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Executive Summary

Breast cancer is the most frequently diagnosed cancer among Australian women, with
1in 9 women expected to be diagnosed with the disease by the time they are 85 years of
age. Due to advancements in detection and treatment methods, most women live for
many Yyears after being diagnosed. However, a significant number of survivors
experience psychological disorders such as anxiety and depression, which can detract
from their quality of life and wellbeing. For women living in regional, rural and remote
areas, the many challenges and obstacles associated with a breast cancer diagnosis and
subsequent treatment make it difficult to achieve positive psychological and social

adjustment, and greater resilience.

This study investigated the major factors that influence anxiety, depression and
resilience among breast cancer survivors living in the South West region of Western
Australia. The study used a mixed methods approach to data collection and analysis.
Some 202 survivors diagnosed between 2005 and 2009 responded to a survey
administered in the quantitative stage of the research, this being 62% of those
approached In the subsequent qualitative stage, a series of semi-structured interviews
were conducted with a sub-sample of 16 women who had taken part the survey. All 12
of the Local Government Areas (LGAS) in the SW region were represented among the

interviewees.

On average, 17% of survey respondents had elevated levels of anxiety, which is broadly
in line with the rate of anxiety disorders in the general female population (18%).
However, 22% experienced depressive symptoms more than once a week, well above
the 12-month prevalence rate in the general female population of 7.1%. Eighteen
percent had low to moderate levels of resilience. Structural equation modelling
analyses revealed that survivors’ satisfaction with general information about their
cancer and the support received from their friends were both related to greater
dispositional optimism and, in turn, to higher levels of resilience and reduced anxiety.
Satisfaction with information specific to side effects was found to have a mitigating

effect on depression. High concern about body image was shown to be associated with



feelings of helplessness which, in turn, led to increases in both depression and

depressive coping behaviours.

The study revealed wide satisfaction with health information relevant to the patients
clinical situation and satisfaction with information specific to side effects associated
with the form of treatment. Support from friends, support from partners and concern
about body image impacted significantly on one of two key dispositional variables,
namely optimism and feelings of helplessness. These dispositional variables, in turn,
affected survivors’ psychosocial wellbeing. A number of relationships between these
variables were moderated by survivors’ age (< or > 65), the distance they typically
travelled to receive treatment (<or > 200km) and the type of surgery they selected
(mastectomy or breast conservation treatment). It was found, however, that the effects
of dispositional optimism on resilience and anxiety, and the effects of perceived
helplessness on depression and depressive coping, remained consistent irrespective of
the grouping variable used. A model developed specifically for those who chose breast
conservation over mastectomy revealed that higher levels of support received from
survivors’ partners led to reduced depression. These relationships are comprehensively
explicated in the discussion section of this report. Qualitative interviews largely

confirmed the results of the quantitative analyses.

A series of recommendations for action have been made to relevant stakeholders,
focussing on the key drivers of psychosocial quality of life identified in the study.

For patients

1 Use a variety of media for educative purposes (eg: direct contact; DVD; web-
based information, etc.)

1 Assess the impact of the cosmetic industry-funded “Look Good.....Feel Better”
programme.

1 Improve awareness of and access to the multidisciplinary service that includes
BCN staff

For patient support networks
1 Educate patients about importance of their personal support network

1 Support the support network with more education and counselling particularly
about times when particular lines of support is most often required



For health care workers

1 Raise awareness among health workers of specific issues identified in this study

as key individual issues for each patient that need to be addressed.

1 Raise awareness of menopausal symptoms that may occur after cancer (MSAC)

clinic.

For breastcare nurses
1 Multidisciplinary team management of a patient should be so structured that

continuity between metropolitan and regional services is ensured.

1 For BCNs in such multidisciplinary services, ensure clarity in the allocation of

responsibility for psycho-social assessment and any consequent action.

1 When multidisciplinary teams delegate responsibility to BCN staff, they should

make certain that existing resources are sufficient for the task.

1 To ensure resourcing of this service is appropriate to such delegations.nvestigate
the adequacy of current BCN staffing levels and the resources available to them

(including leave relief and professional development).

1 Modify the current ‘Clinical Pathway’ instrument to include more in-depth
assessment of the psychosocial factors identified in the study to improve

detection of and support for those at higher risk.

In relation to the organisation commissioning this research, it is recommended that the
VLHRF and networks at professional and community level with which it can engage
should together take steps to encourage awareness and adoption ot the findings

presented here.
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1.0 Introduction

As is the case in many regional areas, breast cancer has consistently been the most
common type of cancer affecting women in the South West of Western Australia, in
terms of both incidence and mortality, for a number of years. Research indicates that
while 1 in 9 Australian women will develop breast cancer by 85 years of age (Australian
Institute of Health and Welfare, 2009), earlier diagnosis and advancements in treatment
have increased the length of their survival after initial diagnosis. For example, a recent
study revealed that one-year relative survival improved from 94% in the period 1982 —
1987 to 98% in the period 2000 — 2006, while five-year relative survival improved from
73% to 88% (Australian Institute of Health and Welfare, 2009).

As impressive as the survival statistics are, surviving breast cancer does not mean all
affected women live satisfying, well-adjusted lives. More women are having to live for
some years with a range of psychological and social burdens that accompany the
condition (Girgis, Boyes, Sanson-Fisher, & Burrows, 2000). Research indicates breast
cancer survivors experience higher rates of psychological disorders than are experienced
in healthy populations (Cordova et al., 1995), with anxiety and depression being the
most common of these disorders (Lueboonthavatchai, 2007). These disorders have been
found to have deleterious effects on psychosocial, physical and functional quality of life
(Badger, Braden, Mishel, & Longman, 2004; Shapiro et al., 2001). It has also been
suggested that the psychological ill-effects of breast cancer can last well after treatment

has ended, and may even worsen with time (Ganz et al., 1996; Holzner et al., 2001).

On a positive note, a growing body of theory suggests cancer survivors tend to achieve
higher levels of resilience, defined as an individual’s ability to effectively adapt to
psychosocial adversity, as a direct result of having survived their cancer experience
(Andrykowski et al., 1996; Aspinwall & MacNamara, 2005; Cordova, Cunningham,
Carlson, & Andrykowski, 2001). Resilience is associated with a greater sense of
wellbeing (Wenzel et al., 2002) and enhanced quality of life (Cook-Gotay, Isaacs, &

Pagano, 2004) in cancer survivors.

It has been posited that breast cancer survivors living in rural locations are more likely
to experience anxiety and depression as a result of their symptoms and treatment

regimes than those living in urban communities (Palesh et al., 2006). Rural survivors



must contend with a range of obstacles and challenges not encountered by their urban
counterparts, which give rise to a set of needs and concerns that must be addressed in
order to enhance the psychosocial wellbeing of these women. For example, women
living in rural areas are often required to travel long distances to obtain treatment
(McGrath et al., 1999a), especially specialist services such as radiotherapy, for which
they typically need to travel to an urban centre (Girgis et al., 2000; Gray et al., 2004).
This is an important issue, according to Nattinger, Kneusel, Hoffmann, & Gilligan
(2001), as travelling as few as 65 kilometres can influence the type of treatment women

select.

Rural-based women are also likely to experience financial stresses associated with travel
and accommodation, as well as other burdens such as disruption to family life and lack
of access to supporting information (Eley et al., 2008). As a consequence, rural women,
particularly those in lower socio-economic groups, are more likely to opt for
mastectomy rather than breast conservation surgery (Hall, Holman, Hendrie, &
Spilsbury, 2004). They also generally require more education and emotional support
after diagnosis (Wilson, Andersen, & Meischke, 2000), particularly since family
physicians, oncologists and nurses are typically their only sources of information;

libraries and other resources are often inaccessible.

Research suggests the psychosocial wellbeing of breast cancer survivors living in rural
communities can be influenced by how patients perceive the quality of a range of
healthcare services and support. These include patients’ satisfaction with health care
(Bettencourt, Molix, Talley, & Westgate, 2007a) and their satisfaction with the amount
and quality of health informatiorthey receive in relation to their breast cancer (Jones et
al., 1999). Other influencing factors are patientprovider interaction which refers to
the perceived quality of communication and information exchange between patients and
their medical team (Butow et al., 1996; Engel et al., 2003; Lerman et al., 1993; Turner,
Kelly, Swanson, Allison, & Wetzig, 2004) and patients’ perceptions about the level of
social supportthey receive after initial diagnosis (Koopman et al., 2001; Moyer &
Salovey, 1999).

Apart from patients’ perceptions about the various service and support factors described
above, there are a number of personal traits and dispositional characteristics that have

been found to be predictive of survivors’ psychological wellbeing. For example, a



negative association has been shown to exist between survivors’ optimism and
psychological distress (Carver et al., 1993), while the relationship between pessimism
and distress is positive (Carver et al., 1994; Schou, Ekeberg, Ruland, Sandvik, &
Karesen, 2004). Research has also shown that an active, problem-centred dispositional
coping styleis associated with lower levels of depression (Link, Robbins, Mancuso, &
Charlson, 2004), while fatalism defined as a perceived lack of control or powerlessness
over a given situation (Powe & Finnie, 2003), has been found to increase both anxiety
and depression (Ferrero, Barreto, & Toledo, 1994; Schnoll, Harlow, Stolbach, & Brandt,
1998).

While, in themselves, these dipositional variables have been used in earlier research as
independent predictors of quality of life, it is at least intuitively plausible that they may
also play a ‘mediating’ role between patients’ satisfaction with the service and support
they receive, and the psychosocial quality of life variables. For example, it is possible
patients’ satisfaction with their social support may increase their optimism, which may
in turn lead to lower distress and greater resilience. As rural breast cancer survivors are
not a homogeneous group, it is important to take account of the role played by
survivors’ traits and dispositions in their psychosocial wellbeing. Equally important is
the exploration of factors such as survivors’ age, the distance they travel to obtain
treatment (degree of rurality), the type of treatment they select (i.e. mastectomy or
breast conservation surgery). These factors are often mentioned in earlier breast cancer
research efforts and it is quite possible they have an impact on (i.e. moderate) the
relationships between the service and support variables, the dispositional variables, and

the quality of life variables.

Although a large number of previous studies have investigated the psychosocial quality
of life and wellbeing of breast cancer survivors, a significant majority of these are
directed toward women in urban locations. Relatively few have been aimed specifically
at addressing the needs and concerns of women living in regional or rural areas
(Bettencourt, Schlegel, Talley, & Molix, 2007b). In Australia, some small qualitative
research efforts (McGrath et al., 1999a, 1999b) and a few quantitative studies (Davis,
Girgis, Williams, & Beeney, 1998; Davis, Williams, Parle, Redman, & Turner, 2004;
Davis, Williams, Redman, White, & King, 2002; Girgis et al., 2000) have served to

highlight the various needs of rural survivors.



As far as can be ascertained, there has been no substantial study in Western Australia
that has examined how having these needs met or unmet can impact upon breast cancer
survivors’ psychosocial wellbeing, while also exploring whether certain dispositional
variables can act as mediators, or certain demographic variables as moderators.
Considering that 36% of Australia’s population resides outside of its capital cities
(Australian Institute of Health and Welfare, 2010), and that Western Australia is the
largest and most sparsely population state in the nation, these issues are clearly worthy

of some attention.

This research aims to make a significant contribution to Western Australian cancer
research by highlighting the various factors that enhance, or detract from, the
psychological and social wellbeing of breast cancer survivors living in South West WA
communities. The research will raise awareness and improve understanding of the
substantial psychological toll taken by the disease and how this is exacerbated in a rural
setting. Based on sound, rigorous empirical evidence, a series of recommendations will
be made to clinicians, government policy makers, support networks and other key
stakeholders as to how best to minimise the anxiety and depression experienced by
survivors, while enhancing their quality of life through better coping and higher
resilience. The study’s findings can contribute to establishing an evidence base which
has potential implications for clinical practice and a range of other health and allied
health services. The findings can also contribute to an evidence-based approach for the
effective provision of primary health care services for women with breast cancer in rural

Western Australia.



2.0 A Review of the Literature

Over the years, numerous research efforts have focussed on how the psychosocial
wellbeing of breast cancer survivors can be enhanced. Researchers have established
that factors such as depression, anxiety and resilience can have significant impact on
survivors’ quality of life. Certain issues relating to the diagnosis, treatment and
continuing support of breast cancer survivors have also been identified as contributors
to their psychological health and wellbeing. The various research efforts and
discoveries that have shaped and guided the present study are reviewed and discussed

below.

2.1 Depression and anxiety

A recent survey of the Australian general population conducted by the Australian
Bureau of Statistics (2008) revealed that 7.1% of females aged between 16 and 85 years
had experienced affective disorders (including depressive episodes, dysthymia and bi-
polar affective disorder) in the 12 months prior to interview, while 18% had experienced
anxiety disorders. Studies have consistently shown anxiety and depression to be the two
most common  psychological disorders associated with  breast cancer
(Lueboonthavatchai, 2007), with some researchers suggesting the effects of these
disorders can last well after treatment has ended and may even worsen over time (Ganz
et al., 1996; Holzner et al., 2001).

Incidence rates among breast cancer survivors tend to vary according to research
context and sample size. Burgess et al. (2005), for example, found that nearly 50% of
women had depression or anxiety, or both, in the first year after diagnosis. This
decreased to 25% in the second, third and fourth years, and some 15% were still
experiencing distress 5 years after diagnosis. Ganz et al.’s (2004) results showed that
incidence rates of anxiety and depression ranged from 17% to 28% depending on the
type of surgery and treatment undergone, while a large study conducted by Zabora et al.
(2001) found that 33% of breast cancer survivors experienced psychological distress.
Lueboonthavatchai (2007), found 19% of his sample group showed anxiety symptoms

and 17% had depressive symptoms.



Psychological disorders such as anxiety and depression can not only lead to poorer
quality of life, they can also result in longer hospital stays, higher mortality rates and
non-compliance with healthcare regimes designed to improve health and wellbeing
(Deshields, Tibbs, Fan, & Taylor, 2006; Newport & Nemeroff, 1998; Spiegel, 1997).
These disorders have also been found to be associated with increased physical side
effects and greater difficulty in managing these side effects, yet they often go
underdiagnosed and undertreated (Badger et al., 2004; Somerset, Stout, Miller, &
Musselman, 2004). Indeed, as Davis et al. (2004) point out, despite the significant rates
of anxiety and depression among Australian breast cancer survivors, as few as 10%

access the services of a specialist counsellor, psychologist or psychiatrist for treatment.

For rural women, psychological morbidities are more prevalent, independent of a cancer
diagnosis, hence breast cancer survivors in rural areas are more likely to experience
greater levels of anxiety and depression than their urban counterparts (Palesh et al.,
2006). There is also some evidence to suggest that rural women do not readily admit to
being distressed, displaying instead a certain stoicism and strength which is engendered
by a typically rural culture of self-reliance and vigour (Koopman et al., 2001; Rogers-
Clark, 2002). These findings imply that anxiety and depression among rural survivors

may actually be underestimated when measured by traditional scales and inventories.

2.2 Resilience

Inherent in any substantial trauma is the opportunity to move beyond recovery, to grow
and even thrive (O'Leary, 1998). The achievement of this level of thriving, or
resilience, in the face of adversity has been found to be associated with greater
psychological functioning and better general health (Bowen, Morasca, & Meischke,
2003). Indeed, resilient individuals can attain greater psychosocial functioning than
they had before the stressful event took place (O'Leary & Ickovics, 1995). Therefore, as
Cordova et al. (2001) point out, however stressful a breast cancer diagnosis may be,
research that focuses solely on investigating the distress and dysfunction caused by the
disease, to the exclusion of the benefits that can also be gained, may be misleading and

incomplete in its portrayal of women’s post-diagnosis psychosocial adjustment.

Resilience has been defined as an individual’s ability to effectively adapt to
psychological adversity (Wagnild & Young, 1990), more particularly the ability to

maintain a stable physical and psychological equilibrium after being exposed to a “an



isolated and potentially highly disruptive event such as the death of a close relation or a
violent or life threatening situation” (Bonanno, 2004, p.20). Deshields et al. (2006)
contend resilience is an important consideration in the context of breast cancer research
in that many individuals, not unreasonably, consider their cancer diagnosis to be a life-
threatening situation.  In Bonnano’s (2004) view, resilience in adversity is quite
common and often underestimated, as the majority of research into recovery from

trauma is based on individuals seeking treatment.

There is evidence to suggest that higher levels of cancer patients’ resilience is positively
related to their overall wellbeing. For example, Cook-Gotay et al (2004) studied the
characteristics of cancer patients who had exceeded their life expectancies despite a dire
prognosis. The authors found that in the case of cancer, where risk factors and
outcomes are unpredictable, exceptional survival was not associated with survivors’
optimism and positive thinking, but was more attributable to their ability to nurture
resilience and a sense of meaning. Similarly, Wenzel et al. (2002) found a significant
proportion of their sample of ovarian cancer survivors reported experiencing resilience
and personal growth as a result of their cancer experience, which in turn promoted a

sense of wellbeing.

2.3 Satisfaction with healthcareand patient — provider interaction

Patients’ subjective perceptions about the quality of their healthcare is an important
consideration, not only for survivors of breast cancer, but for healthcare consumers in
general. Patients’ perceptions are both a measure of care, as well as a reflection of
patients’ preferences, expectations and standards (Ware, Snyder, Wright, & Davies,
1983). A number of studies have shown perceived quality of healthcare to be related to
psychological health and wellbeing. Alder & Bitzer (2003), for example, found that a
group of breast cancer survivors who had negative experiences during radiation therapy,
chemotherapy and after-care also had higher rates of anxiety and depression.
Bettencourt and colleagues (Bettencourt & Molix, 2003; Bettencourt et al., 2007a)
found that greater satisfaction with healthcare was related to better psychological
adjustment among rural breast cancer survivors, and was also associated with higher
levels of community esteem, which is of particular significance to these women as they
identify strongly with their rural communities. Marshall, Hays, & Mazel (1996) found
the relationship between satisfaction with care and psychological distress was



reciprocal, concluding that distress both causes, and is caused by, dissatisfaction with

healthcare received.

Related to patients’ satisfaction with the quality of their healthcare are their perceptions
about the quality of their interaction with healthcare providers, which can also impact
on distress levels. Bakker, Fitch, Gray, Reed and Bennett (2001), after surveying a
group of rural women undergoing breast cancer treatment, found that this interaction
could be separated into two main categories, one focusing on the nature of the
information conveyed, the other on relationship issues. The authors concluded that
effective communication between patients and health care providers plays a vital role in
developing patients’ ability to cope with the side effects and lifestyle changes associated
with cancer treatment. Blanchard et al. (1988) suggest that patient-provider interaction
has shifted from a physician dominated model to a more participative model where the
patient is actively involved in decision making. A study conducted by Cassileth et al.
(1980) showed that patients reporting higher levels of involvement in treatment

decisions were generally more hopeful about their illness than those who were not.

In a survey of 990 breast cancer patients, Engel et al. (2003) found ineffective
communication to be second only to arm dysfunction in predicting poorer quality of life,
while Lerman et al.’s (1993) research showed that communication problems were
associated with increased anxiety, depression, anger and confusion among patients.
Wilson et al. (2000) suggested that rural breast cancer patients had optimal relationships
with their medical providers when they could: a) see their providers immediately about
their concerns, b) felt they could trust their providers, c) felt they were listened to by
providers and, d) perceived a mutual trust to exist. Not surprisingly, Collie et al. (2005)
warned that a lack of active involvement and engagement on the part of the patient
should be viewed by clinicians as a potential problem with the patient-provider

relationship, and should be acted upon accordingly.

2.4 Satisfaction with cancerrelated health information

Previous research suggests cancer survivors, both rural and urban, have a need for
relevant, high quality information about their disease and its treatment. Fawzy, Fawzy,
Arndt and Pasnau (1995), for example, stress that patient education is the cornerstone of
effective symptom management and plays a critical part in reducing the feelings of
helplessness and uncertainty associated with lack of knowledge. Wilson et al. (2000)



propose that a woman’s coping response to breast cancer has two levels. One is
concerned with her emotional reaction to the disease; the other is based on a woman’s
mental representation of what having the disease means to her. This latter response is
largely shaped by her knowledge about breast cancer, its treatment and its implications
for future health. Despite these views, many cancer patients who want to be actively
involved in problem solving and decision making express dissatisfaction with the
amount and quality of the information they are provided (Golant, Altman, & Martin,
2003).

Jones et al. (1999) reported that of the 525 cancer patients who took part in their study,
4 out of 5 wanted as much information as possible regarding their illness and treatment,
and 1 out of 5 were not satisfied with the information they were given. Their study also
revealed patients who were dissatisfied with the information they received were more
likely to be both depressed and anxious. Jones et al. (1999) found that breast cancer
patients (59 % of their sample) received more information than patients with other types
of cancer, however, this did not result in significantly higher levels of satisfaction
among this group. Similarly, Wilson and colleagues (2000) found that many rural-
based survivors felt ill equipped to deal with both the short and long term consequences
of breast cancer and needed more education from their care providers about the disease
and its treatment. Girgis et al.’s (2000) study of rural survivors in Queensland revealed
that 10 of the 15 highest ranked unmet needs were related to health information.

Research suggests side effects associated with treatment (e.g. hair loss, fatigue, pain,
vomiting, insomnia, etc.) can be deeply concerning for women diagnosed with breast
cancer, and can result in higher levels of psychological distress (Ell et al., 2005; Golant
et al., 2003). While most side effects are associated with chemotherapy (Griffin et al.,
1996), the effects of radiotherapy can also be alarming for patients and can lead to
depressive symptoms (Lasry et al., 1987). Moreover, many patients feel unprepared for
the side effects that persist after therapy (Cappiello, Cunningham, Tish Knobf, & Erdos,
2007).

2.5 Social support

A number of previous studies have stressed the importance of the amount and quality of
the social support received by breast cancer survivors. Women who are socially

isolated, specifically those who lack support from close relatives, friends and living



children, have been found to have a higher risk of mortality (Kroenke, Kubzansky,
Schernhammer, Holmes, & Kawachi, 2006). Waxler-Morrison, Hislop, Mears and Kan
found that women who had extensive social networks, particularly those who had
friendships and work outside the home, survived longer than those who did not. The
authors found that two clinical factors, namely pathological nodal status and clinical
stage of the disease, were also related to survival. Reynolds et al.’s (2000) study, on the
other hand, showed women who reported low levels of emotional expression and low
emotional support had 2 — 4 times higher mortality rates than those who reported higher

levels of both, irrespective of the stage of their disease.

To the extent that it impacts on survivors’ psychosocial wellbeing, social support
remains a significant issue from diagnosis, through the duration of treatment and
beyond. Research conducted by Neuling and Winefield (1988), for example, showed
higher levels of empathetic support from family members were significantly associated
with lower levels of anxiety and depression whilst in hospital and again at 3 months
post-surgery. Moyer and Salovey (1999) found that greater social support led to a
relative decrease in psychological distress between a 3 month and a 13 month interval,
while Burgess et al.’s (2005) study revealed the lack of a confiding relationship,
particularly, was associated with greater depression and anxiety in the medium to long
term. Ganz et al. (2002) found that social support continued to be an important
predictor of health-related quality of life for disease-free survivors 5 to 10 years after

initial diagnosis.

The support survivors receive from their partners in particular, and its effects on their
psychological state, has been the subject of some earlier studies. This is not surprising
as a breast cancer diagnosis has been found to be associated with higher levels of
emotional distress, more role problems and decreases in marital satisfaction among
couples (Northouse, Templin, Mood, & Oberst, 1998). Survivors who are able to
communicate mutually and constructively with their partners are likely to experience
lower levels of distress and more relationship satisfaction (Manne et al., 2006).
Survivors who are more satisfied with their partners’ informal helping relationship are
also likely to report lower levels of distress (Pistrang & Barker, 1995), as are those who
perceive their relationships with their partners to be expressive and cohesive (Giese-
Davis, Hermanson, Koopman, Weibel, & Spiegel, 2000). By contrast, non-supportive
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partner behaviours have been found to lead to poorer coping ability, lower perceived

control and, ultimately, to greater distress (Manne & Glassman, 2000).

Breast cancer survivors living in rural areas are likely to receive most of their support
from their families and friends (Gray et al., 2004), although some seek to spare family
members from the burden of having to provide continual support (McGrath et al.,
1999b). For many, living in a rural setting increases the likelihood of community
support. In closely-knit rural communities, neighbours and friends typically engage in
care and support activities such as telephoning, visiting, sending cards, child minding
and delivering food parcels (Bettencourt et al., 2007b; McGrath et al., 1999b). In some
instances, the friends of rural survivors can be more supportive than their family

members (Heishman, 1999).

2.6 Coping
The ability of breast cancer survivors to cope with their illness can affect their

psychological and emotional wellbeing. For rural survivors, social isolation can present
higher risk for poor coping (Rowland, 1994). Lazarus and Folkman (1984), argue an
individual’s ability to adjust to a stressful situation can be attributed to the
characteristics of the specific situation and to the coping strategies employed by the
individual. Adapting Lazarus and Folkman’s conceptualisation of stress, Schnoll et al.
(1998) suggest a stressor, such as a diagnosis of breast cancer and its associated
treatments, elicit within an individual an appraisal process and a coping response, which
combine to determine the emotional outcome of the stressful experience. A woman
diagnosed with breast cancer will appraise the situation by calculating the harm, threat
or challenge the diagnosis represents, and will react with certain cognitive or
behavioural mechanisms in order to cope with the associated stress.

Researchers generally agree that positive, problem focussed styles of coping are more
effective in dealing with the stress of breast cancer than negative styles. For example,
an active acceptance coping response at the time of diagnosis was shown by Stanton,
Danoff-burg and Huggins (2002) to be associated with better psychological adjustment
after 1 year, leading the authors to speculate that earlier acceptance could be related to a
more active approach to treatment and recovery, and greater adaptability. Similarly,
Carver et al. (1993) found active pre-surgery acceptance was related to lower post-
surgery distress, while Link, Robbins, Mancuso and Charlson (2004) found those

11



survivors who made pro-active attempts to control their situation (e.g. sought
complementary therapies, changed their diet, re-prioritised life, etc) had fewer

depressive symptoms than those who did not.

A depressive coping style (e.g. brooding, impatience, etc.), on the other hand, has been
found to be associated with shorter survival in lung cancer patients (Faller, Biilzebruck,
Drings, & Lang, 1999; Faller & Schmidt, 2004) and also in patients with bronchial
carcinoma (Faller, Bilzebruck, Schilling, Drings, & Lang, 1997). Among breast cancer
survivors, a depressive coping style has been found to be related to a greater fear of
recurrence (Mehnert, Berg, Henrich, & Herschbach, 2009) and to have an adverse effect
on health-related quality of life (Shim et al., 2006). A study conducted by Zwingmann,
Wirtz, Muller, Korber, & Murken (2006) revealed a depressive coping style was
positively and significantly related to depression and anxiety in breast cancer patients,

whereas an active coping style was not significantly related to either of these disorders.

2.7 Optimism and pessimism

The relationship between dispositional optimism and/or pessimism and psychosocial
quality of life among breast cancer survivors has been well established in earlier studies.
Carver et al. (1993), for example, found that optimism, defined as a general expectancy
that future life events will be positive (Scheier & Carver, 1992), was significantly
related to lower levels of distress at the pre-surgery and post-surgery stages, and also at
3 month, 6 month and 12 month follow up stages. This pattern, they concluded,
suggests optimists are active and engaged in coping with the realities of their illness,
whereas pessimists typically tend to disengage with life goals and attempt to escape
from reality. In other research efforts, Carver and colleagues found a pessimistic
outlook can lead to adverse psychological reactions to breast cancer and its associated
treatment up to 12 months after diagnosis (Carver et al., 1994), while initial optimism
was still a robust and significant predictor of greater psychosocial wellbeing 5 — 13
years after diagnosis (2005). Schou et al.’s (2004) research revealed pessimism to be
strongly associated with emotional morbidity among breast cancer survivors. The
authors also found that optimists make more productive use of health-related
information and tend to display more ‘fighting spirit’ as a coping mechanism than

pessimists.
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Optimism has been found to be associated with greater emotional and social wellbeing,
better quality of life and less mood disturbance, whereas pessimism is related to higher
levels of cancer-specific distress (Friedman et al., 2006). Research conducted by
Epping-Jordan et al. (1999) showed lower levels of dispositional optimism among
breast cancer survivors significantly predicted greater anxiety and depression at
diagnosis, and also at 6 months after diagnosis. These relationships were partially
mediated by emotion-focussed, disengaged coping in both instances. Similarly, Trunzo
& Pinto (2003) found optimism was associated with reduced emotional distress at a
baseline measurement stage, and again at 6 month and 12 month intervals. Prior to
adjuvant therapy, Von Ah and Kang’s (2008) research revealed optimism was indirectly
related to lower mood disturbance, mediated by perceived stress, while after adjuvant
therapy, optimism had a direct mitigating effect on mood disturbance.

Of further interest is the relationship between dispositional optimism and the nurturing
of personal growth and resilience in cancer survivors. Notably, research conducted by
Bowen, Morasca and Meischke (2003) showed that optimism was not related to any of
the variables they used to construct their resilience scale, indicating they are quite
distinct and separate phenomena. An optimistic disposition can enhance an individual’s
ability to keep striving in times of adversity (Carver, 1998) and to continue experiencing
positive emotions during these times (Alim et al., 2008). High levels of optimism in
breast cancer survivors have been found to be related to post-traumatic growth,
particularly in regard to deeper spiritual satisfaction, enhanced interpersonal
relationships and greater appreciation for life (Andrykowski et al., 1996; Cordova et al.,
2001). Indeed, as Aspinwall & MacNamara (2005, p.2549) contend, “positive emotions
and beliefs seem not only to be associated with good outcomes among people

experiencing adversity, but also to play a role in realizing them”.

2.8 Fatalism

The concept of fatalism, to the extent that it impacts on the psychosocial health of
cancer survivors, has been the subject of a number of previous research efforts. Watson
et al. (1988), in developing their Mental Adjustment to Cancer (MAC) scale, described
fatalism as a stoic acceptance or resignation to a cancer diagnosis, while Straughan and
Seow (1998) define the concept as the belief that some health issues are beyond the
control of individuals, having much to do with luck, fate or destiny. According to
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Taylor Lichtman and Wood (1984), individuals with cancer may not only theorise about
the origins of their disease, but may also develop beliefs about whether they can take
control of it. Such beliefs may extend to whether or not they are able to affect the
growth of the cancer, the likelihood of its recurrence, and whether doctors and

treatments can control the disease.

Most studies involving cancer survivors have found higher perceptions of control over
emotions and physical symptoms (i.e. less fatalism) to be associated with better
adjustment to the disease and its treatment (Lowery, Jacobsen, & DuCette, 1993), and
also to lower levels of depression and anxiety (Osowiecki & Compas, 1999; Thompson,
Sobolew-Shubin, Galbraith, Schwankovsky, & Cruzen, 1993). Among breast cancer
survivors specifically, Schnoll et al. (1998) found that elevated levels of fatalism led to
greater anxiety and depression, and to poorer quality of life. Similarly, Ferrero et al.’s
(1994) research revealed that higher fatalism responses were related to higher
psychological distress when measured 1 month after diagnosis, and again at 7 months

after diagnosis.

2.9 The South West WA stuly

As the literature suggests, the quality of life of women living with breast cancer can be

shaped and defined by three key factors. Anxiety and depression, the two most
common psychological disorders associated with a breast cancer diagnosis, have been
found to substantially impair psychosocial quality of life, while resilience can do much
to promote the same. Therefore, in order to meaningfully enhance the psychological
and social wellbeing of survivors, particularly those living in predominantly rural areas
such as the South West of Western Australia, it is important to understand the factors
that lead to lower levels of anxiety and depression, and to greater levels of resilience.

Various studies have also suggested survivors’ perceptions about a range of service and
support factors (healthcare services, general breast cancer information, patient-provider
interaction and social support) can influence the levels of psychological distress and
resilience they experience. However, it is important to understand that survivors of
breast cancer are not a homogeneous group. Individuals may be quite different to each
other in terms of how they think and act in dealing with their condition. For example,
some survivors may display an innate sense of optimism, while others may have a more

pessimistic outlook. Some may be predisposed to display active, problem-focussed
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coping responses, others may display depressive coping responses. Some may be
fatalistic about their diagnosis, others may seek to take control of their situation. It is
important, therefore, to assess whether or not individual dispositional characteristics,
such as optimism, pessimism, coping style and fatalism, can interact with the service

and support variables to influence survivors’ psychosocial quality of life.

It is suggested here that these dispositional variables can mediate between survivors’
satisfaction with the service and support factors, and the three QOL variables described
above. In other words, it can be hypothesised survivors’ perceptions about the
healthcare service and social support they receive can trigger their innate dispositional
responses which, in turn, can impact upon their psychosocial quality of life and
wellbeing. It is this interplay between variables, as suggested in the preliminary model
(see Figure 1), that forms the basis of enquiry in the present study:

Satisfaction with
Healthcare
Patient Pvder ]
Interaction Coping style
Social Support @
Sat with @
Cancer Info.
Figure 1. The preliminary model

Resilience

Depression
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The South West of WA, while small by Western Australian standards, is a sizeable area
that contains many inner regional, outer regional and rural communities. It is quite
conceivable that the distance breast cancer survivors are required to travel to receive
treatment can make a difference to the relationships suggested in Figure 1. So, too, can
other factors such as their age and whether or not they have selected mastectomy over

breast conservation treatment. These aspects need to be taken into consideration if the
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present research is to lead to the meaningful enhancement of services and support

presently offered to survivors.
3.0 Quantitative Research Design and Methodology

The research adopted a mixed method approach incorporating a quantitative (survey)
stage and a subsequent qualitative (interview) stage. For the sake of simplicity, the
methodology and results of both stages are described separately in the following

sections.

3.1 Recruitment procedure

Prior to commencing data collection, ethics clearances were obtained from the Human
Research Ethics Committees (HRECSs) of both Edith Cowan University and the Western
Australian Department of Health. Thereafter, a database of contact details for females
who were diagnosed with a primary invasive breast cancer between January 1% 2005
and December 31% 2009, and who were residing in the South West of WA at the time of
diagnosis, was obtained from the WA Cancer Registry. A letter of information /
invitation to participate was sent to each of the 354 persons listed on the database, 1 — 2
weeks before they were contacted by telephone. Telephone contact details could not be
obtained for 89 persons. Fifty one persons could not be contacted and a further 12
persons did not wish to participate. A total of 202 respondents were interviewed for the
study, representing 57.1% of the population. Telephone interviews were carried out by
an all-female team of research personnel at the Survey Research Centre, Edith Cowan
University, who were trained and experienced in conducting telephone surveys that deal

with sensitive health issues.

The questionnaire developed for the study incorporated all of the scales used to measure
the variables in the preliminary model (discussed in depth in Section 4.0). The survey
instrument also contained a humber of questions designed to construct a profile of the
sample’s background and characteristics (e.g. participants’ age, marital status, choice of
treatment, time since diagnosis, distance travelled to treatment, etc. - see section 5.1 for
details). On completion of the telephone survey, data gathered were input into the
Statistical Package for Social Sciences (SPSS) computer software. While SPSS was
used to generate descriptive statistics and perform basic analyses, all confirmatory

factor analyses and structural analyses were conducted using the Analysis of Moment
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Structures (AMOS) software package. Statistical analysis procedures took place in the

following three phases:

PhaseOne -The MeasurementModel

The first phase consisted of a series of Confirmatory Factor Analyses (CFAS), used to
evaluate the measurement properties of each scale. CFA models were estimated for
each of the variables and evaluated in terms of their reliability, with modifications being
made where necessary in order to find the items (questions) that most accurately
measured the variables in the preliminary model. Phase One also included the treatment
of missing data and an assessment of the interrelationships between the variables to
ensure each had discriminant validity (i.e. each variable represented a unique factor and

did not correlate too closely with any other).

PhaseTwo — Preliminary data analysis

The second phase involved the calculation and discussion of descriptive statistics,
including the means and standard deviations for the variables within the preliminary
model. These statistics were calculated in order to obtain a sense of the survey data and
to assess how the sample population responded to each variable. Phase Two also
included a profile of the sample population in terms of their demographic

characteristics.

Phase Three-The Structural Model

In the third phase of the data analysis, Structural Equation Modelling (SEM) was used
to assess the structural relationships between the variables suggested in the preliminary
model. As is commonly the case, a series of re-specifications were made to the
preliminary model, taking into account both theoretical considerations and modification
indices that suggested such changes. The revised model was tested against a range of
goodness of fit measures. These analyses were undertaken using the Maximum
Likelihood (ML) parameter estimation procedure contained in the AMOS SEM

computer software.

3.2 Structural Equation Modelling — A Description

Structural Equation Modelling (SEM, also known as covariance structure modelling or
latent variable analysis) is a statistical technique that estimates a series of relationships

among latent variables (Bentler, 1980). These latent variables are hypothetical
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constructs that cannot be directly measured and need to be linked to ‘observed’
variables (i.e. survey questions), that can be measured directly and that, in turn, make
the measurement of the underlying latent variable possible (Byrne, 2001). Structural
Equation Modelling involves two fundamental parts, namely:

1. The measurement model, in which the strength and reliability of the relationship
between the latent variables and their respective observed variables are specified

in a manner similar to factor analysis.

2. The structural model, in which the causal relationships between the independent
(predictor) variables and dependent (outcome) latent variables are estimated by
means of a series of regression equations (Hair, Anderson, Tatham, & Black,
1998).

Therefore, SEM can be described as a combination of factor analysis and regression
analysis (Hox & Bechger, 1998).

No dependence relationship can be determined perfectly, as there is always
measurement error that leads to an understatement of the ‘true’ value of the relationship
between the predictor and the outcome variables. As SEM accounts for such errors, the
portion of any structural relationship that is due to measurement error can be determined
(Hair et al., 1998).

Structural Equation Modelling is a theory-driven technique in which the covariance
matrix defined by the various measures is used to assess how well an hypothesised
model fits observed data (Hulland, Chow, & Lam, 1996). Models are developed based
on theory and are evaluated against a range of ‘goodness of fit’ indices, which are
described in detail later. If the hypothesised model ‘fits’ the data, it is considered a
statistically and theoretically plausible representation of the structure underlying the

observed variables; if not, the model is rejected.

Generally, there are three strategies by which SEM can be applied (Hair et al., 1998).
The first of these, known as a confirmatory modelling strategy, requires the
specification of a single model that is tested to assess its statistical significance. The
second, known as the competing models strategy, assesses two or more alternative

models. Competing models are typically ‘nested’ in that, while the number of variables

18



for the models remains the same, the number of estimated parameters changes from
model to model. The models are then compared to determine whether one model has
statistical advantages over the other(s). The third approach is a model development
strategy that involves the specification and empirical assessment of a theory-suggested
model (Hair et al., 1998). The suggested model provides a starting point as it often fails
to gain empirical support. A series of re-specifications are then made to the model,
which must be both empirically and theoretically justified, in order to find a revised
model that fits the data.

The present study took the model development approach. First, a preliminary model,
based on a series of hypotheses suggested by theory and past research, was estimated.
Thereafter, the model was re-specified based on theoretical and empirical
considerations, and the revised model was estimated. Once a suitable fit to the data was

obtained, the model’s structural relationships were examined.

3.3 Goodness of Fit Indices

The goodness of fit of the models in the remainder of the study (namely, the
confirmatory factor analysis models for individual variables, the preliminary structural
model and the re-specified structural model) were all assessed through a selection of

indices. Each of these indices are briefly described as follows:

The likelihood ratio chi-square (y?) statistic is a test of the degree to which the model-
implied covariance matrix is significantly different to the empirically sampled
covariance matrix (Holmes-Smith, Cunningham, & Coote, 2006). As it is a measure of
the discrepancy between two matrices, the smaller the chi-square statistic, the closer the
fit between the hypothesised model and the sample data (Byrne, 2001). This measure is
particularly sensitive to sample size and tends to be inaccurate when applied to large
samples. Therefore, it should not be used in isolation, but rather should be considered in

relation to a suite of ‘comparative’ goodness of fit indicators.

The Root Mean-Square Residual (RMR) represents the average difference per element
between the implied covariance matrix and the sample covariance matrix (Tabachnick
& Fidell, 1996). Good fitting models have RMRs of less than 0.05.

The Tucker-Lewis Indicator compares a given model to an independence or null model,

in which only the variances of the observed indicators are specified (Holmes-Smith et
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al., 2006). The TLI also ranges from 0 to 1. A zero in this case implies that there is no
difference with the null model, with 1 being a perfect fit. This measure can occasionally
exceed a score of 1, which usually indicates a lack of parsimony (i.e. the model has a
large number of parameters to be estimated. Holmes-Smith et al. (2006) suggest TLI
values should exceed 0.95, although values of 0.90 and above are considered

reasonable.

The Comparative Fit Index (CFI) is similar to the TLI, except that it uses a calculation
method that constrains it to values between 0 and 1 (Holmes-Smith et al., 2006). Like
the TLI, CFI values should be above 0.95, although a value of 0.90 indicates a

reasonable fit.

The Root Mean-Square Error of Approximation (RMSEA) is a measure of how well the
model with unknown, but optimally chosen, parameters fits the population covariance
matrix, were it available (Browne & Cudeck, 1993). The RMSEA tests how well a
model fits approximatelyin the population, relaxing the chi-square test’s stringent
requirement that the model fits exactlyin the population (Brannick, 1995). As it is
expressed per degree of freedom, the RMSEA is sensitive to the number of parameters
(i.e. complexity) within a model. Typically, a value below 0.05 indicates a good fit,

however, values of up to 0.08 are acceptable (Browne & Cudeck, 1993).

3.4 Missing Data Analysis and Treatment

While some structural equation modelling procedures can be undertaken with missing
data, others require the dataset to be complete, with no missing values (Byrne, 2001). In
reality, most surveys contain some missing data that need to be considered before
undertaking SEM procedures. The method used to treat missing data is not of critical
importance unless more than 10% of the data are missing (Malhotra, Hall, Shaw, &
Crisp, 1996). In the present study less than two percent of the data were missing, which
suggests missing data is not a significant issue. Nevertheless, it was decided to impute
the missing values as the sample size (202) was not large enough to lose responses
unnecessarily. The EM (Estimation Maximisation) imputation method was selected as
the most suitable for a number of reasons. Firstly, the EM method introduces the least
amount of bias (Hair et al., 1998). Secondly, there is no loss of data, as would have
been the case if a deletion method was used. Finally, EM imputation ensured a
complete data set that not only enabled the entire range of SEM goodness of fit
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measures to be considered, but also allowed modification indices, which assist in

determining model revisions, to be calculated.
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4.0 Phase One - The Measurement Model

All scales sourced for the study have been comprehensively validated in previous
research efforts and were selected on the basis of their suitability for this study. The
wording of some individual items were changed in order to fit the present research
context. Some scales included negatively worded items in an effort to reduce bias and
encourage respondents to be more attentive to the individual items (Nunnally, 1978).
The present study replicated this approach, reversing the scores of these items before
undertaking data analysis. Hence, larger figures suggested either a greater prevalence of,
or more positive attitude towards, the variable in all cases.

Anxiety & Depression

Anxiety and depression were measured using the Hospital Anxiety and Depression
Scale (HADS) devised by Zigmond & Snaith (1983). The HADS is a commonly used
instrument that comprises a seven-item anxiety subscale and a seven-item depression
subscale, both which have proven to be valid and reliable independent measures of these
conditions. The HADS was considered particularly apt for this study for three main
reasons. First, the scale was designed specifically to be a measure of psychological
distress in medical patients. Second, it is a measure of recent episodes of anxiety and
depression (i.e. patients’ experiences in the 7 days prior to the time of survey). Finally,
the depression subscale focuses on anhedonia, or reduced ability to experience pleasure,
thus it measures a major symptom of depressive disorder without the possibility of
confusion with other states of distress (Snaith, 2003). Anxiety items were measured on
a 5-point Likert scale, ranging from 1 (not at all) to 5 (severely, I couldn’t stand it).
Depression items were measured on a 4-point Likert scale ranging from 1 (rarely or
none of the time), which equated to less than one day per week, to 4 (most or all of the

time) which equated to 5-7 days per week.

Resilience

Resilience was measured using the 10-item version of the Connor-Davidson Resilience
scale (CD-RISC) (Connor & Davidson, 2003) adapted by Campbell-Sills & Stein
(2007). These authors found an unstable factor structure in the original CD-RISC, which

was a multidimensional scale comprising 25 items. As a consequence, they developed
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the 10-item version of the scale which has been shown in numerous previous studies to
be highly effective in the measurement of this variable. Responses were measured on a

5-point Likert scale ranging from 1 (not at all true) to 5 (true nearly all of the time).

Satisfaction with Healthcare & PatientProvider Interaction

Satisfaction with healthcare and patient-provider interaction were measured using
subscales of the multidimensional Patient Satisfaction Questionnaire (PSQ — Form II)
developed by Ware, Snyder, Wright and Davies (1983). Satisfaction with healthcare
was measured using three items from the ‘general satisfaction’ subscale and five items
that related to ‘access to care’. Patient-provider interaction was measured using both

the three-item ‘explanation’ subscale and the five-item ‘consideration’ subscale.

The PSQ, in its original format, was developed as a brief, self-administered instrument
to be used in general population surveys to guide the planning, administration and
evaluation of health related programs. Ware et al. (1983) developed Form Il of the PSQ
to serve as a more comprehensive and reliable adaptation of the original instrument,
hence its application in this study. Responses were measured on a 5-point Likert scale
ranging from 1 (strongly disagree) to 5 (strongly agree).

Satisfaction with Cancer-Related Health Information

Satisfaction with health information was measured using the Patient Satisfaction with
Cancer Treatment Education questionnaire (PS-CaTE) developed by the British
Colombia Cancer Agency (Pohar & Taylor, 2000). It was devised in response to a
perceived change from a disease-focus to a patient-focus in healthcare systems
(Liekweg, Eckhardt, Malfair Taylor, Erdfelder, & Jaehde, 2005). Liekweg et al. (2005)
state that information received by patients’ about their disease and its treatment plays an
essential role in the effective treatment of cancer patients, and that high levels of
satisfaction with this information are linked with improved quality of life. As such, it is

of particular relevance in this study.

The PS-CaTE contains 14 questions and four subscales measuring satisfaction with
information regarding cancer treatment, side effects, complementary therapy and the
quality of information sources. In order to gain a holistic sense of survivors’

satisfaction with cancer-related information, all four subscales were used in this study.
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Responses were measured on a 5-point Likert scale ranging from 1 (strongly disagree)

to 5 (strongly agree).

Social Support

Social support was measured using the 1988 Multidimensional Scale of Perceived
Social Support (MSPSS) developed by Zimet, Dahlem, Zimet and Farley (1988). These
authors found social support acts as a coping mechanism for individuals in times of
stressful life events, hypothesising that high levels of perceived social support are
associated with low levels of depression and anxiety. The MSPSS is a multidimensional
12-item scale measuring social support in terms of family, friends and a significant
other (partner). All three subscales were used in this study. Responses were measured

on a 5-point Likert scale ranging from 1 (strongly disagree) to 5 (strongly agree).

Coping Style

The Freiburg Questionnaire on Coping with Iliness (FQCI) (Muthny, 1989) was used to
assess the different coping styles exhibited by participants. The FQCI has been widely
used among European nations particularly, and seeks to determine a patient’s style of
coping with their illness on five subscales. The subscales used to assess the two coping
styles of particular interest in this study were the five-item ‘depressive coping’ subscale
and the five-item problem-orientated ‘active coping’ subscale. Responses were
measured on a 5-point Likert scale ranging from 1 (strongly disagree) to 5 (strongly

agree).

Optimism & Pessimism

Optimism and pessimism were measured using the Extended Life Orientation Test
(ELOT). The ELOT was developed by Chang, Maydeu-Olivares and D’Zurilla (1997)
from a combination of Scheier and Carver’s (1985) Life Orientation Test (LOT) and
Dember, Martin, Hummer, Howe and Melton‘s (1989) Optimism and Pessimism Scale
(OPS). The LOT is a 12-item scale containing four optimism items, four pessimism
items and four filler items. The OPS is a 56-item scale containing 18 optimism items, 18
pessimism items and 20 filler items. Chang et al’s (1997) resultant ELOT scale
comprises seven items from the LOT and eight items from the OPS, and was developed
to best fit the authors’ working definitions of optimism and pessimism. The ELOT itself

is bidimensional with a six-item optimism (OPT) scale and a nine-item pessimism

24



(PESS) scale. Responses were measured on a 5-point Likert scale ranging from 1

(strongly disagree) to 5 (strongly agree).

Fatalism

Fatalism was measured using a seven-item scale developed by Pearlin and Schooler
(1978a). The scale measures the extent to which an individual believes that life events
are largely outside of their control and merely the result of chance, luck or fate (Hoppe,
Leon, & Realini, 1989). Responses were measured on a 5-point Likert scale ranging

from 1 (strongly disagree) to 5 (strongly agree).

Concern

In addition to the established scales described above, the study also included a six-item
‘concern’ scale, which was specifically developed for the present study in consultation
with a specialist breast surgeon based in the South West. Responses were measured on

a 5-point Likert scale ranging from 1 (strongly disagree) to 5 (strongly agree).

4.1 Confirmatory Factor Analyses

Anderson and Gerbing (1988) recommended using a two-step approach when
estimating a structural equation model. In the first step, a measurement model is
specified and assessed for ‘fit’. The measurement model is re-specified as necessary
and ‘fixed’ to the structural model after an acceptable fit has been achieved. In keeping
with Anderson and Gerbing’s approach, the various scales used in the present study
were modelled through confirmatory factor analysis (CFA), the simplest form of which
is a one-factor congeneric model that represents the regression of several indicator
variables (i.e. survey questions) onto a single latent variable (Holmes-Smith et al.,
2006). Such indicator variables should be ‘of the same kind’ (congeneric) and all
indicators should be valid measures of a single latent trait. Various goodness of fit

measures were used to confirm the appropriateness of the variables.

A one-factor congeneric model must have a minimum of three indicator observed
variables to be identified and a minimum of four observed items to enable the
calculation of a number of goodness of fit indices (Holmes-Smith et al., 2006). In the
present study, ‘trimming’ items that were not well related to the various latent variables
meant some variables were measured by fewer than three indicators. Where this was

the case, the latent variable was freed to co-vary with another sensibly related latent
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variable (e.g. depression and depressive coping). The two-factor confirmatory models

were then assessed against the range of goodness of fit indices described earlier.

4.2 Evaluation of the measures

Each of the scales used to measure the variables were modelled through the CFA
process in order to assess their measurement properties. All scale items that loaded
poorly onto their respective latent variables (< 0.5), or did not not explain enough
variance in the latent variable (Squared Multiple Correlation < 0.3), or could
conceivably measure more than one latent variable were deleted. Modification indices

were used to guide this process.

During the CFA process it was apparent that the scale for ‘active coping’ did not have
sound measurement properties, hence this scale could not be used in subsequent
analyses. The CFA process also revealed that ‘satisfaction with care’ and ‘patient-
provider interaction” were highly correlated (r = 0.98), indicating a lack of discriminant
validity between the two. An exploratory factor analysis supported a merged scale
incorporating elements of both, which was theoretically plausible. This combined scale
was labelled ‘satisfaction with medical care’. Similarly, a high correlation (r = 1.0) was
noted between ‘quality of information sources’ and °‘satisfaction with information
(cancer treatment)’. Again, exploratory analysis supported a merged scale, labelled

‘satisfaction with general breast cancer information’.

By contrast, modification indices for the ‘fatalism’ CFA suggested that the scale was
not congeneric and that in fact two separate dimensions were present. The scale was
therefore split into separate variables, namely, ‘lack of control’ and ‘helplessness’. An
inspection of the items comprising these scales would suggest this is quite plausible.
The ‘lack of control’ items appear to indicate a sense of acceptance or resignation, while
‘helplessness’ indicates a far more unempowered, vulnerable state of mind. Earlier
studies have found both of these factors to be positively and significantly related to
psychological distress in breast cancer survivors (e.g. Barez, Blasco, Fernandez-Castro,
& Viladrich, 2007; Osowiecki & Compas, 1999; Schnoll et al., 1998; Shapiro et al.,
2001), with one study showing higher levels of helplessness had a detrimental effect on

5 year event-free survival (Watson et al., 1991).
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The ‘concern’ scale developed for the study was also split into two separate variables,
‘concern (infertility)’ and ‘concern (body image)’, which clearly indicate two very
different dimensions of concern. Again, these factors have been found in a number of
previous research efforts to contribute to psychological distress. Not surprisingly,
concern about infertility is particularly prevalent among younger women (Griffin et al.,
1996; Partridge et al., 2004; Sammarco, 2001), while concern about body image is a key

issue for most breast cancer survivors, irrespective of their age (Schover, 1991).

Once the modifications described above were made, it was necessary to inspect the
‘independent cluster full measurement model’ (Holmes-Smith et al., 2006). This
involved constructing a confirmatory model that specified the relationships between the
various scales and their underlying latent variables, while allowing all of the latent
variables to intercorrelate. This model represented a good fit to the data, achieving a chi
square statistic of 2448.02 (df = 1676; p < .001). The CFl and TLI (.89 and .87,
respectively) were slightly below the recommended .90 level, however, the normed chi
square (1.46) and other goodness of fit indices were sound (RMR =.06; RMSEA = .05),
suggesting that subsequent analysis of the structural model would represent accurate and

meaningful relationships between the latent variables.

Table 1 below lists the individual items for each scale after modifications were made.
The two items on the depression scale were negatively worded items. These were
reverse coded and denoted (R).
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Table 1: Scale Item:

80. | feel tense or wound up.

81. | geta sort of frightened feeling as if something awful were about to happen.
84. | geta sort of frightened feeling like butterflies in the stomach.

86. | get sudden feelings of panic.

87. | still enjoy the things | used to enjoy (R)

92. Ilook forward with enjoyment to things (R)

94. | am able to adapt to change

95. | can deal with whatever comes

98. |tend to bounce back after illness or hardship

99. | believe | can achieve my goals

Depressive Coping

54.  Attimes | brood over the circumstances of my illness.
56. Attimes | become impatient.

57. Attimes | take this impatience out on others.

Satisfaction with Medical Care

12.  I'm very satisfied with the medical care | receive.

13. The care | have received from doctors in the last few years is just about perfect.

17. The members of my healthcare team always treat me with respect.

19. The members of my healthcare team always do their best to keep me from worrying.
21. The members of my healthcare team respect my feelings.

Satisfaction with Access to Care

7. Places where you can get medical care are very conveniently located.

8. If | have a medical question, | can reach someone for help without any problem.
9. There are enough medical services around here.

10. There are enough doctors in this area who specialise.

Social Support (Partner)
23. There is a special person with whom | can share my joys and sorrows.
26. | have a special person who is a real source of comfort to me.

Social Support (Friends)

27. My friends really try to help me.

28. | can count on my friends when things go wrong.

30. | have friends with whom | can share my joys and sorrows.
33. I can talk about my problems with my friends.

Social Support (Family)

24. My family really tries to help me.

25. | get the emotional help and support | need from my family.
29. | can talk about my problems with my family.

32. My family is willing to help me make decisions.

Satisfaction with Cancer Info

66. | am satisfied with the information | have been given about my cancer treatment.
70. | am satisfied with the explanations about possible interactions between my prescribed cancer treatment and other
treatments | am using or thinking about using.

72. | am satisfied that | get enough opportunity to ask questions about my cancer treatment.

75. | am satisfied with the available information resources such as the handouts and staff.

76.  Overall, | am satisfied with the manner in which the information is provided. It is friendly, respectful and non-
judgmental.

77. | am satisfied that | am able to make informed choices about my cancer treatment.
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Satisfaction with Info (SEs)

67. | am satisfied with the information | have been given about possible side effects of my treatment.
68. | am satisfied with the information | have been given on what to do if side effects happen.
73. | am satisfied with how often I'm able to ask questions about how to manage side effects.
78. | am satisfied that | am able to make informed choices about how to manage side effects.

Satisfaction with Info (Comps)

69. | am satisfied with the answers to my questions about vitamins, herbs and complementary therapies.

74. | am satisfied that | get enough opportunity to ask questions about the use of vitamins, herbs, and complementary
therapies.

79. | am satisfied that | am able to make informed choices about vitamins, herbs, and complementary therapies.

Optimism

34. Inuncertain times, | usually expect the best.
35. | always look on the bright side of things.
36. I'm always optimistic about my future.

38. Where there’s a will, there’s a way.

Pessimism

41. Rarely do | expect good things to happen.

43. | hardly ever expect things to go my way.

44.  Things never work out the way | want them to.

47. Better to expect defeat: then it doesn’t hit so hard when it comes.

Lack of Control

59. There is really no way | can solve some of the problems | have.

61. | have little control over the things that happen to me.

65. There is little | can do to change many of the important things in life.

Helplessness
60. Sometimes | feel that I'm being pushed around in life.
63. | often feel helpless in dealing with the problems of life.

Concern (Body Image)
109. | am worried | will lose my femininity.
110. | am worried my relationship with my partner will change.

Concern (Infertility)
111. | am concerned | will become infertile.
112. | am concerned about early menopause.

Table 2 provides a summary of the measurement properties of the various scales after
the CFA modelling process. Cronbach’s (1951) alpha coefficient, a measure of internal
reliability, was calculated for each scale. These ranged from .57 to .92, indicating that
all scales had acceptable internal reliability for the purposes of this study. Cronbach’s
alphas (M) are listed in Table 2, along with the chi squared statistic (), degrees of
freedom (df), confidence level (p) and goodness of fit indicators for the CFA models.
As stated earlier, the latent variables that were measured with three or fewer indicators
were modelled with at least one other related latent variable in order to achieve the

degrees of freedom necessary to calculate the various goodness of fit indices.
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Variable

Anxiety

Depression
Depressive Coping

Resilience

Satisfactiong MedicalCare

Satisfaction Access to Care
Social Support (Partner)
Social Support (Friends)
Social Support (Family)

Satisfaction with Cancer Infg

Satisfaction with Info (SEs)
Satisfaction with Info (Comps

Optimism

Pessimism

Lack of Control
Helplessness

Concern (Infertility)
Concern (Body Image)

Table 2. Summary of scale measurement properti¢

p RMR  CFlI TLI RMSEA

.85 251 2 .28 .01 1.00 .99 .04
.66

68 6.22 4 .18 .03 .99 .96 .05
.83 0.61 2 74 .01 1.00 | 1.01 .00
.87 8.34 5 14 .02 .99 .99 .06
.70 2.15 2 .34 .03 1.00 | 1.00 .02
.85

91 | 4791 32 .03 .02 .99 .98 .05
91

.87 | 17.64 9 .04 .02 .99 .98 .07
.92

87 2151| 13 .06 .04 .99 .98 .06
75 0.69 2 71 .01 1.0 1.02 .00
.78 2.20 2 .33 .02 1.0 1.0 .02
.70

57 3.86 4 42 .04 1.0 1.0 .00
.70 0.73 1 .39 .01 1.0 1.0 .00
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5.0 Phase Two - Preliminary Data Analysis

5.1 A Profile of the Sample
In addition to the items that dealt primarily with psychosocial wellbeing and its

antecedents, survey participants were also asked a series of questions designed to
construct a profile of the sample population’s characteristics. Participants were asked to
indicate when they were first diagnosed, how far they travelled for treatment, the type of
treatment they selected, and whether or not they saw a specialist breast nurse. They
were also asked to indicate their age, their marital status, whether or not they had

dependent children, and other demographic details.

Of the 202 respondents to the survey, only a small number (6.4%) were aged between
35 and 44 years. Some 20.3% were aged between 45 and 54 years, 27.7% between 55
and 64 years, 30.7% between 65 and 74 years, and 14.9% were 75 years or over. There
were no respondents younger than 35 years of age. As could be expected of an older
sample group, a large majority of respondents (72.8%) were partnered and only a
modest number (15.3%) had dependent children. Many respondents were retired from
the workforce (56.9%) and a substantial proportion (61.4%) had private health

insurance.

In terms of health-related items, a small number (2%) of the sample population had been
diagnosed under 12 months before the survey was conducted in November/December
2010. A further 33.2% were diagnosed 1 — 2 years before the survey, 37.6% were
diagnosed 3 - 4 years before, and 27.2% had been diagnosed 5 or more years before the
survey date. Some 42.6% had undergone a mastectomy, while 57.4% had breast
conservation treatment. Approximately half of the population (50.5%) were still
undergoing hormone treatment at the time of the survey. Over half the population
(57%) lived over 200kms away from treatment and a large majority (80%) had received
care from a specialist breast care nurse (BCN). Of the 161 respondents who had seen a
BCN, 85.1% were either satisfied or highly satisfied with the quality of service they
received (mean score = 4.43; SD = 1.03).

5.2 Descriptive Statistics
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Having described the characteristics of the respondents, it was important to assess how
they answered the key questions in the questionnaire. The means and standard
deviations of the variables were calculated as simple summed scales and are shown in
Table 3. It should be reiterated here that all variables were measured on a scale of 1 to

5, except for depression, which was measured on a scale of 1 to 4.

Table 3: Descriptive Statistict

Variable Mean S.td'. Variable Mean S.td'.
Deviation Deviation

Anxiety 1.53 1.00 Sat Cancer Info 4.31 0.91
Depression

(scale of 1 - 4) 1.31 0.68 Sat Info (SEs) 4.16 1.04

Depressive Coping 2.35 1.31 Sat Info (Comp’s) 3.83 1.20

Resilience 4.34 0.85 Optimism 4.33 0.87

Sat Medical Care 4.49 0.83 Pessimism 1.96 1.04

Sat Access to Care 3.34 1.46 Lack of Control 2.53 131

EEE SV 4.58 0.86 Helplessness 1.93 1.14
(Partner)

Social Support 452 0.86 Concern (Body 158 107

(Friends) Image)

Social Support - R 0.89 Concern (Infertility) [EETEHE 0.81

(Family)

As can be seen in Table 3, the mean scores for anxiety and depression were quite low.
At first glance this would indicate that there were relatively low incidences of these
disorders in the South West population. However, mean scores were deflated due to a
large majority of women responding with a rating of ‘1’ (strongly disagree) to the
statements contained in the scales, hence scores need to be interpreted with some
caution. Tellingly, an inspection of the raw data (individual items) for these variables
revealed that on average 22% of women experienced episodes of depression more than
once a week, and that an average of 17% of women experienced anxiety symptoms (i.e.

gave responses of 3 or greater for the four anxiety questions).

While the rate of anxiety in the present sample group is similar to the 18% reported by
females in the general population (Australian Bureau of Statistics, 2008), the incidence
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rate for depressive episodes is substantially greater than the 7.1% general population
estimate!. The figures obtained in the present study are, however, consistent with
incidence rates of distress among breast cancer survivors reported by some researchers
(e.g. Ganz et al., 2004; Lueboonthavatchai, 2007) and significantly lower than those
reported by others (e.g. Burgess et al., 2005; Zabora et al., 2001).

Mean scores for anxiety and depression may also be deflated in the present sample
population due to a tendency for rural women to display stoicism and strength rather
than admit to being distressed, as alluded to earlier (Koopman et al., 2001; Rogers-
Clark, 2002). This can be attributed to their strong identification with a distinct ‘rural’
culture that promotes a sense of self-reliance and vigour in adversity. This culture of
stoicism among rural communities could perhaps explain to some extent the relatively
low mean scores for other ‘negative’ variables, such as pessimism, depressive coping,
lack of control, helplessness and concern about body image. The low mean score for
concern about infertility was, in all likelihood, due to the fact that the sample population
was largely an older group of women for whom having children was no longer an issue
(an average of 3% of respondents were concerned about infertility). Generally, mean
scores indicate breast cancer survivors in South West WA are a resilient group of people
who are satisfied with the standard of their medical care, their social support, the
cancer-related health information they receive, and the level of access they have to

healthcare.

! The substantial difference in recency between the 7-day data obtained in the present study and the 12-
month general population data obtained by the ABS should be noted when interpreting these comparison
figures. It should also be noted that ABS ‘affective disorders’ estimates include bi-polar disorder, which
was not measured in the present study.
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6.0 Phase Three - The Structural Models

6.1 The Revised Model
After making the necessary adjustments to the scales through the CFA process,

discarding the ‘active coping’ scale and assessing the properties of the full measurement
model, the revised model, inclusive of all sub-scales, was developed (see Figure 2). The
large number of latent variables, and even larger numbers of measurement items, in the
model meant there was potential for problems with parameter estimation, increasing the
likelihood of non-convergence and improper solutions. To address this situation,
composite indices for each scale were created to measure the latent variables, using the
factor score weights generated at the CFA stage. Once these composite variables were
created, and their reliability scores calculated, it was possible to account for their
measurement error using the method suggested by Munck (1979).

Munck showed that in analysis of covariance matrices amongst composite variables,
both the regression coefficients and error variances could be computed and used as fixed
parameter estimates in the structural models (see, for example, Benetti &
Kambouropoulos, 2006; Chou, Boldy, & Lee, 2002; Politis, 2001). These computations

were made using the following formulae:

Where:

<= regression coefficients;
‘ nféasurement error variances;

standard deviation of composite variable;
* 2=variance of composite variable; and

h  rdliability coefficient of composite variable (Cronbach’s alpha)
As can be seen in Figure 2, the ‘concern about infertility’ and ‘concern about body

image’ variables were used as independent predictor variables since, intuitively, these

concerns were brought about by survivors’ diagnoses and treatment and could not be
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said to be influenced by the other variables in the model. It was quite conceivable,
however, that these concern variables could potentially impact upon both the mediators
and QOL variables.

SatMedCare

SocSuppPtnr
SocSuppFrnds

Depressive
Coping

Resilience

Depression

(et

Lack of
Control

Figure 2: The revised model

Despite the creation of composite indices, the large number of variables in Figure 2
made it impractical to simply specify the model and delete the non-significant

relationships, as would typically be the case in the ‘model development’ approach to
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SEM (see Byrne, 2001). The revised model was highly complex and contained several
improper solutions (i.e. standardised regression coefficients greater than 1.0 and
negative error terms), meaning a converged solution could not be reached. Instead, the
approach taken was to firstly regress the QOL variables onto the five mediator variables
in order to assess their potential as mediators. Next, each of the mediators were
regressed onto the service and support variables.  Finally, all non-significant
relationships were deleted one by one (starting with the largest p values) until only the
significant relationships that were theoretically valid remained.

Once this process was underway, it became apparent that a number of fundamental re-
specifications needed to be made in order to achieve model stability. These re-
specifications were based not only on statistical information, but also on sound
theoretical considerations, as recommended by Hox and Bechger (1998). It was decided
that ‘depressive coping’ was better suited to act as a QOL variable, rather than a
mediator due to a number of reasons. First, depressive coping is more of a behavioural
response than a disposition or trait. Indeed, as Cohen and Lazarus (1983) point out,
coping is not a trait but a process, which can only be evaluated in the context of a given
situation and in association with the demands of that situation. Second, depressive
coping behaviours (i.e. brooding, impatience, taking impatience out on others) could be
said to reflect low levels of QOL and psychosocial wellbeing. Third, when used in
structural models in which the other mediators were controlled for, depressive coping
was not significantly related to the three QOL variables, hence it could not serve as a
mediator.  Finally, depressive coping has been found in previous research to be
negatively related to length of survivorship in cancer patients (Faller et al., 1999), hence
it was important to explore whether the various service, support, concern and

dispositional variables acted as antecedents for these behaviours.

Next, the ‘lack of control’ variable was deleted as: a) when applied in a structural
model it correlated very closely with helplessness and destabilised the model due to
multicollinearity issues, even though it had discriminant validity at CFA stage; b) when
‘lack of control’” was substituted for ‘helplessness’ (for exploratory purposes), only a
small amount of its variance (4%) was explained by the service, support and concern

variables; and c) it had fewer interactive effects with the other variables in the structural
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model. Finally, the ‘pessimism’ variable could not be used as a mediator because it did

not significantly relate to any of the QOL variables when applied in structural models.

6.2 The Final Model

After the necessary re-specifications were made to the revised model, a new model,

representing the structural relationships between variables that had both statistical and
practical significance, was developed. This final model is shown in Figure 3. For the
sake of simplicity, the values of the correlations between predictor variables have been
left out (these were modest, ranging from -.03 to .40).

52

SatBClInfo 22* J2** Resilience
22

39 15
.34
-17* R ]
SatInfoSEs > Depression
S4**
.18 37

A3 Helpl b1 Depressive
elplessness Coping

*p =<0.05 *p=<0.01

Figure 3: The final model

The final model proved an excellent fit to the data, achieving a chi square statistic of
30.00 (df = 31; p = .52), with all other goodness of fit indicators being acceptable (RMR
=.03; CFl = 1.00; TLI = 1.01; RMSEA = .00). As can be seen in Figure 3, the model
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contained a number of direct relationships that were statistically significant. Survivors’
satisfaction with general BC information (.22) and support from friends (.33) were
positively and significantly related to feelings of optimism. Optimism, in turn, had a
positive association with resilience (.72) and a negative association with anxiety (-.39).
Survivors’ concern with their body image had a positive influence on feelings of
helplessness, which, in turn, was positively associated with both depression and

depressive coping behaviours.

The squared multiple correlations of the two mediating variables and the four outcome
variables indicate sizeable portions of the variance in these variables were explained by
their respective predictors. Some 22% of the variance in optimism was explained by
satisfaction with health information and support from friends. These three variables
together explained 52% of the variance in resilience and 15% of the variance in anxiety.
Satisfaction with information about side effects, concern about body image and feelings
of helplessness combined to explain 34% of the variance in depression. Concern about
body image also explained 18% of the variance in feelings of helplessness and
combined with the same variable to explain 37% of the variance in depressive coping

behaviours.

6.3 Indirect effects

Apart from the direct effects described above, the final model contained a number of
indirect (mediated) relationships between certain variables. The significance of these
were calculated using the approach suggested by Preacher and Hayes , who strongly
advocate testing indirect effects for their significance using structural equation
modelling and employing a non-parametric ‘bootstrapping’ procedure to compute bias-
corrected confidence intervals. This is a much more robust test than the standard Baron
and Kenny (1986) approach to mediation (cf Zhao, Lynch Jr, & Chen, 2010).
Bootstrapping involves ramdomly taking a large number of sub-samples of the same
size from the original data (with replacement) to calculate a sampled distribution that
allows for comparison of parameter estimates over these multiple samples. As such, it
Is not restricted by the assumption of normality and also improves accuracy in smaller

sample sizes (see Byrne, 2001 for a more detailed explanation).

The final model was therefore run with 2000 bootstrapped estimates and yielded the
estimates for indirect effects detailed in Table 4:
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Table 4: Summary of indirect effects

Variable ConcBl| SatBthfo

SuppFrnds

Depress 0.23 (p<0.01)
DepCope 0.26 (p <0.01)
Anxiety -0.13 (p < 0.001) -0.09 (p < 0.01)

Resil 0.24 (p < 0.01) 0.16 (p < 0.01)

As Table 4 shows, positive significant indirect relationships exist from concern (body
image) to both depression and depressive coping, through feelings of helplessness.
Satisfaction with general BC information and support from friends have negative
indirect relationships with anxiety, while both variables are also positively and

indirectly related to resilience, through their effects on perceived optimism.

6.4 Moderation analyses

After the final model was constructed, it was prudent to conduct further analyses to
assess whether the relationships (regression coefficients) among the variables differed
between specific groups of participants. Three of these ‘moderation’ analyses were
conducted for separate dichotomous groups of participants according to their age (< 65
years and > 65 years), the distance they travelled for treatment (< 200 kms and > 200
kms) and whether they opted for mastectomy or breast conservation treatment (BCT).
Before these analyses could be carried out, however, the measurement model for each of
the sub-groups was tested against the measurement model for the total group, the
properties of which were discussed in Section 4.2, in order to ensure measurement
consistency across all models. A series of chi-square difference tests revealed that none
of the measurement models for the sub-groups were statistically different to the model
for the total sample, suggesting the same measurement model could be used for
subsequent moderation analyses. Cronbach’s alpha coefficients and composite standard
deviations were re-calculated in sub-group models to reflect minor changes and all

regression coefficients and error variances (see section 6.1) were revised accordingly.

39



Once measurement invariance was established, it was possible to test for structural
invariance (i.e. compare the relationships between variables) across the various groups.
Again, the chi square difference test was used, this time to gauge the difference between
a model in which the structural relationships were constrained to be equal between
dichotomous groups and a model that imposed no constraints (Holmes-Smith et al.,
2006). A non-significant chi square difference test between the constrained and
unconstrained models would mean the changes in individual relationships could be
examined using the same model. A significant chi square difference test, on the other
hand, would indicate that the two models differed substantially and that further model

development would be necessary.

Multiple group analysis # 1

The first multiple group analysis conducted was based on the age of participants. The
relationships suggested in the final model were compared between participants aged
under 65 years and those aged 65 and over. While it would have been a much more
meaningful exercise to split the population at 55 years to reflect the average age for the
onset of menopause, the small number of participants aged under 55 (n = 54) would
have made this problematic. The chi square difference test between the constrained and
unconstrained models was not significant (ny? = 10.90; df = 8; p = .21), hence the same
model could be applied to both groups. Table 5 and Table 6 detail the results of this
analysis (NB: ** denotes p < .01):

Table 5: Regresson Weights(Under 65yrs; n = 110

Relationship Estimate P value
Optimism <-- SatB@hfo 0.14 0.21
Optimism <-- SuppFrnds 0.38 *x
Table 6: Regression Weightg65yrs or more; n = 92
Relationship Estimate P value
Optimism <--- SatBMhfo 0.70 *x
Optimism <-- SuppFrnds -0.12 0.57

The data in the above tables suggest that satisfaction with cancer information, in terms

of its impact on optimism, is a significant issue for women in the older group but not for
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the younger group. Support from friends as it relates to optimism, on the other hand, is
significant for the younger group but not the older. While the direct relationship
between satisfaction with information about side effects and depression is significant
when all respondents are included, it is not significant when the two age groups are

considered separately.

Multiple group analysis # 2

The second analysis involved splitting the dataset into respondents who typically
travelled less than, or greater than, 200 kms for their treatment. This was considered
useful information for South West WA, as at the time of the survey the region did not
have a radiation unit, meaning survivors typically needed to travel to Perth for this type
of treatment. Again, the chi square difference test was not significant (ny? = 10.95; df =

8; p =.20). Results of this analysis are detailed in Table 7 and Table 8:

Table 7: Regression WeightgUnder 200kms; n = 86

Relationship Estimate P value
Optimism <-- SatB@hfo 0.16 0.23
Helpless <-- ConcBodylmg 0.68 *x
Depress <-- SatIinfoSEs -0.27 0.03

Table 8: RegressionWeights (Over 200kms; n = 115

Relationship Estimate P value
Optimism <-- SatB@hfo 0.29 0.01
Helpless <-- ConcBodylmg 0.26 0.06
Depress <-- SatinfoSEs -0.03 0.81

As can be seen in the above tables, concern with body image influences helplessness in
a significant way for survivors who travel shorter distances away from treatment,
however, this is not the case for those who travel longer distances. Satisfaction with
information about side effects leads to a significant decrease in depression for those
living closer to treatment, but not for those travelling greater distances. On the other
hand, satisfaction with general BC information is a significant factor in increasing
optimism for those travelling 200kms or more for treatment, although this is not the case
for those travelling under 200kms.
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Multiple group analysis # 3

The final moderation analysis conducted was to assess whether or not the relationships
suggested in Figure 3 differed between those survivors who had a mastectomy and those
who opted for breast conservation treatment (BCT). This has been a topic of some
debate among researchers, with several Australian studies finding that rural women tend
to select mastectomy over BCT (Hall et al., 2004; Mastaglia & Kristjanson, 2001;
Mitchell et al., 2006). This, however, was not the case for the present sample
population. Unlike the previous three moderation analyses, the chi square difference
test between the constrained and unconstrained models was significant (ny“ = 24.01; df
= 8; p < .01), meaning that the same model could not be applied to both the mastectomy
and BCT groups.

The final model (Figure 3) proved to be a good fit to the data for the mastectomy group,
achieving a chi square statistic of 28.63 (df = 31; p =.59) and acceptable comparative fit
indices (RMR = .05; CFI = 1.00; TLI = 1.03; RMSEA = .00). However, there were
some sharp differences in several key relationships between variables. As can be seen
in Table 9, the relationship between support from friends and optimism was not
significant for those who selected mastectomy, and neither was the relationship between
satisfaction with information (side effects) and depression. The relationship between
concern (body image) and helplessness was also non-significant. Tellingly, the only
variable to retain significant predictive utility was satisfaction with general BC
information, which related positively to both optimism and resilience, and negatively on

anxiety.

Table 9: Regression weights (Mastectomy; n =8

Rehtionship Estimate P value
Optimism <-- SuppFrnds 0.02 0.87
Helpless <-- ConcBodylmg 0.21 0.22
Depress <-- SatIinfoSEs -0.09 0.45

The final model did not fit the data well for the BCT group. The model achieved a chi
square statistic of 45.32 (df = 31; p = .047) and other goodness of fit indices were
moderate (RMR = .04; CFI = .90; TLI = .85; RMSEA = .06). Consequently, it was
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necessary to develop a model that represented a suitable fit to the data for the BCT

group. The model developed specifically for the BCT group is shown in Figure 4.

.40

SuppFrnds Optimism

.28
.53
Depressive
Coping

Helplessness

*p=<005 *p=<001

Figure 4. The BCT group model

The re-specified BCT model fit the data well, achieving a chi square statistic of 34.11
(df = 26; p = .13), and sound comparative goodness of fit indices (RMR = .03; CFI =
94; TLI = .92; RMSEA = .05). As shown in this model, social support from friends
remains a significant variable in terms of its direct impact on optimism and its indirect
impact on both resilience and anxiety. Concern about body image, too, remains
significant in directly influencing helplessness and indirectly influencing depression and

depressive coping behaviours. Satisfaction with information specific to side effects
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remains directly and negatively related to depression. What is most revealing about this
model, though, is that it suggests support from survivors’ partners is negatively related
to helplessness, and also, indirectly, to depression and depressive coping. Again,
substantial portions of the variance in the mediating and outcome variables were
explained by their respective predictors, with squared multiple correlations ranging from

21% for anxiety to 53% for depressive coping.
7.0 Qualitative Research Design and Methodology

In order to contextualise and add depth to the data gathered during the quantitative stage
of this study, a subsequent stage was undertaken using semi-structured interviews and
guided by a social constructivist paradigm. This paradigm acknowledges that people’s
unique experiences are valid and explores the ways in which people view the world and
construct meaning, as they engage in everyday activities and interactions (King, Melvin,
Ashby, & Firth, 2010). Multiple perspectives of the world are legitimate and there can
be multiple meanings assigned to reality, which are defined and redefined through
interactions with others (Guba & Lincoln, 2004).

7.1 Recruitment procedures

Participants in the qualitative stage comprised a sub-sample (n=16) of the respondents
to the quantitative survey. Each of the Local Government Authorities (LGA’s) in the
South West WA region was represented in the sample in an attempt to cover the issues
raised by survivors residing in inner regional, outer regional and rural areas alike. The
ages of participants varied from 30 years to 79 years at time of diagnosis (see Table 10),
ensuring the widest possible diversity among interviewees. This approach is consistent
with that suggested by Brower, Abolafia and Carr (2000), who suggest that intentionally
sampling for variation enables effective comparisons and contrasts to be made within
the evidence gathered, adding interest and insight to the research. Participants were
contacted by telephone and advised of the purpose of the qualitative aspect of the study
and invited to take part. All participants were made aware of the voluntary nature of the
exercise and had the option of withdrawal at any stage prior to, and during, the

interview if they wished.
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Table 10: Participants by agegroup

Age Group Sample Size Sample Percentage

Under 45 yrs 25%

45 — 49 yrs 6 37.5%

50 - 55 yrs 7 43.8%

Over 55 yrs 9 56.2%

7.2 Data collection and analysis

The study consisted of a series of semi-structured interviews that ranged in duration
from approximately 30 minutes to two hours, averaging one hour. The participants
were interviewed in their homes at a suitable, pre-arranged time. The place of
treatment, whether Perth, Bunbury or a mixture of both, was noted along with the type

of surgery (mastectomy or BCT) selected.

Semi-structured interviews provide a greater breadth and richness in data gathered, in
comparison with structured interviews. They allow participants the freedom to respond
to questions and probes, and to narrate their experiences without being restricted to
providing answers to specific questions. Compared to entirely unstructured interviews,
semi-structured interviews allow comparisons to be made across all interviews using a
series of core questions. By allowing the participants to share their stories in their own
words, interviews conducted in this study yielded sizeable amounts of information in
relation to the cancer journey of the sample group. Interviews were recorded on
audiotape and transcribed into document format. Interview transcriptions, along with
the original audiotape files, were imported into the NVIVO software programme. Data

gathered were subsequently coded into specific themes, analysed and interpreted.

7.3 Key findings
After several iterations the coding process revealed four major themes, namely:

1. Personal impact and identity reconstruction
2. Family impact

3. Support issues
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4. Health care issues

Personal impact and identity reconstruction

Participants were generally agreed that after they had been diagnosed with breast
cancer, they found themselves in a very different world to that which they had known
all their lives. This upheaval made it difficult to establish a sense of what ‘normal life’

represents. The personal impact of the diagnosis was significant for all interviewees.

Concern with Body ImageSexuality Femininity

The physical impact of breast cancer was a concern for a number of women. Having to

adapt to a changed body, a loss of femininity and sexual issues were raised as issues. As

one of the younger participant’s described i t had such an isfpact oI
32 year old, skinny as a stick, and in the prime of my life | guess, all of a sudden | put on

heaps of weight, have never been able to lose it since, have lost a breast, looked odd,
refused to look at myself naked and that sort of thing and althaccgpted what | had,

| was happy to be alive, very disappointed with my own body, how my body looked and

still am | guesso

While the impact appeared to lessen for older participants, concern about body image

was still an issue for women in their sixties, with one 68 year-old lady commenting

AWhen | had the | umpectomy | t hought , we l |
have nice |ittle boobs and all t hat sort C
| ose what I had?o.

Another participant spoke of her fear of rejection by her husband after having
mastectomy surgery, stating 0 | was terrified that it was

again. | miss my boobs because that was partofauelo ma ki ng, ther eds n

Emotional Reaction
Emotional reactions after diagnosis ranged from shock, to fear, to lack of control, to

isolation/loneliness and feelings of being overwhelmed. Some comments along these

lines were:

Oyu go into |like a shock, you r eajustlikp go i nt
iitds so strange, someone with as much exp:¢
this victim rol ed
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‘Everything just happened so fast, it was just like overwheéming

0t hey can't understand wheredld"m at now, t
Lack of control was a factor for the younger participants 6 | think that was
thing, i ke | say the whole proceddsr was n

participants were generally more content to leave everything to their medical team and

to accept their decisions without taking issue.

Constructing a new life post diagnosis, required women to confront and manage a range
of emotional responses including fear, anxiety, depression and stress. Many spoke of a

reduced capability of dealing with stress in particular:

6l have had a problem with stress Ievels a
Owhen it comes to a situat |ladgnottshhgoodéas a b
copinganymore.l. find that gets to med.

0 sort of feel mixed up, yes mixed upuppose is the wordyes but | find thamaybe |

should talk to someoie
The majority of the participants’ spoke of experiencing anxiety at various times:
6l have had some moment s ucsft dnxtiedtyy9 and od

o1 think the bi cepeBitclpawayistvai goinggtbobo ¢
get through it oris there worse to come but as time goes on and you get a bit more
encouragement try not to think about it butyou never forget ahd it, | mean every

time you undress and .have a shower or some’

Two of the sixteen participants acknowledged they were suffering from depression,

however, both of these women had suffered from depression prior to diagnosis.

Another seemed unsure of her feelings, statingd 6 m not in the right pl
any more of thisf 6 ve had e nou ghdbecaudenh didifeel quite tedrye Ir e

dondét know whether 8. suffered with depress|

The majority of participants expressed fear of recurrence and metastases, and utilised

varying coping strategies to come to terms with these issues. Fear of death was not
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raised by the group, but one participant did articulate her fear of a ‘cancer’ death.
Another woman, who had an advanced cancer, expressed a fear of the unknown...6 my

problem is because he told me that Il won't

know whether to plan for short term or yout®® i r t . hday 6

Coping Strategies
A variety of strategies were vocalised ranging from avoidance (blocking) to acceptance
and management..6lbay this i s whatodé®gbappanam tihn |y d

Geally enjo®. whatds coming

Many of the participants attempted to turn it into a very positive experience by re-

prioritising their lives and actively set out to travel more 6 & just do things now and

dondét take things for granted and donoét p L
think it does change you. It must do because we went to Adelaide and my husband had

never got i.n an aeroplanebd

One participant, whosaid6 | t hi nk being faced with your
t h i, asgl dhe spare time during her treatment to write and publish a children’s book

as a legacy for her grandchildren.

Physical Side effects

The physical side effects experienced as a result of initial treatment and subsequent

ongoing hormonal therapy was very significant for some. These ranged from altered

physical body as a result of their surgical treatment to a frequently perceived permanent

‘chemo brain’...&he only other thing | found with the chemeh i ¢ h | ,iddoesndt | i
affect your memoryabil. know my memory was not 100% af

One participant spoke of a ‘fuzziness’ of the mind and fatigue that was still present five
years post-diagnosis. The most vocal on the topic of perceived ‘chemo brain’ were the
older participants, the condition could well be a natural part of the ageing process.
However, whether age or treatment induced, participants generally felt that it went
unacknowledged by their medical team.

Fertility was not a significant issue as most of the respondents were over 45 years of
age. One of the younger participants, however, appeared to be very accepting of the

prospect of reduced fertility.
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Participants placed on hormonal therapy were generally afflicted with a range of
adverse side effects, such as weight gain, arthritis-like symptoms, premature menopause
and modified sexuality. Two participants had ceased hormonal therapy of their own

accord, against their respective oncologists’ advice. Some comments relating to this

issue were:
06since | 6ve been on Femara | 6ve put on a |
0t he whole process, put me into an early

relating to that, itwas making my life an absolute misery and | got to the point where |
just thought | '"ve had enough©o.

O0No, not hing gradual about anything, and i

pain in the legs. Oh God, excruciating pain in the fegs

0 Y e aubt uded t§ wake up in baths of sweat all night, never had one good night sleep
for 2 or 3 years while | took that and | |

sl eep and so I stopped taking i1té

Twenty five percent of the sample group spoke of their concerns about modified
sexuality. These changes appeared to go unacknowledged by their medical team,
although the participants had not raised the issues with their GP or other medical team
members. Feelings of fear of partner rejection were expressed, along with physical

issues such as lower libido and dryness:
OYes. T heep abretdmeonotnd sd def i nitely changedd.
6l 6ve |l ost a heap of sensation and it is s

Family impact

Children

A number of participants mentioned the shock and fear experienced by their children

d hey were just really, really shocked to b

Impact and adjustment varied from younger children to teenagers to adult. One

participant’s five year old daughterasked6 ar e you going to die?0.
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While it was relatively easy to reassure younger children it was more difficult to handle

teenage children who did not always vocalise their questions, concerns or fears.

o1 remember he wrote mdjushsaid, @gadmum,loeeyout hi s
get better soon so then | can stop worrying about yond that was from a 13 year

ol do.

One participant recalled how traumatised her children were by her illness and spoke of a
frightening incident with her teenage daughter..0lse went back t o someon
drank the bottle of vodkan her own. | was in anmabulance taking her to hosal

because she was unconsciadds.e wasnoét responding, shedd t
she didndét die. Sdhtee twd dn e @d pgiemrgvawidtsh t e
frightened that | was going to died

Another woman spoke of having to leave her children unattended for her often
prolonged absences during radiotherapy treatment...0 | mean theydre good.
complain becase they were by themselves as well so yeah, had to leave them home

al ooned

The female Ospread?d
Participants who were concerned about their female relatives appeared to lament

introducing breast cancer into the family, making comments such as:
Obeciaud® in the fatmily now sort of thing

6l 6ve got my e lwdHoeises I ,ancawbghtvaen sheds

ol der, we will tell her, .they wil/ have to

d'm not telling her becausehat ' s not good for her to know

6l foouutnd weeks ago, so thatodés the gene tha
brain tumours, adrenal glands, bone tumours, lots of different types of cancer which are
gui te common with it. So thatdéds brought u

my kids now, what to do in respect to, I i k.

Ot hat' s Jjust a bit o[feneticatasts]y.it makea differenbec e y o u
whereveryou go with insurance and stufffou havetosaywell * ve had testing
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Relationshipwith partners

The impact on participants’ partners and their relationships varied within the group.
Some spoke of the positive effects on their relationship, describing the cancer
experience as an opportunity to grow closer. Others expressed fear and apprehension
about sexuality and general support issues, with two participants reporting their
marriages had broken down within two years of diagnosis. Older women in the group

generally fared better in terms of the impact on their relationship.

Oes we areagoodt eam wedbdre a gioaordd tleatmhitrolgeitth@&s s

drawnusc | oser 6.

d think 16m very fortunate because |1 06ve ¢
And any time that | feel a bit «@twmd or som
you know, the first thing he says i s, i Wh
immediately, it starts to get you back on track ag&im., yeah he®s my resi
6l was terrified that he was nealgrealyyoi ng t
frightened that he wasndét going to | ike me
on. I always have something on the top of

060So yeah had the reconstruct i ofrstuffeditupdi dnodt
really, my nipple ended up on this side, a whole heap of personal things came out of it,

like, my husband started drinking too much, both of us gde gniserable so we

separ ated©o.

OO06NoO but youdve got to whonpnki f hajoshshuséd er asi

t he door oamed ouay svhfem youdre bettero | mean

The two participants whose marriages had ended spoke of lack of support for their
partners as being a contributor to the break-up:

O0Pr oyparby husband didnét get very good supp
fell down. Because he didnodt know how to

cope with it himself and sort. of everythin
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Financial Impact
A number of interviewees mentioned the additional stress placed on themselves and

family members as a result of financial pressure brought by their diagnosis.
6lt was horrwasousybegauserun my businesso
o0 Wel | | had toelgiwas ugoiwmng ka bwerayusheavy | okt

The consensus was that self-employed women were more adversely affected than
employees in organisation. Employees of government departments were generally well
supported and were allowed ample time to recover...6 i t velest, se they were

happy to give me whatever time | nediled

Programmes such as PATS patient assisted travel scheme was a financial aid to
participants travelling and staying in Perth for radiotherapy...‘the people at PATS are
really, really helpful andyood but the thing is that you can apply for your transport

Cancer Council Crawford Lodge accommodation facility in Perth was unanimously

praised by those who utilised this service...&Crawford Lodge in Perth is just brilliant,

just perfect. | mean, | spt 6 weeks up there and mum spent 6 weeks up there and it

di dndét cost wus a ¢tfitmasg,j uapaftaantaemi cdr f oo

Support issues

It would appear that a hierarchy of support existed for participants. The first level of
support lay with survivors’ immediate family. If they could not obtain support from
family, they sought assistance from a variety of alternative sources, such as friends,
neighbours and community members, followed to a lesser extent by internet support,

and lifestyle support and/or cancer support groups.

Family Support
With one exception, interviewees were highly satisfied with the support they received
from their families...6 gah | was really lucky, my whole family really were all very

supportivé .

A higher level of education and support for partners and family members may increase
their understanding and subsequent support levels..0 t h a't has been throu

that actually there needs to be someone to
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The participant who thought poorly of their family support stressed a lack of
understanding on the family’s behalf of the treatment, its side effects, and the difficulty

in returning to ‘normal’ afterwards.

dhere's no support ther& hey hel d off, they didndét reall
Thats another problem, none of them really listened to what | said, only the eldest girl

who was there that day hey can't understand, peopl e w
understand what i1t does to youbo.

Friends/community

The support of friends and neighbour was generally available and proved invaluable to
participants who received this support. Four women were reluctant to allow friends and
neighbours to assist, wishing to keep their diagnosis private. Community support was
particularly prevalent for survivors living in aged care centres and in more rural and/or

inaccessible locations:

owhil e | was having treat ment s, so many of

because just preparing food was really har.

o1l didnodét feel saad peovple@mnound makingwa éusstokende. | jost
prefer, I mean we told the family and that

people running around?®d

o | think that because i1t is a smal/l Commun
you go n town, and sometimes that cagou know, you just want to get away from that

ibut in a case I|ike that ités just Wwonderf
yeah, just everywher e yandlgdgthatmanohugsad got t

was just amazing;. people were fabul ous?od

6Yeah | was really lucky, napportiveh dPeople ih a mi | vy

[named locationwer e supportived

Support Groups
Only two of the sixteen participants attended support groups, but found them beneficial.
One of the attendees found that attending meetings with her husband was of benefit not

only to herself, but also to him, in that it gave him a greater understanding of her
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situation. Interestingly, participants who chose not to use support groups cited reasons
such as preferring the company of friends, not wanting to be reminded of their cancer,

wanting to move on and finding it a negative experience.

Internet Support

Two participants, both over 60 years of age, predominantly utilised the internet as a

means of support. One of these participants failed to find adequate support from her
family but embraced the support she received on the internet, stating d've got a big
network of people | email every day, I've got, yes I've got peoplamada I'm in
contact with, I'm interested in local history, I've been helping a few people with queries

with that, and I'm sort ofi've got projects going thera..

It was apparent within this group that support varied dramatically but all found support
in some shape/form. An observation amongst all participants was less mental anguish
and better quality of life after diagnosis experienced by those who had the greatest
levels of support. Higher levels of support would appear to generate a greater
acceptance and ‘piece of mind’. One can reasonably conclude from this study that
support levels experienced contribute significantly to psychological impact and quality

of life for breast cancer survivors.

Health care issues

The Healthcare experience of each participant leaves a lasting impression, both
physically and psychologically on the overall outcome and quality of life of survivors
attempting to reconstruct their lives. The participants spoke of entering a new and often
overwhelming world, where they had to engage in a steep learning curve of medical

terms and treatment options.

Medical Support

One of the difficult aspects of a cancer diagnosis is the necessity to see a number of
different specialists. Thus the healthcare experience could be enhanced if all team
members worked together seamlessly, however, this can be difficult to achieve in a busy
clinical environment. Participants’ were generally very satisfied with the health care
they received, with the specialist breast care nurse being unanimously regarded as a
valuable support. Notwithstanding this, a small number perceived their medical

experience to be of concern:
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60l couldndét complains thelldeavwel compt ai @ wa

ONo as | say | Wieatmentavhtowp algss.dodtoes| nursesh at m
0There was a Ilittle bit of a hiccup in so
the wrong |l ump the first timebod

owel | somet hingébs going on here, I shoul d
doing this, | kneva | | of that but no one would really

Psychological support

Two participants received psychological support and both remarked on the contribution

this service made to their welfare during treatment. One woman commented..6 | went f or
radiation andthere was one time | broke down, | broke down and they got a social
worker for me to talk to which was lovely. 1 could ring her any time or she would ring

me and then I got to see a psychiatristo

The second participant recalled how counselling received prior to surgery helped
minimise her fears and enabled her to cope better with her treatment. A very positive
aspect of counselling for this woman lay in the fact that a nurse, who was working at her

GP’s office, identified a need for counselling and raised the issue with her.

Access /Response

Access and response times relating to surgical and oncology treatment were regarded as
highly satisfactory by the group as a whole. Diagnostic imaging access times however,
for initial screening and results were perceived to be unacceptably long for some

participants:

Oi t was probably getting into the first p
ul trasound, t hat was probably about a mont
bi.t 6

ithey said ssgdpreott haondu be able to get an ¢

6Yeah weeks, it was a.couple of weeks for
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Two participant from the group were given false results fl'm very sorry but there was a
pr obl eeahadto phoné them for thempatch the thing through, they jusissed

me in the system somehowo.

Severe levels of pain and bruising were encountered by some and two participants were

inappropriately given advice by imaging personnel during procedures.

AYou know t hies giosondd ti ?dgooni 6Atg dytob have a panic

d can see exactly where the tumour is and

said to me AYou do have a tumour, t hat 6s

he didndét remyctymgp have ti me for

Information

There was general agreement among interviewees that sufficient amounts of
information available and received. In fact, four women felt that they were bombarded
by the level of information and that this prevented them from moving forward. One

participant spoke of not reading everythingas61 dondét want to | ive

6Yeah, now | want to forget about it, and

w

know theydre onl vy t rthe maggzing comel ia themiaputit every

straight in the bin. I know thatods real
magazine, but | personally, would like to go more than a day without having to think

about it .all the ti mebo
o1 h ad a@maltion,tmounthinsiofinformation, | was buriadnformation..a

Decision Making

Participants generally felt they were involved in the decision making, with several
voicing their ‘trust’ in their surgeon. As a consequence, the majority of participants
were happy to be guided by medical team as to whether to have mastectomy or breast
conservation treatment. Notably, half of the 16 interviewees opted for mastectomy,

while the other half chose breast conservation.

0l knew the deci saison hteh ate slt . vlees i md kinn g ow

56

Y

m



0Yes | was involved in the decision making

that they knew what they were doing and kn:

Rural Aspect
The single biggest impact on participants was the necessity to travel to Perth for
radiotherapy and to be confined in Perth for the duration of treatment. This situation is

soon to be alleviated by the construction of a local radiotherapy centre in Bunbury:

6and it was in our own Dbeatakng havedhe trdatmentsu | d r
here and |I. candét fault 11t60
0it doesndt take | ong to get to Perth, S0

Bunbury that would be a bonusbd

One woman raised the issue of accommodation at the new facility...¢he onlything
would be, just if there was somewhere, in Bunbury, but like Crawford Lodge, because
youbve got to go every day, you know, can

It would just be awful d

A small number of participants spoke of the loneliness of having radiotherapy alone in

Perth..6 Oh yeah | m el athre ,hardt tinng ts Grat 6 hwaeks]y my husband
couldnét go with me, he had to work and it
on my own, but it was a bit lonely and just confrorgi , I found.that real/l

An interesting finding was that if patients are screened by mobile Breast Screen van
there appears to be a bypass of local services. Some participants were immediately

directed to Perth, not being aware of the option to have their treatment in Bunbury.

0 B e ¢ a u sagpart of thewraast imaging,6m pretty sur e, |l donot

choice at t hat ti mebod

ONope they didnét give me the options to d
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8.0 Discussion and recommendations

8.1 Discussion of results

A cursory inspection of the descriptive statistics for the various factors investigated in
this study (see Table 3 in Section 6.2) would indicate that South West breast cancer
survivors are not particularly depressed or anxious. However, response patterns from
the raw data tell a very different story. On average, 22% of women in the SW sample
experienced depression symptoms more than once per week and 17% of women
experienced elevated levels of anxiety. While anxiety levels resemble those in the
general population (18%), the incidence of episodes of depression were substantially
higher than the incidence rate of 7.1% reported in the general population (Australian
Bureau of Statistics, 2008). The results are generally in line with other studies which
found distress rates ranged from 17% to 28% (Ganz et al., 2004) to 50% (1 year after
surgery) (Burgess et al., 2005). On average, 27% of participants in the present study
reported displaying depressive coping behaviours, while 18% felt they had low to

moderate resilience levels; (resilience defined?) .

It must be noted here that the mean scores in Table 3 tend to be skewed by a large
number of the participants giving themselves the lowest possible rating on anxiety,
depression and depressive coping scale items, and the highest possible ratings for the
resilience items. This is not unexpected in a sample of rural women. As alluded to
earlier, a number of researchers have suggested rural women identify strongly with a
culture of stoic acceptance and self-sufficiency, preferring not to openly divulge
feelings of psychological distress (Koopman et al., 2001; Rogers-Clark, 2002). This
infers that the aforementioned figures, while significant in themselves, may
underestimate actual incidences of anxiety, depression and depressive coping
behaviours, and may overestimate feelings of resilience. This possibility is raised by
inference within the findings of the qualitative stage of the present research, which did
indicate anxiety and depression are key issues, even though survivors may not use these

terms expressly/explicitly.

As can be seen in the final model (Figure 3) in Section 7.2, three variables, namely
survivors’ satisfaction with general BC information, support from friends and concern

about body image (CBI), were found to directly influence either dispositional optimism

58



or feelings of helplessness, and through these variables indirectly influenced at least two
of the four psychosocial QOL variables. A fourth variable, satisfaction with
information specific to side effects, had a direct, unmediated influence on depression.
All of the direct and indirect effects in Figure 3 were statistically significant (see
Section 7.3).

A number of direct relationships in the final model were found to be moderated by
survivors’ age and the distance they typically travelled for treatment. The SW sample
comprised largely an older cohort, hence respondents had to be grouped into > 65 years
(n = 92) and < 65 years (n = 110) in the first moderation analysis to allow for adequate
numbers in both groups. Grouping respondents at under or over 55 years, the average
age for the onset of menopause, would have made for a more meaningful analysis,
however, only 54 respondents were under 55 years of age and smaller sample sizes are a
concern when using structural equation modelling. In regard to distance travelled for
treatment, at the time the survey was conducted radiation treatment was available only
in Perth, a journey of over 200 km each way for most patients It was therefore
important to group respondents into < 200 kms (n = 86) and > 200 kms (n = 115) away

from treatment to conduct this analysis.

It is interesting to note the direct relationships between the two mediating variables,
optimism and feelings of helplessness, and the psychosocial QOL variables they
respectively influenced remained consistent for all analyses, indicating the strength and
stability of these relationships. As previously alluded to, both have been used as
independent predictor variables in earlier psychosocial studies involving breast cancer
survivors. The finding, for instance, that survivors’ dispositional optimism impacts on
both resilience and anxiety levels is certainly not new in breast cancer research.
Optimists view a diagnosis of cancer as a serious setback, however, they believe things
will work out well in the future and therefore keep striving to overcome their situation
(Carver et al., 1993). In light of this, it is not surprising that Carver et al. (1994) found
optimism to be strongly and positively related to subjective wellbeing, while Schou
(2004) found a consistently lower prevalence of anxiety and depression among optimists

compared with pessimists.

The final model also suggests that feelings of helplessness can lead to greater depression

and can also promote depressive coping behaviours such as brooding and impatience.
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Survivors who have high levels of helplessness tend to give in to their condition without
a fight, instead viewing their prognosis as negative and inevitable (Ferrero et al., 1994).
Feelings of helplessness have been found in earlier research to be associated with
greater depression and poorer quality of life among breast cancer survivors (Ferrero et
al., 1994; Kissane et al., 2004; Schnoll et al., 1998), and even with a greater risk of
relapse and death (Watson et al., 1991). As such, assessing patients’ predisposition
towards helplessness can alert clinicians to those who are at risk of developing
psychosocial disorders (Kissane et al., 2004).

8.2 Satisfaction with general breast cancer information

For South West WA survivors, it was found satisfaction with information relevant to
their personal clinical situation increases dispositional optimism which, in turn,
increases resilience and lowers anxiety. This is in line with Jones et al’s (1999) finding
that dissatisfaction with information leads to increases in anxiety and depression, and
also accords with Schou et al’s (2004) contention that greater knowledge gives optimists
the opportunity to come to terms with the consequences of their illness and leaves less
room for fantasising. In the present study, participants were generally satisfied with the
information they received, which related to the standard of information resources, the
quality of interactions with information providers and also the manner in which
information was delivered. While qualitative findings may indicate a degree of
‘information bombardment’, the general perception is that information received is high-
quality and well communicated, which alleviates uncertainty and enables patients to
make informed decisions regarding their treatment, resulting in favourable psychosocial
outcomes. The sample group were largely some years from initial diagnosis and did not
include individuals with known recurrence, which may have elevated in some way their
satisfaction with information received. However, even for those patients for whom the
prognosis is poor, having surety about diagnosis, treatment and support could be

expected to impact positively as it would allow patients to plan for their future.

Interestingly, the relationship between satisfaction with information relevant to the
personal clinical situation, optimism and resilience was statistically significant for those
survivors who typically travelled 200kms or more for their treatment, but not for those
travelling less than 200kms. This may reflect the fact that patients travelling greater

distances for treatment are further from their usual support networks and information
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sources, and are therefore more dependent on the information they receive. The finding
that the same relationship is significant in the > 65 years age group but not for the under
65s was rather more surprising. Perhaps this is due to the fact that advancing age is
generally associated with a relatively better prognosis for breast cancer survivors, and
that information relating to their improved prognosis is inherently satisfying and may
well boost their optimism and resilience, while also lowering their anxiety. Further
research in a variety of rural contexts is needed before this can be stated with greater

assurance (any greater level of confidence) , however.

8.3 Perceived social support

The study also highlights the importance of social support in helping SW survivors to
achieve better psychosocial outcomes, which is in keeping with results from earlier
research (Burgess et al., 2005; Ganz et al., 2002). It is interesting to note that while
survivors were very satisfied with the support they received from their friends, their
families and their partners (mean scores ranged from 4.48 to 4.58 where the maximum
possible score was 5?), only perceived support from friends was shown to directly
increase their optimism, and to indirectly promote resilience and lower anxiety. This
finding supports earlier research and reflects the fact that in closely-knit rural
communities such as those in South West WA, survivors’ neighbours and friends would
typically engage in a range of instrumental support activities such as visiting, delivering
food and child minding (Bettencourt et al., 2007b; McGrath et al., 1999b).

Moderation analyses showed the effects of perceived support from friends on optimism
and, subsequently, on resilience and anxiety were significant irrespective of distance
travelled for treatment. However, these effects were found to be significant for the
under 65 age group, but not for the 65 and older group. This not to say that older
women are not optimistic or resilient, or any more anxious than their younger
counterparts. Indeed, a series of t-tests revealed that differences in mean scores between
the two groups in relation to all three variables were not significant (t = -.76, p = .45 for
optimism; t = -.22, p = .83 for resilience; t = .52, p = .60 for anxiety). Older women
would typically have no dependent children and are likely to have an established, stable
set of relationships within their communities. They are also likely to have a more

established self-image, hence, it is conceivable that older women are more self-reliant
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and are not necessarily dependent on the support of their friends to achieive a sense of

psychosocial wellbeing.

8.4 Information about side effects

The present study found that greater levels of satisfaction with information specific to
side effects can have a mitigating effect on depression, and that the relationship between
these two variables is direct and unmediated. This would suggest an appropriate
amount of high-quality information can help to manage patients’ expectations about side

effects and can alleviate the uncertainty that leads to distress.

Further analysis revealed the relationship between satisfaction with side effect
information and depression was not moderated by age group. In fact, the relationship
was non-significant for both the under-65 and the 65-and-over groups, which is not a
surprising result considering the association between the two variables for the total
sample was rather modest (B =-.17; p = .04). That the same relationship was significant
in survivors who travelled less than 200kms for treatment, and not for those travelling
greater distances, was a more curious result. Perhaps this could be attributed in some
way to the ‘rural culture’ described earlier, in that women who live in more rural areas
of South West WA may be less concerned about side effects, therefore feelings of
depression among these women are less influenced by the amount or quality of
information about side effects. This result does not appear to be biased by the type of
surgery performed or by the numbers of women in the respective cohorts, as 57% of
women who had BCT and 57% of women who had a mastectomy lived further than

200kms away from their place of treatment.

8.5 Concern about body image

Survivors’ concern about their body image was found to have a positive direct bearing
on their feelings of helplessness, which is consistent with Helms, O’Hea and Corso’s
(2008) assertion that dramatic changes to the body, including weight gain, hair loss and
substantial breast disfigurement, can leave women feeling betrayed by their bodies and
powerless. Concern about body image was also positively and indirectly related to
depression and an increased tendency to display depressive coping behaviours. This

was confirmed in the qualitative stage of the research, with a number of women raising
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concerns about the impact of breast surgery on their sexuality and relationship with their
partners. Considering the highly pervasive societal and social attitude connecting the
breast with femininity, sexuality and motherhood (Khan et al., 2000), these findings are
not unexpected, and have been supported in earlier research efforts (Carver et al., 1998;
Helms et al., 2008; Schag et al., 1993).

Interestingly, the relationships described above were not moderated by the age of breast
cancer survivors. Concern with body image had the same significant impact on feelings
of helplessness and, in turn, depression and depressive coping, in both the under-65 and
65-and-over groups. This accords with the view taken by Schover (1991), who argues
women over the age of 65 remain sexually active and are as concerned about their
appearance as younger women. Despite some evidence that the association between
body image and psychosocial morbidity is more applicable to younger survivors (e.g.
Avis, Crawford, & Manuel, 2005; Engel et al., 2003; Fobair et al., 2006), the reality is
that more than 75% of breast cancer diagnoses are made in women who are over 50
years old (Ganz, Greendale, Petersen, Kahn, & Bower, 2003). Therefore, we
recommend that counselling and support services in relation to body image and
sexuality might be refined for different age groups and the approach should not be based
entirely on findings arising from studies with a younger cohort (Engel, Kerr,
Schlesinger Raab, Sauer, & Holzel, 2004; Figueiredo, Cullen, Hwang, Rowland, &
Mandelblatt, 2004; Schover, 1991).

A further moderation analysis revealed the relationship between concern about body
image and feelings of helplessness, depression and depressive coping was significant for
survivors who travelled less than 200kms from treatment, while not significant for those
who travelled greater distances. A series of t-tests conducted between the mean scores
of these two groups against all four variables indicated that differences in means were
not significant. It appears women living in more rural areas of South West WA are less
susceptible to feelings of helplessness, depression and depressive coping behaviours
caused specifically by concern about their body image. This is perhaps because these
women have more pressing concerns than their body image, such as their work and
families. Further, while not expressly studied in the present research, it could be

possible that women who travel less than 200 kms for treatment are typically more
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advantaged in the socio-economic sense and are inclined to place a greater emphasis on

body image, as has been suggested by Kok et al. (2006).

8.6 Mastectomy vs Breast Conservatiol reatment

A further moderation analysis was conducted to gauge whether the relationships
between variables in the final model (Figure 3) differed according to whether survivors
underwent mastectomy or breast conservation treatment (BCT), whether or not a choice
was discussed. However, a significant chi square difference test between the
constrained and unconstrained models meant that the differences in the structural
relationships between the two groups were too substantial to use the same model for
both. While the final model fit the data well for the mastectomy group, a separate
model needed to be developed for the BCT group (Figure 4 - see Section 7.4 for
details). The re-specified BCT group model was very similar to the final model,

ultimately requiring only two main changes to achieve a good fit.

The impact of satisfaction with information provided in relation to their clinical
situation upon optimism, resilience and anxiety was found to be significant for survivors
who opted for mastectomy but was not significant for those who selected BCT. Taken
in isolation this may seem somewhat out of the ordinary, however, when viewed in
conjunction with another relationship, namely that between satisfaction with
information about side effects and depression, it appears to make more sense. As side
effects associated with BCT (particularly radiotherapy) are far more severe and of
longer duration than those associated with mastectomy, it is conceivable that high-
quality information about side effects for the BCT group would ‘overtake’ satisfaction
with general information, in terms of the respective impact made by these variables on
psychosocial QOL.

It is also interesting that support from friends, satisfaction with information about side
effects and concern about body image all had similar influences in the BCT model as
they did in the final model for the total sample, presumably for the same reasons as
those put forward earlier. What is particularly telling for the mastectomy group,
however, is that after the effects of the aforementioned variables were taken into
account, only satisfaction with general health information made a significant impact on
resilience and anxiety, mediated through its direct effect on optimism. The fact that

these relationships explained some 77% of the variance in resilience and, by contrast,
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only 9% of the variance in anxiety is also noteworthy. These findings indicate that for
women who choose mastectomy, the quality of the health information they receive is of
paramount importance, while the support of friendship groups and concerns about
personal appearance are secondary issues. It is plausible that this group of women
actively gather as much information as they can about surgery options before making
their selection, hence psychosocial quality of life for these women to be predicated on
clearly articulated, factual information about critical issues such as mastectomy surgery,
breast reconstruction, survival chances, risk of recurrence, medication, sexual
functioning, etc. Their satisfaction with this information would appear to boost their
optimism, lower their anxiety levels and is also likely to have a profound, positive

influence on their resilience.

Much has been written about the difference in perceptions of body image between
survivors who opt for mastectomy and those who choose BCT. This study found that
concern with body image was related directly to feelings of helplessness and, indirectly,
to depression and depressive coping behaviours among the BCT group, but not for the
mastectomy group.  This is a surprising result as much of the previous research
suggests patients who choose mastectomy over BCT have more problems with their
body image (Engel et al., 2004; Figueiredo et al., 2004; Fobair et al., 2006; Hartl et al.,
2010). The results of t-tests also showed that the mean score for depression in
mastectomy patients was significantly higher than the mean score for the BCT group
(t = -1.98; p = .05), which is in line with previous findings (Dorval, Maunsell,
Deschénes, & Brisson, 1998; Lasry et al., 1987) and is of particular interest to rural
women, as these women are generally more inclined to choose mastectomy (although
this was not the case for the present sample population). The t-test results for the other

three variables were not statistically significant.

When these results are taken together, it seems reasonable to assume that concern about
body image, to the extent that it impacts on feelings of helplessness, depression and
depressive coping, would be at least as significant for the mastectomy group as it was
for the BCT group. However, this was not supported by the data. Perhaps this can be
explained by the notion that the ‘concern about body image’ variable in the present
study is akin to ‘investment in body image’, a personal trait among patients that

influences their choice of treatment. Studies have shown that women who place
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particular importance on their body image are likely to choose BCT over mastectomy,
as it is less invasive and has less impact on the body (Carver et al., 1998; Kraus, 1999;
Ward, Heidrich, & Wolberg, 1989). If this is indeed the case in the present study, the
finding is more likely to reflect a pre-surgery state of mind, rather than a post-surgery
concern. It could be said that the BCT group selected this type of surgery because their
sense of personal esteem and self-worth is closely tied to their appearance, and that
greater concerns about body image are quite likely to lead to higher levels of
helplessness, depressive symptoms and depressive coping behaviours. By contrast,
psychological distress (anxiety) among women in the mastectomy group is likely to be
elevated if they feel they lack sufficient information about their condition, surgery and

treatment.

The BCT group model also showed the support survivors received from their partners
had a negative direct influence on survivors’ feelings of helplessness, and negative
indirect effects on depression and depressive coping. This was not the case when the
same relationships were tested in the mastectomy group model. It should be noted here
that more than 70% of women in both groups were married or partnered. These
findings are inconsistent with the results obtained by Levy and colleagues (1992; 1989),
who found women who chose BCT received less support from their partners and were
more distressed than those who opted for mastectomy. More generally, though, it has
been established that the help and support of patients’ partners can reduce psychological
distress (Giese-Davis et al., 2000; Manne et al., 2006; Pistrang & Barker, 1995), and
that non-supportive partners can be detrimental to wellbeing (Manne & Glassman,
2000; Sawin et al., 2010). Qualitative data confirmed these findings, revealing that
some participants became closer to their partners as a result of their cancer experience,
while others grew apart. Two women directly attributed the eventual break-down of

their marriages to their breast cancer.

Studies have also shown that perceived control, a construct inversely related to feelings
of helplessness, is linked to positive psychological adjustment (Thompson et al., 1993).
Hence, this study’s finding that greater partner support leads to less helplessness and
less distress is quite plausible, as emotional support is particularly important in

situations where there is little perceived control over the stressor (Cutrona, 1990) and
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partners tend to serve as a primary source of emotional support (McGrath et al., 1999b;
Reynolds et al., 2000).

8.7 Excluded variables

While the structural models (Figure 3and Figure 4) have highlighted a number of
variables that significantly influence survivors’ psychosocial wellbeing, the models are
equally revealing in the number of variables that did not have predictive utility. For
example, satisfaction with medical care and satisfaction with access to care had no
bearing on distress or resilience. This is not surprising, as the South West region is the
most populous and well facilitated regional / rural area in Western Australia. Though
not relevant to the conditions applying during this study, we also note that a new
radiotherapy unit has recently been commissioned within the region with a potential
impact on distance travelled, factors influencing options for treatment and greater
satisfaction with medical care and facilities for health consumers in the region.
Longitudinal studies in the face of altered facilites is an essential element in improving
regional health care directly but also indirectly through enhanced psychosocial
wellbeing.

That satisfaction with information about complementary therapy was not found to
influence the psychosocial variables reflects, in all probability, the fact that the majority
of respondents feel traditional medicine is the mainstay of therapy. This is borne out by
the fact that satisfaction with information about general breast cancer information and
satisfaction with information specific to side effects both had significant impact on the
psychosocial variables. Similarly, for breast cancer survivors living in South West
regional communities, support received from friends in is an important issue and
appears to overshadow the effects of support from families and support from partners 2.
As the sample population was largely an older cohort, it is not surprising that concern

about infertility issues had no bearing on distresss or resilience.

8.8 Clinical implications

For breast cancer survivors in South West WA, satisfaction with health information
(general and side-effect specific), social support and concern about body image have

been found to be key drivers of psychosocial wellbeing. These areas of impact are

2 The only exception to this finding is when the moderation effects of BCT v. mastectomy are taken into
account.
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relevant for all health professionals managing breast cancer patients. However, it is
timely to conduct an assessment of patients’ psychosocial wellbeing at the point of
completion of definitive clinical treatment (i.e. when the patient is discharged to follow
up). The overall responsibility for the patient lies with their medical practitioners,
however, in South West WA, a specialist breast care nurse (BCN) typically performs a

patient assessment at the point of discharge from active treatment.

Breast cancer nurses provide an important supplementary service at critical times along
the clinical pathway. They offer emotional and practical support, and provide advice on
a range of personal, sexual and psychological issues (Liebert, Parle, White, & Rodger,
2001). White and Wilkes (1999) highlighted the 11 key roles played by breast care
nurses as: specialist nurse, supporter, educator, counsellor, adviser, team member,
resource person, caregiver, public advocate, manager and researcher. Not surprisingly,
patients who have utilised the services of a BCN have been shown to experience lower

levels of psychological distress (McArdle et al., 1996).

Breast care nurses in South West WA typically make personal contact with patients on
four occasions at critical stages; pre-operative, post-operative, post results and post
treatment. Some 80% of the 202 participants in this study received consultation with a
BCN. These statistics contrast with the results of a population study conducted by the
National Breast Cancer Centre (2004), which reported that only 25% had more than one
contact with a BCN, and 14% had contact on more than three occasions. Of these,
85.1% were either satisfied or highly satisfied with the quality of service they received
(mean = 4.4; SD = 1.0). Participants largely felt access to the service was highly
available to them (mean = 4.2; SD = 1.6).

8.9 Recommendations

The study highlights a number of action points which, if implemented, could
meaningfully enhance the psychosocial quality of life for breast cancer survivors living
the South West of Western Australia. These recommendations for action have been
categorised according to their relevance for patients, patients’ support networks and

health care workers, with particular reference to BCNs:
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For patients
1 It may be useful to develop and utilise a variety of media for educative purposes
(eg: direct contact; DVD; web-based information, etc.) in order to improve

patients’ satisfaction with the information they receive.

1 ?? The cosmetic industry currently funds the “Look Good.....Feel Better”
programme. Assessment of the value of this programme to improve access and

availability could be considered.

1 Improved access to a BCN may be possible if all patients are made aware of this

service at certain points in their journey.

For patient support networks
1 Education of patients regarding the importance of their personal support network
(particularly their friendship group) may encourage them to utilise this network

more freely.

7 It would be beneficial to support the support network itself, in the form of
education and counselling. This could assist them in providing assistance to
survivors. Education could involve information about times when support is

often required (e.g. during and immediately after adjunctive treatment).

For health care workers
1 Raising awareness among health workers of specific issues that have been
identified in this study is important to ensure they continue to identify those key
individual issues for each patient that need to be addressed. That spectrum of

issues is summarised ...... (can you draw these together in the concusuions?)

1 Awareness of the menopausal symptoms after cancer (MSAC) clinic appears low
among those not frequently involved in the care of breast cancer survivors.
Consideration should be given to raising awareness in the medical and general
community, bearing in mind the resource implications of this. Additionally, this

clinic would lend itself well to telehealth.
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For breastcare nurses
1 A formal liaison (interaction?) between local and metropolitan breast cancer
service providers is likely to improve continuity of support from a BCN for
South-West survivors treated in the metro area. Multidisciplinary team
management of a patient should be so structured that continuity between
metropolitan and regional services is ensured. For BCNs in such multidisc-
sciplinary services there should be clarity in the allocationof responsibility for

psycho-social assessment and any consequent action.

1 When multidisciplinary teams teams delegate responsibility to BCN staff, they
should make certain that existing resources are sufficient for the task.
Investigation of the adequacy of current BCN staffing levels and the resources
available to them (including leave relief and professional development) in the
South-West may be useful to ensure resourcing of this service is appropriate to

such delegations.

1 Breast care nurses in the South West currently use a ‘Clinical Pathway’
instrument as a tool to guide follow-up activities. It may be useful to modify
this instrument to include a more in-depth assessment of the psychosocial factors
identified in the study to improve detection of and support for those at higher

risk.
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9.0 Limitations and conclusion

9.1 Limitations of the Study

The first and, arguably, most important limitation associated with the present study had

to do with the issue of sample size. The maximum likelihood estimation method used in
structural equation modelling requires a relatively large sample (Boomsma, 1982;
Holmes-Smith et al., 2006; Hox & Bechger, 1998). Boomsma (1982) has argued that a
minimum sample size of 200 is required to achieve a proper solution, while Anderson
and Gerbing (1988) recommend a minimum sample size of 150. Although the sample
size of 202 satisfied these minimum requirements and the final model achieved a
converged solution, the sample was smaller than desired as it did affect the ability to

partition patients by other classifications.

Second, all of the variables were measured using a self-report questionnaire, a method
that can lead to the artificial inflation of correlations and covariances through common
method variance (where data for both causal and dependent variables are obtained from
the same source). That stated, however, it must be noted that breast cancer survivors’
own perceptions were the object of the study and that the variables used in the study
concerned internal states and attitudes that could only be experienced through
respondents’ introspection and were, therefore, appropriately measured by self-report

means.

Third, the measurement properties for ‘active coping’ were not sound enough to include
in the pertinent findings of this study This was unfortunate as a comparison and
contrast could not be made between active and depressive coping styles, in terms of

their interactive effects on other variables in the structural models.

Further, while a moderation analysis between respondents grouped into younger and
older than 65 years of age yielded some interesting results, grouping survivors into
younger and older than 55 years would have been a more useful exercise, considering
the average age for menopause is approximately 55 years. This could not be done due

to the low number of participants in the under-55 group (n = 54). The importance lies in
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the fact that the treatment can induce premature menopause in some individuals and this

has particularly severe symptoms. This would be worthy of further study in the future.

Finally, the study was limited by the cross sectional nature of the research design.
Future research could possibly be conducted into similar constructs using a longitudinal
design in order to accurately gauge differences between chronologically dependent

groups (e.g. age, time lapsed since diagnosis and time lapsed since end of treatment).

9.2 Conclusion

The purpose of this study was to determine the prevalence of, and to identify the major
factors that contributed to, the key psychosocial distress among breast cancer survivors
in South West WA. The study also aimed to highlight the factors that influenced
survivors’ ability to thrive and develop resilience. Anxiety and depression have
consistently been shown to be the two most common psychological disorders affecting
breast cancer survivors (Badger, Segrin, Dorros, Meek, & Lopez, 2007; Burgess et al.,
2005; Lueboonthavatchai, 2007; Vahdaninia, Omidvari, & Montazeri, 2010) and both
disorders are inextricably linked with poorer psychosocial quality of life (Shapiro et al.,
2001). Individuals who survive cancer can also develop a sense of resilience and
personal growth through their experiences (Cook-Gotay et al., 2004; Deshields et al.,
2006; Wenzel et al., 2002). After a series of analyses a fourth variable, namely a
depressive coping style, emerged as a further key feature associated with the patients’

perceptions of a (good/poor) quality of life.

The quantitative stage of the study revealed satisfaction with health information relevant
to the patients clinical situation and satisfaction with information specific to side effects
associated with the form of treatment. Support from friends, support from partners and
concern about body image impacted significantly on one of two key dispositional
variables, namely optimism and feelings of helplessness. These dispositional variables,
in turn, affected survivors’ psychosocial wellbeing. A number of relationships between
these variables were moderated by survivors’ age, the distance they typically travelled
to receive treatment and the type of surgery they selected (mastectomy or breast
conservation treatment). The qualitative stage of the study confirmed the findings of the

guantitative stage in most respects.
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A series of recommendations for action, based on the sound empirical evidence derived
from the study, were put forward for the consideration of relevant stakeholders. Should
these recommendations be implemented in a timely and efficient manner, the
psychosocial quality of life and wellbeing of South West WA breast cancer survivors
can be significantly and meaningfully enhanced. The successful implementation of
recommendations may also establish the South West WA region as the Australian

standard of excellence in regional and rural breast cancer support.
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APPENDIX 1

LETTER OF INVITATION/ INFORMATION

Dear ,

I am writing to invite you to participate in a health research project being conducted by Edith
Cowan University, The Rural Clinical School of WA and The Western Australian Cancer
Registry. The project aims to investigate the ways in which quality of life and wellbeing can
be improved for breast cancer survivors in South West WA. It will allow us to better
understand the specific needs of South West residents, and our findings will be used to make
practical recommendations to governments, health workers and support networks in order to
meet these needs. Your name has been notified to the Western Australian Cancer Registry as
a result of medical tests, as required by law, and your input into this important research would
be sincerely appreciated.

A member of the study team from Edith Cowan University will contact you shortly by
telephone, and ask you to share your thoughts and feelings about the various medical,
psychological and social experiences you have had through diagnosis and early treatment.
We will be getting your contact number from the phone book, however, if you would like to
let us know the best number, days and times to call you, please feel free to ring Dr Chris
Chalon on 08 9780 7827. Telephone interviews should take no longer than 15-20 minutes of
your time.

ECU interviewers are specifically trained and experienced in dealing with sensitive health
issues and can refer you to a range of support services should the need arise. Please be
assured that your participation is voluntary and your responses will treated with the strictest of
confidence - at no stage will you be identified by name. Should you not wish to be involved,
you can call me or email tim.therelfall@health.wa.gov.au, or call Dr Chalon or email
c.chalon@ecu.edu.au so that you are not contacted.

I have enclosed a brochure with information about the Cancer Registry, but if you have any
other queries please call me on (08) 9222 4022. If you have questions about the Ethics
Committee process you can contact the Executive Officer on (08) 9222 4278 or email
hrec@health.wa.gov.au. You can also contact the Research Ethics Officer of Edith Cowan
University, Kim Gifkins, on 6304 2170 or email research.ethics@ecu.edu.au.

In anticipation of your involvement, thank you very much.

Dr Tim Threlfall

Principal Medical Officer & Manager, WA Cancer Registry


mailto:c.chalon@ecu.edu.au
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South West Breast
Cancer Project

Questionnaire
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1. When were you first diagnosed (Tick one only)
D <6 months ago D 31 4years ago
D 6 7 12 months ago D 5 or more years ago

D 17 2yearsago

2.  Which of the following treatments have you received since being diagnosed ? (Tick all that

apply)
D Surgical removal of some lymph nodes
|:| Surgical removal of  all lymph nodes
D Lumpectomy
D Mastectomy
|:| Radiotherapy
l:] Chemotherapy
|:| Hormone treatment

3. Are you presently undergoing any of the following treatments? (Tick all that apply )

|:| Surgical removal of lymph nodes
|:| Lumpectomy

l:] Mastectomy

|:| Radiotherapy

D Chemotherapy

D Hormone treatment

4. Did you receive support from a specialist breast care nurse?
D Yes D No
Highly Highly
dissatisfied Neutral satisfied
6 6
5. If YES, how satisfied were you with this service? 1 2 3 4 5
Not Highly
available Neutral available
6 6 6
6. How readily available was the breast care nurse to
you? 1 2 3 4 5
The following items aim to determine how satisfied you are with your h ealthcare
generally . To what extent do you agree or disagree with the following statements?
Strongly Strongly
disagree Neutral agree
6 6 6
7. Places where you can get medical care are very conveniently
located. 1 2 g 4 >

8. If I have a medical question, | can reach someone for help
without any problem.

9. There are enough medical services around here.

1 2 3 4 5

1 2 3 4 5



Strongly Strongly

disagree Neutral agree
6 6 6
10. There are enough do ctors in this area who specialis e. 1 2 3 4 5
11. There are enough hospitals in this area. 1 2 3 4 5
1221 6m very satisfied with the medi 1 2 3 4 5

13. The care | have received from doctors in the last few years is

just about perfect. 1 2 3 4 S

The following items aim to determine your opinions relating to  interaction with your
medical providers . To what extent do you agree or disagree with the following
statements?
Strongly Strongly
disagree Neutral agree
6 6 6
14. The members of my healthcare team hardly ever explain  my
. 1 2 3 4 5
medical problems to me
15. The members of my healthcare team seldom explain why they
1 2 3 4 5
order lab tests and x  -rays.
16. The members of my healthcare team cause me to worry a lot
~ : . 2 3 4 5
becausetheyd ondét expl ain medical pro
17. The members of my healthcare team  always treat me with 1 5 3 4 5
respect.
18. The members of my healthcare team never recommend
surgery (an operation) unless there is no other way to solve 1 2 3 4 5
the problem.
19. The members of my healthcare team always do their best to 1 5 3 4 5
keep me from worrying.
20. Sometimes the members of my healthcare team make me feel
. 1 2 3 4 5
foolish.
21. The members of my healthcare team respect my feelings. 1 2 3 4 5
The following items aim to determine your opinions relating to the social support you
receive . To what extent do you agree or disagree with the following statements?
Strongly Strongly
disagree Neutral agree
6 6 6
22. There is a special person who is around when | am in need. 1 2 3 4 5

23. There is a special person with whom | can share my joys and

SOIrows.
24. My family really tries to help me. 1 2 3 4 5
25. | get the emotional help and support | need from my family. 1 2 3 4 5
26. | have a special person who is a real source of comfort to me. 1 2 3 4 5
27. My friends really try to help me. 1 2 3 4 5
28. | can count on my friends when things go wrong. 1 2 3 4 5
29. | can talk about my problems with my family. 1 2 3 4 5
30. | have friends with whom | can share my joys and sorrows. 1 2 3 4 5
31. There is a special person in my li fe who cares about my

feeling 1 2 3 4 5
32. My family is wil ling to help me make decisions. 1 2 3 4 5
33. | can talk about my problems with my friends. 1 2 3 4 5

The following items aim  to determine your overall outlook on life. To what extent do you
agree or disagree with the following statements?

Strongly Strongly

disagree Neutral agree

6 6 6

34. In uncertain times, | usually expect the best. 1 2 3 4 5

v



Strongly Strongly

disagree Neutral agree
6 6 6
35. | always look on the bright side of things. 1 2 3 4 5
36. 1 &m al ways optimistic about my f 1 2 3 4 5
37. When | undertake something new, | expect to succeed. 1 2 3 4 5
38.Where therebds a will, therebs a 1 2 3 4 5
39. In general, things turn out all right in the end. 1 2 3 4 5

40. Itis best not to get your hopes too high since you will
X . 1 2 3 4 5

probably be disappointed.

41. Rarely do | expect good things to happen. 1 2 3 4 5
42. If something can go wrong for me, it will. 1 2 3 4 5
43. | hardly ever expect  things to go my way. 1 2 3 4 5
44. Things never work out the way | want them to. 1 2 3 4 5

45. If | make a decision on my own, | can pretty much count on
the fact that it will turn out to be a poor one.

46. | rarely count on good things happening to me. 1 2 3 4 5
47. Better to expect defeat: then |'[l 5 3 4 5
comes.
48. Give me 50/50 odds and | will choose the wrong answer every 1 2 3 4 5
time.
The following items relate to your coping style . To what extent do you agree or
disagree with the following statements?
Strongly Strongly
disagree Neutral agree
6 6 6

49. | actively seek information about breast cancer and possible
treatments.

50. 1 6ve actively un dsolvihngekoegsregarding my e m
illness.

5.1 6ve been making clear plans of
on their execution.

1 2 3 4 5

1 2 3 4 5

52.1 f eel that 1 6m actively trying 1 2 3 4 5
53. 1 6ve actively beemganskrdastoagcert o f i 1 2 3 4 5
54. Attimes | brood over the circumstances of my illness. 1 2 3 4 5
55. | feel sorry for myself. 1 2 3 4 5
56. Attimes | become impatient. 1 2 3 4 5
57. Attimes | take this impatience out on others. 1 2 3 4 5

58. | feel withdrawal from the people around me as a result of my

illness.
The following items aim to determine your perceptions of control . To what extent do
you agree or disagree with the following statements?
Strongly Strongly
disagree Neutral agree
6 6

59. There is really no way | can solve some of the problems | 1 2 3 4 5

have.
60. Someti mes | feel that 1 6édm being 1 2 3 4 5
61. | have little control over the things that happen to me. 1 2 3 4 5
62. | can do just about anything | really set my mind to do. 1 2 3 4 5
63. | often feel helpless in dealing with the problems of life. 1 2 3 4 5
64. What happens to me in the future mostly depends on me. 1 2 3 4 5



65. There is little | can do to change many of the important things

Strongly Strongly
disagree Neutral agree
6 6 6

1 2 3 4 5

in life.
The following items aim to determine your level of satisfaction with health
information . How do you feel about these statements?
Strongly Strongly
disagree Neutral agree
6 6 6
66. | am satisfied with the information | have been given about 1 5 3 4 5
my cancer treatment .
67. | am satisfied with the information | have been given about

possible side effects of my treatment.

68. | am satisfied with the information | have been givenon  what

to do if side effects happen.

69. | am satisfied with the answers to my questions about
vitamins, herbs and complementary therapies

70. | am satisfied with the explanations about possible
interactions between my prescribed  cancer treatment  and
other treatments | am using or thinking about using.

71. | am satisfied with ~ the way treatment information is presented
to me. Itis clear and easy to understand.

72. | am satisfied that | get enough opportunity to ask  questions

about my cancer treatment
73. lam satisfied wi t h how of t domaskl duestioaskaboet
how to manage side effects .

74. | am satisfied that | get enough opportunity to ask  questions
about the use of  vitamins, herbs, and complementary
therapies .

75. | am satisfied with the available information resources  such as
the handouts and staff.

76. Overall, | am satisfied with the manner in which the
information is  provided . It is friendly, respectful and non -
judgmental.

77. | am satisfied that | am able to make informed choices  about

my cancer treatment

78. | am satisfied that | am able to make informed choices about

how to manage side effects .

79. | am satisfied that | am able to make informed choices about

vitamins, herbs, and complementary therapies

1 2 3 4 5

The following items aim to determine how anxious you feel. Please rate how much you

have been bothered by each symptom over the past week.

80. | feel tense or wound up.

81. | get a sort of frightened feeling as if something awful were
about to happen.

82. Worrying thoughts go through my mind.

83. | canoét sit at ease and feel r el

84. | get a sort of frightened feeling like butterflies in the
stomach.

85. | feel restless as if | have to be on the move.

86. | get sudden feelings of panic.

Not at all Severely,

couldndt
6

1 2 3 4 5

1 2 3 4 5

How often you have felt the following way during the past week.

Rarely or

none of

the time

(< 1day)
6

87. | still enjoy the things | used to enjoy. 1

Occasionally
Some or or moderate Most or
a little of amount of all of
the time the time the time
(1-2 days) (3-4days) (5-7 days)
6 6 6
2 3 4
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Occasionally

Rarely or Some or or moderate Most or
none of a little of amount of all of
the time the time the time the time
(< 1 day) (1-2 days) (3-4 days) (5-7 days)
6 6 6 6
88. | can laugh and see the funny side of things. 1 2 3 4
89. | feel cheerful. 1 2 3 4
90. | feel as if | am slowed down. 1 2 3 4
91. | have lost interest in my appearance. 1 2 3 4
92. 1look forward with enjoyment to things 1 2 3 4
93. | can enjoy a good book or TV programme. 1 2 3 4
To what extent do you agree with the following statements about yourself?
True
Not at all Sometimes all of
true true the time
6 6 6
94. | am able to adapt to change 1 2 3 4 5
95. | can deal with whatever comes 1 2 3 4 5
96. | try to see the humourous side of problems 1 2 3 4 5
97. | feel coping with stress strengthens me 1 2 3 4 5
98. |tend to bounce back after illness or hardship 1 2 3 4 5
99. | believe | can achieve my goals 1 2 3 4 5
100. Under pressure, | am able to focus and think clearly 1 2 3 4 5
101. I am not easily discouraged by failure 1 2 3 4 5
102. | think of myself as a strong person 1 2 3 4 5
103. Ican handle unpleasant feelings 1 2 3 4 5
To what extent do you agree or disagree with the following statements?
Strongly Strongly
disagree Neutral agree
6 6 6
104. 't 6s hard to get an appointment 1 2 3 4 5
105. There is a big shortage of medical services around here. 1 2 3 4 5
106. We need more do ctors in this area who specialis e. 1 2 3 4 5
107. More hospitals are needed in this area. 1 2 3 4 5
108. The medical care | receive could be better. 1 2 3 4 5

The following questions relate to your peace ofmind. How do you feel about the following?

109.
110.
111.
112.
113.
114.

| am worried | will lose my femininity.

I am worried my relationship with my partner will change.

| am concerned | will become infertile.
| am concerned about early menopause.
| am worried | wonot

I am worried about financial pressures.

be

ther e

Strongly
disagree
6

1
1
1
1
f1
1

N

N N NN

Neutral
6

W W W w w w

Strongly
agree
6
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o o o o o1 g
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To finish off,
be used
groups.

we would like to ask you the following questions about yourself. This information will
for classification purposes and to help us understand the

various views of different

patient

115. How readily available w ere the
following to you?
Not Highly
NIA available available

Radiology (Mammograms, %

1 2 3 4 5
other x -rays, etc)

Surgical treatment
Chemotherapy

Radiotherapy

116. How far do (did) you typically have to
travel for treatment

|:| Under 50kms

[ ]50 i 99kms

[ ]100 i 149kms

(Tick one only)

[ ]150 i 199kms
|:| 200kms or more

117. Time travelled to treatment
I:] Less than 1 hour

I:] 17 2hours

(Tick one only)

|:| 31 4 hours

|:| More than 4  hours

118. Mode of transport most often used to
get to treatment

[ Jwalk
|:|Ot her0s
I:]Taxi

(Tick one only)

I:I Own private vehicle
priv |:| Public Transport
I:I Other (Please specify)

119. What is your first language ?

120. Would you describe yourself as an
Aboriginal or Torres Strait Islander?

|:| Yes |:| No

121. Do you have private health insurance

[ ]ves [ Ino

122. What is your marital status?
(Tick one only)

|:| Single

123. What is your age group?

l:l 24 years or under I:l 5571 64

[ ]o5i 34 [ Jesi 74

l:l 35171 44 I:l 75 years or older
[ |45 54

124. Do you have any dependent children?
|:| Yes |:| No

If yes, how many?

125. What is your current employment
status?

I:I Not employed

[ ] Employed full -time
I:I Other (Please specify) :

I:I Retired

?

D Married / Partnered

I:I Employed part -time

VIl






