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ABSTRACT

Many cancer patients have to choose between a variety of treatment options. Optimal
cancer care should involve patients in their treatment decisions, to the extent they desire.
It should align with patients’ needs and preferences. Patient-centred decision making
constitutes a core component of a high-quality healthcare system. However, it is not
always delivered to cancer patients. This thesis examines cancer patients’ preferences for
and experiences with making treatment decisions. It consists of six papers, an introduction
and a discussion. The findings of this thesis make an important contribution to increasing
our understanding of how treatment decision making could be improved in clinical
practice. The introduction provides an overview of the literature on patient-centred
decision making and its relevance to cancer care in Australia and worldwide. The six
manuscripts included in this thesis report on the findings of two quantitative and one
qualitative study of cancer patients and their support persons who were recruited from
medical and radiation oncology waiting rooms of treatment centres across New South

Wales and Victoria. The thesis aims to:

1) Examine whether not asking cancer patients about their decision-making
preferences is associated with their care experience (Paper One)

2) Explore in-depth how cancer patients made a difficult treatment decision (Paper
Two), and which strategies could be used to assist with this process (Paper Three)

3) Examine cancer patients’ (Paper Four) and their support persons’ (Paper Five)
preferences for the number and length of consultations and the format of
information provided when making a cancer treatment decision

4) Review the literature on decision aids to examine where research effort has been

directed to over time, and where the focus of future studies should lie (Paper Six)

Xl



The thesis concludes with a discussion summarising the key findings and outlining the
potential implications for future research and clinical practice. The strengths of this thesis
include using both qualitative and quantitative methods to assess cancer patients’
decision-making preferences and experiences. Methodologically robust and innovative
approaches were employed to collect and analyse data from heterogeneous samples of
Australian cancer patients and their support persons. Following a mixed-methods
approach, the qualitative data was used to develop strategies to improve patient-centred
decision making in cancer care. The generalisability of these strategies was examined
with the help of a larger, more heterogeneous sample of cancer patients and their support
persons using a cross-sectional design. The integration of this data informed the
development of an intervention which is described in the discussion section of this thesis.
The thesis limitations include the restriction to English-speaking cancer patients, over-
representation of female breast cancer patients and the use of a cross-sectional design.
Recommendations for how future research could extend on the thesis findings are
provided, including suggestions for a cluster randomised controlled trial that should

investigate the impact of different consultation styles on patient outcomes.
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EXPLANATORY OVERVIEW

Deciding on their cancer treatment can be very challenging for patients. They are often
confronted with an array of information on the potential benefits and risks of the treatment
options available to them, and have to cope with the distress and anxiety related to their
cancer diagnosis. Individual patients vary considerably in their preferences for how
decisions regarding their treatment should be made. Optimal patient-centred cancer care
should include that clinicians elicit patients’ preferences and tailor their care accordingly.
The publications included in this thesis make an important contribution to describing
cancer patients’ experiences and preferences for deciding on their cancer treatment. The
findings of this body of work highlight the need for clinicians to ask patients about their
decision-making preferences, and to consider offering patients two consultations, along
with written and online information regarding their treatment options.

This thesis by publication includes an introduction, six manuscripts and a discussion
providing thesis implications and conclusions. The manuscripts included in this thesis
report findings from a literature review, two cross-sectional surveys and one qualitative
study of cancer patients and their support persons who were recruited from medical and
radiation oncology waiting rooms of treatment centres across New South Wales and
Victoria. This thesis uses a mixed methods approach. The qualitative data informed the
development of strategies to improve patient-centred decision making in cancer care.
These strategies were then presented to a larger, more heterogeneous sample of cancer
patients and their support persons to test the generalisability of the findings. The data was
synthesised to provide suggestions for clinical practice and help develop an intervention
which is described in the discussion section of this thesis and may be tested by future
research. All papers have been submitted to peer-reviewed journals. Four papers have

been published.
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The Introduction describes the concept of patient-centred care as a model for optimal
healthcare. It is argued that involving patients in their healthcare decisions is a crucial
component of patient-centred care. A brief overview of the burden of cancer in both the
global and the Australian context is used to highlight the need for a patient-centred
approach towards cancer treatment decisions. The literature on cancer patients’
experiences with deciding on their treatment is reviewed, and barriers to delivering
optimal patient-centred decision making are identified. The introduction concludes by
pointing out the need to deepen our understanding of cancer patients’ experiences and
preferences for making difficult treatment decisions and the factors that should be taken
into account when designing and implementing decision support for patients. It is argued
that having such knowledge will progress both the research and the implementation of
patient-centred cancer care.

If care is to align with patients’ needs and preferences, it is important that clinicians elicit
cancer patients’ wishes regarding how to make treatment decisions. However, no study
has assessed whether not asking cancer patients about their preferences might have an
impact on their care experience. Paper One addresses this gap. It reports on the findings
of a cross-sectional study which was part of a larger study aimed at identifying areas of
need for cancer patients. The findings suggest that almost a third of cancer patients (31%)
did not attain their preferred involvement in decision making. Most of these patients
(72%) were less involved than they would like to be. The data also indicate that patients
who were not asked by their clinicians how involved they would like to be, although they
wanted this, had higher odds of reporting discordance between their preferred and
perceived level of involvement in their treatment decision.

It has been argued that deciding on cancer treatment can be a complex and complicated

process. Little is known about the social processes that underlie decision making between
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patients, their support persons and their clinicians. Paper Two examines in-depth a
treatment decision that can be particularly difficult for patients by exploring women’s
experiences with deciding on having neoadjuvant systemic therapy (NAST) prior to
surgery. This study was part of a larger intervention trial testing the effectiveness of a
decision aid designed to facilitate this decision. While survival outcomes are equivalent
for both NAST and upfront surgery, the decision about treatment sequence can be difficult
due to its complexity and perceived urgency. The findings suggest that a number of
women felt overwhelmed and perceived they were not offered a treatment choice. Women
struggled with comprehending the preference-sensitive nature of the decision on NAST
and facilitated decision making by reducing deciding factors. Most women reported that
they made the final decision although they did not feel actively involved in the decision-
making process. They appreciated being provided with additional written information and
having some time to consider their options before making a decision.

Paper Three examines in-depth women’s use and perceived benefit of a decision aid
provided in-between two consultations. Like Paper Two, it reports on the findings from
a qualitative study which draws on data obtained from a larger intervention trial. Patients
perceived the decision aid as useful for becoming more informed and involved in making
a decision as to whether they receive NAST. Patients’ ability to review the decision aid
at home in-between the consultations with their surgeon and their medical oncologist
allowed women to better understand their treatment options and confirm their decision.
This seemed to be an acceptable and feasible way of integrating the decision aid into
patients’ care.

Based on the findings of the qualitative studies, Paper Four broadens the focus of this
thesis by using a large heterogonous sample of cancer patients to examine their

preferences for different characteristics of oncology consultations. This study was part of
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a larger cross-sectional study comparing patients’, support persons’ and oncologists’
perceptions of different aspects of cancer care. Paper Four assesses cancer patients’
preferences for: i) attending one 40-minute consultation or two 20-minute consultations,
and ii) receiving written only or both written and online information, when making a
cancer treatment decision. Most patients (70%) preferred being provided with written and
online information rather than just written information. Statistically significantly more
patients preferred two shorter consultations rather than one longer consultation when this
was combined with written and online information (p < 0.01). Providing this consultation
style may help patients “digest” the presented information and support them in making
informed treatment decisions.

If care is to be patient-centred, it needs to incorporate patients’ preferences and
sociocultural factors, such as support persons’ wishes. Cancer patients’ support persons
often play an important role in making treatment decisions. Support persons can be the
most important information source for patients who often value their support persons’
involvement in treatment decision making. Paper Five examines cancer patients’ support
persons’ preferences for the consultation styles examined in Paper Four. It also compares
patients” with support persons’ preferences. The findings highlight that most support
persons preferred to receive two shorter consultations and both written and online
information when making a cancer treatment decision. No statistically significant
difference in the proportions of support persons’ and patients’ preferences for the other
options was found. Both patients and support persons seem to be driven by the same
preferences for how to make cancer treatment decisions. The results of Papers Four and
Five suggest that clinicians should consider offering two consultations and information

on the available treatment options presented in multiple formats.
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Providing two consultations along with additional information in-between these
consultations could facilitate the implementation of decision support strategies, such as
decision aids. Decision aids provide specific, evidence-based information on the available
healthcare options. They aim to engage patients in the decision-making process and to
guide them towards making decisions that align with their preferences. Little is known
about the direction and progression of research effort in this area over time. Paper Six is
a literature review which helps fill this gap. It highlights that while the number of studies
testing the effectiveness of decision aids has increased, the majority of research has
focused on screening and prevention decision aids for only a few cancer sites. Also, there
is little attempt to translate evidence into meaningful benefits for patients.

The Discussion describes the key findings of this thesis and outlines the potential
implications of these findings for future research and clinical practice. The strengths of
this thesis include the use of both qualitative and quantitative methods to assess cancer
patients’ preferences for and experiences with deciding on their treatment.
Methodologically robust and innovative approaches were employed to collect and analyse
data from heterogeneous samples of Australian cancer patients and their support persons.
The thesis limitations include the restriction to English-speaking cancer patients, over-
representation of female breast cancer patients and the use of a cross-sectional design.
Future research should employ intervention studies to investigate the impact of different
consultation styles on patient outcomes. A cluster randomised controlled trial is proposed

to address this gap.
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INTRODUCTION



I1. Healthcare should be focused on the patient as a person, not just

the disease itself

11.1 The rise of patient-centeredness as a model for optimal healthcare

Healthcare is shifting from a paternalistic, doctor-centred approach to a patient-centred
approach, focusing on the patient as a person [1]. This is based on deep respect for patients
as unique human beings, and the obligation to provide care according to what is
meaningful and valuable to the individual patient [2]. It has also been recognised that in
modern medicine there is often not a single best type of treatment [3]. For example,
Charles and colleagues have suggested that treatment decision making has become
“murky” and complex, involving different types of trade-offs between the risks and
potential benefits of the treatment options available to patients [4]. As a result, patient-
centred care has been passionately supported by researchers, patient advocates and
policy-makers worldwide [5]. Awareness of the patient-centred model was heightened by
the 2001 Institute of Medicine report ‘Crossing the Quality Chasm’, which defined
patient-centred care as a core component of a high-quality healthcare system [6]. In 1999,
the US National Cancer Board released its influential report ‘Ensuring Quality Cancer
Care’, further advocating for the idea of putting the patient as a person at the centre of

healthcare service delivery [7].

11.2 What is patient-centred care?

The concept of patient-centred care has been widely advocated but not always been well-
understood [8]. It has often been defined by what it is not. For example, it is not
technology-centred, doctor-centred or disease-centred [8]. Mead and Bower have
reviewed the literature on patient-centred care and identified five conceptual dimensions:
i) a biopsychosocial perspective on illness and health, considering social and

psychological factors alongside biomedical factors; ii) the ‘patient-as-person’,
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understanding the personal meaning of the illness for each individual patient; iii) sharing
power and responsibility between doctor and patient; iv) the therapeutic alliance,
attending to the social and emotional aspects of consultations to optimise therapeutic
potential; and v) the ‘doctor-as-person’, awareness of the influence of the personal
qualities and emotions of the doctor on the doctor-patient relationship [1].

Based on this definition, patient-centred care means that the doctor and patient build a
relationship based on mutual understanding, compassion, empathy and trust [9]. Patient-
centred care takes into account patients’ needs and preferences and tailors care
accordingly [10]. This involves a number of domains and requires that healthcare
services: i) are responsive to patients’ needs, values and preferences; ii) are integrated
and co-ordinated,; iii) relieve physical discomfort; iv) provide emotional support; v) allow
for the involvement of family and friends; and vi) support the provision of information
and communication to enable patients to understand their options and make informed

healthcare decisions [6, 11].

11.3 What are the benefits of patient-centred care?

Providing patient-centred care has been found to improve a number of patient outcomes.
Steward and colleagues conducted an observational cohort study with 39 family
physicians and 315 of their patients in order to assess the association between patient-
centred communication in primary care visits and subsequent health and medical care
utilisation [12]. Patient-centred communication was associated with better recovery for
patients in terms of less discomfort, better emotional health, and fewer diagnostic tests
and referrals [12]. Further studies have confirmed that the implementation of patient-
centred care could improve the use of resources in healthcare and decrease healthcare-

related costs [21, 22].



It has been shown that patient-centred consultations are associated with patients feeling
respected, involved, engaged and knowledgeable about their disease and treatment
options, which might mitigate patients’ distress and concerns associated with their illness
[2, 13]. Studies suggest that delivering patient-centred care can decrease patients’
symptoms and improve patients’ physiologic outcomes [14, 15]. Also, it has been argued
that delivering patient-centred care can increase patients’ satisfaction with the
consultation and their clinician [14, 16, 17]. For example, in a sample of 177 physicians
and 670 patients, Krupat and colleagues found that patients were highly satisfied with
their doctors if their doctors’ orientations and preferences towards the consultation were
either as patient-centred or more patient-centred than those of patients. Comparatively, it
was found that patients whose doctors were not as patient-centred were significantly less

satisfied [18].

11.4 Do patients want patient-centred care?

There is considerable evidence to suggest that patients wish to receive a patient-centred
approach towards their care. Little and colleagues surveyed a representative sample of
824 patients in a primary care setting about their preferences for patient-centredness in
the context of an impending consultation with a doctor [19]. Factor analysis identified
three domains of patient-centredness patients were likely to prefer: i) communication,
which included patients wanting their doctor to listen to everything they have to say about
their problem, explore their concerns and requirements for information, and clearly
explain the problem and what should be done (agreed with by 88-99%); ii) partnership,
which included particular aspects of communication to find “common ground”, such as
discussion of and mutual agreement about the patient’s problem and treatment (77-87%);
and iii) health promotion, which included advice on how to stay healthy and reduce the

risks of future illness (85-89%) [19].



It has been argued that patients strongly desire all aspects of a patient-centred approach
[20]. Particularly, studies have shown that most patients want to be well-informed about
their disease status and treatment options [21-23]. Choice seems to have an intrinsic value
for patients, as the majority of patients appear to like the idea that they should be offered
choices regarding their care, such as the choice of clinician and, in particular, the choice
of treatment [24]. Although there has been debate about whether offering treatment
choices might confuse patients and increase their anxiety, considerable evidence suggests
that patients want to be asked about their preferences for which action to take [25]. The
vast majority of patients want their clinicians to take their wishes and preferences into

account when making decisions on their care [26].

12. Patient-centred decision making is key to patient-centred care

12.1 Patient-centred care requires involving patients in medical decision making, to
the extent they desire

Following the principles of patient-centred care, medical decision making should be a
shared, collaborative process [10]. This means that clinicians, patients and their support
persons should establish a partnership to ensure that healthcare decisions are based on
joint participation and mutual agreement [5, 11]. For example, a recent Cochrane review
examining the effects of interventions designed to promote a patient-centred approach in
clinical consultations, emphasised that patient-centred care may involve sharing control
of the consultation and decisions about health management interventions between the
doctor and patient [27]. In this review, shared decision making is considered a key factor

of patient-centred care.



12.2 What is decision making in healthcare?

Decision making in healthcare can be a complex process. It requires that the doctor and
patient come to a judgement about which of a number of healthcare options is best at a
given time [28]. This includes that the doctor and patient: i) identify alternative courses
of action; ii) identify possible consequences of each action; iii) assess the probability of
each consequence occurring; iv) choose the best alternative; and v) implement the
decision [28]. Given that decision making in healthcare should be based on mutual
participation and respect, Rimer and colleagues add that in order to make an informed
healthcare decision, doctors and patients need to understand patients’ values and

preferences and clarify patients’ decisional preferences [29].

12.3 What is patient-centred decision making?

Patient-centred decision making includes that patients understand their condition being
addressed and comprehend what each healthcare option available to them involves [30].
This includes understanding each option’s benefits, risks, limitations, potential
alternative, and uncertainties. Patients need to consider their own preferences, participate
in decision making, to the degree they desire, and make a decision consistent with their
preferences [31]. Thus, patient-centred decision making is respectful of and responsive to
patients’ needs and preferences [5].

Clinicians have been encouraged to support patients with making decisions based on their
informed preferences [27, 32, 33]. To do this, clinicians need to understand and respond
to patients’ wishes for the information they would like to receive and how involved they
would like to be in the decision-making process [34]. This may mean that a patient
chooses not to decide on their care but leaves the decision up to their clinicians [35].
Consequently, patient-centred decision making differs from the idea of shared decision

making which assumes that doctor and patient contribute equally to deciding on a



particular healthcare option and share the responsibilities for the decision being made

[36].

12.4 Four reasons why patient-centred decision making should be part of routine
healthcare

12.4.1 Patient-centred decision making has been passionately supported by patients
and policy-makers worldwide

“Nothing about me without me”” has been a guiding principle for patients, policy-makers
and patient advocates all over the world. The catchphrase was adopted by participants
from 29 countries at a 1998 Salzburg global seminar [24]. The seminar was convened to
develop ideas regarding how to improve the quality of healthcare by involving patients
[24]. Since then, numerous initiatives have been developed to promote the idea of
involving patients in their healthcare decisions, to the extent they desire. The slogan,
“Nothing about me without me™, also guided the United Kingdom government’s plan for
improving the National Health System in England, identifying patient choice and shared
decision making as key components of a patient-centred and quality-focused healthcare
system [24]. In Australia, the idea of involving patients in their healthcare decisions has
been included in the Charter of Healthcare Rights which was endorsed by the Australian
Health Minsters in 2008 who recommended its use nationwide [37]. The Charter outlines
the roles of patients, clinicians and health service organisations across different facets of
healthcare. It states: “To obtain good health outcomes, it is important for patients and
consumers to participate in decisions and choices about their care and health needs. This

provides the basis for informed consent and informed decision making” [38].

12.4.2 There is an ethical imperative for providing patient-centred decision making
Patient autonomy is a guiding principle of modern medicine [39]. It protects the integrity

of the patient as an independent and rational decision maker who is capable of self-
7



determination [40]. Clinicians have a responsibility to facilitate patient autonomy in
healthcare decision making, as patients and their support persons are the ones who need
to manage the consequences of these decisions [41]. Consequently, it has been argued
that there is an ethical obligation to involve patients in their healthcare decisions, to the
extent they desire [42]. A patient-centred approach towards medical decision making
differs from decision making under the doctrine of informed consent. Whereas informed
consent emphasises clinician disclosure, a patient-centred approach towards decision
making advocates for mutual agreement and joint participation. The latter approach is

considered to be of a higher ethical standard than simple informed consent [31].

12.4.3 Patient-centred decision making may decrease both costs to the healthcare
system and clinical practice variation

There is evidence to suggest that involving patients adequately in their healthcare
decisions can decrease costs to the healthcare system by minimising costs associated with
counteracting unnecessary psychosocial distress for the patients and costs associated with
unnecessary treatment [43, 44]. For example, it has be shown that some clinicians are
unsure about how to talk to terminally ill cancer patients about their prognosis [45]. This
might hinder adequate education and informed decision making on aggressive or futile
treatment options at the end of life, such as chemotherapy, which is received by a number
of cancer patients in the last six months of their lives [46].

Also, it has been argued that in many cases clinicians’ professional judgements and
preferences, rather than patients’ preferences, determine which treatment a patient
receives, and this can result in clinical practice variation [47]. For example, clinicians
vary in their preferences for providing invasive or conservative treatments [48, 49].
Depending on which clinician a patient sees, they might receive varying

recommendations regarding the “right” treatment choice. Involving patients in their



healthcare decisions, to the extent they desire, may decrease practice variation by making
treatment decisions based on patients’ rather than physicians’ preferences [50]. Also,
through a combination of education and participation, patients who participate in the

decision-making process may be less ready to accept aggressive treatments [51].

12.4.4 Patient-centred decision making can improve patient outcomes

Actively involving patients in their healthcare decisions can decrease patients’ unmet
information needs, and their decisional conflict, anxiety and distress [36, 52-54]. It can
increase patients” knowledge and understanding of their healthcare options, and improve
patients’ satisfaction with their healthcare consultations [55, 56]. It has been suggested
that actively involved patients have higher trust in their clinician [57]. They seem to be
more confident in their own decisions and elect to have less invasive procedures [58, 59].
Their decisions appear to be based on more accurate expectations about the negative and
positive consequences of a procedure and are more consistent with patients’ personal
values and preferences [42]. Actively involved patients often have higher physical and
social functioning and significantly less fatigue [60]. A patient-centred approach towards
medical decision making can ultimately improve patients’ overall quality of life [61, 62].
Involving a patient’s support persons in the decision-making process may have similar
positive impacts on patient outcomes [63-65]. For example, patients who are
accompanied by their support persons have been shown to have higher recall rates and
are likely to benefit from the extra information that their companions remember [63].
Support persons can further assist patients in becoming actively involved in deciding on

their care and help patients feel more certain about their decisions [64, 66].



13. Why focus on patient-centred decision making in cancer care?

13.1 Cancer affects millions of people worldwide

It has been estimated that 14.1 million new cancer cases and 8.2 million cancer deaths
occurred worldwide in 2012 [67, 68]. The most commonly diagnosed cancers were lung,
breast, and colorectal cancer [67]. The most common causes of cancer death were lung,
liver, and stomach cancer [67]. In Australia, cancer is the leading cause of death,
surpassing cardiovascular disease [69]. It has been estimated that 130,466 new cancer
cases were diagnosed in Australia in 2016 [69]. On average, one in two men and one in
three women will be diagnosed with a form of cancer during their lifetime [70]. In 2008-
2012, male cancer patients had a 67% chance of surviving for five years compared with
the general Australian population, while female cancer patients had a 68% chance [69].
Cancer incidence rates have been increasing over the past decades [71, 72].
Simultaneously, medical progress has resulted in a growing number of cancer prevention,
screening and treatment options. Many cancer patients are thus confronted with a variety
of healthcare options available to them. They may be faced with complex and challenging

decisions regarding their care [36].

13.2 Cancer treatment decisions can be particularly difficult for patients

More and more cancer treatment decisions are probabilistic which can create ambiguity
and uncertainty among doctors and patients [36]. Many of these decisions involve options
which show similar medical effectiveness but have various side-effects and impacts
which may be valued differently by different patients. Such decisions are called
“preference-sensitive” [73, 74]. Preference-sensitive decisions can be complex and very
difficult for patients, as the “best choice” cannot be pre-defined. It depends on patients’
preferences and often involves weighing-up uncertain risks against uncertain benefits of
the options available to patients [36]. For example, patients may have to be willing to
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trade-off slightly higher survival rates against severe treatment side-effects [75-77].
Patient-centred care is particularly relevant to these patients to ensure they receive
healthcare that is in line with their needs and preferences.

Many cancer patients are anxious when facing the threat of their disease and the options
available to them [78, 79]. After receiving their cancer diagnosis, patients often have
much information to consider and need to cope with the distress of the potential outcomes
of their disease and treatments [80, 81]. Many patients receive a cancer diagnosis for the
first time and have no experience to guide them through complex treatment decision-
making processes [41]. Further factors, such as patients’ age, beliefs and current life
situations, can impact on patients’ treatment decisions [82, 83]. For instance, whether the
treatment would affect their ability to have children in the future may impact on patients’
treatment decisions. Making preference-sensitive decisions in such emotionally charged
situations can be very challenging for patients, their support persons and the treating
clinicians [49, 84]. To ensure optimal, patient-centred care is delivered to these patients,
it is crucial that they are involved in their treatment decisions, to the extent they desire,
and that they are adequately supported in making such decisions. This can help maximise

patient outcomes [36, 66, 85].

13.3 Providing patient-centred decision making can be difficult because patients’
preferences for information provision and decision making vary

Although the majority of patients want to take an active role in deciding on their care, not
every patient wishes to be involved in difficult treatment decisions [35]. Previous research
suggests that there are considerable differences in patients’ willingness to participate in
making healthcare decisions [86, 87]. Also, patients vary in their preferences for which
and how much information they wish to receive and the way in which the information is

presented to them [88, 89].
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Patient characteristics, such as age, gender, socioeconomic status, religion and cultural
background, can influence their preferences for information provision and involvement
in decision making [87, 90]. For example, younger and female patients seem to prefer
taking a more active role in medical decision making than older and male patients [86,
91]. It has been suggested that patients from lower socioeconomic levels often have less
knowledge and understanding of the options available to them and prefer a more passive
role towards decision making than patients from higher socioeconomic levels [92-94].
Patients with a lower socioeconomic status also often overrate the degree to which they
have been informed about and understand their diseases [95]. This results in a disconnect
between apparent high patient satisfaction with care and poor understanding and
participation in care [96].

Patients’ preferences for information provision and decision making can change over
time, for instance, when situational factors change, such as a patient’s disease status [86,
97]. Butow and colleagues surveyed 80 cancer patients attending outpatient consultations
with their medical oncologists at a university teaching hospital [83]. They found that
patients whose condition had recently worsened were more likely to want less
involvement in decision making [83]. Degner and colleagues conducted a cross-sectional
study with 1012 women with a confirmed diagnosis of breast cancer who were scheduled
for a visit at one of four participating hospital oncology clinics [89]. They found that
breast cancer patients who had been diagnosed for less than six months were less likely
to prefer an active role than those who had been diagnosed for more than six months [89].
Given the potential differences and changes in patients’ wishes regarding information
provision and decision making, it can be difficult for clinicians to understand patients’

preferences and tailor care accordingly [98, 99].
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13.4 Cancer patients do not always feel adequately supported when deciding on
their treatment

Patients are often dissatisfied with the amount and nature of information they receive
during consultations with their clinicians [100]. Many patients point out gaps in cancer
care with respect to reviewing information, asking questions, obtaining answers, and
making decisions [101, 102]. Many patients do not feel as involved in medical decision
making as they would like to be [103, 104]. Some patients receive a more directive, less
participatory consulting style, which is characterised by less information giving and less
partnership building from their doctor [105]. Such disadvantages are often due to
clinicians’ misconceptions about patients’ desire and need for information and their
ability to be involved in their care [105]. Although evidence-based guidelines for effective
communication in healthcare have been developed to guide a patient-centred approach
towards medical decision making [106, 107], many clinicians fail to effectively elicit
patients’ decision making preferences and enable patients to take a collaborative role in
decisions regarding their cancer treatment [108-111].

It has been suggested that many clinicians are reluctant to relinquish their role as the
single, paternalistic authority in the decision-making process [112]. Some resist training
designed to help them become more effective coaches, or partners, who help patients
make difficult healthcare decisions [66, 113]. This might include asking the patient,
“What is the matter?”” and ““What matters to you?”” [66]. Say and Thomson argue that
clinicians may not have the necessary competences for appropriate patient involvement
in decision making, with communication of risks related to cancer and its treatment
remaining particularly challenging [32]. Gravel and colleagues conducted a systematic
review incorporating the views of more than 2784 health professionals from 15 countries

on barriers and facilitators to the implementation of shared decision making in clinical
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practice [114]. They suggest that clinicians may be screening a priori which patients they
believe are eligible for active involvement in decision making. This is concerning, given
that clinicians may misjudge patients’ decision-making preferences [114]. Further studies
have found that clinicians ask for patients’ preferences about which healthcare option
they would like to choose only about half the time [111, 115]. For example, Zucca and
colleagues conducted a cross-sectional survey of 244 medical oncology outpatients about
their clinicians’ asking behaviours across six dimensions of patient-centred care defined
by the Institute of Medicine [116]. They found that 56.71% (n = 117) of patients did not
report to have been asked about their concerns and preferences, or volunteered this
information, on at least one indicator of patient-centred care. Younger age, not being born
in Australia, and higher educational qualifications were associated with being

infrequently asked [116].

13.5 What are the impacts of insufficient decision support for cancer patients?
Failure to adequately inform and involve patients in their treatment decisions has been
shown to increase patients’ distress and anxiety, and to lead to treatment decisions which
do not align with patients’ needs and preferences [43]. Further adverse effects include
patients’ non-adherence to their therapy and increased likelihood of patients declining all
or part of their recommended cancer treatment [117, 118], patients’ use of costly
alternatives to the therapy suggested by their clinician [119] and patients’ exposure to
drug interactions [120].

If patients are not adequately informed about their options and involved in their treatment
decisions, this may result in litigation and substantial costs to the healthcare system [121].
The anxiety of patients who experience poor communication with their doctors results in
the need for increased time and effort to counteract the resultant distress and

misinformation [44]. Patients’ dissatisfaction is also reflected in the substantial number

14



of healthcare complaints. For example, in 2015-16, the Australian New South Wales
Healthcare Complaints Commission received 6,075 complaints, an increase of 15.4% on
the previous year [122]. The most common areas of complaint were about treatment
(42.3%) and communication (17.2%). With regard to complaints about treatment, the
most common issues were inadequate treatment (34.8%), unexpected outcomes (14.6%),
and diagnosis (11.7%). Other common issues in this category were inadequate care
(11.6%), delay in treatment (6.6%), and inadequate or inappropriate consultations (5.3%).
With regard to communication complaints, more than half of the issues concerned the
attitude and manner of the health practitioner (57.6%). Other communication-related
issues were inadequate (31.2%) or incorrect/misleading information provided by the

clinician (9.9%) [122].

13.6 Interventions have been developed to improve patient-centred decision

making

Various interventions have been designed and tested to help patients become adequately
informed and involved in deciding on their treatment. For example, providing audiotapes
of consultations has been found to increase how much information patients remember
[123]. Recalling the provided information on available treatment options is important for
patients’ understanding regarding the decision to be made and their ability to participate
in the decision-making process [124]. Also, question prompt lists have been developed to
facilitate a patient-centred approach towards medical decision making [125]. Question
prompt lists consist of a structured list of questions that patients may wish to ask their
doctors about their disease and treatments [125]. They help patients ask questions during
the consultations with their doctors and encourage patients to take a more active role in

the decision-making process [126]. Further interventions include coaching sessions for
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clinicians and patients to help improve patient participation in decision making and their
information-seeking skills in the consultation [127].

One strategy that has received a lot of attention and research effort are patient decision
aids. Patient decision aids provide specific, evidence-based information on the available
healthcare options and aim to assist patients with clarifying and communicating the value
they associate with each option [128].* Decision aids are designed to engage patients in
the decision-making process and to guide them towards making deliberated healthcare
decisions that align with their preferences [129]. Decision aids explicitly state the
decision to be made and explain in detail the risks and benefits of the options available to
patients. Thus, they help patients comprehend and weigh up the risks and benefits of the
options available to them and support patients in clarifying their preferences [130].
Decision aids supplement the consultation, rather than replace it. They can be provided
before, during or after the consultation [131]. Decision aids are available in various

formats, such as face-to-face, written booklets and web-based tools [56].

13.7 What are the benefits of such interventions?

Interventions to increase patient involvement in medical decision making have been
shown to improve a number of patient outcomes, such as increased patient satisfaction
with their consultations, increased knowledge and understanding of the healthcare options
available to them, and decreased decisional conflict related to feeling uninformed and
unclear about their personal values [127, 132]. For example, considerable research effort
has been directed towards testing the effectiveness of decision aids [59, 133-138]. A
number of Cochrane reviews have suggested that decision aids are effective in improving
certain patient outcomes. The first Cochrane review on the effectiveness of decision aids

was published in 2001. It concluded that decision aids can improve patients’ knowledge

1 Hereafter referred to as decision aids.
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about the options available to them, reduce their decisional conflict related to feeling
uninformed, and help patients become more active in decision making [139]. Updated
versions of this review, published in 2003, 2009, 2011 and 2014, supported these findings

[56, 140-142].

13.8 Barriers to delivering patient-centred decision making in cancer care have
been identified

Despite their apparent effectiveness, the uptake of decision support strategies in day-to-
day cancer care remains low [66, 143]. Efforts have been made to improve the
implementation of patient-centred decision making. Research has identified a number of
barriers indicating significant resistance to the use of decision support strategies. Some

of the main barriers are briefly discussed below.

13.8.1 System-related barriers

Research on decision support strategies operates in a policy context where little or no
rewards or incentives exist to promote the use of such strategies [143]. For example,
decision aids’ healthcare accreditation is lacking [112, 144]. It has been suggested that
healthcare organisation priorities fail to mandate the use of decision support strategies,
such as decision aids, as a quality indicator or as a requirement for obtaining informed
consent [145]. Also, decision support strategies may result in an overall reduction in
demand for more invasive procedures [56]. This could potentially lead to reductions in
clinicians’ workload, waiting lists and/or costs, and may motivate healthcare
professionals, administrators and organisations to use them [146]. However, device
manufacturers, pharmaceutical suppliers and fee-for-service clinicians may fear negative
financial implications if patients choose less aggressive treatments as a result of informed
choice [112, 147]. Several studies have suggested that financial implications might

influence clinicians’ treatment recommendations [148-150].
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Also, developing, testing, distributing and maintaining decision support strategies can be
costly, and this may hinder their development and implementation [145]. Many sites do
not have an organised, consistent way of providing appropriate decision support to
patients to facilitate its use in routine care [151, 152]. In 2006, the National Health and
Medical Research Council (NHMRC), Australia’s leading expert body for the
development and maintenance of public and individual health standards, summarised
system-related barriers to effective patient participation in medical decision making in
Australia [153]. The NHMRC highlighted that: i) the infrastructure of healthcare
organisations often does not support patient participation; ii) organisations lack skills and
confidence in collaborating with patients; iii) patients need skills in presenting their views
and advocacy; iv) vulnerable groups have little opportunity for input; v) there are weak
links between health information developers, patients and community organisations; and
vi) the dissemination of health information often occurs without patient input [153]. Little

has been achieved in tackling the barriers identified in this report [38, 154].

13.8.2 Barriers related to clinicians and the design of decision support strategies
Many clinicians are not aware of the need for decision support strategies or their benefits,
and report insufficient training in the area of patient-centred decision making [155, 156].
It has been suggested that some clinicians might prefer to play the role of the single
authority in the treatment decision-making process and thus often fail to implement
patient-centred decision making in routine care [32, 113, 145, 157]. Some clinicians may,
unwittingly, subvert patients’ involvement in treatment decisions by assuming that in a
life-threatening situation there are no “real options” [108, 158]. Consequently, patients
might feel pressured to accept certain treatments [159, 160].

Clinicians’ time constraints and concerns about how to integrate decision support

strategies into their workflow are further barriers to implementing such strategies into
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day-to-day clinical practice [32, 98]. There may also be the assumption that evidence-
based strategies are already being used in practice. For example, O’Brien and colleagues
reported that some clinicians have high confidence in their own communication skills and
believe that patients fully understand the information they have conveyed [161].
Clinicians in this study reported the use of informal decision support, such as hand-drawn
diagrams designed to explain treatment options [161]. Although such informal decision
support is often not subject to objective quality control, some clinicians have argued that
there is no need to conduct research to implement evidence-based decision support into
routine care [161].

Also, there has been a lack of guidance about quality standards for the development and
evaluation of decision support strategies [144, 162, 163]. Many clinicians express
concerns about how comprehensive and current the contents of decision support strategies
are [112]. Others have raised concerns about whether the use of decision support can
actually improve patient outcomes or the decision-making process [114]. There are
reservations about information overlap and overload, and about how appropriate the

provided content is for different patient populations and clinical situations [114, 164].

13.9 Research on how to improve patient-centred decision making in cancer care is
lacking

Perhaps the effort to implement strategies to improve patient-centred decision making
was made too early. More research is needed to address the underlying social processes
of patient decision making which may mitigate the implementation of a patient-centred
approach [143]. This reflects more general theoretical findings on how to drive change in
clinical practice. For example, Grol and Wensing have argued that to bridge the gap
between scientific evidence and patient care we need an in-depth understanding of the

barriers and incentives to achieving change in practice [165]. Various factors, such as the
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nature of the consultation or the type of information provided, may affect the successful
implementation of decision support for patients [166, 167]. We need to better understand
how such factors impact on cancer treatment decisions before we can improve patient-
centred decision making in routine cancer care. Future research should try to overcome

the identified limitations, which include the areas discussed below.

13.9.1 Lack of knowledge about eliciting patients’ decision-making preferences

Clinicians may not always understand when and how patients would like to receive
information on their treatment options [168, 169]. They may overestimate patients’
comprehension of the provided information, and underestimate patients’ preferred level
of involvement in treatment decisions [104, 170, 171]. Evidence-based guidelines
recommend that clinicians elicit patients’ preferences for information provision and
decision making [172, 173]. However, research suggests that this does not always occur
in clinical practice [111, 116]. Evidence is lacking regarding whether asking patients

about their decision-making preferences is associated with their care experiences.

13.9.2 Lack of in-depth understanding of patient decision making

Decision making on cancer treatment can be a complex and complicated process. It has
been suggested that patients can be overwhelmed when being provided with their cancer
diagnosis and treatment options, and asked to make decisions regarding their care [174].
There is a need to further investigate in-depth the social processes that underlie decision
making between patients, their support persons and their clinicians. Specifically, we need
to better understand why and how patients decide for or against a specific procedure and
how this process can be assisted by decision support strategies. This type of research
would also facilitate decisions on how to best implement decision support strategies into

clinical practice in order to improve patient outcomes [143].
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13.9.3 Lack of knowledge of how and when to use what kind of decision support

Although an increasing number of studies have tested decision support strategies,
questions remain regarding their effectiveness. It is unclear which intervention modalities
actually make decision support strategies effective. Further research is required to
investigate these “active ingredients” [137]. Also, there has been debate about the content
and structure of decision support, including the format, breadth and depth of information
provided to patients [41, 175]. Further gaps have been identified with respect to the most
effective timing for delivery of decision support strategies. For instance, it is unclear
whether it is better to use decision support before or during the consultation [56]. Having
such knowledge could enhance our understanding of how to introduce decision support
strategies most practically and cost-effectively into clinical practice. It might also
highlight which types of decisions are most suitable for the use of decision support

strategies.

13.9.4 Narrow view on shared decision making

Much of the work that has been done to support patients with making difficult healthcare
decisions is based on the concept of shared decision making [99]. Whereas shared
decision making asks clinicians and patients to share information and decisions, patient-
centred decision making puts great emphasis on taking into account patients’ preferences
for information provision and decision making, and responding appropriately [176]. As a
result, patients may choose not to decide on their treatment but leave the decision up to
their treating clinician [35]. However, it has been argued that most patients want their
clinicians to understand their preferences even if they do not wish to make the final
decision [24]. Patient-centred decision making offers patients a choice of how they would

like to make treatment decisions and tailors care according to their preferences [5].
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14. How this thesis will help work towards patient-centred decision

making in cancer care

In order to improve patient-centred decision making in cancer care, it is important that
we deepen our understanding of patients’ experiences and preferences for making
difficult treatment decisions. We also need to examine what factors should be taken into
account when designing and implementing decision support for patients (see 13.9).
Conducting methodologically robust research in this area will progress both the research
and the implementation of patient-centred cancer care. This thesis will help achieve this

by answering the following research questions:

1) Does asking cancer patients about their preferences for involvement in decision
making have an impact on their care experiences?

2) What are patients’ experiences with and preferences for making a difficult
treatment decision, and which strategies could be used to facilitate the decision-
making process?

3) What are patients’ and support persons’ preferences for different characteristics
of oncology consultations?

4) Where has research effort in the area of decision support strategies been directed
to over time, and where should the focus of future studies lie to improve decision

support for cancer patients?
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PAPER ONE

Not asking cancer patients about their preferences does make a
difference. A cross-sectional study examining cancer patients’
preferred and perceived role in decision making regarding their last

impo rtant cancer treatment

There is considerable evidence to suggest that cancer patients vary in their preferences
for how involved they would like to be in decisions regarding their care [1, 2]. In order
to be patient-centred, care needs to align with patients’ preferences for information
provision and decision making [3]. However, this does not always occur in clinical
practice [4-6]. Many cancer patients are more or less involved in treatment decisions than
they would like to be [7, 8]. Previous research on the decision-making preferences and
experiences of cancer patients has had limited generalisability. Many studies in this area
focused on only one specific type of cancer or a specific type of decision, or recruited
patients from a very limited number of clinics [9-11]. Most studies have been conducted
outside Australia [12]. Due to the differences in social contexts between different
countries, it is important that we further explore patients’ preferences for involvement in
treatment decisions and whether these are met.

Also, clinicians have been encouraged to elicit patients’ preferences for involvement in
decision making, and tailor care accordingly [13]. However, studies suggest that
clinicians do not always ask patients about their preferred involvement in decision making
[13]. It seems logical that not asking patients about their preferences may hinder the
provision of their preferred level of involvement in decision making. However, no study
has assessed whether not asking patients about their decision-making preferences is
linked with their care experiences. Paper One will help fill this gap using a large,

heterogeneous sample of Australian cancer patients.
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1.1 Abstract

Background: Optimal, patient-centred cancer care aligns with patients’ needs and
preferences. Patients may miss out on receiving patient-centred care if they are not asked

about how involved they would like to be in deciding on their treatment.

Aims: We examined whether not having been asked by their clinicians about how
involved cancer patients would like to be in their treatment decisions is related to
discordance between patients’ preferred and perceived involvement in treatment decision

making.

Methods: A cross-sectional survey of adult cancer patients recruited from five medical
and radiation oncology outpatient clinics in Australia. Discordance between patients’
preferred and perceived decision-making roles was assessed via an adapted version of the
Control Preferences Scale. Logistic regression modelling was conducted to assess the
relationship between role discordance and whether patients were not asked but wanted to

be asked about how involved they would like to be in deciding on their treatment.

Results: Of 423 study participants, almost a third (n=128, 31%) reported discordance
between their preferred and perceived involvement in their treatment decisions. Of those
reporting discordance, 72% (n=92) were less involved than they would have liked to be.
Not being asked about their preferences for involvement in treatment decisions, despite
wanting this, was associated with discordance between patients’ preferred and perceived

involvement in treatment decision making (p < 0.04).

Conclusion: To achieve patient-centred care, it is vital that clinicians seek patients’ views

about how involved they would like to be in deciding on their cancer treatment.
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1.2 Background

Patient-centred decision making is a cornerstone of optimal cancer care

Patient-centred healthcare is respectful of and responsive to patients’ needs and
preferences [1]. For this to occur, patients must comprehend their disease and treatment
options, consider their own preferences, participate in decision making to the degree they
desire and make a decision consistent with their preferences [2]. Providing patient-centred
decision making may increase patients’ understanding of their treatment options, improve
their satisfaction with their decision and the consultation, and decrease patients’

decisional conflict [3, 4].

Patient-centred decision making is not always delivered to cancer patients

Despite the importance of involving patients in treatment decisions to the extent they
desire, numerous studies suggest that some clinicians do not adequately involve patients
in decisions regarding their cancer treatment [5-7]. For example, Tariman and colleagues
performed a systematic literature review to examine the concordance between cancer
patients” preferred and perceived decision-making roles [8]. All 22 studies showed
disagreements between patients’ decision-making preferences and experiences [8]. Most
found that patients wanted more involvement in decision making than what they felt

occurred [8].

Effective communication is essential to delivering patient-centred decision making

Patients’ preferences for involvement in treatment decisions can vary considerably by
patient- and disease-related characteristics, such as age, gender and stage of cancer [9,
10]. They can also change over time, for example when situational factors change, such
as patients’ disease status [11]. Inadequate patient involvement can be due to clinicians’

misperceptions of patients’ preferences for decision making [12]. For example, there is

52



evidence to suggest that clinicians may not always understand when and how patients
would like to receive information on their available treatment options [13]. They may
also overestimate patients’ comprehension of information and underestimate their
preferred level of involvement in treatment decisions [14, 15]. As such, it is important
that clinicians understand patients’ preferences for information provision and
involvement in decision making [16]. Although there are evidence-based guidelines
available which recommend that clinicians elicit patients’ preferences for how to make
treatment decisions, clinicians do not always ask patients about their decision-making

preferences [16, 17].

Research on patient involvement in decision making has been limited

A considerable number of studies have looked at whether patients’ preferences for
involvement in decision making match their experiences [18, 8]. Also, numerous studies
have suggested that in order to provide patient-centred decision making in cancer care,
clinicians should ask patients about their preferences for involvement in decision making
regarding their care [16, 19]. However, to our knowledge, no study has assessed whether
asking patients about their decision-making preferences is associated with discordance
between patients’ preferred and perceived involvement in deciding on their cancer
treatment. Without having such information, we cannot confidently conclude that being
asked about their preferences has an impact on patients’ care experiences. This study aims
to help fill this gap. Examining the importance of asking patients about their decision-
making preferences can help provide adequate recommendations for clinical practice and

improve communication skills training for clinicians.
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1.3 Aims

To examine whether patients who are not asked by their clinicians about their desire for
involvement in treatment decisions, experience discordance between preferred and

perceived involvement in their last important treatment decision.

1.4 Methods

Design

A cross-sectional study assessing decision-making preferences and experiences in
outpatients attending five medical or radiation oncology units within three local health
districts in New South Wales, Australia. The data included in this paper reflect one
module of a larger study. A completed STROBE checklist for this study can be found in

Appendix 10.2.

Inclusion criteria

Patients were eligible for this study if they: i) were aged 18 years or older; ii) were judged
by clinic staff as able to read and write in English, and physically capable of taking part
in this study; iii) had been diagnosed with cancer (any type); and iv) were attending at
least their second outpatient appointment in the previous six months at one of the
participating treatment centres. The last criterion was to ensure that patients could report

on at least one recent oncology consultation.

Ethics approval
This study was approved by the Hunter New England Human Research Ethics Committee

(approval number: 15/04/15/4.04, see Appendix 8.1).
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Recruitment

A trained research support person or a clinic staff member provided patients with
information about the research and gained patients’ informed written consent to
participate (see Appendix 10.1). The age and gender of eligible non-consenters were

recorded, with patients’ permission, to assess for consent bias.

Data collection

Eligible consenting patients were asked to complete a paper and pencil survey while
waiting for their oncology appointment. The full survey took approximately 15-20
minutes to complete (see Appendix 9.1). Participants were also provided with a reply-
paid envelope, to allow them to complete and return their survey to the researchers at a
later date if they wished. A reminder letter was mailed to non-responding consenting
patients after a period of two weeks. A second reminder letter was sent after a further two

weeks of non-response.

Outcome measures

Discordance between patients’ preferred and perceived decision-making role was
assessed via an adapted version of the Control Preferences Scale, as used in previous
studies [8]. In relation to their last important treatment decision, patients were asked to
indicate 1) how involved they were and 2) how involved they would like to be in making
this decision. For the first question patients were asked to select one of the following
response options: i) “I made the decision about which treatment | would receive”; ii) “I
made the final decision about my treatment after seriously considering my doctor’s
opinion”; iii) “Both my doctor and | shared responsibility for deciding which treatment
was best for me”’; iv) “My doctor made the final decision about which treatment would
be used, but seriously considered my opinions™; v) “I left all decisions regarding my

treatment to my doctor””. When being asked about their preferred involvement in decision
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making, patients were encouraged to select one of the following response options: i) “I
prefer to make the decision about which treatment I will receive”; ii) *“I prefer to make
the final decision about my treatment after seriously considering my doctor’s opinion”’;
iii) ““I prefer that my doctor and | share responsibility for deciding which treatment is
best for me”’; iv) ““I prefer that my doctor makes the final decision about which treatment
will be used, but seriously considers my opinions™; v) “I prefer to leave all decisions
regarding my treatment to my doctor”. The first two response options of each question
were categorised as “active” treatment decision making. “Sharing responsibility for the
treatment decision” was considered as “collaborative” decision making; while the last
two response options were classified as “passive” decision making. The Control
Preferences Scale has been used extensively in cancer populations and has evidence of

reliability and validity [12, 10].

Experiences with being asked about involvement in decision making

Patients answered the following author-derived question: “Did a doctor, nurse or other
healthcare provider ask you how involved you would like to be in making decisions about
your cancer care?” The following response options were used: i) “Yes, and | wanted this”,
i) “Yes, but I did not want this™, iii) “No, but | wanted this™, iv) “No, but I did not want
this”, v) “Not applicable”. This question was informed by a review of the literature and
discussions among the research team and clinical experts.

For the analysis, the response options were divided into the following categories: being
asked vs. not being asked although patients wanted this vs. not being asked but patients
did not want this. This work was informed by the principles of patient-centred care which
suggest that care should align with patients’ preferences. As such, we looked specifically
at the patient subgroup who indicated that their care did not meet their wishes (i.e. patients

who wanted to be asked but were not asked), in order to examine whether this might be
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associated with discordance between their preferences for and experiences with
involvement in their treatment decisions. Nine patients (2.5%) indicated that they were
asked, but did not want to be asked, about their preferred level of involvement in treatment
decision making. Of these, three patients (0.8%) reported discordance between their
preferred and perceived level of involvement in their last important treatment decision.
As the number of patients in this subgroup was too small to allow for meaningful
regression analysis, this group of patients was combined with those patients who
indicated that they were asked and wanted to be asked about their preferred involvement

in making decisions regarding their cancer treatment.

Independent measures
The following self-reported details were also collected from the survey and used in this
study: date of birth, gender, home postcode, education, cancer type, time since diagnosis,

and stage of cancer at diagnosis.

Statistical analysis

All analyses were conducted in Stata 14.2. Consent bias for age and gender was assessed
using Chi-square tests. Frequencies and percentages of patients’ preferences for and
experiences with treatment decision making were calculated. Incomprehensible or blank
survey responses were treated as missing (see Appendix 10.3). Weighted kappa statistics
with user-defined weights was used to assess the concordance between patients’ preferred
and perceived roles played in their last important treatment decision. We assigned “partial
credit” according to how much patients’ preferences and experiences differed on the five-
point Control Preferences Scale: 0 for a one-point difference, 0.25 for a two-point
difference, 0.5 for a three-point difference and 0.75 for a four-point difference [21].
Logistic regression modelling was conducted to assess the association between

discordance between patients’ preferred and perceived involvement in treatment decision
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making and whether patients were asked and wanted to be asked about how involved they
would like to be in the treatment decision-making process. The final model was adjusted
for patient age and gender. Listwise deletion was used to remove observations with
missing data; so only complete data were included in the final model. The Hosmer-
Lemeshow Goodness of fit test was used to assess the fit between the model and the data,
with a p-value above 0.05 considered adequate. Multicollinearity was assessed, while the
area under the ROC curve was evaluated to assess the final model’s discriminative ability,

with an area under the ROC curve (AUC) of 0.7 or more considered acceptable.

1.5 Results

Participants

Seven hundred and eighty-four eligible oncology patients were approached. Of these, 527
(67%) consented to participate and 423 (54%) returned a completed questionnaire that
was included in this study. Participants had a mean age of 64 years (see Table 1.1). More
than half of the participants were female (n=234, 55%). Approximately a third of the
cancer patients included in this study were receiving treatment for breast cancer (n=133,
31%) and were diagnosed more than two years before (n=141, 34%). Fourteen patients
did not answer the question about cancer type. However, as patients’ cancer diagnoses
were confirmed via medical records, these patients were included in this study. Also, 21
patients reported that they had more than one type of cancer. As the exact cancer type
was not known for these patients they were categorised as having an “Unknown” cancer
type. There were no statistically significant differences between consenters and non-

consenters with regard to age and gender (p > 0.05).
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Table 1.1 Sociodemographic and cancer-related characteristics of participants
(see Appendix 1.3)

Characteristic Patients n=423 (%)?
Age in years mean (SD) 64 (12)
Gender
Male 189 (45)
Female 234 (55)
Education
High school or below 237 (58)
Trade or vocational training 115 (28)
University degree 50 (12)
Other 6 (1.5)
Cancer type
Breast cancer 133 (31)
Colon cancer 53 (13)
Prostate cancer 56 (13)
Lung cancer 38 (9)
Other 108 (26)
Unknown 35 (8)
Time since diagnosis
0-3 months 44 (11)
4-6 months 82 (20)
7-12 months 79 (19)
1-2 years 66 (16)
More than 2 years 141 (34)
Stage of cancer at diagnosis
Early 208 (51)
Advanced and/or incurable 135 (33)
Don’t know 62 (15)

2 not all columns sum to 423 due to missing data

Preferences for and experiences with involvement in treatment decision making

Table 1.2 shows patients’ preferred and perceived level of involvement in treatment
decision making. Seven patients did not complete these survey items. Thus, 416 patients
(98% of all study participants) were included in the analysis. One hundred and thirty-one
patients (32%) preferred an active role in making their last important treatment decision.

One hundred and sixty-two patients (39%) preferred to make the decision collaboratively
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with their doctor; while 123 patients (30%) preferred a passive role in decision making.
Most patients (n=288, 69%) reported having their preferred decision-making role (see
Table 1.2). However, almost a third of participants (n=128, 31%) were not involved to
the extent to which they would have preferred. Agreement between preferred and
perceived role was moderate, with a weighted Kappa coefficient being 0.52 (95% CI:
0.44 - 0.53). Of those reporting a role discordance, 72% (n=92) indicated that they would
have liked to be more actively involved in making their last important treatment decision

than they were, whereas 28% (n=36) wanted a more passive role.

Table 1.2 Level of agreement between preferred and perceived involvement in last

important treatment decision

Perceived Preferred involvement n=416 (%) Total
involvement
n=416 (%0) Patient | Mainly | Collabor - | Mainly | Only

only patient | ative doctor doctor
Patient only 10(2.4) | 9(2.2) 3(0.7) 0 0 22 (5.3)
Mainly 5@2) |77(19) |10(2.4) 1(0.2) 1(0.2) 94 (23)
patient

Collaborative | 1(0.2) |22(5.3) |118(28) 6 (1.4) 1(0.2) 148 (36)

Mainly doctor | 0 3(0.7) 20 (4.8) 24 (5.8) |5(1.2) 52 (13)

Only doctor 0 4 (1) 11 (2.6) 26 (6.3) |59 (14) | 100 (24)

Total 16 (3.9) | 115(28) [ 162 (39) |57(14) |66(16) |416
(100)
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Association between role discordance and not being asked about preferences for
involvement in treatment decisions

Of those who answered this question (n=365, 86% of all study participants), more than
half (n=202, 55%) were asked how involved they would have liked to be in decision
making; 81 patients (22%) were not asked. Patients who indicated that this question was
not applicable to them were excluded from the analysis (n=82, 22%). When adjusting for
age and gender, we found a statistically significant association between discordance
between patients’ preferred and perceived involvement in their last important treatment
decision and patients reporting having not been asked how involved they would like to
be in treatment decision making, although they wanted this (p < 0.04; OR: 2.37; 95% CI.
1.07 - 5.20). Patients who reported having not been asked how involved they would like
to be in their treatment decision, although they wanted this, had significantly higher odds
of experiencing discordance between their preferred and perceived involvement in their
last important treatment decision, compared with those patients who reported having been

asked how involved they wanted to be.

1.6 Discussion

Asking the patient is the first step towards delivering patient-centred care

Our study results emphasise that not asking patients about their preferred involvement in
cancer treatment decision making may lead to care that does not align with patients’
wishes. We found that almost a third of cancer patients in our study did not attain their
preferred decision-making role, and most of these patients were less involved than they
would like to be. Our data also indicate that patients who were not asked by their
clinicians how involved they would like to be, although they wanted this, had higher odds
of reporting discordance between their preferred and perceived level of involvement in
their treatment decisions. In order to deliver patient-centred care, clinicians should ask
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patients about their decision-making preferences, rather than making assumptions about
what patients want, or deciding on their behalf [22]. Clinical judgement of patients’
decision-making preferences does not always reflect patients’ actual preferences [15, 23].
It may also be inappropriate to rely on patient characteristics or stereotypes, such as age
or gender, to assume what patients’ preferences for involvement in treatment decision
making may be [24]. Eliciting patients’ decision-making preferences by asking them how
they would like to make treatment decisions may help provide high-quality patient-

centred cancer care [1].

Why some healthcare providers may not ask their patients about their preferences
for involvement in decision making

Some healthcare providers have raised concerns that asking patients about their decision-
making preferences and tailoring care accordingly may increase clinicians’ time pressure
[25]. However, evidence is lacking as to whether more time is required to engage patients
in medical decision making [26, 27]. Some healthcare providers may believe that their
patients do not want to be asked about their decision-making preferences as they do not
want to take any responsibility for the treatment decision [28]. Yet, there is considerable
evidence to suggest that although not all patients wish to be involved in healthcare
decision making, they would like their clinician to ask them about their preferences and
take their preferences into account when making treatment decisions [29]. It is also
possible that some clinicians do not feel capable of adequately asking patients about their
preferences due to a lack of skills or experience [30]. A direct question regarding a
patient’s preferred involvement in decision making may not be understood by the patient
[31]. Clinicians may need to use various communication techniques to ascertain how

involved patients wish to be.
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How to help clinicians ask patients about their preferences and adequately involve
them in treatment decisions

In order to provide optimal, patient-centred care, it is essential that clinicians are open to
discussions around the variance in patients’ preferences for decisional control. It may be
helpful to discuss with patients how much and what kind of information they would like
to receive, and how much time they need to familiarise themselves with the risks and
potential benefits of their available treatment options [32]. Such discussions may be a
first step towards eliciting how engaged patients would like to be in deciding on their
care. To help facilitate this, numerous training programmes on patient-centred decision
making have been introduced into professional development for clinicians [33]. However,
training in patient-centred decision making has not yet been widely implemented into
clinical practice [33]. More research is warranted to examine which components of
decision-making programmes are most effective and why, in order to increase clinicians’
confidence in such programmes and facilitate their implementation into routine cancer
care [34].

Also, training on patient-centred decision making should be provided on a continuous
basis given that communication skills can decline over time [35]. Ongoing formal or
informal coaching on patient-centred decision making may increase clinicians’
confidence in involving patients in decisions regarding their care. For example, it has
been suggested that such coaching may assist clinicians and patients with using self-
administered strategies designed to improve adequate patient engagement in healthcare
decisions [36]. One such strategy are decision aids which provide patients with evidence-
based information on the options available to them and support patients with choosing
the option that aligns with their preferences [37]. Decision aids intend to encourage

patients to communicate their preferences and participate more in the decision-making
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process [38]. Numerous studies have shown that decision aids improve a number of
patient outcomes, for instance by reducing patients’ decisional conflict and increasing
patients’ understanding of the options available to them [39]. However, the routine use of
decision aids in clinical practice is not yet commonplace [40]. Early evidence suggests
that coaching on patient-centred decision making may help increase the use of such

decision support strategies in clinical practice [41, 42].

Limitations

Recall bias may have occurred with those patients who had a relatively long period of
time between their last important treatment decision and survey completion, providing
incomplete or inaccurate responses. Prospective studies in this area are needed to reduce
the likelihood of recall bias occurring. Also, patients’ preferences for decision making
may have changed over time and might have been different at the time when the decision
was made compared to the time when they completed the survey for this study.
Longitudinal studies may help investigate this issue. The survey did not ask patients to
reflect on one specific type of treatment; rather, patients were asked to reflect on their last
important treatment decision. Consequently, patients may have been referring to different
types of treatments and may have different preferences for treatment decision making
depending on the treatment they are deciding on [9]. The final regression model had an
AUC of 0.55, which suggests that its discriminative ability was poor. However, AUC
thresholds are context dependent and an AUC of > 0.5 may be acceptable in this setting
[43, 44].

Finally, this study only assessed patients’ perceived involvement in their last important
treatment decision. We did not assess their actual involvement, and whether clinicians
actually asked patients about their preferences. Examining patients’ perceived

involvement in treatment decision making is important because if patients are not
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perceiving they received their preferred care, patient-centred care is not being delivered
to them. However, it is possible that there is a difference between patients’ perceived and
their actual involvement in making their last important treatment decision. Observational
studies are needed to examine whether patients’ perceived role matches their actual role
in decision making regarding their cancer treatment. This may be done through qualitative
analysis of audio- or video-recordings of the consultations during which the treatment

decisions were made [45].

1.7 Conclusion

Providing care that is respectful of and responsive to patients’ needs and preferences is a
cornerstone of high-quality cancer care. Most patients in our study preferred playing an
active or collaborative role when making cancer treatment decisions. While the majority
of study participants received care that aligned with their preferences, there is room for
improvement. Almost a third of cancer patients in our study were identified as not being
involved in decision making to the extent they desired. Not being asked about
involvement in treatment decisions, despite wanting this, was associated with discordance
between patients’ perceived and preferred level of involvement in decision making.
Clinicians should explore patients’ preferences for how involved they would like to be in
their cancer treatment decisions, and tailor care accordingly. Strategies, such as training
programmes on patient-centred decision making or the use of decision aids, may improve
doctor-patient communication and help adequately involve cancer patients in their

treatment decisions.
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PAPER TWO

Women’s experiences with deciding on neoadjuvant systemic therapy

for operable breast cancer: a qualitative study

Patient decision making can be a complex process which is influenced by various factors
that may impact on patients’ treatment choice and their satisfaction with the decision [1].
Little is known about the interplay of these factors, such as the time patients take to make
a decision or how they use different information sources within the decision-making
process [2]. We have not yet fully understood how cancer patients make difficult
treatment decisions and what we can do to adequately support them when they are
deciding on their treatment [3, 4] . In order to provide optimal, patient-centred care, we
must deepen our understanding of when and with whom they make their decisions, what
strategies they find helpful in supporting the decision-making process, and what factors
they find impede this process.

Paper Two addresses this gap by focusing on one treatment decision that can be
particularly difficult for patients. For this paper, qualitative research methods were used.
These are particularly suited to provide a theoretical understanding of how and why
patients decide for or against a specific treatment [5, 6]. Conducting this type of research
can enhance our understanding of existing quantitative data by providing valuable in-
depth insights into patients’ views of and experiences with complex decision-making
processes [7, 8]. Using qualitative research methods can further inform future quantitative
studies by providing suggestions for how to design and implement decision support

strategies that are tailored to patients’ needs and preferences [9, 10].
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2.1 Abstract

Aims: We explored, qualitatively, in a sample of Australian early-stage breast cancer
patients eligible for neoadjuvant systemic therapy (NAST): (i) their understanding of the
choice of having NAST; (ii) when and with whom the decision on NAST was made; and

(iii) strategies used by patients to facilitate their decision on NAST.

Methods: A sub-sample of patients participating in a larger intervention trial took part in
this study. A total of 24 semi-structured telephone interviews were analysed using

framework analysis.

Results: A number of women perceived they were not offered a treatment choice. Most
patients reported that the decision on NAST was made during or shortly after the initial
consultation with their doctor. Women facilitated decision making by reducing deciding
factors and “claiming” the decision. Most women reported that they made the final

decision, although they did not feel actively involved in the decision-making process.

Conclusion: When patients are deciding on NAST, patient-centred care is not always
delivered to them. Clinicians should emphasise to patients that they have a treatment
choice, explain the preference-sensitive nature of deciding on NAST and highlight that
patients should be involved in this treatment decision. Providing patients with appropriate
time and tailored take-home information may facilitate patient decision making. Process-
orientated research is needed to adequately examine patient involvement in complex

treatment decisions.
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2.2 Background

Patient-centred decision making implies that patients are offered a treatment choice, are
enabled to participate in the decision-making process and have the final say regarding
their treatment decisions [1, 2]. This has been shown to increase patients’ understanding
of their treatment options, and improve patients’ satisfaction with their care and their
overall quality of life [3-5]. Clinicians have been encouraged to help patients become
involved in deciding on their treatment, to the extent they desire [6]. However, treatment
decision making can be challenging. Treatment choices are increasingly involving
differing outcomes, such as efficacy and toxicity, which may be valued differently by
different patients [7, 8]. Such preference-sensitive decisions often add complexity and
uncertainty at a time when patients are likely to be distressed from the initial cancer
diagnosis.

A potentially difficult preference-sensitive decision is the choice as to whether to receive
neoadjuvant systemic therapy (NAST) or not. Early-stage breast cancer patients with
larger operable or highly proliferative disease may be offered this option. It involves the
receipt of chemotherapy or endocrine therapy before cancer-removing surgery. Based on
current prospective randomised data of 3,946 patients with operable breast cancer,
survival rates and disease progression are equivalent for NAST compared with upfront
surgery, regardless of cancer type [9]. However, the impacts of the two options are
different. Some patients may value NAST due to a higher chance of breast-conserving
surgery rather than mastectomy [10]. NAST also allows a better understanding of tumour
response and biology. This can facilitate prognostication [9, 11], and may decrease
patients’” anxiety associated with their cancer [12, 13]. However, some patients may prefer
having upfront surgery as they fear that their cancer could get worse while receiving

NAST, and thus wish to have the tumour surgically removed as soon as possible [14].
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Adequate patient involvement in such difficult treatment decisions is not always applied
in clinical practice [15, 16]. Elwyn et al. have argued that the specific underlying issues
that militate against the adoption of adequate patient involvement are still under-
investigated [17]. To guide the development and implementation of appropriate decision
support for cancer patients, we need to better understand how patients make difficult
treatment decisions and what we can do to adequately support them when they are

deciding on their treatment [18].

2.3 Aims

This paper reports a qualitative analysis of telephone interviews conducted as part of a
prospective, single-arm pre- and post-trial. The trial aimed at evaluating a decision aid
which has been designed to help women decide on NAST. We explored, qualitatively, in
a sample of early-stage breast cancer patients eligible for NAST: (i) their understanding
of their treatment choice; (ii) when and with whom their decision on NAST was made;
and (iii) strategies used by patients to facilitate this decision. Another analysis focusing
on women’s use and perceived benefit of the decision aid is presented in Paper Three of

this thesis.

2.4 Methods

Setting and sample
A purposeful sample of 24 patients attending breast cancer treatment centres in New
South Wales and Victoria, Australia, was used. Recruitment continued until data

saturation (no new themes in three consecutive interviews) was perceived to be achieved.

Inclusion and exclusion criteria
Patients were eligible for this study if, at the time of enrolment, they i) were female; ii)
were aged >18 years; iii) had a histological diagnosis of operable invasive breast cancer;
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iv) were considered for NAST as a treatment option with curative intent; and vi) were
willing and able to access the trial information through the internet and complete a
telephone interview. Patients were excluded if: i) <3 months duration of NAST was
planned; ii) they had a hearing or another impairment or insufficient English language
skills for participation in a telephone interview; iii) they had inflammatory, metastatic, or
inoperable breast cancer; iv) they were considered by the treating investigator to have a
medical or psychiatric condition precluding informed consent; and vi) they were unable

to be contacted via telephone.

Ethics approval and consent to participate

This study was developed and conducted in accordance with the tenets of the Declaration
of Helsinki and principles of Good Clinical Practice. All participants provided voluntary
informed consent to join the study, which had been approved by the regional research
ethics committee (approval number: 14/12/10/4.05, see Appendix 8.2) and conducted

according to local site governance processes.

Recruitment

The treating clinician identified all eligible patients attending their clinic for a
consultation, introduced the larger intervention trial and obtained written consent to be
contacted by the Australia and New Zealand Breast Cancer Trials Group for study
registration (see Appendix 10.4). Consenting patients were emailed a link with access to
the trial information letter and online consent form for the larger intervention trial, which
gave participants the option to opt out of a follow-up telephone interview. Patients who
consented to a telephone interview were contacted via telephone by a researcher to

schedule the interview (see Appendix 10.5).
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Data collection

All interviews were conducted by one researcher who had been trained extensively in
qualitative research methods. Participants were informed that the interviews would be
audio-recorded and transcribed but that their information would remain de-identified.
They were asked to tell how they made their decision on NAST, in the way they preferred,
without interruption from the interviewer. This narrative was followed by semi-structured
questions about the information provided to patients, their information-seeking
behaviour, the decision-making process and psychological concerns (for questions in
each domain of the question guideline please see Additional file 1 and Appendix 9.2). At
the end of the interview, patients were given the option to provide additional comments.
The questions were informed by a previous study and discussions among the research
team [14]. Participants were asked as many questions as needed to gain the required
information, with prompting used to elicit topics not spontaneously spoken about by

patients.

Data analysis

Interviews were transcribed verbatim. Transcripts were checked for accuracy by one
researcher and analysed using framework analysis (AH) [19]. Conclusions drawn from
the data were double-checked by another researcher (NZ). Disagreement was resolved by
discussions among all members of the research team. According to Gale et al., the
framework analysis approach belongs to a broad family of qualitative data analysis
methods often related to as “thematic analysis” or “qualitative content analysis.” As
suggested by these approaches, we aimed to draw both descriptive and explanatory
conclusions from the data, which were clustered around themes [19]. The transcripts were
read line by line, and their content was examined, compared, and categorised to apply a

paraphrase or label (a “code”) that describes what was interpreted in the passage as
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important. “Open coding” took place, i.e. anything was coded that could have been
relevant from as many different perspectives as possible [19]. Codes were then grouped
to start the development of more complex categories. An analytical framework was
developed based on key categories, and data were assigned to the codes and categories in
the framework [20].

An iterative approach was followed, with newly developed and existing codes and
categories constantly being compared with each other and revised if necessary [21]. This
enabled us to develop interpretive concepts that describe or explain aspects of the data
(i.e. themes) [19]. The coding process was accompanied by writing analytical memos to
help document the research process and preliminary findings. This approach to qualitative
data analysis provided a systematic model for mapping and interpreting the data and was
thus considered appropriate for developing a profound understanding of patients’
decision-making experiences [19]. Demographics are presented using appropriate

summary statistics.

2.5 Results

Patients were interviewed between February 2016 and February 2017. Fifty-nine patients
consented to participate in the trial, 30 (51%) consented to be interviewed and 24 (41%)
were available for an interview, by which time saturation was achieved. The median time
since diagnosis was 91 days (interquartile range = 49,169). Participants’ median age was
51 (standard deviation [SD] = 7.3, Table 2.1). The results are organised around three
themes: (1) patients’ perceptions of being provided with a treatment choice; (2) decision
making in a situation of perceived emergency; and (3) strategies used to facilitate decision

making.
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Table 2.1 Sociodemographic and cancer-related characteristics of participants

Characteristic Patients n=24 (%)
Age in years, mean (SD) 51 (7.3)
Marital status

De facto 4 (17)

Married 17 (71)

Single 3(13)
Education

Secondary school 4 (17)

Vocational 3(13)

University 17 (71)
Lymph nodes involved

Yes 10 (42)

No 14 (58)
Treatment decision

Neoadjuvant 21 (88)

Adjuvant 3(13)
Surgery

Mastectomy only 10 (42)

Breast-conserving surgery only 13 (54)

Both 1(4.1)

Patients’ perceptions of being provided with a treatment choice

Many patients did not feel that they had a choice of whether or not to receive NAST. This
was for three main reasons. First, some women perceived that they were not offered a
treatment choice at all. They felt that their doctor provided them with a treatment plan
without discussing alternative options. This did not allow women to participate in the
decision-making process. However, due to the power imbalance between doctor and

patient, women accepted their doctor’s treatment choice.

She (=the surgeon) said, you’re going to have chemo anyway, so let’s have it first.
Shrink the tumour, and yeah — that was very simple. We didn’t even discuss other
options at all. She made the decision. (...) | heard that it usually goes, surgery

first, then chemo. When | told her | want to have surgery first, then chemo, she
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said, that’s not going to happen, and then | said, okay, you know best; and that

was all. (P8)

Second, even when they perceived they were offered a treatment choice, many women
did not feel that they had a say in the treatment decision. They reported that the decision
was strongly guided by their doctors. Doctors were seen to have a preference for the
“best” treatment choice and were perceived to have guided the decision-making process
both in an explicit way (i.e. providing a treatment recommendation) and in an implicit
way (i.e. implying a preferred treatment option through the way in which options were
presented to patients). All women followed their doctors’ treatment advice. Some women
felt that they were “in their doctors’ hands” (P2) and that they could only participate in
the decision-making process if they were agreeing with their doctors’ treatment
recommendation. In these instances, decision making on NAST was predominantly
characterised by clinicians’ disclosure and explanation of information, rather than being

a shared process which involves joint participation between doctor and patient.

Ultimately they both (=the surgeon and the oncologist) heavily heavily heavily
recommended that | make this decision that favours what they decided. So whether
it’s — they gave me the information which was pretty hard to say no to. Whether
they made the decision and then decided to convince me that it was the best option,
or whether | was just — you know | go with the experts. (...) | suppose | did make

the decision, but it was after some pretty heavy pressuring. (P 16)

It was pretty much this is what we recommend. He (=the oncologist) did present
it as you have a choice but all of the advice led down that path (=to have NAST).

(P 21)

Third, some women struggled with comprehending and accepting the preference-

sensitive nature of the decision on NAST. Although survival outcomes are equivalent for
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NAST and upfront surgery, women found it hard to understand that their preferences
needed to be involved in the decision-making process to determine the “best” treatment
choice. These women perceived the decision on NAST as a no-win situation. They felt
that no matter which option they chose, it would not lead to a perceived gain, given that
survival benefits are similar for NAST and upfront surgery, and given that they would
have chemotherapy anyway. Some women experienced the decision-making process as a
burden, rather than a chance to make a treatment decision in line with their individual

preferences.

Either way wasn’t really going to make any difference. | guess I felt by doing it
beforehand (=chemotherapy before surgery), I’m not disadvantaging myself (.) It
seems that the results and so on are the same, or there doesn’t seem to be much

in difference. (P 12)

Unfortunately it’s such a grey area that there are pros and cons to both sides. So

you’re like shit, there’s no obvious answer at the end. (P 22)

Decision making in a situation of perceived emergency

Many women felt that the decision on NAST needed to be made quickly and perceived
they were in an emergency situation which required urgent action to prevent a worsening
of their cancer. The majority of patients reported that the decision was made during or
shortly after the initial consultation with their doctor. A mean of 5 days (SD = 4.6) elapsed
between study consent and treatment decision. A number of women reported having little
time between the consultations with their medical specialists during which their treatment
options were discussed. Some women noted the limited amount of time they had with
their doctors during these consultations. Many women felt rushed when deciding on
NAST. This did not allow them to comprehend and weigh up the information provided

to them and make a considered treatment decision.
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It was all really quite quick for me. I only found out in the morning and (was) then
at the doctor’s the same day, both the breast surgeon and the oncologist. So there
wasn’t very much down time for me. (...) So | was straight into, okay, you’ve been

diagnosed, and straight into acting on it straight away. (P 5)

Because when you are in a surgeon appointment, it’s only a limited amount of
time. Like it’s specific to, boom, boom, boom, the things that have to be dealt with.

(P 17)

A number of women felt a loss of control over the situation in which the decision was
made. They were overwhelmed by the fear associated with their diagnosis and the
potential treatment outcomes. Many patients reported a lack of medical expertise and did
not feel capable of taking an active role in the decision-making process. A number of
women perceived the lack of information as a “vicious circle” as it did not allow them to
ask further questions which might have helped overcome their perceived lack of
understanding. Some women felt that it was their responsibility to escape this “vicious

circle” by seeking additional decision support.

Obviously it was overwhelming because it’s not something that you obviously

hope on anybody. (P 5)

Maybe | would have wanted to know more about prognosis and survival rates,

but, if I wanted to know more, | should have asked more. (P 8)

Most women made the decision with their doctors and their support persons and perceived
them to be the most important information sources for deciding on NAST. Some women
reported they appreciated it if their doctor suggested a treatment plan and offered to
change the course of treatment at any time. These women perceived that the “right”

treatment choice was determined by treatment success. Having the option to change the
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treatment plan if NAST was considered unsuccessful seemed to help women feel more

satisfied with their decision.

Yeah, like I really didn’t know either way, so — but | was happy with the decision
that was made knowing that at any time we could stop the chemo and have surgery
if they felt the cancer was progressing or wasn’t reacting or — yeabh, if there were

any other signs going on. (P 2)

Strategies used to facilitate decision making

Women used a number of strategies to facilitate decision making on NAST. The most
commonly used strategies included: i) reducing deciding factors; ii) “claiming” the
decision; and iii) using additional information. These strategies are described below.
Most women did not contemplate the variety of potential reasons for or against having
NAST. They seemed to base their decision on one or two key factors which they
perceived as most important to them, at the time when the decision was made, such as
having breast-conserving surgery rather than a mastectomy, or having a treatment that
would affect the whole body, not just the breast. The reasons why women decided for or
against NAST did not only relate to the medical effectiveness of the treatment options
available to them. Some women decided on NAST based on their personal circumstances
or on what they considered emotionally “bearable.” For example, some women made the
decision on NAST based on their family commitments or the fear associated with their
cancer. This highlights that when deciding on NAST, the “right” treatment choice

depends heavily on patients’ individual preferences and needs.

So if it doesn’t affect the prognosis and/or the percentages of survival, and it does
help you in other words in a few ways, in that the cancer can be reduced in size

which means that the operation is not such a major one. Number one (1). Number
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two (2), if the cancer does reduce in size, they know that the chemo actually works.

(P 16)

I suppose in the back of your mind you’re thinking because as it’s (=the
chemotherapy) blasting the whole body and even if it is somewhere in my body,

you can only hope that it has been blasted by this chemotherapy. (P 4)

I think the main clincher with me was finally feeling the size of the lump after the
dressing’s come down and everything. Then just thinking that | couldn’t cope with
that (=not getting the tumour removed immediately) and not knowing if it was

going to get bigger or spread. (P 9)

I thought, well, 1 would rather get the chemo out of the way first because we’ve
also got something coming up later in the year and | didn’t want to be going
through chemo when that happened. Our daughter’s wedding is in the middle of

the year, so that’s why I was happy to do the chemo first. (P 7)

Most women described the decision-making process in the passive voice. Although they
did not seem to play an active role in deciding on NAST, most women reported that they
made the final decision and thus “claimed” the decision. In these instances, patients’
perceived involvement in the decision-making process differed from their perceived

involvement in the final decision.

I guess it was my decision at the end of the day but | was really just guided by

what the doctors were saying. (P 2)

I guess you sign the paper and you say I’m making the decision but I do think that
definitely the surgeon and the oncologist had both said this is what we would

recommend. (P 21)
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Women used additional written information, such as the decision aid that was part of the
larger trial, to confirm their decisions on NAST, rather than changing them.! Using
additional information helped women supplement the information provided by their
doctors and reassure themselves that their treatment decision was not solely determined
by their doctors’ opinions, but based on women’s individual circumstances and
preferences. Some women reported that using additional information helped them
comprehend that they had a treatment choice and thus enabled them to better understand

the preference-sensitive nature of the decision on NAST.

Then she (=the breast surgeon) said, we’ve got this trial which is a decision tool.
Would you be interested in being part of that? I said, yes that would be good,
because 1’d like to make sure that the decision that 1 am making is not being
influenced by my healthcare practitioners who were telling me what they thought
was better. So this helped me confirm that the decision that we were making

together was the right decision. (P 13)

As | went away and started reading the literature in between sessions, it suddenly

dawned on me that this is actually a choice. I could choose. (P 23)

Women who used additional information in-between the consultations with their surgeon
and their medical oncologist appreciated having sufficient time to make sense of the
information provided by their doctors. It helped them better cope with the perceived

emergency of the situation and feel more involved in deciding on NAST.

L An in-depth qualitative analysis of the use and perceived benefit of the decision aid is presented in Paper
Three of this thesis.
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I think it was important to speak to the surgeon and get his view on it all, but |
think it was also very helpful to have the written information that was in the

decision aid so | could sit and read that at my own pace. (P 17)

2.6 Discussion

Our data suggest that preference-sensitive decision making in the context of NAST can
be difficult for patients. Some did not feel that they were offered a treatment choice or
received a strong treatment recommendation. This is in line with previous studies.
Ziebland et al. analysed pancreatic cancer patients’ perceptions of treatment decision
making and found that doctors were often perceived to have presented surgery as the
obvious course of action, rather than offering a treatment choice that patients might have
been involved in [22]. It is possible that the treatment recommendations of some
clinicians may be at odds with patients’ values [23, 24]. Clinicians should emphasise that
patients have a treatment choice and make it clear that patients can be involved in decision
making. This could be done by offering to explain the available evidence to patients, help
patients comprehend the risks and benefits of their options, check for patients’
understanding, and ask patients about their preferences for information provision and
decision making [25]. A patient-centred approach towards medical decision making could
help patients consider “what matters most to them” and facilitate their involvement in
treatment decisions [26, 27]. This is important as there is evidence to suggest that patients
make decisions regarding their cancer care not only based on statistical risk assessment
but based on a broad range of experiential factors, including family history of cancer and
information sought from their personal network of family and friends [28, 29].

The patients in our study felt that the decision on NAST needed to be made quickly. Many
felt overwhelmed by their diagnosis and treatment options, which is in line with previous
studies on other cancer treatment decisions [27, 30, 31]. It is vital to provide patients with
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appropriate time to consider their options and make sense of the information presented to
them. Where possible, clinicians should emphasise to patients that it is usually safe to
consider their options for a few days before making a decision. Offering a second
consultation may be a strategy worthy of investigation to help improve patients’
understanding of their options and their participation in decision making [26]. Also,
providing additional written information for patients to review at home could take the
pressure off having to provide and receive all required information within the
consultation. This could counteract patients’ feeling of being overwhelmed and allow for
considered decision making, which may reduce patients’ decisional regret [32, 33].

A patient-centred approach towards medical decision making may also reduce costs to
the healthcare system as there is evidence to suggest that patient-centred communication
may be associated with better recovery from discomfort, better emotional health, and
fewer diagnostic tests and referrals [34, 35]. A recent Cochrane review on interventions
to support patient involvement in decision making indicated that consultations that
involved such interventions were on average only 2.5 min longer (median: 2.55 min) [36].
Patient-centred communication about treatment decisions patients have to make soon
after their diagnosis may also lead to more succinct treatment discussions later in patients’
care trajectory [37]. As a consequence, emphasising that patients have a treatment choice
and involving patients in treatment decision making could ultimately lead to more

efficient and effective patient care.

“Claiming” the decision to maintain cognitive consonance and the need for process-
orientated research

Many women reported having made the final decision on NAST, although they did not
feel that they had been actively involved in the decision-making process. Festinger’s

Theory of Cognitive Dissonance may help explain why this occurred. This theory
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suggests that people strive to achieve a state of harmony by maintaining consistency
between their beliefs, values and behaviours, to avoid psychological discomfort [38]. It
might be that patients perceived they made the final decision, although they did not feel
that they played an active role in the decision-making process, to align their behaviour
with their understanding of the situation. It is likely that women perceived an obligation
for being involved in their own healthcare decisions, as it is the patients who have to
manage the consequences of treatment decisions [2]. In line with the premise of cognitive
dissonance theory, it might be that this strategy of “claiming” the final decision helps
patients maintain cognitive consonance and thus psychological comfort by protecting
themselves from any distress they may experience as a result of their views not aligning
with their behaviour.

Decision making is a dynamic process where patients’ preferences and needs may change
[39]. When measuring patients’ decision-making preferences and experiences,
researchers should focus on the decision-making process rather than patients’ perceptions
of the final decision. However, many instruments in this area, including the widely used
Control Preferences Scale, focus on patients’ views about the final decision rather than
the process of decision making [40]. Such measures can be misleading as patients are
often unaware that decisions need to be made and do not feel that they should have
participated in them [41]. Process-orientated measures might help better understand
patient involvement in treatment decisions by examining different components of the
decision-making process [26, 41, 42]. This is likely to increase the progress in the research

and the implementation of patient-centred care.

Limitations
The study findings are not intended to be numerically representative. They rather provide

in-depth insights into how women decided on NAST. As such, we avoided a potentially
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misleading numerical description of our results. We conducted telephone interviews,
which may be a less productive mode of data collection than face-to-face interviews [43,
44]. However, evidence is lacking on whether telephone interviews produce lower quality
data [45-47]. Also, patients may feel more relaxed and able to disclose sensitive
information when being interviewed on the telephone, in the comfort of their homes and
without having to face the interviewer [45]. Furthermore, there is evidence to suggest that
rearranging a telephone interview by calling back at a more convenient time for the
interviewee might cause study participants less embarrassment and difficulty than
rearranging a face-to-face interview [43]. This was considered to be of particular
importance for this study as many women asked to rearrange the interview because they
felt too unwell to do the interview, or because they had to attend the clinic. As a
consequence, it was assumed that conducting telephone interviews, rather than face-to-
face interviews, would reduce research-related burden on patients.

Some women participated in the interview months after deciding on NAST (median time
between study consent and interview: 102 days). This introduces the possibility of recall
bias that could lead to inaccurate narratives [48]. Also, most study participants were well-
educated and younger. Older women and those with lower levels of education may have
different experiences with deciding on NAST [49]. Clinicians’ communication skills and
styles may have influenced how women decided on NAST. For example, clinicians’ skills
in communicating risks might have had an impact on patients’ understanding of their
options [50, 51]. As we do not have recordings of the consultations where the decision on
NAST was discussed, we do not know how clinicians’ communication skills and styles

may have influenced patient decision making.
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2.7 Conclusion

Although the patients in this study presumably had a choice between two equally effective
treatment regimes, a number of women felt overwhelmed and believed that they were not
offered a treatment choice. Clinicians should emphasise to patients that they have a
treatment choice, explain the preference-sensitive nature of NAST and highlight that
patients should be involved in this decision, to the extent they desire. Strategies to support
patient involvement in deciding on NAST might include providing patients with
appropriate time and further written information to consider at home. Where possible and
reasonable, clinicians should emphasise to patients that it is usually safe to take a few
days to consider their options before a decision is made. Also, many of the study
participants “claimed” the decision and reported having made the final decision, although
they did not feel actively involved in deciding on NAST. Process-orientated research is
warranted to examine changes in patients’ preferences for and experiences with making

cancer treatment decisions.
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2.9 Additional files

Additional file 1 — Questions in each domain of the question guideline

Questions on information provided to patients included asking patients: i) where they
received information to help them make a decision about whether to have chemotherapy
before surgery; ii) which of these information sources they found most useful; iii) what
exactly the information was that helped them make the decision; iv) whether they felt
they were given enough information to allow them to make a decision; v) if they felt they
were not given enough information, what other information they would like to have
received; and vi) how they would like information presented to them (written, face-to-

face, online).

Questions regarding the decision-making process and psychological concerns included
asking patients: i) who made the decision in the end; ii) what was difficult about making
the decision; iii) how certain they were about the decision at the time when they made the
decision; iv) how certain they were then that they made the right decision; and v) if their
certainty had changed, why it changed. Patients were further asked whether: vi) they do
or did worry that their cancer would get worse whilst having chemotherapy; vii) what
period during chemotherapy and surgery they found most difficult, mentally and

physically; and viii) whether they worried that their cancer would come back.

Questions regarding other factors which might have influenced patients’ decisions
included asking patients whether and if so, how the following factors influenced their
decision: i) having breast-conserving surgery (lumpectomy); ii) being able to know
whether the cancer responded to chemotherapy; iii) having treatment sooner for the whole
body, not just for the breast; iv) being involved in a clinical trial (and whether their doctor

talked to them about this); v) their ability to have children in the future. Patients were
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further asked whether vi) they were aware that breast cancer can be inherited in the family
and whether that was relevant to their decision; vii) what other issues they considered
when making the decision, such as financial or logistic issues; and viii) whether they had

considered having breast reconstruction.
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PAPER THREE

Exploring women’s experiences with a decision aid for neoadjuvant

systemic therapy for operable breast cancer

Paper Two highlighted that some patients felt rushed when deciding on their cancer
treatment and appreciated being provided with additional information to consider at
home, in-between two consultations with their doctors. Paper Three looks specifically at
women’s use and perceived benefit of a take-home decision aid designed to help patients
decide whether or not to undergo neoadjuvant systemic therapy for breast cancer.

Numerous studies have suggested that decision aids can help patients make decisions
regarding their care, for example by assisting them with becoming more involved in the
decision-making process and increasing their satisfaction with their decision [1, 2].
However, questions remain regarding: i) how patients use decision aids; ii) what aspects
of decision aids they find particularly helpful when deciding on their treatment; and ii)
how decision aids may be best implemented into patient care [1, 3]. This paper will
address these questions, by supplementing the findings of quantitative studies in this area
and providing an in-depth understanding of patients’ use and perceived benefit of a
decision aid designed to help them decide on whether to undergo neoadjuvant systemic
therapy. Also, Paper Three draws on qualitative data from a wider evaluation project
which may enhance our knowledge on how decision aids can be successfully integrated

into the patterns of doctor-patient communication [4].
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3.1 Abstract

Background: Some women with operable breast cancer have a choice between receiving
upfront surgery followed by chemotherapy, or neoadjuvant systemic therapy (NAST)
prior to receiving surgery. While survival outcomes are equivalent for both options, the
decision about treatment sequence can be difficult due to its complexity and perceived
urgency. A decision aid has been developed to help patients decide on whether to receive

NAST.

Aims: To explore, qualitatively, women's use and perceived benefit of a decision aid to

help with their decision on NAST.

Methods: A framework analysis process was conducted on a purposeful sample of 20,
one-on-one, semi structured telephone interviews with early-stage breast cancer patients

eligible for NAST. Participants had recently decided whether or not to have NAST.

Results: Patients perceived the decision aid as useful to becoming more informed and
involved in making a decision as to whether they receive NAST. They described the
information provided in the decision aid as reliable, relevant, sufficient in terms of
amount, and tailored to their needs. Reading and rereading the decision aid at home in-
between the consultations with their surgeon and their medical oncologist allowed women
to better understand their treatment options and easily integrate the decision aid into their

care. The decision aid seemed to confirm but not change women's decisions on NAST.

Conclusion: The decision aid appears to help breast cancer patients support their decision
about whether to receive NAST. Patients' ability to review the decision aid in-between
two consultations seems to be an acceptable and feasible way of integrating the decision

aid into patients' care.
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3.2 Background

Breast cancer treatment decisions can be challenging

To maximise their outcomes, patients should be involved in their treatment decisions, to
the extent they desire [1]. This can decrease patients’ distress and anxiety, and increase
their satisfaction with the consultation and overall quality of life [2]. However, breast
cancer patients can be overwhelmed by the number of treatment options available to them
[3]. In addition to the large number of treatment options available, the complexity of each
treatment choice can further complicate the decision-making process. For instance,
treatment choices are increasingly involving differing outcomes, such as efficacy and
toxicity, which may be valued differently by different patients. Such decisions are called
“preference-sensitive.” [4, 5] They can be very difficult for patients, as the “best choice”
cannot be predefined; it depends on patients’ preferences and involves each individual
patient weighing up the risks against benefits of the options available. It is essential that
patients are adequately supported by the healthcare system when deciding on their

treatment [6].

Deciding on neoadjuvant systemic therapy can be particularly difficult for patients
Some early-stage breast cancer patients with larger operable or highly proliferative
disease may be offered a choice about whether to have neoadjuvant systemic therapy
(NAST), i.e. chemotherapy or endocrine therapy before surgery. This is a particularly
difficult decision to make, as the concept of NAST adds complexity and uncertainty at a
time when patients are likely to be distressed from the initial diagnosis of cancer.
However, patients may value the neoadjuvant approach due to a higher chance of breast-
conserving surgery, rather than mastectomy [7]. Neoadjuvant systemic therapy also
allows a better understanding of tumour response and biology, which can facilitate
prognostication [8]. Improved prognostication can decrease patients’ anxiety and
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depression associated with their cancer and potential treatment outcomes [9, 10]. Survival
and recurrence rates are equivalent for NAST followed by surgery compared with
receiving surgery first [8]. However, some patients fear that their cancer could get worse
while receiving NAST and thus prefer to have the tumour surgically removed as soon as
possible [11]. Therefore, for women with operable breast cancer, the decision for or
against NAST relies heavily on patients’ preferences [12]. To allow these patients to make
informed treatment decisions, they need to be provided with adequate, evidence-based

information.

Decision aids can improve patient outcomes

Decision aids provide patients with evidence-based information regarding the healthcare
options available to them. Decision aids aim to assist patients with clarifying and
communicating the value they associate with each option [13]. They are designed to
engage patients in the decision-making process and to guide them towards making
deliberated decisions that align with their preferences [14]. A number of Cochrane
reviews have shown that decision aids are effective in improving certain patient
outcomes, including increased knowledge and understanding of the options available, and
reduced decisional conflict, when compared with usual care [15]. Although decision aids
have been developed for numerous health conditions, one was not available for the
decision on NAST before this study commenced [16]. To fill this current gap, our group
designed a decision aid to help women become more informed and more involved in
deciding on NAST. The decision aid is being evaluated in a prospective, single-arm pre-
post trial. Here, we report on the qualitative analysis of telephone interviews included in
the larger trial to assess women’s use of, and perceived benefit from, the decision aid.

This sub study aims to provide in-depth insights into women’s perspectives on the
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effectiveness of the decision aid and helps explore whether it may be a valuable tool to

facilitate decision making on NAST in clinical practice.

3.3 Aims

The aim of this study was to explore, qualitatively, in a sample of early-stage breast cancer
patients eligible for NAST, the use and perceived benefit of a decision aid that was

designed to provide women with relevant information to assist their decision on NAST.

3.4 Methods

Development and testing of a decision aid on neoadjuvant systemic therapy

The development of the decision aid was informed by: i) a qualitative study conducted to
examine the information needs of patients receiving NAST [11]; ii) a literature review to
define treatment options and the positive and negative outcomes associated with those
options; and iii) identification of relevant issues important to the decision on NAST by
an expert consensus panel. The structure of the decision aid was based on the International
Patient Decision Aid Standards Collaboration (IPDAS) standards and included a balanced
description of adjuvant and neoadjuvant therapy. The decision aid includes an
introduction that helps newly diagnosed breast cancer patients understand basic concepts
about their treatment modalities. This was important, as these patients may not have
received other written general information at the time when NAST was discussed. The
decision aid further includes brief general information about breast cancer and the
treatments commonly used, an explanation of the options for the timing of chemotherapy
and surgery, the advantages and disadvantages of neoadjuvant and adjuvant therapy, a
values clarification exercise (i.e. a worksheet to help patients consider how they value
key aspects of the decision on NAST), a page for notes, a glossary, and information about

where to find additional resources. To improve patients’ risk perception and lead to better
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informed decision making, key components of risk are presented in visual, numeric, and
narrative formats using appropriate labelling. The decision aid is designed to be
compatible with online and paper delivery. The IPDAS criteria for judging the quality of
decision aids have been adhered to (see Additional file 1 for a completed IPDAS checklist
and Appendix 10.6. for a copy of the decision aid) [17-19]. Consumers and members of
a breast cancer support organisation (Breast Cancer Network Australia) reviewed and
helped refine the content and comprehensibility of the decision aid. Care was taken to
make use of the shortest words and simplest sentence structures possible. Word and
sentence length had to be balanced against the overall length of the decision aid. An
excessively long decision aid was not considered likely to be approachable by those with
low literacy. To avoid duplication of information, the decision aid refers to other
information sources which are routinely made available by breast care nurses to women

who have been diagnosed with breast cancer.

Setting and sample

A purposeful sample of 20 patients attending breast cancer treatment centres in New
South Wales and Victoria were interviewed one-on-one via telephone. Recruitment
continued until data saturation (no new themes in three consecutive interviews) was

perceived to be achieved.

Inclusion and exclusion criteria

Patients were eligible for this study if, at the time of enrolment, they: i) were female; ii)
were aged >18 years; iii) had a histological diagnosis of operable invasive breast cancer;
iv) were considered for neoadjuvant systemic (chemo or endocrine) therapy (NAST) as a
treatment option with curative intent; and v) were willing and able to access the trial

information and the decision aid via the Internet and complete the telephone interview.
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Patients were excluded if: i) < 3-month duration of NAST was planned; ii) they had
hearing or other impairment that would preclude a telephone interview; iii) they had
insufficient English language skills for participation in a telephone interview; iv) they had
inflammatory, metastatic, or inoperable breast cancer; v) they were considered by the
treating investigator to have a medical or psychiatric condition precluding informed
consent; and vi) they were unable to be contacted via telephone. We excluded those
patients who were going to receive less than three months of chemotherapy because the
outcome probabilities presented do not apply to those patients. The intent was to include
patients who were going to receive a full course of neoadjuvant chemotherapy, which is
typically three months or more. This duration is required for maximal benefit from

neoadjuvant chemotherapy.

Recruitment

The treating clinician identified eligible patients attending their clinic for a consultation,
introduced the trial, and obtained written consent to be contacted by the Australia and
New Zealand Breast Cancer Trials Group (ANZBCTG) for study registration (see
Appendix 10.4). The clinician then completed a screening form and faxed it to
ANZBCTG. The screening form contained an eligibility checklist, investigator
assessment of information needs and distress at that time, consent for release of
information to the ANZBCTG, and patient email address and telephone number for
further contact. Patients who consented to further study contact were emailed a link with
access to the trial information letter and online consent form, which patients could access
after the consultation with their treating clinician. The consent form asked patients to
provide consent to take part in the larger intervention trial and gave participants the option
to opt out of a follow-up telephone interview. Once patients had consented to participate

in the trial they entered their demographic details and completed a series of patient-
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reported outcome measures in an online survey. Patients were then provided with access
to the decision aid, which they could read online or print out. Patients who consented to
a telephone interview were contacted via telephone by a member of the research team
(AH) to schedule the interview (see Appendix 10.5). Most interviews took place two to
three months after study consent (median time between study consent and interview: 93

days). Women were not asked to have the decision aid on hand during the interview.

Data collection

All interviews were conducted by a single researcher (AH) who has been trained in
qualitative research methods. Participants were informed that the interviews would be
audio-recorded and transcribed but that their information would remain confidential and
de-identified. They were then asked to tell the interviewer how they made their decision
to have chemotherapy before or after surgery. Participants were encouraged to tell their
story in the way they preferred, without interruption from the interviewer. This narrative
was followed by semi-structured open-ended questions that included asking patients
about the information provided to them, their information-seeking behaviour, the
decision-making process, psychological concerns, and experiences with the decision aid.
The question guide is described in Additional file 2 and Appendix 9.2. At the end of the
interview, patients were given the option to provide additional comments. The questions
were informed by a previous study and discussions amongst the research team [11, 19].
Participants were asked as many questions as needed to gain the required information,

with prompting used to elicit topics not spontaneously spoken about by patients.

Data analysis
Interviews were transcribed verbatim. Transcripts were checked for accuracy by one

researcher (AH) and analysed using a framework analysis process. Transcripts and
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conclusions drawn from the data were double-checked by another member of the research
team (NZ). Disagreement was resolved by discussions between AH and NZ. The
framework method was considered appropriate to develop a profound understanding of
patients’ experiences with the decision aid, as it provides a systematic model for
managing and mapping the interview data and for generating themes by making
comparisons within and between cases [20]. After the research team familiarised
themselves with the data, AH examined, compared, and categorised segments of content
to assign codes and to start the development of categories. A category in this sense was a
group of codes that shared a commonality [21]. After identifying initial codes and
categories, AH developed a coding matrix and assigned data to the codes and categories
in the coding matrix [22]. This coding matrix was then discussed and refined with one
member of the research team (NZ). Throughout the coding process, an iterative approach
was applied. Newly developed categories and existing ones were constantly compared
with each other and revised if necessary. To do this, the interviews were analysed
individually and then compared with each other [23, 24]. The coding process was
accompanied by writing analytical memos. This helped document the research process
and preliminary findings. These techniques contributed to the intersubjectivity of the
procedure and allow to reconstruct or repeat the analysis [25]. Demographics are

presented using appropriate summary statistics.

Ethics

This study was developed and conducted in accordance with the tenets of the Declaration
of Helsinki and principles of Good Clinical Practice. All participants provided voluntary
informed consent. The study was approved by a recognised Human Research Ethics

Committee and conducted according to local site governance processes (see Appendix
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8.2). The parent intervention trial was prospectively registered on the Australia and New

Zealand Clinical Trials Registry (www.anzctr.org.au, ACTRN12614001267640).

3.5 Results

Demographics

Patients were interviewed via telephone between February and September 2016 by one
researcher (AH). Of 59 patients who consented to the larger trial, 42 consented to be
interviewed and 20 were interviewed; by this time, saturation was achieved. Interviews
lasted between 15 and 37 minutes. Participants’ median age was 52 years (SD = 6.9);
median time since diagnosis was 82 days (IQR = 49 141). The majority of patients
decided on NAST (85%), while the remaining 15% underwent upfront surgery. Most
patients were married or living with a partner (85%) and had a university-level degree

(75%, Table 3.1).

The use and perceived benefit of the decision aid

The following themes emerged from the data: i) integration of the decision aid into care;
i) improved knowledge and understanding of treatment options; iii) provision of
customised, reliable information; and iv) facilitation of involvement in decision making.
Our data suggest that by providing customised and reliable information to patients, the
decision aid helped women better understand their options and thus facilitated the
decision-making process. Most women used the decision aid in-between the consultations
with their doctors. Thus, the decision aid could be easily integrated into women’s care

pathway. The themes are described in detail below.
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Table 3.1 Sociodemographic and cancer-related characteristics of participants

Characteristic Patients n=20 (%)
Age in years, mean (SD) 52 (6.9)
Marital status

De facto 3(15)

Married 14 (70)

Single 3 (15)
Education

Secondary school 3 (15)

Vocational 2 (10)

University 15 (75)
Lymph nodes involved

Yes 9 (45)

No 11 (55)
Treatment decision

Neoadjuvant 17 (85)

Adjuvant 3 (15)
Surgery

Mastectomy only 9 (45)

Breast conserving surgery only 10 (50)

Both 1(5)

Integration of the decision aid into care

Most women used the decision aid just after the initial consultation with their surgeon
about their treatment options, prior to their consultation with the medical oncologist, and
perceived this as the right timing. A mean of five days (SD = 2.3) elapsed between study
consent and treatment decision. Reading and rereading the decision aid at home in-
between the two consultations allowed women to easily integrate the decision aid into
their care. They appreciated the opportunity to reconsider their options at their own pace
after consulting their surgeon. This was particularly important for those women who
thought that the initial consultation with their surgeon did not provide sufficient time to
answer all the questions they had. Many women felt that the decision on NAST needed
to be made quickly and welcomed using the time in-between the consultation with their
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surgeon and their medical oncologist to think about their options with the help of the

decision aid.

I think it was important to speak to the surgeon and get his view on it all, but |
think it was also very helpful to have the written information that was in the
decision aid so | could sit and read that at my own pace. (...) When you are in a
surgeon appointment, it’s only a limited amount of time. Like it’s specific to,
boom, boom, boom, the things that have to be dealt with. It felt like it (=the
decision aid) was more information than what 1’d had from him (=the surgeon).
It was also that | was able to absorb it better because I could sit down and take

the time to read it. (patient ID: 13010041)

While most women received the decision aid after the initial consultation with their
surgeon, many women made the decision during or just after this initial discussion and
some wished they had the decision aid “right from the start” (patient ID: 13010035), i.e.
just after their diagnosis. Although using the decision aid in-between two consultations
seemed appropriate, some patients reported they would have liked to receive the decision
aid during rather than after the initial consultation with their surgeon.

The book that | was sent after | did that survey, |1 would have loved to have had

access to that book from the get go. (patient 1D: 13010034)

Some patients did not use the decision aid as they felt that they (or their doctors) had
already made the decision. However, most women read the entire decision aid at least
once and then reread the passages they perceived to be most relevant to them. The amount
of information provided was seen to be appropriate. Patients appreciated that they could
read the decision aid from beginning to end or only focus on those parts they were most

interested in.
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You could read more into it if you wanted, but for me, | read bits and pieces of the
bits that weren’t relevant to me — and all of what was relevant to me but I think it
was enough information that if you weren’t quite sure you could always go and
get more if you wanted (...) for me it was the right amount of information. (patient

ID: 13010033)

Improved knowledge and understanding of treatment options
The decision aid enhanced patients’ knowledge and understanding of the treatment
options available to them by summarising and extending the information provided by
their doctors. It helped women comprehend and make sense of their cancer and treatment
options. Many women reported that the decision aid made up for their perceived lack of
medical expertise by providing structured, objective information and by answering
questions patients had after the consultation with their doctor.
Sometimes you just need it clearly laid out in front of you, this is your options,
without having different people who had their own agendas telling you what is

right and what is wrong, or what you should do. (patient ID: 13010033)

It enhanced what my surgeon had told me and allowed me to process it and
understand it at a greater depth than | would have been able to if | hadn’t had the

decision aid. (patient ID: 13010034)

It was very simply written and also to the point. | suppose there were some
questions that I might have been asking myself and they were being answered in

that booklet. (patient ID: 13010035)

Some women indicated that the included graphs and statistics were particularly helpful
for understanding the potential risks and benefits of their treatment options. Others found

that the explanation of different types of breast cancer helped them better understand why
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different patients received different treatments. Some participants with medical
backgrounds felt that the decision aid could have provided them with more detailed
information, for example, on potential risks and benefits of NAST and upfront surgery
according to different age groups. However, they thought that the decision aid provided
the right depth and breadth of information to suit the needs of the heterogeneous group of
breast cancer patients, which includes patients with very different educational

backgrounds and literacy levels.

It did give figures for chances of it (=the cancer) disappearing altogether and
chances of it coming back, the different types of cancer and yeah, | became a bit
more of an expert about breast cancers and the different types that | had been

before. (patient 1D: 13010048)

I found it interesting to read a little bit about the other cancers and make the
decision on me and my situation rather than everyone’s situation. (patient ID:

13010033)

I think that the particularly relevant bit was understanding the different types of
cancer and the explanation of the HER2 and the other types of cancer, and how
they are all slightly different, because I didn’t know any of that before I got cancer.
(...) So yes, the relevant thing, I think, was understanding all the different types
of cancer and how one size doesn’t fit all. Not everyone should have the same

approach. (patient ID: 13010041)

The decision aid also helped women deal with the fears associated with their treatment
options and assisted them in making an informed, rational decision based on their

individual circumstances and preferences.
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| felt after reading it (=the decision aid) that my fears about the tumour
remaining there were abated really. (...) My cancer was triple negative and |
understood that it had potentially grown quite fast. Once | understood the
rationale for why I might have chemotherapy first, | actually felt it was a better
option for me to start the chemotherapy sooner rather than later, given that it also

had spread to my lymph nodes. (patient ID: 13010033)

Providing customised, reliable information

Women appreciated that information was provided in both face-to-face and written
format. Many women preferred the printed decision aid over the online version due to
ease of access, viewing, portability, and ability to make notations. Also, patients preferred
using the decision aid instead of information they found by searching online. They
perceived the information provided in the decision aid to be more trustworthy and targeted

to their needs, compared with sources that they identified on the Internet.

I just found that the information that I was Googling on the Internet, it was too
much, it was too airy fairy. Whereas this (=the decision aid) was just straight to
the point, it was just in great user friendly language and that’s what I really loved

about the book. (patient ID: 13010035)

| was a little bit overwhelmed and | wanted reliable information, so | chose not to

Google, not to do a Google doctor. (patient ID: 13010034)

All patients who used the decision aid described the information provided in the decision
aid as reliable and tailored to their needs. They liked how the decision aid was organised,
including the use of graphics, tables, and sufficient white space that reduced the crowding

of text. Most patients found the decision aid easy to understand and balanced (not in
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favour of NAST or upfront surgery). Some patients perceived it to be in favour of NAST

and wished it contained more information on upfront surgery.

The way it’s laid out, it’s quite spacious on the pages and there are lots of
diagrams and stuff. So it’s not, you know, it’s quite intimidating if it was all heavy

text closely together. (patient ID: 13010015)

I think it was more slightly biased in terms of chemotherapy first but it could have
just been my reading of it because | was already in that frame of mind. (patient

ID: 13010041)

Facilitating involvement in decision making

The decision aid not only enabled patients to make an informed decision on NAST but
also helped them become more involved in the decision-making process, for example, by
prompting additional questions to ask their doctors during the consultation. Some women
took parts of the decision aid to the next consultation with their specialist. This served as
a platform for further discussion about their preferences and concerns and helped women
remember the questions they wanted to ask their doctor. One patient found the step-by-
step approach for how to arrive at a treatment decision particularly helpful. This section
of the decision aid included guidance to patients to understand, review, prioritise, and

discuss the information provided (see Additional file 3).

I felt like I was more involved in the decision and | was making the decision in a
more informed way than | maybe would have been able to if 1’d just relied on the

surgeon’s information, if that makes sense. (patient ID: 13010033)

It (=the decision aid) was opening up other questions for me to think about, to

help me think about. (patient ID: 13010024)
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I actually then just pulled out pages that I thought were more towards what | was
thinking. (...) I took that with me to the oncologist appointment. Just so | had

things that reminded me of what | wanted to ask. (patient ID: 13010026)

Some women reported that their family members used the decision aid as well and thus
became more informed and involved in the decision-making process. This saved patients
from spending time and effort educating their support persons about the risks and benefits

of the different treatment options available to them.

My husband went through the decision aid as well, and also my two adult
daughters. | think it was quite helpful for them. I saved my breath, if you know
what | mean, in terms of having to explain and justify why one option might be a

better choice than another. (patient ID: 13010034)

All patients received a treatment recommendation from their doctor and chose the
recommended option. The decision-making process was guided by their doctors’ opinions
and based on patients’ trust in their doctors’ medical expertise and experience. Although
the decision aid helped patients understand their options, confirm their decision, and
increase their involvement in the decision-making process, it did not change women’s
decisions on NAST. Women who felt they made an informed decision on NAST and were
involved in the decision-making process seemed to be more satisfied and certain about

their decision.

It (=the decision aid) just kind of clarified and confirmed to me what | was doing,

and the decision | made. (patient ID: 13010032)

| felt that having chemo first was the right decision — and the information in there
(=the decision aid) helped me confirm that that was the right decision. I just think

it’s something that should be out there for all women in this situation (...) It’s such
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an important tool to have to make sure that you’re making the decision that’s right

for you. (patient ID: 13010033)

3.6 Discussion

Fitting decision aids into the clinic workflow: a feasible prospect

These results suggest that the decision aid was a useful tool to support breast cancer
patients in deciding on whether to have NAST. The themes that emerged from the data
were of integration of the decision aid into care, increased knowledge and understanding
of treatment options, provision of customised, reliable information, and involvement in
the decision-making process. The decision aid supported women’s comprehension of
their cancer and the treatment options available to them. It facilitated their participation
in deciding on NAST and helped women confirm that they made the right decision. This
is in line with current evidence supporting the effectiveness of decision aids in improving
patient outcomes [15, 26]. The degree of patients’ engagement with this decision aid
demonstrates the feasibility of patient involvement in decision making in the context of a
confronting diagnosis accompanied by a variety of decisions, rather than expecting
clinician-led decision making.

Although decision aids have been shown to be effective in improving patient outcomes,
widespread clinical use is not yet commonplace [27]. More efforts need to be made to
explore how to best integrate decision aids into routine doctor-patient communication.
Depending on the format and the decision being made, individual decision aids may be
better suited to use either during the consultation or afterwards [15]. The breast cancer
patients in our sample appreciated reading the decision aid in-between having a
consultation with their surgeon and their follow-up consultation with their medical
oncologist. Patients received the decision aid after the initial consultation with their

surgeon, while waiting to see their medical oncologist. This allowed the decision aid to
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be easily integrated into their care pathway. It also gave women the opportunity to
reconsider their options and feel more certain about choosing a treatment. This is in line
with previous studies reporting reductions in patients’ decisional conflict, decisional
regret, and depression after the use of decision aids, which had been delivered as a post-
consultation supplement [15, 28, 29]. Further studies have suggested that using a decision
aid prior to the consultation during which a healthcare decision is made might increase
patients’ feeling of being informed about their options, as well as patients’ ability and
willingness to participate in the decision-making process at hand [30-32].

Although using the decision aid in between patients’ consultation with their surgeon and
their consultation with their medical oncologist seems to be appropriate, some women
said that the intervention should be introduced and endorsed during the initial consultation
with their surgeon. Such an approach may be possible with sufficient resources. However,
it may be difficult to broadly incorporate into routine practice, given many clinicians’
reluctance regarding the provision of decision aids during the consultation [33, 34]. For
example, it has been suggested that clinicians might fear that the use of decisions aids
would increase their time pressure [35, 36]. Further barriers include clinicians’ lack of
awareness of decision aids and their belief that decision aids are not applicable to the
circumstances of each individual patient [37].

The study processes precluded investigators from providing participants with the decision
aid at the initial consultation with their surgeon, because pre-decision-aid questionnaires
were required for the larger intervention trial in which this qualitative study was
embedded. However, investigators were given a card showing key images and graphs
from the decision aid to demonstrate within the consultation. In routine clinical practice,
the decision aid could be briefly introduced during the initial consultation with the

surgeon. Face-to-face communication between doctor and patient may be best suited to
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introduce and explain the preference-sensitive nature of the decision on NAST and the
potential benefits of the decision aid [38]. This is in line with previous studies that suggest
that patients may value having important treatment decisions discussed with their
clinician first and having decision aids delivered during the consultation [39, 40]. Patients
could then use and engage with the decision aid after the consultation to broaden and
deepen their understanding of the conveyed information and prior to making a final

treatment decision.

Exploring the benefits of the decision aid on neoadjuvant systemic therapy

The women included in our sample were well-educated and had high health literacy
levels, which may have contributed to positive feedback about comprehensibility. We do
not know whether women with lower health literacy levels would perceive the same
benefits from using the decision aid. However, there is evidence to suggest that if patients
with lower literacy levels are provided with appropriate decision support, they would
participate equally well and benefit by becoming more aware of their healthcare options
[41]. It would be beneficial to administer the decision aid to a more representative sample
of breast cancer patients to investigate whether our findings are generalisable.

The decision aid reassured women that they made the right decision on NAST but did not
change their decision. Other decision aid studies have demonstrated a variable effect on
treatment choice [15]. However, the intent is to inform and involve rather than to change
people’s minds. AIll women trusted and followed their doctors’ treatment
recommendation. Many patients felt that their treatment decision needed to be made
quickly and felt overwhelmed by their cancer diagnosis and treatment options. Decision
aids, such as the one provided within this study, may be an opportunity to counteract this
“rushed” decision making by allowing patients to reconsider and confirm their treatment

decision [42, 43]. Because all patients in our study received a treatment recommendation,
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this decision aid could be used to educate women on the preference-sensitive nature of
the decision on NAST and to highlight the benefits of involving patients’ preferences in
this decision [44, 45]. Thus, the endorsement by clinicians influenced the decision aid’s
success. Also, the decision aid gave patients’ support persons specific information about
the options available and enabled their participation in the decision-making process. This
mirrors previous studies that reported that decision aids can increase families” knowledge

of the options available to patients and their involvement in decision making [46, 47].

The influence of the decision aid on the decision about neoadjuvant systemic therapy
Although most women felt that the decision aid provided unbiased, balanced information,
some women perceived that the decision aid was in favour of NAST. When probed to
explain why they felt this way, women reported that they decided on NAST and felt that
they might have read the decision aid according to what they had already decided. One
could assume that to obtain or maintain cognitive consonance, women who chose NAST
read the decision aid to confirm their decision and thus got the impression that NAST was
recommended by the decision aid [48]. However, it may be that the decision aid is in fact
biased. Further examination is needed to answer this question.

A number of women indicated a preference for more detailed information. Although the
decision aid includes links to further information sources, it may be worthwhile to provide
an optional supplement to the decision aid for those patients who would like to receive
more information on the decision on NAST. Such a supplement could include information
on potential risks and benefits of NAST and upfront surgery according to different age
groups. This would be more amenable to an online format, which incorporates links and
additional pages for those who want more information. Similar approaches have been

shown to be valued by patients [49, 50].
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Limitations
Our findings are not intended to be numerically representative. They rather provide much-
needed in-depth insights into patients’ use and perceived benefit of this decision aid, and
decision aids in general. As such, we avoided potentially misleading numerical
description of our results. A quantitative analysis of the decision aid that includes a larger
sample size will be reported elsewhere. Most study participants (85%) chose NAST over
upfront surgery. Thus, women’s perceptions of the decision aid may have been influenced
by their treatment decision. Also, some women used the decision aid months prior to the
interview, introducing the possibility of recall bias that could potentially lead to
inaccurate narratives [51]. Some patients noted that the shock over their cancer diagnosis
and the plethora of information to consider added further difficulty with remembering the
decision aid’s content.

That is a really, really shady period of my life. I can’t remember much. You

probably know that people do not remember much when they first hear the

diagnosis. (patient ID: 13010023)

We do not have recordings of the consultations during which the decision aid was
introduced. Thus, we do not know how the communication skills and styles of the doctors
who were involved in the delivery of the decision aid may have influenced patients’ use

and perceived benefit of the decision aid.

3.7 Conclusion

Our results suggest that the decision aid is a valuable tool for supporting women with
their decision on NAST. It seemed to increase women’s knowledge and understanding of
the options available to them and helped them feel more involved in the decision-making
process. The decision aid assisted women with confirming that they made the right

decision. For most women, using the decision aid in-between the consultation with their
129



surgeon and the consultation with their medical oncologist appeared to be an acceptable

and feasible way of integrating the decision aid into patient care.
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3.9 Additional files

Additional file 1 — Completed IPDAS checklist

IPDAS 2005: Criteria for Judging the Quality of Patient Decision Aids

Steering Committee: A O'Connor (CA) & G Elwyn (UK) (co-leaders) with A Barratt (AU), M Barry (US), A Coulter (UK),

M Holmes-Rovner (US), N Moumjid (FR), H Llewellyn-Thomas (US), M O'Kane (US), R Thomson (UK), D Stacey (CA),

T Whelan (CA) Methods Group: G Elwyn (leader, UK) with S Bernstein (US), P Shekelle (US), R Thomson (UK), R Valk (US)
Stakeholder Leader: A Coulter (UK) Quality Criteria Panels: A O'Connor (CA) & H Llewellyn-Thomas (US) (editors) with
J Austoker (UK), A Barratt (AU}, M Barry (US), H Bekker (UK), ] Belkora (US), C Braddock (US), P Butow (AU), E Chan (US),
A Charvet (Switz), A Clarke (UK), ] Davison (CA), ] Dolan (US), A Edwards (UK), V Entwistle (UK), A Fagerlin (US),

D Feldman-Stewart (CA), J Fowler (US), D Frosch (US), P Hewitson (UK), M Holmes-Rovner (US), T Hope (UK),

M] Jacobsen (CA), A Kennedy (Switz), S Knight (US), M Kupperman(US), B Ling (US), T Marteau (UK), K McCaffery (AL},

N Moumjid (FR), A Mulley (US), M O'Connor (US), E Ozanne (US), M Pignone (US), A Raffle (UK), C Ruland (NO),

L Schwartz (US), K Sepucha (US), S Sheridan (US), S Stableford (US), D Stacey (CA), D Stilwell (US), V Tait (CA),

D Timmermans (NL), L Trevena (AU), T Whelan (CA), C Wills (US), S Woloshin (US), S Ziebland (UK)

What are patient decision aids and why are they needed?

Patient decision aids are tools to help people participate in their health decisions in ways they prefer. They are
used when there is more than one medically reasonable option to diagnose or treat a health problem. Each of
the options has good and bad features that people value differently. Even when two people are in the same
situation, what is important for one person may be different for another person. Therefore, there is no clear
answer that applies to everyone. The best choice involves matching which features matter most to a person with
the option that has these features. To make a good decision, you need an expert on the facts (e.g. a health
practitioner) and an expert on which features matter most (e.g. the patient) and a way to share their views with
each other in ways they prefer.

Patient decision aids aim to do three things to prepare a person for decision making. They provide facts about a
person’s condition, the options and their features. They help people to clarify their values (the features that
matter most to them). They help people to share their values with their health care practitioner and others, so a
course of action can be planned that matches their values. Patient decision aids do not advise people to choose
one option over another. They do not replace counseling from a health care practitioner. Instead, they prepare
people to discuss the options with their health care practitioner,

An international group of researchers, known as the 'Cochrane Review Team of Patient Decision Aids’ is
compiling decision aids and summarizing the results of research trials. The latest review of 34 studies shows that
patients and practitioners who use patient decision aids make better decisions. Patients participate more, know
more, and have more realistic expectations of what might happen. They are more likely to receive an option with
features they most value (O'Connor et al., Cochrane Library, 2003).

The International Patient Decision Aid Standards (IPDAS) Collaboration is a group of researchers,
practitioners and stakeholders from around the world. The goal is to establish an internationally approved set of
criteria to determine the quality of patient decision aids. These criteria will be helpful to a wide variety of
individuals and organizations that use and/or develop patient decision aids.

Why are standards needed?

There are over 500 patient decision aids available or being developed by many different individuals and groups
around the world. However, people have difficulty knowing whether or not a decision aid is a source of reliable
health information that can help in decision making.

How were the standards obtained?

There was a 2-stage evidence-informed Delphi consensus process

e Participants included 122 people from 14 countries and 4 stakeholder groups [researchers/developers;
health professionals/ patient/consumers; policy makers/health plan administrators]

+ A voting document was developed from a series of background papers on 12 quality domains. [The experts
who wrote these papers are listed above]. Before voting on the importance of each criterion in judging the
quality of a patient decision aid, voters reviewed: definition of decision aids; definition of criterion;
theoretical link between criterion and decision quality; and empirical evidence supporting or not supporting
its use in decision aids. Evidence was derived from fundamental studies and a Cochrane Collaboration
systematic review of randomized trials of patient decision aids.

The standards are summarized in a users’ checklist on the next page.
For more information and to obtain copies of the IPDAS documents visit our website at

www.ipdas.ohri.ca
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Table 3. IPDAS Patient Decision Aid Checklist for Users

I. Content: Does the patient decision aid ...

Provide information about options in sufficient detail for decision making?

® describe the health condition 2.1
¢ list the options 2.2

| list the option of doing nothing 2.3
7 describe the natural course without options 2.4
 describe procedures 2.5
v describe positive features [benefits] z.6
 describe negative features of options

[harms / side effects / disadvantages] z.7

 include chances of positive / negative outcomes 2.8

Additional items for tests
| describe what test is designed to measure 2.5
71 include chances of true positive, true negative, false
positive, false negative test results 210
71 describe possible next steps based on test result >.11
| include chances the disease is found with / without
screening z.12
| describe detection / treatment that would never have
caused problems if one was not screened z.13

Present probabilities of outcomes in an unbiased and understandable way?

X use event rates specifying the population and time
period 3.1

» compare outcome probabilities using the same
denominator, time period, scale 32, 33,356

% describe uncertainty around probabilities 1.4

¥ use visual diagrams 3.5

% use multiple methods to view probabilities [words,
numbers, diagrams] 3.7

» allows the patient to select a way of viewing
probabilities [words, numbers, diagrams] s

x allow patient to view probabilities based on their own
situation [e.g. age] z.¢

2 place probabilities in context of other events 3.10

= use both positive and negative frames [e.g. showing
both survival and death rates] z.13

Include methods for clarifying and expressing patients’ values?

7 describe the procedures and outcomes to help
patients imagine what it is like to experience their
physical, emotional, social effects 4.1

5 ask patients to consider which positive and negative

features matter most 4.2
¥ suggest ways for patients to share what matters
most with others 4.3

Include structured guidance in deliberation and communication?

i provide steps to make a decision 6.1
= suggest ways to talk about the decision with a health
professional s.2

winclude tools [worksheet, question list] to discuss
options with others 6.3

II. Development Process: Does the patient decision aid ...

Present information in a balanced manner?
5t able to compare positive / negative features of
options 5.1

Have a systematic development process?

s includes developers’ credentials / qualifications 1.1

% finds out what users [patients, practitioners] need to
discuss options 1.2, 1.2

= has peer review by patient / professional experts not
involved in development and field testing 1.8, 180

% is field tested with users [patients facing the
decision; practitioners presenting options] 1.4, 1.5

srshows negative / positive features with equal detail
[fonts, order, display of statistics] «.»

The field tests with users [patients, practitioners] show
the patient decision aid is:

# acceptable 1.6, 1.7

> balanced for undecided patients 4.3

» understood by those with limited reading skills 0.6

Use up to date scientific evidence that is cited in a reference section or technical document?

» provides references to evidence used 111

I report steps to find, appraise, summarise evidence
11.2

* report date of last update 113
= report how often patient decision aid is updated 11.4

Disclose conflicts of interest?

x’ describe quality of scientific evidence [including lack
of evidence] 11.5a, 11.50

™ uses evidence from studies of patients similar to
those of target audience 116

0 report source of funding to develop and distribute the i report whether authors or their affiliations stand to

patient decision aid 7.1, 7.

Use plain language?

 is written at a level that can be understood by the
majority of patients in the target group 10.3

' is written at a grade 8 equivalent level or less
according to readability score [SMOG or FRY] 0.4

gain or lose by choices patients make after using the
patient decision aid 7.3, 7.4

¥ provides ways to help patients understand
information other than reading [audio, video,
in-person discussion] ios
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Table 3. IPDAS Patient Decision Aid Checklist for Users

Meet additional criteria if the patient decision aid is Internet based
provide a step-by-step way to move through the web 1 provides security for personal health information

pages s 1 entered into the decision aid s.4
allow patients to search for key words =.2 make it easy for patients to return to the decision aid
provide feedback on personal health information that after linking to other web pages s:s
is entered into the patient decision aid s.3 71 permit printing as a single document ¢5

Meet additional criteria if stories are used in the patient decision aid
use stories that represent a range of positive and state in an accessible document that the patient gave
negative experiences s.2 informed consent to use their stories s.5

reports if there was a financial or other reason why
patients decided to share their story 75

III. Effectiveness: Does the patient decision aid ensure decision making is informed and values
based?

Decision processes leading to decision quality. The patient decision aid helps patients to ...

>t recognise a decision needs to be made 12.1 » be clear about option features that matter most 125
» know options and their features 12.2, 123 > discuss values with their practitioner 12.6
® understand that values affect decision 12.4 x become involved in preferred ways 127

Decision quality. The patient decision aid ...
x improves the match between the chosen option and the features that matter most to the informed patient 12.¢

Note: numbers behind items correspond to endorsed criteria in Table 2.
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Additional file 2 — Questions in each domain of the question guideline

Questions on information provided to patients included asking patients: i) where they
received information to help them make a decision about whether to have chemotherapy
before surgery; ii) which of these information sources they found most useful; iii) what
exactly the information was that helped them make the decision; iv) whether they felt
they were given enough information to allow them to make a decision; v) if they felt they
were not given enough information, what other information they would like to have
received; and vi) how they would like information presented to them (written, face-to-

face, online).

Questions regarding the decision-making process and psychological concerns included
asking patients: i) who made the decision in the end; ii) what was difficult about making
the decision; iii) how certain they were about the decision at the time when they made the
decision; iv) how certain they were then that they made the right decision; and v) if their
certainty had changed, why it changed. Patients are further asked whether: vi) they do or
did worry that their cancer will get worse while having chemotherapy; vii) what period
during chemotherapy and surgery they found most difficult, mentally and physically; and

viii) whether they worry that their cancer will come back.

Questions regarding patients’ experiences with the decision aid included asking patients:
1) how much time they spent using the decision aid; ii) whether it provided additional
information to that provided by their health professionals; iii) whether the information
was relevant to their decision and in what way it was relevant/not relevant; iv) how the
information factored into their decision; v) whether the information was trustworthy; vi)
whether the information was presented in a way that was easy to understand; vii) whether
they perceived the decision aid to be too long, about right or too short; viii) whether the

amount of information was too much, about right, or too little; ix) whether the decision
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aid favoured NAST, was balanced or favoured surgery; and x) whether they have other

comments on the decision aid.

Questions regarding other factors which might have influenced patients’ decision
included asking patients whether and if so, how the following factors influenced their
decision: i) having breast-conserving surgery (lumpectomy); ii) being able to know
whether the cancer responded to chemotherapy; iii) having treatment sooner for the whole
body, not just for the breast; iv) being involved in a clinical trial (and whether their doctor
talked to them about this); and v) their ability to have children in the future. Patients were
further asked whether vi) they were aware that breast cancer can be inherited in the family
and whether that was relevant to their decision; vii) what other issues they considered
when making the decision, such as financial or logistic issues; and viii) whether they had

considered having breast reconstruction.
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Additional file 3 — One page of the decision aid, describing a step-by-step approach

for how to arrive at a treatment decision

Arriving at a treatment decision

The previous pages have outlined the main options available to you now. The following

steps may help you to make a decision whether or not to have chemotherapy or hormonal

therapy before surgery. The decision-making process may be easier if you follow these

seven steps:

1.

Understand your diagnosis and your risk of breast cancer recurring (coming
back) as fully as you can.

Understand your options for treatment and the risks and benefits of these
options.

Review the pros and cons of those options.

Assess the importance to you of the pros and cons.

If you are offered neoadjuvant treatment through a clinical trial, prioritise the
pros and cons of the trial for you (and your family).

Get more information from your doctor or breast care nurse if you are unsure
of anything or have more questions.

Discuss your preferred treatment option with your surgeon, medical
oncologist, family doctor, your family and other significant people in your

life.

You have already gone through steps 1-3. To help you complete steps 4-7, and come to

the decision that suits you best, we have prepared a worksheet on the following page.
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PAPER FOUR

A discrete choice experiment to assess cancer patients’ preferences for

when and how to make treatment decisions

When deciding on a particular treatment there is usually a vast array of information on
each possible treatment option that patients have to consider, comprehend and weigh up
[1]. As the availability of possible treatment options increases, the final decision often
comes down to the specific values and preferences of each individual patient [2, 3]. As a
consequence, many patients feel overwhelmed when being confronted with their cancer
diagnosis, prognosis and available treatment options [4].

To help patients make informed healthcare decisions, it has been suggested that patients
should be provided with two consultations and some time to consider their treatment
options in-between these consultations [5, 6]. This consultation style is supported by the
findings presented in Papers Two and Three which suggest that providing additional
written and/or online information in-between two consultations seems to be an acceptable
and feasible way of integrating decision support into patients’ care pathway. However,
although the qualitative studies included in this thesis provide valuable in-depth insights
into the decision-making process regarding difficult treatment decisions, the results are
restricted to very specific and narrow population groups. If we are going to improve
patient decision making for the wider population we need to explore this using larger
samples. Quantitative data using a large sample of cancer patients are needed to extend
on and generalise the findings obtained from the previous qualitative studies. Specifically,
understanding patients’ preferences for the amount, format and timing of the information
they receive will allow the design of decision support strategies that are patient-centred,

and increase the useability and acceptability of such interventions.
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4.1 Abstract

Background: Cancer patients can be overwhelmed when being confronted with their
diagnosis and treatment options. Such information is often provided during one
consultation between the patient and treating clinician. In order to achieve optimal cancer

care, there may be justification for alternative consultation styles.

Aims: We assessed, in a sample of adult medical oncology patients, their preferences for
(i) attending one 40-minute consultation or two 20-minute consultations and (ii) receiving
written only or both written and online information, when making a cancer treatment

decision.

Methods: This was a cross-sectional survey using a discrete choice design of 159 adult
medical oncology patients presenting for their second or subsequent outpatient
consultation. Participants were presented with a set of hypothetical scenarios and asked
to indicate their most and least preferred scenario. The scenarios contained a caveat
explaining that there would be no difference between the available treatment options in
terms of when treatment would be initiated and the impact it would have on patients’ life

expectancy.

Results: One hundred and forty-seven patients completed the discrete choice experiment.
Of these, 70% (n = 103) preferred being provided with written and online information
rather than just written information. This preference was statistically significant (p <
0.01). Fifty-nine percent (n = 86) of patients preferred two 20-minute consultations over
one 40-minute consultation when making a treatment decision. Significantly, more
patients preferred two shorter consultations rather than one longer consultation when this

was combined with written and online information (p < 0.01).
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Conclusion: When making a cancer treatment decision, clinicians should consider
offering patients written and online information, combined with two shorter

consultations.
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4.2 Background

Involving patients in decisions regarding their cancer care to the extent they desire is
considered best practice [1]. However, delivering such care can be challenging. Cancer
treatment decisions often introduce patients to unfamiliar concepts, a specialised
language and a high degree of uncertainty regarding potential outcomes [2]. Patients may
experience distress and anxiety related to their diagnosis and prognosis which can
interfere with their ability to understand and recall the considerable array of information
they receive about their treatment options [3]. To help ease the burden patients may feel
when making treatment decisions, consensus guidelines have suggested that patients
should be provided with two consultations with a short time between each consultation,
combined with information presented in multiple formats [4]. This strategy aims to ensure
patients have adequate time to make an informed decision by affording them the
opportunity to consider the information they receive, seek additional information and/or
involve others [5]. Despite these potential benefits, patients are commonly provided with
only one relatively long consultation when making decisions about their treatment [6, 7].
To our knowledge, no study has assessed patients’ preferences for the number and length
of consultations and the format of information provided. Having such data will help
inform clinicians about how to best conduct consultations with their patients in order to
align care with patients” wishes. This is an important step towards delivering optimal,

patient-centred cancer care.

Discrete choice experiments to study patients’ preferences

A discrete choice design is a methodologically robust approach to measure the strength
of an individual’s preferences [8]. Discrete choice experiments (DCESs) are based on the
assumption that decisions can be described by a number of key attributes and that an
individual’s choice is influenced by the levels of these attributes [9]. Participants are
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presented with a number of hypothetical scenarios comprised of different levels of
attributes and are asked to indicate their preferred option for each scenario [10].
Compared with other methodologies used to elicit patients’ preferences, DCEs have a
number of advantages, which include: i) the elimination of yes-response bias as patients
are forced to elicit a preference; ii) an ability to quantitatively assess the overall value
people place on different attributes, as well as the trade-offs they are willing to make
between these attributes; and iii) reduced participant burden as they are only required to

answer one single question [11].

4.3 Aims

The overall objective of this study was to utilise a DCE to assess cancer patients’
preferences for two characteristics of oncology consultations. Specifically, we assessed,
in a sample of adult medical oncology patients, their preferences for:
i.  Attending either one 40-minute consultation or two 20-minute consultations when
making a treatment decision about their cancer; and
ii.  Receiving either written only or written and online information regarding their
treatment options.
The scenarios contained a caveat explaining to patients that there would be no difference

regarding patients’ survival rates, as well as when treatment would be initiated.
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4.4 Methods

Design

This was a cross-sectional survey which included a DCE (see Appendix 9.3). It was part
of a larger study which was undertaken in two medical oncology treatment centres in New
South Wales, Australia. We recruited cancer patients who had made cancer treatment
decisions in the past and were thus able to make informed choices regarding the proposed
consultation styles. Recruitment took place from October 2015 to December 2016. The
Hunter New England Human Research Ethics Committee has granted full ethics approval
for this research (approval number: 14/11/19/4.04, see Appendix 8.3). Participants gave
informed consent before taking part in this study. A completed STROBE checklist for

this study can be found in Appendix 10.8.

Inclusion criteria

Patients were eligible for this study if they: i) were aged 18 years or over; ii) had a
confirmed diagnosis of any type of cancer; iii) were English speaking; and iv) were
presenting for their second or subsequent outpatient medical oncology consultation at one

of the two treatment centres included in this study.

Recruitment

Eligible patients were identified by clinic staff, using daily clinic lists. On check-in to
their appointment clinic staff asked eligible patients if they would be willing to talk to the
research team about the study. Informed consent was obtained by a trained research
assistant by consecutively approaching patients who indicated they were willing to talk
to the research team. Consenting patients completed a pen-and-paper survey via their
preferred method (mailed or via email) within one week after recruitment (baseline) and

three months later (follow-up, see Appendix 10.7). The DCE assessed in this study was
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included as part of the follow-up survey. Non-responders received a reminder telephone
call two weeks after receiving a survey and two weeks later. Clinic staff recorded the age
and gender of non-consenters who provided permission, to allow for examination of

consent bias.

Measures

DCE to examine patients’ preferences for consultation type and format of information
The DCE included in this study consisted of two attributes, with two levels each.
Attributes and levels were based on a literature review and discussions among the
research team, which included experts in the areas of health behaviour, oncology and
statistics. The attributes, their levels and the caveat included in the scenarios are described
in Table 4.1 and Figure 4.1. To assess the acceptability and feasibility of the approach,
the DCE was pilot-tested with experts in health behaviour, oncology and statistics, as well
as with breast cancer patients (n = 7) attending a cancer treatment centre in New South
Wales, Australia. Each study participant was presented with four scenarios and was asked
to indicate their most and least preferred scenario. The scenarios were shown in a
randomly selected order. The DCE involved only two attributes with two levels each.
This kept patients’ choices relatively simple. A “no information” option was not included
in the DCE design given clinicians’ ethical obligation to provide some information about
their treatment options to patients in order to obtain informed consent for the suggested

procedure.

Table 4.1 Attributes and levels of the DCE

Attributes Levels

Number and length of consultations One 40-minute consultation
Two 20-minute consultations

Format of information provided Written only

Written and online
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Imagine the following: Your doctor has told you about different treatment options for
your cancer. He has asked you to decide which treatment you would like to have.

Importantly:
- There is no difference between the treatment options in terms of how they will affect

your length of life.

- However, the treatment options have different pros and cons. Your doctor believes
that it is important that the decision is yours. He is happy for you to have either type
of treatment. The decision depends on how you feel about the pros and cons of the
options.

- Whichever treatment you choose, it will start in two weeks from your first
appointment.

We are interested in finding out what you think would help you most in making this decision.
If you were in that situation, which of the scenarios below would you like most? Also, which
of the scenarios would you like least? For each question please choose one option only by

ticking one of the relevant boxes:

One 40-minute | One 40-minute | Two 20-minute | Two 20-minute

consultation consultation consultations consultations
and written and written and | and written and written and
information online information online
only information only information

I would like

MOST

Please tick one
box in this row:

LEAST
Please tick one
box in this row:

Figure 4.1 Scenarios patients could choose from to indicate their most and least

preferred consultation type and format of information

Demographic and cancer characteristics
For this study, the following self-reported demographic and disease-related

characteristics were evaluated: gender, age and cancer type.
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Statistical analysis

All analyses were conducted in Stata 14.2 and R 3.2.3 (2015-12-10). Consent bias with
regard to gender and age were assessed using Chi-square tests. The DCE data were
analysed using descriptive statistics, Pearson’s Chi-square test with Yates’ continuity
correction and an ordinal regression model (see Appendix 10.9). This enabled us to
examine the trade-offs patients made when choosing between the different levels of the

attributes.

4.5 Results

Participants

For the larger study, 455 eligible patients were approached. Of these, 379 (83%)
consented to participate in the larger study. Two hundred and fourteen patients (47% of
all eligible patients approached) were sent a 3-month follow-up survey including the
DCE. Of these, 159 (74%) returned a completed survey. Most participants were female
(n =116, 73%) and were receiving treatment for breast cancer (n = 91, 58%). Participants
had a mean age of 64 years (see Table 4.2). There were no significant differences between

consenters and non-consenters in terms of age and gender (p > 0.05).
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Table 4.2 Sociodemographic and cancer-related characteristics of participants

Characteristic Patients n=159 (%)
Age in years, mean (SD) 64 (12)
Gender
Male 43 (27)
Female 116 (73)
Primary cancer location
Breast 91 (57)
Colon 16 (10)
Prostate 10 (6.3)
Lung 9 (5.7)
Others 32 (20)
Missing 1 (0.6)

Patients’ preferences

Ninety-two percent of study participants (n = 147) completed the DCE. Of the four
scenarios presented to patients, the most preferred option was to receive two consultations
along with written and online information (n = 65; 44%; see Figure 4.2). The second most
preferred scenario chosen by patients was being provided with one consultation and
written and online information (n = 38, 26%). The least preferred scenarios included one
consultation and written information only (n = 23; 16%) and two consultations with
written information only (n = 21, 14%). The ordinal regression analysis showed that
statistically significantly more patients preferred being provided with written and online
information rather than written information only (p < 0.01). Comparatively, there was no
main effect for the attribute of consultation length. However, a significant interaction
between the two attributes was found, with significantly more patients preferring to
receive two 20-minute consultations over one 40-minute consultation, when this was

combined with being provided with written and online information (p < 0.01).
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Figure 4.2 Patients’ preferences for scenarios

4.6 Discussion

Our findings highlight that some patients would prefer receiving information regarding
their treatment options in multiple formats and would like to have time to consider their
options in order to make informed decisions. To our knowledge, this is the first study to
elicit patients’ preferences for the number and length of consultations and the format of
information provided when making a cancer treatment decision. Most patients in our
study preferred being provided with written and online information regarding their
treatment options, combined with two consultations. While we did not directly elicit
patients’ reasons for their choices, potential reasons may include that this consultation
style could allow patients to better “digest” the abundance of information presented
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during the consultation and help overcome their feeling of being overwhelmed [12].
Specifically, providing information via multiple formats can help patients access
information according to their preferences. This can increase patients’ satisfaction with
the consultation and help them better cope with their cancer [13]. It may also help
overcome poor health literacy and enhance patients’ understanding and recall of the
information provided [14].

Offering two consultations may facilitate the involvement of patients’ support persons by
affording them the opportunity to consider the information provided by the doctor and
discuss the treatment options with the patient in-between two consultations. This may be
valued by patients who feel more certain about their decision after consulting their support
persons [15]. However, a number of patients in our study wished to receive one longer
consultation rather than two shorter ones. It may be that these patients perceive urgency
and prefer to make treatment decisions as soon as possible in order take immediate action
and prevent a worsening of their cancer [16]. This preference could also be due to
practical constraints, such as support persons’ ability to attend multiple consultations and

patients’ travel time to the clinic.

Clinicians should offer patients the option of presenting information in multiple
formats in two consultations

The variation across patients’ preferences suggests that a patient-centred approach
towards oncology consultations is required whereby care is tailored to patients’
preferences for information provision and decision making. This requires clinicians to
have a clear understanding of a person’s preferences. However, previous research
indicates that clinicians do not always have an accurate understanding of when and how
patients would prefer to receive information about their treatment options [17].

Clinicians’ misperceptions regarding patients’ comprehension of information [18] and
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preferred involvement in treatment decisions have been reported previously [19]. Asking
patients directly about their preferences for information provision and decision making
has the potential to reduce the discord between patient and clinician estimates [20].
Wherever possible, patients should also be offered the option of receiving information
about their treatment options in multiple formats and having two consultations. Where
appropriate, clinicians should emphasise to patients that it is usually safe to take some

time to consider their options before making a decision.

How to overcome some of the barriers to providing two consultations when making
cancer treatment decisions

Clinicians may question the feasibility of providing two consultations for every patient in
routine practice. For example, patients living in rural areas may have difficulties
travelling to the clinic twice in order to attend two consultations. In these instances, an
alternative option may be to hold the second consultation via telephone or online. Using
videoconferencing to conduct oncology consultations allows rural patients to receive
consultations closer to their homes and has been shown to minimise healthcare access
difficulties [21]. This approach has also been found to be acceptable to patients and
clinicians and can result in net savings to the patient and healthcare system compared
with usual care [22]. It can be implemented in many geographically distant areas which
require lengthy travel to access healthcare [22].

There may also be concerns that providing two shorter consultations would increase
clinicians’ perceived time pressure. For instance, they may need more time associated
with the increased number of consultation letters to write [23]. However, helping patients
understand the information provided to them and involving them in treatment discussions
occurring at an early stage can lead to more succinct discussions later, which may

ultimately save time [24]. It also has the potential to improve a number of patient
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outcomes, including decreased anxiety and fear of cancer recurrence, increased

satisfaction with the consultation and higher quality of life [25, 26].

Limitations and implications for future research

It has been argued that patients’ preferences for choosing hypothetical scenarios may
differ from their preferences for making actual treatment decisions. However, a number
of studies have compared actual choices with stated preferences and found that
parameters from both were similar [27-29]. Telser and Zweifel compared willingness-to-
pay values for health-related goods derived from actual choices with ones derived from a
DCE and found a close correspondence between the two results [30]. Despite including
numerous cancer types, this sample was overrepresented by women diagnosed with breast
cancer. Thus, there is a need to investigate patients’ preferences for different consultation
styles in other cancer populations, including with males. These patients may have
different preferences for information provision and decision making. Having such data
will help examine the generalisability of our findings.

We also do not know how different consultation styles may affect patient outcomes. It
has been suggested that tailoring consultations according to patients’ preferences can
improve a number of patient outcomes, including increased patient satisfaction and
emotional well-being [31]. Intervention trials are needed to assess prospectively the
impact of receiving two consultations along with written and online information, rather
than one consultation and written information only. Two consultations may increase costs
for patients receiving care in those healthcare settings where patients have to pay per
consultation. It may also increase patients’ waiting times. We did not collect information
on how patients would trade-off increased costs and waiting times against receiving their
preferred consultation style. More research is needed to assess whether these factors

would impact on patients’ preferences for different consultation styles.
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4.7 Conclusion

Based on our findings, cancer patients seem to prefer the idea of being provided with
written and online information combined with two shorter consultations, rather than
having one consultation and written information only. Wherever possible, clinicians
should offer patients this consultation style to allow for time to “digest” the presented
information and support patients with making informed treatment decisions. Given the
variation across patients’ preferences, it is essential that clinicians ask their patients about
their decision-making preferences and tailor care accordingly. This can help ensure that

cancer patients receive optimal, patient-centred care.
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PAPER FIVE

Support persons’ preferences for the type of consultation and the
format of information provided when making a cancer treatment

decision

In order to provide evidence-based, patient-centred care, illness needs to be considered
as a social process, not just a biological state [1]. As such, optimal cancer care needs to
incorporate both patients’ and their support persons’ wishes. Support persons can play a
key role in patients’ decision-making process. They often attend clinical encounters, help
patients recall and comprehend the information provided by their doctor, offer opinions
on the presented treatment options and become involved in deciding on patient care [2,
3]. Support persons can also have an impact on the doctor-patient-relationship and
patients’ satisfaction with the care they receive [4]. Paper Five examines support persons’
preferences for the amount, format and timing of the information provided when making
a cancer treatment decision. It also investigates whether support persons’ preferences are
similar to what patients wish. Having such data will help increase our understanding of

how patient-centred treatment decision making can be improved in routine cancer care.
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5.1 Abstract

Background: Patient-centred care incorporates patients’ and their support persons’

wishes.

Aims: We examined, in a sample of cancer patient support persons, their preferences for
i) attending one 40-minute consultation or two 20-minute consultations when making a
cancer treatment decision and ii) receiving additional information in written form only or
in both written and online forms. We also compared support persons’ preferences with

patients’ preferences.

Methods: A cross-sectional survey, using a discrete choice experiment (DCE), of 159
adult medical oncology patients, and 64 of their support persons. Participants were
presented with a set of hypothetical scenarios and asked to indicate their most and their
least preferred scenario. The scenarios contained a caveat explaining that there would be
no difference between the treatment options in terms of when treatment would be

initiated, and the impact it would have on participants’ life expectancy.

Results: Ninety-two percent of support persons (n=59) completed the DCE. Most support
persons preferred to receive two consultations along with written and online information
(n=30, 51%). This was the only scenario that was chosen by statistically significantly
more support persons (p = 0.037). The proportions of patients and support persons

choosing each scenario did not differ significantly from each other (p > 0.05).

Conclusion: When making a cancer treatment decision, this group of patients and support
persons preferred to receive written and online information, combined with two shorter

consultations. Clinicians should consider offering this consultation style.
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5.2 Background

Support persons are an important influence on patients’ treatment decisions

When deciding on their cancer treatment, patients commonly seek help from their partner,
family and friends [1, 2]. Support persons are one of the most important information
sources for patients [2]. Patients value their support persons’ involvement in decision
making and often feel more certain about their decision after consulting their support
persons [3]. Many patients want their support persons to have a say about their cancer
treatment decisions [4]. Support persons’ views on how they prefer to make cancer
treatment decisions can further impact on the relationship between doctor and patient [5].
For example, research suggests that support persons can convince patients to choose
another doctor if they are unhappy with the provided consultation style [5]. Providing
care that does not align with patients’ and support persons’ preferences may increase the
probability of conflicts between doctor, patient and support persons [5]. In order to reduce
the likelihood of such conflicts, it is important that we examine the decision-making

preferences of patients and support persons to find out whether they share the same views.

We need to focus on preferences for consultation style and format of information
provided

Support persons’ views on how to make cancer treatment decisions are often under-
represented when studying healthcare decision making [6]. Accurate, quantitative data
are needed to better understand support persons’ preferences for different characteristics
of oncology consultations. In particular, we need to focus on those characteristics that
tend to vary considerably between clinicians, like the format of the information provided
and the number and length of consultations offered [7]. To allow patients and support
persons to discuss the information provided during the consultation and facilitate support
persons’ involvement in treatment decision making, it has been suggested that patients

171



should be provided with two consultations with a short time between each consultation,
combined with information presented in multiple formats [8]. However, when making
cancer treatment decisions, patients and support persons are commonly provided with one
relatively long consultation and written information alone [9, 10]. To our knowledge, this
is the first study to examine support persons’ preferences for i) the number and length of
consultations, and ii) the format of information provided when making a cancer treatment
decision for themselves; and to assess whether their preferences align with what cancer
patients would prefer. Having such data can help ensure that patients and support persons

receive the resources they need to make informed healthcare decisions.

Discrete choice experiments to study patients’ and support persons’ preferences

Discrete choice experiments (DCEs) are a methodologically robust approach to assessing
people’s preferences. They have been used across a number of fields, including
economics, marketing and healthcare [11]. In a DCE, participants are presented with two
or more hypothetical scenarios and asked to indicate their preferred option [12-14].
Compared with other methodologies which have been used to elicit people’s preferences,
DCEs have a number of advantages, including: reduced participant burden as participants
are only required to consider one single survey item, and elimination of yes-response bias
as participants are forced to elicit a preference [15, 16]. There is evidence to support the

internal validity and consistency of DCE designs [17, 18].

5.3 Aims

To first examine, in a sample of cancer patient support persons, their preferences for:
i.  Attending either one 40-minute consultation or two 20-minute consultations when

making a cancer treatment decision for themselves; and
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ii.  The format of information they would receive regarding their treatment options
(written vs written and online).

We then aimed to compare support persons’ preferences with patients’ preferences.

5.4 Methods

Design

This was a cross-sectional study which included a DCE (see Appendix 9.3). Consenting
participants completed a paper-and-pen survey via their preferred method (mailed or via
email) within one week after recruitment (baseline) and three months later (follow-up).
The DCE assessed in this study was included as part of the follow-up survey. Patient
recruitment, data collection and patients’ preferences have been described in detail in a
separate paper (Paper Four of this thesis and Appendix 10.7). Here we are looking at
support persons’ preferences and whether they differ from patients’ preferences.
Consenting patients were asked to nominate a support person. If this person accompanied
the patient to their appointment, they were approached for consent in the clinic. If the
support person was not present in the clinic, the consenting patient was provided with a
recruitment package which included a study information letter and a survey to pass on to
the eligible person.

Patients were eligible for this study if they: i) were aged 18 years or over; ii) had a
confirmed diagnosis of any type of cancer; iii) were English speaking; and iv) were
presenting for their second or subsequent outpatient medical oncology consultation at one
of the two treatment centres included in this study. Eligible support persons were: i)
nominated by the patient as someone helping them cope with their cancer through
support, encouragement and communication; ii) aged 18 years or over; and iii) English
speaking. Clinic staff recorded the age and gender of non-consenters who provided
permission, to allow for examination of consent bias.
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Ethics
The Hunter New England Human Research Ethics Committee has granted full ethics
approval for this research (approval number: 14/11/19/4.04, see Appendix 8.3).

Participants gave informed consent before taking part in this study.

Measures

DCE to examine patients’ and support persons’ preferences for timing and format of
decision support

The DCE included in this study consisted of two attributes, which comprised two levels
each. This resulted in participants being presented with four scenarios for which they
were asked to indicate their preferences (see Table 5.1 and Figure 5.1). Attributes and
levels were based on a literature review and discussions among the research team, which
included experts in the areas of health behaviour, oncology and statistics. The scenarios
were shown in a randomly selected order. The DCE was pilot-tested with a number of
health behaviour researchers, an oncologist and two statisticians. Feedback on the DCE
design was also sought from breast cancer patients attending a cancer treatment centre in
New South Wales, Australia (n=7). This was to assess the acceptability and feasibility of
the design. Support persons were asked to imagine they had just been diagnosed with
cancer and that they had to make a cancer treatment decision for themselves. They then

followed the same instructions as patients.

Table 5.1 Attributes and levels of the DCE

Attributes Levels

Number and length of consultations One 40-minute consultation
Two 20-minute consultations

Format of information provided Written only

Written and online
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IMAGINE THE FOLLOWING: You have been diagnosed with cancer. Your doctor has told you about different treatment options for your cancer. He has
asked you to decide which treatment vou would like to have.

INMPORTANTLY:
o There 1s no difference between the treatment options i terms of how they will affect vour length of life.
o However, the treatment options have different pros and cons. Your doctor believes that it 1s important that the decision 1s vours. He is happy for vou to
have either type of treatment. The decision depends on how you feel about the pros and cons of the options.
o Whichever treatment you choose, 1t will start in two weeks from vour first appointment.

We are mterested in finding out what you think would help you most in making this decision.
If vou were in that situation, which of the scenarios below would you like most? Also, which of the scenarios would you like least?
For each question please choose one option only by ticking one of the relevant boxes.

One 40-minute consultation One 40-minute consultation Two 20-minute consultations Two 20-minute consultations
and written information only and written and online and written information only and written and online
information information

I would like MOST
Please tick one box in
this row:

I would like LEAST
Please tick one box in
this row:

Figure 5.1 An example of the scenarios support persons could choose from to indicate their most and least preferred consultation type
and format of information
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Sociodemographic and cancer characteristics

For this study, the following self-reported sociodemographic characteristics of support
persons were evaluated from the participant surveys: age, gender, relationship to patient,
whether the support person was living with the patient and the time spent with the patient.
The following self-reported demographic and disease-related characteristics of patients
were included from the participant surveys: gender, age, cancer type (see Paper Four in

this thesis).

Statistical analysis

All analyses were conducted in Stata 14.2 and R 3.4.0 (2017-04-21). Consent bias with
regard to gender and age were assessed using Chi-square tests. The DCE data were
analysed using descriptive statistics, Pearson’s Chi-square test with Yates’ continuity
correction, and an ordinal regression model. This enabled us to examine the trade-offs
participants made when choosing between the different levels of the attributes. Chi-square
tests were used to examine if the proportions of support persons who chose each scenario
were statistically significantly different from the proportions of patients choosing each
scenario, using a p-value cut-off of 0.05. Bootstrapping was used to calculate 95%

confidence intervals. The data coding manual can be found in Appendix 10.9.

5.5 Results

Participants

One hundred and thirteen support persons filled out the baseline survey. Of these, 74%
(n=84) consented to be sent a follow-up survey. Of those consenting to be sent a second
survey, 64 (76%) completed the questionnaire. There were no statistically significant

differences between consenters and non-consenters in terms of age and gender (p > 0.05).
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Support persons had a mean age of 61 years. Most support persons were female (n=41,
64%) and reported to be the patient’s spouse or partner (n=37, 58%, see Table 5.2).

One hundred fifty nine patients returned a completed survey. Most patients were female
(n=116, 73%) and were receiving treatment for breast cancer (n=91, 58%). Patients had
a mean age of 64 years. Patients’ consent and response rates as well as patient

characteristics have been described in detail elsewhere (see Paper Four in this thesis).

Table 5.2 Sociodemographic and cancer-related characteristics of participants

Characteristic Support persons n=64 (%)
Age in years, mean (SD) 61 (13)
Gender

Male 23 (36)

Female 41 (64)
Relationship to the patient

Spouse/partner 37 (58)

Relative 24 (38)

Other 3 (4.6)
Living with the patient

Yes 42 (66)

No 22 (34)
Time spent caring for patient

Less than 20 hours 31 (48)

20-40 hours 10 (16)

More than 40 hours 10 (16)

Unsure or do not provide any care 11 (17)

Missing 2(3.1)

Support persons’ preferences

Ninety-two percent of support persons (n=59) completed the DCE. When comparing their
preferences for the four scenarios, we found that just over half of support persons (n=30,
51%) preferred to receive two consultations combined with written and online
information when making a cancer treatment decision for themselves (see Figure 5.2).
The second most preferred scenario included one consultation and written and online

information, with 24% of support persons (n=14) preferring this option. The third most
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preferred scenario included one consultation and written information only. Fourteen
percent of support persons (n=8) chose this scenario. Support persons preferred least to
receive two consultations and written information only. This option was chosen by 12%
of support persons (n=7). Regression analyses revealed that the only scenario that was
chosen by statistically significantly more support persons included two consultations and
written and online information (p = 0.037). The percentages of support persons choosing

one of the other scenarios did not differ significantly from each other.

Comparing patients’ and support persons’ preferences
The proportions of support persons choosing each scenario did not differ statistically

significantly from patients’ preferences (p > 0.05, see Figure 5.2).

100

%0 [ Support persons

80 @ Patients

70

60

Percentage of study participants

50

40

30
20
. “ ﬂ

Two consultations, Two consultations, One consultation,  One consultation,
written and online  written information  written and online  written information
information only information only

o

Figure 5.2 Patients’ and support persons’ preferences for scenarios
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5.6 Discussion

Overview of findings

We examined support persons’ preferences for different characteristics of oncology
consultations when making a cancer treatment decision, and whether these preferences
differed from what patients preferred. The data presented in this article indicate that most
support persons would prefer to receive two shorter consultations and both written and
online information when deciding on their treatment. This was also true for patients. We
found no difference in the proportions of support persons’ and patients’ preferences for
the other options. This suggests that both patients and support persons seem to be driven
by the same preferences for how to make cancer treatment decisions. They appear to
prefer to receive information on the available treatment options in multiple formats and
would like to have two consultations to make the decision (see Paper Four in this thesis).
When being presented with information on their cancer diagnosis and treatment options,
it has been found that patients and support persons often consider themselves as a team
and describe the decision-making process as a shared effort [6]. Offering two
consultations and thus extending the decisional timeframe may facilitate a shared
approach towards decision making between the patient, their support persons and the
treating clinicians by allowing patients and support persons to talk about the information
provided by the doctors. Also, receiving information via multiple channels may help
patients and support persons access information according to their individual preferences,
and assist them with comprehending, weighing up and using the information presented to

them during the consultation [19, 20].
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Why it is important to incorporate patients’ and support persons’ preferences for
how to make treatment decisions

In order to be patient-centred, healthcare needs to align with patients’ preferences and
incorporate sociocultural influences, such as support persons’ needs and wishes [21, 22].
Our data suggest that patients and their support persons may have similar views about
how to make cancer treatment decisions. As such, support persons may be a source of
information about patients” wishes, which could help doctors identify patients’ decision-
making preferences and tailor care accordingly. Also, the importance of support persons
for patients’ decision-making process has been highlighted by a number of health
psychology theories, such as the Theory of Reasoned Action and the Theory of Planned
Behaviour [23, 24]. These theories suggest that deciding on patient care can be influenced
by the so-called “subjective norm” which refers to i) what beliefs the patients think that
their support persons hold about the decision at hand, and ii) the extent to which patients
are influenced by these others [23, 24]. Clinicians need to be aware of support persons’
role in the decision-making process when aiming to support patients with making
treatment decisions. Aligning care with patients’ and support persons’ wishes can
improve patient outcomes, for example by reducing conflicts between doctors, patients
and support persons [5]. It can further increase patients’ satisfaction with the information
provided by their doctor, improve patients’ emotional well-being and treatment

adherence, and ultimately lead to more efficient and effective patient care [6, 25, 26].

Study limitations and directions for future research

It has been argued that people’s preferences for making hypothetical scenarios may differ
from their preferences for making actual decisions [27, 28]. However, several studies
have compared actual choices with stated preferences and found that parameters for both

were similar [29]. Also, despite their critical role in the decision-making process, support
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persons’ views on how to make treatment decisions are often under-represented when
studying healthcare decision making [6] . Most studies in this area only focus on the
doctor-patient communication and ignore the social context of treatment decision making
[2]. More research on support persons’ views on making treatment decisions is needed to
better understand the social context of medical decision making and improve decision
support for patients. It may be worthwhile administering the DCE, which was included
in this study to other patient and support person groups in order to investigate the
generalisability of our findings.

We examined support persons’ preferences with regard to what they would want if they
decided on their own cancer treatment. However, they may not have experienced cancer
themselves. Thus, their answers may not reflect what they would prefer if they were faced
with this decision. Also, support persons’ preferences for what they would want for
themselves may differ from what they would choose when supporting the patient they
care for. However, this study aimed to examine what they would choose if they had to
decide on their own treatment. Furthermore, intervention studies are needed to examine
how different consultation styles may impact on patients’ and support persons’ outcomes,
such as their understanding of the presented information, their involvement in decision

making and their satisfaction with the consultation.

5.7 Conclusion

Patient-centred care needs to align with patients’ preferences and incorporate
sociocultural influences, such as support persons’ needs and wishes. Support persons can
play an important role in treatment decision making, and their preferences need to be
taken into account in order to achieve optimal, patient-centred cancer care. Based on our
findings, patients and support persons seem to prefer the idea of having two shorter
consultations supplemented with written and online information, rather than one longer
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consultation and written information alone, when making cancer treatment decisions.
Offering this consultation style may help patients involve their support persons in the
decision-making process and assist patients with making informed decisions regarding

their care.
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PAPER SIX

Wilfully out of sight? A literature review on the effectiveness of cancer-

related decision aids and implementation strategies

The qualitative data presented in this thesis suggest that decisions aids provided in-
between two consultations may be a useful strategy to facilitate patient-centred decision
making. We know that increasing research effort has been directed towards developing
and testing interventions which help patients make difficult healthcare decisions [1], and
that decision aids have gained increasing attention by researchers, patient advocates and
policy-makers worldwide [2, 3]. There is considerable evidence to suggest that decision
aids improve a number of patient outcomes, such as improved patient knowledge of their
treatment options and decreased decisional conflict [4, 5]. However, decision aids are not
commonly used in clinical practice [6]. Papers Four and Five reported on the quantitative
data included in this thesis and concluded that intervention studies are needed to test the
effectiveness of different ways of delivering decision support. Little is known about the
direction and progression of research effort in this area over time. Paper Six provides a
review of the literature to examine where decision aid research has been directed to over
the last 15 years and to identify potential gaps in the literature. This will help better
understand where the focus of future research should lie to help improve patient-centred

decision making in cancer care.
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6.1 Abstract

Background: There is evidence to suggest that decision aids improve a number of patient
outcomes. However, little is known about the progression of research effort in this area

over time.

Aims: This literature review examined the volume of research published in 2000, 2007
and 2014 which tested the effectiveness of decision aids in improving cancer patient
outcomes, coded by cancer site and decision type being targeted. These numbers were
compared with the volume of research examining the effectiveness of strategies to

increase the adoption of decision aids by clinicians.

Methods: A literature review of intervention studies was undertaken. Medline, Embase,
PsychiInfo and Cochrane Database of Systematic Reviews were searched. The search was
limited to human studies published in English, French, or German. Abstracts were
assessed against eligibility criteria by one reviewer and a random sample of 20% checked
by a second. Eligible intervention studies in the three time periods were categorised by:
i) whether they tested the effectiveness of decision aids, coded by cancer site and decision

type; and ii) whether they tested strategies to increase clinician adoption of decision aids.

Results: Over the three time points assessed, increasing research effort has been directed
towards testing the effectiveness of decision aids in improving patient outcomes (p <
0.0001). The number of studies on decision aids for cancer screening or prevention
increased statistically significantly (p <0.0001), whereas the number of studies on cancer
treatment did not (p = 1.00). The majority of studies examined the effectiveness of
decision aids for prostate (n = 10), breast (n = 9) and colon cancer (n = 7). Only two
studies assessed the effectiveness of implementation strategies to increase clinician

adoption of decision aids.
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Conclusion: While the number of studies testing the effectiveness of decision aids has
increased, the majority of research has focused on screening and prevention decision aids
for only a few cancer sites. This neglects a number of cancer populations, as well as other
areas of cancer care such as treatment decisions. Also, given the apparent effectiveness
of decision aids, more effort needs to be made to implement this evidence into meaningful

benefits for patients.
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6.2 Background

Patients as key players in their own healthcare

Over the last two decades cancer care has evolved from a paternalistic, clinician-centred
model to a patient-centred model [1, 2]. Patient-centred care places great emphasis on
involving patients in their own healthcare [3, 4]. Clinical decision making is now largely
viewed as a collaborative process in which the clinician, the patient (and their support
persons) choose healthcare options together, based on the patient’s informed preferences
[5, 6]. Involving patients in their healthcare decisions is associated with improved patient
outcomes, including decreases in patient unmet information needs and anxiety and
increases in patients’ satisfaction with the consultation [7, 8]. Shared decision making can

improve patients’ quality of life [9-12].

Preference-sensitive healthcare decisions are challenging

Patients’ willingness to become involved in decisions may be hampered by difficulties in
choosing between the various healthcare options available to them [13, 14]. This is
especially true for preference-sensitive decisions, where there is little or no difference in
the medical effectiveness of the available healthcare options. In these instances the final
decision involves weighing up the costs and benefits of the different options according to
the values and preferences of the patient [3, 15]. With an increasing variety of treatment
and care options, more and more cancer prevention, screening and treatment decisions
are becoming preference-sensitive. For example, early-stage breast cancer patients and
their clinicians may have a number of different treatment options to choose from,
including surgery, cytotoxic or endocrine therapy [16]. Some patients may have the
option to decide whether they receive chemotherapy before surgery (neoadjuvant) or after

surgery (adjuvant). Each of these treatments shows similar medical effectiveness for these
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patients but holds various side-effects and impacts that may be valued differently by

different patients [17].

Decision aids to help patients make difficult healthcare decisions

To assist patients in making these difficult decisions, clinicians have been encouraged to
use patient decision aids. Decision aids are interventions which provide patients with
specific information on their available options and guide patients towards choosing the
option that aligns with their values. They intend to encourage patients to become more
involved in the decision-making process [18, 19]. Decision aids can be delivered in
various formats, such as face-to-face, written booklets and web-based tools [20]. They
cover a variety of healthcare options, including cancer screening, prevention and

treatment [21].

There is evidence for the effectiveness of decision aids

Numerous reviews have provided considerable evidence of the effectiveness of decision
aids in improving patient outcomes [22-25]. The first Cochrane review on the
effectiveness of decision aids was published in 2001, and concluded that decision aids
improve knowledge, reduce decisional conflict, and stimulate patients to be more active
in decision making [26]. Updated versions of this review were published in 2003, 20009,
2011 and 2014, and all supported the original findings [20, 27-29]. To date, over 100
Randomized Controlled Trials (RCTs) exist that demonstrate that decision aids are
effective in improving patient outcomes. Despite the evidence for the effectiveness of
decision aids, they are not commonly used in practice [30]. Previous research has
identified barriers which preclude the implementation of decision aids [31-33]. Little is
known about whether the focus of research on the effectiveness of decision aids has
changed over time and whether this evidence has translated into the development and

testing of strategies to implement decision aids. Once the effectiveness of decision aids
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in a certain area has been established, research should move from testing the effectiveness
of these interventions to testing the effectiveness of implementing decision aids into

routine care.

Research output as measure of research effort

Examining the volume of peer-reviewed research output using bibliometric methods can
be used as a proxy indicator of scientific productivity [34—-37]. As a result, assessing the
volume of research output can provide an indication of the focus of research effort and
where future research is needed most. To date, there has been no time sampling of the
volume of research examining the effectiveness of decision aids, compared with the
volume examining the effectiveness of strategies to increase their adoption by clinicians.
We aimed to give an indication of the focus of research efforts, in order to provide an

indication of where future research is required.

6.3 Aims

The aim of this review was to provide a snapshot of where research effort focusing on
cancer-related decision aids has been directed over the past 15 years. We examined
changes in the volume of research that examined the effectiveness of cancer-related
decision aids, across three time points. We also categorised eligible articles by cancer
type and decision being targeted. Finally, we compared the number of studies that
assessed the effectiveness of cancer-related decision aids with the number of studies that

assessed strategies to increase the adoption of decision aids by clinicians.

6.4 Methods

Literature search
The electronic databases Medline, Embase, Psychinfo and Cochrane Database of
Systematic Reviews were searched using the OVID platform. We selected these databases
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due to their focus on biomedicine and health publications in scholarly journals. The search
strategy included three categories of search terms and subject headings: cancer, decision
making/decision aids and patient participation. We adapted the search strategy to the
requirements of each individual database. The full search strategy for each database is
available in Additional file 1. Searches were restricted to English, French and German
language publications and human studies. Although most scientific research is published
in English, the importance of non-English studies is hard to predict [38, 39]. English,
French and German belong to the most common alternative languages used in scientific
research [40-42]. Studies published in French and German were included in this review
to reduce the likelihood of English-language bias. Reference lists of systematic reviews
on the effectiveness of decision aids were also searched to ensure that all relevant studies
were included in this paper. Where feasible and applicable, the PRISMA guidelines were

followed [43].

Inclusion and exclusion criteria

Studies were included if they were intervention studies which examined either the
effectiveness of decision aids on patient outcomes, or the effectiveness of strategies to
increase clinician adoption of patient decision aids. Eligible papers were those published
in any country in 2000, 2007 or 2014. These time periods were chosen prospectively as
the patient-centred care model gained popularity after the influential report “Ensuring
Quality Cancer Care” released by the US National Cancer Board and published in 1999,
advocating for patient-centred care [2]. Awareness of the patient-centred model was
further heightened by the 2001 Institute of Medicine report “Crossing the Quality Chasm”
[1]. We excluded case studies, commentaries, conference abstracts, proposed studies,

protocol papers and editorials.
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Definitions

We based our definition of patient decision aids on that proposed by the International
Patient Decision Aid Standards (IPDAS) Collaboration [44-46]. The IPDAS aims to
improve the quality and effectiveness of patient decision aids by establishing standards
for improving their content, development, implementation, and evaluation [18, 19, 47].
Decision aids were defined as interventions which help patients to participate in making
deliberated choices among healthcare options. They explicitly state the decision to be
made and provide specific, evidence-based information on the available healthcare
options as well as information on the possible risks and benefits of each option. Decision
aids aim to help patients to clarify and communicate the value they associate with each
option [20, 46]. Strategies to increase clinician adoption of decision aids were defined as
any actions taken in order to increase clinician usage of decision aids in clinical practice.
Implementation strategies were coded as such if they were targeted at the clinician, and/or

if they were targeted at the healthcare system.

Paper coding

After removing the duplicate results, abstracts were screened according to the eligibility
criteria by one reviewer (AH). They were rejected if the reviewer determined from the
title and abstract that the study did not meet the inclusion criteria. Full-text copies of the
remaining publications were retrieved and further assessed against the eligibility criteria
by the same reviewer (AH). A random sample of 20% of full-text studies identified as
eligible were checked for relevance and double-coded by a second reviewer (EM).
Eligible studies in the three time periods were categorised by whether they tested i) the
effectiveness of decision aids in improving cancer patient outcomes, or ii) the adoption
of decision aids by clinicians. Studies testing the effectiveness of decision aids were also

coded by cancer type of the study sample. The type of decision being targeted was coded
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as either screening/prevention or treatment. Screening decision aids include those which
assist patients to make a decision about whether they want to undergo cancer screening,
such as mammaography and colonoscopy. Cancer prevention decision aids include those
which assist patients to make a decision about whether they will undergo a procedure to
lower the risk of getting cancer, such as prophylactic mastectomy and immunisation.
Cancer treatment decision aids include those designed to help patients choose between

different cancer treatments.

Analysis

One-way trend tests were performed to examine the changes in the proportions of studies
on the effectiveness of decision aids, as well as on screening or prevention and treatment
decision aids separately across time. Analyses were programmed using Stata v13.0

(StataCorp Ltd, College Station, TX).

6.5 Results

Search results

As shown in Figure 6.1, a total of 2,690 citations were retrieved using the search strategy.
Of these, 35 full-text studies met the eligibility criteria and were included in this review.
Double-coding of 20% of all full-text articles resulted in 100% agreement between the

reviewers (Kappa = 1.000). A list of included citations is provided in Additional file 2.
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Records identified through database
searching (n = 2690)

Duplicate records (n = 795)

A

A 4

Records screened after duplicates
removed (n = 1895)

Ineligible based on title and abstract
(n=1825)
Not a patient decision aid (n = 1716)
Not an intervention study (n = 85)

\ 4

y

Full-text articles assessed for eligibility Duplicate record (n = 24)

(n=70)

Ineligible (n = 35)

Not a patient decision aid (n =7)

Not an intervention study (n = 9)
Duplicate record (n = 3)

Ineligible article type (n = 15)

Not in English, French or German (n = 1)

A

Studies included in analysis (n = 35)

Figure 6.1 Flow chart of search strategy and study selection, according to the
PRISMA guidelines ([43], see Appendix 10.10)

Studies reporting on the effectiveness of decision aids

Of the included studies, 33 tested the effectiveness of decision aids in improving cancer
patient outcomes. The number of studies examining the effectiveness of decision aids
increased significantly across the three time points (p < 0.0001), from 8 studies in 2000
(22.8%), to 10 studies in 2007 (28.5%) and 15 studies in 2014 (42.8%). As shown in
Figure 6.2, the majority of these papers focused on decision aids for cancer screening and
prevention (n = 26), compared with those focused on treatment (n = 7). Across the three
time points assessed, the number of studies focusing on cancer screening and prevention
decision aids increased significantly (p < 0.0001), while the number focused on cancer

treatment did not (p = 1.00, Figure 6.2). Decision aids were found for breast, prostate,
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colon, lung, pancreatic, skin, ovarian and cervical cancer. The majority of studies focused
on prostate (n = 10), breast (n = 9) and colon cancer (n = 7). Two studies focused on more

than one cancer type, including breast, ovarian, cervical and colon cancer (Figure 6.3).

18
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o
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--------- Linear (Treatment) -------- Linear (Screening and prevention)

Figure 6.2 Numbers of studies on the effectiveness of decision aids by decision type
being targeted
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Figure 6.3 Numbers of studies on the effectiveness of decision aids by cancer site

Studies reporting on strategies to implement decision aids

Only the two remaining studies, published in 2000 and 2007, assessed the effectiveness
of strategies to increase the implementation of decision aids into clinical practice. Due to
the low number of these studies, a statistical comparison was not performed. The number
of studies testing the effectiveness of decision aids vs the number of studies examining

implementation strategies is reported in Figure 6.4.
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Figure 6.4 Number of studies on the effectiveness of decision aids compared with
the number of studies on implementation strategies

6.6 Discussion

Research priorities by relative volume of intervention studies

We examined the progression of research volume which tested the effectiveness of
decision aids by cancer site and decision type being targeted, across three time points.
Also, we compared these numbers with the volume of research testing the effectiveness
of strategies to increase the adoption of decision aids by clinicians. Our data suggest that
an increase in research effort has been directed towards assessing the effectiveness of
decision aids for cancer screening and prevention. The majority of studies focused on
prostate, breast and colon cancer. Only two studies examined the effectiveness of
strategies to increase clinician adoption of decision aids, despite evidence illustrating the

benefit of decision aids for some patient outcomes [20, 25].
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Lack of research on the effectiveness of decision aids for cancer treatment

Although decision aids are available for a number of healthcare decisions, research has
been increasingly focusing on screening and prevention decisions as opposed to treatment
decisions. One reason for the larger volume of screening and prevention decision aids
may be that these interventions are aimed at healthy people, rather than a vulnerable
patient group. This can facilitate the research process, for example by easier access to
large sample sizes and by the facilitation of the ethical review process. Developing and
testing decision aids on treatment options needs considerable clinical input, which relies
on strong collaborations between researchers and clinicians [48, 49]. For example,
clinicians may vary in their preferences for different treatment options based on their
clinical experience [50]. If clinicians disagree with the content of a decision aid, the
development of such decision aids may be hindered [32, 51]. However, treatment
decisions can be very distressing for patients [13]. Also, as the number of treatment
options available to patients has been increasing, particularly in relation to preference-
sensitive treatments, opportunities arise to develop and test decision aids for cancer

treatment decisions.

Narrow research focus on decision aids for only a few cancer types

Over the past 15 years, increasing research effort has been directed towards examining
the effectiveness of decision aids on prostate, breast and colon cancer. This may seem
understandable, as according to the latest GLOBOCAN statistics these are amongst the
most prevalent cancer types worldwide [52]. Screening recommendations for breast,
colon and prostate cancer have been established for decades which could further explain
the increased research volume focused on these sites [53]. However, research with other
cancer types where decision aids could be beneficial seems to be sparse. For instance,

there are guideline recommendations for cervical cancer screening, prevention and
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treatment, which could motivate decision aid research in this area [54, 55], but a lack of
such research across these three time periods has been shown. Also, lung cancer has high
incidence and burden, but little research exists about decision aids for lung cancer
screening, prevention and treatment [20, 25]. This might be because there are no
nationally standardised screening programmes for lung cancer in many countries as there
are for other types of cancer, such as breast and colon [53, 56, 57]. However, many lung
cancer patients are faced with difficult healthcare decisions, such as a choice between
different treatment modalities. Some of these require the patient to decide between a
slightly higher chance of longer survival or fewer treatment-related side-effects [58, 59].
Thus, there is a need for effective decision aids for cancer populations other than prostate,

breast or colon.

Lack of research effort towards testing effective implementation strategies

This review has shown that the research volume on decision aids for cancer screening and
prevention has increased over the three time points assessed. Given that decision aids are
not commonly used in practice [30], it may be expected that we should have started to see
the testing of strategies to implement decision aids that have been shown to be effective.
However, we found only two studies on the effectiveness of implementation strategies
across the three time periods assessed. The little attempt to translate evidence into
meaningful benefits for patients may result from various factors, such as methodological
difficulties of carrying out well-controlled implementation trials; perception that optimal
care is already being delivered; difficulties of addressing further barriers to the adoption
of decision aids in practice; and potential further questions to be answered by ongoing

research on the effectiveness of decision aids. These factors are discussed below.
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Methodological difficulties of carrying out implementation trials

Implementation of decision aids may involve changes in processes of care. This
necessitates system-orientated change, which is not always amenable to the “gold-
standard” RCT intervention design. Decision aids are complex interventions in a complex
field of social interactions. They address various influences on behaviour. Attention
should be paid to this complexity and to the context of implementation [24, 60]. It has
been argued that RCTs are not suitable for taking into account all relevant contextual
factors in which complex interventions are delivered and received [61]. The
randomisation and blinding required by RCTs cannot always accommodate the
complexity and flexibility needed to test these interventions on a system level [62, 63].
According to the Medical Research Council's guidance for evaluating complex
interventions, a range of alternate study designs should be considered, including Stepped
Wedge or Multiple Baseline Designs [64, 65]. Future attempts to test implementation
strategies should consider these designs. As planning and conducting such complex trials
takes an extended period of time, it may be that much of the implementation research is
still being carried out [66]. It is possible that we see a surge in such studies in the near

future.

Perception that optimal care is already being delivered

There may be an assumption that evidence-based strategies are already being used in
practice. For example, O’Brien and colleagues reported that some clinicians have high
confidence in their own communication skills and believe that patients understand the
information they have conveyed [31]. Clinicians in this study have indicated that decision
aids’ effects on the decision-making process are not compelling enough to change their
practice. Consequently, some have argued that there is no need to conduct research to

implement decision aids into routine care [31]. However, given the increasing range and
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availability of prevention, screening and treatment options, healthcare decisions have
become increasingly difficult. Especially in clinical situations where there is low or
conflicting evidence on the medical effectiveness of the available healthcare options, it is

crucial to involve patients’ preferences in the decision-making process.

Further barriers to the adoption of decision aids in practice

Findings of previous research indicate that clinicians identify numerous barriers that
affect their ability to implement patient decision aids [31-33, 67]. Such barriers include:
concerns about how comprehensive and current the content of decision aids is; lack of
awareness of existing decision aids; time constraints; and concerns about how to integrate
decision aids into clinicians” workflow [32, 68]. Designing implementation strategies to
overcome these barriers is challenging. There is little evidence that passive dissemination
through strategies such as guidelines is effective [69]. Implementation strategies need to
actively target clinicians, patients or both [66]. They should be tailored to the specific
setting, avoiding “one-fits-all" solutions”. Instead of controlling for confounding
variables, implementation attempts need to investigate these variables in order to better
understand the long-term implementation of decision aids [70]. Practice-based research
within the real-world setting of daily cancer care needs to be conducted [71]. Researchers
should focus on illuminating processes, rather than “packages”, and use the strengths of
collaborative research across various contexts in order to systematically study the impact

of the individual settings [70].

Open questions regarding the effectiveness of decision aids

Although there is a large body of evidence demonstrating that decision aids are effective
in improving a range of patient outcomes, open questions remain with regard to the stated
effectiveness. For example, further studies are required which explore the “active

ingredients” of decision aids and clinically relevant outcomes, apart from the ones already
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assessed [24]. Greater understanding of the mechanisms of action of decision aids and
further evidence of their clinical impact may increase their acceptability in clinical
practice and motivate more attempts to design and evaluate implementation strategies.
Further open questions remain with regard to the “orientation” and “insight” phases of
implementing decision aids into practice. Consequently, we need further in-depth
investigation of clinicians’ understanding and opinions on decision aids before we ask
them to implement these tools [23, 51, 72, 73]. However, as the body of work on the
effectiveness of decision aids has been growing, we hope that the number of intervention

studies which test implementation strategies will develop accordingly.

Limitations

The results of this study should be considered in light of several limitations. First, only
three years of publication were included in this study. It is possible that the trends in
research output differ in the years which were not assessed. In addition, due to the low
numbers of eligible studies, it was not possible to compare statistically the trends in
effectiveness and implementation trials over time. This limits the strength of our
conclusions about the relative increase in effectiveness compared with implementation
trials. However, the inclusion of these three time points provides an indication of research
effort over the past 15 years. Grey literature such as policy documents and dissertations
were not included as they do not meet the standards associated with peer-reviewed
publications. It is possible that the exclusion of such research has biased the results due
to the file drawer problem, whereby studies showing null (or negative) findings tend not
to be published. The exclusion of conference abstracts may have led to underestimating

the number of implementation studies currently underway.
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6.7 Conclusion

Although multiple Cochrane reviews provide evidence that decision aids are effective in
improving a range of patient outcomes, our review suggests that research testing the
effectiveness of decision aids has increased over the three time points assessed. Research
effort in this area has focused predominantly on screening and prevention decisions in
only a few cancer sites. This neglects a number of cancer populations, as well as other
areas of cancer care such as treatment decisions. Further, once the effectiveness of certain
decision aids is established, strategies to increase their adoption by clinicians need to be
designed and tested. Such research will help to ensure that the benefits of decision aids

reach the intended patient populations.
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6.9 Additional files

Additional file 1 — Search strategies for each database

Database: MEDLINE 1946 to Present with Daily Update
Search Strategy:

1 exp neoplasms/ (2746146)

decision support techniques/ (13910)

decision aid*.tw. (1427)

2 or 3 (14668)

decision making, computer assisted/ (2561)

decision making/ or choice behavior/ (93958)

5 or 6 (96449)

physician patient relations/ (62989)

© 00 N o OB~ W N e

patient education as topic/ (73272)

=
o

patient participation/ or patient preference/ (22845)
8 or 9 or 10 (148799)

7 and 11 (9869)

4 or 12 (23918)

1 and 13 (3840)

limit 14 to (humans and (editorial or letter or news)) (307)
14 not 15 (3533)

limit 16 to yr="2001" (88)

limit 16 to yr="2007" (136)

limit 16 to yr="2014" (354)

17 or 18 or 19 (578)

I N N el v T o e o
O © O N O U A W N B

Database: Embase Classic+Embase <1947 to 2015 August 05>
Search Strategy:

1 1expneoplasm/ (3787744)
2 decision support system/ (15551)
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11
12
13
14
15
16
17
18
19
20

decision aid*.tw. (2142)

exp decision making/ (237828)
patient/ or cancer patient/ (1717880)
patient education/ (91855)
patient participation/ (18909)
patient satisfaction/ (95412)
doctor patient relation/ (84354)
5or6or7or8or9 (1970972)
4 and 10 (36134)
20r3(17172)

11 or 12 (52281)

1 and 13 (9691)

limit 14 to (human and (book or book series or editorial or letter or note)) (747)

14 not 15 (8944)

limit 16 to yr="2001" (118)
limit 16 to yr="2007" (232)
limit 16 to yr="2014" (1244)
17 or 18 or 19 (1594)

Database: PsycINFO <1806 to July Week 3 2015>
Search Strategy:

© 00 N o o A W N

10
11

1 exp neoplasms/ or cancer*.tw. (51282)
decision support systems/ (2450)
decision aid*.tw. (966)

2 or 3 (3298)

exp decision making/ (72923)
"shared decision making".tw. (1440)
client participation/ (1489)

5or 6 (73401)

7 and 8 (277)

4 or 9 (3552)

1 and 10 (296)
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12
13
14
15
16

limit 11 to human (289)
limit 12 to yr="2001" (1)
limit 12 to yr="2007" (17)
limit 12 to yr="2014" (23)
13 or 14 or 15 (41)

Search Name: Decision making
Date Run: 10/08/15 04:14:42.540

1105
6735
6735

Description:

ID Search Hits

#1  MeSH descriptor: [Neoplasms] explode all trees 54477

#2  MeSH descriptor: [Decision Support Techniques] explode all trees 3251
#3  decisionaid* 2974

#4  #2 or #3 5935

#5  MeSH descriptor: [Decision Making, Computer-Assisted] explode all trees 3740
#6  MeSH descriptor: [Decision Making] explode all trees 2767

#7  MeSH descriptor: [Choice Behavior] explode all trees904

#8 #5or#6 or #7 6479

#9  MeSH descriptor: [Physician-Patient Relations] explode all trees

#10 MeSH descriptor: [Patient Education as Topic] explode all trees

#11 MeSH descriptor: [Patient Education as Topic] explode all trees

#12 MeSH descriptor: [Patient Participation] explode all trees 902

#13 MeSH descriptor: [Patient Preference] explode all trees 372

#14 #9 or #10 or #11 or #12 or #13 8473

#15 #8and #14 512

#16 #4 or #15 6305

#17 #1 and #16 810
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DISCUSSION



D1. Key findings

This thesis used qualitative and quantitative methods to increase our understanding of

patients’ experiences and preferences for making cancer treatment decisions. It also

investigated factors we need to take into account when designing and implementing

decision support strategies for cancer patients. The main findings arising from this body

of work are:

1)

2)

3)

Patient-centred decision making is not always delivered to cancer patients.
Although some patients perceived that they received their preferred level of
involvement in cancer treatment decisions, others did not, and were more or less
involved than they would have liked to be (Paper One). Furthermore, as suggested
by the findings of Paper Two, some patients did not perceive they had been offered
a choice of cancer treatment, despite the principles of patient-centred care
recommending that they should be.

Asking cancer patients about their preferences for involvement in decision making
is related to their care experiences. Patients vary in their preferences for the level
of involvement they would like to have when making cancer treatment decisions
(Paper One). Clinical judgement of patients’ decision-making preferences may
not always reflect patients’ actual preferences. In order to deliver patient-centred
care, clinicians should ask patients about their preferences, rather than assuming
what their preferences may be and tailoring care according to these assumptions.
The findings of Paper One suggest that not being asked about their decision-
making preferences may be associated with discordance between patients’
preferred and perceived involvement in decision making.

When making cancer treatment decisions, clinicians should consider offering two

shorter consultations combined with written and online information, rather than
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4)

one longer consultation and written information only. Patients are often provided
with copious amounts of information regarding their diagnosis, prognosis and
treatment options. As a consequence, many patients feel overwhelmed when
asked to make a cancer treatment decision (Paper Two). However, most patients
and their support persons wish to receive comprehensive information regarding
the available treatment options, presented in multiple formats (Papers Three, Four
and Five). Also, when making cancer treatment decisions, patients and their
support persons seem to prefer receiving two shorter consultations with some time
to consider their options in-between these consultations, rather than one longer
consultation (Papers Four and Five). Offering take-home written and online
information to consider in-between two consultations may help patients and their
support persons “digest” the provided information in the comfort of their homes,
at their own pace and via their preferred channels. It may assist them with
comprehending, weighing up and using the information presented to them during
the consultation, and facilitate patients’ and their support persons’ involvement in
treatment decision making, to the extent they desire (Paper Three).

Decision aids may be a valuable tool to help patients understand their treatment
options and participate in the decision-making process. Increasing research effort
has been directed towards testing the effectiveness of decision aids in improving
patient outcomes (Paper Six). However, research is lacking on how best to use
decision aids in routine cancer care. Based on qualitative and quantitative data
included in this thesis, it is suggested that providing decision aids in-between two
consultations may be a strategy for successfully implementing them into routine

cancer care (Papers Three, Four and Five).
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D2. Considerations when interpreting the thesis findings, and

directions for future research

D2.1 Using the strengths of combining qualitative and quantitative methods
Mixed-methods approaches can provide a more comprehensive picture of patients’
experiences and preferences for making complex cancer treatment decisions than either
qualitative or quantitative methods alone. Both approaches have their own strengths, and
when used in combination they often help compensate for the respective limitations that
are associated with each of these methods [1]. Despite these benefits, relatively few
studies have used mixed-methods approaches to improve service delivery in healthcare
[2]. This body of work makes an important contribution to the field by using a mixed-
methods design which utilises both quantitative and qualitative research methods [1].
Quantitative methods were used to assess the prevalence of patients’ decision-making
preferences and experiences using large samples [3]. This allowed to quantify the
relationship between patients’ preferences, experiences and characteristics. Using
quantitative research methods also helped maximise the generalisability of the research
findings [4]. Qualitative methods, on the other hand, were used to provide detailed, in-
depth insights into patients’ decision-making preferences and experiences. It also helped
capture the complexity of patients’ care experiences, which is not always possible with
quantitative methods [5]. The qualitative studies included in this thesis facilitated the
generation of hypotheses on why and how patients decided on their cancer treatment, and
how decision support strategies can be used to help patients make difficult decisions
(Papers Two and Three) [6]. This allowed the development of a theoretical understanding
of the decision-making process and the examination of the generated hypotheses with the
help of larger samples. Using qualitative research methods thus informed and extended

on the quantitative studies included in this thesis [7].
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D2.2 Employing methodologically robust approaches to investigate patients’
decision-making preferences and experiences

Numerous approaches have been developed to investigate patients’ decision-making
preferences and experiences [8, 9]. However, many studies do not employ
psychometrically robust measures [10]. For this thesis, an adapted version of the Control
Preferences Scale was used to assess the concordance between patients’ decision-making
preferences and experiences. It is a standardised instrument that has been used extensively
in cancer populations and has evidence of reliability and validity [11, 12]. Validity was
established through grounded theory analyses of roles in decision making, while
reliability was shown using Coombs’ criterion [11].

Also, a discrete choice experiment (DCE) was used to examine patients’ and support
persons’ preferences for cancer treatment decision making. Discrete choice designs are
an innovative and methodologically robust approach to assess people’s preferences for
decision making. Discrete choice experiments have been used across a number of fields
of study, including economics, marketing and, more recently, healthcare [13]. They are
based on the assumptions that i) healthcare interventions, services and policies can be
described by a number of attributes, and that ii) an individual’s choice depends on the
levels of these attributes [14]. Discrete choice experiments provide a means to measure
the overall value people place on the different factors which influence the decision-
making process, as well as the trade-offs people are willing to make between these factors
[15]. Compared with other methodologies, which have been used to elicit patients’
preferences, DCEs have a number of advantages, including: reduced patient burden as
patients are only required to consider one single survey item, and elimination of yes-

response bias as patients are forced to elicit a preference [16, 17]. There is also evidence
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to support the internal and external validity, as well as the consistency of DCE

methodology [14, 18].

D2.3 Providing data from heterogeneous samples of Australian cancer patients
Many studies in the area of patient-centred decision making have to be considered in the
light of the following limitations: they have focused on only one specific type of cancer;
they recruited patients from a limited number of clinics; and they were conducted outside
Australia [19-21]. The studies included in this thesis help overcome these limitations by
examining heterogeneous samples of cancer patients who have been recruited from
multiple sites within Australia, including medical and radiation oncology settings. The
participating patients constitute a heterogeneous sample, reflecting various
sociodemographic backgrounds, cancer types, stages of disease and a range of treatment
decisions.

Despite the heterogeneous sample included in this thesis, a large proportion of study
participants were diagnosed with breast cancer. The prevalence of this patient group is a
result of the site patient recruitment. Consequently, some of the thesis findings reflect the
views of this subgroup of cancer patients. Different patient subgroups may have different
preferences for decision making [22]. For example, it has been suggested that younger,
female patients are more likely to wish to participate in healthcare decision making [19].
This establishes the need to examine patients’ decision-making preferences and
experiences in other patient populations in the future. There are various other cancer types
with high incidence and burden of suffering for patients. For example, testicular cancer
is the most common malignancy among young men [23]. Many of these patients are faced
with difficult healthcare decisions, such as the choice between different treatment
modalities [24, 25]. They may have different preferences for involvement in decision

making than patients with other cancer types [22, 26]. Studying patients’ decision-making
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preferences and experiences in other patient populations in the future will help examine
the generalisability of the thesis findings.

Also, the samples included in this thesis are limited to English-speaking respondents. It
is possible that patients who speak languages other than English may have different
preferences for and experiences with making cancer treatment decisions [27]. This is an
important consideration as many societies are ethnically diverse. Patients’ cultural
backgrounds influence their disease expression, their information needs and their
preferences for medical care [28]. Consequently, different cultural groups vary in how
they use services provided by the healthcare system [29]. Betsch and colleagues have
argued that the way in which doctors take cultural differences into account when
communicating with their patients influences patients’ understanding and the
effectiveness of healthcare communication which can increase disparities in health
outcomes [27]. However, previous research in this area lacks guidance for the design and
implementation of culturally sensitive decision support for patients [29]. For example,
decision aids have been tested predominantly in Western, English-speaking countries
[30]. Cross-country comparisons are warranted to assess patients’ views and experiences
with patient-centred decision making in different healthcare systems, as well as in
ethnically diverse communities. This means that we have to keep broadening research on
patient-centred decision making beyond individual settings and national borders, using

the strengths of multidisciplinary, international collaborations [31].

D2.4 Outcomes and outcome measures of research on decision support strategies

should be reconsidered

D2.4.1 Rethinking primary outcomes of decision support strategies
There has been debate surrounding what it is that decision aids are meant to change, and
what outcomes should be used to assess the impact of decision support strategies [32].
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While most researchers agree that decision support strategies should improve the quality
of patient decision making, uncertainty remains regarding how this can be assessed [8].
Consequently, there is still considerable variability in the outcomes used to assess the
effectiveness of decision support strategies [33, 34]. For instance, Trikalinos and
colleagues reviewed randomised controlled trials assessing the effectiveness of cancer-
related decision aids in improving patient outcomes [34]. They found an array of
objectives that decision aids were designed to achieve, such as improving knowledge of
the patient’s health condition and healthcare options, and reduced anxiety and decisional
conflict [34]. Most studies differed considerably in how they defined the outcomes they
assessed [34].

The findings included in this thesis suggest that other outcomes than the ones already
assessed may need to be considered for investigating the effectiveness of decision support
strategies. For example, the results of Paper Three suggest that some patients used
decision aids to confirm their decision, rather than to assist them with the process of
deciding on their treatment. This outcome has been seldom assessed in previous studies
[21, 131]. Also, the data included in this thesis indicate that patients were not always
aware that they had a treatment choice or that the treatment decision at hand depended on
their preferences (Paper Two). Understanding that a treatment decision needs to be made
and that the “best” choice should align with patients’ preferences is key to adequate
patient involvement in decision making. However, this outcome has been widely
neglected by previous research in this area [34, 35]. For example, Stacey and colleagues
found that none of the 115 trials assessed in the latest Cochrane Review on the
effectiveness of decision aids in improving patient outcomes evaluated whether decision
aids helped patients recognise that a decision needs to be made, or helped them understand

that their values affect the decision [30].
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The variability in the outcomes assessed creates confusion as to what specific purposes
decision support strategies have in clinical practice, and when and why they should be
used. Having such information will help successfully implement decision support
strategies into clinical practice [36]. An agreed minimal set of main outcomes to use is
required [37, 38]. For example, the International Patient Decision Aid Standards (IPDAS)
Collaboration aims to improve the quality and effectiveness of decision aids by
establishing standards for their content, development, implementation and evaluation [39,
40]. The IPDAS Collaboration set out key constructs which are specific to the outcomes
used in decision aids research [40, 41]. The latest Cochrane review on the effectiveness
of decision aids employed these constructs as an organising framework and presented its
results around two core dimensions: the quality of the choice made, and the quality of the
decision-making process [30]. Also, when considering potential outcomes, it is important
to use objectives that are clinically meaningful. For instance, we need to know whether
patients’ increased knowledge about their options is not only statistically significant but
also impacts on the clinical consultation during which the decision is discussed, for
instance by changing patients’ understanding of their treatment options, their involvement
in the decision-making process or their treatment decision [42]. Attempts to standardise
the outcomes used in this area, such as those made by IPDAS, can help produce agreement
on what it is that decision support strategies are actually trying to affect. This knowledge

could be used as a guide when determining clinically relevant outcomes.

D2.4.2 Rethinking outcome measures of decision support strategies

Once we have agreed on what outcomes should be assessed, we can work towards making
informed decisions on the most appropriate and rigorous measures to be employed to
examine these specific outcomes. Previous reviews suggest that even when studies

assessed the same outcomes of the decision-making process, they often used different
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measures. For example, Kryworuchko and colleagues conducted a secondary analysis of
the studies included in the 2003 Cochrane review on the effectiveness of decision aids in
improving patient outcomes in order to examine the primary outcome measures used.
Among the 35 trials assessed, they found 35 unique primary outcome measures [32].
Sepucha and colleagues analysed data from the 2011 Cochrane review on the
effectiveness of decision aids. Across the 86 studies included in this review, they
identified 17 different instruments used to assess constructs of the decision-making
process [33].

Some of the instruments used in previous research on patient decision making may only
capture some aspects of patients’ perceptions of treatment decision making. For instance,
the Control Preferences Scale, which has been used widely in the literature on patient
decision making, focuses on patients’ views about the final decision rather than the
process of decision making [149]. However, patients may be unaware that a decision
needs to be made (Paper Two), have difficulties focusing on one specific decision in the
context of a complex healthcare experience involving multiple decisions, or may not feel
that they should have participated in this decision [43]. Also, the findings of this thesis
suggest that patients may report that they made the final treatment decision although they
did not feel actively involved in the decision-making process (Paper Two). Measures
focusing on different aspects of the decision-making process, rather than the final
decision, may be the way forward. For example, it has been argued that in order to
adequately assess patient involvement in decision making, we should examine how
clinicians i) help patients understand the health issues at hand; ii) listen to the things that
matter most to patients about their health issues; and iii) include what matters most to
patients when choosing what to do next [8, 43, 44]. An agreed set of standardised outcome

measures should be developed to enhance meaningful meta-analyses, facilitate the
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replication of studies and help researchers conclude confidently what it is that decision
support strategies are effective in changing. This will help clinicians know why and how

to use decision support strategies in routine cancer care.

D2.5 Longitudinal studies may help assess possible changes in patients’ decision-
making preferences and experiences

Cancer patients usually follow a specific treatment pathway. Most patients receive their
cancer diagnosis, are faced with multiple tests to determine possible treatments and then
have to decide on what treatments to receive [45, 46]. While this is the general pathway
for most cancer patients, it can be different for each individual person, depending on a
range of factors including tumour site, stage of cancer and patient age. It has been
suggested that patients’ preferences for and experiences with information provision and
decision making may change over the course of their treatment pathway, for example,
when situational factors change, such as patients’ disease status [47].

When interpreting the findings of this thesis, one should consider that all studies were
retrospective cross-sectional studies. For each study, patients’ preferences and
experiences were examined retrospectively at a single point in time. However, patients’
decision-making preferences might have changed over time and might have been
different at the time of making the decision to the time when patients completed the
survey. Also, patients varied in the length of time since the treatment decision they were
asked to refer to for each study. Recall bias may have occurred with those patients who
had a relatively long period of time since their last important treatment decision, resulting
in incomplete or inaccurate responses. Research in this area suggests that patients may
not accurately recall the treatment discussions with their clinicians and that they may rate
their health-related experiences better or worse than they previously did [48, 49]. For

example, patients may rate their involvement in the decision at hand differently at
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different points in time. This may be because patients’ judgement of what value on a scale
reflects excellent or poor levels of involvement in decision making can change over time,
depending on various factors, such as changes in patients’ disease status [50, 51].
Prospective, longitudinal studies can help overcome these limitations. Repeatedly
assessing patients’ decision-making preferences and experiences along their treatment
pathway may help understand whether and how patients’ preferences and experiences
change across different treatment decisions, and how this may be impacted by patient

characteristics.

D2.6 Observational studies may help examine patients’ actual involvement in
treatment decision making

When interpreting the findings of this body of work, care should be taken regarding the
fact that most studies included in this thesis used self-reported medical, sociodemographic
and decision-making variables. This might potentially result in some degree of inaccuracy
in the information obtained. For example, the studies included in this thesis examined
patients’ perceived involvement in treatment decision making, rather than their actual
involvement. Examining patients’ perceived involvement in treatment decision making
IS important, as patient-centred care is concerned with how patients feel about the care
they received (i.e. it is focused on their perceptions of their care rather than their actual
care). Nevertheless, it is possible that patients’ perceptions of their involvement in their
treatment decision making may differ from their actual involvement [52]. For example,
patients may overestimate or underestimate the degree to which they have been involved
in deciding on their treatment [53]. Also, we do not know how other factors, such as
clinicians” communication skills and styles, may influence the decision-making process.
For example, it has been suggested that clinicians’ skills in communicating risks to

patients or involving their support persons in the decision-making process may have an
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impact on patients’ recall and understanding of their treatment options and their
willingness to engage in decision making regarding their care [54, 55]. It is possible that
this has occurred in the studies included in this body of work. Conducting observational
studies may help overcome these shortcomings. For example, analysing audiotapes or
videotapes of the consultations during which treatment decisions were made could help
examine whether patients’ perceived involvement in decision making matches their actual
involvement. It could also help determine how other factors, such as clinicians’
communication skills and styles, may impact on patients’ decision-making preferences

and experiences.

D2.7 Future research should examine both patients” and clinicians’ views of how to
successfully implement patient-centred decision making into cancer care

By exploring cancer patients’ perspectives on the decision-making process, this thesis
provides an important step towards understanding how to best implement patient-centred
decision making into cancer care. However, studies indicate that in order to successfully
implement decision support strategies into clinical practice, research should address both
clinician and patient factors [88]. A number of clinician-related barriers to implementing
decision support have been identified. These include clinicians’ concerns related to
integrating decision support strategies in their daily workflows, clinicians’ lack of
awareness of decision support strategies, and clinicians’ trust in their own communication
skills [56-58]. However, Elwyn and colleagues have argued that the underlying issues
that hinder the adoption of decision support strategies into clinical practice are still under-
investigated [59]. More research is needed to better understand clinicians’ perceptions of
decision support strategies and patient-centred decision making.

For example, it is recommended by cancer treatment guidelines that patients are provided

with a treatment choice and a choice of how they want to be involved in decisions
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regarding their care [60, 61]. Previous research in this area indicates that whether or not
patients are given a choice regarding their treatment may be of greater relevance to their
psychosocial outcomes than the type of treatment performed [62]. However, the data
included in this body of work suggest that patients do not always perceive they have been
offered a treatment choice, or feel they have not always been asked how involved they
would like to be in deciding on their cancer treatment (Papers One and Two). To better
support patients with being involved in deciding on their treatment, we need to understand
under what circumstances they are offered choices regarding treatment decision making.
One way to achieve this is to examine clinicians’ perceptions of when and how to offer
treatment choices to patients. Having such information could be used to actively target
clinicians and patients when trying to implement decision support strategies into clinical
practice, as both are key players for the healthcare decisions to be made. Such research
will help ensure that decision support strategies are acceptable and feasible to both

patients and clinicians, and reach the intended patient populations.

D2.8 Intervention studies are needed to investigate the impact of different
consultation styles on patient outcomes

All studies included in this thesis are descriptive. Although informative, such research
does not allow the identification of causal relationships [63, 64]. Therefore, we do not
know how the decision support strategies discussed in this thesis may impact on patient
outcomes. For example, the findings of this body of work indicate that patients may prefer
to receive information in multiple formats combined with two shorter consultations,
rather than one longer consultation and written information only, when deciding on their
cancer treatment (Paper Four). However, we do not know how this consultation style may
impact on patient outcomes when compared with usual care. It has been suggested that

extending the decisional timeframe may help patients comprehend and consider the
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information provided to them, and assist them with overcoming their feeling of being
overwhelmed [65, 66]. Providing two shorter consultations and take-home information to
consider in-between these consultations may also relieve the pressure of having to provide
and receive all required information during one consultation. Having more time to make
their treatment decision and being able to involve support persons may help patients
identify and communicate their preferences, and this may decrease patients’ decisional
conflict regarding feeling unclear about their values and preferences [54, 66].

Also, the findings of Paper One suggest that asking patients about how involved they
would like to be in treatment decisions is associated with patients not receiving their
preferred level of involvement in decision making. This was a descriptive study.
Consequently, we cannot draw any conclusions as to whether there is a causal relationship
between these two variables. Previous studies in this area suggest that asking patients
about their decision-making preferences can improve patient outcomes, such as increases
in their confidence in the decision that was made [67]. However, more intervention
research is warranted to examine how asking patients about how involved they would like
to be in treatment decisions impacts on patient outcomes. A proposed intervention study

for addressing this issue is presented below.

D2.9 A cluster randomised controlled trial to assess the impact of different
consultation styles on patient outcomes

A cluster randomised controlled trial could be used to test whether asking patients about
their decision-making preferences and providing two shorter consultations rather than one
longer consultation can improve patients’ and support persons’ outcomes. This may
include increased knowledge of the available treatment options, greater concordance
between preferred and perceived involvement in decision making, and reduced decisional

regret related to their treatment decision. This proposed trial would focus on the provision
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of optimal patient-centred care. It would contribute to gathering level 1 evidence as to
whether the suggested consultation style is effective in helping patients decide on their
treatment. Such high-quality evidence can help decide which strategies should be
implemented into clinical practice in order to improve the delivery of optimal, patient-
centred care. The proposed trial design is discussed below.

It has been argued that patients are often overwhelmed when being confronted with
information regarding their diagnosis and treatment options [66]. This makes it hard for
patients to understand and use the information provided by their clinicians [68-70]. If
patients are not adequately informed about their treatment options and are not asked about
their decision-making preferences, they may not be able to participate in the decision-
making process, to the extent they desire [71]. They may also have less confidence in the
decision they made [72]. Further, when making important decisions regarding their care,
patients and their support persons often describe themselves as a team [73]. The majority
of patients consider their support persons as the most important information source and
value their support persons’ involvement in decision making [74, 75]. Thus, it is
important to examine whether the proposed consultation style may have an impact on the
outcomes of both patients and their support persons.

Aims: Primary aim: To examine the effectiveness of a multicomponent intervention
designed to improve adult cancer patients’ knowledge about their treatment options at
diagnosis (baseline) and at one-week follow-up. Secondary aims: To establish at one-
week follow-up whether patient and support person dyads receiving the intervention
report greater concordance between preferred and perceived involvement in decision
making, and lower decisional regret.

Inclusion criteria: Eligible patients would i) have a confirmed diagnosis of cancer; ii) be

aged 18 years or older; iii) speak English; and iv) be presenting for an outpatient
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consultation to receive their diagnosis and discuss their treatment options. Patients who
are judged by clinical staff to be physically or mentally incapable of receiving the
intervention and completing the survey, or unable to provide informed consent, would be
excluded. Eligible support persons would be determined and nominated by the patients
as people who are helping them cope with their cancer through support, encouragement
and communication. Support persons would be aged 18 years or over, and able to speak
English and provide informed consent.

Recruitment: Eligible patients would be identified from clinic lists prior to their
appointment by a clinic nurse and asked if they would be willing to talk to a member of
the research team. Willing patients would then be approached by a trained research
assistant who would provide study information and seek informed consent. If the
nominated support person has accompanied the patient to the appointment, the research
assistant would approach the support person for consent. If the support person is not
present in the clinic, consenting patients would be provided with a recruitment package
to pass on to the eligible support person. Support persons could only participate if patients
participate, and vice versa, to allow for the examination of changes in the outcomes of
patient and support person dyads. The age and gender of non-consenting dyads would be
recorded to examine consent bias.

Data collection: Each consenting patient and support person would complete a baseline

survey (no more than 15 minutes) on an iPad or as a paper-and-pen survey while waiting
for their clinic appointment. The survey would assess perceptions about illness and
treatment options, preferred involvement in decision making, and sociodemographic
characteristics. Completion of the questionnaire would not impede clinic functioning.
Patients and support persons would be told that they could stop the survey as soon as their

doctor is able to see them and resume it after their appointment if desired.
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The consultations in both study arms would be audiotaped using a simple recorder which
would be placed on a desk or held in the hand. A copy of the recordings would be kept
by the research team for analysis of the consultations’ content. For each follow-up,
participants would complete a face-to-face or phone interview one week after their final
decision-making consultation. The interview would include questions regarding
perceptions of illness and treatment options, perceived involvement in decision making,
and decisional regret.

Intervention: Following completion of the baseline questionnaire, treating clinicians
would be randomised, so that their patients and their support persons receive either the
intervention or usual care. Randomising clinicians rather than patients would help control
for contamination. Participants would be blinded to prevent them from knowing whether
they would receive the intervention or usual care. The intervention group would be i)
asked during the consultation with their clinician how involved they would like to be in
deciding on their treatment; and ii) provided with two 20-minute consultations with their
treating clinician, one week apart (if acceptable to the patient), and additional written and
audio-visual information to consider in-between these consultations.

Usual care: The usual care group would receive standard care from their clinicians.
Details of what constitutes usual care would be recorded as part of the study, and include
timing, length of consultation and information provided.

Outcome measures: Questions regarding knowledge of illness and treatment options

would be based on the additional written and online information provided as part of the
intervention. As suggested by previous research in this area, the proportion of accurate
responses would be transformed to a percentage scale ranging from 0% (no correct

responses) to 100% (perfectly accurate responses) [30]. Items may assess perceptions
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about topics such as diagnosis, prognosis, goals of treatment, and potential risks and
benefits of the treatments available.

The concordance between preferred and perceived involvement in decision making would
be assessed using CollaboRATE, which is a brief, process-orientated, self-reported
measure of shared decision making [43, 44]. CollaboRATE helps overcome some of the
limitations of previous measures in this area. Previous instruments often refer to a
treatment “decision” or *“options”. This may be misleading as patients and support
persons do not always understand that a decision needs to be made, or may have problems
focusing on only one decision in the context of a comprehensive healthcare experience
involving a number of decisions [43]. Study participants would be asked how much effort
was made, and should be made, to i) help patients understand their cancer and treatments;
i) listen to the things that matter most to them about their treatments; and iii) include
what matters most to them in choosing what to do next [43].

Decisional regret (follow-up only) would be measured using the Decisional Regret Scale,
which assesses distress or remorse after a healthcare decision [76]. The scale has been
shown to have good internal consistency and is strongly correlated with decision
satisfaction, decisional conflict and quality of life [76].

Sociodemographic and disease variables obtained from patients would include age,
gender, marital status, country of birth, postcode, highest level of education completed,
income, perceived health status, and treatments received. Support persons would be asked
to self-report on their age, gender, marital status, country of birth, postcode, highest level
of education completed, income, perceived health status, relationship to patient, whether
the support person is living with the patient, and the time spent with the patient. All
sociodemographic and disease variables would be assessed at baseline and follow-up to

account for changes in participants’ circumstances which may affect their outcomes [47].
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Information regarding cancer diagnosis, cancer stage, and treatments received would be
obtained from patients’ medical records to decrease research-related burden on patients.
To examine to what extent the intervention was implemented, qualitative semi-structured
interviews would be conducted with a purposeful subsample of patients, support persons
and clinicians. This approach has been widely used to assess the intervention process and
has been shown to be able to shed light on novel phenomena relevant to interventions
[77]. The qualitative data would be analysed using a framework analysis process, which
is a systematic and flexible approach for mapping and interpreting qualitative data in

health research [78].
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D3. Recommendations for clinical practice

D3.1 Clinicians should educate patients on the preference-sensitive nature of some
cancer treatment decisions

More and more decisions in cancer care involve options which show similar survival
benefits but involve different impacts which each individual patient may value differently
[46]. The work included in this thesis suggests that patients do not always understand the
preference-sensitive nature of the decisions they have to make (Paper Two). In these
instances, there is often no collaborative decision on a mutually acceptable treatment plan
as patients do not perceive they have a true treatment choice; rather, they have to come to
terms with their cancer and their doctors’ treatment recommendation [79]. Consequently,
clinicians should explain to patients that their preferences need to be incorporated in the
decision-making process in order to determine the “best” treatment choice. Given the
complexity of some cancer treatment decisions, it is essential that clinicians offer to
explain the available evidence to patients, as well as help patients comprehend the risks
and benefits of their options and check for patients’ understanding. This could help
patients consider what matters most to them and enhance patients’ confidence in being

involved in their treatment decisions [80].

D3.2 Patients should be asked about their preferences for information provision and
decision making

Clinical guidelines suggest that clinicians should elicit patients’ views on how they would
like to make decisions regarding their care [60]. However, this does not always occur in
clinical practice [67, 81, 82]. Also, the findings of this thesis highlight that not asking
patients how involved they would like to be in deciding on their treatment might be
associated with a negative care experience (Paper One). In order to provide care that is
respectful of and responsive to patients’ needs and preferences, clinicians should elicit
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patients’” views on how they would like to make treatment decisions. This includes asking
patients how much and what kind of information they wish to receive, how much time
they would like to have to consider their options, and how involved they would like to be

in decision making regarding their care.

D3.3 The provision of two consultations combined with written and online
information for patients to consider at home

Tailoring oncology consultations according to patients’ and their support persons’ needs
and preferences can improve a number of patient outcomes, such as increased patient
satisfaction with their consultations, higher quality of life and decreased anxiety [72, 73,
83, 84]. According to the data presented in this thesis, patients and their support persons
seem to prefer having two shorter consultations combined with written and online
information, rather than one longer consultation and written information only, when
making cancer treatment decisions (Papers Four and Five). Once evidence has been
established to suggest that this consultation style can improve patient and support person
outcomes, clinicians should offer two consultations, along with a variety of information
on patients’ treatment options. This may increase patients’ understanding of their options
and help them become adequately involved in complex decisions regarding their care
[66]. It may support patients in making informed treatment decisions which might
ultimately enable patients to cope better with their cancer and lead to more efficient and
effective care [85, 86]. Also, offering two consultations may facilitate the involvement of
patients’ support persons in decision making. Support persons can help patients recall,
understand and use the information provided by their doctors, and further support patients
in making difficult treatment decisions [54, 87]. This has been shown to be valued by
patients who often feel more certain about their decisions after consulting their support

persons [75].
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D3.4 Clinicians should adopt decision aids in routine cancer care

There is considerable evidence to suggest that decision aids can improve a number of
patient outcomes (Paper Six) [30]. For example, they may increase patients’
understanding of their healthcare options and decrease patients’ decisional conflict and
anxiety related to their cancer and treatment options [30, 34]. Numerous decision aids
have been developed to support a variety of healthcare decisions (Paper Six) [39, 88, 89].
However, in order to reach the intended patient populations, decision aids need to be
implemented into clinical practice [59]. Using decision aids in clinical practice may
facilitate discussions between doctor and patient about the preference-sensitive nature of
the treatment decision at hand, and help elicit and respond to patients’ preferences for
information provision and involvement in decision making. This is an important step
towards the delivery of optimal cancer care that should be focused on the patient as a

person, not just the disease itself.
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D4. Conclusion

This thesis includes using both qualitative and quantitative methods to assessing cancer
patients’ preferences for and experiences with deciding on their treatment.
Methodologically robust and innovative approaches were employed to collect and analyse
data from heterogeneous samples of Australian cancer patients and their support persons.
The findings of this body of work suggest that patient-centred decision making is not
always delivered to cancer patients. Clinicians should consider asking patients about their
preferences for involvement in decision making and offer two shorter consultations
combined with written and online information, rather than one longer consultation and
written information only, when making cancer treatment decisions. Decision aids may be
a valuable tool to help patients understand their treatment options and participate in the
decision-making process. The limitations of this thesis include the restriction to English-
speaking cancer patients, over-representation of female breast cancer patients and the use
of a cross-sectional design.

The thesis findings provide valuable insights into cancer patients’ preferences for and
experiences with deciding on their treatment. Having such data is an important step
towards the delivery of optimal patient-centred cancer care. Future research should
employ methodologically rigorous intervention studies to investigate the impact of

different consultation styles on patient outcomes.
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Appendix 1.3: Sociodemographic and cancer-related characteristics of participants

Characteristic

Respondents n=423 (%)

Gender
Male 189 (45)
Female 234 (55)
Age
<49 50 (12)
50-54 39 (9.5)
55-59 49 (12)
60-64 64 (16)
65-69 77 (19)
70-74 55 (13)
>75 77 (19)
Education
High school or below 237 (58)
Trade or vocational training 115 (28)
University degree 50 (12)
Other 6 (1.5)
Employment
Currently employed 115 (28)
Currently not employed 298 (72)
Treatment centre
Treatment Centre A 84 (20)
Treatment Centre B 105 (25)
Treatment Centre C 117 (28)
Treatment Centre D 82 (19)
Treatment Centre E 35(8.2)
Cancer type
Breast cancer 133 (31)
Colon cancer 53 (13)
Prostate cancer 56 (13)
Lung cancer 38 (9)
Other 108 (26)
Unknown 35(8)
Time since diagnosis
0-3 months 44 (11)
4-6 months 82 (20)
7-12 months 79 (19)
1-2 years 66 (16)
More than 2 years 141 (34)

A6



Stage of cancer at diagnosis

Early 208 (51)
Advanced and/or incurable 135 (33)
Don’t’ know 62 (15)
Treatments received
Have received surgery 12 (2.8)
Have received chemotherapy 29 (6.9)
Have received radiation therapy 44 (10)
(radiotherapy)
Have received other treatment only 12 (2.4)
Have received no treatment 8(1.9)
Have received more than one cancer 318 (75)
treatment
Time point in the cancer journey
“Watch and wait” 9(2.2)
Treatment to cure cancer 170 (41)
Treatment completed, follow-up 124 (30)
Palliative treatment 96 (23)
No treatment for incurable cancer 13 (3.2)
Number of visits at treatment centre to
receive treatment in the last 6 months
None 13 (3.2)
1-2 73 (18)
3-5 85 (21)
6-10 95 (24)
More than 10 138 (34)
Travel time to clinic
Less than 1 hour 339 (83)
1-2 hours 59 (14)
More than 2 hours 12 (2.9)
Private health insurance coverage
Yes 189 (46)
No 223 (54)
Concession cards
Yes 259 (63)
No 154 (37)

& not all columns sum to 423 due to missing data
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Ohjective: We exploned, qualitatively, in 2 sample of Australian
eafysiage breagt chcer patients efigble for neoadjuvant
systernic thermpy (MAST} (i) their understanding of the cheice
of hening NAST: (i) when and with whormn the deciion on NAST
wat made; and (i) strategies used by patients to facilitate
thelr decigon on NAST. Methods A sub-ssmple of pateernts
participating in & brger intervention trisl took part in this Study.
A total of 24 semisrudued phone interviews were nalyzed
uesing frarmesork anadyss. Fe sults Anumber of women penosived
they were not ol ered a trestment chofie. Most patients reported
that the decision on NAST wes made during or shortly afber
the initial onadtstion with their doctor. Women beilitated
dedipnmaking by reducing deciding fetord wd “elsning
the decision Maost wormen reported that they made the final

Correspondng author Anne Herrmann, BA, MA
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dedition, although they did not feel actively iwaved in the
diediion-rmaling prooe. Conc lusions: YWhen deciding on NAST,
patent-centersd care & not aways deliversd to patients. Jinidans
should emphatize topatients that they have a trest rment choie,
explsin the preferencesendtive nature of deciding on NAST
and highlight that patients should be involved in this. treatrment
deciiibn. Providing patients with spgropriste tine snd talored
take-horme information might facilitste patient decison-making.
Processornentated research i needed to adequately examine
patient imvobvement incomplex treatment decisions.

Koy words: Bresst caner, doctor- patient commurnication,
neaadiuvant sy stems thes spy, neopliten, patient
decionmaking, qualithtive rese arch, trea trent choice

Introduction
Patient-centered decision-making implies that patents
are offered a treatment choice, are enabled to participate

in the decision-making proces and that patients have the
final my regarding their treatment decisions (¥ This has

This is &n open actess afids distshuled under the s of e
Craafve Commons Afifbulon-NonCommensis -ShareAlike 3.0
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|Cowsrloacad free from iptsyweespjonan o Wedresday, Rovember 22 2007, IP: 134,148,185, 1049]

Hermerr, & at: Dacs oi-masing an Sepscimant Sysiemis Therapy

bessrn shonam b inerende patients' understanding of e
wreatment opriong, impraove patients’ satisfacticn with their
care and their cverall quality of life™ ¥ Clinicians have been
emcouraged 1o help patents become involved i deciding
an their rreatment., e the extent they desive ™ Howiewer,
treatment decision-making can be challenging Treatment
choices are increasmgly myolving diffenng oulcmes, suck
as cfficacy and toxicity, which may be valued differentdly by
different patients I* Such “preference-sensitive™ decisions

often add complexity and uncertaimty al a time when
paticnts are likely to be distreseed from the initial cancer
dingnosis

A potentially diMeall “preferance-sensitive” decigaon s
the chokee as to whether to reocive necadjuvant aystomic
therapy (MAST) or not, Early-stage breast cancer patients
with larger operabbe or lighly prodiferatve diseage may be
offered this option. Tt involves the veceipt of chematherapy
or #ndocrine therapy before cancer-removing sergery.
Based on the current prospective randomized data of
2 944 paticit with operable breast cancer, survival rates and
disense progression are equivalent for KAST compared to
uprcast surgery, regardless of cancer typel’ However, Lhe
impacts of the fove options are different. Some paticnes may
value MAST due to a higher chance of breast conservimg
surgary father than mastectomy. "™ WAST also allows a
berter understanding of tumar response and biology. This
can facilitate preencstication, ™' and might decrease
'pi11'n-'n|:s' Hn:ll.i:-.r_l,- sesncaite] warh theemr crncer. B0 Hl.hvl-_"m:
some paticnts may prefer having upfiont swigery a4 they fear
that theo cancer could geoworse whilk receiving MNAST. and
Thuas wash o have the tumor surgically remaoved a2 so0m as
povsille 14

Adegquate patient imvolvement in such ditficult meatment
clecisions 1t 15 nod always applied in clindcal praciice "
Elwyn e ., have argued that the specific underlying issucs
that militate against the adoption of adeguate patient
imwalvernent, are sill wnderanvestigated ' To gude the
dewelopment and implementation of appropriate decision
support for cancer patients. we need to betier understand
havw patients make ATl reatment decisions and what
we can do o adequately support them when deciding on
their treatment ¥

Tl P TEpTS A |_'|1|.n||ri|I:|'|.'r qn:llr':i:'! ol prhome
inteiveews conducted a3 part of & prospective, eingle-arm
pre- and post-trial. The wial aimed at evaluating a decision
anlwhich b been desigred o bedp women decide on HAST.
Weerplored, qualitatively, in a sample of carly-stage brease
cancer patients elimble for KAST: (1) their understanding
of their reatment chowe; () when and with whom then
decision an MAST was made, and (iii) stratcgies vsed by
paticnts to facilitace this decizion. Ancther anahysis forusing

o weirmen's wse il perceived benelit of 1he decision aid
ie currently in prose.

Methods

.‘{';-Jl'z'rlg anrel 1.||:|:r|fr

A purpesetil sample of 24 patients attendmg breast
cancer weatment centers in New South Wales and Victoria,
Awddmalia. Recrwrment contimeed unnl dage satgeration
[ao new themes o three consccutive INICTVICws) was
achwved.

Tnelugion and cxelusion criterida

Patients were eligible for this study oF, at the tme of
chrolment, they (i} were female; (i) were aged =18 wears;
(1) bad g bvaolopea] diagnesis of operabde mvasive breast
cancer, [iv)were considered for MAST as a freanment option
with curative intent; (v were willimg and able W acoess
the frial informaton throvgh the internet and complete a
phone miberveew, Patients were excluded il (i) <3 moaths
duration of MAST was planned; (i} they had a hearing
or ancther impairment or insufficient English langoage
challs for Fnﬂlq,'ipmﬁun noa phome INEET vl lf'i;li} they had
inflammatory, metasatic. or inoperakle breast canccr;
(i they were comsiderad by the treating investigatos o have s
medical or peychiatric condition precloding informed consent
anel {vi) they were unable 0 be contactad vea telephoms.

Fthies approvedd aedd consenl to paerlicijole

This study was developed and condected in pocordanee
with the tenets of the Declaration of Helsinki and
principles of Good Clivacal Practice, Al participants
provided voluntary informed consent e join the study
which had been apgnosed by the regmonal neearch ethues
committee (approval number: 1471271054.05) and
conducied acooddang 1o local site govarnance paocesses,
Hueoruitament

The treating clinioan identified all eligible patients
attending their clinic for a consultation, introduced the
1i|'rgv.'er antervention el and ofmed wriiien consent (o be
contacted by the Auvstralia and MNew Zealand Breast Cancer
Trials Group for study regeration. Consenting palients
were emailed a link with acoess to the trinl mformation
Jetter and cnline congent form foun the lagger inrervention
trial, which gave participants the option to opt out of a
follovw-up clephone interview: Patients wha consented
tr @ telephone inferview were contacied via phone by a
roscarcher to schedule the intervicw,

Durta cellection
Adl imterviews were conducied by one researcher who
hasbeen frained extensively in qualitative research methods,

3 bseFecihic Joumal of Oncology Hursrg = Wokame XX + Issue X80+ Month 217
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Particrpants were informed that the interviews would be
audiorecodded and transcribed bat that their information
would remain de-identifisd. They were asked to el
hw they made their decision on MAST, in the way they
preferred, withowt interruption from the interviewer, This
marrative was fllowed by semi-soueroced questions about
the information provided to patients, their information
seeking behavior, the decision-making process and
peychological concerns {for guestions in cach domain of
the question guideline pleass see Appendix 13, AL e end
af the interview, paticnts were given the oprion to provide
aclditional cornments The questions were infirmed by a
previoas study and discuzsions among the rescasch ream.
I’a'rli-:;lrmnrl. wire askel g rmany -:||L<_-:stiq1nx a% meelad
gain the required information, with prompting wsed to clicit
topics not spontaneously spoken abort by patienls
Ntartistical analysis

Tnterviews were transcribed verbatim. Transcriprs were
checked for accuracy by cne researcher and analyzed
wsing framework analysis!™ Accarding o Gale =« «f, the
framework analysis approach belongs to a broad family of
gualitative data analvsis rethnds often related tas “thenatic
analysis" ar “gualitarbre content analysis.” As suggested by
these approaches, we aimest g deaw both deseriptve and
explanacory conclusions fiom the data whhich were clustered
arounsd themes S Conclusions drawan from the daty were
doubtle checked by anather researcher. Disagreemcnt
was Tesclved by discessions berween all members of the
research team. The ranscripts were read line by ling, and
their content was examined, compared, and categorized to
apply a paraphrass en label (o "code”) that descrabas what
was intcrpreted in the passape as important. " Open coding”
took p]s_{':_*, LE :mrlh.i:nr_ was coded that cowld have besen
relevant from as many different perspectives ae possible ™
Codes were then grouped to start the development of more
cranplex categores. Ananalytical framework was devieloped
hasod on kew cateporics and data were assigned to the codes
and categories in the fomework 2 An iterative appanach
was followed with newly developed and existing codes
and ciltegoTes constinl I !n—eiu;u cranpsired with eacl odhiar
and rovised if necessary!™! This cnabled s o develop
imterprotive concepts that descrite or esplam aspects af the
data {i.e themes) ™

The coding process was accompanied by writing
analyiesl memng o help docwment the sescarch process
and preliminary findings. This approach to gualitative
data anﬂ]\r::ix '|:rr|.:'..'i-.'i&;|. i .-3,-5I|-.'|:|a!'i|." kel Tor m.!ppjng
and imterpreting the data and was thus considered
appropriate to develep a profound wnderstanding of
patients decision-making experiences. ! Demographics
arc presented USIDE OPPTOTTIALe SUMMAaTy statistics

Derardanred free from kipsiweeesapoon.org an Wedresday, Mavamrber 22, 207, IF: 1341408 1 RE 18]

Hesmans s Desiskon-making on Negaduear Syetem Trerap

Results

Patients were intarviewed betwaen Febroary 3006 and
Febeuary 20017, Fifty-nine paticnts conscnred to participate
in the trial, 30 {31%) consented to be interviewed and
24 {a1%) were available for an imerview, by which time
saturaninn was achieved. The median tme since dizgnosis
wag 91 days {interquartile range = 49,1891 Participants'
median apyr was 51 (standard deviation |80 = 7.3),
[Talble 1]. The resulis are organized around three
themes: (1) patients’ perecptions of being provided with

a treatment choedce; (21 decision-making in 3 sitvation of

percenved] emergency; and (3 stralegies vsed o Tacilitae
decision-making

Paliznis '[u'l'n eprlioaes of r'|'JJII-_[i'II'|II idded with o frealnacat

TR
Many paticoes did not feel thar they bad a choikce of
whether of not to receive MAST. This was for three main
reizoms, First, some wornen pereeived that they were not
nifered a treatrnent chiice ar all, They fele tha cheir decto
pravided them with 2 treatment plan withoot discussing
ilternativee opeicms. This did net allow womsn to participats
i the decision-making process. However, due 1o the powen
imbalance beraccn doctor and patient, women accephed
their doctor’s weatment choice.
" §he (=rhe surgeor) said paw'se poing o Rave shewn
enyrery s ey fove i St Shrink ehe tenonr avd peah
—1hs,
Wi, She e the decizean, &) T hoawd thar i sl
s, sy St then chivwo, Wlew [ toid her T wient 89

viid v sl TRE aliain ¥ et aftsonss eolier gpiony
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|Dereribondied free froen Bip e apjoroan onWenresday, Masemier 22, 2007 1P 104,128, 1858, 109)

Ferrmern, er & Depsaemas on Henadwant Systels The spy

Srve ey oo, then ohemin, war said, e e meiNT o
Ay, el S D, adagy, yous s sty ol thae waw
il (PE)

Second, even when perceived to be offered o meatment
chodce, many women did noc feel that they had a say in
the treatment decision. They reported that the decision
was strongly gustad by ther doctors, Taodors were seen 10
have a preforence for the “best™ reatment chaice and were
peroenad 1o hiove guided the decision-making process Both in
an explicil way {i e providing a restment recommendation)
and inan implicic way {i.c. implying a prefecred eatment
option through the wiy in which opons were presenied
LT§} ]nlit-.nl-"'_:. Adl wormen folkwed thelr docions" treadment
advice. Some women felt that chey were “n ihelr dactas”
Rrds” (FZ) and that they could only participate in the
decrann makang process (T they wera agrexing with theis
docrors” treatment recommendation. In these instancocs,
deision-making on MAST was predominantly characterized
by clinecians' disclosere and explanaton of milformation,
racher than being a paticnt-contered proceas which imvelves
Joint participation betaren doctor and patient,

A marely they beth (=rhe sungear ond the encodgi)
Sl Beal Reills revoramended thai Toacke iz
Aesision Bt frvers whi ey decided Soowherher i
— they powe me the Snfermation which way presty ford
fovsaw me fo. Wilelior dRey muwde e déssion and then
Jeriden B0 comdince e st iF aas she besr opian, o
wefuirtiier § vexs funt — v Brow § p weith phe sxperts L)
Favggeoss Jolid vealie the deveston, S 8 vz afer some
yrery Beavy pepssuring.” (P 16)

It way prefry newek Hais Gy whar we ecommera, He f=phe
crcelapra ) i geseni G g pow heve g olodee bl 0l of
the wadvice fnd doven dear pal (=e fove MAET)E 2D

Thard, sume women straggled with comprebending
and acecpting the preference-sensitive nature of the
decision on MAST., Although survival outcomes are
Hf|||.ivﬁ||.-en| for BMAST and :J.]'!!I'r-::-nl AlTgET Y, Wornen Fround
it hard to voderstand chat their preferenoes noeded to be
imvrlved 1 the decizion-making process to determing
the “hest™ trearmient choice. These women ]:len::r.iw-'n:l. the
devizion on MAST as a no-win-situation. They felt thar
ni matter which option they chose, it would oot lead to
a perceived gain, piven it suevival benelie s amilin
for WAST o updkont surgery, and given that they would
have chemotherapy anyway, S3ome women experienced
the decrsion-making process as a burden, rather than @
chanee to make a weanment decision in line with their
individual preferences,

“ Fither way wasw 't really paing to make anp diffrence,
Tgreess Fiele by oo &t Befereliand (=otemnonberapy befire
suegerys, I eot disedvanraging wvsalf ) B serss Heot

shr e and s are sy sarey, o e docrn ' snem e
D wiawiele i difference.” {F 12)
“ inferranatsly 85 such @ prey goee dhat Bheee are pros erd
cends i Boel sidfes, S opowcee Mbe sldn, ilhere S o ofwons
whsr gt phe ord (P 22)

Plecision |l.'.|l'.'.i.'|_|_5 for i srleradronr .;|f'.|l.c rerivee T RCY

Iany women fiole that the decision on MAST needed tobe
reade quickly and perceived o beinoan ermes gency Stuation
wirich required urgent action to prevent & worseing of their
cancar. The majorivy of patients repocted that the decsion
wie made doring or shertly after the initial consuliation
with their doctor. A mean of 5 days (8D = 4.6) clapsed
between study consent and treatment decision, A number of
woimcn seported having little time herasecn the consaliations
with their medical specialists during which their treatment
oprions were discusscd. Some woemen noted the limied
amount of time they had wath their dectors durmg these
consultations. Many women felt rushed when deciding
on MAST which dud not allow therm o comprehend and
weigh-up the information provided to dicrm and make a
comsderle treatment demsion,

"I w7 really grelre quiok foe see, Toaly Jowened o e
this meweingr end (was] ther o the doctory she saeee day,
ol rilve breast sopean aond Hie oaneiapiss. S Ao wasa ¥
very mnich o Swe far n, () B o veas stvadole i,
akay, poive been diagneses, ond streioll e achen o
it sivaiphe away (T )

" Hpaase WHRH J0 OFE B 0 SUREReH UDOHTHREE (Al
a fivaited comowent af timre Lile 0% specie fo, hasm, baom,
Dpers, e Phiwes dhar Bive o by dealy with,” (P 17)

A number ol worten Fell a foss of coneeol over the
situation in which the decision was made. They were
cverwhelmed by the fear asseeiated with their diagnosisand
the patential freatment outcomes, Many patients reported a
lack of medical expertise and did not feal cagable of 1aking
an active Tole m the decision-making process. A oomber
of wromen perecived the lack of infirmnation as & “viciouws
cirele™ a5 3 did net allow them to ask further guestions
which might have helped overcome their peroeived lack
el understanding, Some women felt that ot was their
reaponsibility o cscape this “ricioos circle” by accking
adelitrnal decision support,

 Oigeesly ot wats cveratiolaeien Deoduse £ s o aanifing
h!mt_'rmr .p|‘:1f.pu,s.f:.-'.ﬁnp¢ ax anyhagdp,” (F 5]

U Miivbe [ vowdd fuive wanited o beow seore abowt
i g vl reses, fat 0F T wanind fo baow
wncwe, £ shoedd B wsted siore"(F B)

Bl ost wornen made the decsann with ther doctors and
their support persens and pesceived them o be the most
nporladl information sowrees Tor decuding on MAST
Some women reported to have appreciated if their doctor
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|Dmninached e frem bibpiveessmpjonom on Wednescay, Mowember 22, 2017, 150 152048, 788,704)

remmant f it Dackon-makng on Measdjoanl Sysemiz Theraoy

suﬁﬁ:‘.ﬁl:‘.d it Iregkrmenl '|:l|:|.r| and ndfered 1o :_'h:lnﬁrﬂtle- COursEe
of treatment at any time. These women pereeived that the
Uright”T tremiment choe was determimed by iTeaiment
queccas. Having the eption to change the rreatment plan if
WAST was comsidered unsucrsshisl seemed 1 belp wormen
feel more satisfied with their docision.
= Frady, Wke Froaily dighe's b piehor w59 B D eas
Rapp wiek dhe decision thet was sy Briowing thai of
AR B e Eaadd srow di ol wd S saegney i dhee
el fee vy was prognesiTng o wose T isdaiing or— v b,
I rlewe wewe guy ocher sigms golug en. " (P 2)

."':n'l'n'-ll'_'._;.i-e.'i wsed fo fecilitate .|'|_'|_'.i_-.-._||.l-r||.-||Ln.'_-_;

Women uged & number of strategies to facilitate
decision-making on MAST, The most commonly
wsed grrategies meluded: (1) redueing deciding factors;
(i} "claiming” the decision; and (i) vsing additional
nfrmanon. These Sl leg s are desc thesil baloas,

Most women did not contemiplate over the varicty of
potential rensoms For or against bivimg RAST. They seemed
to base their decision on onc or bvao key factors which they
percelvsd as most mmportant fo chem, at the tme when
the decision was made, such as having breast consceving
surgery, Tather than a masteciomy, or having o treatment that
woatld afface the whole bods, nat jzst the breast. The seasons
why women decided for or against NAST did not only
relate 1o the medical effectiveness of the eatment optiong
available to them. Scme women decided on NAST based
om then e somia | i nces oF an what I|1|-:3,I rossderad
cmotionally “hearable " For cxample, some women made the
decision on MAST haselon thes Bmily comematments or e
fear associated with their cancer. This kighlights that when
deciding om WAST, the "right” treatment choice depends
heavily on patents' individual prefeences and neads.

" S if e doeset wffent rhe progrosts g for e pernes s
of v, e it dees Befp yoe i stler sy dna e
salys, (i fear rhe camcer can Be redeced tw sise waliion
IREGHE T :r.l'qu!:pmtl'u;m i wnrsteh a migiar e Arngr
et {1, Maaiier fwa (20, OF the cowoer does redce i siee,
iy o fhat the cherio goraally works " (P 16)

" owppand dw the back of voeer avind youcre thinking
beaisese @5 5 S airnenesirap ) Masting the wilole fogy
wwd ever o i is sovmendhere fe ooy bedy, oo coon enly Soge
ifeaw if foas Dwew blasied by ool oheaorkerape” {P 4]

U ehdnd the paain glincher witt me war frally felfing
e size o the T affer the dressfng s come donn ard
evoryining, Thew fese diiebing shae Dooodd's cope with
thai (=ned genting 1he Reonowr renoived inorediacel) ard
HoT ERCRTHE IO es paing fo g Biaser ar soened . (P S
*Fehoaghe, well, § wondd vadter pet the Semnn oot g the
sy ey Decnae we ve also gor saierfing coming up faiee
in e vrar and [ dide vt to be grimp Haragnt ceme

when st fappened, (ure doaphiter s wedding i in S
malelle ol ehe sean o theis sl 0w Rappy o do e
chern fosr” (P T

Mot wormen deserbed tee decisson-making, process
the passive volce. Although they did not seem m play an
active role in deciding on MAST, most women repocted
that they made the final decsion and thus “riaimed” the
decision. T thess instances, patienls’ peceived involvermeant
inthe decision-making proccss differed from their perozived
involvement in the final decsion.

o it way ey .u'r\:.iﬂ'n.rm.rbh:,:'.lnfaf rhe |'£n_!.'!1ur.|'1|-.::.'
really fust puided by wivar the doctory were seving.” (P 2)
B pweess pow sgR il goper aed pow sy Dee medagp
fhe decision Bt T da thivk et dofisitely se sargean
ang rhe arcodamist hed bosh seid thiv is what we wald
reconmmend ) (P 21)

Womven wsed additional written informaticn, sock as
the decision aid thal was part of the larger frial, to cenfirm
thew decisinng on MAST, rather than changimg them. (An
in-depth qualitative analysia of the wse and perceived benefit
of the decision ad i presented in anocher article which iz
currently in FEss] Llsing addstional informaton helpel
waomen supplement the information povided by their
docrors and reassure that their treanment choice was not
solely determmed by ther docters’ opmion, but based on
wormen's mdividual cireamstances and preferences, Some
wecnmeen reporled that wsing addinonal miormaton helped
them comprchend that they had a reaunent chaice and thus
enabled them o better understand the preferenoe-scnsite
mature of the decision on KAST,

“ Thev e e Brewsd Surpeon saie, we ve pot Oy feal
whiech i deiston food, el pawe e smesresiod in being
parr of thad? T raid, per et would be poad, Beouse I
Uik o ke v B the dacinion Binar e mﬂhlﬁ: I pat
bedrg inilzienced by ey Bealthoor procktioners whe were
fellereg rete whar oy dlaophy was Berter So s Beloed e
el et e derisio St ko ek aliR ragerher s
the right decivian” (P 13)

UAs I owent evay o started reading the iterature in
betiven sessioms, (F sadilenly dumened o mee thar thas iy
aaadly @ choiie, T opedd choase” (P 23]

Wornen who used addibona | information in betwesn the
cnnsullation with theis sorgenn and thein medical oncologi
appreciated having sufficient time o make sense of the
intormation provided by their £octors. 1t helped them berer
cope with the perceived emergancy of the sttuation and feel
maore involved in deciding on MAST,

Ui o s vaporiaal o spealk fo e sirpeen ol gl
Frie views on St all, bur I tvink i was alza very belnlil ro
Fraave B TR SritrmEsan Lhart waas i ole desision aid
s congdd s and vead thet at oo s paee " (P 1T
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Discussion

Llur data sugpest that preference-senative decsion-makmp,
u the conecxt of WMAST can be difficolt fon patients. Somne did
ni Eeel that they were offered a treatmeent choice or recenved
a strong teatment recommendation. This = n line with
previoos studies. Ziebland & @, analyzed pancreatic cancer
patients’ peroeptions of meatment decwsion making and
found thar docrors were often perceived to have presented
surgery as the ohrvwones oourse |,_."'|":|-;_:Ii;:i1'I rathea than ||I'f|-:ir|g
8 treatment cheice paticnes could have been inweled
PN s possible that the reatment recommenclanons of
some clinicizns may be ar odds with paticors' valoes, =2
Chimems shioalid |,-!1'r|:|;|I'_|i|._--'i:-'.u.--I thitt patsents bivs o trapdment
choice and make it clear that paticnts can be brvelved o
geciston-making, This could be done by offering toexplam
the available evidence te patients, helg patients eomprehend
the risks and benefits of their options, check for patients’
understanding, and ask patents abow their preferences
for information provision and decision-making. ™ A
patsnl-cenlerad approach inwands medical decswnanaking
could help paticnee consider "what matters mese to them”
andd Facilitare then mvalvernent in freatrment deceanng, #4571
This = important as there is evidence to sugacst that paticnts
make desEions T{‘gile'il‘lf: therr caneer care ot ucu‘h.' Fran o]
i statistical risk asscsament but based an a broad range of
experiential Factors, including family history of cancer o
in Frrmiaticon aought from theie pessonal recaack of family
and friends*

The patients i oor study felt thac the decsion on NMAST
reeded fo be made quickly. Many felt overahelmaed by
themr diagrosis and lestment opions which s in line witls
previous siodics on otier cancer treatment devisions 2
It i wital 1o provide patients with approprale ome 1o
cansider their options and make sense of the information
presented to them, Where possible, chinicns should
crnphasise to paticnis that it is vsually safe do consider
thedr options for & few days belore making a decision.
Offering the socoad consultation may be a soaccgy worthy
of invesfigation to belp improve patients’ understandmg of
thelr optiong and theis partcipaticn in decigion-making. 1
Furthermore, providing additional writben iformation
fivt parients o ravied al horme could ke the pressuse off
Raving to provide snd seceive all reqoired information
weithin the comsultation. This could counteract parienes’
feeling of being overwhelmed and allow for considered
dersivnmaking which rght recdisce patients” decisinnal
pogret 2

A patient-centered approach lewards medical
decision-making might also reduce costs i the healthoare
sy stem s there is evidence 1o segeest that prtient-centered
corrmunication might be aseociated with better recovery

from discomfort, better emaoticnal bealth, and fewer
dmgnasiie teds and Jelerrale P08 A pacprt Cochrane
review on interventions (o suppert patient volverent
in decision-making indicated that consultations that
involyved such ntervenions were on AVETHRE :,11'.1_!,-
2.5 min longer {median: 2.55 min). ¥ Patienr-centered
communication about treatment decisions patients have
to make soon after their dognosts mght also Jead o
maore suecinct treatment discozsions lacer i patients’ care
trajectory. ) As a conzeguence, emphasizing thar patients
have j treatment choice and invalving patients i trealmeant
decisicn-making could ulimarely lead o more efficient and
cffectivie paricnt care.

"Clatmiaeg " the decision ta maintain coguitine
consodanece and the need for process-ordentated
resecrch.

Many wiomen reported having made the Final decis:on
o WAET, althcugh they did nod feel that they had been
actiecty invelved in the decision-making process. Festinger's
Theory uf Copnitiee Dissonance may help explain why thes
comrrad. This theory suggesis that people grive t achieve
a starc of harmony by maintaining consistency bereccn
their beliefs, values nnd behaviors, to avedd psychological
digeemiort P T might be that patents perceived o have
madce the final decision. although they did not foel that chey
plaved ao active role in the decsion-making proce s to align
thenr behavior with then ||.1'||irl:s|mu!|11].|.|,|f thes saruatiom, 19 e
likely that waoimen porceved an obligation for being lnvolved
m their owmn healtheare decisions, 25 it is the patientss who
Brave: to Tiamal e She comses) nenoes ol freantmen decesnns. ©
Tin line with the premize of cogaitive dissonance thoory, it
might be that this sratepy of "claiming” the final decision
helps potients mamntam opnitive consooance and thus
pavchelogeal comfort by protecting chemselves from any
digtress they may experiencos as & result of their views noc
alignng with their behavicr,

Decisici-making 5 a dynamic prooess where patients’
preferences and needs might change ™! When measuring
patients’ decision-making preferences and expenences,
reseatclers should focus on the decision-making process
rather than patieats’ perceptions of the final decision.
However, many instruments in this arep, incleding the
widely used Continl Preferences Scale, focus on patients”
wiews abourt the final devision rather than the proocess of
decizion-making*?! Such mrasures con be mesleading as
palients are often wraware that decizions need o lss made
and £o mot foal dhat they should have participated in them, 51
Frocess-omentated measures might help better understand
patient invelvement wn reatment decis:ons by examining
different componcnts of the decision-making process 1244041
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This i5 likcly fo increase the progeess in the vescarch and
ghe implementainn nf patienlcentered care.

Lirnatert igres

The study findings are not intended fo be numerically
representative. They ratler provade in-depth insights inta
how women decided on MAST. As such. we avoided
i potentially misleading ouwmerical descrsprion of our
results, We condwcted phone interviews which might be a
less productive mode of data collection than Tice-lo-Race
inmerviews, - Howewer, evidence is lacking on whether
plhone interviews prodace lower quality dara . #5% Also,
patients might fee] more relaxed and able to disclose
serngitive information when being interviewed on the
phone. in the comtort of their homes and without having
tir face the mtervigwer = Furthermare, thera i evidence e
suggest that reamranging a phone ncerview by calling back
al i more comvenient time foe the merviewes might cause
study participants Jess embarrassment and difficolty than
restranging a facedo-fuce interview, 1 This was considered
o be of particular importance for this study 25 many women
sk toreartanggs the i terview bacause ey Rl oo wrwell
ta do the interview or becaose they had to attend the
clmee, As a consequence, 10 wis gssernsd that comducting
phone inteevicws, rather than face-to-face intervicws wooald
reduce researchaelated buarden on JEETEHI KR Lorme woman
participared m the nrerview months after deciding on
NAST (medim tme begwesn study consent and nferviesy:
102 days). This introduces the possibilicy of rocall bias
that could lead 10 maccurate narratives"" Also, most
study participants were well-educated and younger. Older
weomen angd those with Jower Jevels of education might have
different expericnees with deciding on NASTFY Clinicians'
comrmunication skills pnd sovles may bove infusneed how
wiren decided on MAST. For example, clinicians” skills
in communicating risks might have had an mpact on
patients' wnderstanding of ther options P25 Ag we do it
have recordings of the consultations where the decision
n WAST was discussed, we do not kaow how climeians”
communication skills and stvles may have influenced
patient decision-making.

Conclusion

Although the patients m this study presumably had a
chaice between two equally effective treatment regimes,
a number of women felt overwhelmed and beliewed that
they were not offered a treatment choice. Clinicians
should emphasize to patients that they have o treanment
chowee, explam the preference-sensitive nature of MAST
and highlight that patients should b2 invelved in this
decision, o the extent they desive, Srrategies m support
paticnt involvement in deciding on NAST might mclude

Hermmngn @03 Dedgai-making on Mencciasan Bsemic Thegjm

providing patients with appropriate time and farther
witzen information o consider at home Where posshle
and reazcmable, clinicians should cmphasize to paticnts
that it is wsually sale o rake a few days o consider their
options before & decision is made. Also, many of the stody
partapants “claimed” the decision and 1eported laving,
mmade the final decisicn, although they did not feel actively
imvnbved i deciding on MAST Process-orientated reseatch
is warrantod o cxamine changes in paticors’ preferenocs
and experiences with makmg cancer treatment decisions,
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SUPPORTING INFORMATION

Appendix 1 - Coestions in each domain of the question guidelime

Questions on information provided to patients included asking patients i3 where they ot infarmaton m help then
miake a decision abour whether o have chematherapy before ausgery: i) which of these information sources they found
most psetil; |:;||i} what exartly the information was that hn-.'lpn;l them make the deceaon; [iv} wiethe I]D&}' fizlt [|:|:_',- WElE
given cnough information to allow them to make a decision; (v] if they felt they were not given enovgh mformation,
what other information they would Hke o have received; amd [(vi) kow they would like infoomation presented o them
Pwrinen, face-to-face, online).

Crueesticns regarding the decision-making process and peycholoagical conccrng included asking paticnts 1) whao made
the decision in the end; i1} whar was ditficult about making the decisiom; (Gu) how certain they were abow the decision
at the time when they made the docision; (v} how certain they were now that they made the right decision; and () if
thetr certainty has changed, why o has changad. Tadents were forther asked whether i) they do o did wony thar theie
cancerwonld ot worse whilst having chemotherapy; (vii) what period during chematherapy and surgery they found most
diffical, rmentelly and physically; and (viii} whetler they woersed that theis cancer woald come back.

Crestions regarding ocher factors which might have influenced patients” decisions included azkmg, patents whetler and
if qion, o the Tollowing Factors influenced their docision: D having breast conserving surgery {lnmpectomy); (i) being able
to know whether the cimcer responded to chemotherapy; (00 kaving ireatment sooner for tee wlinke body, noet just foc the
breast; {iv) being irvelved in a clinical trial (and whether their doctor talked to them about this): (v} their ability (o have
childhren im the Dature, Pacents wees funther gsked whether (i) they weare awase thar breast cancer can be inherited in the
Eamily and whether that was releeant to cheir decision: (vid} what other issues they considered when making the decsivion,
siwch as inancial on logestic Bssues; and (i} whether they have considered having a beeast reconstrsction.
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1 | INTRODUCTION

11 | Breast cancer treatment decisions can be

challenging

Abstract

Badkground: Some women with operable bresst cancer hawve a dhaice between receiving
upfront surgery followed by dhemothempy or necaduvant systemic therapy (MAST) prior to
receiving sungery. While survival outcomes are squivalent for hoth options, the dedsion about
treatment s=quence can be difficult due to its complexity and percsived ungency. A decsin
aid has been developed to help patients dedde on whether to receive NAST.

Alms:  To explore, qualitatively, women's use and perceived benefit of 2 decision aid 1o help
with their decision on MAST.

Methods: A famesod amlyss procsss was conduceed on a purposeful smple of 20,
one-om-one, semstucred phone nterviews with exsly-stpes beast cancer patients ehighle
for NAST. Particpants had thy dedided an whether or not to have NAST.

Results: Patients persived the dedsion aid as ussful o becoming more nformed and
nvolved in maldng a dedsion as to whether they recsive NAST. They described the information
provided in the decision aid 2= refiable, relevant, sufficient in terms of amount, and taiored to
their needs. Rexding and reveading the decision aid at hame in-bet thec lations with
their susgeon and their medical oncologist allowed women fo better understand their treatment
options and exsly ntegrade the decison ail iInfo their cre. The decision aid s=emed to onfirm
but niot change women's dedsions on MAST.

Conclusion:  The decision aid appears tohelpt t cance r patentssupport their dedsion dhaut
whether toreceiee MAST. Patients" ability to review the dackion aid in-betsean two consultafions
i and feasible wary of Inbegrating the decision aid info patients’ coee.

seaTs o be an areptal

KEY WORDE
beext anosr, deckSon aid, dedsion making, qualitative reseach

owerwheimed by fhe e of t aptions avalbk o them” In
addition to the bege number of freatment opBons avaibbie the
makdng proces. For instance, teeatment: choio=s are nceessngly nvolving
differing outcomes, sudh = effitacy and oxicity, which may be valued

T masamise ther outmmes, patiantss hould be nwoleed n fheir tresbment
derisions, io the extent they desine ' This @n demese patients’ distres
and arpdety, and inoese ther otsbdion with fie onsulaton and
owral quaty of Fe® Howewer, brest canes patients cn be

differently by diffesent patients. Such decisions are ciled “prefeene-
serestive™ They cn be very difficul for patients, 25 e “best choie™
cannot be predefned; i depends on patients” pesferances. and nvolves
each individud patient weighing up the rides aganst benefits of the

Thiis s an open aoness aftice under T banms of the Creafve Comimors A8l -MoivD ommeear b MNoDarles Licerae., wihich parmls wse and dstibofion in 2y
s, prosdcad the: colghnal veork is propedy died, the e s pon-oomemerdial and o modlictions o adaptations ame: made.

B 2017 The Ao, Haglth Siemce Repodts published by Wilky Pariodok,

Headh 5iRep IT 1R
it/ Mol gy 10 1002 HER 213

vl prndire e . ooim o L 1ad®
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optios avaibhie i them. i & ementol thot pafients are adeqguorie iy
suppared by the hedith cam system when deciding an their &

benefit of a decibon aid that wes designed to provide women with
reh t i o amsist dheir dedsion an MAST.

1.2 | Deciding on nesadjuvant systemic therapy can
be particilarly difficult for patents

Some sary-shage bresst cancer patients with beger operable or highly
profiferative disase may be offered 2 dhoice about whether to howve
nemdpvant systemic theapy (MASTL ie. cheamotherapy or endoorine
therapy before surgery. This s a partiou by difficult dedsion o make,
2 the coneeptof NAS T adds complexity and unosrtainty atatime when
patents ane el tobe distrexed from the nitial dognoess of ancee
However, pationts may value the neosduvant approadh due to a higher
chonce of bresst owserving surgery rather thon mostectomy.”
Heoadpvant systemic therapy ako allows a betier understanding of

2 | METHODS

21 | Development and testing of a dedsion aid on
MAST

The dewve ibpment of the decison aid wes informed by (1] a qualiative
study mnducted to ane the inf son nesds of port '
ing NAST:*® (2) a Fterature review to define frextment options and
the posifve and negative outomes assodated with those options
and (3] identficafon of nek t to the dedsion on
HAST by an esxpert consenss panel. The stuciure of fhe decsion aid
wx based on the Interational Pafent Decsion Ad Standards
Collak son (IFDAS) sttement to inchude a babnced desofiption of

-

t e

tumowr resporss and biclagy, which can facilfitte prognostication
Improved prognostication cn decrease patients’ amdety and depres-
5imz-mchtﬂdﬁﬂ1ﬂ:iﬂmﬂ:dpobﬂ1ﬂhﬂinutmtmnt5“n
Survivaland e aurencerates are equivalent for MAST followed by sur-
gery compared to reaeiving susgery first” However, some pationts fear
that their cancer muld getworse while eosfving MAST and thus peefer
to havethe tumour sungically e ™ Therefom,
for wamen with operabie breast cancer, the decsion for or agast
MAST slies heavily on patients’ preferences. ™ Toallow fuese pationts
to malee nformed freatment decesons, they need to be provided with
d equate, evidence-baed ink =

d 2= soon as

1.3 | Decision aids can improve patient outcomes

Dedson aids provide pafenk with evilencetosed mformation
regarding the health o= options aailable to them. Decsion aids
sim b ambt petients with darifying and commuricating the vakue
they msodate with each apfion™ They are desgned o engage
pafents in the dedsi-making proe= and to guide them towands
making defbeated deciSons that align with fher preferences® &
number of Cochane reviews have shown that decdsion aids ae effec-
tive In mproving cerbain petient outcomes, nduding noexed knowl
edge and ' ing of the = available, and reduced
dedsional conflict, when compared to wsual care ™ Athough dedsion
aids hawve besn developed for numerows health ondiforns, one wes
nit awaibhle for the decision on MAST before this shdy com-
menced !4 To fill fhis ourent gap. owr group designed a decision aid
to help women become more nfi d and more wodved in decessons:
about MAST. The decsion aid i beng evauated in a prospeckve, sn-
gle-arm pre-post tral Here, we report on fhe qualiative andyss of
phone nteviews nduded in the brger il to ames women's use
of, and percsived benefit fram, the dedsion 3id. This substudy 2ims
to provide m-depth sSghts nbo women's perspective on the effec
tivenes of the dedson aid and helps explore whether it might be a
wahahle tool to fadiitate dadsion making an MAST in dinial practie

14 | AMS

The aim of this study was to explore, qualitativsly, in asample of eardy-
stoge breast cancs patients =high for NAST, fhe use and perosived

djpvant and .7 t i v. The deckion aid inchudes an intro-
duction that helps newly dognosed bresst cancer patients undestand
basic mncepts dhout their featment modalities. This was mportant,
s these patients may not hawe received other waitten general
nformation a the fime when NAST was discussed. The decision aid
further inchudes biie f geneval nfonmation about beeast cancer and the
treatments commonly used, an egplaation of the optons for the
timingof chemotherapy and surgery, the advantages and disd vantages
of neoadpvant and adpuvant therapy. a value s darificafion enenciee iz
a wodshest to help path cosider how they value key apects of
the decision on NASTL a page for notes, a ghssary, and nfosmation
about where o find addiBonal s sourees. Tomprove patients” rsk per-
cephion and lead to better nf d decison malkang, key panents
of rek are presenied i visual e, and v f usng
appropriate bbeling. Thedecison aid is designed to becompatible with
oniine and paper delfivery. The IPDAS oiteria fior judging the quality of
decison ads have bemn adhered to (please see Appendx 51 for 2 mm-
pleted IPDAS chedkdst) ™ Consumers and members of 2 brezstcan-
ooy support onganisation (Breast Cancer Metwaodk Axstralia) revie wed
and helped refine the content and comprehenshity of the decsion
aiid . Care wars taloen o maes use of the shortest wornd and simplest sen-

tenoe stuchure ghie_ Weond and senb length had to be bakanced
against the overall length of the dedsion a@d_ dn exesswely long ded-
sion aid was not sdered [Bosly io be approadhahie by those with kow

teracy. To avoid duplication of information, the decision aid wefers to
other information souree s, which ase routinely made available by breast
care nurses to wamen who have been examined wath bresst cancer_

22 | Setting and sample

A purposeful de of 20 pats at fing breast cancer treatment
omntes i Mew South Walks and Victosa were nberviewed one-on-
one via telephone Reocuibment continued untdl data saturation
ino newy themes 3 conseoufeve nterviess) was achisved.

23 | Inclusion and exclusion criteria

Patients weee e lgihle for this shudyif, 2t the time of snrolment. they (1)
were famale; (2] were aged =18 years; (3] had a hstologcal dognoss.

A23



Appendix 3.1: Published paper

HERRMAMM 6T &

of opeoble vasive breast cances; () were cosidered for neoadpur-
wvant systemic (dhamo or endocine] therapy (MAST) = a treadment
option with curative Itent; and (5] wee willing and able to acoes
the izl nformation and the dedsion 3id via fhe Inbemet and complet=
the teleghone mberview Patients were excdbuded f (1) < 3-month
duration of HAST was planed (2 they had hearing or other
impaiment that would prediude a phone inbarview; (3] ey had
nmfficent Engish boguage ddlks for patication n a phone
mnierview; ] they had nfl V. ic, ar e et
canoer; (5] they were idered by the g nvestip to e
a medical or pEydhiakic condition preduding informed cosent; and
(] they were unakhie to be contacted via telephone. We exchuded those
patents who were going to recefve b= than fhree months of dhemao-
therapy becase the outmme prokabiities presented do not apply to
thieme patients. The intent was to indlude potients who were going to
receive a full course of neoadpvant dhemotherapy, which & typically
theee months or mone. This duration & required for amal benefic
from neoaduvant chemotherapy.

24 | Recruitment

The treating dinician identifi=d =fighle mtients attending ther dinic
for a cosultation, mroduced the trial, and cbined waitten consent
to be contected by the Aushralia and New Zealand Bee xt Cancer Triaks
Group NFBCTH for study registration. The diinician then completed
a soreenng fom and famed @ to ANFBCTE The soeenng form
contained an ehghiity dcheckdist, vestigaior ame=ment of
mormation nesds and disbress ot that 8me, comsent for release of
mbrmation to the ANFBCTE, and ptient &mail adde= and phone
number for further contact Pafents who @mented to further study
contad were amiled a ink with acces to the trial information letier
and onfine comment fom, which tents could sooss after the
corsubation with ther teating dinicon. The omet form asked
pafients to provide mmsent to tale part 0 the rger nbervention trial
and gave partidpants the option to opt out of a folibw-up telephone
nteview. Onee patisnts had consented to particpate in the trial they
entered ther demographic details and completed 3 sevies of patient
reparted oubcame messres i an online survey. Pabients were fhen
provided with aoess to the decision aid, whidh they muld read onfine
or prnt out. Patents who consented to a E=kphone mbervies were
contacted via phone by a member of the reseanch team (AH] to
sthedule the mterview. Most nbenviews took place two to
theeemanthes after stod yoonsent (median time betwsen shudy consent
and miEnviews 93 dl Women wers not ashed to horee fhe deceson aid
on hand during the neEnview

25 | Data collection

Al nterviews were onducted by a single resarcher (AH] who has
bemn ftrained in qualfbtive ressarch methods Partidpants  were
nformed that the nterviews would be audio-recrded  and
tramaibed but thot ther nformation would remein onfidentia
and de-dentified They were then asied to tell the nberviewes
how they made ther decision to have chemotherapy before or afier
surpery. Participants were enmuraged to tell their shory i the way
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they prefk |, warthiout upBon from the nterviesss. This namae
tive wos folowsd by sembBtruchored oper-ended gquestions that
nduded asddng patients about the nformation provided to them,
their information seddng befaviow, the dedson-making pooss,
pepchological concems, and experiences wath the decsion aid. The
queston guide & desoribed i Appendix 520 At the end of the
nenew, ptionts were given the option to prowide additional

o ents. The questins were inf d by a pr study and
disossions amongst the resemarch team ™7 Parttipants were
askoed as many q s needed o gain the requined nformation,

with pompting wed to eidt topics not spontaneously spoken
about by paients

24 | Data analysis

Interviews were ransoibed verbatim. Transoipts were dhedoed for
acowracy by one researcher (AH) and andlysed usng a framewod:
analyss pooes. Trasaips and condhsions drawn from the data
were double-chedoed by anofver member of the researdh team
{NFL Disap gved by discussions b A and
NZ The framewodk method wes omsidersd appropriats to develbp
a pofound understanding of patients’ expe fences with the deckion
aid, as it provides a systematic model for maneging and mappng

T was

the interview data and for g g th by making 2
sons within and betwesn cxes ™ After famiiarsing ousehes with
the data. AH ined, =d and catepossed sep of
content to asign @des and to start the deve t of caie gors

A category in ths seme wa a poup of mdes that share a
commarality ™ After identifying nitisl codes and otegorie, AH
developed a coding mairix and assigned data to the codes and
categodes i the coding matri™” This coding matrk was then
disossed and refined with one member of the reseach team
(NZ] Throughout the mding proosss, an teatve approadh was

died Mewl devsloped gories  and § ones were
comstanfly compared with =xh other and revised if necesany. To
do this, the interviews were analsed individwally and then om-
pam=d with Muﬂu.midﬂ:udh‘pmmmind
by weifing analyfcal memos. This heped document the research
process and prefiminary findings. These tedniques contrifuted to
the mtersubgectivity of the procedure and allow to recomstruct or
repeat the ambyss ** Demagraphi | using approp
summary statisfics.

3 | ETHICS

This study wa developed and conduciesd in aocosdance with the
tenets of the Dedaation of Hekinki and principles of Good Clinical
Pracfice. Ml partciponts provided volntary informead consent The
study wes pproved by a recognised Human Research Ethics
Committee and conducted acowding to ol sie govemanoe
proceses. The parent nterwenfion #ial wes  prospedively
epmteved on the A iz and Mew Zeatand (il Triak Regesiy

(wrwea ot ongau, ACTRM1 26140071 2636400
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4 | RESULTS

4.1 | Demographics

Patients were interviewed viaphone between Febmaryand September
2 & by one reseandher (AH]L OF 59 patents who omsented 4o the
larger trial, 42 comsented to be ntervisvesd and 20 were intervieeed,
by whikh time mtuation was achieved Interviews bsted betwesn 15
and I7 minutes. Parficipoants’ medion age was 52 (SD = 9% median
time since diagnoses was 82 days (I0R = 49 141] The majority of
pabents decded for MAST (85%], while the remaining 1.5% und erwent
upfront surgery. Most patients were marmied or living with a pariner
(85%) and had 2 universty-level degee (755, se=Tabl= 11

42 | The use and perceived benefit of the decision
aid

The following themes amerged from the datax (1) integraton of the
decision ad into care, (2] improved Inowlsdge and understanding of
treatment options, (3] providing c imed, refiabie nf ard
4) faditating imeok jing. Our data suggest that
by providing customised and refiable infosmation to patents, the
deceson aid helped women betier undestand ther options and thes
faciitated the decsorrmaking procesz. Most women wsed the
decksion aid nr-beteemn the consu tations with fhelr doctors. As such,

t iin decision

with the medical onmbgist, and perosived this = the fight timing. &
meamn of 5 days (5D = 23] ehpmed bebwesn study oot and freatment:
dedsion. Resdingand ling the dedsion aid at hame in-betwesn the
twen consultationsaliowssd women to easly inbegrate the dedsion aid into
ther came. They appredated the opportunity to reconsider their opfions
at their own paee after consulting their sungeon. This was parboutarly
impaortant for those women who thought that the nftial consulation
with their surgeon did not provide =u flident time to anseer all the ques-
tions they had. Many women felt that fhie decsson on HAST nesded to
b made quiddy and wekomed using the time in-betwesn the consulta-
tion with their sungeon and their medical onoologist to fhink about their
optiones with the help of the dedsonaid

1 think it wax important to speak o the surgean and get
s wiew on it all, but | think & was ol very helpful to
hawe the written imformation that wos in the dedsion
wid =0 | oul st ond rend that ot my own pace [ ]
When you o in @ sugeon appointment, is only a
Nimited amount of time. Like it's spedfic o, boom, boom,
boom, the things shat have to be dealt with i feit e i
[=the dedision aid] was more information than what Fd
had from him [=the surgeon]. |t was ako that | was able
to absorh it better herowee | could it down and hake
the time to read it fpatient i 1301004 1]

While most women eeved the dedsion aid after the nitia

thie decision aid could he exsly integrated into
The themes as= desorbed in detail belowe

= ety

4.3 | Integration of the decision aid into cre

Miost weomen used the d edsion aid just after the inffial consu kation with
ther sungeon about fheir teeatment options, prior 1o their omulaton

TABLE1 [Pabent deracteristos

Patlents (n = 20

Age in years, mean (S0 52 (4%
Mantal stabus

De facta 15% (0

Marmed 0% (14

Singhe 15% i@
Education

Secondary schoal 15% i3

Voatoral 10% (2

Univergity TE% (15
Lymoh nodes imvolived

Yes 45% 5

L] 55% (11)
Treatment dedshon

Neaaduvant a5% (17

Adjureant 15% (3
Surgery

Mastectormy only A5% (9

Breastcons anving sungery only 509 (100

Bath 5% (1)

with ther surgson, many women made the decsion
during or st after this initial disoussion and some wished they had
the decison aid “right from the strt” |patient ID: 1307100335], i st
after their dognasiz. Alfhough wsing the decision aid in-betwesen teo
[ APErOpIE same patients reported they would
hane e d to receive the decision ad dusing rather than afier the initial
ooy lation with their srgeon.

ot "

The book that | was sent afier | did that survey, | would
hawe bwed to hawe hod ames o that book from the
Fet go. fpatient 10 1.30100.34)]

Some patients did not use the decison aid as they felt that they
for their dodoss) had dready made the decsson. Howewer, most
wamen e the entiee dedsion aid 2t keast onoe and then revead the
pamages they perosived to be most selevant to them. The amount of
mformation provided was se==n to be appropriate. Patients appreciabed
that they could read the decision aid from beginning to end or anly
fomus on those parts they were most interested n

Yiou cowid read move inbo i i pouwanbed, bt for me, | nesd
bits and pieces af the bits that ween't relvant tome - and
ol of what wes relewant to me but | think i was enough
ifomation Shat F you werert guite sure you oul
always go and et more if you wonted [] for me i wos
the mght amount of information. fpatient 0 13010033

44 | improved knowledge and understanding of
treatment options

The dedsion aid evhanced patien s’ nowlkedge and understanding of
the freatment options available to them by summarisng and extending
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the mnfomation provided by their doctors R helped women
comprehend and make sese of their cancer and treatment options.
Mary women repoited that the dedsion aid made up for their
poreived ok of medical expertise by providing structured, ohiedive
nk san and by ng q o had afier the
ooy Hation with their dochor.

Sometimes you fust need it deady laid ot in front of you,
this is your optibns, without having different people who
had their own agendas teling you what is right and what
is wrong, or what you should do. fnatient I 1.3010033]

It enhanoed what my surgeon had told me and aliowed
me to process it and undestand it at o greaker depth
than | would have been able to F | hadnt had the
decigion aid. [patiant 10 1307 0:034]

It was wery simply wiithen and also to-the-point. | suppose
there were some guesons that | might howe been asking
mysdf and they were being omswened in that booklet
lipatient I0: 13010035

Same women indicated that the indud ed graphs and statsfics wee
partiou berly helpful o undestand thie pobentiol rise and benefits of ther
treatment options. Ofhers found that the =splnation of different types
of breast cancer helped them betier undestnd why different patients
recefved diffessnt treatments. Some paticpants wath 2 medical bedk-
pround fielt that fhe dedsion aid culd have provided fham wath more
detalsd nf o, for de, an p iaks rels and benefils of
HAST and upfront surgery amonding to diffeent age groups. However,
they thought that the dedsion aid provided the right depth and bresdth
of infonmation to suit the nesds of the heterogeneows group of beeest
cancer patients, which indudes pafients with very different educational
bariggrounids and Fevacy bevek.

it did gve figumes fior chanaes of it [=the cance]
BT, iy attopether and oh of it coming hack,
the different types of mner and yesh, | became a bit
more of an expert about breast cancers and the different
types that | had been before. fpatient 0 1307 0048]

| found it interesting to read o Fible bit ahout the other
cancers and make the decisbn on me and my siuation
rather than everyone”s situation. [patient 10 1301 00:33]

| think that #he portivary mleont bt was
understonding the different hypes of mner and the
explanation of the HERZ and the other types of mner,
and how they are ol siphtly different, bemuse | didet
know any of #hat before | got concer [] o pes
the nekevant thing, | think, was understanding ol the
different types of mnoer and how one size doen't fit
all. Not everyone should hove the some approach
[jpatient I0: 1301004 1]
The decikion aid dkso helped women deal with the fears
assndated with ther ineatment optiors and asssted fham in maldng
an infosmed, rational decsion based an their ndvidual dire 3
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| fieit after reading it [=the derision aid] that my feors
ahout the tumowr remaning there were ahated eally.
[..] my caner wos iripe negatve ond | understood
that it had potentioly grown guite fost Once |
wnderdtond  the ratonale for why | might hove
ct herapy fiest, | iy feit it wos @ bebter option
for me o st the chemotheopy sooner rather than
latey, given that it also hod spread to my hmph nodes
Jpatient I0x 13010:033]

45 | Providing customised, reliable information

‘Wiomen appreciated that nformation wes provided in both foe-to-
farce and warithen fosmat. Many prefi | fhe | decision
aid ower the anline vemion due to ease of aooess, viewing, portability,
and ability to make notations. Also, patents prefared wng the ded-
sion aid instesd of nformation fhey found by seardhing onfine. They
pereived the informafion provided in the decsion aid to be maore
tnstworthy and tegeted to their nesds, compared with sousces that
they identified on the Inbemet.

| jurst found that the information that | was Googling on
the internet, & wos too much, /& was too oy e
Whermas this [=the dedsion oid] was just straight to the
point, it was just in great wser friendly language and
that's what | renlly loved about the book. [patient IDx
13010035]

| wos a File bit helmed and | 1 bl
information, so | chose not o Googk, not b do a
Googk doctor. fpatient i0: 130100.34]

All patients who used the decsion aid desaribed the mfosmation
provided in the dedsion aid 2= refiahies and talored to their nesds. They
[Bomd hiow the decision aid was onganised, ncluding the wse of graphics,
tadies, and sufficient while spce that seduced the oowding of text
Mist patients found the decsion aid ey to understand and batanoed
{not in Gwvour of HAST or upfront sungery]l. Some patients perosived it
to be in favour of MAST and wished it contained moee informaon on

upfront sugery.
The woyit's iaid out, it's guibe spadous on the pages and
thereore lok of diogroms and =i ff. 5o it"s not, you know,
it's guile intiidating i & wos ol heavy text clossly
together. [patient D¢ 1301001 5]

| think it wos more dighty bissed in terme of
chemotherapy st but it could have just been my
reading of i beowse | wos alwady in that frome of
mind. fpatient I0: 130 10041 ]

4.4 | Fadilitating imvolvement in decision making

The decsion aid not only embled patents o make an nformed
decieson on MAST but also helped themn bacome maore nvolved in the
decsion-making proces, for oample, by prompiing  additional

and preferences.

questions i ask ther dociors dusng the consultation. Same women
took parts of the decsion aid to the et consullation wath ther
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specialst. This served 25 2 phitfonm for further discussion dhout their
pr=k and helped amber fhe questions
they wanted to sk the i doctor. One patient found the step-bystep
appraach for how toarmive at a treatment decision partioulary helpfull
This ssction of the deckson aid ncuded guidance to pafients to under-
stand, review, pricdtise, and dsous the nformation provided (see
Appendix 53]

| fiek filee | wzs more fvolved in the decision and | was
maoking the decigion in @ more informed way that |
maph e would hawe been able to if Fd just refed on the
sugears information, if that mokes sese fpatient WD
1.3010033]

e i o

It [=the dedision oid] wes opening wp other guesfiors for
me to think ahout, to heilp me think ahout. fnatient 10
1301 0024]

| actually then fudt pulled out pages that | thought were
more towads what | woes thinking. || | took that with
me to the onmiogist appoiniment Just so | had things
that reminded me of what | wanbed o ask fpatient IDx
13010024]

Some women reported that fheir family members wsed the ded-
sion aid 2= well and thus became more infosmed and mvolved in the
decson-maidng proes Ths swved pafients from spending fime and
effart edumting ther suppost persors about fhe risks and beanefits of
thie different freatment options availshie to them.

My hemhond went through the dedsion aid o wel, and
also my two adult doughters. | hink it was quite helpful
for them. | soved my beeath, i you know what | mean,
in tewms of having to explain and jus By why one option
might be a betier choice than another. fpatient ID:
13010034]

Al patients recived 2 teexbme nt recommend ation from ther docbor
and chose fhe recommended option. The dedsion-malking prooes was
guided by their doctors” opmion and besed on patients’ trest n fher
dociors’ medicd experfss and experience. Mlthough the decision aid
hejped mtents understand their options, confim fhelr decision, and
creame fher Ivolvement i the dedss dang process, it did not
dang: women's dedsions on MAST. Wamen who fet they made an
informed decision on MAST and were ivolved in fhe dedsionr-malking
poes sesmed o be maore satishied and oo rtain about their deceson.

It [=the deckion aid] just kind of darified and confimed
to me what | wos doing and the dedsion | made
[patient 10 13000032

| fek that having chemo fiest was the right dedision - and
the information in there [=the deckion oid] helped me
confirm that that wos the right deckion. | just think it's
something that shoull be out there for all women in this
situation [ #s such an important tool b0 have fo
male wure that you're making the derision thafs right
fior you fpatient 10 1.30100:33]

5 | DISCUSSION

5.1 | Fitting decision aids into the clinic workflow: a
feasible prospect

The == resulls suggest that the decsion 3id wes a wseful tool to support
breast cneer pafents in dedding on whether o hove HAST. The
themes that emenged from the datawere of nbegration of the decsion
aid inbo care, inorexsed k ledge and wnd ding of trextment

= peoviding « ised, refiahle nk San, and nwolvement
in the decsion-making process. The decision aid supported women's.
oomprehension of ther cancer and #he tresbment options available to
them. It facilitaded ther partidpation ndecdiding on HAST and heped
wamen anfinm that they made the right decision. This i in ine with
ourent evidence supporting the effectivenes of decson aids in
iﬂnwhgp:limtmtmrr!;"'mmmufpﬂﬁuﬂ Engapement
wih ths decsion @d demomstates the fesbility of patient
Invohement in decision making i the context of a confronting
diagnosi accompanied by a variety of dedsSons, rather than expecting

Abthough dedsion aids howe besn shown o be effective in
mproving pationt outcomes, widespread dimical use & not yet
commanplae 7 Mare efforts nesd to be made to =xplors how to best
miegrabe decion aids nto dochor-patient o Bration
Depending on the format and the dedsion being made, individual
decision 2ids may be better suited 1o use sither during the mmuitation
or afterwand = ** The bresst cances paitiens I owr sample apprecated
rexding the decision aid in-b harving a « Hation with their
surgeon and their folbw-up cosultation with fher medial onmlogist
ther surgeon, whie waiting fo see fher medical oncologet This
alkowed the dedsion aid to be exsdly integrated into their care pothway .
It also gave women the opportunity to remmider their options and
feel more cortain about dhoosing a reatment. This & i Ine with
previous shudies epoting reduces in pationts” dedsional oconfiict,
decsional regret, and depresion after the wse of decsion aids, which
had besn defivered a5 2 post consultation supplement = Further
studies have sugpested that wsing a decsion ad prior to the
corsulation during which a heailth care decision & made might
noese mtients’ fesfing of being informed about fheir options, 2= well
2 patients’ abiity and willingness to participate n the d scsion-maldng
m:th:li:'mz

Athoughusing the decision aid in betwe en patients’ mmsultation
with ther surgeon and ther cosultation with ther medical anoologist
seams to be approgriads, some women sad that the mtervenfon
should be introduced and endorssd dusing the inifal consulliation with
their surgeon. Such an approadh may be peshie with suffident
resousces, however might be diffiult to broadly moopoate o
routine practie given many dinicins’ reluctance egaading the
provison of decsion aids during the consultation ™™ For examgle, &
has bemn sugpested that cinidans might fear that the use of decsons:
aids could incease their time pressure ™ Further bamiers include
cdiniciare’ bk of awarenes of decsion aids or ther belief that
deciions afs 2= not appichl= to the ceumstnoes of =xch
individual pationt ™ The study proces=es prechud ed investigatars from
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providing participants with the deckion aid at the initial omultation
with ther sugeon, became pre-decision aid questionnaires wene
requined for the brger inbervention trid in which this quakitative study
wa ambedded However, imvestigabors were given acard showing key
mages and gaphs fom e dedsion aid to dem within the
comulation In mutine dinial practics, the decsion aid could be
briefly mirodued during the mital consulation with the sugzon.
Fae-to-face communication betwessn doctor and patient might be
best swited to mbroduce and ephin e prefarene-sasitive obure
of the deciion on HAST and the potential benefits of the decsibn
2id® This & in ine with previous studies that suggest that patients
might wallue having important teeatment decisons discussed with their
dimician first and howving deciion akds defivered during the
comnmbttion™ ™ Patients auld then use and engage with the decision
aid after the consultation to broaden and despen their understanding
of the conveysd nformation and prior to maldng a finad treadment

decisian.

52 | Exploring the banefits of the dedsion aid on
MAST

The women ncuded n ow smple were well sducated and had high
heath Feocy levels, which may howe conbributed to postive
e e abvou't comprehemsiility . We do not inow whether women
with lower health Fherary levels would pereeive the sme benefis
from using the deciion @d. H , them i evidence to suggest
tha o paBents with lower Ftery lewels are provided with
appropridte  decison suppart, they particpate equally well and
benefit by bemming mare aware of their heath care gptios ™ |
waould be benefrial o administs the decsion aid to a maore
rpremtdive =mple of breest aner pEtonts o vestgate
hether ou g e P

The dedsion aid ] that they made the right
decison an MAST but did not dhangs fheir decsion. Other decision
aid shudies hawve demonsirated a varishle effect on trestment
chaice™; however, the intent & to infosm and involve rather than
to dhange peoples mind Al women fusted and followed their
doctors’ treatment mommendafon Many patients felt that their
treatment deceson nesded o be made quidkly and felt overaheimad
by their cancer diagnasss and frextment options. Decisian ads, such
s the one provided within this study, might be an opportunity to
countersct this “ushed” decsibn making by allowing patents to
recomsider and confinm their treatment decision ™ Becmme al
pafents in our siudy received a reatment remmmendation, this
decison ad could be wsed to eduate an the pref
sereifve rature of the deckson on MAST and to highlight the
benefits of imolving petionts’ pref in fhis dedsion MY A
such, the endorsement by dinidans influened the decison ad's
specific information about the opfors avaibble and embled their
pasticyation in the decs dang pr This ma e
studies that reporbed that decsSon aids can moease  familles’
Imowdedge of the opfors available to patients and ther nvolvement
in decision making 447

WILEY-eth Scence Reports Lz

5.3 | The influence of the decision aid on the
decision about MAST

Although mast women felt fhat the decsion aid provided unbiomsd,
babnced nformation, some women percsived that the decsson aad
wx in Bvowr of HAST. When probed to explain why they felt this
way, women reparbed that they decded for HAST and felt that they
might have read the dedsion aid acoonding to wiat ey had alresdy
decided . One coull assume that to ab'in or maintain cognitive conso-
nance, woimen who chose MAST read the dedsion 3d toconfinm their
decision and fhus got the impression that NAS T was desd by
the dedsion dd " However. it might be that the dedsion ad s nfad
biased. Further saminafion & q C

A number of women ndicated a preference for more detailed
mfonmation. Athough the dedsion aid nchudes Bis to further
information sousces, it might be worthwhile o provide an optional
suppiement to the decision ail for those patients who would e to
receve more mfosmation on the d ecsion on MAST_Such a supplement
could indude potential riges and benefits of MAST and upfront sungery
acoording to different age groups. This would be more amerabie o0 an
onine fomat, which nompostes: B and addibonal pages for those
wiho want maore nformation. Similar approsches have besn shown to
be valued by pafients *%

ded to i

& | LIMITATIONS

Owr findings are not intended to be numerially representative. They
rather provide much nesded n-depth eSghts nbo petients” wvse and
pereeived benefit of this dedsion aid, and dedsion aids n general ds
such, we avoided potentilly mslexding al desoription of our
resuits. i quantitative analyss of the dedsion ad that ncudes 2 brger
sample sre will be reported shewhere. Most stody participants (85%)
chose NAST owver upfront surgery. Thaus, women's perceptions of the
decision aid may hawve been influenced by their treatment dedsion.
Ak, some women used the decission aid months prior to the nberview,
nirodudng the posshility of recall bias that could pobentialy led to
inamurate namatives** S ome patients noted fhat the shodk over their
cncer diagnosis and fhe plethora of nfommation to consder added
further difficully with semembering the decesion aid s conbent.

That is a mally, relly shady peiod of my He | o't

ey much. You probably know that people do not
remember much when they firt hear the diggnosi
Ipatiert W0 13010023]

‘W'e do not hawve recordings of the consullations during which the
decsion aid was ntroduced As such, we do not know how the
communication skils and styles of fhe dodors who wene invollved in
the delfwery of the decsion ad might have nflumned pafients’ use
and perceived benefit of the dedsion aid.

7 | CONCLUSIONS

Owr resulls sugpest that the decsion aid & a wahoble fod for
supparting women with their decision on HAST. It sesmed to noness
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women's imowisdge and undestanding of the opfiors awvailabie to
them and helped fhem feel more imolved in the decsion-making
proces. The dedsion 3d askted with firming that they
made the right dedsion. For most women, using the decision aid
n-t the ¢ kation wath ther surgson and the ot
with ther medical onmiogst appeared to be an aeptable and
feasible wary of int=grafing the dedsion aid into patent care.
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