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Abstract 

 Successful physician-patient communication is increasingly being 

acknowledged as a vital aspect of healthcare today. Research in the field has not 

examined all aspects of patient-centered care and the aspects that have been studies have 

not been grounded in actual patient action. The research done in the field has largely been 

studied quantitatively. The present thesis research attempts to contribute to the gap in the 

field of physician-patient communication by qualitatively examining patient 

assertiveness. This thesis examines conversations between women in Portland, Oregon 

recently diagnosed with breast cancer talking to their surgeons about their diagnoses and 

treatment options. Using grounded qualitative theoretical analysis, this thesis uncovered 

five major themes of patient assertiveness in breast cancer care.  
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Chapter 1: Introduction & Review of Literature 

Breast cancer has taken a physiological, physical, and mental toll on women in 

U.S. society (Siegel, Naishadham, & Jemal, 2013; Venetis, Robinson, & Kearny, 2013). 

Compared to all other cancers, women are more likely to be diagnosed with breast cancer 

before the age of 60 (Braun, 2003; Bruera, Willey, Palmer, & Rosales, 2002; Siegel,et al., 

2013). In 2013, breast cancer accounted for 29% of all new cancer cases among women. 

Furthermore, in 2013, breast cancer was one of the top three cancers diagnosed in women 

that proved fatal. In 2009, for women between the ages of 30 and 59, breast cancer was 

the leading cause of death. Largely due to early detection and treatment innovations, 

these death rates have begun to decline. However, while incidence rates for all other 

leading cancers are stable, those of breast cancer are not (Siegel et al., 2013). 

Alongside the threat to mortality and the multiple physiological consequences of 

breast cancer (e.g. side effects from treatments, such as lymphedema from lymph-node 

dissection surgery and fatigue from radiation and chemotherapy), the diagnosis of breast 

cancer negatively affects multiple aspects of patients’ quality of life (Hack, Degner, & 

Dyck, 1994; Wells et al., 2012). One key example is that the diagnosis of breast cancer is 

associated with patients’ despair and hopelessness (Robinson, Hoover, Venetis, Kearney, 

& Street, 2012). Hopelessness is defined as the belief that “one does not have control 

over the consequences of one’s life … and the expectation that future events will be 

negative” (Gidron, Magden, & Ariad, 2001, p. 289). Research has indicated an 

association between hopelessness and greater disease progression and earlier death 

(Everson et al., 1996). Hopelessness has also been found to be significantly associated 

with the prediction of cancer onset and progression (Gidron et al. 2001). Among female 
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breast-cancer patients, cancer-free recurrence and higher survival rates have been found 

among women who reacted positively or hopefully to their cancer diagnosis (Morris, 

Pettingale & Haybittle, 1992). 

The good news regarding breast-cancer-patients’ hopelessness is that it can be 

reduced and, relevant to the present thesis, done through methods over which patients 

have (in principle, at least) complete control. Research has suggested that particular 

practices of patients’ communication with surgeons during treatment-decision making 

consultations can indirectly reduce patients’ levels of hopelessness through increasing 

their satisfaction with surgeons (Robinson et al., 2012). Specifically, Robinson et al. 

(2012) demonstrated that instantiations of patients’ agency, in the form of patients 

explicitly asserting their treatment preferences, can indirectly reduce their hopelessness. 

Working with Robinson et al.’s (2012) data set, the present thesis is a secondary, 

qualitative examination of the communicative instantiation of one aspect of breast-cancer 

patients’ agency, patients’ explicit assertions of their treatment preferences. This initial 

chapter is organized as follows. First, it reviews the qualitative epistemology that 

motivates this thesis. Second, while this thesis is not a theory-based effort to predict 

health outcomes, it nonetheless contributes to theory development by further refining and 

specifying the theoretical concept of patient agency. As such, this chapter reviews the 

concept of patient agency from the perspective of a qualitative epistemology, from the 

perspective of the breast-cancer advocacy movement, from the perspective of medical 

education, and finally from self-determination theory (Deci & Ryan, 1985). To conclude, 

this chapter articulates and justifies the goals of the present thesis. 
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Motivating this thesis from a qualitative epistemology 

According to Blumer (1969), a primary goal of ‘traditional’ quantitative research 

is prediction and control, with the assumption that some independent variable ‘X’ (e.g., 

patient agency) causally affects some dependent variable ‘Y’ (e.g., satisfaction). 

However, Blumer (1969) argued that this assumption is only valid if participants, for 

example, research subjects, orient to, or understand, the independent variable ‘X’ in the 

ways stipulated by researchers/theorists. Put differently: Are researchers’ 

operationalizations of variable ‘X’ ecologically valid? While quantitative researchers 

sometimes do strive to achieve such ecological validity (e.g., through pilot testing, etc.), 

this is not always the case. Blumer (1969) argued that such ecological validity needs to be 

proven through systematic explication, rather than being assumed by researchers, and that 

these processes are the purview of qualitative research. Thus, a fundamental part of 

qualitative inquiry involves investigating what a given theoretical concept ‘X’ means for 

the members being studied (e.g., breast-cancer patients), and asks how do members 

understand ‘X’ as a theoretical concept (e.g., How do breast-cancer patients understand 

what it means to communicatively instantiate their ‘agency’?). 

This study is guided by a qualitative epistemology and ontology (Silverman, 

2011), and specifically a symbolic-interactionist approach (Blumer, 1969). Blumer 

(1969) identified two important principles of qualitative epistemology. The first principle 

is that “human beings act toward things on the basis of the meanings that the things have 

for them” (p. 2). ‘Things’ range from objects to other people. The second premise is that 
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the meanings people use to navigate their social worlds are largely built through social 

interaction.  

In the context of this thesis, ‘members’ will be patients, and the concept being 

studied will be ‘patient agency’ generally, and specifically ‘patients’ assertions of 

treatment preferences.’ This thesis utilizes grounded-theoretical methods (which are 

described further below in the Data/Methods section) to explicate the ways that members 

understand the act of asserting treatment preferences in and through interaction. 

Reviewing Patient Agency 

The present subsection reviews the concept of patient agency, first from the 

perspective of the breast-cancer advocacy movement, then from the perspective of 

medical education, and finally from self-determination theory. 

History of the breast-cancer advocacy movement. Until the late 1900’s, 

dialogue between physicians and their patients about breast cancer was minimal. The 

outspoken courage and the promotion of the articulate voices of powerful female public 

figures – such as Betty Ford in 1974 and Nancy Reagan in 1980 – drew public attention 

to the psychological, emotional, and physiological dimensions of the breast-cancer 

experience. These personal accounts, which worked their way into public awareness, 

normalized and humanized the entire breast-cancer experience. For the first time, women 

were encouraged to open up about the obstacles they and their family members faced 

(Brown, Butow, Boyer, & Tattersall, 1999; Deci & Ryan, 1985; Pelletier, Tuson, & 

Haggad 1997; Ryan, & Conell,1989; Ryan, Plant, & O'Malley, 1995).  

Public health advocates followed this lead. In the early 1980’s, screening 

guidelines were established and regular mammograms and breast self-examinations 
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(BSEs) were encouraged. With this information, it became much more possible for the 

average woman and her family to understand the consequences of a breast-cancer 

diagnosis, both personally and collectively. Women began to actively participate and 

engage in conversations with their physicians when diagnosed. The importance of breast 

self-examinations and mammograms was promoted through the media (Braun, 2003; 

Miller, Miller, & Joanne, 2006). 

As public advocacy groups spread around the world, and as organizations like Komen 

Race for the Cure encouraged patient participation and advocacy, patients began to talk 

about the role they wanted to play in their healthcare (Braun, 2003). Susan Komen’s 

sister launched the Susan G. Komen Organization after Susan lost a long and hard battle 

with breast cancer. Betty Ford’s public and successful battle with breast cancer 

encouraged Susan to keep fighting her disease even after her trusted, local, family doctor 

had told her that “he could cure her.” After her lumpectomy, Susan’s surgeon told her 

family to “…relax, we got it all. I believe she’s cured.” Her now-educated family knows 

this assessment was completely inaccurate  ("Susan G. Komen’s Story,” n.d) 

In the early 1980’s, as individual patient education became a more common 

practice in certain demographic populations, expanded reports of personal experiences 

with breast cancer emerged (Vogel, Helmes, & Hasenburg, 2008). Books, articles, and 

literature generally written by and for women appeared. This evolving literature 

functioned as mentorship, guiding women through their breast cancer journeys and 

instructing them to advocate for themselves during the process. For instance, Royal 

(2011) gave readers practical, step-by-step and stage-by-stage instructions about how to 

actively advocate for themselves by asking readers to do things like “educate yourself 
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about your illness, make a list of questions before you go to your appointment, and 

schedule your appointment first thing in the morning or be the first patient they see after 

lunch; avoid weekends and holidays when possible” (Royal, 2011, p. 89).  

As personal patient advocacy became publicly normalized, patients made it 

known that they wanted to be informed and active players in the decision-making process 

at all crucial stages of their diagnosis (Braun, 2003; Fraenkel & McGraw, 2007). Studies 

relating to the information needs of breast-cancer patients show that patients are most 

interested in treatment-related information, cancer-specific information, and 

rehabilitation information (Vogel et al., 2008). The literature on this topic consistently 

states that patient advocacy is essential in patient information seeking. Because of the 

vast amount of information on cancer diagnosis that is now available, it can be difficult 

for physicians to tailor information to each individual patient. In order to achieve better 

results and health outcomes, patients need to be involved in their healthcare in order for 

physicians to better formulate treatment plans that are right for their patients (Schofield & 

Butow, 2004; Vogel et al., 2008).  

Today, successful communication in healthcare is not only crucial but also 

expected for successful physician-patient interactions and relationships. Patient 

participation in healthcare has robustly become part of the mainstream model of 

medicine. The expectation for patients to participate in the decision making process is 

becoming increasingly more popular. The World Health Organization describes patient 

involvement as “a social, economic, and technical necessity” (Guadagnoli & Ward, 1998, 

p. 329). Additionally, 18 states in the US have laws that require physicians to inform 
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women about treatment options for breast cancer (Nattinger, Hoffmann, Shapiro, 

Gottlieb, & Goodwin, 1996; Nayfield, Bongiovanni, Alciati, Fisher, & Bergner, 1994).   

Occasionally, progressive movements in healthcare education focus minimally on 

healthy physician communication skills. Even more rare, but equally important, is patient 

education in agency and advocacy in a healthcare setting. Fairly extensive research has 

been devoted to patient question asking and patient-centered care (Roter, 1977; Street 

2001). Qualitative research, as proposed in this thesis, which examines what advocacy 

means ‘on the ground’ for breast cancer patients, should provide additional insight into 

how patients can effectively advocate for themselves. 

A shift from paternalistic to patient-centered medicine. Physicians have, 

historically, dominated and controlled the limited amount of time they have with patients. 

What physicians perceive as being important to discuss is often the only thing that is 

discussed. This has been identified as a paternalistic style (Buchanan, 1978; McKinstry, 

1992). Medical paternalism is a philosophy that implies that healthcare decisions are best 

left to physicians. The paternalistic model promotes interacting with patients as a father 

would with a child, and limiting the patients’ autonomy with the intent of doing them 

good. Physicians who ‘know best’ listen to the patients’ points of view but then enforce 

strict guidelines. The word paternalism comes from the Latin word pater (i.e., father) and 

includes an attitude of superiority. In the medical context this refers to the withholding of 

relevant information, or providing information in a limited way so that patients will be 

‘better off.’ There are varying degrees of paternalism, called ‘soft’ or ‘hard’ paternalism, 

as well as ‘moral’ and ‘legal’ paternalism, but they all result in limiting patients’ 

healthcare autonomy (Buchanan, 1978; Dworkin, 2005; McKinstry, 1992). 
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In contrast, patients prefer a mixed-method communicative approach where 

patients are in charge, physicians contribute thoughts and ideas, and physicians are honest 

with patients regarding medical processes (Beisecker & Beisecker, 1990; Brown et 

al.1999; Hack, Degner, & Parker, 2005). A shared decision-making approach comes into 

play here. Based on a meta-analysis, Guadagnoli and Ward (1998) showed that, while 

patients do not want to be in complete control of their healthcare, they do want to play an 

active role in it. Patients want to be able to make final decisions regarding cancer-

treatment options, and patients also want to be completely informed regarding all the 

risks and benefits of all options regarding treatment (Hack et al. 2005). Over the past 

three decades, healthcare has moved away from the paternalistic view of medicine. Now 

that patients are capable of becoming participatory decision-makers, they are no longer 

passive recipients of medical care, but rather active participants.  

In line with this shift, treatment decision making has focused less on physicians 

being in control and more on a partnership between healthcare professionals and patients 

(Bensing, 2000; Charles, Whelan, & Gafni, 1999; Epstein & Street, 2007). Instead of 

physicians being the only one in power, and the only one with information, healthcare has 

been pressing more toward patient-centered approaches and building relationships 

through shared decision-making (SDM). SDM, conceptualizes patient autonomy as a 

basic and fundamental aspect of patient participation. SDM represents an approach that 

leads patients and physicians through the decision making process together. Both parties 

arrive at decisions that are deemed mutually agreeable. Most research investigating the 

types of participation that patients prefer has revealed that a shared decision making 

approach is what best suits them (Bruera et al., 2002; Epstein & Street, 2007; Guadagnoli 
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& Ward, 1998; Joosten et al., 2008; Whitney, 2003). This means that investigating the 

way patients advocate for themselves and are a part of their treatment process is 

worthwhile. Furthermore, patients’ preferred participation behaviors vary by context; 

studying individual contexts of patient participation can help researchers and physicians 

alike gain a better understanding of what works best in specific healthcare settings.  

Patients who are more active in their healthcare are able to elicit information not 

spontaneously offered by physicians, and actively determine the topics of discussion, the 

length of the visit, and the amount of information provided (Miller, 2006). Research 

measuring how involved patients want to be in their healthcare varies from case to case 

(Guadagnoli & Ward, 1998; Vogel et al., 2008). Several other motivators for patient 

participation have been identified through research. Patients participated more when they 

were interested in having control over their body and life. Other patients participated less 

because they had vested faith in medical expertise (Beisecker & Beisecker, 1990; Hack et 

al. 1994).  

Decision-making outcomes demonstrate the benefits of patient participation. 

When patients are involved in their healthcare, they have more control over the decisions 

they make, which leads to more effective healthcare. Higher levels of patient 

participation result in patients being more motivated to follow treatment plans correctly 

and benefit patients’ overall health outcomes (Vogel, 2008). Some research suggests that 

patients who are more involved in their healthcare decision making experience reduced 

pain and anxiety, quicker recovery, and increased compliance (Guadagnoli & Ward, 

1998). Educating patients on how to be their own best advocate and how to be involved 

in their own healthcare proved to be effective for varying populations (Brashers, Hass, & 
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Neidig, 1999; Cortes, Mulvaney-Day, Fortuna, Reinfeld, & Alegria, 2009; Guadagnoli & 

Ward, 1998). More research in patient advocacy will contribute to a greater 

understanding of how advocacy influences these situations and, most importantly, how 

advocacy influences decision-making for patients. In order to understand patients are 

motivated to make decisions and advocate for themselves, it is important to review self-

determination theory.   

Self-determination theory. Humans are inherently active, dynamic organisms 

with natural tendencies that lead them toward growth, change, and evolution. When 

people are given the opportunity to behave in ways that allow them to accomplish tasks at 

their highest potential, they are motivated, responsive, and responsible. They are able to 

master new skills, seek out interests outside of their immediate surroundings, learn new 

facts, communicate productively with others, and integrate learning into a sense of self 

(Ryan & Deci, 2000). The creation of self-determination theory (SDT) in 1980 spawned 

an interest into the investigation of motivation. Researchers have demonstrated a vested 

interest in exploring what drives some people toward the achievement of success and 

content. For example, why are some people able to express their emotions seamlessly 

while others are aggressive and angry? Self-determination theory offers insight into 

intrinsic and extrinsic motivation and its relationship to human cognitive and social 

development. SDT helps us understand the social and cultural factors that affect the 

initiative we may or may not take concerning personal motivation, volition, and the 

quality of our performance. Self-determination theory provides a foundation for the 

exploration of the factors that shape patient agency. 
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Self-determination theory posits that autonomy, competence, and relatedness are 

the three key determinants of motivation and engagement. According to SDT, all three of 

these components are necessary for human engagement to occur and thrive. Autonomy, 

competence, and relatedness provide insight into how these determinants can be used to 

predict patient agency and, in particular, how these three determinants can lead to 

patients advocating for themselves during physician-patient interactions (Deci & Ryan, 

2002). 

Patient self-advocacy occurs when patients are motivated, of their own volition, to 

speak-up for themselves. According to SDT, all humans have an innate need to be 

autonomous; this need motivates humans to engage with others. Human actions stem 

from personal interests and engagement with situations. People take action because of 

their desires and preferences; this defines autonomy (Deci & Ryan, 1985). This does not 

mean that patients want to make decisions without the involvement of others, namely 

physicians. It is suggested that autonomously motivated patients advocate for themselves 

without being controlled by others (Epstein & Street, 2011). 

In order for autonomy to be manifested, competence must be present to some 

degree. Competence involves a level of control regarding patient agency. Patients feel 

more competent when they feel intrinsically effective (Deci & Ryan, 2002). In the 

context of this proposal, this also means that patients must have the appropriate amount 

of knowledge and skill in order to be confident enough to express their autonomy when 

engaging with their physician and in order to advocate for themselves. Patients who feel 

relatedness, from their external environment and physicians, are more likely to feel 

competent and autonomous in engagement. Patients need to feel that they are not alone in 
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their journey. In order for patient agency and engagement to occur, there needs to be a 

feeling of connectedness and belonging with others like them and with the people around 

them (Deci & Ryan, 2002, 1985; Epstein & Street, 2011; Street & Millay, 2001). 

Studies examining the contributions of self-determination theory in healthcare 

show that, when healthcare providers support patient autonomy, patients are more 

motivated to behave in healthier ways (Brown et al., 1999; Deci & Ryan, 1985; Pelletier 

et al., 1997; Ryan & Connell, 1989; Ryan et al., 1995; Williams & Deci, 1998). Providers 

supported patient autonomy by listening carefully to patients’ perspectives, encouraging 

questions, providing relevant information, offering choices about treatment regimes, 

supporting patients’ initiatives, and minimizing control (Williams, Deci, & Ryan, 1998; 

Williams & Deci, 1998; Williams et al. 1991). It is important to note that the literature 

does not recommend that autonomy support be employed in ways such that healthcare 

providers are detached, or in ways that allow patients to make medical decisions without 

the appropriate information or advice from healthcare providers. Instead, it defines 

autonomy support as actively engaging with patients in a supportive style that reflects an 

understanding of their feelings and perspectives and, when appropriate, offering advice 

without pressures or demand (Bruera et al., 2002; Deber, Urowitz, & Sharpe, 2007; 

Joosten et al., 2008; Kraetschmer et al., 2004; Vogel et al., 2008; Whitney, 2003). 

Survey-based literature suggests that patients’ ‘autonomous’ behaviors include being 

involved in discussions of their healthcare, and voicing their feelings emotions, 

perspectives, agendas, and choices. 

For example, Williams, Niemiec, Patrick, Ryan and Deci (2009) found that 

inducing heavily addicted, long-term smokers to be more autonomous increased their 
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commitment to smoking cessation. Williams, Cox, Kouides, and Deci (1999) found that 

increasing patients’ autonomy was significantly associated with patients reducing their 

high levels of smoking and reporting a decreased likelihood of smoking in the future. In a 

study of patients with diabetes, Williams, Freedman, and Deci (1998) found that patients 

who reported that providers supported patients’ autonomy (vs. providers who did not) 

demonstrated increased glucose regulation. Patients felt that healthcare providers 

encouraged autonomy when they acknowledged patients’ emotions and put minimal 

pressure on patients to behave in specific ways or make specific choices (Williams et al., 

1998). 

Results based on self-determination theory have been replicated by observational 

studies that code actual physician-patient interaction. A systematic review of these 

findings (Epstein & Street, 2011) showed that patients who communicatively embody 

increased levels of patient agency/assertiveness are more satisfied with their care, receive 

more patient-centered care from physicians, are more committed to treatment regimens, 

and have stronger senses of self-control over their own health (see also Street, 2001). 

Female patients experienced less regret and greater satisfaction when they engaged in a 

more active decision-making style, and when they achieved their preferred decision-

making style (Hack, Degner, Watson & Sinha ,2005). Street (2005) found that patient 

participation increased when physicians used partnership-building and supportive talk 

(e.g., reassurance, encouragement). 

In sum, self-determination theory has been used to predict patients’ engagement 

with their physicians. Tests of self-determination theory have been premised on specific 

measures of ‘patient engagement’ (see below). These measures have operationalized 
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‘patient engagement’ in ways that have not adequately considered patients’ actual 

behavior, at least in the context of their treatment decision making surrounding breast 

cancer. As Blumer (1969) argued (see above), a valid conceptualization of ‘patient 

engagement’ must be developed through an understanding of how patients themselves 

actually ‘engage’ in their treatment, which is the goal of the present thesis. Thus, the 

present thesis is not traditionally motivated by self-determination theory, in the sense of 

using it to predict and explain behavior. Rather, the present thesis is investigating a 

concept used by self-determination theory in order to refine it. 

The goals of the present thesis 

From the prior review of literature, it is clear that the concept of ‘patient agency’ 

is important from the applied perspective of the breast-cancer advocacy movement, from 

the perspective of medical education, and from the perspective of self-determination 

theory. All of these perspectives variously point to the concept of ‘patient agency’ as 

being positively associated with myriad beneficial health outcomes (Williams, Frankel, 

Campbell, & Deci, 2000; Venetis, Robinson, Turkiewiez, & Allen, 2009). In line with the 

goals of qualitative research (reviewed above), the present thesis addresses a major gap in 

the literature, which is an examination of the ‘ecological validity’ of the concept of 

patient agency. Specifically, how do patients understand the concept of ‘patient agency?’ 

More specifically, what does the process of communicatively instantiating ‘patient 

agency’ mean to patients?  

Literature examining patient agency and autonomy has not grounded the 

operationalization of the concept of patient agency/autonomy in actual behavior. For 

example, in the literature involving self-determination theory, patient agency/autonomy is 
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measured by patients’ self reports in the form of answers to Likert-type questions, such as 

“I am free to do whatever I decide to do” as a measure of choicefulness (Street, 1992; 

McCormack et al., 2011). Even when researchers have coded for patient 

agency/autonomy in actual interaction, their guiding operationalizations (at least as 

specified in published code books) have been extremely broad and relatively content free. 

For instance, Street, Gordon, Edward, and Richard (2005) operationalized patients’ 

assertive utterances as “utterances where the patient interjects his or her beliefs, 

preferences, and perspective into the consultation” (p. 1315.). Examples given to coders 

are patients “offering an opinion about health or treatment, making a recommendation, 

disagreeing with the doctor, making a request, and introducing new topics for 

discussion.” As Blumer (1969) argued, while it is possible that the aforementioned 

operationalizations are ecologically valid, this must be verified through qualitative 

examination of particular contexts of data, which this thesis attempts to do. 

The present thesis answers the following qualitative research question: In the 

context of surgeons discussing diagnoses and treatment options with recently diagnosed, 

female-breast-cancer patients, what do recently diagnosed breast cancer patients advocate 

about during consultations with surgeons? Through this qualitative investigation of what 

patients’ understandings of what ‘asserting treatment preferences’ means to them, patient 

involvement in medical encounters can be further understood, and a shared decision-

making model of healthcare can be better explicated. 
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Chapter 2: Data and Method 

Data context 

Data used for this research were previously collected by Robinson et al. (2012) 

for a study conducted in Portland, OR from August 2010 to September 2011. Participants 

were 147 newly diagnosed, English-fluent women with breast cancer who were 

consulting with one of nine surgeons prior to surgery to discuss the nature of their cancer 

and a treatment plan. As reported by Robinson et al. (2012), median time since diagnosis 

was 7 days, with 56.5% of cancers estimated to be greater than stage 1 and 93.2% of 

patients were experiencing cancer for the first time. Patients were an average of 60.5 

years old, a majority being white, non-Hispanic (94.6%), married (62.8%), religious 

(69.4% attending formal religious services at least weekly), not college educated (62.2% 

with less than a B.A.), with a household income less than $60,000 per year (57%), who 

brought at least one companion (83.8% brought a husband, sister, friend, etc.), who were 

seeing the surgeon for a first opinion (90.1%), and who had never previously 

communicated with the surgeon (93.9). 

Patients filled out a pre-consultation survey (12 minutes), had their consultation 

videotaped with a small, battery operated, ceiling mounted, digital camera (research staff 

were not present), filled out a post-consultation survey (12 minutes), and were finally 

paid $20 for their participation. All consultations were transcribed in their entirety and 

produced 6,251 pages of transcript. All transcripts were reliably coded (see Robinson et 

al., 2012 for acceptable inter- and intra-coder reliability estimates) in conjunction with 

videotapes for seven different types of ‘patient-centered communication behavior,’ of 

which 7,204 instances were identified. The patient-centered communication behavior 
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focused on in this thesis is ‘patient asserting treatment preference’. This code was 

operationalized as “any utterance in which a patient articulated a preference, desire, or 

opinion regarding any aspect of treatment (e.g., surgery, radiation, or chemotherapy)” 

(Robinson et al., p. 352). Patients asserted their treatment preferences an average of 8.46 

times per visit, and did so in 94% of all visits. See the section below on ‘open coding’ for 

examples of ‘patients asserting treatment preference’ (see Robinson et al., 2012, for how 

transcripts were unitized, and for unitization reliability, which was acceptable). Data for 

the present thesis were 100 visits randomly selected from the larger data base, which 

yielded 1,083 instances of ‘patients asserting treatment preferences.’ The analytic 

decision to select a relatively large number of 100 visits for qualitative inquiry – as 

opposed to a smaller number, as is sometimes recommended (Silverman, 2011) – was 

justified by a desire to generate reliable findings regarding a single theoretical concept 

(i.e., patient agency). The tradeoff, as discussed below, was that less qualitative analysis 

was performed on each unit of analysis. 

Open coding 

After unitizing data (see above), the first analytic step in a grounded-theoretical 

approach is referred to as ‘open coding’ (Strauss & Corbin, 1998). During open coding, 

the researcher inductively ‘labels’ each unit, which involves describing it in terms of 

communicative action (i.e., what the patient is ‘doing,’ ‘meaning,’ or ‘trying to achieve’ 

with the utterance). For completely new (i.e., previously unanalyzed) data sets, the 

grounded-theoretical process of open coding is not initially structured or guided by prior 

conceptualizations of communicative action. However, this was not the case for the 

present thesis; that is, units had previously and reliably been identified as instances of 
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‘patients asserting treatment preferences.’ In the present thesis, the focal units were ‘open 

coded’ only in terms of the specific nature of treatment preferences being conveyed. Note 

that this does not mean that all units were assumed to be an instance of ‘patient asserting 

treatment preference’ and ‘forced’ into a label. Rather, each unit was initially qualitative 

assessed for whether or not it was, in fact, an instance of ‘patient asserting treatment 

preference.’ In a very few cases units were disqualified and omitted from the analysis. 

For example, in Extract 1 below, the unit was determined to be an instance of ‘patient 

seeking medical information,’ which is a form of patient information seeking, which is 

another type of ‘patient-centered communication’ and was omitted from the analysis. 

These cases represent coding errors in Robinson et al. (2012). In transcripts of all data 

exemplars, patients are referred to as ‘PAT’ (in left margins), patients’ companions (e.g., 

sisters, husbands, friends etc.) are referred to as ‘CPN,’ surgeons are referred to as 

‘SUR,’ and surgical assistants are referred to as ‘AST.’ In transcripts of all data 

exemplars, the focal assertive utterance is represented in boldface type and indicated by 

an arrow (-->) in the left-hand margin. 

Extract 1 [02:004] 
468     SUR:  The only time it overlaps is if you choose a mastectomy  
469           and then radiation generally isn't needed because 
470           the regional  
471           is no control left. You've gotten rid of all the 
472           breast tissue. 
473 --> PAT:  Okay. So radiation isn't needed, but chemo? 
474     SUR:  Right. 
 

The following six cases are examples of how data were open-coded in terms of 

‘patient asserting treatment preference.’  

In Extract 2, the unit of analysis was the patient’s assertion at line 785: “I just 

want it over.” This unit was open-coded as: Patient asserts a desire to have surgery ‘over’ 
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as soon as possible in the face of deciding to undergo chemotherapy first. Here and 

elsewhere, according to the process of ‘open coding’ (Strauss & Corbin, 1998), efforts 

were made to use patients’ own words in describing communicative action, and to make 

descriptions context dependent.  

Extract 2 [Visit:001.047]  
 
777     SUR:  So, you know, I just want you to 
778     PAT:  I know  
779     SUR:  think about that because [it seemed liked] 
780     PAT:                           [Chemo first is ] probably 
781           the best thing 
782     SUR:  I think it may be a smarter thing to go 
783     PAT:  I, yeah 
784     SUR:  So 
785 --> PAT:  I just want it over ((referring to surgery)) 
786     SUR:  Yeah! But either way, you remember the chemo is treatment 
787     PAT:  Right, it is 
 

In Extract 3, the unit of analysis was the patient’s assertion at line 978: “I want to 

get it done as soon as possible after talking.” This unit was open-coded as: Patient asserts 

a desire to have surgery ‘done’ or scheduled ‘as soon as possible’ after ‘talking’ with 

surgeon. 

Extract 3 [Visit:001.073] 
 
973     PAT:  How soon after I decide, what I mean- obviously, I’ve 
974           got a little bit more to do because I’ve got more 
975           question to ask. I’m going- I mean I- I’ve got some 
976           reading to do and then I mean how soon would I be able 
977           to schedule surgery and what would you recommend? I mean 
978  -->      obviously this is slow growing, I want to get it done as 
979  -->      soon as possible after talking 
980     SUR:  Yeah, I think once you- if you’re- in fact, if you’re 
981           pretty sure that you want to do the lumpectomy, you could 
982           give ((name)) a call and just let her know that and she 
983           could go ahead and get you on the schedule 
 

In Extract 4, the unit of analysis was the patient’s assertion at lines 1050-1051: “I 

would prefer to have the surgery back here.” This unit was open-coded as: Patient asserts 

a preference to have surgery ‘here’ (i.e., in Portland vs. Florida).  
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Extract 4 [Visit:002.058] 
 
1047     CP1:  But if we start a program there, I assume you’d 
1048           like, you’d want to finish it there? ((i.e., Florida)) 
1049     PAT:  Well chemo, yes 
1049     SUR:  Yeah 
1050 --> PAT:  But I would prefer to have the surgery back 
1051 -->       here ((i.e., Portland)) 
1052     SUR:  Yeah, eith- to be honest, either one’s fine. 
 

In Extract 5, the unit of analysis was the patient’s assertion at line 625: 

“Whichever one’s closer.” This unit was open-coded as: Patient asserts a preference to 

have surgery at the facility ‘closest’ to her. 

Extract 5 [Visit 001.039] 
 
629     AST:  Ah, we’ll do it ((i.e., surgery)) over here at 
630           the, the hospital or at St. Vincent’s 
631     CP1:  Okay 
623     AST:  Either one 
624     CP1:  Okay 
625 --> PAT:  Whichever one’s closer 
626     AST:  Yeah, and I think, it sounds like St. Vincent’s 
 

In Extract 6, the unit of analysis was the patient’s assertion at line 568: 

“Wednesday, probably.” This unit was open-coded as: Patient asserts a preference to 

have her pre-surgical consultation scheduled for ‘Wednesday.’ 

Extract 6 [Visit 004.145] 
 
565     SUR:  That’s what we’re doing here. So I’ll just say surgery 
566           tentatively scheduled for 9/30. Do you want to come back 
567           on Wednesday or Monday for a discussion? 
568 --> PAT:  Wednesday, probably. 
569     SUR:  Okay 
 
Saturation 

 The next step in the qualitative research process is coding the data until it 

has become saturated. Working from the fact that the communicative constitution of 

meaning is, while diverse, nonetheless systematic (Strauss & Corbin, 1998), over the 

course of ‘open coding,’ unique labels tend to become less and less frequent. That is, in 
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the beginning of ‘open coding,’ each next unit tends to be given a unique label (as are the 

six open-code labels represented in extracts 1-6, above), but over time unique labels 

become more and more infrequent. At some point, researchers arrive at ‘saturation,’ 

which is a non-precise term used to characterize the time during open coding when 

researchers determine that data are no longer generating (enough) new or unique labels. 

For example, the following two units were coded as essentially having the same open-

code label ‘patient asserts that she wants a lumpectomy’: 

Extract 7: Open Coding [005.070] 
 
1155     SUR:  You can always come back and remove the whole breast 
later 
1156     PAT:  Uh-hum. Yeah. So right. 
1157     SUR:  Sometimes that’s the right thing to do 
1158 --> PAT:  So that sounds good to me 
 
Extract 8: Open Coding [005.070] 
 
345     SUR:  … We can try to do a lumpectomy and see if we have 
346           enough positive or negative margins 
347 --> PAT:  But, you know, I’m really leaning that way 
 

‘Saturation’ tends to indicate the presence of communicative patterns and leads 

researchers to the second analytic step in a grounded-theoretical approach, which is 

referred to as ‘axial coding’ (Strauss & Corbin, 1998). In the present thesis, although 

saturation was reached after coding approximately 75% of the data, all units were 

nonetheless open-coded. 

Axial Coding 

Axial coding is the process of making connections between ‘open codes’ in order 

to identify emergent communicative patterns, which are the ‘seeds’ of inductively 

generated theoretic concepts (Strauss & Corbin, 1998). Axial coding is guided by the 

constant-comparative method (Strauss & Corbin, 1998), in which all ‘open codes’ are 
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compared to each other. During axial coding, ‘open codes’ that represent similar 

communicative actions are collapsed into larger-order categories. For example, the labels 

in Extract 2 (i.e., Patient asserts a desire to have surgery ‘over’ as soon as possible in the 

face of deciding to undergo chemotherapy first) and Extract 3 (Patient asserts a desire to 

have surgery ‘done’ or scheduled ‘as soon as possible’ after ‘talking’ with surgeon) were 

axial-coded into a larger-order category labeled: Patient asserts a preference to have 

surgery as soon as possible. For another example, the labels in Extract 4 (Patient asserts a 

preference to have surgery ‘here’ (i.e., in Portland vs. Florida)) and Extract 5 (Patient 

asserts a preference to have surgery at the facility ‘closest’ to her) were axial-coded into a 

larger-order category labeled: Patient asserts a preference regarding surgery location. 

Selective coding 

The third analytic step in a grounded-theoretic approach is referred to as ‘selective 

coding’ (Strauss & Corbin, 1998), which is the process of making connections (again 

through the constant-comparative method) between ‘axial codes’ in order to identify even 

broader (i.e., more general) communicative patterns. Whereas a grounded-theoretic 

approach almost always produces axial codes (i.e., because categories of action are 

needed for theory development) selective codes are not always relevant (i.e., It is not 

always the case that axial codes ‘go’ or ‘fit together’). For one example in the present 

data, while the open-code label of Extract 6 (Patient asserts a preference to have her pre-

surgical consultation scheduled for ‘Wednesday’) did not ‘fit’ into the axial code of 

Patient asserts a preference to have surgery as soon as possible or into the axial code of 

Patient asserts a preference regarding surgery location, it did ‘fit’ with these two axial 

codes into an even larger category (i.e., a selective code) that was labeled: Patient asserts 



23 

a preference regarding scheduling (i.e., scheduling the time, location, etc. of surgery, 

follow-up visits, etc.). 

Theme generation 

Axial and selective codes potentially make up analytic themes, which are 

supposed to represent ‘robust’ patterns of communicative action. Unlike p-values, the 

definition of ‘robust’ is typically relative to data sets and the frequencies of their 

constitutive axial and selective codes. In the present data, a ‘theme’ was defined as an 

axial or selective code that occurred in at least 20% of all cases. 

Interactional position of units and themes 

Finally, all units were coded for their interactional position, or where they 

occurred in the timespan of consultations. Position was calculated as a percentage from 

1% (e.g., the very beginning of consultations) to 100% (the very ends of consultations) 

by dividing the line number of the focal unit by the total number of lines in the transcript. 

Positions of axial and selective codes were calculated by averaging those of their 

constitutive units. 
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Chapter 3: Results  

After coding and analyzing the data, five themes emerged (see above for 

definition of ‘theme’), each with sub-themes. In order of prevalence, these five themes 

involved patients explicitly asserting preferences regarding: (1) surgical decisions; (2) 

scheduling; (3) information need; (4) breast-reconstruction decisions; and (5) radiation 

decisions. Each theme (and its associated sub-themes) will be reviewed in its own 

subsection with data exemplars. Thematic frequencies (i.e., the percentage of visits in 

which the theme or subtheme emerged at least once) and thematic densities (i.e., the 

number of times the theme or subtheme emerged when it was present) will also be 

reported. As noted in the data/methods section, in transcripts of all data exemplars, 

patients are referred to as ‘PAT’ (in left margins), patients’ companions (e.g., sisters, 

husbands, friends etc.) are referred to as ‘CPN,’ surgeons are referred to as ‘SUR,’ and 

surgical assistants are referred to as ‘AST.’ In transcripts of all data exemplars, the focal 

assertive utterance is represented in boldface type and indicated by an arrow (-->) in the 

left-hand margin. 

Theme 1: Asserting preferences for/against surgical decisions 

The most prominent theme involved patients explicitly asserting their preferences 

for/against surgical decisions, such as those for lumpectomy (i.e., removal of a cancerous 

portion of a breast) or mastectomy (i.e., removal of an entire breast). This theme emerged 

in 60% of all visits (i.e., thematic frequency), and when it emerged, it occurred an 

average of 2.1 times (i.e., thematic density). The average interactional position of this 

theme was 58% (i.e., these assertions tended to occur in the ‘late middles’ of 

consultations, when surgeons were most likely to be presenting and discussing surgical 
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treatment options). This theme was a selective code in that it contained three subthemes, 

which were axial codes. Two of these subthemes – including ‘asserting preference for 

lumpectomy’ and ‘asserting preference for mastectomy’ – constituted themes in their 

own right, insofar as they occurred in 20% or more of all visits (see below for individual 

thematic frequencies and densities). The third subtheme, which was relatively less 

prominent, was ‘asserting preference against mastectomy.’ Each subtheme will be 

discussed in turn below. 

Subtheme 1a: Asserting preference for lumpectomy.  

The subtheme of patients ‘asserting preferences for lumpectomy’ was an axial 

code that occurred in 35% of all visits, and when it occurred, it did so an average of 1.6 

times. This sub-theme had an average interactional position of 59%. For the first of three 

examples, see Extract 9. Prior to this extract, the patient has reported that she has ‘heard 

about’ women having breast complications following mastectomies (i.e., the removal of 

the entire breast). At lines 427-428, the surgeon is reporting statistics associated with 

these complications.  

Extract 9: “For Lumpectomy” [001.080] 
 
427     SUR:  It was 7 more women in like 30,000, and it’s a rare,  
428           very– you just take it out that’s all the cancer                                                                                        
429     PAT:  That’s just too big of a                                                                                            
430     SUR:  No, I                                                                                                              
431     PAT:  ratio for me.                                                                                                              
432     SUR:  completely understand and really                                                                     
433 --> PAT:  I’d rather do it this other way. ((re. lumpectomy))                                                                                  
434     SUR:  Yeah.  And really there’s no medical reason at this point  
435           that you need a mastectomy. 
 

At lines 429-431, the patient asserts her lack of acceptance of the risks being 

discussed, “That’s just too big of a ratio for me.” At line 433, of her own initiative, the 

patient explicitly asserts a preference for a lumpectomy (i.e., the removal of a cancerous 
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portion of her breast): “I’d rather do it this other way.” The surgeon immediately accepts 

the patient’s decision with “Yeah” (line 434), and goes on to support her decision: “And 

really there’s no medical reason at this point that you need a mastectomy” (lines 434-

435). 

For a second example, see Extract 10. Prior to this extract, the surgeon has 

presented both lumpectomy and mastectomy as surgical-treatment options, but the patient 

has not yet made a decision regarding such options. At line 429, when the patient asks, 

“How soon can we set this up?”, she is referring to a date for surgery in general, not for a 

specific type of surgery. 

Extract 10: “For Lumpectomy” [003.024] 
 
429     PAT:  How soon can we set this up?                                                                                   
430     SUR:  You can talk to ((NAME)) my surgery scheduler and we 
431           can it all set up. Get some dates                                                                                                                      
432     PAT:  Okay                                                                                                                      
433     CP1:  The sooner the better                                                                                             
434     PAT:  Yep                                                                                                                                                
435     SUR:  Okay                                                                                                                             
436 --> PAT:  Yep, I want to get it. ((re. lumpectomy))                                                  
437     SUR:  You thinking lumpectomy?                                                                                          
438     PAT:  Yep                                                                                                                        
439     SUR:  Yeah, I think that’s really reasonable,                                                        
 

After the surgeon agrees, “Okay” (line 435), to a prompt date for surgery in 

general, the patient explicitly asserts a preference for lumpectomy, and does so of her 

own initiative: “I want to get it” (line 436). After confirming that the patient is advocating 

for lumpectomy (lines 437-438), the surgeon agrees with the patient’s decision “Yeah” 

(line 439) and supports it: “I think that’s really reasonable” (line 439). 

 For a third and final example, see Extract 11. At lines 386-394, the 

surgeon is comparing and contrasting lumpectomy and mastectomy as surgical 

procedures. 
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Extract 11: “For Lumpectomy” [008.065] 
 
386     SUR:  So, lumpectomy plus radiation versus mastectomy. 
387           Now if you choose lumpectomy and radiation, cosmetically 
388           you don’t need to have a whole lot done. If you choose 
389           mastectomy, you can get reconstruction too, you know, 
390           rebuild what was taken off. And if you’re thinking that’s 
391           something you’re interested in having done or at least 
392           exploring, we can get you set up to see a plastic surgeon 
393           to, you know, go down the road of looking at what are the 
394           options for getting this taken care of. 
395 --> PAT:  Yeah. No I think I’ve thought about it and I think I made 
396           my mind up that I really would like to have a lumpectomy 
397           and kind of preserve the breast. 
398     SUR:  Fair enough. 
399     PAT:  And, yeah, hopefully, it’s early enough stage that it’s 
400           not going to be an issue 
401     SUR:  And you should be fine  
 
 At lines 395-397, the patient asserts her preference for a lumpectomy: “I 

think I’ve thought about it and I think I made my mind up that I really would like to have 

a lumpectomy…” At line 398, the surgeon accepts the patient’s decision, “Fair enough.”, 

and eventually supports it: “And you should be fine” (line 401). 

In sum, in each case (Extracts 9-11, above), patients explicitly assert a preference 

for a lumpectomy, and do so of their own initiative (i.e., independently of surgeons’ 

prompting). Furthermore, in each case, surgeons treat patients’ assertions as 

conversational actions to be responded to by agreeing with patients’ decisions, and in 

each case by continuing to support patients’ decisions. 

Subtheme 1b: Asserting preference for mastectomy.  

The subtheme of patients asserting preferences for a mastectomy surgery was an 

axial code that occurred in 25% of all visits, and when it occurred, it did so an average of 

2.04 times. This sub-theme accrued an average interactional position of 56%. For the first 

of three examples, see Extract 12. Prior to this extract, as part of her review of surgical 

treatment options, the surgeon has discussed the possibility of radiation accompanying 
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lumpectomy. The patient has expressed apprehension about radiation and, at lines 327-

332, the surgeon justifies her need to review radiation as an option. 

Extract 12: “For Mastectomy” [005.107] 
 
327     SUR:  I’m not trying to force you into radiation, but I do have 
328           to do my job and share with you what it is truly from a 
329           medical standpoint that I know that you’ve gotten proper 
330           information for it. And so that’s the only thing. I’m 
331           not going to talk you into radiation. I wanted you to 
332           know exactly what it is. 
333 --> PAT:  I think I’d rather have a double mastectomy 
334     SUR:  I don’t think you need to do that. So tell me a little 
335           bit about why that is because your fear of radiation is 
336           quite intense. 
 

At line 333, the patient, of her own volition, explicitly asserts her preference for a 

mastectomy: “I think I’d rather have a double mastectomy.” Unlike in Extracts 1-3 

(above), the surgeon responds by resisting the patient’s decision: “I don’t think you need 

to do that” (line 334-335). 

 For a second example, see Extract 13. Prior to this extract, the surgeon has 

explained the differences between lumpectomy and mastectomy, and the patient has 

discussed her family history of breast cancer. At lines 404-411, the patient is discussing 

her sister’s breast cancer generally, and her lumpectomy specifically.   

Extract 13: “For Mastectomy” [004.148] 
 
404      PAT:  She didn’t have her breast removed 
405      SUR:  She did not? 
406      PAT:  She did not 
407      SUR:  Because it was discovered at the stage 4  
408      PAT:  No, no  
409      SUR:  when she was stage 4? 
410      PAT:  It was a long story but let’s- we’ll talk about- 
411      SUR:  Sure. 
412 -->  PAT:  Does that make a difference? I know I’ll probably have a 
413 -->        mastectomy. 
414     SUR:   Sure, okay. So now at the time of the mastectomy, we 
415            should sample your lymph nodes... 
 
  In contrast to her sister’s lumpectomy decision, at lines 412-413, the 

patient, of her own initiative, asserts her preference for a mastectomy: “I know I’ll 
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probably have a mastectomy.” The surgeon responds by accepting the patient’s assertion, 

“Sure, okay” (line 414). 

  For a final example, see Extract 14. Prior to this extract, the patient and 

companion have asked the surgeon about the differences between lumpectomy and 

mastectomy procedures, and have inquired about reconstruction options. At lines 360-

362, the surgeon is discussing alternatives to mastectomy. 

Extract 14: “For Mastectomy” [007.077] 
 
360     SUR:  The alternative ((to a mastectomy)) is if you 
361           don’t want reconstruction then we get you a bra that has 
an 
362           insert, a cup insert, basically a prosthesis. 
363     CP1:  I don’t think she’d like any of that. Or I shouldn’t 
speak for 
364           her though, but 
365 --> PAT:  But I just want them gone. 
366     SUR:  Want them gone 
367     CP1:  You just want those lumps gone? Is that it? 
368     PAT:  Yeah. Uh hum. 
369     CP1:  Okay 
370     SUR:  Yeah, Yeah. So we can do that. We can do that. 
371 --> PAT:  I just want them off that’s it. 
372     CP1:  The first one? 
373     SUR:  It’s okay. We can do that. So, do you have any questions 
374           about anything that I’ve described? 
 
 At line 365, the patient, of her own initiative, asserts a preference for a 

double mastectomy: “I just want them gone.” Both the surgeon (at line 366) and the 

companion (at line 367) request confirmation of the patient’s preferences, and the patient 

re-iterates her desire for a double mastectomy at line 371: “I just want them off that’s it.” 

The surgeon responds by reassuring the patient, “It’s okay” (line 373) and then accepting 

the patient’s preferences: “We can do that” (line 373). 

In sum, in each case (Extracts 12-14, above), patients explicitly assert a 

preference for a mastectomy, and do so of their own initiative (i.e., independently of 

surgeons’ prompting). Furthermore, in each case, surgeons treat patients’ assertions as 
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conversational actions to be responded to by either agreeing with (and accepting), or 

disagreeing with, patients’ decisions. 

Sub-theme 1c: Asserting preference against mastectomy. 

 The third sub-theme of ‘asserting preference against mastectomy’ was an 

axial code that only occurred in 12% of all visits, and thus did not meet the 20% 

‘threshold’ to itself constitute a robust theme; when it occurred, it did so an average of 

1.6 times. The ‘against mastectomy’ sub-theme had an average interactional position of 

59%. 

 For the first of three examples, see Extract 15. Prior to this extract, the 

surgeon has explained a lumpectomy procedure (i.e., removing a partial section of the 

breast, or just a ‘lump’). At line 156, the surgeon is discussing an alternative procedure of 

mastectomy (i.e., removing the entire breast).  

Extract 15: “Against Mastectomy” [007.140] 
 
156     SUR:  The other way we can remove the cancer is with a 
mastectomy, 
157           which is where we remove the entire breast. 
158 --> PAT:  Oh, I don’t want that. 
159     SUR:  You don’t need to have it. 
160     PAT:  I don’t think it will be necessary. 
161     SUR:  No. 
 
 At line 158, the patient, of her own initiative, advocates against 

mastectomy: “Oh, I don’t want that.” The surgeon responds by assuring the patient that 

she does not need a mastectomy, “You don’t need to have it” (line 159), and then agrees 

with the patient’s assertion (at line 160) that a mastectomy is not necessary: “No” (line 

161). 

 For a second example, see Extract 16. Prior to this extract, and 

culminating at lines 183-185, the surgeon has explained why so many women have 
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historically chosen a mastectomy, even though they may have been eligible for a 

lumpectomy (given recent science and technology). 

Extract 16: “Against Mastectomy” [005.090] 
 
183     SUR:  So with that in mind, you can see now that the majority 
of 
184           women are actually eligible to have only the lump 
185           removed. They don’t all have to have mastectomies 
186 --> PAT:  I certainly don’t want a mastectomy if I can 
187     SUR:  Exactly. 
188     CP1:  Uh hm. 
189     SUR:  If you don’t want it and you 
190     PAT:  I don’t want it 
191     SUR:  don’t need it. there are some ladies who want it. 
 
 At line 186, the patient aligns with the surgeon’s explanation, strongly and 

explicitly asserting her preference against mastectomy: “I certainly don’t want a 

mastectomy…” The surgeon responds by emphatically agreeing with the patient: 

“Exactly” (line 187). 

For a third example, see Extract 17. At lines 873-879, the surgeon informs the 

patient that some women choose mastectomy and provides a reason why, namely that, 

when an entire breast is removed, patients do not have to engage in extremely regular 

testing (e.g., quarterly mammography) to monitor for recurrence. 

Extract 17: “Against Mastectomy” [005.022] 
 
873     SUR:  But, you know there are patients who will say, why are 
you 
874           putting me through the tests? 
875     PAT:  Uh huh 
876     SUR:  I’m not going there. So, I’m not even entertaining a 
878           lumpectomy. So, there are a few patients who will present 
879           that [way so.    ] 
880     PAT:       [No, I- I’ve] I know somebody who’s had breast 
cancer 
881           in one breast, she’s gunna have the other one off. And 
882 -->       I- fine! But I’m not there. 
883     SUR:  Yeah and everyone is different. I want you to know that. 
 
 At lines 880-882, the patient displays her understanding of the physician’s 

explanation by relating a story of an acquaintance who (for the reasons previously laid 
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out by the physician) opted for a double mastectomy (i.e., to avoid testing in either 

breast). At line 882, the patient accepts her acquaintance’s decision, “fine!”, but then 

explicitly asserts her preference against mastectomy: “But I’m not there.” The physician 

responds by agreeing with the patient’s assertion, “Yeah” (line 883), and supporting the 

patient’s decision (relative to that of her acquaintance): “…everyone is different. I want 

you to know that.” 

 In sum, in each case (Extracts 15-17, above), patients explicitly assert a 

preference against mastectomy, and do so of their own initiative (i.e., independently of 

surgeons’ prompting). Furthermore, in each case, surgeons treat patients’ assertions as 

conversational actions to be responded to. Note that each of these cases come in the 

context of physicians discussing and explaining the pros and cons of lumpectomy (with 

radiation) versus mastectomy. By asserting a preference ‘against mastectomy,’ patients 

are indirectly asserting a preference ‘for lumpectomy.’ Although this axial code was 

labeled ‘asserting preference against mastectomy’ – because those are the words being 

used by patients – conceptually this code fits very ‘cleanly’ into subtheme 1a: ‘asserting 

preference for lumpectomy.’ Along these lines, if we collapse subtheme 1c (i.e., ‘against 

mastectomy’) into subtheme 1a (i.e., ‘for lumpectomy’), then the new, more robust 

subtheme 1a, which occurred in 41% of all visits and, when it occurred, it did so an 

average of 1.8 times. 

Theme 2: Asserting preferences regarding scheduling 

The second most prominent theme involved patients explicitly asserting their 

preferences about matters related to scheduling. This theme emerged in 48% of all visits 

(i.e., thematic frequency), and when it emerged, it occurred an average of 2.01 times (i.e., 
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thematic density). The average interactional position of this theme was 76% (i.e., 

typically after surgeons had presented and discussed treatment options, and thus more 

toward the ‘closing’ of consultations). This theme was a selective code in that it 

contained three subthemes, which were axial codes. Only one of the subthemes, 

‘asserting preference for scheduling surgery as soon as possible,’ constituted a theme in 

its own right, insofar as it occurred in more than 20% of all visits. The other two 

subthemes – ‘asserting a preference for treatment location’ and ‘asserting a preference for 

general scheduling matters’ – did not themselves constitute robust themes. Each 

subtheme will be discussed in turn below. 

Subtheme 2a: Asserting a preference for scheduling surgery as soon as 

possible. 

The subtheme of ‘asserting a preference for scheduling surgery as soon as 

possible’ was an axial code that occurred in 40% of all visits, and when it occurred, it did 

so an average of 1.6 times. The average interactional position of this sub-theme was 71%. 

For the first of three examples, see Extract 18. Prior to this extract and 

culminating at lines 780-783, because of the size and nature of the patient’s tumor, the 

physician has recommended that she undergo chemotherapy prior to surgery (in order to 

shrink the tumor and begin treating the patient systemically as soon as possible in order 

to prevent possible spread). 

Extract 18: “Get scheduled now/Urgency” [001.047] 
 
780     PAT:  Chemo first is probably the best thing. 
781     SUR:  I think it may be a smarter thing to go 
782     PAT:  I, yeah. 
783     SUR:  So. 
784 --> PAT:  I just want it over ((laughs)) 
785     SUR:  Yeah! But either way, you remember the chemo is treatment 
786     PAT:  Right, it is. 
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 After the patient agrees with the physician’s recommendation to begin 

chemotherapy first (i.e., before surgery), “yeah” (line 782), the patient asserts: “I just 

want it over.” Here, the patient is referring (with ‘it’) to surgery (i.e., the removal of the 

tumor from her breast). This is understood by the physician, who hears the patient’s 

assertion as implying that ‘surgery’ (vs. chemotherapy) is the ‘real’ treatment. 

Specifically, after emphatically agreeing with the patient’s assertion, “Yeah!” (line 785), 

the physician reassures the patient that “chemo is treatment” (line 785). 

 For a second example, see extract 19. Prior to this extract, the patient’s 

companion asked the surgeon if there were other issues to consider before making a 

decision. The patient had previously made it clear that she is considering a lumpectomy. 

Extract 19: “Get scheduled now/Urgency” [001.073] 
 
968     SUR:  No. I just think, you know, once you feel like you good 
969           information and you feel like you’re making an education 
970           decision 
971     CP1:  Yeah 
971     PAT:  Uh hum 
972     SUR:  I think that’s good 
973     PAT:  How soon after I decide, what I mean- obviously, I’ve got 
974           a little bit more to do because I’ve got more questions 
975           to ask. I’m going to- I mean I- I’ve got some reading 
976           to do and then I mean how soon would I be able to 
977           schedule surgery and what would you recommend? 
978 -->       I mean obviously this is slow growing, I want to get it 
979 -->       done as soon as possible after talking 
980     SUR:  Yeah, I think once you- if you’re- in fact, if you’re 
981           pretty sure that you want to do the lumpectomy, you could 
982           give Karen a call and just let her know that and she 
983           could go ahead and get you on the schedule. 
 
 After asking, “how soon would I be able to schedule surgery” (lines 976-

977), the patient explicitly asserts her preference to “get it done as soon as possible after 

talking” (i.e., after the current visit). The surgeon response by agreeing with the patient’s 

preference: “Yeah” (line 980), and then provides scheduling information (lines 980-983).  
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 For a third example, see extract 20. At lines 538-546, the surgeon 

recommends surgery “within the next 6 to 8 weeks,” and then justifies her 

recommendation. In contrast, at lines 546-548, the surgeon says, “I don’t think this is an 

emergency,” and that the surgery is “not something you need to schedule next week.” 

Extract 20: “Get scheduled now/Urgency” [003.012] 
 
538     SUR:  Because we never know how long something’s been there. 
539           So, I would strongly recommend having this taken care 
540           of within the next 6 to 8 weeks, because I wouldn’t want 
541           to see this growing and getting bigger. If it gets 
542           bigger, it’s going to be technically more difficult to do 
543           the procedure, and more likely that something could 
544           potentially get injured or you could have the arm 
swelling 
545           as this starts to stick to those other structures, to 
those 
546           veins, to those nerves. Um, but I don’t think this is an 
547           emergency, not something you need to schedule next week 
548           if you have something. 
549 --> PAT:  No I don’t, I’d rather have it done. I just want it done. 
550     SUR:  Yeah, no I think- if it was me, I’d rather have it done. 
 
 At line 549, the patient explicitly resists the surgeon’s offer to delay 

surgery by asserting: “No I don’t [want to wait] … I’d rather have it done. I just want it 

done.” The surgeon responds by agreeing with the patient’s preference, “Yeah” (line 

550), and then supporting it: “if it was me, I’d rather have it done.” 

Subtheme 2b: Asserting a preference for treatment location. 

The subtheme of ‘asserting a preference for treatment location’ was an axial code 

that occurred in 19% of all visits, and when it occurred, it did so an average of 1.6 times. 

This sub-theme had an average interactional position of 74%. In this case, ‘treatment’ 

referred not only to surgery, but also chemotherapy, radiation, etc. It is worth noting that, 

in contrast to prior types of patients’ assertions (representing prior subthemes), those 

regarding treatment location were relatively more actively solicited by physicians’ 

questions or prompts. 
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 For a first example, see extract 21. As context, the patient and her 

companion go to Florida for four and a half months every year. The patient has already 

decided that she will undergo chemotherapy before surgery. At lines 1047-1048, the 

companion asks the patient if she would like to complete her treatment in Florida. 

Extract 21: “Location preference” [002.058] 
 
1047     CP1:  But if we start a program there, I assume you’d 
1048           like, you’d want to finish it there? ((i.e., in 
Florida)) 
1049     PAT:  Well chemo, yes 
1049     SUR:  Yeah 
1050 --> PAT:  But I would prefer to have the surgery back here 
1051     SUR:  Yeah, eith- to be honest, either one’s fine. 
 
 In response to the companion’s question, the patient indicates her 

preference for completing chemotherapy in Florida (line 1049), but surgery in Portland 

(line 1050). The surgeon treats the patient’s preference as an action to be responded to by 

agreeing with it: “Yeah.” 

 For a second example, see extract 22. As part of a larger, prior discussion 

of where surgery will be performed, the surgeon offers her one convenient possibility: 

“St. Vincent is closer to you.” 

Extract 22: “Location preference” [005.092] 
 
374     SUR:  St. Vincent is closer to you 
375 --> PAT:  I better go to Milwaukie 
376     SUR:  I don’t have privileges at Milwaukie. They don’t give me 
377           permission to operate there unfortunately 
 
 At line 375, the patient answers by rejecting the surgeon’s offer by 

explicitly asserting an alternative preference: “I better go to Milwaukie.” At lines 376-

377, the surgeon denies the patient’s preference because she does not “have privileges at 

Milwaukie.” 
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 For a third example, see extract 23. At lines 370-373, the surgical assistant 

offers the patient two possible locations at which to receive radiation. 

Extract 23: “Location preference” [001.074] 
 
370     AST:  So Salmon Creek does a great job or you can do it at 
371           Southwest Washington. we always try to arrange it 
wherever 
372           is closest to home or work so that the driving is 
373           minimized and so- 
374 --> PAT:  Southwest is probably my back door. Salmon Creek is still 
375 -->       20 minutes 
376     AST:  Okay so then we do Southwest Washington. 
 
 In response, the patient asserts a preference for “Southwest” (line 374; vs. 

“Salmon Creek). The surgical assistant accepts the patient’s preference: “Okay so then 

we do Southwest Washington” (line 376).  

Subtheme 2c: Asserting a preference for general scheduling matters. 

The third subtheme of ‘asserting a preference for general scheduling matters’ will 

not be discussed in detail because of its relative infrequency, occurring in only 11% of 

visits; in these visits, the subtheme occurred an average of 1.2 times. This sub-theme had 

an average interactional position of 83%. General scheduling matters involved issues 

such as patients asserting preferences regarding specific dates/timelines for surgery, other 

treatments, and follow-up visits. For a single example, see Extract 6 (which is reproduced 

again below). 

Extract 6 [Visit 004.145] 
 
565     SUR:  That’s what we’re doing here. So I’ll just say surgery 
566           tentatively scheduled for 9/30. Do you want to come back 
567           on Wednesday or Monday for a discussion? 
568 --> PAT:  Wednesday, probably. 
569     SUR:  Okay 
 

Theme 3: Asserting a preference for (more) information 
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The third most prominent theme involved patients explicitly asserting their 

preferences for (more) information. This theme emerged in 31% of all visits (i.e., 

thematic frequency), and when it emerged, it occurred an average of 1.8 times (i.e., 

thematic density). The average interactional position of this theme was 49% (Again, in 

the ‘middles’ of consultations). This was an axial code that contained assertions for a 

variety of different types of information, none of which occurred frequently enough to 

constitute a ‘theme’ in their own right. Importantly, this theme did not involve patients 

asking specific questions (Note that ‘patient question asking’ is a conceptually and 

empirically separate element or variable of patient-centered communication). Rather, this 

theme centered around patients asserting preferences for either (more) information 

generally, or for more information about specific facets of their condition or treatment, 

such as about pathology, diagnosis, prognosis, genetics, medication, and so on. 

For a first example, see Extract 24. Prior to this extract, the patient has disrobed 

and been physically examined by the surgeon, a process that always (in this office) 

precedes a much longer (e.g., 30-45 minute) discussion about the patient’s cancer and her 

treatment options. The surgeon has told the patient that she will briefly leave to allow the 

patient to ‘get dressed.’ At lines 90-91, the surgeon justifies her procedure: “I do this in 

stages because it’s more comfortable for someone to be dressed.” 

Extract 24: “General question/information seeking” [004.044] 

90     SUR:  I do this in stages because it’s more comfortable for 
91           someone to be dressed 
92 --> PAT:  Yeah, yeah. Thank you. And I have some questions too at 
93           some point 
94     SUR:  Oh yeah, we’ll have a complete discussion 
95     PAT:  Okay 
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 At lines 92-93, before the surgeon leaves the room, the patient explicitly 

asserts her desire to be able to ‘ask questions’ “at some point” during the subsequent 

discussion. Here, the patient is not asking a specific question, but rather indicating that 

she desires certain types of information.  

For a second example, see Extract 25. Prior to this extract, the surgeon has been 

explaining the details of a pathology test, and the patient has expressed feeling 

‘overloaded’ with information. At line 273, the surgeon reassures the patient by telling 

her that she will leave the office with written information about the test: “You’re going to 

go home with this sheet.” 

Extract 25: “Copy of test/lab result” [004.044] 
 
273     SUR:  You’re going to go home with this sheet. 
274 --> PAT:  Can I have copies of the lab report too? 
275     SUR:  Yes, you [can.] Yes you can. 
276     PAT:           [Thank you] 
 
 At line 274, the patient additionally requests a copy of the actual lab report 

of the pathology test. Rather than asking a question about the test, the patient asserts her 

preference for more, and more specific, information about the test. 

For a third example, see Extract 26. Much earlier, the surgeon and patient had 

discussed genetic testing and the type of information it would produce relative to the 

patient’s treatment. Here, at lines 294-297, the surgeon is recommending that the patient 

undergo chemotherapy prior to surgery, including mastectomy. 
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Extract 26: “Genetic Information” [001.006] 
 
294     SUR:  So uhm so I would actually recommend doing some 
295           treatment before to shrink the tumor and that way I can 
give 
296           you a uhm nicer cosmetic look. If you do the mastectomy 
297           then I don’t think it matters we could go either way yeah 
298 --> PAT:  Well okay I- I think I’m interested in doing the genetic 
299           testing definitely [to see] uhm  if I would- 
300     SUR:                     [Yeah  ] 
301     PAT:  You know I’m all for following my doctor’s suggestion... 
 
 At lines 298-299, the patient resists the surgeon’s recommendation by 

explicitly asserting a preference for genetic testing: “Well … I think I’m interested in 

doing the genetic testing…” As the patient goes on to say, while she is “all for following 

my doctor’s suggestion” (line 301), she desires more information before agreeing to 

initially undergo chemotherapy. 

Theme 4: Asserting a preference for/against reconstructive surgery 

The fourth most prominent theme involved patients explicitly asserting their 

preferences for/against reconstructive surgery. Breast reconstruction involves plastic-

surgical procedures that help restore the look and feel of breasts after either a 

lumpectomy (for example, in the case of relatively large lumps being removed from 

relatively small-breasted women, which can disrupt breast symmetry) or a mastectomy 

(for example, reconstructing an entire breast). Note that, when done as part of breast-

cancer treatment, insurance covers most forms of breast reconstruction, including breast 

enlargements and reductions. 

This theme emerged in 33% of all visits (i.e., thematic frequency), and when it 

emerged, it occurred an average of 1.9 times (i.e., thematic density). The average 

interactional position of this theme was 60%. This theme was a selective code in that it 

contained two subthemes, which were axial codes. Only one of these subthemes – that is, 
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‘asserting preference for reconstructive surgery’ – constituted a robust theme in its own 

right, insofar as it occurred in 20% or more of all visits (See below for individual 

thematic frequencies and densities). The second subtheme, which was much less 

prominent, was ‘asserting a preference against reconstructive surgery.’ Each subtheme 

will be discussed in turn below. 

Subtheme 4a: Asserting a preference for reconstructive surgery. 

The subtheme of patients ‘asserting preferences for reconstructive surgery’ was an 

axial code that occurred in 30% of all visits, and when it occurred, it did so an average of 

1.6 times. The average interactional position of this sub-theme was 62% (i.e., in the ‘late-

middles’ of consultations). For the first of three examples, see Extract 27. As context, the 

surgeon and patient – who is facing a double mastectomy – are discussing the financial 

implications of reconstructive surgery, and specifically its coverage by insurance. At 

lines 841-850, the surgeon explains the history and rationale of insurance covering 

reconstructive surgery. 

Extract 27: “For Reconstruction” [005.093] 
 
841     SUR:  Federal government passed a law 
842     PAT:  Oh. 
843     SUR:  that requires- it’s not cosmetic surgery, it’s 
844           reconstructive surgery. 
845     PAT:  Okay. 
846     SUR:  They finally understood the difference 
847     PAT:  Difference. 
848     SUR:  between cosmetic surgery and reconstructive surgery in 
the 
849           sense of health, the sense of wholeness, the sense of 
beating 
850           cancer or not so 
851 --> PAT:  In that case I’d probably want to have it done. 
852     SUR:  There’s nothing wrong with that. Now if you change your 
853           mind after you hear what it takes then you change you 
mind 
854           for your own reasons. 
855     PAT:  Yeah. 
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 After the surgeon’s explanation, the patient explicitly asserts her 

preference for having reconstructive surgery: “In that case I’d probably want to have it 

done” (line 851). The surgeon responds by reassuring the patient about her preference: 

“There’s nothing wrong with that” (line 852). 

 For a second example, see extract 28. As context, this patient is 

experiencing breast cancer for the second time, and she did not elect to have 

reconstructive surgery after her first surgery (i.e., for her first cancer). At lines 150-152, 

the surgical assistant informs the patient that reconstructive surgery is “still always an 

option” for the treatment of her second cancer. 

Extract 28: “For Reconstruction” [001.115] 
 
150     AST:  You didn’t have reconstruction the first time. Still 
151           always an option if you decide now okay I’m going to do 
152           both, I want reconstruction 
153 --> PAT:  That’s probably what I want. 
154     AST:  It’s definitely an option and by federal law your 
155           insurance company has to pay for it. So you‘ve got 
156           all the options open to you basically. 
157     PAT:  Uh hum 
 
 At line 153, the patient responds to the surgical assistant’s offer by 

accepting it, explicitly asserting her preference for reconstructive surgery: “That’s 

probably what I want.” The surgical assistant goes on to encourage the patient to consider 

reconstructive surgery (lines 154-156).  

 For a third example, see Extract 29. Prior to this extract, the patient has 

decided to get a mastectomy based on the recommendation of another physician. At line 

580, the patient begins to inform the physician about her decisions regarding 

reconstructive surgery. 
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Extract 29: “For Reconstruction” [001.051] 
 
580     PAT:  But you know so my first reaction was not to do 
581           reconstruction because I’m small. And then when we 
582           thought about it, I was like well I’m 43 
583     AST:  Right, right. 
584     PAT:  so you know it’s not like I’m- you know, I have lots 
585           of life ahead. 
586     AST:  Right 
587 --> PAT:  And so then we were leaning towards doing it. 
588     AST:  Right 
589     PAT:  Because it’s like I’m healthy 
590     AST:  Right, you are. 
591     PAT:  While I’m under the knife or whatever, you know, just do 
it. 
592     AST:  You’ve got the perfect kind of frame for it. 
593     PAT:  Okay. 
 
 At line 587, the patient explicitly asserts her (and her husband’s) 

preference for reconstructive surgery: “And so then we were leaning towards doing it.” 

At line 591, the patient reiterates her preference for having reconstruction immediately, 

that is, as part of (or at the same time as) her mastectomy surgery: “While I’m under the 

knife or whatever, you know, just do it.” At line 592, the surgical assistant supports and 

encourages the patient’s decision: “You’ve got the perfect kind of frame for it.”  

Subtheme 4b: Asserting a preference against reconstructive surgery.  

In a minority of cases, patients asserted a preference ‘against’ reconstructive 

surgery. This subtheme was an axial code that occurred in only 7% of all visits, and when 

it occurred, it did so an average of 1.5 times. The average interactional position of this 

sub-theme was 55%. For one example, see Extract 30. Prior to this extract, and 

culminating in lines 411-412, the surgeon has been explaining the pros, cons, and 

contingencies associated with having, or not having, reconstructive surgery after a 

lumpectomy (i.e., a relatively less intrusive surgery compared to a mastectomy). 
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Extract 30: “Against Reconstruction” [001.011] 
 
411     SUR:  And then people just wear a prosthesis in their bra to 
412           match, for those that decide not to have reconstruction. 
413 --> PAT:  Yeah we don’t need reconstruction 
414     SUR:  Okay, okay 
415     PAT:  Don’t you agree? 
416     SUR:  Yeah? Okay. But if you’re interested, you can have 
417           reconstruction 
 
 At line 413, the patient explicitly asserts her preference to not have 

reconstructive surgery: “Yeah we don’t need reconstruction.” The surgeon responds by 

accepting the patient’s decision: “Okay, okay” (line 414). 

Theme 5: Asserting a preference regarding radiation 

The least prominent theme involved patients explicitly asserting their preferences 

regarding radiation. This theme emerged in 21% of all visits (i.e., thematic frequency), 

and when it emerged, it occurred an average of 2.0 times (i.e., thematic density). The 

average interactional position of this theme was 53%. This was a selective code that was 

composed of three axial codes, none of which occurred frequently enough to constitute 

‘themes’ in their own right: (1) Asserting a preference against radiation; (2) Asserting a 

preference for radiation; and (3) Asserting ‘other’ preferences regarding radiation. The 

most prominent of these axial codes was ‘asserting a preference against radiation,’ which 

occurred in 9% of all visits. When it occurred, it did so an average of 2.8 times. The 

average interactional position of this sub-theme was 50%. 

For one example of the sub-theme ‘patients asserting a preference against 

radiation,’ see Extract 31. At lines 121-122, the surgeon is describing conditions that are 

required for ‘successful’ treatment with lumpectomy (i.e., the removal of only part of the 

breast), namely the achievement of “negative margins” (i.e., the removal of all cancer 
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with no remaining cells left behind), and the post-surgical receipt of “radiation” 

treatment. 

Extract 31: “Against Radiation” [003.072] 
 
121     SUR:  So the differences are with the lumpectomy, we need those 
122           negative margins and we also need to add radiation 
123 --> PAT:  I don’t want the radiation. I do not want. 
124     SUR:  And so radiation is really a key, key component to 
125           keeping this from coming back. We know that if we just 
126           do a lumpectomy without radiation, your chance or 
recurrence 
127           is about 30% in 10 years. 
 
 At line 123, the patient explicitly and emphatically rejects radiation: “I 

don’t want the radiation. I do not want.” The surgeon responds at lines 124-127 by 

emphasizing the need for radiation, without which recurrence is “30% in 10 years” (line 

127).  
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Chapter 4: Discussion 

“There is growing recognition throughout the medical and scientific research 

community that an interdisciplinary approach to cancer prevention and control should 

incorporate patient-centered communication to maximize the benefit of current medical 

discovered in diagnosis and treatment – particularly in the emerging era of personalized 

medicine” (Epstein & Street, p. X, 2007). For almost a decade, this call for further 

investigation into patient-centered healthcare has been identified among researchers in 

the health-communication field, and specifically the field of cancer-patient studies. The 

data collected for this thesis attempts to contribute to this noted gap in the field. The 

anxiety and emotional distress that is often paired with a cancer diagnosis (Epstein & 

Street, 2007; Robinson et al., 2012) should not be disregarded. Patient-centered cancer 

care should include an investigative and thorough understanding of what patient’s 

understand ‘patient-centered’ to be. This understanding will, in part, come from 

grounded-theoretical explorations of what patients actually talk about.  

As a patient-centered healthcare approach begins to become the norm and 

expected style of care, it becomes increasingly important for researchers, surgeons, and 

physicians alike to reach a shared understanding of what patients expect their care to be 

centered on. While it is unlikely that a uniform, or step-by-step, style of patient-centered 

healthcare will be discovered (largely because every patient is unique with their personal 

situation and expected healthcare approach), objective and contextualized research within 

cancer care is crucial to be able to understand what patients naturally make assertions 

about.  



47 

Epstein and Street’s (2007) handbook on Patient-Centered Communication in 

Cancer Care published by the U.S. Department of Health and Human Services identified 

the first basic core value of effective communication in cancer care to be “…consider the 

patients’ needs, perspectives, and individual experiences … provid[ing] patients with 

opportunities to participate in their care “ (p.100), and urges clinicians to “elicit, 

understand, and validate the patient’s perspective and to understand the patient within his 

or her own psychological and social context” (p.101). The present grounded-qualitative 

research can help surgeons and clinicians do just that. Through a deeper understanding of 

clinical experiences of newly diagnosed breast-cancer patients, we can begin to unravel 

patients’ perspectives so that healthcare providers can begin to understand them.  

The results of the present thesis offer new information regarding patient 

agency/assertiveness in breast-cancer patients. The following chapter will discuss how 

the specific findings of this data can be applied in the field of health communication, 

specifically to surgeons, to improve communication between breast-cancer patients and 

surgeons.  

Breast cancer is a major threat to women’s physical and mental health, and 

negatively impacts women’s quality of life (Siegel et al., 2013; Venetis et al., 2013). This 

thesis was, in part, motivated by findings suggesting that: (1) the diagnosis of breast 

cancer is associated with patients’ despair and hopelessness, or the belief that “one does 

not have control over the consequences of one’s life … and the expectation that future 

events will be negative” (Gidron et al., p. 289, 2001); (2) there is an association between 

hopelessness and greater disease progression and earlier death from breast cancer 

(Everson et al., 1996); (3) there is an association between hope and survival from breast 
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cancer (Morris et al., 1992); and perhaps most importantly in terms of the study of 

communication: (4) communicative instantiations of breast-cancer-patients’ agency, in 

the form of patients explicitly asserting their treatment preferences, can indirectly reduce 

their hopelessness (Robinson et al., 2012). 

This thesis was simultaneously motivated by a gap in the literature regarding the 

theoretical concept of patient agency/assertiveness and its operationalization. 

Specifically, while patient-advocacy movements and medical education encourage 

patient agency (Guadagnoli & Ward, 1998; Nattinger et al., 1996; Nayfield, 1994; 

Schofield, 2004; Vogel, 2008), and while empirical studies of patient agency almost 

universally demonstrate its positive effects on health outcomes (Brown et al., 1999; Deci 

& Ryan, 1985, 2002; Epstein & Street, 2011; Pelletier et al.,  1997; Ryan, 2000; Ryan et 

al. 1989; Ryan et al., 1995; Street & Millay, 2001; Williams & Deci, 1998), there has 

been virtually no description (prior to the present thesis) of what the theoretical concept 

of patient agency means to breast-cancer patients, as evidenced by patients’ own 

communicative behaviors in actual contexts of care.  

Guided by a qualitative epistemology and ontology (Silverman, 2011), and 

specifically a symbolic-interactionist approach (Blumer, 1969), this thesis attempted to 

answer the following qualitative research question: In the context of surgeons discussing 

diagnoses and treatment options with recently diagnosed, female-breast-cancer patients, 

how do patients understand the communicative action of ‘asserting treatment 

preferences?’ Using the methods of grounded theory (Blumer, 1969), five specific themes 

– or, stated differently, five specific content categories of patient assertiveness – were 

discovered that were robust, insofar as they occurred in at least 20% of all visits: (1) 
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asserting a preference for lumpectomy; (2) asserting a preference for mastectomy; (3) 

asserting a preference for scheduling surgery as soon as possible; (4) asserting a 

preference for (more) information; and (5) asserting a preference for reconstructive 

surgery. 

The remainder of this chapter begins by reviewing and discussing the 

aforementioned five robust themes of patient agency. Although more themes are 

exemplified above, only the quantitatively robust sub-themes that emerged from this data 

set will be discussed below, insofar as they occurred in 20% or more of the data. 

Following this are recommendations to surgeons for improving their communication with 

patients. 

Asserting a preference for surgical treatment option (lumpectomy vs. mastectomy) 

The majority of women who are diagnosed with breast cancer are clinically 

eligible for two alternative surgical treatment approaches, including: (1) lumpectomy 

accompanied by radiation therapy (commonly referred to as ‘breast-conserving surgery’); 

or (2) mastectomy (i.e., removal of an entire breast, which commonly, but not always, 

obviates the need for radiation). Both treatment options confer an equivalent survival rate 

for patients without metastatic disease (Fisher et al., 2002; Veronesi et al., 2002). Thus, 

both alternative procedures are medically justified. Breast-cancer program and policy 

development considers mastectomy to be over-intrusive and overused (Lantz, Zemencuk, 

& Katz, 2002), and considers lumpectomy-with-radiation to be a relatively ‘better’ 

treatment outcome. That said, surgical treatment of breast cancer is an instance of 

preference-sensitive care (Wennberg, 2002). That is, given that patients have differing 

levels of concern regarding cancer recurrence, radiation therapy, body image, and so 
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forth, patients’ choice of treatment option is often a matter of personal preference, rather 

than clinical appropriateness. There are, of course, medical factors that contribute to 

patients’ treatment plan but because more than one treatment option exists, providers 

need to involve and engage patients in the surgical decision-making process (Frongillo et 

al., 2013). 

Two robust themes emerging from the present data – that is, ‘asserting a 

preference for lumpectomy’ and ‘asserting a preference for mastectomy’ – involved 

patients asserting preferences regarding surgical treatment options. These themes were 

not unexpected considering that surgery is an extremely frequent component of treatment 

of breast cancer, and considering that patients were consulting with surgeons. The theme 

of patients ‘asserting a preference for lumpectomy’ occurred in 47% of all visits and, 

when it occurred, it did so an average of 3.2 times. By comparison, the theme of patients 

‘asserting a preference for mastectomy’ occurred less frequently in 25% of all visits and, 

when it occurred, it did so an average of 2.04 times. Thus, at least in these data, patients 

appear to advocate relatively more frequently for lumpectomy (vs. mastectomy), bringing 

them in line with recommendations emerging from breast-cancer programs and policy 

development (see above). Importantly, though, these data contrast with Frongillo et al.’s 

(2013) finding that patient’s were least involved in conversations relating to lumpectomy 

(vs. mastectomy), and the present data also contrast with Katz et al.’s (2005) finding that 

patients’ levels of involvement in surgical decision-making were associated with a 

greater likelihood of patients’ receiving mastectomies.  

Such contrasts highlight the need to re-examine the ecological validity of the 

operationalizations of patient agency adopted by Frongillo et al. (2013) and Katz et al. 
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(2005). At this time there is no agreed-upon scale or method to measure either shared 

decision-making or patient involvement (Kasper et al., 2011). Frongillo et al., (2013) 

operationalized patient involvement in terms of breast-cancer patients’ evaluations, on 

Likert-type scales, of key features of shared decision making (a model borrowed from 

Charles et al., 1997), including: (1). the presentation of treatment options; (2) a 

discussion of the risks and benefits of each option; and (3) a discussion of patients’ 

preferences and treatment goals (Frongillo et al., p.70, 2013). This study is similar to 

others attempting to measure patient-centered care, in that it was conducted using 

quantitative methods and uses a Likert-type scale. It assumes the data will fit into a 

presume category and did not examine the data from a grounded theory perspective. Katz 

(2005) used a similar operationalization. 

While previously published research is applicable to the field of patient-centered 

communication in breast cancer (i.e., it does examine patient involvement from a 

perspective of patients themselves), it makes particular ontological assumptions (derived 

from the Likert scales) about what constitutes quality or efficacious patient-centered care. 

Data of this kind should not be disregarded. However, grounded-qualitative data that 

examines patient involvement (or agency) from the standpoint of patients, without any 

predetermined scale or assumed knowledge of participation, has the potential to uncover 

information on patient-centered health communication that has not yet been considered. 

Asserting a preference for scheduling surgery as soon as possible 

One unique aspect of the data uncovered in this thesis that has not been included 

in measures of patient participation in healthcare is the robust theme that emerged 

regarding ‘scheduling surgery as soon as possible.’ While other studies have reported on 
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the anxiety, stress, and hopelessness experienced by breast-cancer patients (Epstein & 

Street, 2007; Robinson et al., 2012), research has not well explicated particular sources of 

such anxiety. 

A recent study showed that, at least in one study population, the length of time 

from tissue diagnosis to breast-cancer treatment (i.e., surgery) did not significantly affect 

women’s rates of surviving breast cancer, and that the average wait-time interval from 

diagnosis to treatment was 43 days (Brazda et al., 2010). Time from diagnosis to 

treatment (i.e., surgery) has significantly increased over time; patients treated in 1998 

waited an average of 21.8 days for surgery, while patients treated in 2003 waited 31.3 

days and patients treated in 2008 waited 41.1 days (Hulvat, Sandalow, Rademaker, 

Henelowsi, Hansen, 2010), bringing them into line with the 43-day wait-time average 

reported by Brazda et al. (2010). One key reason why the average diagnosis-to-surgery 

wait-time interval has increased is that woman are increasingly being actively encouraged 

to make considered, informed decisions about their treatment, including seeking second 

opinions. Surgeons justify such encouragement – and did so in the present data – by 

telling patients about study (Brazda et al., 2010) suggesting that patients can wait up to 

90 days between tissue diagnosis and breast-cancer treatment (i.e., surgery) without risks 

to survival. 

These ‘medical facts’ appear to provide very little solace to the patients in the 

present data. Remember that these patients were diagnosed an average of 7 days prior to 

their consultations with surgeons, and the theme of patients ‘asserting a preference for 

scheduling surgery as soon as possible’ occurred in 40% of all visits and, when it 

occurred, it did so an average of 1.6 times. This is a completely novel finding. In sum, 
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regardless of the ‘medical facts,’ patients want surgery ‘now,’ and patients’ desire to ‘get 

it over with’ likely contributes to their extremely high levels of pre-treatment anxiety 

(Tsianaks, et al., 2012). 

One widely agreed upon feature of patient-centered care is that healthcare 

providers should “address the patient’s perspective, understand the patient within his or 

her psychosocial context” (McCormack et al., p. 1086, 2011). Similarly, patient-centered 

care centrally involves listening to patients and their preferences (De Boer, Delnoij, & 

Rademakers, 2013; McCormack et al., 2011; Epstein & Street, 2007). Somehow surgeons 

need to find ways to address patients’ strong concerns regarding ‘scheduling surgery as 

soon as possible.’ Some questions are: Does surgeons’ encouraging patients to ‘delay 

surgery’ in order to make thorough treatment decisions – for example, to get more 

information, to get second surgical opinions, or to talk with spouses, friends, and family 

members – make patients more or less anxious, and is such encouragement effective 

given patients’ strong preferences for moving quickly to surgery? If surgeons address this 

specific anxiety in patient assertiveness, by explaining or defining a specific treatment 

plan, does it change anxiety or stress levels among patients? 

Asserting a preference for (more) information 

In cancer contexts generally, and in the specific context of breast cancer, one of 

patients’ primary goals is acquiring medical information (for a review, see Rutten, Arora, 

Bakos, Aziz, & Rowland, 2005). Approximately 90% of cancer patients report wanting 

all/full information about their cancer (for a review, see Roberts, Cox, Reintgen, Baile, & 

Gibertini, 1994; Ong et al., 1999), approximately 75% report wanting ‘as many details as 

possible’ (Ong et al., 1999), and cancer-patients’ chief reason for seeking second 
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opinions is to gain more detailed information (Tattersall et al., 2009). Specific types of 

information that patients desire vary dramatically, including that about cancer itself, 

likelihood of cure, treatment options, needed tests, the physical and affective sides effects 

of treatment, and prognosis (Harrison et al., 1999; Tsianaks et al., 2012).  

Relevant to the present data, in which patients averaged 60.5 years of age, 

researchers have found that older (vs. younger) breast-cancer patients desire less 

information and are more satisfied with the information they receive (Harrison et al., 

1999). When breast-cancer patients are given more (vs. less) information, they feel more 

confident in making their own decisions and asserting treatment preferences (Harder et 

al., 2013). Tailoring information to the specific needs of cancer patients has been shown 

to decrease patients’ emotional distress, enhance their ability to care for themselves, and 

improve their ability to continue their usual activities (Harrison et al., 1999). 

In line with prior literature, the theme of ‘asserting a preference for (more) 

information’ emerged in 31% of all visits and, when it emerged, occurred an average of 

1.8 times. No particular type of information emerged as ‘thematic,’ per se, with patients 

asserting preferences for information about pathology, diagnosis, prognosis, genetics, 

medication, and so on. Surgeons need to (continue to) make efforts to provide patients 

with enough consultation time to receive and solicit sufficient information, and to ensure 

information comprehension and retention. 

Asserting a preference for reconstructive surgery 

Breast reconstruction – that is, an additional surgical procedure on the breast that 

is typically performed by a plastic surgeon – is a relevant option for both of the major 

types of treatment of breast cancer, including lumpectomy and mastectomy. In the case of 
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breast cancer, reconstruction is fully covered by health insurance under federal law. 

Women who receive reconstruction after mastectomy (vs. those that do not) have 

improved psychological, social, and emotional health (Chen et al., 2009). Despite these 

facts, data suggest that relatively few women receive reconstruction. For example, only 

38% of post-mastectomy women received breast reconstruction in 2001-2003 (Chen et 

al., 2009). 

While reconstructive surgery may not be the first topic of concern or conversation 

that immediately comes to mind in regards to a breast-cancer diagnosis, it is a prevalent 

piece of the puzzle. Considering that the present data involved surgeons and breast-

cancer patients, reconstruction was a topic that inevitably occurred in most, if not all, 

transcripts used for this thesis. The theme of patients ‘asserting a preference for 

reconstructive surgery’ occurred in 30% of all visits and, when it occurred, did so an 

average of 1.6 times. This was so amid the relatively older population of patients 

examined in this thesis, even though Chen et al., (2009) found that younger (vs. older) 

patients are more likely to receive breast reconstruction. 

Summarizing recommendations to surgeons 

According to the American Society of Clinical Oncology (1998) and the National 

Academy of Sciences’ Institute of Medicine (2001), patient-clinician communication is a 

key clinical skill and a cornerstone of comprehensive cancer care. A key question is: 

What are specific and trainable communication behaviors that matter for particular 

psychosocial health outcomes? 

The findings of the present thesis are most relevant to surgeons. According to 

self-determination theory, patient agency occurs when patients are motivated, of their 
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own volition, to speak-up for themselves. Surgeons can be instrumental in supporting or 

encouraging patients’ agency, for example by listening carefully to patients’ perspectives, 

providing relevant information, offering choices about treatment regimes, supporting 

patients’ initiatives, and minimizing control (Williams & Deci, 1995; Williams, Deci, & 

Ryan, 1995;Williams et al. 1991). Insofar as breast-cancer patients asserting treatment 

preferences is directly associated with increasing patients’ satisfaction with surgeons, and 

indirectly associated with decreases in patients’ hopelessness, surgeons should be 

interested in knowing exactly what types of treatment preferences are salient and 

important to patients. With this information, surgeons should be able to tailor their 

communication so as to more efficiently address patients’ preferences. 

In this regard, prior literature has not provided surgeons with much of a roadmap, 

and this is exacerbated by the fact that surgeons and oncologists are lacking in 

communication competence (Girgis, Sanson-Fisher, & Walsh, p. 73, 2000). Wittmann et 

al. (2011) studied the information needs of patients diagnosed with oesophageal and 

gastric cancer, and found large gaps between patients’ desires and surgeons perceptions. 

While information, recommendations, and suggestions on how/why patients can/should 

become better self advocates, and on how/why patients’ companions can/should become 

better advocates for patients, surgeons are not being offered the same information and 

medical training. Extensive research – starting in the 1990’s when patient advocacy 

publically emerged and became acceptable (see chapter 1) – demonstrates that patients 

benefit when practitioners are more interactive and provide patients more information 

(Hall, Roter, & Katz, 1988; Roberts et al., 2009; Schain, 1990). In line with this, the 

American Society of Clinical Oncology (ASCO, 1998) and the Institute of Medicine 
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(IOM, 2001) report that communication is a key clinical skill. While patient-centered 

communication can reduce anxiety, improve the likelihood that patients will engage in 

therapeutic relationships, and increase patients’ satisfaction (Bylund et al., 2009), 

surgeons receive little training on how to be patient centered. Similarly, while surgeons 

and oncologists are provided with information that ‘good communication’ is important – 

for example, to reduce litigation regarding malpractice – and while surgeons and 

oncologists are given very general information regarding the types of communication that 

patients reportedly prefer (e.g., ‘more interactivity,’ or ‘better listening’), there is 

virtually no research, quantitative or qualitative, examining the actual communication 

practices between surgeons and patients (Levinson, Hudak, & Tricco, 2013; for an 

exception, see Robinson et al., 2012). In sum, as reviewed by Epstein and Street (2007): 

“few guidelines exist to help clinicians an health care systems communicate effectively 

with patients who have cancer” (p.1). 

Although there is a wealth of data on actual communication styles of primary-care 

physicians, it is not at all clear that these results apply to the very different context of 

oncology, let alone oncological-surgery specifically (Levinson et al., 2013; Rao, 

Anderoson, Inui, & Frankel, 2007). A review of the communication styles of surgeons 

found that they talk dramatically more than primary-care physicians, offer many more 

surgical recommendations, and adopt a more biomedical (vs. psychosocial) style 

(Levinson & Chaumeton, 1999). Additionally, research suggests that surgical contexts 

are more infused with asymmetrical power dynamics (Mirivel, 2008; Phillips, 1996). The 

data found in the present thesis offers recommendations for what topics surgeons should 
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address, or at the very least should be prepared to deal with, when interacting with breast-

cancer patients. 

Aside from Chen et al.’s (2009) finding that as many as 81% of breast-cancer 

patients discuss reconstruction with surgeons, perhaps the largest repository of advice 

that surgeons might consult regarding patient agency is merely vernacular (i.e., not 

empirically verified), coming from websites of nonprofit organizations. For example, the 

website of Inside Out recommends that breast-cancer patients: (1) Learn the basics of the 

disease; (2) Inquire about treatment options; (3) Create a list of questions; (4) Seek 

second opinions; (5) Share everything with physicians; (6) Always keep a current list of 

medications; and (7) Keep an organized file (Medical Advocacy, n.d.). Similar types of 

advise can be found on websites of the National Cancer Institute 

(http://www.cancer.gov/), the Komen foundation (http://ww5.komen.org/), the American 

Cancer Society (http://www.cancer.org), and The National Coalition for Cancer 

Survivorship (http://www.canceradvocacy.org/cancer-advocacy/what-is-advocacy/). 

There is also information – again vernacular –that comes from support groups in breast-

cancer patients (Goodwin, 2005; Waller & Batt, 1995). 

This thesis uncovered five central content domains of patient agency that are 

salient to patients: (1) asserting a preference for lumpectomy; (2) asserting a preference 

for mastectomy; (3) asserting a preference for scheduling surgery as soon as possible; (4) 

asserting a preference for (more) information; and (5) asserting a preference for 

reconstructive surgery. Note that some themes are, perhaps counter-intuitively, absent 

from this list. Take, for example, the topic of radiation. Although radiation is clinically 

recommended as a follow-up treatment to lumpectomy (reducing the average chance of 
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recurrence from 50% to 2%; Chen et al., 2009), it is also sometimes recommended as a 

follow-up treatment to mastectomy (because removing the entire breast does not always 

ensure that cancer has not spread to the chest muscle, which is not removed with 

mastectomy). Given that women commonly report a fear of radiation, which is associated 

with reduced screening (Consedine, Magai, & Neugut, 2004), it is perhaps surprising – 

but perhaps relieving to surgeons – that patients in the current data did not commonly 

assert a ‘preference against radiation’ (occurring in only 9% of all visits).  

Thematic Density 

The thematic density of each quantitatively robust theme and sub-theme was 

calculated in this data. As previously mentioned, this data was examined using a 

grounded-theoretical approach. This means that researchers did not know which codes or 

themes would emerge or become significant. As data coding ensued, it became evident 

that some utterances were asserted multiple times. The number of times each assertive 

utterance occurred initially suggested a potentially robust finding. As research concluded, 

however, this did not prove to be the case. However, the density findings for each sub-

theme still provide some interesting findings. Of the five themes that eventually became 

quantitatively robust, the following three themes had a density of over two: surgical 

decisions, scheduling surgery, and radiation. Given that, in the larger data set, patients 

asserted treatment preferences an average of seven times per visit, a density rating of over 

two suggests that the theme constituted almost 30% of all assertions. Surgeons and other 

health-communication scholars may want to focus more of their attention on assertive 

utterances that relate to surgical decisions, scheduling surgery, and radiation.  

Interactional Position 
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The average interactional position of each quantitatively robust theme and sub-

theme was also calculated in this thesis. Although the point at which each assertive 

utterance occurs could potentially provide more information for surgeons and health care 

practitioners, the results of these codes in this study became relatively unremarkable. The 

range of the average interactional position was 49% - 60%, or about midway through 

conversation (with the exception of one outlier, discussed below). This positioning is to 

be expected, given that this is during the ‘middle’ of surgeons’ explanations of surgery 

and other treatment options, including radiation, reconstruction, etc. The one notable 

finding involved the theme of scheduling surgery. For this theme, patients asserted their 

preferences an average of 76% of the way through consultations, that is, after surgeons 

had effectively completed their relatively ‘standardized’ explanations of treatment 

options. During these explanations, surgeons do not tend to address matters of 

scheduling. Despite the fact that surgeons may be unable to formulate treatment 

schedules until later on in consultations – that is, after patients have decided on courses of 

treatment – surgeons could allay patients’ anxiety by introducing the topic of scheduling 

earlier in consultations. Surgeons could, for example, tell patients at the beginning of 

consultations that scheduling will be discussing after other issues are considered. 

Limitations  

This study offers surgeons and other healthcare professionals an abundance of 

qualitatively robust findings that are potentially beneficial in regards to improving 

physician-patient communication. However, the conclusions reached as a result of this 

data are not without limitations. First, findings are not generalizable beyond the present 

sample. The women in this study were 94.6% White, non-Hispanic; 62.2% of patients 
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had at least an undergraduate degree; 62.8% of participants were married; 57% of 

participants reported a household income of $60,000 or more; and 83.8% of participants 

brought companions to their consultations. Findings may not apply to men, or to more 

culturally or socioeconomically diverse populations. Findings may not apply to patients 

diagnosed with other types of cancer, to patients being treated for other ailments, or to 

patients who have been diagnosed with breast cancer in the past. 

Second, the analysis focused solely on patients’ assertive utterances, and other 

factors may have played a role in whether or not such utterances were ‘effective,’ such as 

surgeons’ responses to patients’ assertive utterances. For example, surgeons often agreed 

with, and supported, patients’ assertive utterances, but sometimes surgeons disagreed 

with, and resisted, them. For an example of a surgeon agreeing with, and supporting, a 

patient’s assertive utterance, see example 32 (below). Here, the nurse is explaining the 

side effects of a medication that may be prescribed to this patient. During the 

conversation, acupuncture, as an alternative therapy arises in the conversation. 

Extract 32: “Surgeon agrees and supports patient AU” [001.0002] 
 
127     NUR:  Well we’ll navigate through you know some people they 
128           they’re far past menopause and they don’t really notice 
it 
129           they say they’re like a sugar pill. Other people do get 
130           side effects and we have kind of little tricks to deal 
131           with various little side effects so if you get hot 
flashes 
132           we have some things we can use for the hot flashes  
133           everything from pills to acupuncture works really well 
134           [for hot flashes] 
135 --> PAT:  [I love acupuncture] 
136     SUR:  Yeah I’m a big fan too. And uhm and then uhm if you get 
137           vaginal dryness estrogen is actually safe to use if 
138           you’re feeling kind of grumpy… 
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At line 135, the patient asserts her preference for acupuncture by positively 

evaluating it, “I love acupuncture,” and the surgeon agrees and supports this position by 

responding with: “Yeah I’m a big fan too.” 

For an example of a surgeon rejecting a patient’s assertive utterance, see example 

33 (below). Here, the surgeon is explaining the importance of this patient going to see a 

radiation oncologist. In this excerpt, the surgeon has already made it very clear that the 

patient can decline radiation if she desires, but that she should ‘get all the facts’ regarding 

radiation and how it might influence her treatment in advance of decision making.  

Extract 33: “Surgeon disagree/reject patient AU” [001.0002] 
 
836     SUR:  But ultimately they’re actually very good doctors – 
837     CP1:  Uh-hum 
838     SUR:  --who believe in patient autonomy. So they believe 
839           in patients being able to be informed and make their 
840           choices so. 
841     CP1:  Uh-hum 
842 --> PAT:  If I have radiation I am going to imagine all kinds of 
things 
843     SUR:  I hear what you’re saying. 
844     PAT:  I am just so –  
845     SUR:  But we do have that obligation –  
846     PAT:  -- worried about it --  
 

At line 842, the patient resists radiation by asserting her negative reaction to it. 

Although the surgeon nominally accepts the patient’s position, “I hear what you’re 

saying” (line 843), the surgeon disagrees with the patient’s position: “But we do have that 

obligation” (line 845). 

Third, this study only focused on patients themselves, not their companions. 

Future Directions 

 This study provided insight into a sub-field of patient-centered health care 

that we know very little about; That is, prior research has provided very little guidance in 

terms of what breast-cancer patients actually advocate for. However, this study only 
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‘scratches the surface’ of this domain, and much more research is necessary. First, this 

study should be replicated with a larger, more diverse sample. Second, as noted above, in 

addition to patients’ assertive utterances, other factors need to be simultaneously 

considered. For example, were patients’ assertive utterances strongly solicited by 

surgeons (e.g., were patients responding to the surgeon’s questions, such as “What do 

you prefer?”), or were patients’ assertive utterances strongly self-initiated, and how might 

this affect the concept of patient agency? Answers to this question will help us refine our 

notion of shared decision making. Or again, how did surgeons respond to patients’ 

assertive utterances, and how might this affect the concept of patient agency? Future 

research also needs to investigate patients’ companions’ roles in patient agency, including 

the types of things that companions are advocating for, and how companions’ 

assertiveness affects patients’ assertiveness. 

Finally, if the present findings are replicated and validated, then future research 

needs to begin to ‘fold them into’ the development of future quantitative analyses of 

patient agency, at least in terms of questionnaires/surveys used to measure patient 

agency. According the present results, measures of patient agency (or perhaps patients’ 

preferences in terms of agency) should include questions pertaining to patients’ 

preferences for lumpectomy versus mastectomy surgeries, for information related to 

treatment, for surgical reconstruction, and finally for scheduling. 
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