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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) 
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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 



XVII 

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

the disease itself 

I1.1 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]. 

I1.2 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]. 

I1.3 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]. 
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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].  

I1.4 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].  
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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].  

I2. Patient-centred decision making is key to patient-centred care 

I2.1 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. 
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I2.2 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].  

I2.3 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 
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particular healthcare option and share the responsibilities for the decision being made 

[36].  

I2.4 Four reasons why patient-centred decision making should be part of routine 

healthcare 

I2.4.1 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]. 

I2.4.2 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-
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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]. 

I2.4.3 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 
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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]. 

I2.4.4 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].  
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I3. Why focus on patient-centred decision making in cancer care? 

I3.1 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]. 

I3.2 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]. 

I3.3 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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I3.4 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]. 

I3.5 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 
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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]. 

I3.6 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 



16 

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].1 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]. 

I3.7 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]. 

I3.8 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. 

I3.8.1 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]. 

I3.8.2 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].  

I3.9 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. 

I3.9.1 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. 

I3.9.2 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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I3.9.3 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.  

I3.9.4 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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I4. 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 I3.9). 

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 

important 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. 



48 

References 

1. Singh JA, Sloan JA, Atherton PJ, Smith T, Hack TF, Huschka MM, Rummans 

TA, Clark MM, Diekmann B, Degner LF: Preferred roles in treatment decision 

making among patients with cancer: a pooled analysis of studies using the Control 

Preferences Scale. Am J Manag Care 2010, 16(9):688 

2. Say R, Murtagh M, Thomson R: Patients’ preference for involvement in medical 

decision making: a narrative review. Patient Educ Couns 2006, 60(2):102-114 

3. Institute of Medicine, Committee on Quality of Health Care in America: Crossing 

the quality chasm: a new health system for the 21st century. Washington, DC: 

National Academy Press; 2001 

4. Ernst J, Brahler E, Aldaoud A, Schwarzer A, Niederwieser D, Mantovani-Loffler 

L, Schroder C: Desired and perceived participation in medical decision-making in 

patients with haemato-oncological diseases. Leuk Res 2010, 34(3):390-392 

5. Hubbard G, Kidd L, Donaghy E: Preferences for involvement in treatment 

decision making of patients with cancer: a review of the literature. Eur J Oncol 

Nurs 2008, 12(4):299-318 

6. Vogel BA, Helmes AW, Hasenburg A: Concordance between patients' desired 

and actual decision‐making roles in breast cancer care. Psychooncology 2008, 

17(2):182-189 

7. Brown R, Butow P, Wilson-Genderson M, Bernhard J, Ribi K, Juraskova I: 

Meeting the decision-making preferences of patients with breast cancer in 



49 

oncology consultations: impact on decision-related outcomes. J Clin Oncol 2012, 

30(8):857-862 

8. Carey M, Anderson A, Sanson-Fisher R, Lynagh M, Paul C, Tzelepis F: How well 

are we meeting haematological cancer survivors’ preferences for involvement in 

treatment decision making? Patient Educ Couns 2012, 88(1):87-92 

9. Gaston CM, Mitchell G: Information giving and decision-making in patients with 

advanced cancer: a systematic review. Soc Sci Med 2005, 61(10):2252-2264 

10. Singh JA, Sloan JA, Atherton PJ, Smith T, Hack TF, Huschka MM, Rummans 

TA, Clark MM, Diekmann B, Degner LF: Preferred roles in treatment decision 

making among patients with cancer: a pooled analysis of studies using the Control 

Preferences Scale. Am J Manag Care 2010, 16(9):688-696 

11. Zikmund-Fisher BJ, Couper MP, Singer E, Ubel PA, Ziniel S, Fowler FJ, Jr., 

Levin CA, Fagerlin A: Deficits and variations in patients' experience with making 

9 common medical decisions: the DECISIONS survey. Med Decis Making 2010, 

30(5 Suppl):85S-95S 

12. Tariman JD, Berry D, Cochrane B, Doorenbos A, Schepp K: Preferred and actual 

participation roles during health care decision making in persons with cancer: a 

systematic review. Ann Oncol 2010, 21(6):1145-1151 

13. Zucca A, Sanson-Fisher R, Waller A, Carey M, Boadle D: The first step in 

ensuring patient-centred quality of care: ask the patient. Eur J Cancer Care (Engl) 

2017, 26(1):e12435-n/a 

 



50 

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 important 

cancer treatment

Authors: Anne Herrmann1,§, Alix Hall1, Rob Sanson-Fisher1, Nicholas Zdenkowski2, 

Rochelle Watson1, Heidi Turon1  

1 Priority Research Centre for Health Behaviour, University of Newcastle / Hunter 

Medical Research Institute, W4, HMRI Building, University Drive, Callaghan, NSW 

2308, Australia 

2 Department of Medical Oncology, Calvary Mater Newcastle, Edith St & Platt St, 

Waratah NSW 2298, Australia 

§ Corresponding author: Anne Herrmann, Health Behaviour Research Group, W4, HMRI 

Building, University of Newcastle, University Drive, Callaghan, NSW 2308, Australia, 

T: +61 2 4042 0844, F: +61 2 4042 0044, E: Anne.Herrmann@uon.edu.au 

mailto:Anne.Herrmann@uon.edu.au


51 

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 
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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 I would receive”; ii) “I 

made the final decision about my treatment after seriously considering my doctor’s 

opinion”; iii) “Both my doctor and I 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 



56 

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 I 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 I wanted this”, 

ii) “Yes, but I did not want this”, iii) “No, but I 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). 

  



59 

Table 1.1 Sociodemographic and cancer-related characteristics of participants  

 (see Appendix 1.3) 

Characteristic  Patients n=423 (%)a 

Age in years mean (SD)  64 (12) 

Gender 
Male  
Female  

 
189 (45)         
234 (55) 

Education 
High school or below 
Trade or vocational training 
University degree 
Other 

 
237 (58) 
115 (28) 
50 (12) 
6 (1.5) 

Cancer type 
Breast cancer 
Colon cancer 
Prostate cancer 
Lung cancer 
Other 
Unknown 

 
133 (31) 
53 (13) 
56 (13) 
38 (9) 
108 (26) 
35 (8) 

Time since diagnosis  
0-3 months 
4-6 months 
7-12 months 
1-2 years 
More than 2 years 

 
44 (11) 
82 (20)   
79 (19)    
66 (16)  
141 (34)    

Stage of cancer at diagnosis 
Early 
Advanced and/or incurable 
Don’t know 

 
208 (51) 
135 (33) 
62 (15)     

a 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 



60 

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 
involvement 
n=416 (%) 

Preferred involvement n=416 (%) Total 

Patient 
only 

Mainly 
patient 

Collabor - 
ative 

Mainly 
doctor 

Only 
doctor 

 

Patient only 
 

10 (2.4) 9 (2.2) 3 (0.7) 0 0 22 (5.3) 

Mainly 
patient 
 

5 (1.2) 77 (19) 10 (2.4) 1 (0.2) 1 (0.2) 94 (23) 

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 
Married 
Single 

 
4 (17) 
17 (71) 
3 (13) 

Education 
Secondary school 
Vocational 
University 

 
4 (17) 
3 (13) 
17 (71) 

Lymph nodes involved 
Yes 
No 

 
10 (42) 
14 (58) 

Treatment decision 
Neoadjuvant 
Adjuvant 

 
21 (88) 
3 (13) 

Surgery 
Mastectomy only 
Breast-conserving surgery only 
Both 

 
10 (42) 
13 (54) 
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. (…) I heard that it usually goes, surgery 

first, then chemo. When I told her I want to have surgery first, then chemo, she 



85 

said, that’s not going to happen, and then I 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 I 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 I was just – you know I go with the experts. (…) I suppose I 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. I 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 I 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 I would have wanted to know more about prognosis and survival rates, 

but, if I wanted to know more, I 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 I 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 – yeah, 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 I 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, I would rather get the chemo out of the way first because we’ve 

also got something coming up later in the year and I 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 I 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.1 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 I’d like to make sure that the decision that I 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 I 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. 

                                                           
1 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 I 

think it was also very helpful to have the written information that was in the 

decision aid so I 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; 

ii) 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. 

  



118 

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 
Married 
Single 

 
3 (15) 
14 (70) 
3 (15) 

Education 
Secondary school 
Vocational 
University 

 
3 (15) 
2 (10) 
15 (75) 

Lymph nodes involved 
Yes 
No 

 
9 (45) 
11 (55) 

Treatment decision 
Neoadjuvant 
Adjuvant 

 
17 (85) 
3 (15) 

Surgery 
Mastectomy only 
Breast conserving surgery only 
Both 

 
9 (45) 
10 (50) 
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 I 

think it was also very helpful to have the written information that was in the 

decision aid so I 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 I’d had from him (=the surgeon). 

It was also that I 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 I was sent after I did that survey, I would have loved to have had 

access to that book from the get go. (patient ID: 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, I 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 I would have been able to if I hadn’t had the 

decision aid. (patient ID: 13010034) 

It was very simply written and also to the point. I 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, I became a bit 

more of an expert about breast cancers and the different types that I had been 

before. (patient ID: 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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 I felt after reading it (=the decision aid) that my fears about the tumour 

remaining there were abated really. (…) My cancer was triple negative and I 

understood that it had potentially grown quite fast. Once I understood the 

rationale for why I might have chemotherapy first, I 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) 

I was a little bit overwhelmed and I wanted reliable information, so I 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 I 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 I was making the decision in a 

more informed way than I maybe would have been able to if I’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) 



124 

I actually then just pulled out pages that I thought were more towards what I was 

thinking. (…) I took that with me to the oncologist appointment. Just so I had 

things that reminded me of what I 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. I think it was quite helpful for them. I saved my breath, if you know 

what I 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 I was doing, 

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

I 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 



125 

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. All 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 
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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 
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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: 

i) 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. 

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

options. 

3. Review the pros and cons of those options. 

4. Assess the importance to you of the pros and cons. 

5. If you are offered neoadjuvant treatment through a clinical trial, prioritise the 

pros and cons of the trial for you (and your family). 

6. Get more information from your doctor or breast care nurse if you are unsure 

of anything or have more questions. 

7. 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. 

  



150 

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

preferred consultation type and format of information 

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 
consultation  
and written 
information 
only 

One 40-minute 
consultation  
and written and 
online 
information 

Two 20-minute 
consultations 
and written 
information 
only 

Two 20-minute 
consultations  
and written and 
online 
information  

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

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

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 
Missing 

32 (20) 
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 
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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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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  
Female  

 
23 (36)       
41 (64) 

Relationship to the patient 
Spouse/partner 
Relative 
Other 

 
37 (58) 
24 (38) 
3 (4.6) 

Living with the patient 
Yes 
No 

 
42 (66) 
22 (34) 

Time spent caring for patient 
Less than 20 hours 
20-40 hours 
More than 40 hours 
Unsure or do not provide any care 
Missing 

 
31 (48) 
10 (16) 
10 (16) 
11 (17) 
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).  

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, 

PsychInfo 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, 2009, 

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 mammography 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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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, 

Records identified through database 
searching (n = 2690) 

Records screened after duplicates 
removed (n = 1895) 

Full-text articles assessed for eligibility 
(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) 

Ineligible based on title and abstract 
(n = 1825) 

Not a patient decision aid (n = 1716) 
Not an intervention study (n = 85) 

  Duplicate record (n = 24) 

Duplicate records (n = 795) 

Studies included in analysis (n = 35) 
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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). 
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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 1 exp neoplasms/ (2746146) 

2 decision support techniques/ (13910) 

3 decision aid*.tw. (1427) 

4 2 or 3 (14668) 

5 decision making, computer assisted/ (2561) 

6 decision making/ or choice behavior/ (93958) 

7 5 or 6 (96449) 

8 physician patient relations/ (62989) 

9 patient education as topic/ (73272) 

10 patient participation/ or patient preference/ (22845) 

11 8 or 9 or 10 (148799) 

12 7 and 11 (9869) 

13 4 or 12 (23918) 

14 1 and 13 (3840) 

15 limit 14 to (humans and (editorial or letter or news)) (307) 

16 14 not 15 (3533) 

17 limit 16 to yr="2001" (88) 

18 limit 16 to yr="2007" (136) 

19 limit 16 to yr="2014" (354) 

20 17 or 18 or 19 (578) 

 

 

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

Search Strategy: 

-------------------------------------------------------------------------------- 

1 1 exp neoplasm/ (3787744) 

2 decision support system/ (15551) 
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3 decision aid*.tw. (2142) 

4 exp decision making/ (237828) 

5 patient/ or cancer patient/ (1717880) 

6 patient education/ (91855) 

7 patient participation/ (18909) 

8 patient satisfaction/ (95412) 

9 doctor patient relation/ (84354) 

10 5 or 6 or 7 or 8 or 9 (1970972) 

11 4 and 10 (36134) 

12 2 or 3 (17172) 

13 11 or 12 (52281) 

14 1 and 13 (9691) 

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

16 14 not 15 (8944) 

17 limit 16 to yr="2001" (118) 

18 limit 16 to yr="2007" (232) 

19 limit 16 to yr="2014" (1244) 

20 17 or 18 or 19 (1594) 

 

  

Database: PsycINFO <1806 to July Week 3 2015> 

Search Strategy: 

-------------------------------------------------------------------------------- 

1 1 exp neoplasms/ or cancer*.tw. (51282) 

2 decision support systems/ (2450) 

3 decision aid*.tw. (966) 

4 2 or 3 (3298) 

5 exp decision making/ (72923) 

6 "shared decision making".tw. (1440) 

7 client participation/ (1489) 

8 5 or 6 (73401) 

9 7 and 8 (277) 

10 4 or 9 (3552) 

11 1 and 10 (296) 
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12 limit 11 to human (289) 

13 limit 12 to yr="2001" (1) 

14 limit 12 to yr="2007" (17) 

15 limit 12 to yr="2014" (23) 

16 13 or 14 or 15 (41) 

  

Search Name: Decision making 

Date Run: 10/08/15 04:14:42.540 

Description:   

 

ID Search Hits 

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

#2 MeSH descriptor: [Decision Support Techniques] explode all trees 3251 

#3 decision aid*  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 trees 904 

#8 #5 or #6 or #7  6479 

#9 MeSH descriptor: [Physician-Patient Relations] explode all trees 1105 

#10 MeSH descriptor: [Patient Education as Topic] explode all trees 6735 

#11 MeSH descriptor: [Patient Education as Topic] explode all trees 6735 

#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 #8 and #14  512 

#16 #4 or #15  6305 

#17 #1 and #16  810 
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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) 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.  

2) 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.  

3) When making cancer treatment decisions, clinicians should consider offering two 

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

4) 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). 



232 

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]. 



236 

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; 

ii) 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]. 



248 

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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65-69 
70-74 
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39 (9.5) 
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77 (19) 
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77 (19) 

Education 
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University degree 
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237 (58) 
115 (28) 
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6 (1.5) 
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Currently employed  
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Treatment centre 
Treatment Centre A 
Treatment Centre B  
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35 (8.2) 

Cancer type 
Breast cancer 
Colon cancer 
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Unknown 
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53 (13) 
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35 (8) 

Time since diagnosis  
0-3 months 
4-6 months 
7-12 months 
1-2 years 
More than 2 years 

 
44 (11) 
82 (20)   
79 (19)    
66 (16)  
141 (34)    
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Stage of cancer at diagnosis 
Early 
Advanced and/or incurable 
Don’t’ know 

 
208 (51) 
135 (33) 
62 (15)      

Treatments received  
Have received surgery 12 (2.8) 
Have received chemotherapy 29 (6.9) 
Have received radiation therapy 
(radiotherapy) 

44 (10) 
 

Have received other treatment only  12 (2.4) 
Have received no treatment 8 (1.9) 
Have received more than one cancer 
treatment 

318 (75) 

Time point in the cancer journey 
“Watch and wait” 
Treatment to cure cancer 
Treatment completed, follow-up 
Palliative treatment 
No treatment for incurable cancer 

 
9 (2.2) 
170 (41) 
124 (30)    
96 (23)     
13 (3.2)   

Number of visits at treatment centre to 
receive treatment in the last 6 months 

None 
1-2 
3-5 
6-10 
More than 10 

 
 
13 (3.2) 
73 (18) 
85 (21) 
95 (24) 
138 (34) 

Travel time to clinic  
Less than 1 hour 
1-2 hours 
More than 2 hours 

 
339 (83) 
59 (14) 
12 (2.9) 

Private health insurance coverage 
Yes 
No  

 
189 (46) 
223 (54) 

Concession cards 
Yes 
No 

 
259 (63)    
154 (37) 

 
a not all columns sum to 423 due to missing data 
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Abstract 

Background: An increasing number of healthcare decisions have become preference-

sensitive. This means that patients' goals, concerns and wishes need to be incorporated with the 

best available evidence regarding different healthcare options to provide optimal patient-

centred care. Making preference-sensitive healthcare decisions can be challenging for doctors 

and patients. Numerous tools have been developed to facilitate decision-making on the 

healthcare options available to patients, such as decision aids and advance directives. Decision 

support tools have been shown to be effective in improving patient outcomes, such as patients' 

knowledge of the healthcare options available to them and their satisfaction with the 

consultation. However, decision support tools are not commonly used in clinical practice. 

Numerous barriers have been identified which hinder the implementation of such tools. Most 

studies have focused on only one decision support tool when investigating aspects which 

prevent their use in clinical practice.  

Discussion: Given that both advance directives and decision aids aim to facilitate healthcare 

decision-making for patients, we reviewed the literature in both areas to find common 

implementation barriers. In this paper, we will make suggestions for how to overcome some of 

the main barriers we have found. We will discuss the following aspects: lack of specific 

communication trainings, lack of awareness, structural barriers and lack of applicability of 

decision support tools. Future research needs to go beyond focusing on specific tools. It should 

further investigate the underlying communication mechanisms which hinder their 

implementation.  

Summary: Both advance directives and decision aids can only be implemented if they are 

embedded in an empathic, balanced doctor-patient-communication that ensures patients' 

understanding of the options available to them, clarifies patient preferences and enables 

patients to be involved in decisions regarding their healthcare. This will help patients make 
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rational, considerate rather than rushed, emotive decisions and assist doctors in providing the 

care that mirrors patients' wishes. 

Keywords 

Decision-making, decision support, doctor-patient-communication, advance directives, 

decision aids, implementation 
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Background 

Medical decision making is challenging 

Medical progress has resulted in a growing number of healthcare options available to patients 

[1, 2]. Many of these decisions are “preference-sensitive” which means that the options 

available to patients show similar medical effectiveness but involve impacts or side effects 

which might be valued differently by different patients. The “best choice” cannot be pre-

defined. It depends on patients’ preferences [3]. To make the “right” decision for a particular 

patient, doctor and patient have to weigh-up the consequences of each healthcare option, 

including its benefits, risks, and costs. They have to assess the probability of each consequence 

occurring, find the best alternative, and then make and implement the decision [4]. As such, 

medical decision-making involves very complex communication processes and can be 

challenging for both patients and doctors [5]. Various tools have been developed to help 

patients and doctors make healthcare decisions, including patient decision aidsa and advance 

directives [6, 7].  

Decision aids and advance directives are prominent decision support tools 

Both decision aids and advance directives are designed to facilitate medical decision-making 

and have been attracting increasing attention by researchers and policy makers worldwide [8]. 

They aim to guarantee the respect of patients’ preferences, values and beliefs in decisions 

regarding their care, and to support doctor-patient-communication about difficult topics, such 

as potentially negative treatment outcomes or end-of-life decisions [9]. 

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 [10, 11]. They are designed to engage patients in the decision-making process and to 

guide them towards (making) deliberated decisions that align with their preferences [12]. 

Decision aids explicitly state the decision to be made and explain in detail the risks and benefits 
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of the healthcare options available to patients. They help patients weigh-up the risks and 

benefits of their options and clarify their preferences [13]. Decision aids supplement the 

consultation, rather than replace it. They can be provided before, during or after the 

consultation [14], and have been delivered in various formats, including face-to-face 

information, written booklets or web-based tools [15].  

Both decision aids and advance directives are based on the ideal of patient autonomy which 

embraces patient rights to refuse treatment [16]. Advance directives aim to extend patient 

autonomy by anticipating treatment withdrawal for situations where the patient has reached 

decisional incapacity [17-20]. Although most commonly used in end-of-life care, advance 

directives are used in other healthcare settings, such as mental health or dementia [21-24]. Also, 

both advance directives and decision aids are particularly prominent in cancer care. This might 

be due to the increasing incidence and prevalence of this disease type worldwide, the various 

cancer prevention, screening and treatment options available to many cancer patients and the 

slow progress of many cancers which, in theory, leads to an increased time patients spend with 

their doctors [25-27].  

Decision support tools can improve patient outcomes 

Decision support tools designed to guarantee respect for patients’ preferences in medical 

decision-making have been shown to improve a number of patient outcomes, such as improved 

doctor-patient-communication, increases in patients’ satisfaction with the consultation, their 

recall, their knowledge and understanding of the healthcare options available to them and 

reduced decisional conflict related to feeling uninformed and unclear about their personal 

values [6, 23, 28, 29]. It has also been suggested that decision support tools improve family 

relationships through the reduction of conflict around healthcare provision [30]. They might 

further reduce healthcare service use and costs associated to it [15, 31-33].  
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Decision aids and advance directives are not commonly used in clinical practice 

Although decision support tools have been found to be effective in improving patient outcomes 

and some are legally binding in several Western European countries [34, 35], they are not 

commonly used in clinical practice [36-38]. When studying the implementation of decision 

support tools, they have mostly been considered separately. Given that both advance directives 

and decision aids aim to facilitate healthcare decision-making for patients and support doctor-

patient-communication about difficult and complex topics, we reviewed the literature in both 

areas to find common barriers which might hinder the implementation of these tools. In this 

paper, we will make suggestions for how to overcome some of the main barriers we have found. 

We will discuss the following aspects: lack of specific communication trainings, lack of 

awareness, structural barriers and lack of applicability.  

Discussion 

Lack of specific communication training 

Understanding the pros and cons of the treatment options available to patients and making an 

informed decision can be very challenging for patients. Many patients perceive a lack of 

medical understanding and do not feel capable of deciding on their care [39]. This is fuelled by 

the anxiety and distress many patients have to cope with when being confronted with their 

diagnosis and prognoses [40, 41]. Even if doctors explain the risks and benefits of patients’ 

healthcare options and ask patients to make a decision, many patients feel overwhelmed by 

their emotions and the information provided to them. Thus, many do not want to make a 

decision regarding their care [42, 43]. 

Enabling patients to make decisions regarding their own care is a difficult task for doctors. Too 

often, patients receive too much, too little or not sufficiently tailored information which makes 

it hard for them to make decisions regarding their care [44, 45]. Simply providing decision 

support tools might not be enough to involve patients in medical decision-making. Doctors 
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need to be better trained on how to make decisions with their patients and how to discuss 

complex and often uncomfortable topics with their patients. Communication trainings have to 

go beyond teaching doctors how to break bad news [46, 47]. They should sensitize doctors 

regarding the mechanisms, challenges and benefits of patient-centred decision-making.  

Rather than focusing on the employment of technical skills, communication training should 

include teaching doctors how to interact and engage with their patients in the decision-making 

process and how to show empathy and compassion with their patients [48, 49]. This might 

enable doctors to provide “true” support for patients to express and reflect on their preferences 

regarding their healthcare options. One step in this direction might be to ask patients “What 

matters to you?”, rather than “What is the matter?”. This could help elicit patients’ preferences, 

goals and concerns [50, 51]. Doctors also need to ask patients about the amount and nature of 

information they would like to receive and how involved they would like to be in the decision-

making process, in order to tailor care according to their needs and preferences [52, 53] Doctors 

would then try to ensure patients’ understanding of the risks and benefits associated with their 

decisions, for example by using decision support tools, such as decision aids and advance 

directives. This would enable patients to actually become actively involved in the decision-

making rather than just agree with the medical opinion. Yet, before effectively using decision 

support tools, awareness of their existence needs to be raised. 

Lack of awareness 

Many doctors have reported not be aware of the effectiveness and appropriate use of decision 

support tools, such as advance directives or decision aids [54-57]. The necessity and benefits 

of patient involvement in medical decision-making need to gain more public attention, for 

instance through media campaigns or further funding support for research in this area. The right 

of being involved in decisions regarding one’s care has already been incorporated in policies 

and laws in a number of countries. For example, the German Patientenrechtegesetz of 2013 
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explicitly emphasises the right to be involved in decisions regarding one’s own care [58]. In 

Australia, this right has been included in the Australian Charter of Healthcare rights which was 

endorsed by the Australian Health Ministers in 2008 [59]. More efforts are needed to raise 

awareness of patient rights to actively participate in medical decision-making, and the 

availability of validated tools designed to facilitate this process.  

Information on such tools should be more explicitly integrated in clinical practice guidelines. 

For example, although the British General Medical Council Guidelines encourage healthcare 

providers to support the decision making process by “written material, or visual or other aids” 

[60], the advantages of formalised decision support tools should be highlighted, as well as the 

evidence of their effectiveness in improving patient outcomes. Many doctors use informal 

decision support, such as hand-drawn diagrams designed to explain healthcare options [61], or 

informal discussions about end-of-life decisions [38, 62]. Consequently, some doctors have 

argued that there is no need to conduct research to implement formalised decision support tools 

into routine care [61]. However, such tools help ensure that the best available evidence is 

delivered to patients and that quality criteria for information provision are adhered to [12, 63, 

64]. A step-by-step plan providing doctors with guidance about how to discuss decisions with 

their patients could be helpful to facilitate medical decision-making. Initiatives, such as the 

Physicians Orders for Life Sustaining Treatment paradigm (POLST), are a step in this direction 

[65]. 

Efforts to raise awareness of patients’ right to be involved in decisions regarding their care 

cannot only be directed to doctors. It seems surprising that many people put a lot of effort in 

various decisions that impact their lives, such as deciding on which house or car to buy or 

where to go for their next holiday, but they do not invest the same time and energy in decisions 

regarding their healthcare [66]. Campaigns are needed which educate patients on the 

preference-sensitive nature of many decisions in modern medicine and the fact that the “best” 
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choice cannot always be determined from a medical point of view. This goes beyond informing 

patients about the availability of decision support tools, such as decision aids or advance 

directives. It means educating patients regarding the fact that many decisions in modern 

medicine need to incorporate their preferences, values and concerns in order to identify and 

implement the “best choice” [3, 38]. As such, patients need to better understand that their 

involvement in medical decision-making is crucial to provide optimal healthcare [51, 35]. Yet, 

it is not only a bigger awareness that will improve the up-take of decision support tools but also 

practical issues such as time and resources. 

Structural barriers 

Both the literature on advance directives and decision aids have identified time constraints as 

one of the main barriers to implementing such tools in clinical practice [55, 67, 68]. One side 

of this problem is that some medical decisions need to be made quickly due to medical urgency. 

This, of course, limits the applicability of strategies to involve patients in decisions regarding 

their care [66]. The other side of the problem is doctors’ perceived and actual workload. 

However, it is not clear yet whether formalised decision support tools actually do extend the 

consultation time [15]. Also, it might be an option to provide decision support tools in between 

two shorter consultations, rather than overwhelming patients with information and asking them 

to make a difficult healthcare decision within one longer consultation. To ensure patients’ 

involvement in decisions regarding their care and to encourage the use of decisions support 

tools, continuity of care is needed. This means that patients can interact with the same 

healthcare providers over time [69]. Continuity of care may allow for a sustainable and 

continuous doctor-patient-relationship and further enhance a patient-centred approach towards 

medical decision-making [70]. 
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Lack of applicability  

Another barrier to the use of advance directives or decision aids is doctors’ perception that 

these tools are not applicable to the circumstances and preferences of each individual patient 

[19, 33, 61, 71]. It has been shown patients’ preferences for information provision and decision 

making vary [72-74]. They depend on various factors, such as patients’ age, gender or health 

literacy levels [75, 76]. Patients’ preferences for information provision and decision making 

can also change over time, for example depending on situational factors, such as changes in 

patients’ disease status [77, 78]. Some patients do not wish to receive any information on the 

risks and benefits of their healthcare options and prefer their doctor to decide on their care [43]. 

For example, it has been argued that many older patients do not want to be involved in decision 

making regarding their treatment as they believe that “the doctor knows best” [79, 43]. 

However, even these patients have opinions and preferences regarding their care which should 

be taken into account [66]. Also, if patients wish not to make decisions regarding their care, 

they should at least be offered the choice of whether or not they want to be involved in decisions 

that will affect their health and wellbeing.  

To ensure the applicability of decision support to the needs and preferences of different patient 

populations, tailored online tools could be provided to patients. This might mean that patients 

enter personal or disease-related characteristics into a secure online system and are then 

directed to information which is relevant to their individual circumstances and which 

supplements the consultation with their doctor. Such tools could help patients access tailored 

decision support and become more involved in decision making regarding their care. Also, 

flexible, interactive tools have been tested that can be used during the consultation to present 

evidence summaries at varying levels of detail to patients [80]. These interventions can be 

produced semi-automatically which facilitates updating the included evidence. It might be that 

face-to-face communication between doctor and patient is better suited to clarify patients’ 
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values than exercises patients do alone at home. It enhances the promotion of dialogue and the 

increase of joint deliberation which is crucial to successfully implement both advance 

directives and decision aids into clinical practice [80]. Such an improved doctor-patient-

communication would make decision support tools less vague and less difficult to apply [35, 

81]. 

Conclusions 

When trying to implement advance directives and/or decision aids into clinical practice, it 

might not be enough to ask doctors and patients about their perceived implementation barriers 

and to research ways of when and how to best deliver such tools to patients [36, 82, 83]. Future 

research should stop focusing on single decision support tools. For example, efforts have been 

made to incorporate the benefits of decisions aids into advance care planning and link them to 

advance directives [84, 85]. We need to go beyond looking at single tools and further 

investigate the complexity of such interventions as well as the underlying communication 

mechanisms which hinder their implementation.  

We are convinced that both advance directives and decision aids can only be implemented if 

the communication between doctor and patient is balanced, frank, based on trust and empathy, 

and as such, truly patient-centred. This includes that patients are asked about their preferences 

for information provision and decision making, and that care is tailored accordingly in order to 

enable patients to participate in decisions regarding their care. More specific communication 

trainings and further public campaigns are needed which educate both doctors and patients 

about preference-sensitive decision-making and raise awareness of patients’ rights to be 

involved in decisions regarding their care. Decision support should be tailored to patients’ 

needs and preferences, for example by employing flexible, interactive tools. Such tools need 

to be embedded in comprehensive doctor-patient-communication which is the cornerstone of 

patient-centred decision-making. More time for decision-making should be scheduled to enable 
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patients to make rational, considerate rather than rushed, emotive decisions. This could also 

comfort patients and their loved ones that they made the right decision for a particular situation. 

Changing the way in which healthcare decisions are made will help ensure that each patient 

receives the care that mirrors their wishes. 

 

Endnotes 

a Hereafter referred to as decision aids. 
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ABSTRACT  

 

Background: The provision of appropriate information to cancer patients can influence their 

role and choices in decision-making regarding treatment, reduce psychological distress prior 

to treatment, and improve psychosocial outcomes including anxiety, depression and quality 

of life. However, patients’ experiences of receiving information might not always be in line 

with guideline recommended care. 

Aims: To explore the experiences of haematological cancer outpatients in obtaining 

information about their cancer and its treatment. 

Methods: A cross-sectional survey of adult haematological cancer outpatients was 

conducted. Eligible patients were recruited in clinic waiting rooms and completed two pen-

and-paper questionnaires: the first examined demographics and disease characteristics; the 

second was completed four weeks later, and asked patients about the cancer information they 

had received. Participants indicated whether they received the information they needed about 

medical procedures and self-management, experiences regarding doctor-patient 

communication, and self-efficacy in seeking information and support. Where possible, items 

were derived from Australian clinical practice guidelines for the psychosocial care of cancer 

patients. 

Results: Two hundred and ninety three (84%) patients consented to participate, with 170 

(58%) completing both questionnaires. The majority of participants reported receiving 

information in accordance with guidelines. Areas identified as requiring improvement 

included: difficulty recalling information (28%); information overload (26%); insufficient 

opportunity to ask questions (23%); and insufficient information about managing anxiety 

related to medical procedures (20%). 

Conclusion: Findings highlight the need for effective strategies and support to ensure 

haematological cancer patients are provided with information tailored to their needs and 

preferences, and are enabled to make informed decisions about their care. 
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BACKGROUND 

 

Impact of a diagnosis of haematological cancer 

Haematological malignancies account for approximately eight percent of all annual cancer 

diagnoses globally1. In 2017, the estimated incidence of leukaemia and lymphoma in 

Australia is estimated to be 3,875 and 6,232 new cases respectively, ranking in the top 10 

most commonly diagnosed cancers2. A diagnosis of haematological cancer is often associated 

with poor survival outcomes3. Common treatment options, such as bone marrow 

transplantation, peripheral blood cell transplantation and high dose chemotherapy, are 

lengthy, invasive, and often lead to debilitating side-effects, including fatigue, nausea, 

infection, and bleeding3-5. As a result, patients often have poor psychosocial outcomes. 

Approximately 20% of haematological cancer patients attending treatment centres experience 

clinically significant levels of anxiety and/or depression6. Prior to first treatment, the 

prevalence of anxiety increases to approximately 45% and to 25% for depression7. This leads 

to poorer quality of life, a higher number of unmet needs, and greater likelihood of adverse 

treatment outcomes8-10.   

 

Benefits of effective information provision 

Patient-centred care, which is respectful of and responsive to patients’ needs, values and 

preferences, is a central component of quality health care11 12. To enable patients to become 

active and engaged partners in their health care, it has been argued that patients must receive 

clear and explicit information regarding the options available to them13 14. Appropriate 

information may influence patients’ treatment choice and facilitate collaborative decision-

making based on the patient’s informed preferences15-17.  

 

Enabling informed and active decision-making 

Many haematological cancer patients have to make numerous decisions along the cancer 

trajectory, such as choosing between alternative treatments18-20. There is considerable 

evidence to suggest that patients who are involved in decision-making regarding their health 

care to the degree they want have better outcomes than those that do not, including reduced 

decisional conflict and increased satisfaction with care21 22. Patients who are actively involved 

in decision-making have also been shown to have higher physical and social functioning, 

significantly less fatigue and improved quality of life23-25. However, there are numerous 

barriers to patient involvement in decision-making that operate at the patient (e.g. poor 
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health, lower level of education), physician (e.g. interpersonal skills, presumptions about the 

patient), and system levels (e.g. lack of continuity of care, time restraints)26. 

 

Preparing patients for potentially threatening procedures 

Poor preparation for medically threatening procedures can hinder treatment decision-making, 

and increase patients’ levels of anxiety and concerns prior to treatment27.  It is important that 

patients are adequately prepared and understand the implications of their treatment decisions. 

For optimal care it is recommended that a multidisciplinary network of health care 

professionals provide consistent and timely information about the sensory, procedural, 

psychosocial and behavioural aspects of treatment27-30. This includes what patients will see or 

feel, the sequence of events, the patient’s role in facilitating the procedure, and how patients 

can best manage anxiety before, during and after treatment. The provision of such 

information has been found to reduce patients’ levels of pain and psychological distress prior 

to cancer treatment27 31, as well as improving patients’ satisfaction with care30.  

 

Equipping patients with self-management strategies 

The delivery of preparatory information is also integral in establishing patients’ skills in the 

self-management of ongoing side-effects of treatment30. Self-management information, which 

describes what the patient can do to help themselves get well, is recognised as the fourth 

largest unmet need for all cancer patients32 and one of the basic information needs of 

haematological cancer patients33. The provision of this information promotes a patient-

centred approach to health care34. It allows patients to actively manage their own care and 

facilitates the acquisition of skills fundamental to the maintenance of health, including 

problem solving, resource utilisation, action planning and goal setting35. The provision of 

self-management information has been found to increase cancer patients’ perceived level of 

control, and to improve fatigue, depression, anxiety and quality of life34 35.  

 

Various factors influence the effectiveness of information provision 

Patients vary in their preferences for the type and amount of information they wish to receive, 

as well as the way information should be presented to them24 36. Patient age, the amount of 

information provided, high levels of anxiety, and a negative prognosis have also been shown 

to be associated with difficulties remembering information provided during medical 

consultations37 38-40. Strategies to improve recall and understanding include categorisation 

and prioritisation of information41, using common and concrete terms, and presenting 
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information in multiple formats, such as written, face-to-face or video information42. Clinical 

practice guidelines recommend that patients be continually informed about their disease, 

symptom management and service availability, and that this information be adapted to the 

wishes of the individual43. Tailoring information to the unique circumstances and preferences 

of individual patients can improve anxiety levels, recall of information, self-perceived 

preparedness for treatment, and satisfaction with care43 44. This is likely to be particularly 

important for haematological cancer patients given the diversity of diagnoses within this 

group, which often require complex and rapidly changing treatment regimes45.  

 

Aims 

To explore the views of haematological cancer outpatients regarding their experiences of 

receiving and obtaining information about their cancer and its treatment. 

 

METHODS 

Design and Setting 

A cross-sectional questionnaire of haematological cancer outpatients was conducted in three 

metropolitan hospitals, each treating at least 300 patients for haematological cancer per year. 

Participating hospitals were located in three different Australian states.  

 

Participants 

Eligible patients were adults (aged 18 years or older) who had a diagnosis of any type of 

haematological cancer and were attending an outpatient clinic appointment at a participating 

hospital in relation to their cancer. Patients were excluded if they were unable to read or write 

English sufficiently to complete the questionnaire, were attending their first appointment at 

the clinic, or were unable to provide informed consent or meet the requirements of 

participation, as judged by clinic staff. 

 

Recruitment 

Appropriate ethics approval was obtained from the University of Newcastle Human Research 

Ethics Committee and the relevant governing bodies at the participating hospitals. Trained 

research assistants were responsible for participant recruitment and data collection at each 

hospital. A haematologist or nurse employed at the participating hospital assisted the research 

assistant to identify potentially eligible patients from the daily clinic appointment schedule. 

Patients identified as eligible were provided with a written information sheet and a verbal 



Appendix 7.3: Additional journal articles 

A95 

explanation of the study by the research assistant. Patients who were willing to participate 

were asked to complete a consent form and return it to the research assistant. To enable the 

examination of consent bias, the research assistant recorded the gender and age of non-

consenters on a study log sheet with their permission. 

 

Data Collection 

Consenting participants were asked to complete two pen-and-paper questionnaires; one at the 

time of recruitment and one approximately four weeks later. The initial questionnaire was 

provided to participants in the clinic waiting room and included questions about participants’ 

demographics, their cancer diagnosis and treatments received. The second questionnaire was 

sent to participants via mail along with a pre-addressed reply paid envelope to return their 

completed questionnaire to the research team. This follow-up questionnaire contained items 

exploring chemotherapy side effects (reported elsewhere) and experiences of receiving and 

obtaining information about their cancer and its treatment. A reminder letter and another copy 

of the questionnaire was sent via mail to participants who did not return their completed 

questionnaire after two weeks, with a second reminder sent following a further two weeks of 

non-response. 

 

Measures 

Participants were asked to indicate whether they received the information they needed in 

relation to preparation for potentially threatening medical procedures or treatments and self-

management when leaving hospital. Items were also included to explore participants’ 

experiences regarding doctor-patient communication, and self-efficacy regarding information 

and support seeking. Participants provided responses to all questions on a five-point Likert 

scale (1=strongly disagree to 5=strongly agree). A ‘not applicable’ response option was also 

available. 

 

Interpersonal communication 

Nine items were included to explore patients’ experiences regarding the conversations they 

had with their doctor and family members about disease and treatment information. Items 

were derived from clinical practice guidelines for the psychosocial care of cancer patients43 

and experiences reported by haematological cancer patients in pilot work conducted by the 

authors. 
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Preparation for potentially threatening procedures 

Eleven items were included to examine the type of information provided to patients prior to 

having medical procedures or treatments. These items were directly related to the clinical 

practice guidelines regarding preparation for potentially threatening procedures43, and 

included questions addressing sensory and procedural aspects of treatment, anxiety 

management, and after-care. 

 

Post-discharge self-management 

Six items were included to explore information provided following discharge from hospital to 

support self-management of symptoms and side-effects of treatment. Items were derived from 

the clinical practice guidelines for the psychosocial care of cancer patients43 and 

recommendations from a multi-disciplinary panel of experts in haematological cancer care 

regarding the information required by patients in the post-discharge phase. 

 

Information-seeking self-efficacy 

Four items were included to examine patients’ confidence in their ability to seek support and 

information from family, friends, and their health care team. 

 

Demographic, disease, and treatment characteristics  

The following demographic, disease and treatment characteristics were reported by 

participants: date of birth, gender, marital status, highest level of education, employment 

status, country of birth, haematological cancer type, stage of disease at diagnosis, time since 

diagnosis, and treatments received.  

 

Statistical analysis 

Statistical analyses were conducted using SAS v9.446. Age and gender of participants and 

non-consenters was compared to examine consent bias using F-adjusted Rao-Scott chi-square 

tests. Participant characteristics (age, gender, education, country of birth, cancer type) of 

those that completed both questionnaires were also compared with those who completed the 

first questionnaire only using F-adjusted Rao-Scott chi-square tests. Frequencies and 

percentages were calculated for each item with responses regrouped as Agree (Strongly Agree 

and Agree), Neutral, Disagree (Strongly Disagree and Disagree) and not applicable. 

Multivariate analysis to explore potential associations between patient characteristics and 

information experiences was not possible due to a high number of participants having ‘not 
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applicable’ responses (n=58). These participants could not be included in such analyses, 

therefore resulting in very limited power due to the small sample available.  

 

RESULTS 

 

Sample 

Of the 349 patients identified as eligible to participate, 293 (84%) consented to take part in 

the study. Two hundred and thirty-six (81%) consenters completed and returned the first 

questionnaire. There was no indication of consent bias, with no significant differences in age 

(p = 0.14) or gender (p = 0.31) between completers and non-consenters. One hundred and 

seventy participants (72%) also completed the second questionnaire and are included in the 

following analyses. There were no significant differences in age (p = 0.24) or gender (p = 

0.56) between those who completed the first questionnaire only and those who completed 

both questionnaires. Table 1 provides a summary of the socio-demographic, disease and 

treatment characteristics for the included sample. 

 

 

Table 1. Participant socio-demographic and disease profile (n = 170) 

Characteristic N (%)a 
Gender Male 99 (58%) 

Female 71 (42%) 
Age (years) 18-34 

35-54 
8 (5%) 

42 (25%) 
55-74 94 (57%) 

75+ 22 (13%) 
Marital status Married or partner 112 (67%) 

Single, divorced, separated or widowed 55 (33%) 
Education completed High school or below 75 (45%) 

Vocational training or University 91 (55%) 
Place of birth Australia 

Other 
113 (68%) 
54 (32%) 

Cancer type Non-Hodgkin Lymphoma 
Chronic Leukaemia 

Myeloma 
Acute Leukaemia 

Hodgkin Lymphoma 
Other 

51 (30%) 
34 (20%) 
27 (16%) 
22 (13%) 
12 (7%) 
22 (13%) 
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Characteristic N (%)a 
Time since diagnosis 
(months) 

0-6 
7- 12 
13-24 

24+ 

14 (8%) 
25 (15%) 
23 (14%) 
107 (63%) 

Stage of cancer Early 54 (33%) 
Advanced 37 (22%) 

In remission 29 (18%) 
Don’t know 45 (27%) 

Treatment receivedb Chemotherapy 141 (85%) 
Radiation therapy 

Stem cell transplant 
36 (21%) 
37 (22%) 

Surgery 31 (19%) 
Other 12 (7%) 

No treatment 66 (39%) 
a not all columns sum to 170 due to missing data; b not mutually exclusive categories 

 

 

Patient experiences of obtaining information related to their disease and treatment 

Overall, self-reported information experiences were largely positive. Data from items 

assessing participant experiences regarding information about diagnosis and treatment are 

presented in Table 2. Areas where more than 15% of participants perceived care was not 

received in accordance with guidelines or indicated there was scope for improvement in 

information provision are presented in bold text.  

 



Appendix 7.3: Additional journal articles 

A99 

Table 2. Patient experiences of obtaining information related to their disease and treatment 

Item Agree Disagree Neutral 
N (%)a 

When being told information about my disease and treatment: 
The way the doctor discussed the information was confusing 24 (14%)b 120 (71%) 23 (14%) 
I felt my doctor told me everything s/he could 130 (77%) 18 (11%) 19 (11%) 
I forgot important details of what the doctor told me 47 (28%)b 73 (44%) 44 (26%) 
I felt too overwhelmed by the amount of information to make sense of it 43 (26%)b 84 (51%) 36 (22%) 
There wasn’t enough time to discuss all my questions with the doctor 38 (23%)b 106 (63%) 20 (12%) 
There have been differing opinions among my family about: 
What the doctor has told us 29 (18%)b 94 (57%) 26 (16%) 
The meaning of the information we have received 28 (17%)b 91 (55%) 31 (19%) 
Decisions made regarding treatment 24 (15%)b 98 (59%) 29 (18%) 
What is best for me 29 (18%)b 92 (56%) 31 (19%) 
When having medical procedures or treatments, I got the information I needed about: 
Purpose of the procedure 148 (88%) 6 (4%) 8 (5%) 
Benefits and risks of the procedure 142 (84%) 10 (6%) 10 (6%) 
What the procedure involved 144 (85%) 6 (4%) 11 (7%) 
Where the procedure would take place 150 (89%) 1 (1%) 9 (5%) 
Who would perform the procedure 114 (69%) 10 (6%) 30 (18%) 
How long it would take to recover from the procedure 106 (63%) 19 (11%) 29 (17%) 
What care I would need after the procedure 116 (69%) 12 (7%) 23 (14%) 
How to manage anxiety and stress before the procedure 59 (35%) 37 (22%) 56 (34%) 
What I might feel during the procedure 124 (74%) 10 (6%) 20 (12%) 
What I should do if I experienced pain or discomfort during the procedure 120 (71%) 6 (4%) 23 (14%) 
How to manage anxiety or stress during the procedure 72 (43%) 33 (20%) 44 (26%) 
When leaving hospital, I got the information I needed about: 
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Who to call if I experienced worrying symptoms 135 (81%) 6 (4%) 14 (8%) 
Which symptoms I should report to my health care team immediately 132 (79%) 7 (4%) 19 (11%) 
How to manage symptoms and side effects 110 (65%) 11 (7%) 37 (22%) 
Situations or activities I should avoid to reduce risk of infection or developing 
complications 125 (75%) 10 (6%) 18 (11%) 

Foods I should avoid to reduce risk of infection or developing complications 98 (58%) 26 (15%) 24 (14%) 
How to prepare food safely to reduce risk of infection or developing complications 90 (54%) 28 (17%) 29 (17%) 
I feel confident in my ability to: 
Ask my family/friends for emotional support when I need it 113 (68%) 20 (12%) 27 (16%) 
Ask my family/friends for practical support when I need it 128 (77%) 14 (8%) 20 (12%) 
Ask my health care team questions about my disease and treatment options 143 (86%) 7 (4%) 12 (7%) 
Be involved in making decisions about my care 137 (82%) 9 (5%) 17 (10%) 

a not all rows sum to 170 due to missing data or ‘not applicable’ responses; b agreement indicates a negative patient experience as item was 

reverse-worded 
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Interpersonal communication 

When asked about their discussions with their doctor and family regarding their cancer, a 

substantial minority of participants indicated problems recalling information provided by 

their doctor (28%), experiencing information overload (26%), and insufficient opportunity to 

seek further information and clarification regarding their diagnosis and treatment (23%). 

Further, 15%-18% of participants reported differing opinions among their family members 

regarding the information received and decisions about care.  

 

Preparation for potentially threatening procedures 

Most participants reported that guideline recommended information was provided regarding 

the procedural and most sensory aspects of medical procedures. However, provision of 

information about strategies for managing stress and anxiety associated with these procedures 

was identified as being suboptimal for 20-22% of patients.  

 

Post-discharge self-management 

While information provision regarding post-discharge self-management was perceived to be 

adequate, a small proportion of participants reported receiving insufficient information about 

foods to avoid (15%) and how to prepare food safely to reduce risk of infection or developing 

complications (17%). 

 

Information-seeking self-efficacy 

Most participants (68-86%) reported feeling confident in their ability to seek support and 

information from their family, friends, and health care team. 

 

DISCUSSION 

 

The results of this study indicate that haematological cancer outpatients have positive overall 

experiences in relation to obtaining required information about their cancer and its treatment. 

Despite 15-18% of participants reporting disagreement amongst family in terms of cancer 

information provision and decision-making, more than half of participants had a positive 

experience in terms of family involvement in these processes. This finding is consistent with 

the literature. A systematic review of patient-physician-companion communication found that 

cancer patients appreciated the emotional and information support roles fulfilled by their 
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companions during cancer consultations. This included taking notes, asking questions, 

recalling essential information post-consultation, and assistance with decision-making47. 

 

There is room for improvement in the provision of some aspects of guideline-recommended 

psychosocial care for haematological cancer patients. A substantial minority of participants 

forgot information they were given during the consultation with their doctor, didn’t feel they 

had enough time to ask questions, and felt too overwhelmed by the amount of information 

presented to them to make sense of it. Previous research has reported that patients forgot or 

remembered incorrectly approximately 40-80% of medical information provided during a 

consultation48. In addition, higher levels of anxiety also has a negative impact on information 

recall48 49, which is of particular importance for haematological cancer patients where the 

prevalence of anxiety may be as high as 45%7. Patient-centred information provision 

recommends that clinicians ask patients what information they would like to know and in 

how much detail50. This allows for information provision to be tailored according to patients’ 

preferences and may minimise information overload50. Decision aids, question prompt lists, 

and patient coaching might also be useful strategies to improve recall and decision-making. 

Such interventions have been shown to decrease patient anxiety and help patients become 

engaged in decision-making regarding their care51 52. Additional strategies to aid recall of 

information post-consultation, minimise information overload, and provide additional 

opportunities to seek clarification regarding the information, might include having two 

consultations to discuss diagnosis and treatment information, or information to take home42, 

such as audiotapes of the consultation13. 

 

Approximately one fifth of participants indicated that they did not receive the information 

they needed about managing stress and anxiety associated with a potentially threatening 

procedure or treatment. This finding may be due to a prioritisation of medical aspects of the 

procedure in preparatory information provision, highlighted by the comparatively better 

perception of information received in these areas. Alternatively, it may be that patients place 

a higher level of importance on procedural, behavioural and sensory aspects of care, leading 

to lower rates of patient recall of psychosocial information. A multi-disciplinary model of 

cancer care may be effective at addressing this issue, where various clinical staff are involved 

in the coordinated delivery of both medical and psychosocial preparatory information. This 

may result in greater opportunities for discussion, clarification and reinforcement of 

information53. Previous research has also found that providing information aids, such as 
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educational videos and audio-tapes, may assist in reducing anxiety and increasing satisfaction 

with preparatory information27 53-55. The internet provides one highly accessible and cost-

effective modality in which to provide such multimedia information. However, further 

research is needed to explore the potential use of interactive technology in delivering 

preparatory information to cancer patients55. 

 

Several limitations should be considered when interpreting the study findings. Firstly, there 

was potential for recall bias in survey responses. Over 60% of participants were diagnosed 

more than 24 months ago and, therefore, may be in the follow-up phase of care rather than 

undergoing diagnosis and active treatment to which many of the survey items relate. 

Sensitivity of the items regarding preparation for potentially threatening procedures may be 

limited due to the framing of the item stem. Participants were asked to respond taking into 

account all of the procedures and tests they had received rather than referring to a specific or 

most recent procedure. There was also a substantial number of neutral responses which were 

difficult to interpret. Future research may employ an alternative response scale which elicits 

more discrete responses in terms of whether specific information was received and what 

patients’ preferences for receiving information are. 

  

CONCLUSIONS 

 

While many haematological cancer patients report receiving adequate information, there is 

room for improvement in relation to some aspects of information provision. Findings 

highlight the need for implementation of effective strategies to minimise information 

overload, aid recall of information post-consultation, and manage anxiety and stress related to 

medical procedures. 
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Abstract:  

Objective: To explore medical oncology outpatients’ understanding of and preferences for the format 

of health risk information.  

Methods: Adult medical oncology outpatients were invited to complete two surveys: one which 

assessed sociodemographic characteristics and a second survey a month later which included 

questions about understanding of risk information and preferences for the format of such information. 

Results: Three hundred and sixty-one (74%) patients consented. Of these, 210 completed at least one 

question on risk communication and were included in this analysis. The proportion of respondents 

who understood numeric risk information varied from 17% to 65% depending on the format of the 

information. More than 50% of people interpreted a “very good” chance of remission as greater than 

80%, greater than 90% or 100% chance of remission. The most preferred format of information was 

to have it presented in both words and numbers (38% to 43%) followed by words alone (28% to 

30%).  

Conclusion Numeric risk information is misunderstood by 17% to 65% of respondents, depending on 

the format. Interpretation of verbal risk information is highly variable, posing a risk of 

misunderstanding.  

Practice Implications. Provision of information in both words and numbers may assist in aiding 

comprehension.  
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1. Introduction 

Communication of risk is essential to assisting informed decision making for people with cancer 

Optimal cancer care is patient-centred, placing great emphasis on involving patients in their 

healthcare decisions [1]. To achieve this, healthcare providers need to communicate accurate and 

unbiased health information to patients. However, this can be challenging as many cancer patients 

have a number of treatment options available to them, and the outcomes associated with each of these 

are probabilistic, leading to ambiguity and uncertainty [2]. In order to decide upon a treatment, 

patients often have to weigh-up uncertain risks against uncertain benefits of the treatment options 

available to them [3]. 

 

The way in which risks are presented can influence patient decision making [4]. For example, it has 

been suggested that patients often overestimate risk if it is presented as relative (e.g. your risk is two  

times higher than rather than absolute risk (e.g. your risk is 5%) [5]. Therefore, risk and benefit 

information needs to be presented in a way that facilitates comparison across treatment options. This 

allows patients to integrate this information with their personal preferences and make informed 

decisions about their care [6].  

 

What format should risk be communicated in to optimise comprehension? 

Patients vary in how they understand risks. For example, there is evidence to suggest that women with 

low literacy skills are more likely to overestimate their risk of developing breast cancer, compared to 

women with high literacy skills [7]. Numerous studies have looked at how to best present risks to 

patients [8, 9]. For example, it has been suggested that risk can be presented in form of graphs, verbal 

or numerical formats. Understanding of graphical risk presentation, such as icons or curves, may be 

influenced by the amount of instruction given and patients’ expertise [10]. There is considerable 

evidence to suggest that patients understand probabilistic information better if it is presented in 

numbers rather than words [11]. This may be because doctors and patients are likely to have different 

interpretations of what phrases like “low risk”, “unlikely”, or “high risk” mean [4]. Numbers are 

perceived to be precise, leading to more accurate perceptions of risk than the use of probability 
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phrases and graphical displays [5]. Studies suggest that numeric probabilities associated with 

descriptors of risk such as “low” or “high” risk might increase comprehension of risk [12-14].  

There are several ways of presenting numerical risk information, including as percentages, odds, or 

natural frequencies. It has been suggested that risks should be presented as natural frequencies with a 

small denominator (e.g. 1 out of 10) [5, 15]. Also, presenting numerical risks based on individual 

estimates, i.e. based on each individual patient’s characteristics, seems to be more effective in 

changing patient knowledge, attitudes, and behaviours than presenting risks based on general 

estimates [8, 16].  

 

What format do patients prefer risk to be communicated in? 

Patients vary considerably in how they would like risk information to be presented to them [17]. 

While most patients prefer risks presented in numerical format rather than words [4, 5], this varies 

depending on sociodemographic characteristics, such as age, gender or educational level, as well as 

health status [17-19]. Findings from previous cross-sectional studies indicate that a range of 

complementary formats, including verbal and numerical description of risk, might be more 

appreciated by patients than the use of one format only [20-22].  

 

Despite the increasing research effort in the area of risk communication, previous studies have to be 

considered in the light of several limitations. For example, many studies have been conducted with 

healthy people and findings might not be generalizable to people with serious medical conditions. 

There is little empirical data to guide our understanding of how adjectives should be used when 

communicating probabilities to people with cancer. Also, most studies in this area have involved 

recruitment of participants from just one clinic or hospital, and findings may not be applicable to all 

people with cancer. Further, most research has been conducted in the US [23, 24] and results may not 

be generalizable to other populations. Little is known about how Australian cancer patients 

understand different risk formats, and the way in which they want to be informed about the risks they 

face [19, 25]. 
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Aims: To explore, among medical oncology outpatients, their: 1) understanding of numerical risk 

information and interpretation of adjectives used to describe risk; and 2) preferences for format of risk 

communication. 

 

2. Methods  

Setting: The study was conducted as part of a larger study exploring psychological outcomes among 

medical oncology outpatients. Questions about risk communication were administered to participants 

recruited from two of the medical oncology clinics participating in the larger study. Both clinics were 

located in metropolitan public hospitals in Queensland and South Australia. The study was approved 

by the University of Newcastle Human Research Ethics Committee (H-2010-1324) as well as ethics 

committees associated with each participating institution.  

 

Participants: Medical oncology outpatients with a diagnosis of cancer, aged 18 or older and with 

sufficient English to complete the survey independently were eligible to participate.  

 

Procedure: Patients attending medical oncology outpatient clinics were invited to participate in the 

study. Informed written consent was obtained from all participants. Participants were asked to 

complete two pen-and-paper surveys. The initial survey was either completed in the clinic at the time 

of recruitment or taken home and mailed back to the researchers within one week. The second survey 

was mailed to the person’s home approximately one month later. For both surveys, reminder letters 

were sent to non-responders at two weeks. A second reminder letter was sent after four weeks of non-

response.  

 

Measures: The first survey contained questions on sociodemographic, disease and treatment 

characteristics; while the second survey contained questions on understanding of and preferences for 

risk information.  
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Sociodemographic characteristics: Participants were asked to report age, gender, highest level of 

education, postcode, marital status, and whether or not they had a health care card or veterans' affairs 

card and / or private health insurance. A concession card is a government issued card which enables 

access to health services and medicines at a lower cost.  

 

Disease and treatment characteristics: Type of cancer, time since diagnosis, stage of cancer, 

treatments undertaken for cancer and reason for outpatient consultation were assessed. 

 

Understanding of numerical risk information: Respondents were given three questions about their 

understanding of numerical risk information: 1) “If a certain cancer drug is said to have a 30% chance 

of long-term side-effects, which statement is true?“; 2) “If you are told that a cancer treatment has a 

5% risk of serious complications, which of the following are true?”; and 3) “If you are told that 1 in 5 

people will experience a short-term side-effect from a cancer treatment, which of the following is 

correct?” Multiple response options were provided for each question and respondents were asked to 

select all that applied. 

 

Interpretation of adjectives to describe risk: Respondents were asked, “If you were told that your 

chances of remission (i.e. being cancer free) were ‘very good’, what would you guess your chances of 

remission were?” Response options included: “more than 20%”; “more than 30%”; “more than 40%”; 

“more than 50%”: “more than 60%”: “more than 70%”; “more than 80%”; “more than 90%” and 

“100%”. Respondents were asked to select one response only. 

 

Preferences for risk communication: Respondents were asked three questions about their 

preferences for information on likelihood of side-effects, remission and survival. For example: “Your 

doctor is telling you about your chances of long-term side-effects. How would you like your doctor to 

describe your chances of having long-term side-effects?” Response options included “in words (e.g. 

“poor”, “good”, “very good”)”; “in numbers (e.g. “three out of every ten people”)”; “in both words 
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and numbers”; “I don’t care how my doctor gives me this information”; “I don’t want my doctor to 

give me this information”.  

 

Statistical analyses: All statistical analyses were conducted using SAS v9.4 (SAS Institute, Cary, 

North Carolina, USA). Descriptive statistics, including frequencies and percentages were calculated to 

answer each of the two aims.  

 

3. Results  

Six hundred and eight people were screened for eligibility. Of these 117 were ineligible, and of the 

remaining 491, 361 (74%) agreed to take part in the study. Of those who consented, 217 returned a 

copy of the second survey, of which 210 completed at least one question on risk communication and 

were thus included in this analysis. There were no significant differences between non-consenters and 

study participants in terms of sex. However, there was a significant difference between non-

consenters and study participants with respects to age (p=0.02). Compared to non-consenters, there 

was a lower percentage of study participants aged less than 45 years (22% vs. 13%) and 65 years and 

over (36% vs. 30%); while there was a higher percentage of study participants aged between 45 and 

64 years compared to non-consenters (57% vs. 42%). 

 

Participant demographic and disease information are presented in Table 1. Almost half of participants 

were aged 60 years or over. Most were female, in a married or partnered relationship and were born in 

Australia. The most common cancer type was breast, with most cancers in the early stages. The main 

reason patients were visiting the treatment centre was to receive treatment.  
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Table 1. Sociodemographic characteristics of the sample (n=210).  

Characteristics % n 

Age 

3.3 7 Missing 

<45 years 12.9 27 

>=45 and <60 years 38.6 81 

>=60 years 45.2 95 

Sex 

2.9 6 Missing 

Male 20.5 43 

Female 76.7 161 

Marital status 

3.8 8 Missing 

Married/partner 63.8 134 

Single, divorced, separated or widowed 32.4 68 

Education level 

3.3 7 Missing 

High school or below 52.9 111 

Trade, vocational training or University 39.5 83 

Other 4.3 9 

Country of birth 

3.3 7 Missing 

Australia 67.6 142 

Other 29.0 61 

Health insurance 

3.3 7 Missing 

Yes 19.5 41 

No 77.1 162 

Concession card 

3.8 8 Missing 

Yes 54.3 114 

No 41.9 88 

Cancer type 

4.3 9 Missing 

Breast 47.1 99 

Colorectal 7.6 16 



Appendix 7.3: Additional journal articles 
 

A117 

Characteristics % n 

Lung 4.8 10 

Other 36.2 76 

Time since diagnosis 

3.3 7 Missing 

0-6 months 25.7 54 

7-12 months 17.6 37 

13-24 months 15.7 33 

24+ months 37.6 79 

Cancer stage 

6.2 13 Missing 

Early 56.2 118 

Progressed/advanced 30.0 63 

NA or don't know 7.6 16 

Reason for visit 

5.2 11 Missing 

To discuss treatment options 6.7 14 

To receive treatment 43.8 92 

To have a check-up during treatment 15.7 33 

To have a check-up after treatment 24.3 51 

Other 4.3 9 

 

Understanding of risk information 

Two hundred and four participants provided a response to the question: “If a certain cancer drug is 

said to have a 30% chance of long term side-effects, which statement is true?” Of these, most 

participants (n=125; 61%) endorsed only the correct response: “3 out of every 10 people who take this 

drug will have long term side-effects.” A smaller number of people endorsed the correct response and 

one or more incorrect responses (n=18; 8.8%), with the remaining respondents endorsing incorrect 

responses only (n=61; 30%).  

 

Two hundred and three participants answered the question: “If you are told that a cancer treatment has 

a 5% risk of serious complications, which of the following are true?” For this question, two responses 
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were considered correct: “The risk of complications is low but I am still at risk” was the most 

frequently endorsed correct response (endorsed by n=154; 76%) and “50 out of 1000 people will 

experience this complication” (endorsed by n=74; 36%). Thirty-five (17%) endorsed both correct 

answers, and 137 (67%) endorsed one of these correct responses: “The risk of the complications is 

low but I am still at risk” and “50 out of 1000 people will experience this complication”. While 67% 

(n=137) endorsed one of these responses only. A further 15 (7.4%) respondents selected at least one 

of the correct responses together with an incorrect option. Sixteen participants (7.9%) selected only 

incorrect responses. 

 

A total of 199 participants answered the question: “If you are told that 1 in 5 people will experience a 

short-term side-effect from a cancer treatment, which of the following is correct?” Of these 

respondents, 130 (65%) endorsed only the correct response, which was “The risk of experiencing 

short-term side-effects from this treatment is 20%”. A small number endorsed both the correct 

response and at least one incorrect response (n=6; 3.0%), while almost a third selected only incorrect 

responses (n=63; 32%). Of the incorrect responses the most frequently endorsed by participants was 

“The risk of experiencing short-term side-effects from this treatment is 5%” (n=43; 22%). 

 

Interpretation of adjectives to describe risk  

Two hundred and one participants provided an answer to the question: “If you were told that your 

chances of remission (i.e. being cancer free) were ‘very good’, what would you guess your chances of 

remission were?” The results of participant responses are presented in Figure 1. The most common 

estimate was “more than 80%” with 54 (27%) of respondents selecting this option. This was closely 

followed by “more than 90%”, which was endorsed by 48 (24%) of respondents. The least frequent 

response option selected by respondents was “more than 30%” (n=3; 1.5%).  
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Figure 1. Participants’ interpretation of a “very good” chance of remission as a percentage  

 

Preferences for format of health risk communication 

When participants were asked how they would like to have their chances for long-term side-effects, 

remission and five-year survival communicated to them, the most frequently reported preference for 

all three topics was for both words and numbers to be used (Table 2). Words alone was the second 

most frequently endorsed option across all three topics, while only a small minority of patients 

indicated a preference for not being told about their chances at all.  

 

Table 2. Preferences for health risk communication 

Preferred format of communication 

Chances of long-

term side-effects 

Chances of 

remission 

Chances of five 

year survival 

Missing 5 (2.4%) 5 (2.4%) 8 (3.8%) 

Words 59 (28%) 62 (30%) 58 (28%) 

'

2.99%

1.49% 1.99%
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Preferred format of communication 

Chances of long-

term side-effects 

Chances of 

remission 

Chances of five 

year survival 

Numbers 33 (16%) 21 (10%) 17 (8.1%) 

Both words or numbers 79 (38%) 88 (42%) 90 (43%) 

Don't care 33 (16%) 33 (16%) 31 (15%) 

Prefer not to be told 1 (0.5%) 1 (0.5%) 6 (2.9%) 

 

 

4. Discussion and conclusion 

Discussion 

This study is one of few to examine the understanding and interpretation of health risk information 

and format preferences in Australian medical oncology outpatients. Overall, our findings revealed that 

in relation to numerical risk information, natural frequencies with a small denominator were the most 

understood format. However, in relation to risk wording, a wide variation in patient interpretations 

was found. The use of both words and numbers was the most frequently patient-preferred format for 

risk communication. 

 

When numerical risk information was presented simply using natural frequencies and a small 

denominator (e.g. “3 out of every 10 people”), approximately 61% of people understood the 

information. Of the 32% who selected an incorrect response regarding their understanding of the term 

“1 in 5 people…”, almost a quarter of respondents (22%) perceived that the risk meant a 5% rather 

than 20% risk, indicating that misunderstandings may be significant in some cases. When presented 

with a larger denominator (e.g. “50 out of 1000 people”), the number of people who understood the 

information reduced to about one third (36%). This supports previous findings that information 

presented with a small denominator are more likely to be understood and should be used to present 

risk information to patients [9].  
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Our findings revealed a wide variation in the way that patients interpreted risk adjectives. Participant 

interpretations of what a “very good” chance of remission equated to ranged from “more than 20%” to 

“100%”. It is notable that 28% of participants perceived that “very good” meant a 90% or greater 

chance; while over half the sample (55%) perceived that this meant 80% or greater. This suggests that 

there is great potential for misunderstanding where only verbal risk descriptors are used. The wide 

variation in responses is consistent with previous research which has found that patients more 

accurately understand risk information if it is presented in numbers rather than words [9]. 

 

The most frequently reported preference for the format of information regarding long-term side-

effects, remission, and five-year survival was for both words and numbers to be used, at 38%, 42% 

and 43%, for each of the three risk topics, respectively. The second most frequently endorsed option 

was for words alone to be used, which was endorsed by approximately 30% of respondents across all 

three risk topics. While patients vary in how they would like risks to be presented to them [17], our 

results differ from other research which has suggested that most patients prefer risks to be presented 

in a numerical format [4, 5, 17-19]. However, most prior research has not been conducted in an 

oncology setting, and patients’ preferences may be affected by illness severity, health status and other 

sociodemographic factors [4].  

 

Our findings must be considered in view of several limitations. Firstly, participants were recruited 

from three medical oncology clinics, and so are unlikely to be representative of Australian medical 

oncology patients. While a consent rate of 74% was achieved, there were a number of participants 

who did not return the second survey which contained the health literacy questions. This may have 

further impacted on generalisability of results. When asking participants about their understanding of 

a 5% risk of serious complications, we counted the following response as one of two possible correct 

answers: “The risk of complications is low, but I am still at risk”. We acknowledge that interpretation 

of 5% risk as “low” is subjective and could be debated.  
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Conclusion 

Our results suggest that risk information presented in natural frequencies with small denominators 

(e.g. 1/5) is understood by 61%-65%, depending on the scenario presented. When risk information is 

presented with large denominators, a lower proportion indicate that they understand (36%). We found 

substantial variation in patients’ interpretation of risk descriptors (e.g. “good”, “very good”), 

highlighting the dangers of providing patients with risk descriptors without accompanying numeric 

information. Patients were most likely to have a preference for receiving risk information as both 

words and numbers. 

 

Practice Implications 

The findings provide guidance as to how physicians should communicate risk information about 

outcomes of treatment such as possible side-effects, and likelihood of remission and survival. The 

variation in patents’ interpretation of risk information when this is presented in words only may result 

in unrealistic expectations regarding outcomes. To overcome this variation, risk information in words 

should be combined with risk information in numbers. Together with other studies [9, 26], our 

findings suggest that numeric information should be presented as natural frequencies with small rather 

than large denominators to aid patient understanding. 

 

However, it is important to note that a large proportion of patients (just under one third) did not 

understand the risk information when it was presented in this ‘optimal’ format. This suggests that 

physicians should probe patient understanding of risk, and utilise other formats to supplement this 

information if necessary. This could include, for example, diagrams showing the number of people 

out of 10 who are likely to experience a certain outcome, or bar charts showing the proportion of 

patients likely to experience each outcome. Graphical formats have been shown to improve patients’ 

understanding of risk information [9], and may also reduce participants’ reliance on anecdotal 

evidence when making decisions [27]. 
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Appendix 9.2: Question guideline related to Papers Two and Three 

 
Evaluation of a decision aid for women considering neoadjuvant systemic therapy for 
operable breast cancer (ANZ 1301 DOMINO) 
 
Opening Script Detail 
 

o Hello, my name is ……………………;  

o I'm a cancer researcher working with the Australia and New Zealand Breast Cancer 
Trials Group.  

o I am contacting you to ask you about your recent experience participating in the 
breast cancer decision aid research project.  

o I would like to talk to you about this and ask you a few questions, which will take up 
to 30 minutes of your time.  

o Are you still happy to participate? If so, is now appropriate time to talk to you (If not, 
can I make a time with you to call back)? 

o Before we begin I would like to let you know that these interviews will be recorded 
and typed, and will remain confidential. 

 
Telephone Interview Question Guide 
Preamble - Experience with the decision aid 
 

o I would like to talk to you about your decision for or against chemotherapy before 
surgery.  

o I’m interested in how you made that decision and if you used the decision aid, I will 
also ask some questions regarding that. 

o But first, it would be great if you could tell me everything that comes into your mind 
when you think of this decision.  

o I will listen carefully, take notes and ask further questions later on. 

o Now, could you tell me: How did you make the decision for or against chemotherapy 
before surgery? 
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Information needs 
1. Where did you get information to help make a decision about whether to have 

chemotherapy before surgery? 
a. Surgeon 
b. Medical Oncologist 
c. Other health professional, specify: 
d. Family/friends 
e. Written information, source: 
f. Internet information, source: 
g. Other, specify: 

2. Which of these did you find most useful? 
3. What exactly was the information that helped you make the decision? In other words, 

what facts were you given that helped you make the decision? 
4. Were you given enough information to allow you to make a decision? 
5. What other information would you like to have received? 
6. How would you like it presented to you? 

a. Verbally 
b. Written 
c. Interactive process - computer or paper 
d. Other, specify: 

 
Decision-making 

7. Who made the decision in the end? 
8. What was difficult about making the decision? 
9. How certain were you about the decision at the time? 

a. Very 
b. Quite 
c. Somewhat 
d. Uncertain 

10. How certain are you now, that you made the right decision? 
a. Very 
b. Quite 
c. Somewhat 
d. Uncertain 

11. If your certainty changed, can you say why? 
 
Psychological concerns 

12. Do you/did you worry that your cancer will get worse whilst having chemotherapy? 
13. What aspects of the period of chemotherapy and surgery did you find most difficult? 

(mentally and physically) 
14. Do you worry that your cancer will come back? 
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Experiences with the DA 
I would like to ask you some more question about the decision aid. 

15. How much time did you spend using the decision aid? 
16. Did it provide additional information to that provided by the doctors, nurses and other 

health professionals? 
17. Was the information relevant to your decision? 

a. In what way was it relevant/not relevant? 
b. How did it factor into your decision? 

18. Was the information trustworthy? 
19. Was it presented in a way that was easy to understand? 
20. Was it too long, about right or too short? 
21. Was the amount of information too much, about right, or too little? 
22. Did the DA favour NAST, was it balanced or did it favour surgery? 
23. Do you have any other comments on the DA? 

 
Factors relevant to the decision about neoadjuvant chemotherapy 
Finally, a few more questions about factors that might have influenced your decision. 

24. How important were each of these factors to you? 
a. Having breast conserving surgery (lumpectomy) 
b. Being able to know whether the cancer responded to chemotherapy 
c. Having treatment sooner for the whole body, not just the breast 
d. Being involved in a clinical trial 

25. Did your doctor talk to you about participating in a clinical trial? 
a. How did that affect your decision? 

26. Did your ability to have children in the future affect your decision? e.g. IVF cycles 
and egg collections. 

a. How did it affect the decision? 
27. Are you aware of breast cancer being inherited in your family, e.g. BRCA1/BRCA2? 

a. Was that relevant to your decision? 
28. What other issues did you consider when making a decision? 

a. Financial 
b. Logistic: availability of surgery or chemotherapy 
c. Other: 

29. Did you consider having a breast reconstruction? 
                  a.   How did that affect the decision? 
 
 
Thank you. 
 
Other comments 
30. Do you have any other comments that you would like to make? 
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Closing remarks 
o Those are all of the questions that I wanted to ask you.  

o Just a reminder, our conversation today is confidential and the results will only be 
used and presented anonymously without any reference to your identity.  

o Thank you for your time, your information has been very helpful.  

o Your comments will be used to improve the content of the decision aid, and the way 
that it is used.  

o If you have any questions or concerns later on, please feel free to contact the study 
coordinator at the site where you were recruited to this trial. 
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Version # 3, dated 6/05/2015 

Who decides and at what cost 
 

 
 
 
 
 
 
 
 
 

 
 

School of Medicine and Public Health 
 

PATIENT BASELINE SURVEY 
 

The survey will take about 15-20 minutes to complete. 
 
 

The information you give us by completing this survey will help us to identify 
how cancer care might be improved in the future. These questions have 
nothing to do with your current state of health. 
 
Any information you give us will remain confidential. 
 
If you would like more information about the purpose of this survey please call 
the research team on 1800 084 755. 
 
If this survey has raised questions or concerns about your cancer, we suggest 
that you discuss these with your doctor. You can also contact the 13 11 20 
Information and Support which is staffed by health professionals. 
 

 
Thank you for taking the time to complete this survey 
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The following questions ask for some background information about you.  Please circle the 
number that corresponds to your answer. 
 
1  

Are you male or female? 1 Male 
2 Female 

2  
What is your date of birth? 

___  ___ / ___  ___ / ___ ___ ___ ___ 
    Day          Month            Year 

3  

What type of cancer do you 
have? 
 

1 Breast 
2 Prostate 
3 Lung 
4 Colorectal 
5 Other (please specify) __________________ 

4 

 Where are you in your cancer 
journey? 
 
 
 
 

1 I am receiving treatment to try and cure my 
cancer 
 

2 I have completed treatment to cure my cancer 
and am now in follow-up 
 

3 I have been told my cancer cannot be cured 
and I am receiving anticancer treatment (e.g. 
chemotherapy, radiotherapy) 
 

4 I have been told my cancer cannot be cured, 
and am not currently receiving anticancer 
treatment  

5 What is your postcode? ___ ___ ___ ___ 

6 What country were you born in? 1 Australia 
2 Other (please specify) __________________  

7 Are you of Aboriginal or Torres 
Strait Islander origin? 

1 No 
2 Yes, Aboriginal 
3 Yes, Torres Strait Islander 
3 Yes, both Aboriginal and Torres Strait Islander 

8 How would you rate your current 
quality of life?   
 
Please circle one number 

  1        2        3         4         5         6         7       8         9       10  

Poor                                     Excellen  

 

PLEASE continue to NEXT PAGE 
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Advance care planning (ACP) provides an opportunity for people to think, 
discuss and plan for the medical treatment they would prefer if they became too ill 
in the future to express their wishes. Everyone should consider advance care 
planning, regardless of their age or health. But, it is particularly important for people 
who have ongoing health problems.  

These questions ask for your views and experiences in talking and making decisions 
about your future medical care, including end of life care. End of life care refers to 
care that helps people with advanced, incurable illness to live as well as possible 
until they die.   

These questions have nothing to do with your current state of health. We are asking 
everyone that attends this clinic to answer these questions.  

 Have you ever discussed the type of end of life care you would like to 
receive with your: Yes No 

9 Doctor  1 2 

10 Support person (e.g. spouse/partner, family member or friend). 1 2 

Have you ever discussed where you would like to be cared for at the 
end of your life with your: Yes No 

11 Doctor  1 2 

12 Support person (e.g. spouse/partner, family member or friend). 1 2 

Have you: Yes No 

13 Written down your wishes for end of life care (e.g. in an advance 
directive or advance care plan)? 1 2 

14 Appointed an enduring guardian?  (i.e. someone legally appointed 
to make medical decisions on your behalf if you are unable to 
make decisions yourself) 

1 2 

 

15 If you became physically or mentally 
unable to make decisions on your own, 
would you prefer your end of life care 
to be decided by: 

1 A plan you had made before you got 
too sick to make decisions. 
 

2 Your doctor with your family/friends, 
based on their views of what was best  
 

3 Only your doctor, based on their view 
of what was best for you 

 



Appendix 9.3: Surveys related to Papers Four and Five (patient baseline survey, Calvary 
Mater Newcastle) 
 

A174 

These questions ask what you would want if you were facing the end of your life. 
These questions have nothing to do with your current state of health. We are asking 
everyone that attends the clinic to answer these questions. 

I If I needed end of life care, I would be 
worried about: 

Strongly 
disagree Disagree Neutral Agree 

Strongly 
agree 

16 Being in pain  1 2 3 4 5 

17 Loss of dignity 1 2 3 4 5 

18 Being alone when I die 1 2 3 4 5 

19 Not being at peace 1 2 3 4 5 

20 Not being able to recognise 
family/friends  1 2 3 4 5 

21 Family / friends seeing me in pain 1 2 3 4 5 

22 Family / friends having to become full-
time carers 1 2 3 4 5 

23 Doctors not providing information 
about all of the treatments available 
to me   

1 2 3 4 5 

24 Receiving a treatment I do not want   1 2 3 4 5 

I would want my health care team to ask 
me: 

Strongly 
disagree Disagree Neutral Agree 

Strongly 
agree 

25 How involved I want to be in decisions 
about my end of life care 1 2 3 4 5 

26 Where I would prefer to die (e.g. at 
home, in hospital, hospice, other care 
facility) 

1 2 3 4 5 

27 How important it is that my pain is 
managed well at the end of life 1 2 3 4 5 

28 How important it is I remain conscious 
and able to talk with my loved ones. 1 2 3 4 5 

29 How important it is that my care 
extends my life for as long as possible 1 2 3 4 5 
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I would want to be able to: Strongly 
disagree Disagree Neutral Agree Strongly 

agree 

30 Access palliative care (i.e. care that 
aims to manage symptoms and 
improve quality of life) 

1 2 3 4 5 

31 Have my family / friends present when 
discussing my end of life care options 1 2 3 4 5 

32 Write down my wishes for end of life 
care (e.g. in an advance directive or 
care plan) 

1 2 3 4 5 

33 Appoint someone to make decisions 
on my behalf if I was unable to make 
decisions myself 

1 2 3 4 5 

34 Access medications that allow me to 
end my own life if I wish 1 2 3 4 5 

35 Die in the location of my choice (e.g. 
at home, hospital, hospice, other 
facility)  

1 2 3 4 5 

 

36 When would it be best to have the first 
conversation with your doctor about 
end of life care? 
 
Please circle one number 

1 When you are first diagnosed  
2 When your cancer becomes incurable  
3 When you decide to raise the matter 
4 When your doctor decides to raise it  
5 Would not want to discuss at all 

37 If you could choose, would you prefer 
end of life care that focuses on:  

1 Extending life as much as possible, even if it 
meant more pain and discomfort 

2 Relieving pain and discomfort as much as 
possible, even if it meant not living as long 

3 Unsure 

38 What is your estimation of your life 
expectancy? 

1 Less than 6 months 
2 6 months – 1 year 
3 1-2 years 
4 More than 2 years  
5 Don’t know, but I would like this information 
6 Don’t know and I do not want this information 

  

PLEASE continue to NEXT PAGE 
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A recent study compared patients who had palliative chemotherapy with those 
who did not have such care. All patients had a life expectancy of up to six months. 
Patients who had palliative chemotherapy lived no longer than those who did not 
have this treatment. There were other differences between the two groups of 
patients in the last week of life. These differences are shown below.  
 

Type of care received in 
the last week of life 

% of patients who received this type of 
care 

Patients who  

did not have  
chemotherapy  

Patients who 
had 

chemotherapy   

Put on a breathing 
machine and/or had 
cardiopulmonary 
resuscitation (CPR) 

2% 14% 

Died in an intensive care 
unit 2% 11% 

Fed through a tube 5% 11% 

Died at home 66% 47% 

Died in their preferred 
location 80% 65% 

Referred late to specialist 
palliative care 37% 54% 

 
 
39 If you were in this situation would you choose to have palliative chemotherapy?   

Please circle one number Strongly 
disagree Disagree Neutral Agree Strongly 

agree 

I would choose to have palliative 
chemotherapy  1 2 3 4 5 

 

PLEASE continue to NEXT PAGE 
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PLEASE NOTE: YOU WILL ONLY NEED TO ANSWER QUESTIONS ON ONE OF THE 
COLOURED PAGES AS INDICATED IN THE RESPONSE OPTIONS IN Q40 BELOW 

40 If you had a choice, where 
would you prefer to be cared for 
at the end of life? 

1 In your own home (go to blue page 8)   
2 In a relative’s home (go to blue page 8)   
3 In a hospital (go to yellow page 9)   
4 In a hospice / palliative care unit (go to 

green page 10)   
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BLUE PAGE – PREFERRED CARE AT HOME 

41 Which of the following might be benefits to receiving end of life care AT HOME? 
Please select your TOP 3 benefits in order of importance by placing a ‘1’, ‘2’ or ‘3’ 
in the corresponding box (1=most important to you). Please select THREE boxes 
only. 

 Receiving care from family and/or friends 

 Familiar environment 

 Not being alone 

 Having the food I like 

 Religious/spiritual beliefs and needs (or lack thereof) will be respected 

 Using own bathroom 

 Feeling like dying is a natural process 

 Family might be able to have a more “normal life” 

 Physical closeness to loved ones and/or sharing a bed 

 
42 Which of the following might you be most worried about if you received end of 

life care AT HOME? Please select the TOP 3 things that might worry you by placing 
a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). Please select THREE 
boxes only.  

 Not having expert medical care 

 Not knowing who to call if I need help  

 Emotional “scarring” of family/friends 

 Not having people who can or will care for me at home.  

 Family/friends not knowing what to do during and after death 

 Not having access to special equipment (e.g. hospital bed, commode) 

 Dying alone 

 Dying and not being found for several hours  

 Being isolated 

 Not having my pain managed well 

PLEASE SKIP TO PAGE 11  
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YELLOW PAGE – PREFERRED CARE AT HOSPITAL 

43 Which of the following might be benefits to receiving end of life care IN A 
HOSPITAL? Please select your TOP 3 benefits in order of importance by placing a 
‘1’, ‘2’ or ‘3’ in the corresponding box (1=most important to you). Please select 
THREE boxes only.  

 Lots of medical care  

 Pain being managed well 

 Not being alone 

 Don’t have to “burden” family/friends 

 Medical staff on call 

 Family might be able to have more of a “normal life” 

 Not having to cook and clean 

 Access to special equipment (e.g. hospital bed, commode) 

44 Which of the following might you be most worried about if receiving end of life 
care IN HOSPITAL? Please select the TOP 3 things that might worry you by placing 
a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). Please select THREE 
boxes only. 

 Not having my wishes respected. 

 Not being treated respectfully 

 The environment may be clinical and unfriendly 

 Being isolated 

 Lack of privacy 

 Other people being unwell 

 Noisy surroundings 

 Family/friends last memory being of me in a hospital environment 

 Getting an infection or getting sicker from being at hospital 

 Visitor’s hours may be limited 

 Being woken up for tests 

 Hospital may be a distance for visitors to travel 

 Difficulty being physically close to loved ones or sharing a bed 

 Religious/spiritual beliefs and needs (or lack thereof) not being 
respected 

PLEASE SKIP TO PAGE 11 
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GREEN PAGE – PREFERRED CARE AT HOSPICE 

45 Which of the following might be benefits to receiving end of life care IN A 
HOSPICE (palliative care)? Please select your TOP 3 benefits by placing a ‘1’, ‘2’ 
or ‘3’ in the corresponding box (1=most important to you). Please select THREE 
boxes only.  

 Specialised medical care 

 Pain being managed well  

 Medical staff on call 

 Not being alone 

 Religious/spiritual beliefs and needs (or lack thereof) will be 
respected 

 Feeling like dying is a natural process 

 Family might be able to have more of a “normal life” 

 Staff are used to people dying 

 Don’t have to cook or clean 

 Don’t have to “burden” family/friends 

 
46 Which of the following might you be most worried about if you received end of 

life care IN A HOSPICE? Please select the TOP 3 things that might worry you by 
placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). Please select 
THREE boxes only. 

 Not being resuscitated 

 The environment may be clinical and unfriendly 

 Religious/spiritual beliefs (or lack thereof) not being  respected 

 Being isolated 

 Lack of privacy 

 Getting used to the environment 

 Other people dying  

 Not being able to smoke or drink 

 Being woken up for tests 

 Hospice may be a distance for visitors to travel 

 Might not be “ready” to die 
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 Difficulty being physically close to loved ones or sharing a bed 

 Family/friends last memory of me being of me in a hospice  

 Potential for getting infections  

 
PLEASE continue to next page 
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47 Has this survey caused you any 
stress? 

1 Yes, and I would prefer not to answer these 
questions  

2 Yes, but I think these questions are important  
3 No  

48 Did you need help completing 
this survey? 

1 I completed on my own 
2 My support person helped 
3 My doctor/nurse helped 

  

 

Are you willing to be complete a second survey about your experiences in 3 months’ 
time? The information you give will allow us to improve the quality of cancer care.  

Please tick () one box to indicate your answer. 
 
 Yes  

Title ( Please circle one)   Dr  /  Mr  /  Mrs  /  Ms  /  Miss 
First Name:  Last name: 
Postal address:  

State: Postcode: 
Phone number: 
 

Email: 

Signature: 
Preferred method of contact (circle all that apply): 
Mail               Email            Telephone 
 

 
 
  No  

 
Thank you for completing the survey. Your time is greatly appreciated.  If you have 

any additional comments please write them below or on the back of the page. 
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 
__________________________________________________________________________________
__________________________________________________________________________________  
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 



Appendix 9.3: Surveys related to Papers Four and Five (patient follow-up survey, Calvary 
Mater Newcastle) 
 

A183 

 
 
 

Version # 4, dated 09/10/2015 
 

Who decides and at what cost 
 

 
 

 
 

 

 
 

 

PATIENT 3 month SURVEY 
 

The survey will take about 15-20 minutes to complete. 
 
 
The information you give us by completing this survey will help us to identify how 
cancer care might be improved in the future. These questions have nothing to do 
with your current state of health.  
 
 
Any information you give us will remain confidential.   
 
If you would like more information about the purpose of this survey or the questions 
we are asking, please call the research team on 1800 084 755.  
 
If this survey has raised questions or concerns about your cancer, we suggest that 
you discuss these with your doctor. You can also contact the 13 11 20 Information 
and Support which is staffed by health professionals. 
 

 

 

 

Thank you for taking the time to complete this survey
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The following questions ask for your views about your involvement in making 
decisions about your medical care. Please answer every question, unless the 
instructions ask you to skip ahead to another question. Please circle the number next 
to the answer that best describes your answer to each question, unless otherwise 
stated. If you are unsure about an answer, please give the best answer you can. 

1   
When making important 
treatment decisions, how 
involved would you like to be 
in making the decision?  
 
I would prefer:   
(Please circle one number 
only) 

1. To make the final decision  
2. To make the final decision after seriously 

considering my doctors opinion 
3. My doctor and I share responsibility for deciding  
4. My doctor makes the final, after listening to my 

opinion 
5. To leave all decisions to my doctor 

2  Thinking back to when you 
last made a decision about 
your cancer treatment, how 
involved were you in making 
that decision? 
 
(Please circle one number 
only) 

1. I made the final decision  
2. I made the final decision after seriously 

considering my doctors opinion 
3. My doctor and I shared responsibility for 

deciding  
4. My doctor made the final decision, after 

listening to my opinion  
5. I let my doctor make the final decision  

3  

What was the treatment 
decision that you last made?  

1. Chemotherapy 
2. Radiation therapy (or radiotherapy) 
3. Surgery 
4. Other (please specify)  

4  Looking back at your 
treatment decision, would 
you make the same decision 
again?  

1. Yes 
2. No 
3. Unsure 

5  What treatment are you 
currently receiving? 
 
(please circle all that apply) 

1. Chemotherapy 
2. Radiation therapy (or radiotherapy) 
3. Surgery 
4. Palliative care 
5. None 
6. Other (please specify) 

 

 



Appendix 9.3: Surveys related to Papers Four and Five (patient follow-up survey, Calvary 
Mater Newcastle)  

A185 

 The goal of my current treatment is to: Yes No 

6  Help me live longer 1 2 

7  Try to make me feel better 1 2 

8 Get rid of all my cancer 1 2 
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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:  

o There is no difference between the treatment options in terms of how they will affect your length of life.  
o 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.   

o 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.1 

 

 

 

 

 

                                                 

1 Please note: For each questionnaire, the order of the scenarios was randomly allocated. As such, the surveys included in the appendices of this thesis show examples of sets 
of scenarios presented to participants. 
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 Scenario 1 Scenario 2 Scenario 3 Scenario 4 

Time to make a 
decision 

 
 
 

 

Your doctor explains your 
treatment options in one 
40 minute visit.  

You discuss your options 
with your doctor. You 
choose a treatment 
together by the end of 
your visit.    

 

Your doctor explains your 
treatment options in one 
20 minute visit. You have 
another 20 minute visit one 
week later.  

You discuss your options 
with your doctor. You 
choose a treatment 
together by the end of the 
second visit.  

Your doctor explains your 
treatment options in one 
40 minute visit.  

You discuss your options 
with your doctor. You 
choose a treatment 
together by the end of the 
visit. 

 

Your doctor explains your 
treatment options in one 
20 minute visit. You have 
another 20 minute visit one 
week later.  

You discuss your options 
with your doctor. You 
choose a treatment 
together by the end of the 
second visit. 

Additional 
information 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options. 

Your doctor also provides 
you with access to a 
website with further written 
and video information on 
your treatment options.   

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options. 

Your doctor also provides 
you with access to a 
website with further written 
and video information on 
your treatment options.   

 

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

    

 

I would like LEAST 
Please tick one box 
in this row: 
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Advance care planning (ACP) provides an opportunity for people to think, discuss and 
plan for the medical treatment they would prefer if they became too ill in the future to 
express their wishes. These questions ask for your views and experiences in talking and 
making decisions about your future medical care, including end of life care.   

These questions have nothing to do with your current state of health.   

 

 Have you discussed the type of end of life care you would like to 
receive with your: Yes No 

9 Doctor  1 2 

10 Support person (e.g. spouse/partner, family member or friend). 1 2 

Have you discussed where you would like to be cared for at the end of 
your life with your: Yes No 

11 Doctor  1 2 

12 Support person (e.g. spouse/partner, family member or friend). 1 2 

Have you: Yes No 

13 Written down your wishes for end of life care (e.g. in an advance 
directive or advance care plan)? 1 2 

14 Appointed an enduring guardian?  (i.e. someone legally 
appointed to make medical decisions on your behalf if you are 
unable to make decisions yourself) 

1 2 
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The next set of questions present an imaginary scenario where a person is asked to 
choose between three different types of care. We are interested in finding out what 
type of care you think you would choose if you were in that situation.   

 
EXAMPLE:  This is an example only.  Your questions begin on the next page (Page 8). 

 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 

 
 

If you were the one being asked to choose between Care A, B or C below which 
type of care would you: 
• Most prefer for yourself.  
• Least prefer for yourself. 

 
 Care A Care B Care C 

Patient will feel   Mild pain 
(3 out of 10)  

Moderate pain   
(5 out of 10) 

Severe pain  
(8 out of 10) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Some of the 
time Half of the time Most of the 

time 

Patient’s length of life will be 
extended by: Two weeks  One week Three weeks 

I would MOST PREFER  
(PLEASE TICK ONE BOX): √ 

  

I would LEAST PREFER  
(PLEASE TICK ONE BOX): 

 
√ 
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Please answer Q10 and 11 below 
 

SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 
 

If you were the one being asked to choose between Care A, B or C below which 
type of care would you: 
• Most prefer for yourself.  
• Least prefer for yourself. 

 
 Care A Care B Care C 

Patient will feel   

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Some of the 
time Half of the time Most of the time 

Patient’s length of life will be 
extended by: Two weeks One week Three weeks 

10 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

11 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX): 
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Please answer Q12 and 13 below 
 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 

 
 

If you were the one being asked to choose between Care A, B or C which type of 
care would you: 
• Most prefer for yourself.  
• Least prefer for yourself. 
 

 Care A Care B Care C 

Patient will feel   

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Most of the time Half of the time Some of the 
time 

Patient’s length of life will be 
extended by: One week Three weeks Two weeks 

12 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

13 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX):) 
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Please answer Q14 and 15 below 
 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 

 
 

If you were the one being asked to choose between Care A, B or C which type of 
care would you: 
• Most prefer for yourself.  
• Least prefer for yourself. 

 
 Care A Care B Care C 

Patient will feel   

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Some of the 
time Most of the time Half of the time 

Patient’s length of life will be 
extended by: Three weeks One week Two weeks 

14 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

15 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX): 
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The following questions ask for some background information about you.  Please 
circle the number that corresponds to your answer. 

16 Where are you in your cancer 
journey? 

 
 
 
 

1 I am receiving treatment to try and cure my 
cancer 
 

2 I have completed treatment to cure my 
cancer and am now in follow-up 

 
3 I have been told my cancer cannot be cured 

and I am receiving anticancer treatment (e.g. 
chemotherapy, radiotherapy) 

 
4 I have been told my cancer cannot be cured, 

and am not currently receiving anticancer 
treatment  

17 How would you rate your 
current quality of life?   
 
Please circle one number 

  1        2        3        4        5        6        7      8        9       10  

Poor                                 
Excellent 

18 How would you rate your 
current overall health?   

 
Please circle one number 

  1        2       3        4        5         6         7       8        9    10  

Poor                              
Excellent 

19 If you could choose, would you 
prefer end of life care that 
focuses on:  

1 Extending life as much as possible, even if 
it meant more pain and discomfort 

 
2 Relieving pain and discomfort as much as 

possible, even if it meant not living as long 
 
3 Unsure 

20 What is your estimation of your 
life expectancy? 

1 Less than 6 months 
2 6 months – 1 year 
3 1-2 years 
4 More than 2 years  
5 Don’t know, but I would like this information 
6 Don’t know and I do not want this 

information 
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21 If you could choose, where 
would you prefer to be cared 
for at the end of life? 

1 In my own home  
2 In a relative’s home  
3 In a hospital  
4 In a hospice / palliative care unit   

 
 

Thank you for completing the survey. Your time is greatly appreciated. If you 
have any additional comments please write them below or on the back of page.   
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 
__________________________________________________________________________________
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PATIENT SURVEY 
 

The survey will take about 5 minutes to complete. 
 
 
The information you give us by completing this survey will help us to identify how 
cancer care might be improved in the future. These questions have nothing to do 
with your current state of health.  
 
 
Any information you give us will remain confidential.   
 
If you would like more information about the purpose of this survey please call the 
research team on 1800 084 755.  
 
If this survey has raised questions or concerns about your cancer, we suggest that 
you discuss these with your doctor. You can also contact the 13 11 20 Information 
and Support which is staffed by health professionals. 
 

 
 

 
Thank you for taking the time to complete this survey 
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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:  
o There is no difference between the treatment options in terms of how they will affect 

your length of life.  

o 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.   

o 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.2 

 

                                                 

2 Please note: For each questionnaire, the order of the scenarios was randomly allocated. As such, the surveys 
included in the appendices of this thesis show examples of sets of scenarios presented to participants. 
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 Scenario 1 Scenario 2 Scenario 3 Scenario 4 

Time to make a 
decision 

 

 

 

 

Your doctor explains your 
treatment options in one 40 
minute visit.  

You discuss your options 
with your doctor. You 
choose a treatment 
together by the end of your 
visit.   

Your doctor explains your 
treatment options in one 20 
minute visit. You have 
another 20 minute visit one 
week later.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the second visit.  

Your doctor explains your 
treatment options in one 40 
minute visit.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the visit. 

Your doctor explains your 
treatment options in one 20 
minute visit. You have 
another 20 minute visit one 
week later.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the second visit. 

Additional information Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options. 

Your doctor also provides you 
with access to a website with 
further written and video 
information on your 
treatment options.   

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options. 

Your doctor also provides you 
with access to a website with 
further written and video 
information on your 
treatment options.   

 

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

    

 

I would like LEAST 
Please tick one box in 
this row: 
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The following questions ask for some background information about you.  Please circle the 
number that corresponds to your answer. 
1  

Are you male or female? 
1 Male 
2 Female 

2  
What is your date of birth? 

___  ___ / ___  ___ / ___ ___ ___ ___ 

    Day          Month            Year 

3  
Do you have private health 
insurance?      

1 Yes 
2 No 

4  
Do you have a health care card? 1 Yes 

2 No 

5  

What type of cancer do you 
have? 
 

1 Breast 
2 Prostate 
3 Lung 
4 Colorectal 
5 Other (please specify) __________________ 

6  

What stage was your breast 
cancer when it was first 
diagnosed? 
 
Please circle one number that 
best applies to you 

1 Early (the cancer was contained in the region 
where it first began. It has not spread to other 
parts of your body) 

2 Progressed or advanced (the cancer had 
spread to other parts of body) 

3 Don’t know 

7  
How long ago were you 
diagnosed with breast cancer?  
 
If you have had more than one 
diagnosis, please think about 
your most recent cancer 

_________ months 

8  

Do you have a support person? 

A support person is someone 
who is a primary source of 
practical and emotional support. 

1 No 
2 Yes, my Spouse/ partner  
3 Yes, my parent 
4 Yes, my child  
5 Yes, other (please specify) ____________________ 
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9 

 Where are you in your cancer 
journey? 
 
 
 
 

1 I am receiving treatment to try and cure my 
cancer 

2 I have completed treatment to cure my cancer 
and am now in follow-up 

3 I have been told my cancer cannot be cured 
and I am receiving anticancer treatment (e.g. 
chemotherapy, radiotherapy) 

4 I have been told my cancer cannot be cured, 
and am not currently receiving anticancer 
treatment  

10  

Have you been diagnosed with 
a type of cancer other than 
breast cancer? 
 

1 Yes 
2 No 

 
If yes, please specify: 
1 Breast 
2 Prostate 
3 Lung 
4 Colorectal 
5 Other (please specify) __________________ 

11  
What is your postcode? ___ ___ ___ ___ 

12  
What country were you born in? 

1 Australia 
2 Other (please specify) __________________  

13  
 
Are you of Aboriginal or Torres 
Strait Islander origin? 

4 No 
5 Yes, Aboriginal 
6 Yes, Torres Strait Islander 
3 Yes, both Aboriginal and Torres Strait Islander 

14  
 
What is your marital status? 

1 Married 
2 Living with a partner 
3 Divorced or widowed 
4 Single or never married 
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15  
 
What is the highest level of 
education you have 
completed? 

1 Year 10/School Certificate or lower 
2 Higher School Certificate 
3 Trade or vocational training (e.g. TAFE or 

college) 
4 Bachelor degree 
5 Postgraduate degree 
6 Other 

16  
How would you rate your current 
quality of life?   
 
Please circle one number 

  1        2        3         4         5         6         7       8         9       10  

Poor                                     Excellent 

 

 

 

Thank you for completing the survey. Your time is greatly appreciated. If you 
have any additional comments please write them below or on the back of page. 
 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
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Version # 3, dated 9/09/2015 
Who decides and at what cost 

 

 
 

 
 

 

 
 

 

School of Medicine and Public Health 

 

SUPPORT PERSON SURVEY 

 
                           The survey will take about 15-20 minutes to complete. 
 
 
As a support person of someone diagnosed with cancer, your answers will help us to 
identify how cancer care might be improved in the future. These questions have 
nothing to do with the current state of health of the person diagnosed with cancer.  

 
  Please remember that any information you give us will remain confidential.  
 

If you would like more information about this survey please call the research team on 
1800 084 755. 
 
If this survey reminds you of any questions or concerns you have, we suggest that 
you discuss these with your GP. You can also contact the 13 11 20 Information and 
Support which is staffed by health professionals. 
 

 
Thank you for taking the time to complete this survey
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SECTION A: ABOUT YOU 

1  
Are you male or female? 1 Male 

2 Female 
2  

What is your date of birth? 
___  ___ / ___  ___ / ___ ___ ___ ___ 
    Day              Month                         Year 

3  
What is your postcode? ___ ___ ___ ___ 

4  

What country were you born in? 1 Australia 
2 Other (please specify) __________________  

5  
Are you of Aboriginal or Torres Strait 
Islander origin? 

1 No 
2 Yes, Aboriginal 
3 Yes, Torres Strait Islander 
4 Yes, both Aboriginal and Torres Strait Islander 

6  

What is your relationship to the 
person with cancer? 

1 Spouse/partner 
2 Parent 
3 Brother/sister 
4 Daughter/son 
5 Other relative 
6 Paid live in carer  
7 Other ____________________ 

7  Do you live with the person with 
cancer? 

1 Yes  
2 No 

8  On average, how much time do 
you spend caring for the person 
diagnosed with cancer per week?  

(Please circle one number)  

1 Less than 20 hours 
2 20-40 hours 
3 More than 40 hours 
4 Unsure 
5 Do not provide any care 

9  How would you rate your own 
overall quality of life?   

        (Circle one number) 

 1        2        3        4        5        6       7     8      9     10  

Poor                              Excellent 

10  How would you rate the overall 
quality of life of the person you 
support?   

        (Circle one number) 

 1        2        3        4        5        6       7     8      9     10  

Poor                              Excellent 
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Advance care planning (ACP) provides an opportunity for people to think, discuss 
and plan for the medical treatment they would prefer if they became too ill in the 
future to express their wishes. Everyone should consider advance care planning, 
regardless of their age or health. But, it is particularly important for people who have 
ongoing health problems.  

These questions ask for your views and experiences in talking and making decisions 
about future medical care of the person you support, including end of life care. End 
of life care refers to care that helps people with advanced, incurable illness to live as 
well as possible until they die.   

These questions have nothing to do with the current state of health of the person you 
support. We are asking everyone that attends this clinic to answer these questions.  

 

Would you want to be involved in discussions with the person you 
support about: Yes No 

11 Writing down his/her wishes for end of life care  
(e.g. in an advance directive or advance care plan) 1 2 

12 Appointing an enduring guardian  
(i.e. someone appointed to make medical decisions on a person’s 
behalf in case they are unable to make decisions later) 

1 2 

13 The type of end of life care they want to receive 1 2 

14 Where they want to receive care at the end of life  1 2 

Has the person you support already: Yes No 

15 Written down his/her wishes for end of life care  
(e.g. in an advance directive or advance care plan) 1 2 

16 Appointed an enduring guardian  
(i.e. someone legally appointed to make medical decisions on 
their behalf if they are unable to make decisions themselves) 

1 2 

17 Discussed the type of end of life care he/she would like to receive 
with you 1 2 

18 Discussed where they want to receive care at the end of life 1 2 
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19 If the person you support became 
physically or mentally unable to make 
decisions on their own, would they 
prefer their end of life care to be 
decided by: 

1 A plan they had made before they got 
too sick to make decisions. 

2 Their doctor with their family/friends, 
based on their views of what was best  

3 Only their doctor, based on their view of 
what was best  

20 What is the estimated life expectancy 
of the person you support? 

1 Less than 6 months 
2 6 months – 1 year 
3 1-2 years 
4 More than 2 years 
5 Don’t know, but I would like this information 
6 Don’t know and I do not want this 

information 

21 If they had a choice, do you think the 
person you care for would prefer end 
of life care that focuses on:  

1 Extending life as much as possible, even if 
it meant more pain and discomfort 

2 Relieving pain and discomfort as much as 
possible, even if it meant not living as long 

3 Unsure 

22 If the person I support lost capacity to 
make decisions on his/her own, I 
would want to make decisions on 
his/her behalf 

1 Strongly agree 
2 Agree 
3 Neutral 
4 Disagree 
5 Strongly disagree 

23 I feel confident that I know what 
treatment the person I support would 
want at the end of life 

1 Strongly agree 
2 Agree 
3 Neutral 
4 Disagree 
5 Strongly disagree 

24 If they had a choice, where do you 
think the person you support would 
prefer to be cared for at the end of 
life? 

1 In their own home   
2 In a relative’s home   
3 In a hospital   
4 In a hospice / palliative care unit     

 

PLEASE NOTE: YOU WILL ONLY NEED TO ANSWER QUESTIONS ON ONE OF THE 
COLOURED PAGES AS INDICATED IN THE RESPONSE OPTIONS IN Q25 BELOW 

25 If you had a choice, where would you 
prefer the person you support to be 
cared for at the end of life? 

1 In their own home (go to blue page 5)   
2 In a relative’s home (go to blue page 5)   
3 In a hospital (go to yellow page 6)   
4 In a hospice / palliative care unit (go to 

green page 7)   
  



Appendix 9.3: Surveys related to Papers Four and Five (support person baseline survey, 
Calvary Mater Newcastle) 
 

A205 

BLUE PAGE – PREFERRED CARE AT HOME 

26 Which of the following might be benefits of the person you support receiving end 
of life care AT HOME? Please select the TOP 3 benefits in order of importance by 
placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=most important to you). Please 
select THREE boxes only. 
 
 Receiving care from family and/or friends 
 Familiar environment 
 Not being alone 
 Having the food they like 
 Religious/spiritual beliefs and needs (or lack thereof) will be respected 
 Using own bathroom 
 Feeling like dying is a natural process 
 Family might be able to have a more “normal life” 
 Physical closeness to loved ones and/or sharing a bed 

 
 
27 Which of the following might you be most worried about if the person you support 

received end of life care AT HOME? Please select the TOP 3 things that might 
worry you by placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). 
Please select THREE boxes only.  
 
 Not having expert medical care 

 Not knowing who to call if I need help  
 Emotional “scarring” of family/friends 
 Not having people who can or will care for them at home  
 Family/friends not knowing what to do during and after death 
 Not having access to special equipment (e.g. hospital bed, commode) 

 Dying alone 
 Dying and not being found for several hours  
 Being isolated 
 Not being able to manage their pain 

Please SKIP to page 8  
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YELLOW PAGE – PREFERRED CARE AT HOSPITAL 

28 Which of the following might be benefits of the person you support receiving end 
of life care IN A HOSPITAL? Please select the TOP 3 benefits in order of importance 
by placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=most important to you). 
Please select THREE boxes only.  
 

 Lots of medical care  

 Pain being managed well 
 Not being alone 
 Don’t have to “burden” family/friends 
 Medical staff on call 
 Family might be able to have more of a “normal life” 
 Not having to cook and clean 
 Access to special equipment (e.g. hospital bed, commode) 

 
 

29 Which of the following might you be most worried about if the person you support 
received end of life care IN A HOSPITAL? Please select the TOP 3 worrying things by 
placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). Please select 
THREE boxes only. 

 
 Not having my wishes respected. 
 Not being treated respectfully 
 The environment may be clinical and unfriendly 
 Being isolated 
 Lack of privacy 
 Other people being unwell 
 Noisy surroundings 
 Family/friends last memory being of me in a hospital environment 
 Getting an infection or getting sicker from being at hospital 
 Visitor’s hours may be limited 
 Being woken up for tests 
 Hospital may be a distance for visitors to travel 
 Difficulty being physically close to loved ones or sharing a bed 
 Religious/spiritual beliefs and needs (or lack thereof) not being respected 

Please SKIP to page 8 
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GREEN PAGE – PREFERRED CARE AT HOSPICE 

30 Which of the following might be benefits of the person you support receiving end 
of life care IN A HOSPICE (palliative care)? Please select the TOP 3 benefits by 
placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=most important to you). Please 
select THREE only. 

 Specialised medical care 

 Pain being managed well  
 Medical staff on call 
 Not being alone 
 Religious/spiritual beliefs and needs (or lack thereof) will be respected 
 Feeling like dying is a natural process 
 Family might be able to have more of a “normal life” 
 Staff are used to people dying 
 Don’t have to cook or clean 
 Don’t have to “burden” family/friends 

 
31 Which of the following might you be most worried about if the person you support 

received end of life care IN A HOSPICE? Please select the TOP 3 worrying things by 
placing a ‘1’, ‘2’ or ‘3’ in the corresponding box (1=’most worrying’). Please select 
THREE boxes only. 

 Not being resuscitated 

 The environment may be clinical and unfriendly 
 Religious/spiritual beliefs (or lack thereof) not being  respected 
 Being isolated 
 Lack of privacy 
 Getting used to the environment 
 Other people dying  
 Not being able to smoke or drink 
 Being woken up for tests 
 Hospice may be a distance for visitors to travel 
 Might not be “ready” to die 
 Difficulty being physically close to loved ones or sharing a bed 
 Family/friends last memory of me being of me in a hospice  
 Potential for getting infections  

Please CONTINUE to next page 
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32 Has this survey caused you any 
stress? 

1 Yes, and I would prefer not to answer these 
questions  

2 Yes, but I think these questions are important  
3 No  

  

Are you willing to be complete a second survey about your experiences in 3 months’ 
time? The information you give will allow us to improve the quality of cancer care.  

Please tick () one box to indicate your answer. 
 
 Yes  

Title ( Please circle one)   Dr  /  Mr  /  Mrs  /  Ms  /  Miss 
First Name:  Last name: 
Postal address:  

State: Postcode: 
Phone number: 
 

Email: 

Signature: 
Preferred method of contact (circle all that apply): 
Mail               Email            Telephone 
 

 
  No 
 
Thank you for completing the survey. Your time is greatly appreciated.  If you have 

any additional comments please write them below or on the back of the page. 
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 
__________________________________________________________________________________
__________________________________________________________________________________ 
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________
__________________________________________________________________________________ 
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Version # 4, dated 09/10/2015 

Who decides and at what cost 

 

 

 

 

 

 

 

SUPPORT PERSON 3 month SURVEY 

The survey will take about 15-20 minutes to complete. 

 

As a support person of someone diagnosed with cancer, your answers will help us to 
identify how cancer care might be improved in the future. These questions have 
nothing to do with the current state of health of the person diagnosed with cancer. 
 
Please remember that any information you give us will remain confidential. 
 
If you would like more information about the purpose of this survey or the questions 
being asked, please call the research team on 1800 084 755. 
 
If this survey reminds you of any questions or concerns you have, we suggest that 
you discuss these with your GP. You can also contact the 13 11 20 Information and 
Support which is staffed by health professionals. 

 
 

Thank you for taking the time to complete this survey 
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The following questions ask for your views about your involvement in making 
decisions about the patient’s medical care. Please answer every question, unless the 
instructions ask you to skip ahead to another question. Please circle the number next 
to the answer that best describes your answer to each question, unless otherwise 
stated. If you are unsure about an answer, please give the best answer you can. 

 
1  

When making important 
decisions about medical 
care, how involved would 
you like to be in making 
the decision?  
 
I would prefer :  
 

1 The patient makes the decision  without involving 
me 

2 The patient makes the final decision after 
seriously considering my opinion 

3 The patient and I share the responsibility for 
deciding  

4 I make the final decision, but seriously consider the 
patient’s opinion  

5 The patient leaves all decisions regarding 
treatment to me 

2  

Thinking back to making 
decisions about cancer 
treatment, how involved 
were you in making those 
decisions? 
 
 (Please circle one number 
only) 

1 The patient made the decision without involving 
me 

2 The patient made the final decision after seriously 
considering my opinion 

3 The patient and I shared the responsibility for 
deciding  

4 I made the final decision, but seriously considered 
the patient’s opinion  

5 The patient left all decisions regarding treatment 
to me 

3  

I have been involved as 
much as I wanted to be in 
helping to make decisions  

1 Strongly agree 
2 Agree 
3 Disagree 
4 Strongly disagree 

4  
I have been involved as 
much as the patient 
wanted me to be in 
helping to make decisions 

1 Strongly agree 
2 Agree 
3 Disagree 
4 Strongly disagree 
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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 you would like to have.  
 
Importantly:  

o There is no difference between the treatment options in terms of how they will affect your length of life.  
o However, the treatment options have different pros and cons. The 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.  

o 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.3 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

                                                 

3 Please note: For each questionnaire, the order of the scenarios was randomly allocated. As such, the surveys included in the appendices of this thesis show examples of sets 
of scenarios presented to participants. 
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 Scenario 1 Scenario 2 Scenario 3 Scenario 4 

Time to make a 
decision 

Your doctor explains your 
treatment options in one 40 
minute visit.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the visit.    

Your doctor explains your 
treatment options in one 20 
minute visit. You have another 
20 minute visit one week later.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the second visit.    

Your doctor explains your 
treatment options in one 40 
minute visit.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the visit.    

Your doctor explains your 
treatment options in one 20 
minute visit. You have another 
20 minute visit one week later.  

You discuss your options with 
your doctor. You choose a 
treatment together by the 
end of the second visit.    

Additional 
information 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

 

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

Your doctor also provides you 
with access to a website with 
further written and video 
information on your treatment 
options.   

Your doctor gives you a 
booklet with extra written 
information about your 
treatment options.  

Your doctor also provides you 
with access to a website with 
further written and video 
information on your treatment 
options.   

 

I would like most 

Please tick one 
box in this row:  

    

 
I would like least 

Please tick one 
box in this row: 
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Advance care planning (ACP) provides an opportunity for people to think, discuss and 
plan for the medical treatment they would prefer if they became too ill in the future to 
express their wishes. Everyone should consider advance care planning, regardless of 
their age or health. But, it is particularly important for people who have ongoing health 
problems.  

These questions ask for your views and experiences in talking and making decisions 
about future medical care of the person you support. They have nothing to do with the 
current state of health of the person you support. We are asking everyone that attends 
this clinic to answer these questions.  

 

Would you want to be involved in discussions with the person 
you support about: Yes No Unsure 

5 Writing down his/her wishes for end of life care  
(e.g. in an advance directive or advance care plan) 

1 2 3 

6 Appointing an enduring guardian  
(i.e. someone appointed to make medical decisions on a 
person’s behalf in case they are unable to make decisions 
later) 

1 2 3 

7 The type of end of life care they want to receive 1 2 3 

8 Where they want to receive care at the end of life  1 2 3 

Has the person you support already: Yes No Unsure 

9 Written down his/her wishes for end of life care  
(e.g. in an advance directive or advance care plan) 1 2 3 

10 Appointed an enduring guardian  
(i.e. someone legally appointed to make medical decisions 
on their behalf if they are unable to make decisions 
themselves) 

1 2 3 

11 Discussed the type of end of life care he/she would like to 
receive with you 1 2 3 

12 Discussed where they want to receive care at the end of life 1 2 3 
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The next set of questions present an imaginary scenario where a person is asked to 
choose between three different types of care. We are interested in finding out what 
type of care you think you would choose for the person you support if you were in 
that situation.   
 
 
EXAMPLE:  This is an example only.  Questions begin on the next page (Page 7). 

 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 

 
 

If you were the one being asked to choose between Care A, B, C for the person you 
support, which type of care would you: 
• Most prefer for the person you support.  
• Least prefer for the person you support. 

 
  Care A Care B Care C 

Patient will feel   Mild pain 
(3 out of 10)  

Moderate pain   
(5 out of 10) 

Severe pain  
(8 out of 10) 

Patient will be conscious  
(i.e mentally aware of people 

and surroundings) 

Some of the 
time Half of the time Most of the 

time 

Patient’s length of life will be 
extended by: Two weeks  One week Three weeks 

I would MOST PREFER  
(PLEASE TICK ONE BOX): √ 

  

I would LEAST PREFER  
(PLEASE TICK ONE BOX) 

 
√ 
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Please answer Q13 and Q14 below 
 
 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 
 
 
If you were the one being asked to choose between Care A, B, C for the person you 
support, which type of care would you: 
• Most prefer for the person you support.  
• Least prefer for the person you support. 
 

 Care A Care B Care C 

Patient will feel   

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Some of the 
time Half of the time Most of the time 

Patient’s length of life will be 
extended by: Two weeks One week Three weeks 

13 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

14 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX) 
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Please answer Q15 and Q16 below   
 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 
 
 
If you were the one being asked to choose between Care A, B, C for the person you 
support, which type of care would you: 
• Most prefer for the person you support.  
• Least prefer for the person you support. 

 
 Care A Care B Care C 

Patient will feel   

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Most of the time Half of the time Some of the 
time 

Patient’s length of life will be 
extended by: One week Three weeks Two weeks 

15 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

16 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX) 
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Please answer Q17 and Q18 below 
 
SCENARIO 
• A patient has been told that they have incurable cancer and they only have 

about a month to live.  
• The doctor tells the patient there are three types of care they can have.  
• Each type of care will be different in terms of how it affects their length of life, 

how much pain they will feel and how much of the time they will be conscious 
(i.e. mentally alert).  

• The person must choose one of the three care types (Care A, B or C).   
 
 
 
If you were the one being asked to choose between Care A, B, C for the person you 
support, which type of care would you: 
• Most prefer for the person you support.  
• Least prefer for the person you support. 

 
 Care A Care B Care C 

Patient will feel   

Mild pain 
(3 out of 10) 

 
(10 = worst pain) 

Moderate pain 
(5 out of 10) 

 
(10 = worst pain) 

Severe pain 
(8 out of 10) 

 
(10 = worst pain) 

Patient will be conscious  
(i.e mentally aware of people 
and surroundings and able to 

communicate) 

Some of the 
time Most of the time Half of the time 

Patient’s length of life will be 
extended by: Three weeks One week Two weeks 

17 If I was being asked to 
choose, I would MOST 
PREFER  
(PLEASE TICK ONE BOX): 

   

18 If I was being asked to 
choose, I would LEAST 
PREFER  
(PLEASE TICK ONE BOX) 
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19 How would you rate your own overall 
quality of life?   

        (Circle one number) 

  1        2        3        4        5        6       7     8      9    10  

Poor                            Excellent 

20 How would you rate the overall 
quality of life of the person you 
support?   

        (Circle one number) 

  1        2        3        4        5        6       7     8      9   10  

Poor                            Excellent 

21 What is the estimated life expectancy 
of the person you support? 

1 Less than 6 months 
2 6 months – 1 year 
3 1-2 years 
4 More than 2 years 
5 Don’t know, but I would like this information 
6 Don’t know and I do not want this 

information 

22 If a decision about treatment needed 
to be made and the person you 
support could not speak for 
him/herself, would you prefer: 
 

1 The doctor makes the decision  without 
involving you 

2 The doctor makes the final decision after 
seriously considering your opinion 

3 You share the responsibility for deciding with 
the doctor  

4 You make the final decision, but seriously 
consider the doctor’s opinion  

5 The doctor leaves all decisions regarding 
treatment to you 

23 If the person you support could 
choose, do you think they would 
prefer end of life care that focuses 
on:  

1 Extending life as much as possible, even if 
it meant more pain and discomfort 

2 Relieving pain and discomfort as much as 
possible, even if it meant not living as long 

3 Unsure 

24 Where do you think the person you 
support would prefer to be cared for 
at the end of life? 

1 In their own home  
2 In a relative’s home  
3 In a hospital  
4 In a hospice / palliative care unit   

25 Where would you prefer the person 
you support to be cared for at the 
end of life? 

1 In their own home  
2 In a relative’s home  
3 In a hospital  
4 In a hospice / palliative care unit   
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Thank you for completing the survey. Your time is greatly appreciated.  
If you have any additional comments please write them below or on the back 

of page.   
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
_________________________________________________________ 
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Appendix 10.1: Participant information statement, consent form and reminder related 

to Paper One 

 
Understanding the role of socioeconomic disadvantage on the 

needs and experiences of care of cancer patients 
 

INFORMATION FOR PARTICIPANTS 
 
Project Number: [INSERT SSA APPROVAL NUMBER] 
Principal Site Investigator: [INSERT PRINCIPAL SITE INVESTIGATOR NAME] 
Location: [INSERT SITE NAME] 
Research Team: L/Prof Rob Sanson-Fisher, University of Newcastle (UoN), Dr Mariko Carey, UoN, A/Prof Anthony Proietto, 
Hunter New England Local Health District (HNELHD), Dr James Lynam (HNELHD), Dr Lisa Mackenzie (UoN), Dr Alix Hall 
(UoN), Ms Rochelle Smits (UoN), Ms Breanne Hobden (UoN) 

 
 
Introduction 
You are invited to take part in the research project named above which is being 
conducted by the Research Team from the University of Newcastle and Hunter New 
England Local Health District. This research is being funded by the Cancer Institute 
NSW. 
 
This information sheet tells you about the research project. Knowing what is involved 
will help you decide if you want to take part. Please read the information carefully 
and ask questions about anything you don’t understand or want to know more about.  
 
Before deciding whether or not to take part, you might want to talk about it with a 
relative, friend, your doctor or an Aboriginal liaison officer. If you would like to wait 
until someone can come with you before filling out any forms for this research, 
please tell the person who gave this information sheet to you. 
 
What is the research about? 
We are trying to see if cancer patients that are less well off in terms of money, 
education, or employment have different needs and experiences of care than cancer 
patients who are more well off. This research may help to change cancer care to 
support people experiencing hardship.  
 
Who can take part in the research? 
We are looking for English-speaking patients over the age of 18 years who have 
been diagnosed with cancer to take part. If you have not been to this treatment 
centre/hospital for your cancer care at least once in the last 6 months, then 
unfortunately you cannot take part. 
 
What choice do you have? 
Participation in this research is entirely your choice. If you do not wish to take part, 
you do not have to. If you decide to take part and later change your mind, you can 
stop taking part at any stage without giving a reason. You can also withdraw any 
information you have already provided to researchers. 
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If you do decide to take part, you will be asked to sign a Consent Form. Only those 
people who give their informed consent will be included in the project. Your decision 
about whether to take part will not affect your treatment or your relationship with the 
people treating you. You will receive the best possible care whether or not you take 
part.  
 
What would you be asked to do if you agree to take part? 
If you agree to take part, you will be asked to complete two surveys. You will be 
asked to complete the first survey as soon as you have signed the consent form. The 
first survey will be a pen and paper survey.  You will be asked to fill it in and hand it 
back to the person who gave it to you when you are done. If you are called in for 
your appointment before you are able to finish the survey, you will be given a 
postage paid envelope so you can take the survey with you and mail it back to the 
researchers once you have finished it. The second survey will also be a pen and 
paper survey. This survey will be sent to you in the mail in about 4 weeks’ time. You 
will also be sent a postage paid envelope to mail the second survey back to the 
research team once you have filled it in. You may also be sent reminder letters in the 
mail if the research team does not hear from you. 
 
The first survey contains questions about you (such as your gender), your cancer 
and treatment, your quality of life, your financial circumstances, and medicines you 
are taking. It also asks about conversations you have had with your doctor about 
how long you will live and care you would want to receive if you cancer became 
more advanced. The second survey may include questions about your health care 
team, your coping skills, respect shown to you by clinic staff, recent procedures you 
have had, support that is available to you, and how the clinic staff have 
communicated with you. You will have the option to skip any questions you do not 
wish to answer. It is expected that each survey will take about 15-20 minutes to fill in. 
All information provided in surveys will be kept confidential. 
 
If you are willing, a member of the research team may also call you in 8 weeks’ time 
to get a better understanding about your needs and the care you have received. This 
telephone interview is expected to take about 15-20 minutes. You are able to choose 
whether you just want to complete the surveys or if you would also like to take part in 
the telephone interview. 
 
What are the risks and benefits of taking part? 
Risks  
We do not expect there will be any risks to you by taking part. It is possible that 
taking part may cause you to think about your cancer care and may raise questions 
about cancer. If you do have questions about cancer, we recommend you talk to 
your doctor. You can also call the Cancer Council on 13 11 20 to speak with a 
cancer nurse who can provide information and support to people with cancer and 
their families.  
 
Benefits 
We cannot promise you any benefit from taking part in this research. The results of 
this research will help to show how care can be improved for future cancer patients. 
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Will the study cost you anything? 
Participation in this study will not cost you anything, and you will not be paid.  
 
How will your privacy be protected? 
An ID number will be used instead of your name to store your survey answers. Your 
name and contact details will be stored separately from your survey answers, and 
will only be linked by the ID number. Surveys and consent forms that you fill out 
today will be stored separately in paper copy in a locked filing cabinet for a brief 
period at the hospital/treatment centre. Completed materials will then be mailed via 
registered post to researchers at the University of Newcastle, where they will also be 
stored in a locked filing cabinet. All other paper files will be stored in a locked filing 
cabinet at the University of Newcastle. Computer files will be password protected 
and stored on the University of Newcastle server. This information will only be 
accessed by the researchers. No-one else will have access to your information 
unless you give permission, except as required by law.  Data will be kept for at least 
7 years. 
 
Your anonymous survey data may be made available for additional analysis at a 
later date. Separate ethics approval will be sought beforehand. Where data is used 
for further analysis, it will not contain any of your personal information (e.g. name, 
phone number). Only summarised results from everyone who took part in the study 
will be presented in any reports of publications arising from this research. No 
individual will be able to be identified and your privacy will be protected.  
 
How will the information collected be used? 
The information collected will be presented in a report to the Cancer Institute NSW. 
The results may also be presented at conferences in Australia and overseas, and 
published in scientific journals. If requested by the treatment centre/hospital, we will 
also provide them with summarised information about the survey results of patients 
attending their clinic. Your individual results will not be provided to the hospital. At 
the end of the study we can send you a summary of the key findings of the project. If 
you would like this information sent to you, please check the appropriate box on the 
consent form. 
 
What do you need to do to take part? 
Please read this Information Statement and be sure you understand it before you 
agree to take part. Please ask questions if there is anything you do not understand, 
or if you would like more information.  If you would like to take part, please complete 
the consent form attached and return it to the person who provided it to you. You will 
then be provided with a pen and paper survey to fill out. 
 
Further Information 
If you have any questions of want more information about this project you can 
contact the research team on 1800 084 755 or you can contact the Principal Site 
Investigator on [insert phone number]. 
 
Complaints about this research 
This research has been approved by the Hunter New England Human Research 
Ethics Committee of Hunter New England Local Health District, Reference 
[15/04/15/4.04]. 
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Should you have concerns about your rights as a participant in this research, or you 
have a complaint about the manner in which the research is conducted, it may be 
given to the researcher, or, if an independent person is preferred, to Dr Nicole 
Gerrand, Manager, Research Ethics and Governance Unit, Hunter New England 
Human Research Ethics Committee, Hunter New England Local Health District, 
Locked Bag 1, New Lambton NSW 2305, telephone (02) 49214950, email 
Hnehrec@hnehealth.nsw.gov.au 
 
The conduct of this study at the [name of site] has been authorised by the [name of 
organisation]. Any person with concerns or complaints about the conduct of this 
study may also contact the [Research Governance Officer or other officer] on 
[telephone number] and quote reference number [15/04/15/4.04]. 
 
You are also free to discuss any concerns about this trial, not only with you medical 
team, but also your family, friends, other health care professionals or legal advisors. 
 
 

Thank you for taking the time to consider this study. 
If you wish to take part in it, please sign the attached consent form. 

This information sheet is for you to keep. 
 

mailto:Hnehrec@hnehealth.nsw.gov.au
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Consent Form 
 

Understanding the role of socioeconomic disadvantage on the needs and 
experiences of care of cancer patients 

 
Project Number: [INSERT SSA APPROVAL NUMBER] 
Principal Site Investigator: [INSERT PRINCIPAL SITE INVESTIGATOR NAME] 
Location: [INSERT SITE NAME] 
Research Team: L/Prof Rob Sanson-Fisher, University of Newcastle (UoN), Dr Mariko Carey, UoN, A/Prof Anthony Proietto, 
Hunter New England Local Health District (HNELHD), Dr James Lynam (HNELHD), Dr Lisa Mackenzie (UoN), Dr Alix Hall 
(UoN), Ms Rochelle Smits (UoN), Ms Breanne Hobden (UoN) 

 
Declaration by Participant 
 
I understand that the project will be conducted as described in the Information 
Statement, a copy of which I have retained. 
 
I understand I can withdraw from the project at any time and do not have to give any 
reason for withdrawing. 
 
I consent to completing (please tick box): 
 

One pen and paper survey now and 1 survey in 4 weeks’ time  
 
 One telephone interview in 8 weeks’ time 
 
I understand that my personal information will remain confidential to the researchers. 
 
I have had the opportunity to have questions answered to my satisfaction. 
 

Title:   Mr  /  Mrs  /  Miss  /  Ms  /  Dr    (please circle one)     Other _________________ 

Name:  

Postal Address: 

Suburb:                                             State:                                                 Postcode: 

Home phone: Mobile: 

E-mail address: 

 
 
 Name of Participant (please print)     
  
 
 

Signature   Date   
  

If you would like to receive a summary of the results of the overall project via email or post, 
please tick the appropriate box below. 

 YES, via email (please tick)                                       YES, via post (please tick) 
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Declaration by Staff Member 

 
I believe that the participant has understood what participation involves. 
I have confirmed that the participant meets all of the eligibility requirements. 
 

 
 Name of Staff Member (please print)   
  

 Signature   Date   
  

 

 
 
 



Appendix 10.1: Participant reminder related to Paper One 

A227 

«AddressBlock» 

«Date» 

«GreetingLine» 

RE: Understanding the role of socioeconomic disadvantage on the needs and 
experiences of care of cancer patients 

We would like to thank you for agreeing to take part in the above-mentioned study. 
You may recall receiving a study survey at [insert hospital name] about 2 weeks ago. 
Your answers to the survey are very important to us. As I have not yet received your 
completed survey, I am writing to you again to ask you to consider contributing to our 
research. I have enclosed another copy of the survey in case you need it.  

If you have returned your survey in the last few days, please disregard this 
letter. 

Completion of the survey is of course voluntary, and your answers will be kept 
confidential. If you decide to complete the survey, please return it to us in the reply-
paid envelope provided in the next week. If you have any questions about the survey 
or the study, please call our research team on 1800 084 755.  

We appreciate your contribution to this study. However, if at any time you decide that 
you no longer want to take part, please telephone us. If we do not hear otherwise, 
we will continue to include you in the study. 

Thank you again for your help. 

Yours sincerely, 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 

Research Team: L/Prof Rob Sanson-Fisher, University of Newcastle (UoN), Dr Mariko Carey, UoN, 
A/Prof Anthony Proietto, Hunter New England Local Health District (HNELHD), A/Prof Jarad Martin 
(HNELHD), Dr James Lynam (HNELHD), Dr Lisa Mackenzie (UoN), Dr Alix Hall (UoN), Ms Rochelle 
Smits (UoN), Ms Breanne Hobden (UoN) 

Complaints about this research 
This research has been approved by the Hunter New England Human Research Ethics Committee of 
Hunter New England Local Health District, Reference 15/04/15/4.04. 

Should you have concerns about your rights as a participant in this research, or you have a complaint 
about the manner in which the research is conducted, it may be given to the researcher, or, if an 
independent person is preferred, to Dr Nicole Gerrand, Manager, Research Ethics and Governance 
Unit, Hunter New England Human Research Ethics Committee, Hunter New England Local Health 
District, Locked Bag 1, New Lambton NSW 2305, telephone (02) 49214950, email 
Hnehrec@hnehealth.nsw.gov.au 

mailto:Hnehrec@hnehealth.nsw.gov.au
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The conduct of this study at the [name of site] has been authorised by the [name of organisation]. Any 
person with concerns or complaints about the conduct of this study may also contact the [Research 
Governance Officer or other officer] on [telephone number] and quote reference number [insert SSA 
reference number]. 
 
You are also free to discuss any concerns about this trial, not only with you medical team, but also 
your family, friends, other health care professionals or legal advisors. 
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Appendix 10.3: Data coding manual related to Paper One 

 
Coding and analysis rules 
In Clinic Patient Survey – SES study Version 1, 3/11/15 
Scanned data file 
 
 
Section A: About You 
 

Item # 
in 
survey 

Question Scan 
variable 

Scan 
code 

Option Coding rules 

A1 What is your date 
of birth? 

A1  
 
99 

dd/mm/yyyy 
 
Missing 

If incomplete code the year (if year is provided). If year is not 
provided code as ‘missing’ 
*complete grid on page 12 of scannable survey. Colour ALL ovals eg 
if 1st January 1979, 01/01/79 
 

A2 How many times 
have you visited 
this centre to 
receive cancer care 
in the last 6 
months? 

A2 1 
2 
3 
4 
5 

None, this is my first 
visit 
1-2 times  
3-5 times 
6-10 times 
More than 10 times 

If 2 or more are selected code as code higher number 
 

A3 Are you male or 
female? 

A3 1 
2 
 
99 

Male 
Female 
 
Missing 

If ‘missing’ or ‘nonsense’ then get from the participant database (re, 
title and name) 

A4 What is your home 
postcode? 

A4  
 
99 

Four digit postcode 
 
Missing/ incomplete 

If incomplete/missing then get from the participant database.  
*complete grid on page 12 of scannable survey. Colour ALL ovals. 
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A5 Are you of 
Aboriginal or 
Torres Strait 
Islander origin? 

A5 1 
2 
3 
4 
 
99 

No 
Yes, Aboriginal 
Yes, Torres Strait Islander 
Yes, both Aboriginal and 
Torres Strait Islander 
Missing 

- If 2 and 3 selected code as ‘4’ 
- If 1 and either 2,3 or 4 selected code as ‘missing’ 
 

A6 What is the 
highest level of 
education that 
you have 
completed? 
Please tick only 
ONE box. 

A6 1 
2 
 
3 
 
 
4 
5 
 
99 

Primary school (year 6) 
High school (year 9, 10 or 
year 12) 
Trade or vocational 
training (e.g. TAFE or 
college) 
University degree  
Other  
 
Missing 

If 2 or more are selected code the highest level of education 
“Year 9” coded as high school 
“leaving school certificate coded as high school” 
e.g. 3 and 4 selected code for ‘4’ 
 
If patient writes “diploma” which could indicate a TAFE diploma 
or university diploma back code to trade or vocational training as 
you require a bachelor degree to get a diploma.  
 
 

A6open Other (please 
specify) 

A6OTH Please see 
‘Additional 
Coding 
Rules’  
 

 Back code where appropriate into A6 
 
*Codes not pre-specified, but added to the list as we go.  Please 
see ‘Additional Coding Rules’. 
 
*complete grid on page 12 of scannable survey. Colour ALL ovals. 

A7 What country 
were you born in? 

A7 1 
2 
3 
4 
5 
6 
7 
 
99 

Australia 
United Kingdom 
New Zealand 
Italy 
China 
India 
Other (please specify) 
_____________________ 
Missing 

If 2 or more are selected code as ‘missing’ 
 
 
 
 
 
 
 
 

A7open Other (please 
specify) 

A7OTH Please see 
‘Additional 

 Back code where appropriate into A7 
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Coding 
Rules’  
 

*Codes not pre-specified, but added to the list as we go.  Please 
see ‘Additional Coding Rules’. 
 
*complete grid on page 12 of scannable survey. Colour ALL ovals. 

A8 What best 
describes your 
employment at 
this time? 
 

A8 1 
2 
3 
4 
5 
 
6 
7 
 
99 

Full-time work 
Part-time or casual work 
Home duties 
Unemployed 
Retired or mature age 
pension 
Disability pension 
 Other (please specify) 
_____________________ 
Missing 

If 2 or more are selected code the employment status that entails 
the least amount of work 
e.g. If 2 and 5 are chosen code as ‘5’ 
 
 
 
 

A8open Other (please 
specify) 

A8OTH Please see 
‘Additional 
Coding 
Rules’  
 

 Back code where appropriate into A8 
 
*Codes not pre-specified, but added to the list as we go.  Please 
see ‘Additional Coding Rules’. 
 
*complete grid on page 12 of scannable survey. Colour ALL ovals. 

A9 Do you have an 
active home 
internet 
connection? 

A9 1 
2 
3 
 
99 

Yes  
No 
Don’t know 
 
Missing 

If two answers are selected code as ‘missing’ 

A10 On average, how 
long does it take 
to get to this 
centre from 
where you are 
currently living?  

A10  
 
99 

3 digit code 
 
missing 

*complete grid on page 12 of scannable survey. Colour ALL ovals. 
If patient writes 2 digit number, code first digit as “0” 
If a range given, code lower end of range 
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Section B: Your cancer journey 
 

Item # 
in 
survey 

CANCER HISTORY 
AND TREATMENT 

    

 Question Scan 
variable 

Scan 
code 

Option Coding rules 

B1 What type of 
cancer do you 
have? 
Please tick only 
one box 

B1A 
B1B 
B1C 
B1D 
B1E 
B1F 

 
 
1= yes 
Not 
shaded=99 

Haematological 
(Blood)  
Breast  
Colorectal  
Prostate   
Lung 
Melanoma 
Other 

If a response written in ‘other’ back code where appropriate 
 
“use “Additional Coding Rules” to help classify cancer types 
If multiple are coded, attempt to code primary cancer 
 
*don’t code sites where primary has metastasised. 

A11 Do you have 
private health 
insurance? 

A11 1 
2 
 
99 

Yes 
 No 
 
Missing 

If both answers are selected code as ‘missing’ 

A12 Do you hold a 
concession card? 
(e.g. Health Care 
Card, Pensioner 
Concession Card, 
Department of 
Veterans’ Affairs  
Card) 

A12 1 
2 
 
99 

 Yes 
 No 
 
Missing 

If both answers are selected code as ‘missing’ 

A13 What is the date 
today? 

A13  
 
99 

 dd/mm/yyyy 
 
Missing 

*complete grid on page 12 of scannable survey. Colour ALL ovals. 
 
When the item has been left blank then enter the date that the 
survey was received from the database. 
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B1 
open 

Other, please 
specify________ 
 

B1OTH1 
B1OTH2 
B1OTH3 
B1OTH4 
 

Missing 
*.**** 
*.**** 
*.**** 
*.**** 

C= 1 
M = 2 
Return as decimal eg 
1.1315, 2.1111 

“use “Additional Coding Rules” to help classify cancer types (up to 
four additional cancer types can be coded) 
 
*complete grid on page 12 of scannable survey. Only colour the 
grid you need starting with the first, and colour ALL ovals. 

B2 What stage was 
you cancer when 
it was first 
diagnosed? 
Please tick only 
one box. 

B2 1 
2 
3 
99 

Early 
Advanced and/or 
incurable 
Don’t know 
Missing 

If 2 or more answers are selected code as ‘missing’ 
 
 

B3 How long ago 
were you 
diagnosed with 
cancer? 
 

B3 1 
2 
3 
4 
5 
 
99 

0-3 months 
4- 6 months 
7-12 months 
1-2 years 
More than 2 years 
 
Missing 

If 2 or more answers are selected code as missing. (it is possible 
that most recent reflects recurrence or spread after diagnosis) 
 
 

B4 Have you received 
any of the 
following 
treatments for 
your cancer? 
 

B4A 
B4B 
B4C 
B4D 
B4E 
B4F 
B4G 
B4H 
B4I 
 

1= yes 
Not 
shaded=99 

Surgery 
Chemotherapy 
Radiation therapy 
Hormone therapy 
Biological therapy 
Bone marrow 
transplant 
Stem cell transplant 
I haven’t had any 
treatment 
Other 
 

Back code “other’ into existing categories where appropriate. See 
“Additional Coding Rules” for a description of drugs and the 
category that they apply to” 
 
Do not code responses in relation to previous cancers, only 
current cancers. 
 
If ‘other’ cannot be back coded, enter into excel sheet saved in 
data folder 
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B5 Where are you in 
your cancer 
journey? 

B5 1 
 
2 
 
3 
 
 
4 
 
 
5 
 
 
 
99 
 

I haven’t had 
treatment, ‘watch 
and wait’ only 
I am receiving 
treatment to try and 
cure my cancer 
I have completed 
treatment to cure 
my cancer and am 
now in follow-up 
I have been told my 
cancer cannot be 
cured and am 
receiving anticancer 
treatment 
I have been told my 
cancer cannot be 
cured and am not 
currently receiving 
anticancer treatment 
missing 

If 2 or more answers are selected code as ‘missing’ 
 

 
 

[Sections C and D were not included as they were not relevant for the data analyses conducted as part of this thesis.]  
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Section E: Your decisions about treatment 
 
This section asks questions about decisions you have faced regarding your cancer treatment. When answering these questions, please think back to your 
last important decision about your cancer treatment. Please fill in the bubble next to the option that best describes your answer.  
  

 Question Scan 
variable 

Scan Code Option  Coding rules - 
 

E1 How involved were 
you in making that 
decision? 

E1 1 
 
2 
 
 
3 
 
 
4 
 
 
 
5 
 
 
99 

I made the decision 
about which 
treatment I would 
receive 
I made the final 
decision about my 
treatment after 
seriously considering 
my doctor’s opinion 
Both my doctor and I 
shared responsibility 
for deciding which 
treatment was best 
for me 
My doctor made the 
final decision about 
which treatment 
would be used, but 
seriously considered 
my opinions 
I left all decisions 
regarding my 
treatment to my 
doctor 
 
Missing 

If two answers are selected code as missing 
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E2 How involved would 
you like to be in 
making the decision? 

E2 1 
 
 
2 
 
 
 
3 
 
 
4 
 
 
 
5 
 
 
 
99 

I prefer to make the 
decision about which 
treatment I will 
receive 
I prefer to make the 
final decision about 
my treatment after 
seriously considering 
my doctor’s opinion 
I prefer that my 
doctor and I share 
responsibility for 
deciding which 
treatment is best for 
me 
I prefer that my 
doctor makes the 
final decision about 
which treatment will 
be used, but seriously 
considers my opinions 
I prefer to leave all 
decisions regarding 
my treatment to my 
doctor 
 
Missing 

If two answers are selected code as missing 

E3 Did a doctor, nurse or 
other health care 
provider: 

    

 Ask you how involved 
you would like to be 
in making decisions 

E3A 1 
2 
3 

Yes and I wanted this 
Yes but I did not want 
this 

If two answers are selected code as missing 
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about your cancer 
care? 

4 
5 
99 

No but I wanted this 
No but I did not want 
this 
Not applicable 
Missing 

 Inform you about the 
possible benefits of 
your decision? 

E3B 1 
2 
3 
4 
5 
99 

Yes and I wanted this 
Yes but I did not want 
this 
No but I wanted this 
No but I did not want 
this 
Not applicable 
Missing 

If two answers are selected code as missing 

 Inform you about the 
possible risks of your 
decision? 

E3C 1 
2 
3 
4 
5 
99 

Yes and I wanted this 
Yes but I did not want 
this 
No but I wanted this 
No but I did not want 
this 
Not applicable 
Missing 

If two answers are selected code as missing 

 Provide you with 
enough time to think 
about the options? 

E3D 1 
2 
3 
4 
5 
99 

Yes and I wanted this 
Yes but I did not want 
this 
No but I wanted this 
No but I did not want 
this 
Not applicable 
Missing 

If two answers are selected code as missing 

E4 Would you feel 
comfortable declining 
a treatment that was 

E4 1  
 
2 
 

Yes if I thought it was 
not in my best 
interests 

If both answers are selected, code as missing 
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recommended by 
your doctor? 

99 No I trust the doctor 
to know what is best 
for me 
Missing 

 
 

Additional Coding Rules 
 
Section A, Q6, What is the highest level of education that you have completed “other” 
Number used next: 14 
 

Education Allocated code (starting at 10) 
Industry specific in house 10 
Not applicable 11 
Diploma (unclear if TAFE or industry) 12 
Army Education Leaving 13 
  
  

 
Section A, Q7, What country were you born ‘other’, Country name 
Number used next: 81 
 

Country Allocated code (start at 9 and onwards) 
Argentina 28 
Austria 15 
Austria (duplicate, merge 15 and 27) 27 
Belarus (Republic of Belarus) 57 
Borneo 68 
Burma 58 
Bangladesh 62 
Canada 13 
Chile 48 
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China (The People’s Republic of China) 30 
Colombia 72 
Cook Islands 79 
Croatia 26 
Cyprus (Republic of Cyprus) 36 
Czech Republic 46 
Denmark 25 
East Timor (Democratic Republic of Timor-Leste) 40 
Egypt 31 
Fiji 47 
France 10 
Germany 24 
Greece 29 
Hong Kong 35 
Holland / Netherlands 12 
Hungary 39 
India 59 
Indonesia 34 
Iraq (Republic of Iraq) 49 
Iran 55 
Ireland 14 
Israel 66 
Japan 9 
Jamaica 44 
Jordan 69 
Kenya 73 
Korea 64 
Lebanon (Lebanese Republic) 33 
Macedonia 60 
Malaysia 17 
Malta 23 
Netherlands/Holland 12 
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Niue 50 
Norway 71 
Pakistan 65 
Papua New Guinea/ New Guinea/ Papua Island 16 
Philippines 11 
Poland 41 
Romania 54 
Russia 75 
Samoa 42 
Scotland 80 
Serbia (Republic of Serbia) 45 
Seychelles (Republic of Seychelles) 51 
Singapore 53 
Slovak Republic (Slovakia) 43 
South Africa 19 
Spain 61 
Sri Lanka 37 
Sudan 67 
Switzerland 22 
Taiwan 56 
Tanzania 77 
Thailand  52 
Tonga 32 
Tuvalu 70 
Ukraine 38 
United Arab Emirates 76 
Uruguay 63 
USA 21 
Vietnam 78 
Wales 20 
Yugoslavia 18 
Zimbabwe 74 
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Section A, Q8, What best describes your employment at this time “other”? 
 
Next number = 17 
 

Employment Allocated code (starting at 10) 
On leave (or some variant) 10 
Carers pension 11 
Carer for grandchildren 12 
Self employed 13 
Not working due to illness 14 
Retrenched/laid off 15 
Retired but farming 16 
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Section B. Q1 What type of cancer do you have? 
Variable label: CA_TYPE 
 

Code Response Option Please code all of these cancer types/names under the response option in the previous 
column 

 

C8195 Haematological (Blood) 
Cancer 
 
 

Hodgkin's disease  
Non-Hodgkin's lymphoma (Waldenstrom Macroglobulinemia)  
Multiple myeloma  
Acute lymphoblastic leukaemia  
Other lymphoid leukaemias (Chronic lymphocyticLeukaemia  
Acute myeloid leukaemia  
Other myeloid leukaemia (Chronic myeloid leukaemia) 
Other specified leukaemias (Hairy cell leukaemia)  
Unspecified leukaemias  

If they write 
in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

C50 
 

Breast   
  
 

Ducatal carcinoma in situ (DCIS) 
Invasive breast cancer 
HER2 positive breast cancer 
Rare type breast cancer 
Lobular carcinoma in situ 
Breast cancer of no special type 
Inflammatory breast cancer 
 Paget’s disease of the breast 
Lobular breast cancer 

If they write 
in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

C1721 Colorectal   
 

Colon and rectal cancer  
Bowel cancer 
Anal cancer 
Rectum, rectosigmoid 

If they write 
in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

C61 
 

Prostate   
 

Early (localised) prostate cancer 
Locally advanced prostate cancer 

If they write 

http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Leukaemiachroniclymphocytic/CLL.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Colonandrectum/Colonandrectalcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Anal/Analcancer.aspx
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 Advanced (Metastatic) prostate cancer in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

C334 
 

Lung  
 
 

Small cell lung cancer  
Non-small cell lung cancer 
Varcinosarcoma 
Pulmonary blastoma 
Lung cancer, secondary 
bronchus 

If they write 
in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

C43 
 

Melanoma  
 

Thin melanoma 
Superficial spreading melanoma 
Nodular melanoma 
Lentigo maligna melanoma 
Acral melanoma 
Advanced melanoma 

If they write 
in ‘Other’ 
category, back 
code into 
current 
response option 
categories 

Q13OTH 
 

Other, please specify____ 
 

Variable output as= ICD code 
1.0000=C00  Lip 
1.0102=C0102 Tongue  
1.0306=C0306 Mouth  
1.0708=C0708 Salivary glands  
1.0900=C0900 Tonsil (tonsillar SCC)  
1.0910=C0910 Oropharynx  
1.1100=C11 Nasopharynx  
1.1213=C1213 Hypopharynx  
1.1400=C14 Other and ill-defined sites in the lip, oral cavity and pharynx 
1.1499=C1499 = Head and Neck unspecified 
1.1500=C15 Oesophagus (gullet) 
1.1600=C16 Stomach (gastric) 

Code in A13OTH 
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1.1721=C1721 Colorectal cancer: small intestine, colon, rectum, large bowel 
1.2200=C22 Liver (hepatocellular carcinoma HCC, hepatoma, Angiosarcomas, 
haemangiosarcomas, Hepatoblastomas) 
1.2210 = C22.1 Intrahepatic bile duct carcinoma (Cholangiocarcinoma: also known as 
colangial or cholangio cancer) 
1.2324=C2324 Gallbladder (Bile duct cancer) 
1.2500=C25 Pancreas (Pancreatic cancer, ductal adenocarcinoma, cystic tumours, acinar 
cell carcinomas, Gastroenteropancreatic tumours (GEPs) insulinomas, gastrinomas, 
glucagonomas, VIPomas, somatostatinomas) 
1.3031=C3031 Nose, sinuses, etc  
1.3200=C32 Larynx  
1.3334=C3334 Bronchus, Lung 
1.3738=C3738 Other thoracic organs  
1.3800 =Malignant neoplasm of heart, mediastinum and pleura 
1.4041=C4041 Bone (Ewing’s sarcoma; Osteosarcoma; osteogenic sarcoma; 
Chondrosarcoma; Spindle cell sarcoma; Chordoma; Angiosarcoma). 
1.4300=C43 Melanoma 
1.4400=C44 Other skin (Basal cell carcinoma BCC (also called rodent ulcer); Squamous cell 
carcinoma SCC, Merkel cell carcinoma) [Only coded as this if specified as skin cancer. 
Otherwise coded as other (2.1111) since can occur elsewhere.] 
1.3830=C38.3 Malignant neoplasm of the mediastinum 
1.4500=C45 Mesothelioma  
1.4600=C46 Kaposi's sarcoma  
1.4749=C4749 Connective tissue, peripheral nerves (Fibrosarcomas, Myxofibrosarcomas, 
Desmoid tumours, Liposarcomas, Synovial sarcomas, Rhabdomyosarcomas, 
Leiomyosarcomas, Malignant  peripheral nerve sheath tumours (MPNST), Angiosarcomas, 
Gastrointestinal stromal tumours (GIST), Ewing's tumours) 
1.4800=C48 Retroperitoneum and peritoneum Mesentery, Mesocolon, Omentum, 
Peritoneum (parietal, pelvic) 
1.4900=C49 Malignant neoplasm of other connective and soft tissue 
1.5000=C50 Breast 
1.5300=C53 Cervix (Cervical cancer) 
1.5455=C5455 Uterus, Body & NOS (Womb, endometrial cancer) 

http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Pancreas/Pancreaticcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Neuroendocrine/GEPs.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_1
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_2
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_3
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_4
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_5
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_6
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_7
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_8
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_9
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_10
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx#DynamicJumpMenuManager_6_Anchor_12
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Cervix/Cervicalcancer.aspx
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1.5657=C5657 Ovary (Ovarian Cancer) 
1.5800= Placenta  
1.5900=C59 Other female genital organs (Fallopian tube cancer; Vagina cancer; Vulva 
cancer)  
1.6100=C61 Prostate 
1.6200=C62 Testis (Testicular cancer, seminomas, non-seminomatous germ cell tumours, 
teratomas) 
1.6063=C6063 Other male genital organs (Penis cancer) 
1.6468=C6468 Kidney, etc (renal cell cancers RCC, renal adenocarcinoma, transitional cell 
cancer TCC, Wilms’ tumour) 
1.6700=C67 Bladder  
1.6900=C69 Eye (ocular melanoma, Uveal melanoma, conjunctival  melanoma) 
1.7100=C71 Brain (Gliomas, Astrocytic tumours, Oligodendroglioma, Ependymoma, 
Medulloblastoma, Pineal region tumours, Meningioma, Acoustic neuroma, vestibular 
schwannoma neurilemmoma, Haemangioblastoma, Spinal tumours, Glioblastoma) 
1.7072=C7072 Central nervous system (Spinal cord tumours Intramedullary 
tumours,  astrocytomas, ependymomas,  Intradural extramedullary tumours, Extradural 
spinal tumours, chordomas, osteomasosteosarcomas, chondrosarcomas, fibrosarcomas). 
1.7300=C73 Thyroid (Papillary, Follicular, Medullary, Anaplastic) 
1.7475=C7475 Other endocrine glands (Adrenal gland tumours (phaeochromocytoma), 
Multiple endocrine neoplasia 1 (MEN1), Multiple endocrine neoplasia 2 (MEN2), 
Parathyroid gland tumours, Pituitary gland tumours (adenomas), Thymus cancer 
(thymoma and thymic carcinoma), Neuroendocrine tumours 
1.7730=C77.3 Axillary and upper limb lymph nodes 
1.8100=C81 Hodgkin’s lymphoma 
1.8285=C8285 Non-Hodgkin’s lymphoma 
1.8890=C8890 Multiple Myeloma 
1.9140=C9140 Hairy-cell leukaemia 
1.9195=C9195 All Leukaemias 
1.9800=C98 Cancer of Unknown Primary 
2.9500=M95 Other lymphatic haematopoietic, myelodysplasia 
1.9640 = C9640 Follicular dendritic cell sarcoma 

http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Fallopiantube/Fallopiantubecancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Vagina/Vaginalcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Vulva/Vulvalcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Vulva/Vulvalcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Testes/Testicularcancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Penis/Penilecancer.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Eye/Melanomaoftheeye.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Astrocytictumours.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Oligodendroglioma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Ependymoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Spinalcord/Spinalcordtumours.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Astrocytictumours.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Ependymoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Bone/Typesofbonecancer/Chordoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Bone/Typesofbonecancer/Osteosarcoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Bone/Typesofbonecancer/Chondrosarcoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Aboutsofttissuesarcomas/Typesofsofttissuesarcoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Endocrine/Adrenalglands.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Endocrine/MEN1.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Endocrine/MEN2.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Endocrine/Parathyroidglands.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Brain/Typesofbraintumours/Pituitarytumours.aspx
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2.1111 = Other (carcinoid, pseudo myxoma, angiosarcoma (unspecified), adenocarcinoma 
(unspecified), “Right arm”, “pelvic”, “lymph node”, sarcoma, “tumor”) [Coded as M1111] 

Data obtained from: http://www.macmillan.org.uk/Cancerinformation/Cancertypes/AtoZ.aspx  
Also good website:  http://apps.who.int/classifications/icd10/browse/2010/en#/C  
 
Please note: The terms, adenocarcinoma, squamous cell carcinoma, sarcoma, leiomyosarcomas, gastrointestinal stromal tumours (GISTs), carcinoid 
tumours are used interchangeably with different cancer types  
 
 
Section B. Q4 Have you received any of the following treatments for your cancer? (Please tick all that apply) 
Variable Label OTHER_TREAT 
 
If any of the following are listed in ‘other’ please back code to the corresponding treatment 
 

Hormone treatment 
 

Antibody treatment, Biological therapy Chemotherapy Leave as ‘Other’ 
Or consider whether 
treatment is for side 
effects (not cancer) 

Individual 
hormonal 
therapies by 
brand name 

Individual hormonal 
therapies 

By generic name By brand name Individual 
chemotherapy 
drugs by brand 
name 

Individual 
chemotherapy drugs 

 

Arimidex®  
Aromasin®  
Casodex®  
Cyprostat®  
Decapeptyl® 
SR  
Depo-
Provera®  
Drogenil®  

Anastrozole 
Abiraterone acetate 
By brand name  
Bicalutamide 
Buserelin 
Cyproterone 
Degarelix 
Diethylstilbestrol 
Exemestane 

90Y-Ibritumomab 
tiuxetan  
ADEPT  
Aldesleukin  
Alemtuzumab  
Bevacizumab  
Bortezomib  
Cetuximab  
Crizotinib  

Avastin®  
BEXXAR®  
Erbitux®  
Glivec®  
Herceptin®  
IntronA®  
Iressa®  
MabCampath®  
Mabthera®  

5FU  
Alimta®  
Alkeran®  
Amsidine®  
BiCNU®  
Busilvex®  
Caelyx®  
Campto®  

Abraxane 
Amsacrine 
Azacitidine 
Bendamustine 
Bleomycin 
Busulfan 
Capecitabine 
Carboplatin 
Carmustine 

 

http://www.macmillan.org.uk/Cancerinformation/Cancertypes/AtoZ.aspx
http://apps.who.int/classifications/icd10/browse/2010/en#/C
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Typesofsofttissuesarcomas/Leiomyosarcoma.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Softtissuesarcomas/Typesofsofttissuesarcomas/GIST.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Neuroendocrine/Carcinoidtumours.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertypes/Neuroendocrine/Carcinoidtumours.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Anastrozole.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Exemestane.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Bicalutamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Cyproterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Triptorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Triptorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Medroxyprogesterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Medroxyprogesterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Flutamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Anastrozole.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Abiraterone%20acetate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Bybrandname.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Bicalutamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Buserelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Cyproterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Degarelix.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Diethylstilbestrol.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Exemestane.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/90Y-Ibritumomabtiuxetan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/90Y-Ibritumomabtiuxetan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/ADEPT.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Aldesleukin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Alemtuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Bevacizumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Bortezomib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Cetuximab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Bevacizumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Iodine131tositumomab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Cetuximab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Imatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Trastuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Interferon.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Gefitinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Alemtuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Rituximab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Fluorouracil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Pemetrexed.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Melphalan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Amsacrine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Carmustine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Busulfan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldoxorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Irinotecan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Abraxane.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Amsacrine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Azacitidine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Bendamustine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Bleomycin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Busulfan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Capecitabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Carboplatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Carmustine.aspx
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Fareston®  
Faslodex®  
Femara®  
Firmagon®  
Gonapeptyl 
Depot®  
Megace®  
Prostap® 3  
Prostap® SR  
Provera®  
Sandostatin 
Stilboestrol®  
Suprefact® 
Xtandi  
Zoladex® 
(Breast)  
Zoladex®, 
Zoladex® LA 
(Prostate)  
Cabazitaxel 
Abiraterone 
Lucrin 
 

Enzalutamide 
Flutamide 
Fulvestrant 
Goserelin (Breast) 
Goserelin (Prostate) 
Letrozole 
Leuprorelin acetate 
Medroxyprogesterone 
Megestrol acetate 
Octreotide 
Tamoxifen 
Toremifene 
Triptorelin 
Jevtana 
Zytiga 
 

Dasatinib 
Denosumab  
Erlotinib  
Everolimus 
Gefitinib  
Gemtuzumab  
Imatinib  
Interferon alpha  
Interleukin-2  
Iodine-131 
tositumomab  
Ipilimumab  
Lapatinib  
Lenalidomide  
Panitumumab  
Pembrolizunab 
Rituximab  
Sorafenib  
Sunitinib  
Thalidomide  
Trastuzumab 
Verumafenib 
Trametinib 
Dabrafenib 
Lambrolizumab 
bacillus calmette-
guerin (BCG) 
Pazopanib 
 
 
LUTATE 

Mylotarg®  
Nexavar®  
Proleukin®  
Afinitor® 
Revlimid®  
Roferon-A®  
Sprycel®  
Sutent®  
Tarceva®  
Thalidomid®  
Tyverb®  
Vectibix®  
Velcade® 
Xgeva  
YERVOY™  
MK3475 (Trial 
drug) 
Zevalin®  
Zelboraf 
Votrient 
 
 
 
Sandost                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  
atin 
TheraCys BCG, 
TICE BCG 

Cosmegen 
Lyovac®  
DaunoXome®  
DTIC®  
Eldisine®  
Eloxatin®  
Etopophos®  
Erwinase®  
Evoltra®  
Fludara®  
Gemzar®  
Hycamtin®  
Hydrea®  
Lanvis®  
Leukeran®  
Leustat®  
Levact®  
Lysodren®  
Matrex®  
Mitoxana®  
Myleran®  
Myocet®  
Navelbine®  
Nipent®  
Oncovin®  
Pharmorubicin®  
Puri-Nethol®  
Taxol  
Taxotere®  
Temodal®  
Tomudex®  
Uftoral®  
Uromitexan®  

Chlorambucil 
Cisplatin 
Cladribine 
Clofarabine 
Crisantaspase 
Cyclophosphamide 
Cytarabine 
Dacarbazine 
Dactinomycin 
Daunorubicin 
Docetaxel 
Doxorubicin 
Epirubicin 
Etoposide 
Fludarabine 
Fluorouracil 
Gemcitabine 
Gliadel implants 
Hydroxycarbamide 
Idarubicin 
Ifosfamide 
Irinotecan 
Leucovorin 
Liposomal 
daunorubicin 
Liposomal doxorubicin 
Lomustine 
Melphalan 
Mercaptopurine 
Mesna 
Methotrexate 
Mitomycin 
Mitotane 

http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Toremifene.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Fulvestrant.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Letrozole.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Degarelix.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Triptorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Triptorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/MegestrolAcetate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Leuprorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Leuprorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Medroxyprogesterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Diethylstilbestrol.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Buserelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinBreast.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinBreast.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinProstate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinProstate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinProstate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Flutamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Fulvestrant.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinBreast.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/GoserelinProstate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Letrozole.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Leuprorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Medroxyprogesterone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/MegestrolAcetate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Tamoxifen.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Hormonaltherapies/Individualhormonaltherapies/Triptorelin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Dasatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Erlotinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Gefitinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Gemtuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Imatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Interferon.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Aldesleukin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Iodine131tositumomab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Iodine131tositumomab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Ipilimumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Lapatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Angiogenesisinhibitors/Lenalidomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Panitumumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Rituximab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Sorafenib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Sunitinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Angiogenesisinhibitors/Thalidomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Trastuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Gemtuzumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Sorafenib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Aldesleukin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Angiogenesisinhibitors/Lenalidomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Interferon.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Dasatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Sunitinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Erlotinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Angiogenesisinhibitors/Thalidomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Lapatinib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Panitumumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Cancergrowthinhibitors/Bortezomib.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/Ipilimumab.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Biologicaltherapies/Monoclonalantibodies/90Y-Ibritumomabtiuxetan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Dactinomycin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Dactinomycin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldaunorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Dacarbazine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vindesine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Oxaliplatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Etoposide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Crisantaspase.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Clofarabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Fludarabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Gemcitabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Topotecan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Hydroxycarbamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Tioguanine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Chlorambucil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Cladribine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Bendamustine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mitotane.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Methotrexate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Ifosfamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Busulfan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldoxorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vinorelbine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Pentostatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vincristine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Epirubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mercaptopurine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Paclitaxel.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Docetaxel.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Temozolomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Raltitrexed.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Tegafur-uracil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mesna.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Chlorambucil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Cisplatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Cladribine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Clofarabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Crisantaspase.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Cyclophosphamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Cytarabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Dacarbazine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Dactinomycin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Daunorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Docetaxel.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Doxorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Epirubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Etoposide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Fludarabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Fluorouracil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Gemcitabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Gliadelimplants.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Hydroxycarbamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Idarubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Ifosfamide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Irinotecan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Leucovorin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldaunorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldaunorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Liposomaldoxorubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Lomustine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Melphalan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mercaptopurine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mesna.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Methotrexate.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mitomycin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mitotane.aspx
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Velbe®  
Vepesid®  
Vidaza®  
Xeloda®  
Yondelis®  
Zanosar®  
Zavedos®  
 
 
 
 
 
 

Mitoxantrone 
Oxaliplatin 
Paclitaxel 
Pemetrexed 
Pentostatin 
Procarbazine 
Raltitrexed 
Rasburicase 
Satraplatin 
StreptozocinM 
Tegafur-uracil 
Temozolomide 
Thiotepa 
Tioguanine 
Topotecan 
Trabectedin 
Treosulfan 
Vinblastine 
Vincristine 
Vindesine 
Vinorelbine 

 
 
 
 

http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vinblastine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Etoposide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Azacitidine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Capecitabine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Trabectedin(Yondelis%C2%AE).aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Streptozocin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Idarubicin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Mitoxantrone.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Oxaliplatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Paclitaxel.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Pemetrexed.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Pentostatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Procarbazine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Raltitrexed.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Rasburicase.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Satraplatin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Streptozocin.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Tegafur-uracil.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Temozolomide.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Thiotepa.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Tioguanine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Topotecan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Trabectedin(Yondelis%c2%ae).aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Treosulfan.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vinblastine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vincristine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vindesine.aspx
http://www.macmillan.org.uk/Cancerinformation/Cancertreatment/Treatmenttypes/Chemotherapy/Individualdrugs/Vinorelbine.aspx
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Insert Header with institution’s name or institution’s letterhead 

 

 
Screening Participant Information Statement 

[Insert site name] 
 

ANZ 1301:  A phase II study evaluating a Decision Aid for women considering 
neoadjuvant chemotherapy for operable breast cancer 

Short Title DOMINO 

Protocol Number ANZ 1301 

Project Sponsor Australia and New Zealand Breast Cancer Trials Group 

Principal Investigator [Principal Investigator] 

This Screening Participant Information Statement is <<XX>> pages long. Please make sure 
you have all the pages of this document. You will be given a copy of this information to keep. 
 
1 Introduction 
You are invited to consider taking part in a research study called DOMINO. This is because 
you have been diagnosed with breast cancer and you have been asked to think about 
having chemotherapy before surgery for your cancer (this is called neoadjuvant 
chemotherapy). 
This document tells you about the information your doctor wants to collect to check if the 
DOMINO study is suitable for you – a process called screening. It asks for your consent 
(permission) for your doctor to send information about your breast cancer and your name, 
email address and phone number to the Australia and New Zealand Breast Cancer Trials 
Group (ANZBCTG).  The ANZBCTG will then send you a link to their website where you can 
read about taking part in the main DOMINO study.  
To take part in the DOMINO study you need to have access to the internet, an active email 
account and a desktop or laptop computer. 
 
2 Purpose and Background 
The purpose of the DOMINO study is to find out if a Decision Aid is helpful to women who 
are deciding whether or not they will have chemotherapy treatment for breast cancer before 
surgery (neoadjuvant chemotherapy).  A Decision Aid is a document that explains the pros 
and cons of the options that are available. 
Agreeing to provide screening information does not automatically mean that you will 
participate in the main DOMINO study. You will receive an email from the ANZBCTG with a 
link to a separate online information form, which gives full details about the main DOMINO 
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study. It will take 1-2 business days for this access to be arranged by the ANZBCTG. After 
you read this information you can then decide whether you wish to take part. 
Participation in any research study is voluntary. If you do not wish to take part, you do not 
have to. If you decide to take part and later change your mind, you are free to withdraw from 
the study at any stage. 
 
3 Information about your breast cancer diagnosis 
The following information about your breast cancer diagnosis may help you to decide about 
whether you wish to have surgery or chemotherapy first. It will help you get the most out of 
the decision aid, if you choose to take part in this study. Your surgeon or medical oncologist 
will record this information, if it is available. 
 
Type of surgery possible NOW: □ Mastectomy   □ Breast Conserving Surgery 
Type of surgery that may be possible 
AFTER chemotherapy or hormonal 
therapy: 

□ Mastectomy   □ Breast Conserving Surgery 

 
Your doctor will be able to tell you about which type of breast cancer you have, if that 
information is available at the time you are given this document: 
 
Type of breast cancer: 
□ Hormone receptor positive (oestrogen (ER+) and/or progesterone (PR+)), HER2 

negative (HER2-) 
□ Hormone receptor positive (oestrogen (ER+) and/or progesterone (PR+)), HER2 

positive (HER2+) 
□ Hormone receptor negative (oestrogen (ER-) and progesterone (PR-)), HER2 

positive (HER2+) 
□ Hormone receptor negative (oestrogen (ER-) and progesterone (PR-)), HER2 

negative (HER2-) (triple negative) 
□ Breast cancer type not yet known 
 
Hormone receptors and HER2 are different types of proteins on the surface of cancer cells 
that make the cells act in a particular way. The type of treatment you have can depend on 
whether particular receptors are present (“positive”) or not present (“negative”). 
 

You may wish to make a note of your preferred option for breast cancer surgery after 
talking to your surgeon or medical oncologist: 

I wish to have breast conserving surgery (lumpectomy) if 
possible: □ Yes   □ No 

 
4 What will happen to information about me? 
By signing the Declaration by Participant section on the Screening Form, you consent to 
your doctor and the ANZBCTG collecting, using and storing personal information about you 
for the purpose of screening for the DOMINO study. All information collected will remain 
confidential. Once the study has been completed, records will be retained in a locked 
storage facility for a prolonged period (over 15 years).  
You have the right to request access to the information collected and stored by the study 
team about you. Please contact the study team member named at the end of this document 
if you would like to access your information. Your personal details will not be included in any 
publication about this study. 



Appendix 10.4: Participant information statements related to Papers Two and Three 

A254 

5 Who has reviewed the research project? 
All research in Australia involving humans is reviewed by an independent group of people, 
called a Human Research Ethics Committee (HREC). This study has been reviewed and 
given approval by Hunter New England Human Research Ethics Committee and HREC 
reference:  14/12/10/4.05. 
This study will be carried out according to the National Statement on Ethical Conduct in 
Human Research (2007) produced by the National Health and Medical Research Council of 
Australia. This study and patient information material have been reviewed and endorsed by 
the ANZBCTG Consumer Advisory Panel. 
 
6 Who to contact 
If you would like any further information about this study you can contact your study doctor 
using the contact information below: 

 
You can also contact the ANZBCTG staff listed below for further information about this 
study:  

 
If you have any complaints about any aspect of the study, the way it is being conducted or 
any questions about being a research participant in general, then you may contact: 
 
Reviewing HREC approving this research 

Name [Name] 

Position [Study doctor] 

Telephone [Phone number] 

Email [Email address] 

Name Dr Nicholas Zdenkowski Ms Elizabeth Hutchings 

Position Study Chair Project Officer 

Telephone (02) 4985 0134 (02) 4985 0120 

Email nicholas.zdenkowski@anzbctg.org elizabeth.hutchings@anzbctg.org 

Reviewing HREC Hunter New England Local Health District HREC 

HREC Executive Officer Dr Nicole Gerrand 

Telephone (02) 4921 4950 

Email HNELHD-HREC@hnehealth.nsw.gov.au 
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DOMINO Draft Auto Response Emails to Study Coordinators and to Study Participants 

Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

One   Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Study 
Information 

 

Dear potential DOMINO study 
participant,  

Thank you for your interest in 
the DOMINO Study.   

Please take a few minutes to 
read the information about 
DOMINO given to you by your 
doctor. 

You can access more 
information about DOMINO by 
clicking here. This will take you 
to the Participant Information 
Statement; please take as much 
time as you need to read this 
material. From there, you can 
start the study if you wish to 
take part. You will be asked to 
enter a password of your 
choice. 

Please note that this site is not 
optimised for use on a mobile 
phone. 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Study 
Information - Reminder 

 

Dear potential DOMINO study 
participant,  

Thank you for your interest in 
the DOMINO Study. 

Please take a few minutes to 
read the information about 
DOMINO given to you by your 
doctor. 

You can access more 
information about DOMINO by 
clicking here. 

You will be asked to confirm 
your email address and enter a 
password of your choice. 

Please note that this site is not 
optimised for use on a mobile 
phone. 

It is important that you take as 
much time as you wish to read 
about DOMINO on our website; 
you can re-enter the website by 

DOMINO: Potential patient; 
Website not accessed 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

 

Contact patient to discuss 
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

It is important that you take as 
much time as you wish to read 
about DOMINO on our website; 
you can re-enter the website by 
following the above steps as 
many times as you like. 

DOMINO is conducted by the 
Australia and New Zealand 
Breast Cancer Trials Group 
(ANZBCTG); your doctor is part 
of this research program. 
Please click here for further 
information about our research.  

DOMINO has been approved by 
the Hunter New England Local 
Health District Human Research 
Ethics Committee. (Reference 
Number: 14/12/10/4.05) 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

Thank you again for your 
interest in the DOMINO Study. 

The ANZBCTG DOMINO Study 
Team 

following the above steps as 
many times as you like. 

DOMINO is conducted by the 
Australia and New Zealand 
Breast Cancer Trials Group 
(ANZBCTG); your doctor is part 
of this research program. 
Please click here for further 
information about our research.  

DOMINO has been approved by 
the Hunter New England Local 
Health District Human Research 
Ethics Committee. (Reference 
Number: 14/12/10/4.05) 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

Thank you again for your 
interest in the DOMINO Study. 

The ANZBCTG DOMINO Study 
Team 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Two Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Patient 
Registered  

 

Dear DOMINO study 
coordinator, 

 

The following patient has 
consented and registered online 
to take part in the DOMINO 
Study. 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Date registered: XXXX 

Referring Centre: XXXX 

 

Please print this email as a 
record of patient consent and 
study entry. 

Please login to the DOMINO 
website and enter the following 
data: 

1. Appointment date 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Study 
Confirmation 

 

 

Dear DOMINO study 
participant,  

 

Thank you for agreeing to take 
part in DOMINO, this email 
confirms your entry to the 
Study. You now have access to 
the DOMINO website.  

If you have not already done so, 
your next step is to read the 
DOMINO Decision Aid and to 
answer the first set of 
questionnaires. Once you have 
completed this stage you will 
receive a confirmation email. 

You can access the first set of 
DOMINO questionnaires by 
clicking here; you will be asked 
to enter the below information:  

• User Name – 
your email 
address 

NIL DOMINO: New patient 
registration 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Registration Date: XXXX 

Site: XXXXX 

Medical Oncologist: XXXXX 

 

No action required 
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

2. Medical oncologist name 
and email address.  This 
email address will be 
used for the Decision 
Aid Investigator-
Reported Accessibility & 
Feasibility Survey – see 
DOMINO  Protocol 
Section 6.10 for further 
information) 

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

Thank you again for supporting 
the DOMINO Study. By 
volunteering for this research 
you will help the ANZBCTG 
advance our understanding of 
breast cancer and improve 
treatment and prevention 
strategies available to women. 

 

The ANZBCTG DOMINO Study 
Team 

Three ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET ONE 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set One Received 

ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET ONE 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set One Received 

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE AFTER REGISTRATION 
WITHOUT SUBMITTING SET 
ONE QUESTIONNAIRES 

ONLY GENERATED IF 
PARTICPANT EXITS THE SITE 
AFTER REGISTRATION 
WITHOUT SUBMITTING SET 
ONE QUESTIONNAIRES AND 
AFTER EMAIL REMINDER 

 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

 

Dear DOMINO study 
coordinator, 

 

For information. The following 
patient has completed DOMINO 
Questionnaire Set One. 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

 

Dear DOMINO study 
participant,  

 

Thank you for completing 
Questionnaire Set One. This 
email confirms that we received 
your answers. 

 

We will contact you after your 
appointment with your medical 
oncologist, at which time we will 
ask you to complete the second 
set of DOMINO questionnaires. 

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set One Reminder 

 

Dear DOMINO study 
participant,  

 

We noticed that you did not 
complete Questionnaire Set 
One. Please try to login by 
<<date>> to answer the 
questionnaires.  

To complete the questionnaires 
click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password. 

• User Name – 
your email 
address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

 

Please do not reply to this 
email; if you require further 

DOMINO: Questionnaire Set 
One: Incomplete 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Site: XXXXX 

 

Contact patient to discuss 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

Four Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Request for 
Data - Treatment Decision Visit 

 

Dear DOMINO study 
coordinator, 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

 

Please login to the DOMINO 
website and enter the following 
data: 

1. Treatment decision 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Two Available  

 

Dear DOMINO study 
participant,  

 

Thank you for your ongoing 
support of DOMINO. Please 
follow the below a link to access 
Set Two of the DOMINO Study 
Questionnaires. To complete 
the questionnaires click here (to 
take you to the DOMINO 
website) and enter your 
DOMINO user name and 
password. 

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET TWO OR DOES NOT 
ACCESS THE LINK 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Two Reminder  

 

Dear DOMINO study 
participant,  

 

We noticed that you did not 
complete Questionnaire Set 
Two. Please try to login by 
<<date>> to answer the 
questionnaire.  

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET TWO OR DOES NOT 
ACCESS THE LINK AFTER 
EMAIL REMINDER 

 

DOMINO: Questionnaire Set 
Two: Incomplete  

TO: DOMINO TEAM 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Site: XXXXX 

 

mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

2. Expected date of last 
dose of chemo- or 
endocrine therapy 
(NAST) or  planned date 
of surgery(adjuvant 
therapy) 

3. Diagnostic and 
Pathology Data 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

• User Name – 
your email 
address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

To complete the questionnaires 
click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password. 

• User Name – 
your email 
address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

Contact patient to discuss. 

 

ONLY GENERATE IF SITE 
HAS NOT COMPLETED 
EXPECTED DATE OF LAST 
DOSE OF CHEMO- OR 
ENDOCRINE THERAPY 
(NAST) OR  PLANNED DATE 
OF SURGERY (ADJUVANT 
THERAPY) DATA FIELD 

DOMINO: Project date of 
NAST/ Surgery: Field 
Incomplete  

TO: DOMINO TEAM 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Site: XXXXX 

 

Contact site to discuss. 

Five ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

NIL SEE ADDITIONAL EMAILS 
REQUIRED AT BOTTOM OF 
TABLE – POINT 1 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Two Received 

 

Dear DOMINO study 
coordinator, 

 

For information. The following 
patient has completed DOMINO 
Questionnaire Set Two. 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

If your patient’s <<projected end 
date of NAST>> OR << date of 
surgery>> has changed from 
<<date>> please respond to 
this email with new details. 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Two Received 

 

Dear DOMINO study 
participant,  

 

Thank you for completing 
Questionnaire Set Two.  This 
email confirms that we received 
your answers. 

 

We will contact you either: 

• <<after your last dose of 
chemo- or endocrine 
therapy (if you are 
having neoadjuvant 
treatment)>> 

OR 

• <<after your surgery (if 
you are having adjuvant 
treatment)>>, 

at which time we will ask you to 
complete the third set of 
DOMINO questionnaires. 

 

mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

The ANZBCTG DOMINO Study 
Team 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
ongoing support of the 
DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

 

Six ONLY GENERATE IF SITE 
HAS NOT ENTERED 
PROJECTED NAST END 
DATE OR DATE OF SURGERY 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Request for 
Data - Treatment Dates 

 

 

Dear DOMINO study 
coordinator, 

Patient Initials: XXXX 

Date of Birth: XXXX 

NIL NIL NIL 

mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Registration ID Number: XXXX 

 

Please login to the DOMINO 
website to confirm the expected 
date  

<<of last dose of chemo- or 
endocrine therapy (NAST)>> 

OR  

<<planned date of surgery (if 
patient will not receive NAST 
and will proceed to surgery)>> 

 Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

Seven NIL EMAIL TRIGGERED AFTER 
DATE OF SURGERY/ END 
NEOADJUVANT 
CHEMOTHERAPY OCCURS 

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET THREE OR DOES NOT 
ACCESS THE LINK 

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET THREE OR DOES NOT 

mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Three Available  

 

Dear DOMINO study 
participant,  

 

Thank you for your ongoing 
support of DOMINO. Please 
follow the below steps to access 
Set Three of the DOMINO 
Study Questionnaires. 

Click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password: 

• LOGIN – your 
email address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

  

Please do not reply to this 
email; if you require further 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Three Reminder  

 

Dear DOMINO study 
participant,  

 

We noticed that you did not 
complete Questionnaire Set 
Three. Please try to login by 
<<date>> to answer the 
questionnaires. 

To complete the questionnaires 
click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password. 

• User Name – 
your email 
address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

 

Please do not reply to this 
email; if you require further 

ACCESS THE LINK AFTER 
EMAIL REMINDER 

DOMINO: Questionnaire Set 
Three: Incomplete  

TO: DOMINO TEAM 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Site: XXXXX 

 

Contact patient to discuss. 

 

SEE ADDITIONAL EMAILS 
REQUIRED AT BOTTOM OF 
TABLE – POINT 2 
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

information please click 
domino@anzbctg.org  

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

Eight ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Three Submitted  

 

Dear DOMINO study 
coordinator, 

 

For information. The following 
patient has completed DOMINO 
Questionnaire Set Three. 

Patient Initials: XXXX 

ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Three Submitted 

 

Dear DOMINO study 
participant,  

 

Thank you for taking the time to 
complete Set Three of the 
DOMINO Study Questionnaires. 
This email confirms receipt of 
your responses. 

NIL NIL 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Date of Birth: XXXX 

Registration ID Number: XXXX 

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

 

We will contact you in <<Month, 
year>> (about 12 months after 
you originally registered for 
DOMINO), at which time we will 
ask you to complete the final set 
of DOMINO questionnaires. 

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
ongoing support of the 
DOMINO Study  

 

The ANZBCTG DOMINO Study 
Team 

Nine Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Request for 
Data - Post-Treatment 

 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Four Available  

 

Dear DOMINO study 
participant,  

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET THREE OR DOES NOT 
ACCESS THE LINK 

ONLY GENERATED IF 
PARTICIPANT EXITS THE 
SITE WITHOUT SUBMITTING 
SET THREE OR DOES NOT 
ACCESS THE LINK AFTER 
EMAIL REMINDER 

 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Dear DOMINO study 
coordinator, 

 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

 

Please login to the DOMINO 
website and enter Post-
Treatment Data: 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

 

Thank you for your ongoing 
support of DOMINO. Please 
follow of the below steps to 
access Set Four of the 
DOMINO Study Questionnaires.  

Click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password: 

• LOGIN – your 
email address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Four Reminder 

 

Dear DOMINO study 
participant,  

 

We noticed that you did not 
complete Questionnaire Set 
Four. Please try to login within 
by <<date>> to answer the 
questionnaires. 

To complete the questionnaires 
click here (to take you to the 
DOMINO website) and enter 
your DOMINO user name and 
password. 

• User Name – 
your email 
address 

• Password 

If at any time during the study 
you forget your password, 
please click here. 

Please do not reply to this 
email; if you require further 

DOMINO: Questionnaire Set 
Four: Incomplete  

 

TO: DOMINO TEAM 

Patient Initials: XXXX 

Date of Birth: XXXX 

Registration ID Number: XXXX 

Site: XXXXX 

 

Contact patient to discuss 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

The ANZBCTG DOMINO Study 
Team 

information please click 
domino@anzbctg.org 

 

Thank you again for your 
interest in the DOMINO Study. 

 

The ANZBCTG DOMINO Study 
Team 

Ten ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Four Submitted  

 

Dear DOMINO study 
coordinator, 

 

The following patient has 
completed DOMINO 
Questionnaire Set Four. 

Patient Initials: XXXX 

Date of Birth: XXXX 

ONLY GENERATED WHEN A 
PARTICIPANT HAS 
SUBMITTED 
QUESTIONNAIRE SET 

 

Subject Line: ANBCTG:  ANZ 
1301 (DOMINO): Questionnaire 
Set Four Submitted  

 

Dear DOMINO study 
participant,  

 

Thank you for taking the time to 
complete the final set (Set Four) 
of the DOMINO Study 
Questionnaires. This email 

NIL NIL 

mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Registration ID Number: XXXX 

 

This email marks the end of the 
data collection requirements for 
this patient. We will contact you 
to clarify any data queries. On 
behalf of the DOMINO Study 
Chair, Dr Nicholas Zdenkowski 
and the ANZBCTG DOMINO 
Study Team, we would like to 
thank you for your support of 
this Study.  

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

 

Kind regards, 

 

The ANZBCTG DOMINO Study 
Team 

confirms receipt of your 
responses. 

 

This email marks the end of 
your participation in this study. 
On behalf of the DOMINO 
Study Chair, Dr Nicholas 
Zdenkowski and the ANZBCTG 
DOMINO Study team, we would 
like to sincerely thank you for 
your support of this Study.  

 

We plan to publish the results of 
this study in peer reviewed 
scientific/medical journals, in 
presentations at conferences 
and other professional forums. 
It is usual for a number of years 
to pass before the results of this 
type of study are available.  

 

Please do not reply to this 
email; if you require further 
information please click 
domino@anzbctg.org 

  

 

mailto:domino@anzbctg.org
mailto:domino@anzbctg.org
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Time 
point 

Email to Study Coordinator,  

 

Primary Email to Participant Secondary/ Reminder emails to 
participant 

Tertiary/ Reminder emails to 
ANZBCTG 

Thank you again for your 
participation in the DOMINO 
Study. 

 

The ANZBCTG DOMINO Study 
Team 
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1. ONLY TRIGGERED AFTER 50(+) patients have been registered to the Study AND who have submitted responses to both Questionnaire set 
one and two.           

       

 

 

 

 

 

 

 

 

Auto-generated email to Study Investigators 

Subject: ANZ 1301 DOMINO STUDY Investigator Survey 

Dear DOMINO Study Investigators,  

Thank you for taking the time to assist in the recruitment of patients to the ANZ 1301: DOMINO Study. As you are aware, we have reached our 
target accrual of 50 evaluable participants. To assist in the analysis of the feasibility and utility of the DOMINO Decision Aid it would be greatly 
appreciated if you would complete this short Questionnaire. 

Dr Zdenkowski may contact you by telephone to obtain more detailed information. 

Kind regards,  

Dr Nicholas Zdenkowski 

ANZ 1301 DOMINO Study Chair 

2. Site payment triggered after ALL data (Treatment Decision and Diagnostic and Pathology Data) has been entered by site AND the patient 
has submitted Questionnaires Set One and Two. 

Auto-generated email to 

ANZBCTG Study 

Coordinator 

Subject: ANZ 1301 

DOMINO: Accrual Target 

Met 

   

    

 

 

Study chair to email all participating 

clinicians informing them of accrual met/ 

thank you etc. 
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Appendix 10.7: Participant invitation, information statements, consent forms and 

reminders related to Papers Four and Five 

Invitation to participate in the Research Project: 

Who decides about medical care?  
Comparing patient, surrogate and provider perspectives 

Version #2, dated 26/11/2014 

We would like to invite you to participate in a study being conducted at Calvary Mater 
Newcastle Hospital that is currently recruiting people who have been diagnosed with cancer 
and their support persons. Researchers and clinicians from the University of Newcastle, 
Hunter Medical Research Institute, Calvary Mater Newcastle Hospital and the Cancer 
Council NSW are involved in this study. The research team does not have any personal 
information about you. We will only receive information that you provide directly to us.    

We often plan for different life events such as weddings, childbirth and retirement. Rarely do 
we have conversations about how we want to be cared for at the end of our lives. Having 
conversations about health, financial or legal matters can be difficult for patients, their 
families and doctors. However, these conversations are important as they can help make 
sure that people are able to choose how and where are looked after, sort out unfinished 
business and know what to expect at the end of life. Having these conversations can help 
with difficult last-minute decisions when a person may no longer be able to have their say.  

The questions we are asking have nothing to do with the current state of health or 
care of the patient you are supporting. We are simply interested in your opinion and 
your experiences. Some of these questions may be difficult for you to think about, but your 
views about these kinds of conversations can help us develop ways to make communication 
more open and effective. If you do have questions or feel distressed, we recommend that 
you discuss this with your doctor. You can also contact the Cancer Helpline 13 11 20. This 
service is staffed by cancer nurses who provide information and support to people with 
cancer and their families.  

You are under no obligation to participate in this study. However, your participation would be 
greatly appreciated. If you would like further information, please contact Dr Amy Waller on 
1800 084 755 (free-call). 

Thank you for considering this invitation. 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 
Ph: 02 4042 0713      
Fax: 02 4042 0040 
Rob.Sanson-Fisher@newcastle.edu.au 

mailto:Rob.Sanson-Fisher@newcastle.edu.au
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Complaints about this research: This project has been approved by Hunter New England’s Human Research 
Ethics Committee, Reference No. 14/11/19/4.04. Should you have concerns about your rights as a participant in 
this research, or you have a complaint about the manner in which the research is conducted, it may be given to 
the researcher, or, if an independent person is preferred, to the Manager, Research Ethics and Governance, 
Hunter New England Human Research Ethics & Governance Unit, Locked Bag 1, New Lambton NSW 2305, 
Australia, telephone (02) 49214950, email:  hnehrec@hnehealth.nsw.gov.au.    

mailto:hnehrec@hnehealth.nsw.gov.au
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Prof. Rob Sanson-Fisher    
School of Medicine and Public Health, University of Newcastle 
University Drive, Callaghan NSW 2308 
Ph: 02 4042 0713      
Fax: 02 4042 0040 
Rob.Sanson-Fisher@newcastle.edu.au  
 

 
Information Statement for the Research Project: 

Who decides? Comparing patient, surrogate and provider perspectives on end of life care 
V2: 26/11/2014 

 
You are invited to participate in the research study identified above. The study is being conducted by 
L/Prof Rob Sanson-Fisher, Dr Amy Waller and Ms Annika Ryan. Dr Charles Douglas from the School 
of Medicine and Public Health, University of Newcastle; and Dr Nicholas Zdenkowski from 
Department of Medical Oncology, Calvary Mater Newcastle Hospital. The research team does not 
have any personal information about you. We will only receive information that you provide to us.    
 
Why is the research being done? 
People should be able to be as involved in decisions about their personal life, financial matters or 
medical care. Having conversations about these issues can be difficult. However, these conversations 
are important as they can help make sure that people are able to have a say about the care they 
receive, and to know what to expect at the end of life. Having these conversations earlier can also 
help with difficult last-minute decisions when a person may no longer be able to have their say. This 
study aims to explore how involved people want to be in decisions about end of life care, and whether 
people’s families and doctors are aware of these preferences. The questions we are asking have 
nothing to do with your current state of health or your current care. We are simply interested 
in your opinion. This study will help find ways to improve communication about these issues with 
cancer patients and their families. 
 
Who can participate in the research? 
We are seeking people that are 18 years or older who have been diagnosed with cancer and are 
attending an outpatient oncology clinic. We are also seeking people’s support person and their 
oncologist to participate in the study, as they may be involved in these discussions. Your support 
person is “someone who is likely to be involved in making important decisions about your care”. 
Asking support persons and oncologists will help us to understand whether people know how these 
discussions and decisions may happen; and their attitudes towards being involved in these 
discussions. 
 
What choice do you have? 
Participation in this research is entirely your choice. Only those people who give their informed 
consent will be included in the project. Whether or not you decide to participate, your decision will not 
disadvantage you. If you do decide to participate, you may withdraw from the project at any time 
without giving a reason and have the option of withdrawing any data that identifies you. Before 
deciding whether or not to take part, you might want to talk about it with a relative, friend, your doctor 
or other health care professional.   
 
What would you be asked to do? 
If you agree to participate you will be asked to complete two surveys, three months apart. The 
surveys can be completed using pen and paper. We would also like you to pass on a study package 
to your support person if you think they would like to participate in the study. We will not share your 
responses with your support person or your health care team.  
 
How much time will it take? 
Each survey will take about 15-20 minutes to complete. Some people may find these questions 
stressful or difficult to answer. You may want to complete the survey while a friend or relative is 
present. However, we ask that you do not compare your responses with the person you support if 
possible, as we want to get their opinions on some of the issues we are asking you about in this 
survey.  

mailto:Rob.Sanson-Fisher@newcastle.edu.au
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What are the risks and benefits of participating? 
We cannot promise you any benefit from participating in this research. We do expect that the results of 
this research will help to highlight how care can be improved for future patients. There may be some 
inconvenience due to the time taken to complete the survey. It is also possible that participation may 
cause you to reflect on your cancer care and may raise questions about your cancer. As the survey 
involves end of life issues, reflecting on this topic may cause you some distress. If you do have 
questions or feel distressed, we recommend that you discuss this with your treatment team. You can 
also contact the Cancer Helpline 13 11 20. This service is staffed by cancer nurses who provide 
information and support to people with cancer and their families. 

How will your privacy be protected? 
If you choose to participate your privacy will be protected. Your doctor will not have access to your 
responses and your treatment will not be affected by participating in the study. Information collected will 
be de-identified upon receipt. If you provide your name and contact information it will be stored 
separately from your survey data, and will only be able to be re-linked by the ID code. Any identifying 
information will be stored securely in a password protected file on the University of Newcastle server. 
This information will only be accessed by the researchers unless you consent otherwise, except as 
required by law. Data will be retained for at least 7 years in a locked filing cabinet and password 
protected files at the University of Newcastle. De-identified data may be made available for secondary 
analysis, however separate ethics approval will be sought beforehand. Where data is used for further 
analysis, it will not contain any identifying information.  

How will the information collected be used? 
The information collected may be presented at national and international conferences and published in 
scientific journals. Only group data will be presented in any reports of publications arising from this 
research. In this way, no individual will be identifiable and your privacy will be protected. At the end of 
the study we can send you a summary of the key findings of the project.  

What do you need to do to participate? 
Please read this Information Statement and be sure you understand all its contents before you consent 
to participate.  If there is anything you do not understand, or you have questions, contact the researcher, 
whose details are below. If you would like to participate, please sign the consent form and complete the 
survey and post it to the research team.   

Further information 
If you would like further information, please contact Dr Amy Waller on 1800 084 755 (free-call). 

Thank you for considering this invitation. 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 

Complaints about this research: This project has been approved by Hunter New England’s Human 
Research Ethics Committee, Reference No. 14/11/19/4.04. Should you have concerns about your 
rights as a participant in this research, or you have a complaint about the manner in which the 
research is conducted, it may be given to the researcher, or, if an independent person is preferred, to 
the Manager, Research Ethics and Governance, Hunter New England Human Research Ethics & 
Governance Unit, Locked Bag 1, New Lambton NSW 2305, Australia, telephone (02) 49214950, 
email:  hnehrec@hnehealth.nsw.gov.au.  

mailto:hnehrec@hnehealth.nsw.gov.au
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Prof. Rob Sanson-Fisher    
School of Medicine and Public Health, University of Newcastle 
University Drive, Callaghan NSW 2308 
Ph: 02 4042 0713      
Fax: 02 4042 0040 
Rob.Sanson-Fisher@newcastle.edu.au  

 
Support Person Information Statement: 

Who decides? Comparing patient, surrogate and provider perspectives on end of life care 
V2: 26/11/2014 

 
You are invited to participate in the research study identified above. The study is being conducted by 
L/Prof Rob Sanson-Fisher, Dr Amy Waller, Dr Charles Douglas from the School of Medicine and 
Public Health, University of Newcastle; and Dr Nicholas Zdenkowski from Department of Medical 
Oncology, Calvary Mater Newcastle Hospital. The research team does not have any personal 
information about you. We will only receive information that you provide to us.    
 
Why is the research being done? 
People should be able to be as involved in decisions about their personal life, financial matters or 
medical care. Having conversations about these issues can be difficult. However, these conversations 
are important as they can help make sure that people are able to have a say about the care they 
receive, and to know what to expect at the end of life. Having these conversations earlier can also 
help with difficult last-minute decisions when a person may no longer be able to have their say. This 
study aims to explore how involved people want to be in decisions about end of life care, and whether 
people’s families and doctors are aware of these preferences. The questions we are asking have 
nothing to do with the health of the person you support. We are simply interested in your 
opinion. This study will help find ways to improve communication about these issues with cancer 
patients and their families. 
 
Who can participate in the research? 
We are seeking people that are 18 years or older who have been diagnosed with cancer and are 
attending an outpatient oncology clinic. We are also seeking people’s support persons and their 
oncologist to participate in the study. You have been nominated by a patient as their support 
person. Asking support persons and oncologists as well as patients will help us to understand 
whether people know how these discussions and decisions may happen; and their attitudes towards 
being involved in these discussions. 
 
What choice do you have? 
Participation in this research is entirely your choice. Only those people who give their informed 
consent will be included in the project. Whether or not you decide to participate, your decision will not 
disadvantage you. If you do decide to participate, you may withdraw from the project at any time 
without giving a reason and have the option of withdrawing any data that identifies you. Before 
deciding whether to take part, you might want to talk about it with a relative, friend, your doctor or 
other health care professional 
 
What would you be asked to do? 
If you agree to participate you will be asked to complete two surveys, three months apart. The 
surveys will be mailed to you and contain a reply paid envelope for the survey return. We will not 
share your responses with the person you support or their health care team.  
 
How much time will it take? 
Each survey will take about 15-20 minutes to complete. Some people may find these questions 
stressful or difficult to answer. We ask that if possible you do not compare your responses with the 
person you support, as we want to get their opinions on some of the issues we are asking you about 
in this survey.  
 
 
 
 

mailto:Rob.Sanson-Fisher@newcastle.edu.au
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What are the risks and benefits of participating? 
We cannot promise you any benefit from participating in this research. We do expect that the results of 
this research will help to highlight how care can be improved for future patients and their care givers. 
There may be some inconvenience due to the time taken to complete the interview. It is possible that 
participation may cause you to reflect on your loved one’s cancer care and may raise questions about 
their cancer. As the survey involves end of life issues, reflecting on this topic may cause you some 
distress. If you do have questions or feel distressed you can contact the Cancer Helpline 13 11 20. This 
service is staffed by cancer nurses who provide information and support to people with cancer and their 
families. 

How will your privacy be protected? 
If you choose to participate your privacy will be protected. Your loved ones doctor will not have access 
to your responses and their treatment will not be affected by participating in the study 
Information collected will be de-identified upon receipt. This means that a unique identification code (ID) 
will be stored with your interview transcripts. If you provide your name and contact information it will be 
stored separately from your survey data, and will only be able to be re-linked by the ID code. Any 
identifying information will be stored securely in a password protected file on the University of Newcastle 
server. This information will only be accessed by the researchers unless you consent otherwise, except 
as required by law. Data will be retained for at least 7 years in a locked filing cabinet and password 
protected files at the University of Newcastle. De-identified data may be made available for secondary 
analysis, however separate ethics approval will be sought beforehand. Where data is used for further 
analysis, it will not contain any identifying information.  

How will the information collected be used? 
The information collected may be presented at national and international conferences and published in 
scientific journals. Only group data will be presented in any reports of publications arising from this 
research. In this way, no individual will be identifiable and your privacy will be protected.  
At the end of the study we can send you a summary of the key findings of the project.  

What do you need to do to participate? 
Please read this Information Statement and be sure you understand all its contents before you consent 
to participate.  If there is anything you do not understand, or you have questions, contact the researcher, 
whose details are below. If you would like to participate, please sign the consent form and complete the 
survey and post it to the research team.  

Further information 
If you would like further information, please contact Dr Amy Waller on 1800 084 755 (free-call). 

Thank you for considering this invitation. 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 

Complaints about this research: This project has been approved by Hunter New England’s Human 
Research Ethics Committee, Reference No. 14/11/19/4.04. Should you have concerns about your 
rights as a participant in this research, or you have a complaint about the manner in which the 
research is conducted, it may be given to the researcher, or, if an independent person is preferred, to 
the Manager, Research Ethics and Governance, Hunter New England Human Research Ethics & 
Governance Unit, Locked Bag 1, New Lambton NSW 2305, Australia, telephone (02) 49214950, 
email:  hnehrec@hnehealth.nsw.gov.au.  

mailto:hnehrec@hnehealth.nsw.gov.au
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Prof. Rob Sanson-Fisher    

School of Medicine and Public Health, University of Newcastle 
University Drive, Callaghan NSW 2308 
Ph: 02 4042 0713      
Fax: 02 4042 0040 
Rob.Sanson-Fisher@newcastle.edu.au  
 

 
Information Statement for the Research Project: 

How would you like to decide? Patients’ preferences for making cancer 
treatment decisions 

 
 

You are invited to participate in the research study identified above. The study is being conducted by 
L/Prof Rob Sanson-Fisher and Anne Herrmann from the School of Medicine and Public Health, 
University of Newcastle; and Dr Nicholas Zdenkowski from the Department of Medical Oncology, 
Calvary Mater Newcastle Hospital and the Breast & Endocrine Centre Gateshead. 
 
Why is the research being done? 
People should be able to be involved in decisions about their medical care. Deciding between 
different treatment options can be particularly difficult for patients and their doctors. This study aims to 
explore how people would like to make treatment decisions with their doctor. The questions we are 
asking have nothing to do with your current state of health or your current care. We are simply 
interested in your opinion. This study will help find ways to improve doctor-patient-communication 
about cancer care. 
 
Who can participate in the research? 
We are seeking people that are 18 years or older; who have been diagnosed with breast cancer; and 
are attending the Breast & Endocrine Centre in Gateshead. 
 
What choice do you have? 
Participation in this research is entirely your choice. Only those people who give their informed 
consent will be included in the project. Whether or not you decide to participate, your decision will not 
disadvantage you.  It will not impact the care or treatment you receive. If you do decide to participate, 
you may withdraw from the project at any time without giving a reason and you have the option of 
withdrawing any data that identifies you. 
 
What would you be asked to do? 
If you agree to participate you will be asked to complete the survey included with this information 
sheet. The survey can be completed using pen and paper. This will take approximately 5 minutes. 
Your doctor is happy for you to complete it while you are waiting for your consultation. After you have 
completed the survey please return it by sealing it in the reply paid envelope and putting it in the box 
located in the waiting room. You can also take the survey home, complete and return it using the 
supplied reply paid envelope.  
 
How much time will it take? 
Each survey will take about 5 minutes to complete. 
 
What are the risks and benefits of participating? 
We cannot promise you any benefit from participating in this research. We do expect that the results of 
this research will help to highlight how care can be improved for future patients. There may be some 
inconvenience due to the time taken to complete the survey. It is also possible that participation may 
cause you to reflect on your health care and may raise questions about your cancer. As the survey 
involves issues regarding your healthcare, reflecting on this topic may cause you some distress. If you 
do have questions or feel distressed, we recommend that you discuss this with your treatment team. 
You can also contact the Cancer Helpline 13 11 20. This service is staffed by cancer nurses who provide 
information and support to people with cancer and their families. 
 

mailto:Rob.Sanson-Fisher@newcastle.edu.au
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How will your privacy be protected? 
If you choose to participate your privacy will be protected. Your doctor will not have access to your 
responses and your treatment will not be affected by participating in the study. Information collected will 
be de-identified upon receipt. This information will only be accessed by the researchers. Printed copies 
of the data will be retained for at least 7 years in a locked filing cabinet at the University of Newcastle. 
Electronic files will be password protected. De-identified data may be made available for secondary 
analysis, however separate ethics approval will be sought beforehand.  

How will the information collected be used? 
The information collected may be presented at national and international conferences and published in 
scientific journals. Only group data will be presented in any reports or publications arising from this 
research. In this way, no individual will be identifiable and your privacy will be protected.  

What do you need to do to participate? 
Please read this Information Statement and be sure you understand all its contents before you consent 
to participate.  If there is anything you do not understand, or you have questions, contact the researcher, 
whose details are below. If you would like to participate, please sign the consent form and complete the 
survey and return it to the research team.  

Further information 
If you would like further information, please contact Anne Herrmann on 1800 084 755 (free call). 

Thank you for considering this invitation. 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 

Complaints about this research: This project has been approved by Hunter New England’s Human 
Research Ethics Committee, Reference No. 14/11/19/4.04. The study has also been authorised by the 
Breast & Endocrine Centre Gateshead. Should you have concerns about your rights as a participant in 
this research, or you have a complaint about the manner in which the research is conducted, it may be 
given to the researcher, or, if an independent person is preferred, to the Manager, Research Ethics and 
Governance, Hunter New England Human Research Ethics & Governance Unit, Locked Bag 1, New 
Lambton NSW 2305, Australia, telephone (02) 49214950, email:  hnehrec@hnehealth.nsw.gov.au.  
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Please tick () ONE BOX to indicate if you consent to the Research Team sending a survey to your 

oncologist. 

 Yes, I give permission for the Research team to send a survey to my oncologist. 

 No, I do not give permission for the research team to send a survey to my oncologist. 

 

     

 

 
 

Patient Consent Form 
Who decides? Comparing patient, surrogate and provider 

perspectives on end of life care 
Version 2: 26/11/2014 

 
The Research Team: Laureate Professor Rob Sanson-Fisher, Dr Amy Waller, Dr Charles Douglas, 
Dr Nicholas Zdenkowski, A/Prof Frans Henskens, Ms Natalie Dodd 
 
Please tick () ONE BOX to indicate if you would like to take part in the study.  
 Yes, I agree to participate in the above research project and give my consent freely 
 

• I understand that the project will be conducted as described in the Information Statement, a 
copy of which I have retained. 

• I understand I can withdraw from the project at any time and do not have to give any reason for 
withdrawing. 

• I consent to completing two questionnaires. 
• I understand that my personal information will remain confidential to the researchers. 
• I have had the opportunity to have questions answered to my satisfaction. 
• I would like to receive a summary of the project results   Yes    No 

 

Title (please circle one):   Mr  /  Mrs  /  Miss  /  Ms  /  Dr  /  Other _________________ 

Name:  

Postal Address:  

Suburb:  State: Postcode: 

Phone: Signature: Date: 
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Support person Consent Form 
Who decides? Comparing patient, surrogate and provider 

perspectives on end of life care 
Version 2: 26/11/2014 

 
The Research Team: Laureate Professor Rob Sanson-Fisher, Dr Amy Waller, Dr Charles Douglas, 
Dr Nicholas Zdenkowski, A/Prof Frans Henskens, Ms Natalie Dodd 
 
Please tick () ONE BOX to indicate if you would like to take part in the study.  
 Yes, I agree to participate in the above research project and give my consent freely 
 

• I understand that the project will be conducted as described in the Information Statement, a 
copy of which I have retained. 

• I understand I can withdraw from the project at any time and do not have to give any reason for 
withdrawing. 

• I consent to completing two questionnaires. 

• I understand that my personal information will remain confidential to the researchers. 

• I have had the opportunity to have questions answered to my satisfaction. 

• I would like to receive a summary of the project results   Yes    No 

 

Title (please circle one):   Mr  /  Mrs  /  Miss  /  Ms  /  Dr  /  Other _________________ 

Name:  

Postal Address:  

Suburb:  State: Postcode: 

Phone: Signature: Date: 
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Version 1 
3-month survey letter

<date> 

Dear <name>, 

RE: Who decides about medical care 

We wish to thank you for agreeing to take part in the above-mentioned study a few months 
ago and since returning the baseline survey. We realise that some of these questions may 
have been difficult for you to think about, but your views about these kinds of conversations 
will help us develop ways to make communication more open and effective.  

We would also like to thank you for agreeing to complete another survey after 3 months 
(which is now enclosed with this letter). Completion of this survey is of course voluntary, and 
your answers will be kept confidential. If you decide to complete this survey, please 
return it to us in the reply-paid envelope provided at your earliest convenience. If you 
have any questions about the survey or the study, please call our research team on 1800 
084 755 (free-call). 

We appreciate your valuable contribution to this study. However, if you decide that you no 
longer want to take part, please telephone us on 1800 084 755, or simply disregard this 
letter. 

Thank you again for your help. 

Yours sincerely, 

Rob Sanson-Fisher 
Laureate Professor of Health Behaviour 
University of Newcastle 

Research Team: 
L/Prof Rob Sanson-Fisher, Dr Amy Waller, Mr Justin Walsh and Ms Judy Hollingworth. Dr Charles 
Douglas from the School of Medicine and Public Health, University of Newcastle; and Dr Nicholas 
Zdenkowski from Department of Medical Oncology, Calvary Mater Newcastle Hospital. 

Complaints about this research: This project has been approved by Hunter New England’s Human Research Ethics 
Committee, Reference No. 14/11/19/4.04. Should you have concerns about your rights as a participant in this research, or you 
have a complaint about the manner in which the research is conducted, it may be given to the researcher, or, if an independent 
person is preferred, to the Manager, Research Ethics and Governance, Hunter New England Human Research Ethics & 
Governance Unit, Locked Bag 1, New Lambton NSW 2305, Australia, telephone (02) 49214950, email:  
hnehrec@hnehealth.nsw.gov.au.    
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This research is investigating how 
involved people want to be in decisions 
about their care, and whether people’s 
families and doctors are aware of these 
preferences. 
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Appendix 10.8: STROBE checklist related to Paper Four 
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Appendix 10.9: Data coding manual related to Papers Four and Five 

CODING GUIDE – Subsample 1: Patients recruited from Calvary Mater Newcastle 

Question Variable 
label 

Code Option Coding rules 

Patient ID Patient ID 
 

   

Number of combination Combination 
 

 See attached  

ABCD combination ABCD comb 
 

 See attached  

Which of the scenarios below 
would you like most? 

DCE_MOST   If more than one 
scenario selected or the 
same scenario selected 
for most and least 
preferred, code as 
missing* 

Which of the scenarios below 
would you like least? 

DCE_LEAST   If more than one 
scenario selected or the 
same scenario selected 
for most and least 
preferred, code as 
missing 

1. Are you male or female? Q1_Gender 1 
2 

Male 
Female 

If >1 selected code as 
missing 
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2. What is your date of birth? Q2_DOB  Date   

Age Age    

3. What type of cancer do you 
have? 

Q3_Diagnosis 1 
2 
3 
4 
5 

Breast 
Prostate 
Lung 
Colorectal 
Other  

If >1 selected, code as 
missing 
 
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 

4. Where are you in your cancer 
journey? 

Q4_Stage 1 
2 
3 
4 
 

treatment 
follow-up 
incurable treatment   
I incurable no treatment 

If >1 selected, code as 
missing 
 

5. What is your postcode? Q5_Postcode    

6. What country were you born in? Q6_Country 1 
2 

Australia 
Other  

If both selected, code 
as missing 
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 

7. Are you of Aboriginal or Torres 
Strait Islander origin? 

Q7_ATSI 1 
2 
3 
4 

No 
Aboriginal 
Torres Strait islander 
Both 

If >1 selected code as 
missing 
 

8 How would you rate your overall 
quality of life?    

Q8_QoL 1-10 1-10 scale If >1 selected choose 
higher 

* missing data to be coded as 99 
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CODING GUIDE – Subsample 2: Support persons recruited from Calvary Mater Newcastle 

Question Variable label Code Option Coding rules 
Support person ID SP ID 

 
   

Number of combination Combination 
 

 See attached  

ABCD combination ABCD comb 
 

 See attached  

Which of the scenarios below 
would you like most? 

DCE_MOST   If more than one 
scenario selected or the 
same scenario selected 
for most and least 
preferred, code as 
missing* 

Which of the scenarios below 
would you like least? 

DCE_LEAST   If more than one 
scenario selected or the 
same scenario selected 
for most and least 
preferred, code as 
missing 

1. Are you male or female? Q1_Gender 1 
2 

Male 
Female 

If >1 selected code as 
missing 
 

2. What is your date of birth? Q2_DOB  Date   

Age 
 

Age    

3. What is your postcode? 
 

Q3_Postcode    



Appendix 10.9: Data coding manual related to Papers Four and Five 

A322 

4. What country were you born 
in? 

Q4_Country 1 
2 

Australia 
Other  

If both selected, code 
as missing*,  
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 

5. Are you of Aboriginal or Torres 
Strait Islander origin? 

Q5_ATSI 1 
2 
3 
4 

No 
Aboriginal 
Torres Strait islander 
Both 
 

If >1 selected code as 
missing 
 

6. What is your relationship to the 
person with cancer?    
 
 

Q6_Relationship 1 
2 
3 
4 
5 
6 
7 

Spouse/partner 
Parent 
Brother/sister 
Daughter/son 
Other relative 
Paid live in carer 
Other 
 

If >1 selected choose 
higher 
 

7. Do you live with the person with 
cancer? 
 

Q7_Living with 
patient 

1 
2 

Yes 
No 

 

8. On average how much time 
do you spend caring for the 
person diagnosed with cancer 
per week? 

Q8_Caring time 1 
2 
3 
4 
5 

Less than 20 hours 
20-40 hours 
More than 40 hours 
Unsure 
Do not provide any care 
 

 

9. How would you rate your own 
overall quality of life?    
 

Q9_SPQoL 1-10 1-10 scale If >1 selected choose 
higher 



Appendix 10.9: Data coding manual related to Papers Four and Five 

A323 

10. How would you rate the 
overall quality of life of the person 
you support?    
 
 

Q8_PatientQoL 1-10 1-10 scale If >1 selected choose 
higher 
 

* missing data to be coded as 99 

 

CODING GUIDE – Subsample 3: Patients recruited from Breast & Endocrine Centre Gateshead  

Question Variable label Code Option Coding rules 
Patient ID Patient ID 

 
   

Number of combination Combination 
 

 See attached  

ABCD combination ABCD comb 
 

 See attached  

Which of the scenarios below 
would you like most? 

DCE_MOST   If more than one 
scenario selected or 
the same scenario 
selected for most and 
least preferred, code as 
missing* 

Which of the scenarios below 
would you like least? 

DCE_LEAST   If more than one 
scenario selected or 
the same scenario 
selected for most and 
least preferred, code as 
missing 
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1. Are you male or female? Q1_Gender 1 
2 

Male 
Female 

If >1 selected code as 
missing 

2. What is your date of birth? Q2_DOB  Date   

Age Age    

3. Do you have private health 
insurance? 

Q3_PHI 1 
2 

Yes 
No 
 

 

4. Do you have a health care 
card? 

Q4_HC 1 
2 

Yes 
No 
 

 

5. What type of cancer do you 
have? 

Q5_Diagnosis 1 
2 
3 
4 
5 

Breast 
Prostate 
Lung 
Colorectal 
Other  

If >1 selected, code as 
missing 
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 
 

6. What stage was your breast 
cancer when it was first 
diagnosed? 

Q6_Cancer at 
diagnosis 

1 
2 
3 
 

Early 
Progressed 
Don’t know 

If >1 selected, code as 
missing 
 

7. How long ago were you 
diagnosed with breast cancer? 

Q7_Time since 
diagnosis 
 

 Months  

8. Do you have a support person? Q8_SP 1 
2 
3 
4 
5 

No 
Yes, my spouse/partner 
Yes, my parent 
Yes, my child 
Yes, other 
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9. Where are you in your cancer 
journey? 

Q9_Stage 1 
2 
3 
4 
 

treatment 
follow-up 
incurable treatment   
I incurable no treatment 

If >1 selected, code as 
missing 
 

10. Have you been diagnosed 
with a type of cancer other than 
breast cancer? 

Q10_Cancer 
other BC 

1 
2 
3 
4 
5 

Breast 
Prostate 
Lung 
Colorectal 
Other  

If >1 selected, code as 
missing 
 
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 

11. What is your postcode? Q11_Postcode    

12. What country were you born 
in? 

Q12_Country 1 
2 

Australia 
Other  

If both selected, code 
as missing 
‘Other’ answers should 
be coded separately in 
Excel spreadsheet 

13. Are you of Aboriginal or Torres 
Strait Islander origin? 

Q13_ATSI 1 
2 
3 
4 

No 
Aboriginal 
Torres Strait islander 
Both 
 

If >1 selected code as 
missing 
 

14. What is your marital status? Q14_Marital 1 
2 
3 
4 

Married 
Living with a partner 
Divorced or widowed 
Single or never married 
 

 

15. What is the highest level of 
education you have completed? 

Q15_Edu 1 
2 

Year 10 
Higher School Certificate 
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3 
4 
5 
6 

Trade or vocational training 
Bachelor degree 
Postgraduate degree 
Other 
 

16. How would you rate your 
current quality of life?    
 
 

Q16_QoL 1-10 1-10 scale If >1 selected choose 
higher 
 

 

* missing data to be coded as 99 
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Appendix 10.10: PRISMA checklist related to Paper Six 
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