatic Controversies, Contradictions, and
Emerging Confluences. The Sage Handbook of Qualitative Research. D. N. K. and L.
Y. S. Thousand Oaks, California., Sage Publications.
Lindenmeyer, A., F. Griffiths, et al. (2008). "Family health narratives: midlife
women's concepts of vulnerability to illness." University of Warwick Institutional
Repository.
Lipkus, I. M. (2007). "Numeric, verbal and visual formats of conveying health risks:
Suggested best practices and future recommendations." Medical Decision Making
Sept-Oct.
Little, M. and E.-J. Sayers (2004). "The skull beneath the skin: Cancer survival and
awareness of death." Psycho-Oncology 13: 190-198.

333

Liu, W. and J. Aaker (2007). "Do You Look to the Future or Focus on Today? The
Impact of Life Experience on Intertemporal Decisions." Organizational Behaviour
and Human Decision Processes 102: 212-225.
Live Strong Organisation (n.d.). "Setting Priorities." Retrieved 14th April, 2010, from
http://www.livestrong.org/Get-Help/Learn-About-Cancer/Cancer-SupportTopics/Emotional-Effects-of-Cancer/Setting-Priorities.
Llewellyn, G., G. Sullivan, et al. (1999). Sampling in Qualitative Research. Handbook
for Research Methods in Health Sciences. V. Minichiello, G. Sullivan, K. Greenwood
and R. Axford. South Melbourne: Addison Wesley
Loewenstein, G., E. Weber, et al. (2001). "Risk as feelings." Psychological Bulletin
127(2): 267-286.
Lowe, M. (2007). Beginning research: A guide for foundation degree students. Oxon,
New York, Routledge.
Lupton, D. (1999). Risk and sociocultural theory: New directions and perspectives.
Cambridge, Cambridge University Press.
Lupton, D. and J. Tulloch (2002). "Risk is part of your life: Risk epistemologies
among a group of Australians." Sociology 36(2): 317-334.
Maheu, C. (2009). "Implications of Living With a Strong Family History of Breast
Cancer." Canadian Journal of Nursing Research 41(2): 100-112.
Marks, D. F., M. Murray, et al. (2005). Health Psychology: Theory, Research and
Practice. London, Sage Publications.
Marshall, C. and G. B. Rossman (1999). Designing qualitative research. Thousand
Oaks, California, Sage Publications.
Mauthner, N. and A. Doucet (1998). Reflections on a Voice-centred Relational
Method: Analysing Maternal and Domestic Voices Feminist Dilemmas in Qualitative
Research: Public Knowledge and Private Lives. J. Ribbens and R. Edwards. London,
Sage.
Maxfield, M., T. Pyszczynski, et al. (2007). "Age-related diferences in response to
thoughts of ones own death: Mortality salience and judgments of moral
trangressions." Psychology and Aging 22(2): 341-353.
Mayjut, P. and R. Morehouse (1994). Beginning Qualitative Research: A Philosophic
and Practical Guide. London, The Falmer Press.
Mcallister, M. (2002). "Predictive genetic testing and beyond: A theory of
engagement." Journal of Health Psychology 7(5): 491-508.

334

Mcallister, M. (2003). "Personal theories of inheritance, coping strategies, risk
perception and engagement in hereditary non-polyposis colon cancer families offered
genetic testing." Clinical Genetics 64: 179-189.
McCormick, K. (2002). "A concept analysis of uncertainty in illness." Journal of
Nursing Scholarship 34(2): 127-131.
McCotter, S. (2001). "The journey of the beginning researcher." The Qualitative
Report 6(2).
McKenzie, J. F., B. L. Neiger, et al. (2005). Planning, Implementing and Evaluating
Health Promotion Programs: A Primer. San Francisco, Pearson Education.
McLuhan, M. and Q. Fiore (1967). The Medium is the Massage. New York, Penguin.
McPherson, K., C. M. Steel, et al. (2000). "ABC of Breast Diseases: Breast Cancer Epidemiology, risk factors ad genetics." BMJ Clinical Review 321: 624-628.
McPherson, K., C. M. Steel, et al. (2006). Breast cancer - epidemiology, risk factors
and genetics. ABC of breast diseases. J. M. Dixon. Oxford, Blackwell Publishing.
Mellon, S., L. Berry-Bobovski, et al. (2006). "Communication and decision-making
about seeking inherited cancer risk information: Findings from female survivorrelated focus groups." Psycho-Oncology 15: 193-208.
Mellon, S., R. Gold, et al. (2008). "Risk perception and cancer worry in families at
increased risk of familial breast/ovarian cancer." Psycho-Oncology 17: 756-766.
Mellon, S., J. Janisse, et al. (2009). "Predictors of Decision Making in Families at
Risk for Inherited Breast/Ovarian Cancer." Health Psychology 28(1): 38-47.
Meyerowitz, L. (2005). Who Was She, Who Am I?: Jewish Women's Experiences of
Early Maternal Loss. Department of Psychology, University of Cape Town. Honours.
Mikels, J., C. Lockenhoff, et al. (2010). "Following your heart or your head:
Focussing on emotions versus information differentially influences the decisions of
younger and older adults." Journal of Experimental Psychology 16(1): 87-95.
Mikels, J., A. Reed, et al. (2011). "Should I go with my gut? Investigating the benefits
of emotion-focussed decision making." Emotion 11(4): 743-753.
Monroe-Baillargeon, A. (2004). The Intergration of Feminism and Qualitative
Methodology. 16th Annual Conference on Ethnographic and Qualitative Research in
Education. SUNY Albany.
Mosavel, M., C. Simon, et al. (2010). "Cancer perceptions of South African mothers
and daughters: Implications for Health Promotion programs." Health Care for Women
International 31(9): 784-800.

335

Moustakas, C. (1994). Phenomenological Research Methods. Thousand Oaks,
California, Sage Publications.
Murphy, A. E. (1999). "Dealing with the uncertainty of developing a cancer."
European Journal of Cancer Care 8: 233-237.
Myers, M. D. (1997). "Qualitative Research in Information Systems." MIS Quarterly
21(2).
Neimeyer, R. (2005). "Grief, Loss and the Quest for Meaning: Narrative
Contributions to Bereavement Care." Bereavement Care 24(2): 27-30.
Neimeyer, R., S. Baldwin, et al. (2006). "Continuing Bonds and Reconstructing
Meaning: Mitigating Complications of Bereavement." Death Studies 30(8): 715-738.
Nelson, J. P. (1996). "Struggling to gain meaning: living with the uncertainty of breast
cancer. (Living with chronic illness)." Advances in Nursing Science 18(3): 59-77.
Neville, K. (2003). "Uncertainty in illness." Orthopeadic Nursing 22(3): 206-214.
Niederdeppe, J. and G. Levy (2007). "Fatalistic beliefs about cancer prevention and
three prevention behaviours." Cancer Epidemiology, biomarkers and prevention
16(5): 998-1003.
Norman, P. and K. Brain (2005). "An application of an extended health belief model
to the prediction of breast self-examination among women with a family history of
breast cancer." British Journal of Health Psychology 10: 1-16.
Norris, J., S. Stockard Spelic, et al. (2009). "Five Families Living With Hereditart
Breast and Ovarian Cancer Risk." Clinical Journal of Oncology Nursing 13(1): 73-80.
Northouse, L., A. Cracchiolo-Caraway, et al. (1991). "Psychologic consequences of
breast cancer on partner and family." Seminars in Oncology Nursing(7): 216-223.
Nurminen, M., T. Nurminen, et al. (1999). "Methodologic issues in epidemiologic
risk assessment." Epidemiology 10: 585-593.
Nutbeam, D. and E. Harris (2004). Theory in a nutshell : a practical guide to health
promotion theories. Sydney, McGraw-Hill.
O'Doherty, K. (2005). Risk communication in familial cancer. Department of
Psychology. Adelaide, The University of Adelaide. Doctor of Philosophy.
O'Dwyer, L. (2001). Reality in Husserl and in Heidegger. A Hundred Years of

Phenomenology: Perspectives on a Philisophical Tradition. R. Small. Aldershot,
Ashgate Publishing Limited.
O'Leary, Z. (2004). The essential guide to doing research. London, Sage.

336

O'Leary, Z. (2005). Researching real-world problems : a guide to methods of inquiry.
London, Sage.
Oberhofer, D. (1990). "Middle-aged adults mourning the death of a parent." Journal
of gerontological Social Work 14(3): 75-89.
Ogden, J. (2004). Understanding breast cancer. Hoboken, NJ, J. Wiley.
Oktay, J. S. (2004). "Breast Cancer Daughers: Overlooked Issues." Psycho-Oncology
13: S1-S75.
Oktay, J. S. (2005). Breast cancer daughters tell their stories. New York, The
Hawthorn Press.
Olesen, V. (2005). Early Millenial Feminist Qualitative Research: Challenges and
Contours The Sage Handbook of Qualitative Research. D. N. K. and L. Y. S.
Thousand Oaks, California., Sage Publications.
Panter-Brick, C. and A. Fuentes (2009). Health, risk and adversity. New York,
Berghahn Books.
Parr, J. (1998). Theoretical Voices and Women's Own Voices: The Stories of Mature
Women Students. Feminist Dilemmas in Qualitative Research: Public Knowledge and
Private Lives. J. Ribbens and R. Edwards. London, Sage.
Pascal, J. (2007). Breast cancer and well-being: Psychosocial experiences at an
environmental retreat, Otis Foundation report.
Patton, M. Q. (1990). Qualitative Evaluation and Research Methods. Newbury Park,
California, Sage Publications.
Patton, M. Q. (1999). "Ehancing the quality and credibility of qualitaitve analysis."
Health Services Research 34(5): 1189-1208.
Pelt, J., L. Mullins, et al. (2005). "Brief report: Illness uncertainty and dispositional
self-focus in adolescents and young adults with childhood-onset asthma." Journal of
pediatric Psychology 31(8): 840-845.
Perry, C., M. Thurston, et al. (2004). "Involvment and detachment in researching
sexuality: Reflections on the process of semistructured interviewing." Qualitative
Health Research 14(1): 135-148.
Petersen, A. and D. Lupton (1996). The New Public Health: Health and Self in the
Age of Risk. NSW, Allen & Unwin Pty Ltd.
Peterson, A. and D. Lupton (1996). The new public health: Health and self in the age
of risk. NSW, Allen and Unwin.
Pilarski, R. (2009). "Risk perception among women at risk for hereditary breast and
ovarian cancer." Journal of Genetic Counselling 18: 303-312.

337

Pill, C. and J. Zabin (1997). "Lifelong Legacy of Early Maternal Loss: A Women's
Group." Clinical Social Work Journal 25(2): 179-195.
Plager, K. (1994). Hermeneutic Phenomenology: A Methodology for Family Health
and Health Promotion Study in Nursing. Interpretive Phenomenology: Embodiment,
Caring, and Ethics in Health and Illness. P. Benner. Thousand Oaks, California,
SAGE Publications.
Polit, D. F. and C. Tatano Beck (2004). Nursing Research: Principles and Methods.
Philadelphia, Lippincott, Williams and Wilkins.
Potts, L. (2000). Introduction: Why ideologies of breast cancer? Why feminist
perspectives? Ideologies of Breast Cancer: Feminist Perspectives. L. Potts.
Basingstoke, Macmillan Press Ltd.
Presser, L. (2005). "Negotiating power and narrative in research: Implications for
feminist methodology." Signs 30(4): 2067-2090.
Pretty, G., H. Chipuer, et al. (2003). "Sense of place amongst adolescents and adults
in two rural Australian towns: The discrimminating features of place attachment,
sense of community, and place dependence in relation to place identity." Journal of
Environmental Psychology.
Prinstein, M., J. Boergers, et al. (2001). "Adolescents' and their friends' health-risk
behaviour: Factors that alter or add to peer influence." Journal of pediatric Psychology
26(5): 287-298.
Proulx, M., M.-D. Beaulieu, et al. (2009). "Experiences and Decisions that Motivate
Women at Increased Risk of Breast Cancer to Participate in an Experimental
Screening Program." Journal of Genetic Counselling 18: 160-172.
Puterman, J. and S. Cadell (2008). "Timing is Everything." Journal of Psychosocial
Oncology 26(2): 103-121.
Rager, K. (2005). "Compassion, stress and the qualitative researcher." Qualitative
Health Research 15(3): 423-430.
Raveis, V. and S. Pretter (2005). "Existential Plight of Adult Daughters Following
Their Mother's Breast Cancer Diagnosis." Psycho-Oncology 14: 49-60.
Renn, O. (1998). "Three decades of risk research: Accomplishments and new
challenges." Journal of risk research 1(1): 49-71.
Ribbens, J. (1998). Hearing my Feeling Voice? An Autobiographical Discussion of
Motherhood. Feminist Dilemmas in Qualitative Research: Public Knowledge and
Private Lives. J. Ribbens and R. Edwards. London, Sage.
Ribbens, J. and R. Edwards (1998). Living on the edges: public knowledge, private
lives, personal experience. Feminist Dilemmas in Qualitative Research: Public
Knowledge and Private Lives. J. Ribbens and R. Edwards. London, Sage.

338

Ribbens McCarthy, J. (2007). "'They all look as if they're coping, but I'm not': The
Relational Power/lessness of 'Youth' in Responding to Experiences of Bereavement."
Journal of Youth Studies 10(3): 285-303.
Ricoeur, P. (1995). Hermeneutics and the human sciences: Essays on language, action
and interpretation. Cambridge, Cambridge University Press.
Rifkin, E. and E. Bouwer (2008). The illusion of certainty (Health benefits and risks).
New York, Springer Science and Business Media.
Riger, S. (1992). "Epistemological Debates, Feminist Voices: Science, Social Values
and the Study of Women." American Psychologist 47(6): 730-740.
Roberts, B. (2007). Getting the most out of the research experience: What every
researcher needs to know. London, Sage Publications.
Rogers, C., K. Thompson, et al. (2002). "Introducing a breast health strategy into
schools." Health Education 102(3): 106-112.
Roing, M., J.-M. Hirsch, et al. (2009). "Making New Meanings of Being in the World
After Treatment for Oral Cancer." Qualitative Health Research 19(8): 1076-1086.
Ross, S. M. and G. R. Morrison (1992). "Getting Started as a Researcher: Designing
and Conducting Research Studies in Instructional Technology." Tech Trends 37(3):
19-22.
Rowe, J. L., G. H. Montgomery, et al. (2005). "Health locus of control and percieved
risk for breast cancer in healthy women." Journal of Behavioural Medicine 31: 33-40.
Safranski, R. (1998). Martin Heidegger : between good and evil
Cambridge, Mass, Harvard University Press.
Salant, T. and S. Gehlert (2008). "Collective Memory, Candidacy, and Victimisation:
Community Epidemiologies of Breast Cancer Risk." Sociology of Health and Illness
30(4): 599-615.
Sanders, T., R. Campbell, et al. (2003). "Risk constructions among people who have a
first degree relative with cancer." Health, Risk & Society 5(1): 53-69.
Sarantakos, S. (2005). Social Research. Basingstoke, Palgrave Macmillan.
Sarenmalm, E., A.-L. Thoren-Jonsson, et al. (2009). "Making Sense of Living Under
the Shadow of Death: Adjusting to a Recurrent Breast Cancer Illness." Qualitative
Health Research 19: 1116-1186.
Schlich, T. and U. Trohler (2006). The risks of medical intervention: risk perception
and assessment in historical context. New York, Routlege.
Schmidt, M. (2004). Loss of agro-biodiversity in Vavilov centres, with a special focus
on the risks of genetically modified organisms. Vienna, Austria. PhD.

339

Schultz, L. (2007). "The Influence of Maternal Loss on Young Women's Experiences
of Identity Development in Emerging Adulthood." Death Studies 31(1): 17-43.
Schwandt, T. (1994). Constructivist, Interpretivist Approaches to Human Inquiry.
Handbook of Qualitative Research. N. Denzin and Y. Lincoln. Thousand Oaks,
California, Sage Publications.
Scott Jones, J. and J. Raisborough (2007). Risks, Identities and the everyday.
Hampshire, Ashgate publishing limited.
Shannon, C. and I. E. Smith (2003). "Breast cancer in adolescents and young
women." European Journal of Cancer 39: 2632-2642.
Shockney, L. (2009). "Impact breast cancer has on family members/caregivers."
Breast Cancer Online 12(6).
Simpson, C. (2000). Controversies in breast cancer prevention: the discourse of risk.
Ideologies of Breast Cancer: Feminist Perspectives. L. Potts. Basingstoke, Macmillan
Press.
Sjoberg, L., B. Moen, et al. (2004). Explaining risk perception. An evaluation of th
psychosometric paradigm in risk perception research, Norwegian University of
Science and Technology.
Slovic, P., M. Finucane, et al. (2004). "Risk as analysis and risk as feelings: Some
thoughts about affect, reason and rationality " Risk analysis 24(2): 311-322.
Slovic, P., E. Peters, et al. (2005). "Affect, risk and decision making." Health
Psychology 24(4): s35-s40.
Small, R. (2001). Introduction. A Hundred Years of Phenomenology: Perspectives on

a Philisophical Tradition. R. Small. Aldershot, Ashgate Publishing.
Spira, M. and E. Kenemore (2000). "Adolescent daughters of mothers with breast
cancer: impact and implications." Clinical Social Work Journal 28(2): 183-195.
Stanley, L. and S. Wise (1993). Breaking out again: Feminist ontology and
epistemology. London, Routledge.
Steeves, R. (2000). Sampling. Hermeneutic Phenomenological Research: A Practical
Guide for Nurse Researchers. M. Cohen, D. Kahn and R. Steeves. Thousand Oaks,
California, Sage Publications.
Streubert, H. and D. Carpenter (2007). Qualitative Research in Nursing: Advancing
the humanistic imperative. Philadelphia, J.B Lippincott.
Sussillo, M. (2005). "Beyond the grave - Adolescent parental loss:Letting go and
holding on." Psychoanalytic Dialogues 15(4): 499-527.

340

Swaen, G. and L. van Amelsvoon (2009). "A weight of evidence approach to causal
inference." Journal of Clinical Epidemiology 62: 270-277.
Taylor, S., R. Lichtman, et al. (1984). "Atrributions, Beliefs About Control, and
Adjustment to Breast Cancer." Journal of Personality and Social Psychology 46(3):
489-502.
Tuckett, A. (2004). "Qualitative research sampling: The very real complexities."
Nurse Researcher 12(1): 47-61.
Tunstall, H., M. Shaw, et al. (2004). "Places and Health." Journal of Epidemiological
Community Health 58: 6-10.
Ulin, P. R., E. T. Robinson, et al. (2005). Qualitative methods in public health : a field
guide for applied research San Francisco, CA, Jossey-Bass.
Underhill, M. (2011). Living my family history: Caring for and identifying the lived
experience within the context of high risk for heriditary breast cancer. Department of
nursing. New York, State University of New York. Doctor of Philosophy.
Valverde, K. (2006). "Why me? Why not me?" Journal of Genetic Counselling 15(6):
461-463.
van der Leij, M. (2011). "Experimenting with buddies." Science 334: 1220-1221.
Verbanc, J. (2009). Retrospective reflection through movement: The young adult
female's perspective on the adolescent experience of living with a mother's breast
cancer illness, Drexel University. Masters of Arts.
Walliman, N. (2005). Your Research Project. London, Sage Publications.
Walter, F. and J. Emery (2005). "'Coming Down the Line' - Patients' Understanding of
Their Family History of Common Chronic Disease." Annals of Family Medicine 3:
405-414.
Walter, F. and J. Emery (2006). "Perceptions of family history across common
diseases: A qualitative study in primary care." Family Practice 23: 472-480.
Walter, F. and J. Emery (2006). "Perceptions of Family History Across Common
Diseases: A Qualitative Study in Primary Care." Family Practice 23: 472-480.
Walter, F., J. Emery, et al. (2004). "Lay understanding of familila risk of common
chronic diseases: A systematic review and synthesis of qualitative research." Annals
of Family Medicine 2(6): 583-594.
Wang, Z., J. Walther, et al. (2008). "Health information, credibility, homophily, and
influence via the internet: websites versus discussion groups." Health Communication
23(4): 358-368.

341

Warr, D. (2004). "Stories in the flesh and voices in the head: Reflections on the
context and impact of research with disadvantaged populations." Qualitative Health
Research 14(4): 578-587.
Watts, M. (2001). Heidegger: A Beginner's Guide. London, Hodder & Stoughton.
Werner-Lin, A. (2007). "Danger Zones: Risk Perceptions of Young Women from
Families with Hereditary Breast and Ovarian Cancer." Family Process 46(3): 335349.
Werner-Lin, A. (2008). "Beating the Biological Clock: The Compressed Family Life
Cycle of Young Women with BRCA Gene Alterations." Social Work in Health Care
47(4): 416-437.
Werner-Lin, A. (2009). "Managing inherited cancer risk: Balancing medical decision
making with family development." New York University Silver School of Social
Work(5).
Werner-Lin, A. and D. Gardner (2009). "Family illness narratives of inherited cancer
risk: Continuity and transformation." Families, Systems and Health 27(3): 201-212.
Westmead Breast Cancer Institute (2010). "Risk factors for breast cancer." Retrieved
22nd November, 2011, from http://www.bci.org.au/about-breast-cancer/facts-aboutbreast-cancer/risk-factors-for-breast-cancer.html.
Widera-Wysoczanska, A. (1999). "Everyday awareness of death: A qualitative
investigation." Journal of Humanistic Psychology 39(3): 73-95.
Willis, J. (1995). "Fatal attraction: do high technology treatments for end-stage renal
disease benefit aboriginal patients in central Australia?" Australian Journal of Public
Health 19(6): 603-609.
Willis, J. (1999). "Dying in the country: implications of culture in the delivery of
palliative care in indigenous Australian communities " Anthropology and Medicine
6(3): 423-435.
Wimpenny, P. and J. Gass (2000). "Interviewing in phenomenology and grounded
theory: is there a difference?" Journal of Advanced Nursing 31(6): 1485-1492.
Wong, W. and J. Ussher (2009). "Bereaved informal cancer carers making sense of
their palliative care experiences at home." Health and Social Care in the Community
17(3): 274-282.
Yankaskas, B. (2005/2006). "Epidemiology of breast cancer in young women." Breast
Disease 23: 3-8.
Zikmund-Fisher, B., A. Fagerlin, et al. (2010). "Risky feelings: why a 6% risk of
cancer does not always feel like 6%." Patient Education adn Counselling 815: 587593.

342

Zografos, G., M. Panou, et al. (2004). "Common risk factors for breast and ovarian
cancer: Recent review." International Journal of Gynaecological Cancer 14: 721-740.

343

