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Abstract 

 

This thesis begins with a critical observation that over the past decade, 

Canadians have witnessed an explosion of discussions in the public sphere about cancer 

and survivorship, including the celebration of cancer survivors. The proliferation of 

cancer/survivor discourses circulates expectations about how cancer should be taken on 

and embodied. There is an urgent need to investigate the effects of such discourses on 

young women’s (a) access to state and community resources, (b) constructions of 

health, risk and wellbeing, and (c) personal accounts of their bodies and illness 

experiences.  

  Drawing on 17 in-depth interviews with young female cancer survivors, this 

thesis investigates the effects of dominant cancer/survivor discourses on the social and 

material contexts of young women’s cancer experiences. I argue that young women’s 

cancer narratives are embedded in discourses of exclusion and responsibilization that 

actively shape and define what it means to be a ‘good’ survivor/citizen. 
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Chapter 1: Introduction  

Introduction 

Over the past decade, Canadians have witnessed an explosion of discussions in 

the public sphere about cancer and survivorship, within which the celebration of cancer 

survivors has emerged as a central theme. Indeed, it is now widely accepted that ‘cancer 

can be beaten’ (Sinding and Gray 2005). These developments speak to the emergence of 

a new cancer discourse, one premised on survival (Bell 2012; Kaiser 2008; King 2006; 

Zebrack 2000). Like other dominant health discourses, cancer/survivor discourses have 

saturated all areas of social life and have exposed Canadians to vast amounts of 

information about this condition and life thereafter.1 Also, like other discourses, as 

scholars like Bell (2012), King (2006) and others (Ehrenreich 2001; Kaiser 2008; Kendrick 

2008; Seale 2002; Segal 2010, 2012; Sinding and Gray 2005) suggest, cancer/survivor 

discourses are not value free. Rather they are intertwined with popular notions of 

femininity, health, risk, self-transformation and citizenship, which work in ways that 

construct particular kinds of knowledges and subjects, and which set parameters around 

how this condition is defined, understood, and experienced.  In other words, 

cancer/survivor discourses circulate expectations about how cancer should be taken on 

and embodied. Thus, the language used to talk about cancer and survivorship is a 

powerful vehicle of communication that works on people in particular ways. With all of 

this in mind, this project examines the links between cancer/survivor discourses and the 

‘effects’ they have on young women’s experiences of illness. In order to embark on such 

                                                           
1
 In this thesis, I use the term survivor and survivorship discourses inter-changeably.  
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an exploration, one must first ask: what are dominant cancer/ survivor discourses and 

what ideas do they perpetuate?  

One might begin to answer this question by noting that over the past few 

decades there has been a cultural shift in the ways people think and talk about cancer 

and those living therewith. For example, individuals living with cancer are now often 

identified as survivors rather than as victims or as patients. Presently, the term survivor 

is most broadly used to describe individuals who have had a life threatening illness but 

who are now disease free (Rowland et al. 2006). 

 

Cancer Survivor Park, Ottawa Ontario 

Interestingly, such a definition emphasizes the transition into stages of remission and 

thus valorizes those people who successfully overcome the disease over those who do 

not. While this shift in language is predominantly viewed by physicians, some feminist 

scholars and society as a positive development, it is important to note that the term 

survivor has cultural connotations that stem from the historical use of warfare 

metaphors to describe experiences of cancer (Orgad 2009; Sontag 1979).  

http://www.google.ca/url?sa=i&rct=j&q=&esrc=s&frm=1&source=images&cd=&cad=rja&docid=opDAV0e9-dDdqM&tbnid=89bbRRXAJkUaFM:&ved=0CAUQjRw&url=http://ottawaphotography365.com/tag/industrial-road/&ei=OB_wUcyFN4jCrgHizIDADw&psig=AFQjCNGjgEGTRUYtVymylvi66WP4AJ_NGw&ust=1374777496805556
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For instance, in Teratologies: A Cultural Study of Cancer, Stacey (1997) highlights 

how a dominant narrative of cancer heroism – patients as fighters, battling the odds and 

triumphing –influences both the construction of the ideal survivor and its up-take as a 

desirable role which patients are encouraged to assume (see also, Orgad 2009). In this 

sense, survivor discourses emphasize certain values and virtues “that translate into 

implicit expectations of what people who have experienced cancer should be like” (Bell 

and Ristovski-Slijepcevic 2013: 410).  Stated directly, the ideal cancer survivor is an 

individual who is resilient, positive, dedicated towards finding a cure and assumes 

personal responsibility for their own health and wellbeing. 

Although numerous scholars have noted that the term survivor is contested 

amongst those living beyond cancer, this discourse continues to be embraced by a 

number of interdisciplinary scholars. Indeed, the term survivor is embraced by many 

people working within the fields of biomedics, social psychology, feminist studies and 

women’s health (for example, Bell 2012; Bell and Ristovski-Slijepcevic 2013; Ehrenreich 

2001; Kasier 2008; King 2006; Khan et al. 2012; Mullan 1985; Orgad 2009; Seale 2002; 

Sinding and Gray 2005; Twombly 2004; Zebrack 2000). In addition, popular media play a 

central role in the production and proliferation of survivor discourses which, as Judy 

Segal (2010, 2012) argues, seek to limit the ways cancer can be talked about and 

experienced (see also, Orgad 2009; Seale 2002). Following this reasoning, dominant 

survivor discourses silence and dismiss narratives of anger, uncertainty, despair and 

death. Stories about restitution, as Frank (1995) argues, are valued as far more 

compelling, culturally preferred and institutionally prescribed. As this discussion is 
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meant to make clear, cancer/survivor discourses shape the context of cancer and 

survivorship care in Canada, as elsewhere.  

In light of these issues, the aim of this research is two-fold. First, it attempts to 

demonstrate how cancer/survivor discourses work in ways that construct boundaries 

between and amongst different cancers and those who are thereby affected, thus 

resulting in material differences in types of care available to young women diagnosed 

with less publicized cancers. Second, this research explores the ways such discourses 

promote a neoliberal ethic of personal care that seeks to responsibilize individuals for 

their own health and wellbeing. In what follows, I provide a brief overview of the 

ascendency of survivorship discourse in Canada and more specifically in Ontario. Next, I 

present my main research questions and argument and situate these in relation to the 

relevant sociological literatures and concepts used throughout the thesis. The present 

chapter concludes with a statement about the sociological significance of this study and 

an overview of the following chapters.  

Recognizing Survivorship   

The politics of cancer and survivorship is an emerging field, one that is capturing 

the attention and interest of both American and Canadian scholars. While my focus is on 

cancer/survivor discourses in the Canadian context, this discussion partly draws on 

some major American scholarship in addition to the work of Canadian scholars in an 

attempt to fully understand the complexities surrounding these phenomena (Gould 

2004; Gould et al. 2006; Segal 2007, 2010, 2012; Sinding 2010; Sinding and Gray 2005). 
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Like most post-industrial societies, Canada has undergone a shift in patterns of disease 

and illness. In particular, epidemiological trends suggest that the main causes of death 

and disability are a result of non-communicable illnesses – cancer, heart disease, mental 

health, autoimmune disorders – and that rates of infectious diseases are declining 

(Bezruchka 2010). As such, over the past four decades, cancer has captured the 

attention of various stakeholders – politicians, scientists and medical professionals, 

academics, bio-medical /pharmaceutical agents, non-profit, advocacy and corporate 

philanthropists – and has become one of the most discussed, recognized and dreaded 

diseases of the contemporary era (Ehrenreich 2001; King 2006). Indeed, few other 

diseases have received as much attention and support from public, private and state 

institutions. Although many research efforts are aimed at finding a cure, great strides 

also have been made in public health initiatives in the areas of cancer prevention, 

detection, treatment and prognosis. As a result of these achievements, there has been 

an increase in the numbers of individuals transitioning into stages of remission and 

survivorship (Aziz 2008; Hewitt et al. 2006; Howell et al. 2011).  

Survivorship refers to a distinct stage in the cancer trajectory “which is post-

treatment [and] separate from diagnosis and treatment and from end-of-life care” 

(Twombly 2004: 1415).While presently it is estimated that there are close to 1 million 

cancer survivors in Canada, it has only been within the past decade that issues 

surrounding survivorship have come to the forefront of Canadian health politics (Bell 

2012; Doll et al. 2012; Rutledge and Robinson 2009; Ristovski-Slijepcevic 2008). These 

issues include but are not limited to increased follow-up post-treatment care, more 
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extensive pyscho-social supports, and increased recognition of the financial burden 

associated with cancer. 

Despite the growing number of cancer survivors, it is well noted that prior to 

2008, Canadians were particularly lax in recognizing survivorship as an area requiring 

further investigation and resources (Ali and Warner 2013; Gould et al. 2006; Rutledge 

and Robinson 2009; Ristovski-Slijepcevic 2008). Rather, in past years, survivorship was 

often unrecognized as a distinct phase in the continuum of care. As a result, survivorship 

care was patchy, unreliable, and not of good quality (Ristovski-Slijepcevic 2008). 

However, an increasing number of cancer survivors and a better understanding of the 

social burden of illness have meant that issues surrounding survivorship are now at the 

forefront of many joint ventures between private industry, non-profit organizations and 

government agencies. More to the point, in an effort to acknowledge and legitimize 

survivorship needs, the stories and lives of survivors have played significant roles in 

securing financial resources that support prevention, surveillance, intervention and 

coordination efforts and, more recently, survivorship care. 

 

Survivorship in Ontario  

 In Ontario, research in the area of survivorship, in conjunction with increasing 

demands from those living in stages of remission, are resulting in a multitude of new 

resources and services specifically designed to address life after cancer diagnosis and 

treatment (Ali and Warner 2013; Bell and Ristovski-Slijepcevic 2013; Gould et al. 2006; 

Hewitt et al. 2006; Rutledge and Robinson 2009). In this province, Toronto is often 
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considered the vanguard for survivorship resources.  For instance, breast cancer 

organizations have been successful at addressing and prioritizing survivorship issues and 

have established state-of-the-art support networks that are available to young breast 

cancer patients living in the greater Toronto area (Ali and Warner 2013). Although, 

across the province breast cancer organizations continue to implement survivorship 

resources specifically for breast cancer patients, they do so at a slower pace and their 

offerings are much more limited in comparison to what is made available to those in 

Toronto (Ali and Warner 2013).  

That said, over the last couple of years, non-profit, community-based 

survivorship centers have sprung up across Ontario and are becoming permanent 

spaces in most metropolitan cities.  In an effort to fill voids in survivorship care, such 

centers provide a variety of free programs, resources and support for all cancer patients, 

survivors and families regardless of their cancer diagnosis. Within the cancer 

community, survivorship centers are increasingly viewed as extensions of primary care 

services (Green et al. 2005). As such, one might note that survivorship centers now are 

recognized and legitimized as being of value to people across the continuum of cancer 

care.  

Despite these vast improvements in recognizing survivorship services as 

essential, there continues to be a general lack of understanding about how cancer 

affects young adults. Some studies have suggested that young adults aged 18 to 39 

years have unique needs regarding treatment and care post cancer (Daugherty 2013; 

Zebrack 2009). A report by the Canadian Cancer Society (2009), for example, identifies 
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specific challenges that can hinder the overall health of young adults transitioning from 

cancer treatment to survivorship. These challenges include delays in formal diagnosis, 

lack of age appropriate care, low participation in clinical trials, insufficient support 

during treatment, risk of developing secondary cancers, and lack of long-term psycho-

social support (see also Zebrack 2009). Moreover, this research suggests that cancer 

diagnoses amongst young adults are on the rise and that slightly more young females 

than males are being diagnosed with this illness.  

 It is significant to note that in addition to the above-noted challenges, young 

women diagnosed with cancer encounter a different set of challenges related to 

reproduction and sexuality, body image, childcare and domestic duties than their male 

counterparts (Ali and Warner 2013; Gould et al. 2006; Health Canada 1999). As such, the 

Women’s Health Strategy (Health Canada 1999) encourages researchers and institutions 

– both public and private – to consider the ways sex (i.e. biological attributes) and 

gender (i.e. social and cultural conditions) affect people’s experiences of health and 

illness. However, such considerations have only recently been taken up and explored 

within the context of treatment and survivorship needs among young adult women (Ali 

and Warner 2013; Gould et al. 2006).  

In other words, despite the realization that young adults require specialized 

treatment and survivorship supports, there continues to be a lack of formal, unified and 

accredited programs and services available to young adults in Ontario, and specifically 

for young females living with and beyond cancer (Green et al. 2005; Gould et al. 2006). 

This is not to say that such spaces do not exist; there are some non-profit, community-
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based organizations in Ontario that play a significant role in developing and providing 

survivorship care to young adults (i.e. Young Adult Cancer Canada (located across 

Canada), Maplesoft Center (Ottawa), Stepping Stones (Ottawa) and Wellspring (located 

across Ontario) to name a few). While these organizations deliver valuable survivorship 

services, I am concerned about the ways such programming relies on and reproduces 

dominant cancer/survivor discourses, and do little to account for the different ways 

cancer is experienced because of personal beliefs and/or social locations. While there 

has been some recent examination of dominant cancer/survivor discourses (Bell 2012; 

Ehrenreich 2001; 2009; King 2006; Segal 2007,2010,2012) many of these investigations 

have failed to account for the ways in which such external forces intersect with young 

women’s personal experiences of cancer. This thesis seeks to address this lacuna  by 

examining young women’s cancer narratives and identifying the ‘effects’ of dominant 

cancer/survivor discourses on shaping illness experience.  

In light of the cultural transformation and public celebration of cancer and 

survivorship, I present an argument that is critical of the phenomena surrounding 

cancer/survivor discourses due to their links to neoliberal understandings of health, 

citizenship, and illness. In line with this concern, in this thesis I question the effects of 

such discourses on young women’s experiences of living with and through cancer. 

Although the effects of dominant cancer/survivor discourses are largely unexamined, it 

seems to me that they have significant implications for establishing inclusions and 

exclusions based on the type of cancer, ideal representations for how cancer-based 

illness should be taken on and embodied, and normative expectations and guidelines for 
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living responsibly and healthily post-cancer. As I elaborate below, it is urgent to 

investigate the potential effects of such discourses on young women’s (a) access to state 

and community resources, (b) constructions of health, risk and wellbeing, and (c) 

personal accounts of their body and illness experience.  

Research Questions, Argument and Literature Review 

Broadly speaking, this thesis is an attempt to build upon existing sociological 

work to further understand how dominant cancer/survivor discourses might inform and 

shape the material realities and subjectivities of young female cancer patients and 

survivors. The two central research questions which guide this project are:  

a) how does the governance of cancer care shape young women’s experiences of 
cancer? (addressed in chapter 3); and  

b) how does the dominant framing of cancer narratives reflect broader notions of 
‘good’ citizenship in our neoliberal times? (addressed in chapter 4) 
 

These questions stem from my engagement with scholarship which suggests that the 

landscape of cancer care and survivorship in Ontario is diverse, complex and 

multifaceted, and that there is an increasing need to better understand how cancer/ 

survivor discourses affect the social and material contexts of young women’s cancer 

experiences (Fitch 2003; Gould 2004; Gould et al. 2009; Sinding 2010; Sinding et al. 

2012).2 While both research questions are concerned with young women’s experiences 

                                                           
2
 The specific details of my cancer experience and its relation to this project are discussed in detail in 

Chapter Two of this thesis. As a prelude to this discussion, please note that I was diagnosed with 
Hodgkin’s Lymphoma in November 2008 and I have been in remission since June 2009. Without question, 
my own experiences and interpretations thereof have greatly informed how I approach this project.  
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of cancer-based illness, they seek to address different areas and issues within the 

continuum of what might be thought of as one’s illness trajectory.  

In an effort to further grasp the complexities surrounding cancer care and 

survivorship and the ways they influence young women’s cancer experiences, the 

research draws upon different configurations of sociological literature. The aim is to 

attain a better understanding of the ways external forces such as dominant 

cancer/survivor discourses intersect with and become embedded in participants’ 

experiences and narratives of illness. In chapter three, I situate my analysis primarily 

within sociological discussions of women’s health, community-based cancer activism 

and literature focusing on inclusion and exclusion. In chapter four, I explore assumptions 

and practices which inform survivorship centers. Using a governmentality lens, I analyze 

the various ways young women interpret and explain their lifestyles and behaviours 

post-cancer. Drawing on various sociological works, this thesis attempts to gain a 

greater perspective on the ways dominant cancer/survivor discourses intersect with 

women’s social locations and how they come to shape their current understandings of 

their social worlds, experiences of illness and selves. In doing so, the present research 

project demonstrates how various sociological literatures can be marshalled to explore 

certain aspects and complexities of cancer survivorship. 

  The research uses participants’ narratives to illuminate the ways in which 

cancer/survivor discourses act as a type of narrative communication with symbolic 

effects and implications. Such implications influence the governance of care and impact 

participants’ lived experiences of cancer and their individual subjectivities – that is: the 



 18 

very ways people know themselves. Young women’s cancer narratives tell us something 

significant about cancer/survivor discourses and the politics of health, citizenship and 

everyday life. Specifically, based on an analysis of these narratives I argue that 

participants’ cancer narratives are embedded in discourses of exclusion and 

responsibilization that actively shape and define what it means to be a ‘good’ 

survivor/citizen. 

Below I outline the main theoretical works and concepts that inform my analysis 

of young women’s experiences of illness. First, I offer a brief review of post-structuralist 

theory. This discussion leads to a review of Foucault’s theory of discourse, power and 

knowledge. Then I discuss some literature that critically examines the genres of illness 

stories and their connections with dominant discourses. To conclude this section, I will 

briefly explore the relationship between citizenship, neoliberalism and health and the 

ways that citizenship is embodied. 

 

Post-Structuralist Theory 

 Post-structuralist scholars recognize the multiple nature of reality and are 

concerned with how certain knowledges come to be identified as ‘truths’.  Works under 

this umbrella are particularly focused on interrogating language, meaning and 

subjectivity and authors do so by “challeng[ing] the notion that language is [a] neutral, 

objective, value-free conveyer of aspects of reality. Rather, they expose and interrogate 

language itself as being both constituted by, and constitutive of, the social reality that it 

seeks to represent” (Cheek 2000: 40). A main claim within this literature is that the 



 19 

analysis of language is imperative to understanding the ways individuals construct their 

senses of self, their subjectivities and their experiences in and of this world. More to the 

point, the social, cultural and institutional contexts in which language is constructed and 

used is taken by post-structuralists to be central to “understand[ing] existing power 

relations” and the ways discourses exert certain forms of social power over individuals 

while also distinguishing what is socially acceptable from what is not (Abou-Rizk 2012; 

Cheek 2000; Weedon 1997: 40). 

A key concept that is central to post-structuralism and thus to examinations of 

language is discourse. Lupton (1994: 17) defines discourse  

As a pattern of words, figures of speech, concepts, values and symbols. A discourse 

is a coherent way of describing and categorizing the social and physical worlds. 

Discourses gather around an object, person, social groups or event of interest, 

providing a means of ‘making sense’ of that object, person and so on. 

Following this understanding, language is embedded within social and political contexts 

and is used for specific purposes. In other words, this particular understanding of 

discourse highlights the relationship between language, images and symbols and the 

ways they shape individual social realities. At the same time, this definition stresses that 

the production of knowledge through discourse is never value-free but rather is replete 

with authority by “virtue of the power given to the discourse by society” (Bassett-Smith 

2001: 45). Following this logic, the aim of post-structural analyses is to explore the ways 

discourses exercise power over individuals.  
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Foucauldian Theory: Power, Knowledge and Truth   

 Foucault’s theory of power and knowledge is particularly useful for 

understanding how individual subjectivities and experiences come to be shaped by 

discourses. One of Foucault’s key contributions to the study of power is the idea that 

power exists in and mediates everyday social relations (Foucault 1990). In his work, 

Foucault does consider authoritarian forms of power, i.e. sovereign power.  However, 

for Foucault (1979), power is not only imposed from above in a hierarchal mode; rather, 

especially in liberal societies power is often fluid and circulates from innumerable points 

which provide numerous sites of resistance. Power is not just suppressive, it is also 

productive, in the sense that power produces, encourages, fosters certain norms, 

practices, subjectivities, and relations that circulate and exist within and through the 

discourses. In this sense, the power of discourses lies in their abilities to shape societal 

norms and govern individuals’ thinking, practices and subjectivities. This is one key 

aspect of Foucault’s theorization of the interconnections between power and 

knowledge.  

 Foucault’s (1972) definition of discourse is the production of knowledge through 

language.  Indeed, Foucault conceptualizes discourses as systems of thoughts or 

collections of connected statements that are composed of ideas, beliefs, attitudes, 

actions and practices which provide a language or a means of talking about a particular 

topic. Power, for Foucault, is situated within discourse, in that it provides certain ways 

of talking about and representing the world while also setting parameters around how 

topics get defined (see also, Hall 1997).  
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Drawing on this perspective, Cheek (2000: 45) suggests that subjects can only 

exist in a meaningful way when they are contextualized within discourses that construct 

them. For example, consider that the cancer survivor only becomes celebrated when 

framed within discourses of survivorship, biomedicine, women’s health and/or 

citizenship. This means that, theoretically speaking, survivors only become knowable 

and valued when represented as taking charge of their survival thus resisting passivity.  

 Foucault’s view that knowledge and power are inextricably bound together 

suggests that “it is not possible for power to be expressed without knowledge, [and] it is 

impossible for knowledge not to engender power” (Foucault 1975: 52). Stated 

otherwise, knowledge triggers power and power produces knowledge. Discourse, then, 

is where power and knowledge come together to construct particular meanings that 

perpetuates certain ‘truths’. Indeed, for Foucault (1980: 132), “truth” is to be 

understood as a system of ordered procedures for the production, regulation, 

distribution, circulation and operation of statements. ‘Truth’ is linked in a circular 

relation with systems of power which produce and sustain it, and to effects of power 

which it induces and which extend it.  As such, what is significant about discourses is the 

ways knowledge and power co-constitutes one another, thus producing new bodies of 

information and regimes of truth.  

Rose (1993) builds on this conceptualization by arguing that regimes of truth are 

central to the governance of individuals in advanced capitalist societies. It is through the 

production of truth, Rose says, that people organize, operate and govern themselves. 

Given that discourses are foundational to our understanding of ourselves and others, 
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this literature will provide an analytical means of accounting for the ways 

cancer/survivor discourses are influencing young women’s experiences of illness and the 

stories they tell.  

 

Illness Stories  

The telling of stories is a fundamental part of human social communication and is 

one of the most significant mediums through which we define, shape and interpret 

ourselves and the social world (Frank 2002, 2005, 2010; Kleinman 1988). As such, it is 

argued that stories are a means of making sense of one’s life and are regarded as a 

valuable source of knowledge (Bury 2001; Charmaz 1999; Frank 1994, 1995, 2010; 

Josselson 1995). In recent years, scholars across disciplines have become increasingly 

interested in ‘listening’ to the stories of others. One area of study in which 

autobiographical stories have proliferated is the field of health and illness. This is likely 

because, as a number of scholars note, illness stories provide deep, vivid and reflective 

accounts of subjective experiences, thereby contributing invaluable insights to the study 

and understanding of illness, wellbeing and healing (Frank 1991; Sakalys 2003). In 

addition to their therapeutic value, illness stories are useful mechanisms for examining 

how personal experiences of illness are influenced by dominant discourses and the ways 

public values are taken up in individual bodies (Frank 1995; Segal 2007). 

In an effort to understand the interconnectedness of individual illness 

experiences and our social world, Frank identifies ‘narrative types’ that most commonly 

emerge from telling illness stories: restitution, chaos and quest narratives. He explains 
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(1995: 75) that individual stories are fabricated through a weave of narrative types 

which he refers to as “the most general storyline that can be recognized underlying the 

plot and tension of particular stories”. The significance of Frank’s narrative types lies in 

their ability to account for the ways people draw on common social relations and 

cultural ideas about health, illness and wellness as a way of articulating and making-

sense of their experiences (Kleinman 1988). As such, narrative types provide a 

framework for analyzing genres of illness stories and the ways dominant discourses 

shape and inform such stories.   

 According to Frank (1995: 77) the restitution narrative is the most culturally 

accepted illness narrative and is the story of falling ill, suffering and returning back to a 

state of wellbeing. This type of story is true in most cases of illness and is often culturally 

honoured and validated. The second narrative that Frank (1995: 97) describes is the 

chaos narrative which “imagines life [as] never getting better”.  In these stories, illness is 

on-going and is often filled with sentiments of vulnerability, anger and helplessness 

(Frank 1995: 97).  Chaos narratives tend to depict people as being “sucked into the 

undertow of illness” (Frank 1995: 97). This narrative type is the least commonly told 

story and I suggest that this may be in part due to contemporary society’s belief that 

illness should be positively taken on and beaten.  Lastly, the quest narrative is also a 

culturally preferred narrative and is where illness becomes a quest from which 

something can be learned and thus shared with others. In these stories, illness is often 

viewed as a challenge that becomes a positive motivator for personal change. In these 

stories, the point is to make meaning out of suffering (Frank 1995). While these 
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narrative types are useful for analyzing individual illness stories, my interest lies in how 

they are able to provide researchers “with a means of exploring the links between 

culture, individuals and their experiences of illness” (Thomas-MacLean 2004: 1649).  

Given the importance of the social and cultural in developing and expressing 

stories, it is not surprising that public values and dominant discourses are increasingly 

becoming embedded in personal illness stories. Interestingly, all three of Frank’s (1995: 

76) narrative types – restitution, chaos and quest –are also being appropriated by 

numerous stakeholders who are increasingly using them as means of marketing. In 

recent years, cancer patient and survivor stories are being incorporated and strategically 

deployed by numerous stakeholders in efforts to humanize illness, dispel myths, 

promote healthy behaviors and to raise money and support.3 This is likely because, as 

Frank (2010: 3; 2002) and Kleinman (1988) note, stories are powerful insofar as they 

“animate human life” and, in the case of  cancer, are an expression of people’s 

experiences of living with and through this illness. Cancer and survivor stories work on 

people in particular ways, “affecting what people are able to see as real, as possible, and 

as worth doing or best avoided” (Frank 2010: 3). In this sense, narratives are powerful 

tools that every individual possesses; storytelling not only invites others to listen, to 

share, to contemplate, and to evaluate other’s experiences, it also is way to claim what 

counts.4 As such, cancer and survivor stories often reinforce and perpetuate restitution 

and quest narratives while disregarding and silencing experiences of chaos and limit the 

                                                           
3
 Such stakeholders include but are not limited to: government agents, non-profit workers, bio-

medical/pharmaceutical employees, advocacy groups and corporate philanthropists 
4
 Chapter two provides a much more detailed account of narrative analysis as a qualitative method. The 

purpose of discussing stories here is to illustrate the ways stories are embedded in and reflective of socio-
cultural discourses.  
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ways individuals come to experience and understand their illness. Thus, the stories that 

are most publicly available are reflective of the ways cultural discourses shape individual 

narratives.   

Citizenship, Neoliberalism and Health  

In Canada, shifts in state governance and health discourses reveal a changing 

political, economic and social landscape – one which points to a transition from a 

society based on equality, social democracy and citizenship entitlements to one that 

prioritizes the reduction in overall size and intervention capacities of governmental 

agents. These political shifts are altering the relationship between individual citizens and 

the state and the market. Many social scientists concur that these political shifts are 

intimately linked to neoliberal ideologies and rationalities which privilege individual 

freedom and responsibility over state control and responsibility (Brodie 1997; Gazso and 

McDaniel 2010; IIcan 2009; Larner 2000; Lemke 2001). In recent years, Canadian 

scholars across disciplines are demonstrating the ways neoliberal logics are 

transforming notions of citizenship. In particular, there is a vast scholarship pointing to 

how neoliberal policies now refer to citizens as ‘clients’ thus transferring responsibility 

from the state to the individual (Armstrong and Armstrong 2010; Bacchi and Beasley 

2002; Brodie 1997; Coulter 2009; Fafard et al. 2009; Fischer et al. 2004; Gazso 2009; 

Gazso and McDaniel 2010). This depiction of citizenship strips away entitlements as a 

social right and emphasizes the primacy of the market. In this sense, neoliberalism can 

be understood as a form of governance which calls forth the construction of new 

subjects (Dean 1997; O’Malley 2000; Peterson and Lupton 1996; Rose 1999).  
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Neoliberalism is largely understood as a pervasive rationality and political project 

that shifts power away from the state by cultivating the conditions that facilitate and 

enable autonomous self-regulation (Larner 2000). Thus, within what are described as 

neoliberal contexts, individuals are conceptualized as rational, responsible, self-reliant 

and self-sufficient actors who should reject “public or social intervention in their lives” 

(Howard 2007: 3).  Stated otherwise, individuals are increasingly encouraged to assume 

a degree of responsibility for managing their own risks and choices – health related or 

otherwise (Rose 1996).5  Importantly, such neoliberal objectives are achieved not 

through the repression of power, but rather by prompting individuals to exercise their 

autonomy and to make regulated choices via expert knowledge towards their own self-

governance (Miller and Rose 1994). Under these conditions, individuals are expected to 

be active in the process of their own self-governance – that is, in “processes of endless 

self-examination, self-care and self-improvement” (Petersen 1997: 194).  

Presently, notions of personal responsibility and health are inextricably linked to 

neoliberal ideas of citizenship. The growing individualistic imperative of ‘responsible 

healthy living’ actively shapes and defines what it means to be a ‘good’ citizen (Lupton 

1995; Petersen and Lupton 1996). As such, good citizenship entails becoming 

responsible for managing one’s own risks while also maintain and improving one’s own 

health. In this sense, neoliberalism privileges particular subjects: the construction of 

‘healthy citizens’ (Petersen and Lupton 1996). ‘Healthy citizens’ are individuals who not 

                                                           
5
 Robert Crawford (1980) coined the term healthism to refer to the shift toward transferring the 

responsibility of health from the state to the individual. As such, neoliberal ideas of health encourage 
individualized and privatized approaches to maintaining and improving one’s own health.  
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only assume responsibility for managing their own health but are also individuals who 

engage in work and are “able to take part, to the best of his or her physical ability, in 

contributing to the nation’s prosperity” (Gazso and McDaniel 2010; IIcan 2009; Miller 

and Rose 2008; Petersen and Lupton 1996: 68). Health – the valorized norm – is an 

essential component in defining good citizens while illness – the deviation – is thus 

evidence that one has not behaved responsibly and is morally culpable in light of known 

risks (Galvin 2002). More importantly, the neoliberal imperative of health discourages 

any meaningful conversation about the structural causations of illness.  

Sociological Significance and Thesis Organization   

The present study contributes to a growing body of research on the politics of 

health and citizenship by exploring young women’s cancer narratives through lenses 

offered by different sociological literatures. The aim is to understand the complexities of 

young women’s survivorship experiences as, at least partly, the effects of dominant and 

widely circulating cancer/survivor discourses. This research is distinctive in that it is 

concerned with understanding and giving voice to young female cancer survivors who 

have often been excluded from much academic investigation. More to the point, it 

highlights some of their unique medical, psychological, financial, and social needs. In 

addition, this study adds a sociological perspective to academic and public discourses 

surrounding cancer and survivorship. Rather than focusing solely on the psychological 

and clinical benefits of organized survivorship communities, this study explores how 

contemporary forms of government and governance infuse these spheres in ways that 

have implications for people’s social identities and individual subjectivities.  
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The thesis is divided into four chapters. Chapter two discusses my 

methodological approach and specific data collection and analysis methods. I both 

identify qualitative methods as the most appropriate for the current study and critically 

reflect upon my personal positioning in relation to this research. Chapter three 

examines the political and cultural climate of cancer support in Canada and the 

establishment of a cancer hierarchy (Gray 2010). The main claim put forth in this 

chapter is that tendencies to favour breast cancer over other types of cancers result in 

complex and uneven distributions of resources, power, knowledge and access to health 

services amongst cancer survivors. In Chapter four I examine participants’ 

understanding of their roles in managing their health risks and discuss the measures 

that they accept as necessary for sustaining a disease-free state of being. Finally, in 

Chapter five, I return to the research questions and goals outlined in this first chapter in 

light of my specific research findings and discuss the implications of this study for the 

burgeoning survivorship community. 
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Chapter 2: Methodology 

Introduction  
 

 Not everything that can be counted counts, and not everything that counts can be 

counted. 

- Albert Einstein 
  

Much of the inspiration behind this research project stems from the above 

insight and in some ways speaks to my desire to ‘give voice’ to the lived realities of the 

women who participated in this research. Qualitative methods allow researchers to go 

beyond statistics and so called scientific ‘facts’ and ask critical questions that seek to 

understand why things are the way they are, why do they occur in particular ways, 

whose perspective counts, in what context and so on (Nelson et al. 2009). By employing 

qualitative methods, and more specifically narrative analysis, I am able to highlight the 

increasingly complex relationships between human experience and social relations – 

that is the interconnectedness of young women’s individual experiences of cancer and 

our social world (Kleinman 1988). The purpose of this chapter is to discuss the research 

process while practising critical reflection. I briefly describe my motivation for the 

project and research design; my role in the research; sampling, recruitment and data 

collection; and how the data was analyzed within a narrative analysis framework. 

Throughout this project, I reflect on my position as an ‘insider’ and document the ways 

in which my experiences may have shaped the research design, data collection and 

analysis, my decision-making and the final report.  
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Motivation and Research Design 

  My interest in young women’s experiences of cancer, the lack of social supports 

and issues of citizenship primarily stems from my own cancer diagnosis. In November 

2008, I was diagnosed with stage 4 B Hodgkin’s lymphoma at the age of 21 and 

underwent a year of treatment that included both chemotherapy and radiation. During 

the entire year of treatment I felt isolated as a result of my illness. Despite being 

physically ill and having little energy to participate in social activities, I never met or 

crossed paths with any other young adult cancer patients and/or survivors – even in the 

hospital or medical day care when receiving chemotherapy - even though I knew that 

my particular cancer affected mostly young adults. 

 A year after completing treatment I made the decision to begin actively seeking 

out other young female cancer survivors and began participating in several local cancer 

organizations in hopes of supporting and helping others navigate their cancer journey.  

It was through these various organizations and support groups that I began to meet 

other young women who had similar cancer experiences and became an active member 

in the Ottawa cancer community. From my experiences of interacting in this community, 

I began to witness the difficulties that other young women living with cancer encounter, 

observed the inequalities between and amongst different types of cancer and noticed 

the subtle ways cancer organizations pressured  young women to participate in the 

cancer community. I also noticed that these women often described this overwhelming 

desire to be more involved in the cancer community whether it be supporting other 

cancer patients directly, participating in fundraising initiatives, blogging about their past 
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and present experiences and making both themselves and their stories available to 

others. In some instances many of these women’s – including my own - illness 

experience became an obligation to pay it forward.  Through these experiences I began 

to recognize that one’s health status – as a cancer survivor- evokes a moral 

responsibility towards giving back. Reflecting upon encounters and discussions with 

other female cancer survivors I began to see how individual cancer narratives often 

discursively operate to distinguish and make up particular kinds of citizens – ones who 

are morally good and responsible, and ones who are not.   

With these insights in mind, my thesis question crystalized through a process 

that included reflecting upon cancer related advertisements and their use of cancer 

survivors as ambassadors for recruiting others to help support the cause. The months of 

September through November are particularly important for several cancer 

communities (including the so-called blood cancers leukemia/lymphoma, breast and 

prostate cancer) as these three months are dedicated towards raising significant 

monetary funds while generating awareness about each particular disease.6 In spite of 

my strong position towards health awareness and education, these particular 

advertisements – which often present survivors as actively defining the life one will lead 

post treatment -prompted my exploration of critical questions. The questions that 

inform this research are directed towards understanding how does the governance of 

cancer care shape young women’s experiences of cancer?; and how does the dominant 

                                                           
6
 A common strategy amongst large non-profit cancer organizations used to generate corporate, 

community and individual support is to designate particular months to certain issues for the purpose of 
raising money and awareness (King 2006). September is Lymphoma awareness, October is breast cancer 
and blood cancer awareness and November is prostate cancer awareness.  
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framing of cancer narratives reflect broader notions of ‘good’ citizenship in our 

neoliberal times? 

            Evidently, my cancer journey made me aware of the ways in which women’s 

cancerous bodies and subjectivities are vulnerable to forms of power: surveillance, 

guidance, discipline, or outright control. This has shaped my thesis project. My own 

experience of illness informed and became an integral part of this research, with its 

benefits and dilemmas. To begin with, my objective is not to strive for value-neutrality. 

In contrast to positivist forms of social science research, qualitative methods do not 

“pretend to emulate the natural science by producing cumulative and predictive theory” 

(Flyvbjerg 2005: 38). Rather, qualitative approaches are a conscious effort to move away 

from practices which dehumanize data and undervalue human experience. Qualitative 

methods, and more specifically narrative analysis, regard values as an important 

component of the research process and more importantly acknowledges that the voice 

of an individual is never only their own, “each voice always contains the voices of 

others” (Frank 2005: 966). As such, stories and storytelling are a dialogical relationship 

where individuals (tellers and listeners) and stories develop gradually alongside and 

shape one another allowing my own experiences to be situated within the research 

(Frank 2002).7       

                                                           
7
 Although, stories and narratives are often used interchangeably, Frank (2010: 14) distinguishes stories 

from narratives in that stories are “living, local and specific referring to immediate concrete events, 
people, scientific findings and more”. Narratives on the other hand are the resources, templates and plots 
that are often culturally specific that people use to construct their stories.  
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This study has also taken up the challenge of incorporating feminist principles of 

reflexivity into the collection, analysis and writing of my findings. Wasserfall (1993) 

describes reflexivity as both a practical and conceptual tool that allows the researcher to 

acknowledge their own subjectivities and influence on the research process. 

Furthermore, feminist scholars suggest that reflexivity can also be used to equalize 

power relations between the researcher and the participants while also dispersing 

differences in class, race, gender, ethnicity, sexual orientation and ability (Doucet and 

Mauthner 2008; Wasserfall 1993). These issues will be addressed in greater detail 

throughout this chapter. 

Practicing Reflexivity: My Role as the Researcher  

Postmodern critiques of positivist methodologies have resulted in the 

emergence of reflexive sociology – a new paradigm in which qualitative researchers 

engage in  self-reflection that continually accounts for and evaluates “subjective 

responses, inter-subjective dynamics and the research process itself” (Finlay 2002: 

532).  Historically, subjectivity was thought to be the nemesis of scientific validity and 

researchers who were unable to maintain detachment from their values, positions and 

participants were highly criticized (Bloom 1996). However, in an effort to transcend 

conventional scientific standards of objectivity, reliability, and validity, Denzin and 

Lincoln (2005) suggest that the ‘reflexive turn” in qualitative sociology acknowledges 

that researchers are not outside their field of study and that they too participate in the 

co-construction of knowledge. Reflexivity creates a space that allows the researcher to 
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articulate and locate their own subjectivities and be ‘written in’ to the world that they 

study. 

Denzin and Lincoln (2005) stress that qualitative methods seek to develop a 

better understanding of the meanings, processes and lived experiences of everyday life 

and emphasize that research is value-laden. In keeping with this line of thought, each 

researcher’s personal characteristics and social location play an important role in 

shaping one’s preconceptions and assumptions toward the world in which they inhabit. 

As such, in order for a researcher to capture and attempt to make sense of the social 

world they too must be immersed in it (Hammersley and Atkinson 1983). Following this 

rational, I did not attempt to detach myself from the research process or the research 

participants. On the contrary, I began this research with the view that my own life 

history, and more specifically story of illness, would be an important asset in creating 

engagement, bonds and trust, but may also generate certain dilemmas with research 

participants. Although Ellis (2004: 195) makes the compelling argument that personal 

narratives can “open up the possibility of dialogue, collaboration and relationship” 

whereby interviews may materialize as pleasant conversations rather than formal 

interrogations, my status as a cancer survivor could not always outweigh my other social 

characteristics that in some instances positioned me as an outsider.   

Throughout this entire process, I suspected that my personal biography – 

gender, age, race, insider status (cancer survivor) and class – would be an asset and help 

facilitate recruitment, data collection, and data analysis. I assumed that my position as a 
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cancer survivor would be enough to establish rapport with participants and while at 

times it was, there were instances in which it was often not enough to prevent both the 

challenges that my social characteristics presented and also the struggles that are 

associated with being an ‘insider’ (Twine and Warren 2000). For example, several of the  

women interviewed were either pregnant or had just given birth when they received a 

cancer diagnosis and I mistakenly took for granted that we could share a similar 

understanding of the degree to which young women would require additional social 

support. Although I could empathize with what it was like to receive a life altering illness 

diagnosis, I could not fully relate to how each women negotiated and often sacrificed 

their own care and wellbeing in order to  care for and bond with their newborns. As 

such, many of these young women had different ideas in regards to what kinds and 

degrees of social support were needed.  In what follows, I reflect upon both the benefits 

and dilemmas that arose in revealing my insider status.  

In some respects, my ‘insider status’ was beneficial in establishing rapport and 

working relationships with several local cancer support groups and even helpful in 

forming intimate familiarity and trusting spaces for participants.8 I took great efforts in 

considering how to best use my ‘insider status’ and not misrepresent myself in any 

manner. For example, my ethics clearance allowed me to present myself as an academic 

researcher while also revealing my own health status. Within this context, I was able to 

present myself in a way that allowed me to be honest, professional and ensured that my 

                                                           
8
 Frank (2010) argues that stories play an influential role in whether people fit into groups or not. One’s 

knowledge of certain stories and/or one’s ability to know how to react to certain stories is often 
recognition of belonging to a particular group.  
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position both as a researcher and cancer survivor was clearly stated and known.9  I 

believe that revealing my own health status had a positive influence on recruiting 

participants precisely because I also belonged to this circle, thus legitimizing my 

intentions for researching this particular sub-set of women. In addition, I also felt that 

my being a young female cancer survivor would make it more comfortable for the 

women to openly speak about their private and intimate experiences.  

 Many of the women I interviewed were often interested in how I came to use 

my own cancer experience as the basis or catalyst for further research. Many scholars 

argue that establishing openness is an important component in the research process so 

that participants feel comfortable and at ease with the researcher (Grills 1998; Kvale 

2006). A dilemma that I constantly grappled with was how much of my own experience 

do I reveal?  In some instances, it was difficult to decide how much information to share 

and/or how to answer particular questions because (1) all women interviewed were at 

different stages of healing both physically, psychologically and emotionally, (2) I did not 

want to interject my values and beliefs onto them and (3) I wanted to create a space 

where all women were able to share and express their thoughts, feelings, and 

experiences without the fear that they had to defend their positions. In the end, in 

addition to informing them I was a Hodgkin’s lymphoma survivor, I evaluated each 

situation independently and considered what impact the level of my disclosure might 

have on the interview.  

                                                           
9
 The Chair of the Carleton University Ethics Board commended me on the amount of detail and 

consideration I had given to ethical issues in my application.  
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In balancing my own hesitations with ethical dilemmas of revealing my health 

status, much of the literature suggests that self-disclosure is a strategy that contributes 

towards building trust and also balances power inequalities between the 

interviewer/interviewee (Abel et al. 2006). In an effort to create a common ground 

between myself and the participants I began each interview with a brief synopsis of my 

own cancer story and informed all participants that I would happily share further details 

at the end of the interview. I clearly let each of the participants know that I wanted to 

use the interview time to focus on their stories. In some instances, I did rely on my 

personal experiences when participants required clarification in regards to certain 

questions. I also empathized with participants when we shared similar experiences with 

sayings like “I get it” or “I completely understand”. I believe that this approach 

promoted a natural flow of conversation – one that would be encountered between 

friends- which I believe allowed the participants to feel at ease and forthcoming with 

their stories.  I tended to share less information with the women who were still 

navigating the early stages of the healing process unless I was able to provide them with 

some particular advice or resources that would be of interest or value to them. 

Interestingly, however, I was happily surprised at how much I learned from each 

participant and how they have shaped and contributed specifically to my own cancer 

journey and more generally to my everyday life.  

Despite countless hours of researching and writing about breast cancer, I initially 

thought that I had a thorough understanding of the ways in which bodily transformation 

inevitably affect individual self-identity. Prior to the commencement of this project I had 
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given a lot of thought to the amount of sensitivity that would need to be provided in this 

area. In doing so, I often allowed the women to direct the conversation on bodily 

changes and only probed if I thought the participant was comfortable in discussing this 

area. All of the breast cancer survivors were indeed at ease discussing changes in both 

their physical appearances and sexuality and they tended to elaborate with great detail 

when talking about this topic. Given that much academic focus has been given to bodily 

transformations and the self (Kendrick 2008; Klawiter 2005; Langellier and Sullivan 1998; 

Ucok 2005, 2007; Waskul and van der Riet 2002) I was somewhat unprepared for how 

these women described and compared their scars to other types of cancer treatments. 

 Interestingly, breast cancer survivors often discussed how uncomfortable they 

thought it would be to participate in support groups that included women with various 

types of cancers precisely because their type of cancer left them with visible bodily 

changes – several of the women I interviewed had to wait to have breast reconstruction 

after having a mastectomy. In particular, while the women acknowledged that all types 

of cancer diagnoses are life altering and leave both visible and invisible scars, they 

stressed that losing a breast(s) forever changes you as a woman. In these instances, I felt 

like a complete outsider and that my status as a young female Hodgkin’s lymphoma 

survivor and the hardships that I experienced were being challenged and in some ways 

delegitimized by the very fact that I had not lost a breast – a visual and social signifier of 

womanhood. However, despite not losing a breast or being diagnosed with a woman’s 

cancer, I too, like many other young female cancer survivors face the reality that our 

womanhood – one’s ability to reproduce and experience sexual pleasure – is also 
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threatened. Regardless of popular claims, it is not necessarily the type of cancer 

diagnosis that threatens a woman’s sexuality and reproductive capacity. Rather, the 

course of treatment, drugs, dose, intensity, method of administration, size/location of 

the radiation field in addition to one’s age are often much more important factors in 

determining the extent of sexual and reproductive complications (Lee et al. 2006; 

Meirow and Nugent 2001).  

In these moments, I did not allow these particular comments or beliefs to upset 

me or interfere with the flow of the interview. Rather they became specific occasions 

for later self-reflection.  I used these comments to truly consider what it would be like to 

be a young woman diagnosed with breast cancer and thought about the ways that I 

would not only have to negotiate the very idea that I was diagnosed with a life 

threatening illness but in addition, having a daily reminder – losing a breast(s) – of the 

loss associated with breast cancer. More than this, I thought about how young women’s 

experiences of breast cancer are almost non-existent in popular representations of the 

breast cancer movement, and the potential fear and isolation that can be associated 

with such a diagnosis and the lack of resources, knowledge and social supports 

available. Thinking through this lens, it became clear as to why young breast cancer 

patients craved a space specifically designated for them and how their experiences may 

require additional privacy, sensitivity and empathy. Critically reflecting on my own 

illness in relation to these women’s experiences, I recognize that there are dangers in 

assuming that one’s insider status provides access to ‘knowing’ or ‘understanding’ 
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others experiences in spite of the similarities that individuals and/or communities may 

share.  

 I acknowledge that my own cancer experiences have informed and are 

incorporated in all aspects of this project. It is evident that this research begins from the 

assumption that the stories individuals tell are never truly their own but rather they are 

produced dialogically with others and always multi-voiced (Doucet and Mauthner 2008; 

Frank 2002, 2005, 2010). I have tried to be aware of my position as an ‘insider’ and 

recognize that it is a highly fluid position that can often “change even in the course of a 

single interview” (Hesse-Biber 2007: 143). I have also tried to be reflexive of my decision 

making in order to provide honest representational accounts of the individual 

experiences of the participants to the best of my ability.  

Sampling, Recruitment and Data Collection  

 Qualitative research does not set forth any defined rules for determining sample 

size, instead emphasis is placed on pursuing a richness of data that is often associated 

with small sample sizes with the aim of collecting depth and detail (Patton 1990). 

Quantitative methods rely on large samples often selected randomly with the end goal 

of statistical generalization. However, qualitative researchers sample purposefully and 

select information-rich cases in “which one can learn a great deal about issues of 

importance” (Patton 1990: 169). A dilemma often encountered by qualitative 

researchers is that the amount of data required cannot be fully determined ahead of 

time. This is to say, the number of research participants needed for complete results 
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emerges during the process of conducting research (Sandelowski 1995). During the 

design stage, I estimated that a sample size of 20 young female cancer survivors to be 

ample and feasible. Over the course of this project, these numbers were modified due 

to time constraints and difficulty scheduling the last few interviews. Nevertheless, 

common themes and patterns emerged and it became apparent that data had reached 

a point of saturation.  

After receiving ethics clearance from the Carleton University Ethics Board I 

began my field work in September 2012. Between September 2012 and April 2013, 17 

semi-structured interviews were conducted with women over the age of 18, who were 

not in active treatment, and who received a cancer diagnosis between the ages of 18-

35. My research sample is relatively homogenous in terms of age, race, class, sexuality, 

ability and level of education. Additionally, I was able to recruit women with various 

types of cancer diagnoses, however, the majority of the women had either been 

diagnosed with Hodgkin’s lymphoma or breast cancer. I choose to include only young 

female cancer survivors because the literature suggests that young women are 

increasingly influenced by dominant health and beauty discourses generally and more 

specifically there are significant gender differences in the manifestation and experiences 

of cancer and illness (Abou-Rizk 2012; George and Rail 2005; Lightman et al. 2009; 

MacDonald et al. 2010; Tritter and Calnan 2002; Wendell 2001).  In particular, I decided 

to explore the experiences of young women living with cancer for several reasons: (1)  

young women – between the ages of 20-44 – account for almost two thirds of all young 

adult cancer diagnoses; (2)  young female cancer patients/survivors require specific 
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health and social supports, however there are complex and uneven distributions of 

resources, power, knowledge and access to health services; (3) contemporary 

understandings of health, well-being and lifestyle are inherently linked to one’s citizen 

status; and (4) cancer programs, health material and cancer activism (more generally) 

shape and individualize one’s biological status (as healthy or ill) in individualized ways. 

My interest lies in understanding how the cancer experience ultimately shapes a 

particular form of self-governance that  supports the ‘making-up’ of good citizens.   

 My sample of 17 young female cancer survivors was recruited through 

purposeful snowball sampling methods. Due to the time constraints of this project, I felt 

that it was necessary to employ an ‘information-orientated’ selection approach that 

would allow me to focus on cases that had the potential to provide sufficient 

information about the phenomena being studied. According to Flyvbjerg (2005: 79) 

“cases are selected on the basis of expectations about their information content”. 

Following this rationale, I choose to approach local cancer support groups, personal 

acquaintances who are situated within this community, as well as Young Adult Cancer 

Canada - the largest cancer support network specifically aimed at supporting young 

adults. By focusing on a variety of cancer communities, my aim was to recruit a diverse 

sample of young women with regard to various cancer diagnoses, social location, and 

biographies. In addition, after the completion of each interview I provided each woman 

with a recruitment flyer and invitation letter and asked if she could distribute it to other 

young female cancer survivors she may have known and who may have wanted to 

participate. Through snowball sampling, I was able to generate an additional eight 
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interviews while also ensuring that confidentiality was maintained, as each woman did 

not know whether her acquaintances had contacted me to be a participant.  

  Initially, my intentions were to have at least half of my sample meet a criterion 

of having applied for and/or received state supports such as Employment Insurance (EI) 

Sick Benefits, Canadian Pension Plan (CPP), Ontario Disability Support Program (ODSP) 

or Ontario Works. However, after a month and a half into the recruitment process it 

became evident that many of the young women who were contacting me did not have 

any experiences applying for these types of social citizenship benefits. In fact, most of 

the women who were in contact with me either had access to long term disability 

through work, support from a spouse or were living at home with their family of origin. 

At the outset, I had assumed that most young women diagnosed with a long term illness 

would seek out state financial aid. But, as I found out, the participants in this study were 

well educated and most of them had stable employment offering additional benefits 

such as short and long term disability and extended medical and pharmaceutical 

benefits. After six interviews and finding two participants who used state supports, I 

decided that half of the sample did not have to have prior experiences of trying to 

access these programs simply because these themes were not coming out in the data. 

Perhaps having a set number of participants meeting this criterion would have been 

possible had my recruitment strategies been more diverse and included other cities in 

the province of Ontario other than Ottawa which is known for its relatively stable 

economy and more advantaged white collar employment.   
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 Interestingly, however, several themes began to arise out of the data and I 

decided to focus my attention on these emerging key findings. First, participants who 

were diagnosed with non-women’s cancers often referenced the lack of supports and 

awareness about their cancer in comparison to women’s cancers, most notably breast 

cancer. And second, the idea of living a ‘healthy’ life and the ways in which health is 

practiced and consumed emerged from the participants’ stories. In an effort to further 

examine these developments, I determined that it would be necessary to have a 

minimum of five women diagnosed with women’s cancers in order to adequately 

compare differences in access to support services. Furthermore, I adjusted some of my 

interview questions to further probe when participants brought up ideas of health and 

healthy living in order to understand where and how these ideas shape their cancer 

experiences.   

 All of the seventeen young female cancer survivors who participated in this study 

completed one in-depth interview. The women’s ages ranged from 22 to 39 with most 

of the women being in their early thirties. All the women had received a cancer 

diagnosis and were all in various stages of remission.  At the time of the interview seven 

of the women were not in martial relationships. Six of the women were married and all 

had children with the exception of one woman who was pregnant with her first child. 

The study sample was racially and ethnically homogenous. All the women but one 

identified as being white and Canadian, the exception identified as a Portuguese 
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Canadian.10 While information about race and ethnicity was not actively sought, it was 

revealed during the interview. The lack of diversity in the sample could be a reflection of 

my recruitment strategy that focuses solely on cancer support groups rather than also 

including non-institutional informal networks or culture-specific community centers. 

Scholars note that vulnerable populations – women of colour, poor women, disabled 

women, trans- women and people who live at the intersections of these identities – 

tend to have greater difficulty accessing knowledge about available resources and 

services and more importantly services are not geared towards inclusion and sensitivity 

towards their specific needs (Gould et al. 2009). As such, there is a lack of diversity 

among those who utilize available community driven cancer support programs.  

 The majority of the interviews took place in the privacy of the participant’s 

home. Two interviews occurred over the telephone due to poor weather conditions. I 

asked each of the women to choose a location in which they would feel most 

comfortable and most of them chose to invite me into their homes. Rapley (2001) 

suggests that the researcher needs to account for the environment in which the 

interview takes place. Taking this view into consideration, and due to the sensitive and 

confidential nature of the conversations, I thought that it might be inappropriate to 

conduct the interview in a public space. As such, I considered conducting the interviews 

in the participant’s home to be a way of dispersing traditional power relations between 

the researcher and interviewee while also ensuring that the participants were at ease as 

much as possible. I found that conducting the interviews in the participant’s homes to 
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 For a complete view of participant demographics please see Appendix A.  
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be a relaxed and warm space that encouraged friendly dialogue that could be found 

between friends. At no point did I feel uncomfortable or unsafe. Rather, each time I was 

invited into a participant’s home I was cautiously reminded that I sat on the “precarious 

edge” of being an insider (Kelly 2012). Prior to the commencement of the interview, 

each woman was provided a consent form that further explained the purpose of my 

research, issues of confidentiality and informed consent. I ensured that all women knew 

that all of their answers were voluntary and that they did not have to answer a question 

if they so chose. Furthermore, I also informed them that they could withdrawal from the 

study at any time. Each participant read and signed the consent form that was approved 

by the Carleton University Research Ethics Board.  

During the interviews,  I encouraged each participant to freely respond to each 

question as they best saw fit and provided additional time at the end of the interview 

for them to address or speak about anything that they might have felt was important, 

that I had missed and/or thought I should know. More importantly, I also left each 

woman with my e-mail address to provide them with an opportunity to add, change, or 

clarify their stories.  Interviews ranged between 1 and 3 hours and during each interview 

women were asked general questions about their cancer experiences. More specifically, 

participants were asked to describe their access to certain services – reproduction and 

sexual health, psycho-social supports, financial and state programs- as well as their 

thoughts about and engagement with and the role a healthy lifestyle plays in living 

cancer free. All of the interviews were recorded with the participant’s permission. 

Recording the interviews allowed me to be fully engaged in the conversation rather than 
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being also focused on ensuring that I had accurately taken down field notes (Maykut 

and Morehouse 1994). Also, recording the interviews allowed me to transcribe 

verbatim, re-listen to certain parts of the conversation and to quote women with 

confidence.  

Data Analysis  

 Much scholarly attention has been given to issues of power and privilege in the 

data collection stage, however, data analysis processes are often sites in which ethical 

dilemmas are most prominent (Code 1988, 1991, 1995; Doucet and Mauthner 1998, 

2002; Glucksman 1994). Like many other qualitative researchers, I was concerned with 

the ethical considerations associated with knowledge production and representation 

and was acutely aware of the power that I held as the primary interpreter of the data. 

Much of the data analysis process is done in isolation and while I felt intellectually 

prepared for this stage of the research process, issues related to trust and accountability 

weighed heavily on my mind. According to Miriam Glucksman (1994: 163) “each 

researcher is left on trust to draw the difficult line between interpreting the data in 

terms of its relevance to her research questions as opposed to twisting it in a way that 

amounted to a misrepresentation of what was said”. This account highlights the delicate 

balance between trust and hearing the data that each researcher must weigh when 

undergoing this process. In an effort to lessen the severity of these ethical dilemmas, I 

decided that the practice of relational methods and self-reflexivity would aid in this 

process especially given my commitment to listening to women’s voices. Even though 

these practices helped, I was still mindful of: (1) privileging some relationships over 
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others and (2) the extent to which reflexivity– during the actual research process – could 

increase the transparency and accountability of the research process and knowledge 

claims stemming from this project. These two particular concerns will be examined 

throughout this section.  

 From the onset of this process I was very aware of how my own experiences, 

assumptions and preconceived notions about the subject matter could potentially 

colour and/or influence the way in which I interpreted the data. In an attempt to “open 

[my] mind to the range of possible meanings, properties, dimensions and relationships 

inherent in any bit of data” I choose to re-listen to an interview a couple days after each 

one was conducted and begin a preliminary analysis (Strauss and Corbin 1998: 88).  In 

doing so, I took note of themes and differences in experiences and organized the data 

into broader categories. In particular, this process also encouraged me to explore other 

themes that were emerging out of the interviews rather than relying only on my semi-

structured interview guide that I had created at the inception of the project. Thus, an 

understanding of how important each interview was in relation to the one before and 

after was instrumental in allowing me to be more receptive to the data (Denzin and 

Lincoln 2005).  In many respects, this approach is informed by particular epistemological 

and ontological assumptions that privilege the idea of a relational ontology (Mauthner 

and Doucet 2003). A relational ontology is a core set of beliefs that reject the notion of a 

“separate, self-sufficient, independent, rational ‘self’ or ‘individual’” and favour 

conceptions of relational beings in which individuals are situated in larger social 

relations (Mauthner and Doucet 2003: 422). A relational theory accounts for the ways in 
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which social context is inherently embedded within participants voiced experiences and 

also recognizes that some ‘voices’ may be heightened while others silenced during the 

research encounter. Parallel to these assumptions, relational theory also acknowledges 

that the researcher is not an objective bystander; rather, they too are located in the 

research and that stories and storytelling always occurs between individuals (Doucet 

and Mauthner 2008; Frank 2002; Mauthner and Doucet 2003). In keeping with my 

epistemological and ontological assumptions, reflexivity was an integral part of the data 

analysis process because of my close connection to the project in addition to 

recognizing that subjects are part of larger, complex social webs.  As such, I used The 

Listening Guide (Doucet and Mauthner 2008) as a practical tool to help locate my own 

subjectivities in relation to the participants while also paying particular attention to the 

many voices nested in a “person’s expressed experiences” (Gilligan et al. 2006: 254).  

 The Listening Guide is a method that requires the researcher to engage in a 

series of sequential ‘listenings’ that are designed to focus on the data in different 

ways.11 Thus the researcher is able to examine the data through different lenses and 

tune into a participants multi-layered voice. The Listening Guide involves a series   of 

listenings that are based upon a series of broader questions about situating voices: Who 

is speaking and to whom, what stories are being told about relationships and what are 

the social and cultural frameworks in which these stories are told? (Brown and Gilligan 

1991). Keeping these larger contextual questions in mind, I was able to highlight the 

                                                           
11

 Gilligan et al. 2006 make a distinction between ‘listening’ and ‘reading’ whereby the former requires 
the researcher to be an active participant and tune into multiple levels. The researcher is encouraged to 
“experience, note, and draw” from their intellectual, social and emotional responses to the narrative 
(Gilligan et al. 2006: 256). 
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complex and multilayered nature of experience, account for the ways in which stories 

are relational –stories emerge between teller and listener– and capture how 

participants made sense of their illness and the impact it has on their daily lives.  

 In the first listening of transcripts, I focused on the actual story that was being 

told. In particular, I considered three contextual questions – what happened/what story 

is being told, when and where it occur, who was involved, and within what context is 

the story embedded in – and took note of the plot. In the second listening, I attended to 

my reaction and overall response to the interview. I aimed to intellectually, socially and 

emotionally locate my own subjectivities in response to the narrative. This process 

helped in identifying how my own assumptions and experiences influenced how I 

understood the narrative. In particular, Doucet and Mauthner (2002) argue for a robust 

understanding of reflexivity that includes accounting for personal, interpersonal, 

institutional, pragmatic, emotional, theoretical, epistemological and ontological 

influences. In order to document some of these influences, I created a table to tabulate 

how my personal biographical characteristics shaped my initial listenings. I also took 

note of how the women’s stories either conformed to or challenged my own 

assumptions, research question(s) and theoretical frameworks. By doing so, I attempted 

to maintain research relationships with all the stories and not disregard or give a 

different  weight to the one’s that did not ‘fit’ nicely within my framework.12 The first 

and second listenings  allowed me to become familiar with the data, have a good sense 
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 Doucet and Mauthner (2002) state that it is impossible to maintain research relationships with each and 
every respondent however researchers should note which relationships are given more weight.  
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of each of the women’s narratives and formally reflect upon and separate my own 

experience, assumptions and values. 

 During the third listening, I focused on locating the women in their own stories. 

More specifically, I attempted to listen and record the language she used to describe her 

emotions and role in the experience. In doing so, I created “I poems” from several 

passages and examined them in relation to one another that helped in identifying the 

first-person voice (Gilligan et al. 2006). In addition, the ‘I statements’ were purposeful in 

establishing connections between the issues which were emphasized by the women and 

the telling of their story. In the fourth listening, I placed attention on how the women 

described their experiences in attempting to access resources, how ideas about health 

shape their understanding of ‘living cancer free’ and the ways in which a cancer 

diagnosis becomes an opportunity for reflection and even change.  In this stage, 

listening focused on hearing the multiple voices that are often embedded within the 

women’s expressed experiences. This particular listening allowed me to code and 

categorize discursive relationships. In other words, this step highlighted how the voices 

of the participants were saturated with dominant discourses and the influence of 

others. Additionally, in this stage I attempted to document women’s accounts of 

resistance. In doing so, my goal was to highlight the ways in which women’s stories 

challenged my theoretical framework and encouraged me to not alienate or reject the 

data that had emerged.  Finally, in the last listening I made connections between and 

amongst the women’s individual experiences and broader social structures. I used 

Foucault’s understanding of power and more specifically ‘technologies of governance’ to 
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draw connections between individual experience and modern forms of governance 

(Foucault 1978, 1980). 

 In an attempt to break away from the isolating nature of the data analysis 

process and to also gain a ‘fresh perspective’ on certain issues that arose in data 

analysis, I often met informally with other MA colleagues on a regular basis. During our 

discussions we would often bring a particular issue or topic that we were struggling with 

and sought each other’s opinions. This practice – in which I often explicitly 

acknowledged my own subjectivities and personal history in addition to offering details 

about dilemmas that I was encountering in data analysis – provided a space where 

others who were in similar positions, could reflect upon and make observations or 

suggestions. In many instances, this process often encouraged me to locate more clearly 

my own subjectivities and further challenged my epistemological, ontological and 

theoretical frameworks by reminding me of how subjective data interpretation can be. 

Furthermore, meeting with other colleagues proved to be an effective way of 

acknowledging the diversity of situated knowledges within the interpretive process 

(Siltanen et al. 2008). In many instances the particular insights that my colleagues 

provided invited me to think through a different lens and try to interpret the data from 

a different perspective. Even though these informal meetings began as a support 

network, they inevitably transformed over the course of our MA projects and became a 

productive space for self-reflexivity, data analysis and the sharing of resources.    
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Conclusion  

Qualitative research is often appealing and rewarding to many researchers who 

seek to understand and give voice to the lived experiences of participants. Yet it can also 

be a stressful endeavor particularly due to the lack of prescriptive methods. It is an all-

encompassing process that requires vigilant self-awareness in addition to the continual 

evaluation of methods and underlying assumptions. In this chapter, I have reflected 

upon my own standpoint and location within this research, documented my choices and 

decisions in regards to sampling and recruitment and have outlined my analytic 

procedures that were used to explore women’s experiences and understanding of how a 

cancer diagnosis and associated care becomes a form of governance.  Using the 

interview data, the next two chapters examine how the women’s experiences of cancer 

can be understood as experiences with a modern form of governance and the making 

up of good citizens.  
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Chapter 3: Lost in a Sea of Pink  

Introduction  

 

It’s funny you know, it’s like the whole world has decided to make finding a cure for 

breast cancer their mission…I get it, but damn it, women are diagnosed with other 

cancers too but I don’t see the whole world dressing up in other cancer colours running, 

fundraising and fighting for a cure. We become invisible, lost in a sea of pink. 

- (Sophia)           

 

In Welcome to Cancerland Barbra Ehrenreich (2001) asserts that breast cancer is the 

most visible and recognizable illness of our time. Like the U.S., the sea of pink that 

Canadian society has grown accustom to witnessing is a symbolic representation of the 

progressive and on-going public and corporate support for breast cancer initiatives (King 

2006; Segal 2010).  While breast cancer is the most commonly diagnosed cancer in 

Canadian women, only 10% of women diagnosed with breast cancers are young women 

under the age of 40. Yet, there has been a considerable effort in recent years to 

understand and establish resources that specifically address young breast cancer 

patients ‘unique’ health care needs (Ali and Warner 2013; Canadian Cancer Society 

2010; Gelmon et al. 2005; Gould et al. 2006; Partridge et al. 2012). New research 

published by the Canadian Cancer Society in 2009 specifies that the most commonly 

diagnosed cancers in young Canadian women are thyroid, Hodgkin’s lymphoma and 
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melanomas.13 Yet, despite their high incidence rate in young female populations, there 

is a lack of public knowledge, support and sympathy for these types of cancers and 

those whom they affect. In Ontario, breast cancer organizations continue to play a 

rather central role in shaping the landscape of cancer care.14 In particular, their 

influence on the politics of health is establishing many state-of-the-art support networks 

and publicly funded cancer programs specifically designed for young, white, 

heterosexual breast cancer patients (Ali and Warner 2013). What this suggests is that 

there is a growing population of young female cancer patients and survivors who do not 

enjoy equal access to state and community-based cancer resources. 

This chapter sets out to explore the dominance of breast cancer awareness and to 

further examine how the privileging of breast cancer needs impacts the landscape of 

access to health care. I argue that there are increasingly differentiated resources and 

services made available to young breast cancer patients in Ontario and that these 

exclusive provisions establish boundaries of cancer-type-based inclusion and exclusion. 

These boundaries have real implications for young women diagnosed with other 

cancers. In particular, many of these women find that they are unable to access 

medically necessary care, and their needs, voices and experiences are further 

marginalized as they continue to get lost in the sea of pink. 

This chapter is divided into two parts. In the first section, I explore the evolution of 

breast cancer culture in Ontario to better situate its present day dominance. More 

                                                           
13

 In the 2009 publication Canadian Cancer Statistics, young adults are described as individuals between 
the ages of 15-29.   
14

 The term breast cancer organizations are used in relation to Carlos Novas’ (2006: 289) understanding 
that these types of organizations are made up of “patients, their families, carers as well as the 
associations that represent them”.   
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specifically, I examine how breast cancer organizations have influenced both the 

prioritizing and establishment of state-of-the art support networks for young breast 

cancer patients. In the second section of this chapter, I explore the negative implications 

of prioritizing the needs of young breast cancer patients on (a) marginalized breast 

cancer populations and (b) young women diagnosed with less publicized cancers. My 

intention is to highlight how the identified ‘unique’ needs of young breast cancer 

patients are not so distinct by exploring individual participants’ illness narratives and 

experiences in accessing state and community resources.  

Evolution of Breast Cancer Culture in Ontario 

Across Canada, breast cancer organizations have a long history of working to 

tackle the historical silence and stigma associated with this illness and in doing so have 

forged strong alliances with feminist organizations (Batt 1994; Sweeny 2012).  Despite 

strong organizing efforts by both parties, it was not until the early 1990s that breast 

cancer’s visibility and its position as a political issue took form. In part, the 

transformation of breast cancer to a social and political issue resulted from a report 

published by the National Cancer Institute of Canada that revealed high rates of 

women’s mortality from women’s cancers (breast, ovarian, cervical and uterine) (Waller 

and Batt 1995). In response to these findings, breast cancer organizations began to 

demand an array of changes that included political action, greater participation in 

directing scientific research and inclusion within the production of knowledge (Waller 

and Batt 1995).  
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In response to these demands, Status of Women – a federal government agency 

- initiated a standing committee entitled “Breast Cancer: Unanswered Questions” in 

1991. The committee explored various issues relating to breast cancer such as 

epidemiology, treatment, research and detection, and survivor concerns. The final 

report was published in 1992 and presented 49 recommendations, most of which were 

aimed at responding to gaps in research and breast cancer treatment (Breast Cancer: 

Unanswered Questions 1992). The outcome of this initiative proved to be effective in 

that the federal government committed $25 million over a period of five years to 

support a Canadian Breast Cancer Initiative (Parboosingh et al. 1997). The financial 

resources allotted to this initiative directly supported several key areas including: 

research, co-ordination of provincial breast cancer screening programs, uniform 

standards of care, and a national consensus workshop.  

 As a way of bridging and including patients, families, care givers and advocacy 

association concerns, the federal government’s commitment included a National Forum 

on Breast Cancer (hereafter the Forum). The Forum held in 1993 was the first of its kind 

in Canada and brought together patients, families, doctors, policy makers, and 

researchers in hopes of establishing future directions (Waller and Batt 1995). Prior to 

this initiative, members of the public including advocacy groups had few opportunities 

for direct participation in research planning. However, the Forum encouraged citizen 

engagement and for the first time the needs and voices of breast cancer patients and 

survivors were taking center stage (Parboosingh et al. 1997).  
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Even though the Forum proved to be effective in shaping public policy, voices of 

dissent emerged and argued that these health policy successes occurred in part because 

women found ways to “translate their concerns into the language of science” (Feldberg 

and Carlsson 1999: 367). Research endeavours stemming from the Forum focused on 

cancer genes, heritable forms of breast cancer, surgery and treatment options rather 

than on issues identified by survivors such as stress, occupational and environmental 

causations, and survivorship resources (Waller and Batt 1995). In this sense, the voices 

of some were heard while others were completely silenced. Many felt that the initial 

aims and objectives of the Forum were compromised and only some of women’s 

concerns were validated and legitimized (Waller and Batt 1995). Despite these 

objections, the gains made by breast cancer advocacy organizations in the early 1990s 

were effective in prioritizing and establishing a continuum of cancer care services across 

the country. More importantly, the Forum played a significant role in (a) positioning 

breast cancer as a worthy political issue and (b) solidified breast cancer organization’s 

authority and direct involvement in the management, organization and coordination of 

research efforts (Feldberg and Carlsson 1999; Novas 2006; Waller and Batt 1995).  

 In an attempt to understand the broader significance and long term implications 

of the active inclusion and involvement of breast cancer organizations in the Forum, I 

turn to Novas’ (2006) work on the political economy of hope. Reflecting on the changing 

landscape of health politics, Novas (2006) observes the ways patient organizations are 

increasingly becoming influential actors in the realm of health politics. In particular, 

Novas (2006) suggests that patient organizations motivated by the ‘hopes for cures and 
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treatments’ are successfully shaping biomedical research, specific illness knowledge and 

the future health and wellbeing of specific populations. This is certainly the case in the 

context of cancer care in Ontario where breast cancer organizations advocacy and 

funding efforts are effectively transforming the landscape of cancer research, resources, 

supports and illness experiences. For instance, organized breast cancer efforts in 

Ontario are resulting in innovative and interdisciplinary approaches to care that are 

currently only available to breast cancer patients. While breast cancer advocacy is 

translating into positive advancements for breast cancer patients, young women 

diagnosed with less publicized cancers are negatively impacted in a variety of ways even 

though they too could benefit from such advancements (this will be further explored in 

the second section of this chapter), arguably because of relatively weak patient 

organizing associated with the latter kinds of cancers. 

At the same time, despite both the positive and negative implications of 

organized breast cancer advocacy, several scholars suggest that the present day 

dominance of breast cancer is a result of a complex nexus of relationships established 

between various stakeholders (Ehrenreich 2001; King 2006). These scholars point to a 

vast array of relationships and alliances that have supported the rise and proliferation of 

breast cancer culture, rather than locating its dominance as result of one relationship.  

Scholars critical of contemporary breast cancer culture, like Samantha King (2004, 2006), 

argue that modern day dominance of breast cancer is not necessarily a result of feminist 

efforts. Alternatively, King’s (2004, 2006) work suggests that breast cancer’s modern day 

dominance is a result of the alliances established between the wealthy, large 
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corporations and the breast cancer movement’s new focus on femininity. For instance, 

consider the 1996 The New York Times Magazine cover which declared breast cancer as 

“This Year’s Hot Charity” and featured a shot of a topless supermodel. This particular 

representation “suggested [that] breast cancer had become ‘sexy’” and as King argues, 

this change in focus drastically influenced the public’s perception of the disease and 

initiated its cultural transformation (King 2006: vii).  

 

                                    New York Times Magazine, December 22, 1996 

King (2006) further suggests that breast cancer’s cultural transformation is in part due to 

three key factors: (1) increased corporate philanthropic practices, (2) reimagining breast 

cancer and its survivors and (3) an intense focus on femininity. She (2004: 475) states:  

“…the disease has been reconfigured from stigmatized disease and individual tragedy best 

dealt with privately and in isolation, to a neglected epidemic worthy of public debate and 

political organizing, to an enriching and affirming experience during which women with 

breast cancer are rarely ‘patients’ and mostly ‘survivors.’ In the latter of these three 
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configurations, breast cancer survivors emerge as beacons of hope who, through their 

courage and vitality, have elicited an outpouring of ‘American’ generosity—a continued 

supply of which will ensure that the fight against breast cancer remains an unqualified 

success. While on occasion the discourse of fundraising references women who have died 

of the disease, less optimistic, more critical perspectives on progress in the fight against 

breast cancer are few and far between”.  

Moreover, King is critical of philanthropic partnerships for two reasons. First, she 

suggests that these partnerships are transforming notions of active citizenship and 

second, are reinforcing Western ideals of femininity. These will be further explored in 

greater detail below.  

First, partnerships that promote consumption- based activism endorse narrow 

forms of ‘political action’ that reduce active and valuable citizenship to one’s ability to 

consume, thus, obscuring other important ways of fighting for breast cancer. For 

example, consider ‘The Look Good, Feel Better’ program offered to all female cancer 

patients across Canada. This is a partnership between the Canadian Cancer Society, The 

Cosmetic, Toiletry and Fragrance Association and The National Cosmetology Association. 

The aim of the program is to help women cope with treatment -related side effects in 

order to regain confidence and self-esteem by looking good. According to the program, 

these goals are accomplished with the use of cosmetics. The irony of this program lies in 

the fact that research indicates that cosmetics are a direct source of toxic chemicals and 

have been associated with a number of health concerns, including cancer. This 

partnership is illustrative of the very ways in which cancer organizations “feed on [the] 

generous flow of corporate support” despite its potential implications of causing more 

harm than good (Ehrenreich 2001).  
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Second, many corporate / non-profit breast cancer campaigns are highly 

gendered and cultivate public support and sympathy by focusing on Western ideals of 

femininity.  The 1996 “Hot Charity” New York Times Magazine cover illustrates this well. 

Prior to the release of this cover, public images of breast cancer patients and survivors 

were more feminist and politically driven. For example, in 1993 when the single 

breasted image of Matuschka braced the cover of New York Times Magazine its purpose 

was to redefine public perceptions of breast cancer by dispelling fears and challenging 

popular notions of beauty and illness causation. Matuschka’s portrait served to highlight 

the physical implications of the disease on the female body in addition to promoting 

more meaningful conversations about environmental, social and economic causations of 

breast cancer (Feldberg and Carlsson 1999).   

 

                                     New York Times Magazine, August 12, 1993 
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However, a mere three years later, the political framing of messages were 

superseded by aesthetic concerns. The 1996 “Hot Charity” cover is a provocative image 

of topless supermodel, Linda Evangelista.  This image seductively draws attention to 

Evangelista’s breasts, and specifically attempts to highlight the ‘beauty’ of a two 

breasted female figure. In doing so, this image also serves as a stark reminder that 

breast cancer threatens and disrupts not only the physical female figure but also a 

woman’s sense of femininity, sexuality and motherhood. In this sense, the goal seems  

to be to steer public conversations away from meaningful discussions about cancer 

causation and instead capitalizes on the appealing link between breast cancer, 

femininity, sexuality, and pleasure (King 2006). What is significant about this image and 

subsequently the reframing of breast cancer messages are the extent to which they play 

in cultivating public support and mass sympathy by hyper-sexualizing breast cancer. In 

what follows, I suggest that the reframing of breast cancer messages are pivotal in 

shaping the dominance of breast cancer, and have created new space for prioritizing the 

needs of young breast cancer patients.  

 

Saving Boobies? Reframing the Focus of Breast Cancer to Young Women  

Much of the early (1990s) breast health messages centered on generating 

common awareness about breast health and the pink ribbon played an integral role in 

distinguishing this disease from others (King 2006). However, currently many Canadian 

breast cancer campaigns are reframing the traditional ‘think pink’ messages, and instead 

are capitalizing on society’s dominant cultural obsession with women’s breasts. Female 
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breasts in Western culture are not simply just another body part. Cultural studies 

scholar Meredith Jones (2008: 91) notes that breasts “are layered with cultural and 

social anxieties” that inevitably stem from being representative of maternity, eroticism 

and femininity.  As such, breasts are imbued with social, cultural and political meanings 

which shape how women make sense of and experience their embodied selves (Millsted 

and Frith 2003). Popular discourses outline the ways in which breasts should be 

understood while also influencing how they should look, feel and be used. In this 

context, breasts are both symbolic and visual markers of female identity insofar as they 

are intrinsically associated with a woman’s sense of beauty, sexuality, experiences of 

sexual pleasure and reproduction (Young 2005). Given that breast cancer attacks a 

highly gendered feature of the female body, I would argue that much of the breast 

cancers movement’s success in generating social support and sympathy – form both 

women and men – in part stems from Western culture’s fetishization with female 

breasts coupled with the overwhelming presence of breast cancer awareness in social 

life. 

A plethora of provocative, cheeky-toned, overtly sexualized campaigns are 

springing up in the market in hopes of compelling young women and men to ‘save the 

boobies’. Leading the way in Canada is Rethink Breast Cancer, a Toronto based charity 

dedicated to “bringing bold, relevant awareness to the under-40 crowd” 

(Rethinkbreastcancer.com). Some of their most notable campaigns include ‘What is Your 

Bra Colour?’, ‘Breast Fest Film Festivals’, ‘The Boobyball’, ‘Rack-a-Thon’, ‘Booby Wall’ 

and “Your Man Reminder”  all of which use sexual innuendos to attract people’s 
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attention. In many ways, these campaigns not only objectify women’s breasts but also 

sexualize breast cancer.  Although, Rethink Breast Cancer’s approach is often considered 

innovative, and spunky, these messages nevertheless tend to “build on and reproduce 

traditional stereotypical understandings of gender” and do little to challenge negative 

connotations associated with the post-mastectomized figure (Johansen et al. 2013: 

150).    

 

Rethink Breast Cancer www.rethinkbreastcancer.com  

 While the recent escalation of ‘booby’ campaigns are intended to capture the 

attention of young women and men who tend to tune out more traditional messages 

that  feature older women affected by the disease, these campaigns reinforce 

predominant notions of breasts as a prized part of female identity and beauty. For 

instance, consider Rethink Breast Cancer’s Booby Wall, an online gallery where women 

are encouraged to upload images of their breasts – in a bra or bare – in an attempt to 

engage women to touch, look, and check their breasts (Haines et al. 2010). In addition, 

women also have the choice to upload a first name, leave a message or dedicate their 

http://www.rethinkbreastcancer.com/
http://www.google.ca/url?sa=i&rct=j&q=&esrc=s&frm=1&source=images&cd=&cad=rja&docid=0jnTrKVLXJT5SM&tbnid=fRJEvNN9zMMnEM:&ved=0CAUQjRw&url=http://torontoemerg.wordpress.com/2010/11/page/2/&ei=1RbwUfOsJILIqAGg_oBI&psig=AFQjCNG3PL7-xPrQ6eAElQjqnvXLozIj9g&ust=1374775302787633
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breast photo to a loved one. Ultimately, the goal of this campaign is to educate women 

about early breast cancer detection while also becoming more familiar with their 

breasts. Despite these positive intentions, the overtly sexualized nature of the campaign 

has broader implications for the ways we understand and assign value and worth to 

women’s bodies.  

Even though this initiative is marketed as an empowering experience that 

celebrates the beauty of real women’s breasts in all of its varieties, the objectification of 

breasts and the focus on nudity does little to distinguish their presentation from others 

where the focus is on displaying them as sexual ornaments. In this context, the female 

body becomes a spectacle whereby breasts are objects to be desired, observed and 

ultimately consumed by others for pleasure. More than this, the booby wall acts as 

virtual panopticon where women’s breasts are subjected to a high degree of scrutiny, 

monitoring and surveillance and does nothing to challenge normative heterosexual 

feminine beauty ideals.15 Instead, initiatives such as these continue to communicate and 

emphasize that “women’s external appearances and beauty is valued more than their 

physical health and wellbeing” (Haines et al 2010: 739). Moreover, trendy messages that 

focus on saving young women’s breasts are proving to be effective in not only capturing 

the attention of society but these campaigns are resulting in the design and 

implementation of specific programs for young breast cancer patients.   

 

                                                           
15

 The panopticon is a circular structure designed to allow maximum supervision with minimum effort 
(Foucault 1980). In this sense, its “potential for surveillance nurtures self-discipline (causing individuals to 
‘gaze upon themselves’)” and becomes a form of social control (Eckermann 1997: 157). I further examine 
the issue of surveillance in Chapter Four, in relation to health and lifestyles post-treatment.  
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PYNK[ing] the Boundaries: Prioritizing the Needs of Young Breast Cancer 

Patients and Survivors  

Emergent in Canadian cancer research is a focus on a ‘whole person’ approach to 

care that addresses the social, psychological, physical, emotional, spiritual and 

functional aspects throughout the trajectory of illness (Bal 2005; Gould 2004; 

Macdonald et al. 2012). In a recent study, Macdonald et al. (2012) concluded that in 

Ontario access to cancer care services are inconsistent, disjointed and sparse and that 

there is a growing need to provide coordinated, seamless oncology and non-oncology 

services to cancer patients, survivors and caregivers.  Breast cancer organizations in 

Ontario were the first to take up this call of action. Breast cancer activism in Ontario has 

a long history of success that has resulted in positive outcomes specifically for better 

prevention, detection, treatment and prognosis (Ali and Warner 2013; Cancer Care 

Ontario 2009). With the growing literature on survivorship, many breast cancer 

organizations are turning their attention towards establishing a continuum of cancer 

care that supports patients and survivors throughout their illness trajectory. In doing so, 

there has been a shift towards acknowledging the needs of young breast cancer 

patients.  

In the early 2000s the needs of young women with breast cancer were at the 

forefront of several Canadian research initiatives. In Ontario, Breast Cancer Network and 

the Ontario Breast Cancer Community Research Initiative received funding to inquire 

into the lived experiences of young women diagnosed with breast cancer (Gould et al. 

2006). The taskforce noted that while the incidences of breast cancer in women under 

the age of 45 in Canada had remained the same in the past 10 years, little was known 
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about such experiences in younger women. As such, the task force was particularly 

interested in understanding the impact of age and life-stage on this experience in an 

attempt to plan and create “relevant programs/services, information and support for 

young women” (Gould et al. 2006: 6). After completing 70 interviews with young breast 

cancer survivors across Canada, the task force identified an overarching theme that 

encapsulated the main problem, that ‘nothing fit’ young women’s needs while also 

identifying three main areas in which these needs were increasingly unmet. These three 

areas are: (1) overall wellbeing, (2) impact on family, and (3) financial welfare.   

The women reported that much of the existing information, resources and 

support did not fit or address any of their specific concerns such as “premature-

treatment induced menopause, infertility, alterations in body image, fear of starting a 

new relationship, marital strain, financial loss, childcare difficulties, feelings of alienation 

from healthy peers and the constant threat of reoccurrence and death” (Ali and Warner 

2013: 34). The women also further expressed apprehension in regards to health care 

professionals and their ability to arrange, and provide them with, timely and accurate 

assistance in dealing with emotional, mental health, fertility and sexual health concerns. 

These findings were consistent with emerging survivorship research that indicated the 

needs of young adults – regardless of cancer type – were increasingly unmet by current 

Canadian health care systems (Aziz 2008; Doll et al. 2008; Gould 2004; Macdonald et al. 

2012). The main recommendation stemming from this research initiative was the 

creation and implementation of a specialized program for young women with breast 

cancer. In response to this report, and after four years of planning and fundraising, 
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Sunnybrook Health Science Center in Toronto launched PYNK: Breast Cancer Program 

for Young Women (Ali and Warner 2013).  

PYNK is the first program of its kind in Canada and has three main goals: (1) 

direct support for young breast cancer patients; (2) promote research focused on the 

unique medical and psychological needs of these women; and (3) further educate the 

public, health care professionals and affected women about breast cancer (Ali and 

Warner 2013). PYNK’s framework is an interdisciplinary approach that brings together 

multiple disciplines – including medical, radiation and surgical oncology, psychology, 

social work, gynecology, fertility, physiotherapy and survivors – in an effort to 

standardize and coordinate interdisciplinary care. In this respect, the program helps 

“facilitate decision-making; and in providing education, advice, coping strategies, and 

personalized support throughout treatment and follow-up” (Ali and Warner 2013: 35). 

Currently, all women under the age of 40 who are newly diagnosed with breast cancer 

and who are referred to a surgical or medical oncologist at Sunnybrook are eligible to 

participate (Ali and Warner 2013).  

PYNK is a novel program and is the first to seriously address the concerns and 

needs identified by young breast cancer patients, caregivers, medical professionals and 

academics. The success of this program resides in three specific key components which 

are: (1) the use and assignment of a nurse navigator for each individual patient; (2) 

access to seamless non-oncology medical care; and (3) five years of continuous follow-

up care and access to PYNK programing. These will be discussed below in greater detail. 

As a result, PYNK is able to provide supportive, timely, responsive and effective 
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treatment, thereby decreasing patient stress and improving overall outcomes (Ali and 

Warner 2013). In what follows, I examine the PYNK program and discuss its strengths.  

 

PYNK: State-of-the-Art Support Networks  

Nurse Navigators 

In an effort to relieve access barriers and improve patient and survivor 

outcomes, PYNK provides each individual patient with a nurse navigator. Nurse 

navigation refers to a process whereby a trained individual facilitates initial contact with 

newly diagnosed patients to provide timely access to appropriate support, education 

and information while also being their point of contact throughout the course of 

treatment and remission (Ali and Warner 2013; Doll et al. 2003; Psooy et al. 2004). 

Nurse navigation models generally correspond to more integrated and social 

approaches to health that humanize the illness trajectory while valuing patient 

empowerment and supportive care (Fillion et al. 2006). In this sense, young female 

patients are not just passive recipients of care. Rather they are able and encouraged to 

become more active in the management of their health and nurse navigators play an 

important role in this process (Ali and Warner 2013). 

 Nurse navigators are the lynchpin of PYNK. Their role in this program is vital not 

only for the patients and survivors as they facilitate access to coordinated supportive 

care but nurse navigators also are the liaison between the team of medical professionals 

from various disciplines while also assuming the role of intermediary between state 

services and community resources. Nurse navigators have extensive knowledge about 
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what is available to young women and how they can gain access to these programs and 

services. Thus, nurse navigators are central actors in decreasing the amount of stress, 

frustration and hopelessness that many young women experience when trying to 

navigate the health care system (Ali and Warner 2012; Doll et al. 2003). Furthermore, Ali 

and Warner (2013) note that nurse navigators tend to establish close relationships with 

patients and survivors as they provide on-going, consistent care. Studies have 

demonstrated that nurse navigators positively impact care and patients report 

“improved satisfaction, improved quality of life, reduced uncertainty, lower anxiety, 

improved access to support services … and improved the quality of their survival” 

(Howell et al. 2008:1344; Psooy et al. 2004). These positive outcomes are significant 

given that cancer patients and specifically young women experience a number of 

barriers in obtaining access to necessary care (Macdonald et al. 2012).  

Coordinated- Care 

In addition to nurse navigators, PYNK also provides all young female patients 

with seamless and timely access to oncology and non-oncology specialists as the 

program is designed around facilitating interdisciplinary care. Young women diagnosed 

with cancer are presented with a host of challenges and often require additional health 

care services beyond oncology -specific care including obtaining relevant information, 

referrals to specialists and access to services and programs (Aziz 2008; Gould et al. 2006; 

Macdonald et al. 2009 Zebrack 2009). These types of programs are useful in facilitating 

and ensuring that patients are well informed of what services are available to them and 

guided through the process of accessing them when needed.  PYNK’s unique framework 
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addresses these concerns by incorporating a multi-disciplinary team that acknowledges 

young women’s vast health care needs, and provides continuous and efficient access to 

a wide array of specialists, services and resources. This framework which incorporates a 

multitude of service providers – such as fertility and reproductive specialists, 

psychologists, reconstructive surgeons, physio and occupational therapists and social 

workers – addresses numerous identified unmet needs and validates the very idea that 

healing requires more than just physical wellness. Studies continue to reveal that unmet 

needs often increase patient feelings of anxiety, uncertainty and isolation which can 

negatively affect treatment outcomes (Beaver et al. 2006; Hack et al. 2005).  

Follow-Up Clinics  

Finally, numerous studies indicate that transitions from active treatment back to 

everyday life are difficult for many young cancer patients (Ashbury et al. 1998; Howell et 

al. 2011; Macdonald et al. 2009; Zebrack 2009). Anxiety, stress and feelings of 

unpreparedness often mount as frequent contact with health care professionals 

decreases when patients transition from acute to follow up care. In an effort to reduce 

distress and increase continuity of care, PYNK provides follow-up clinics for all active 

patients up to five years post- treatment (Ali and Warner 2013).  Clinics are run by nurse 

navigators alongside medical oncologists. These clinics are designed to not only monitor 

disease re-occurrence but provide young breast cancer patients with frequent and 

consistent opportunities to ask questions, manage side-effects associated with 

treatment and address anxiety and fear related to cancer relapse (Ali and Warner 2013). 

Moreover, Ali and Warner (2013) also suggest that follow-up clinics provide prospects of 
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meeting other young women in similar circumstances which can result in normalizing 

the breast cancer experience, informal peer support, and friendships.  

This program is indeed visionary and has the potential to improve both overall 

treatment outcomes and individual experiences with the health care system. However, 

at this time, only young breast cancer patients in the greater Toronto area have access 

to this program and their needs continue to be identified as ‘unique’ and prioritized 

over the general population of breast cancer patients and the general population of 

young female cancer patients.16  Furthermore, in what follows, I examine two negative 

implications that are a result of focusing on the ‘unique’ needs of young, white, 

heterosexual breast cancer patients specifically in relation to breast cancer patients 

more generally. First, I examine the health discrepancies that are encountered and 

experienced by marginalized breast cancer patients and argue that the exclusive 

provisions provided to young breast cancer patients reinforce boundaries of inclusion 

and exclusion. Second, I will examine how dominant breast cancer narratives that focus 

on regaining a sense of ‘wholeness’ limit the availability and acceptance of counter body 

narratives in relation to breast cancer. The point of this analysis is to highlight the ways 

in which the dominance of breast cancer shapes and impacts individual experiences of 

cancer.  

                                                           
16

 Currently PYNK only supports about half (4000) of all young women diagnosed with breast cancer in 
Ontario each year because it is available only to women in the Greater Toronto area (Cancer Care Ontario 
2012). 



 74 

At the Margins: Cancer Care Disparities among Breast Cancer Patients  

 Health care in Canada – Medicare – is a state funded, universal insurance 

program that was built on the premise of ensuring equal access to medically necessary 

care for all citizens. The primary goal of Medicare is to ensure equity in citizens’ access 

to health care services regardless of their ability, or inability, to pay for those services 

(Armstrong and Armstrong 2010). In efforts to safeguard Canadians entitlements to 

health care, in 1984 the Federal Government introduced the Canada Health Act which 

requires health services to be publicly administered, comprehensive, universal, 

accessible and portable. However, like many other redistributive social policies, health 

care continues to be subject to increased cost containment strategies, privatization, 

commodification and off-loading of responsibility from the state to both the individual 

and community (Armstrong and Armstrong 2012). As a result, the core values of 

accessibility and universality are threatened by cuts in funding and health care is 

increasingly incapable of providing care that meets the needs of many Canadians, 

especially marginalized women.    

Despite Medicare’s success in contributing to a significant decline in income-

related inequalities, significant health care related inequalities persist, casting doubt on 

claims of equity (Bryant et al. 2009; Gould 2004; James et al. 2007; Redden 2002). For 

instance, in a recent study Gould (2004) noted that currently in Ontario cancer patients 

receive free hospital services like chemotherapy, diagnostic services, radiation, and 

surgery, however, there are many additional out-of-pocket expenses that are not 

publicly insured through Medicare. Out-of-pocket expenses that are often incurred by 

cancer patients can include: pharmaceuticals, dispensing fees, homecare, 
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transportation, food, physiotherapy, alternative medicine, wigs, prosthetics, lost income 

and child care (Gould 2004; Gould et al. 2006). This list is not exhaustive but it does 

illustrate many of the additional costs that are often associated with cancer care. 

Moreover, these out-of-pocket expenses may negatively influence an individual’s overall 

health outcomes and impact their risk of morbidity and mortaility regardless of Canada’s 

universal health care policies (Gould et al. 2009).  

 Despite many of the successes in breast cancer care, presently in Ontario there 

are increasing health inequalities between and among breast cancer patients. This is 

especially evident for women of Aboriginal descent, immigrant women and women of 

low socio-economic status (Bickell 2002; Bickell and Cohen 2008; Bottorff et al. 2001; 

Choudhry et al. 1998; Donnelly 2008; Giuliano et al. 1998; Gould et al. 2009; Marrett 

and Chaudry 2003; McDonald and Kennedy 2007). Health disparities are defined as “a 

marked difference or inequality between two or more population groups defined on the 

basis of race or ethnicity, gender, education level or other criteria” (Pearcy and Keppel 

2002: 274).  In other words, health disparities are the outcome of social processes that 

distribute resources unequally in society. For the purpose of this chapter I will focus 

solely on the disparities experienced by Aboriginal women. My intention is to illustrate 

how social determinants of health – such as economic and social factors i.e. education, 

employment, social environment, discrimination etc. – influence the health of 

individuals and the ways in which these inequalities are often replicated by institutional 

health care systems. As such, in addition to the unequal distribution and access to 
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formal health care services, the material conditions of one’s life significantly impacts 

health and wellbeing (Raphael 2009).  

 Aboriginal populations in Canada endure profound health disparities and their 

overall health continues to lag in comparison to that of the national population 

(Waldram et al. 2006). In 2002 the Romanow Report extensively documented the 

suffering and resultant health inequalities endured by Aboriginal populations. The 

commission’s findings attributed many of these health inequalities to a long history of 

colonialism, systemic violence, institutional racism and reflect “underlying economic, 

demographic and cultural realities” (Parsons 2005: 2; Romanow Report 2002). As a 

result, many Aboriginal populations are subject to higher rates of poverty and 

debilitating living conditions and lower rates of education, which in turn are associated 

with poorer health statuses (Li 1999). 

 In the context of breast cancer, there is significant evidence that suggests 

incidence rates are rising in Aboriginal populations in Ontario, that those who are 

diagnosed are diagnosed at a later stage, and that survival rates are significantly worse 

than the national population (Cancer Care Ontario 2012; Gould et al. 2009). In addition 

to these historical barriers, Bal (2005) and Townson (2000) note that for women living 

on the margins the availability and benefits of primary, secondary and tertiary cancer 

care is far more scarce. In a recent study, Gould et al. (2009) examined underserved 

breast cancer populations in Ontario and concluded that marginalized women, 

especially women of Aboriginal decent, are increasingly vulnerable to poorer 

preventative care, treatment options, psycho-social support and survivorship care due 
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to the structural disadvantages associated with their multiple social identities and social 

locations. In particular, the health care system is unable to accommodate and/or 

account for their personal circumstances and the ways in which forms of inequality 

structure their lives. Gould et al. (2009) also note that these women encounter high 

rates of discrimination which are perpetuated by medical professionals and medical 

institutions. Many of the participants in Gould’s study discussed their need for more 

‘supportive care’ as many of these women are perceived to be outside the purview of 

traditional breast cancer patients. In addition to being at the margins, many of the 

women identified that cancer information and treatment resources did not attend to 

their lived realities, reinforcing dominant stereotypes that situate Aboriginals as being a 

medically undeserving population.  

However, similar to the general population of young women with cancer, many 

Aboriginal women would benefit from a program like PYNK because marginalized 

women often encounter the most difficulty in accessing cancer care (Gould et al. 2009; 

Parsons 2005; Townson 2000). In particular, access to a similar program could 

potentially aid in cancer care navigation, provide more supportive and individualized 

care, decrease stress and anxiety, alleviate some social class differences that influence 

access to certain programs and resources and thus, improve overall wellbeing and 

survivorship rates. This discussion highlights how disease can be revealing of who is 

included and who is marginalized.  Presently, young, white, heterosexual breast cancer 

patients are privileged and prioritized over other breast cancer patients thus reinforcing 

systemic and cultural forms of discrimination. In the following section, I further critique 
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the implications of mainstream breast cancer’s focus on femininity and the privileging of 

the two-breasted female figure.  

At the Margins: Alternative Breast Cancer Body Narratives  

In attempts to hide the visible signs of illness, breast cancer patients are often 

encouraged to wear breast prosthetics and to have breast reconstruction upon the 

completion of treatment (Crompvoets 2006). In many ways, the breast-less female body 

challenges cultural expectations of female beauty and sexuality because these bodies 

are characterized as ambiguous with respect to sex and gender. Female bodies devoid 

of breasts are often assumed to be unfeminine and many young women are fearful of 

breast loss (Cobb and Starr 2012). Audrey a young breast cancer survivor described her 

breasts as an intrinsic part of identifying as a woman. She recalls:  

After surgery I couldn’t look down. I can safely say that for two weeks I didn’t look down.  I 

felt like I lost my womanhood, I will never feel as much as a woman as I did at one point. 

To me it’s part of being a woman, to me part of being a woman means being able to bear 

children and nurture children and I am not able to. I will have a reconstruction on one side 

and a breast reduction on the other.  

Breast cancer and mastectomy are associated with (or signified as) loss, which further 

normalizes the female body as a form with two breasts. Audrey’s excerpt demonstrates 

how normative breast ideals are and how they can influence one’s sense of identity.  

In Western culture, the breast-less female figure is one that is discursively 

constructed as incomplete, abnormal, freakish and unfeminine. As a result, much 

emphasis is placed on restoring breasts to a ‘normal’ state (Cobb and Starr 2012; 

Crompvoets 2006). Maura a young breast cancer survivor experienced a lot of inner 
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turbulence in trying to determine which breast surgery to choose. Aesthetics were 

important for her:  

I was really worried about having a mastectomy. I was looking at pictures of what it would 

look like after the surgery and it just looked terrible. So I was worried about that and my 

age and everything else about it. So I thought about that for a long time, but I'm glad that 

I just got the lumpectomy, I look normal.  

This discussion highlights the tension that many young women experience when 

selecting a surgical option. For young women, their age and life stage often play an 

important role in deciding which option is best for them.  

Julia had a similar experience as Maura where her age was a significant factor in 

determining which surgical option to choose.  

A lot of people asked why I didn’t get a mastectomy and to be honest at the time I was 29 

and single. I am kind of attached [to my breast]. Maybe if I had been in a long term 

relationship whatever but guys are nobs. Some guys aren’t that shallow but I was still 

quite attached to my boob and I still am. I said you can take part of it but the rest of it I am 

going to keep thank you. 

In this narrative, Julia clearly states how her age and single status influenced her 

decision to have a lumpectomy. In addition, she notes that her breast is a significant 

part of identifying and feeling like a woman and it was important for her to preserve her 

breasts.  

These experiences are powerful and speak to the ways in which “self-identity 

becomes complicated by societal prescriptions of femininity” and highlight the fears 

surrounding the breast-less female figure (Hall 1997a: 108). In some ways, the breast-

less female body serves as a site for the projection of fears about illness, disgust and 

bodily decay and becomes a means for maintaining boundaries between valued bodies. 

In attempts to regain a sense of ‘wholeness’, breast prosthetics and reconstruction are 
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positioned as necessary medical procedures in which they are thought to aid in the 

healing process (Crompvoets 2006). For instance, when Hannah first spoke with her 

surgeon she inquired about having a double mastectomy and she was told “that studies 

show that women do better psychologically if we leave the other breast”.  

Nevertheless, many scholars critical of aesthetic procedures associated with 

breast cancer treatment argue that these medical operations are not simply about 

aiding psychological recovery. Rather, these discourses are illustrative of how 

experiences of cancer become entangled with idealized notions of femininity which 

compel breast cancer patients to engage in acts (i.e. wearing prosthetics and undergoing 

breast reconstruction) that allow them to mitigate – or at least temporarily conceal – 

some of the effects of the disease and its various treatments (Cobb and Starr 2012; 

Crompvoets 2006; Ehlers 2012; Kendrick 2008). In doing so, the breast-less figure is 

positioned as inferior and undesirable. There is a point to be made, however, about the 

normalizing discourses of the two-breasted female figure and the ways in which it limits 

and discourages counter body narratives that embrace the beauty and strength 

associated with the post-mastectomized body. 

Although we should be careful not to downplay the significance of breast loss 

and the seriousness of actual suffering women encounter, I believe that it is worthwhile 

exploring body narratives that highlight the exquisite raw beauty and journey some 

people associate with post-cancerous bodies. These narratives and their public displays 

of bodily differences speak to the ways in which women reclaim their sense of 

femininity, sexuality, identity and pride while also aiming to challenge popular 
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conceptions of this disease and the people it affects. Moreover, Rosemarie Garland-

Thomson (2009) suggests that the visual display of extraordinary bodies often invokes 

acts of staring and that these instances can entice people to think more critically about 

the status quo. The claim here is that, individuals tend not to stare at people they know 

but rather when something unfamiliar catches our eye. A stare provokes countless 

responses stemming from inquisitiveness to discomfort, attraction, misunderstanding 

and even disgust. Nonetheless, Garland-Thomson (2009) argues that staring is a 

dynamic cultural process that unavoidably establishes a social relationship between the 

starer and the staree as it is a conveyor of knowledge. As such, she argues that staring 

offers occasions to recognize others in new ways as it entices efforts to know the 

unknown. 

Arguably then, when bodies look different from the norm, they demand 

attention. And, while staring in Western societies tends to be strictly monitored, 

Garland-Thomson (2009) suggests that individuals should try and engage more with the 

stare because unpredictable things can happen. In other words, when individuals no 

longer hide or allow themselves to be hidden, opportunities emerge to re-imagine 

which bodies we expect to see in public spaces. It is through such encounters, Garland-

Thomson argues, that expectations around bodies, ability, and beauty can be broadened 

and made more inclusive. Without visible representations and presences of alternative – 

equally beautiful –bodies, it is difficult to dispute who can and should be seen.  

In an attempt to challenge the two-breasted female figure, the `SCAR Project` 

publicly celebrates the post-cancerous female body. The SCAR Project seeks to provide 
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non-judgmental spaces and increased opportunities for women living with breast cancer 

(as well as their families) to publicly display their scars, faces, figures and experiences as 

a form of acceptance and healing. In addition, the post-mastectomized figure can also 

be “interpreted as a protest against the pressure for technological redesign and 

reconfiguration of the (female) body” and can actually have positive implications in that 

it can be a way to disrupt normative bodily aesthetics and a way of challenging bodily 

taboos (Johansen et al. 2013: 149).  

 

  

Source www.thescarproject.org 

Many of these images are illustrative also of different perceptions of illness and 

wellness whereby women are resisting normative forms of suffering. These photographs 

capture raw beauty, character, strength, life transformations and alternative ways of 

coping. For example, consider the image below of an Ottawa women who chose to 

tattoo her chest rather than undergo reconstructive surgery. Tattooing her chest was a 

http://www.thescarproject.org/
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way of coping and celebrating her “transformation, metamorphosis, like a butterfly 

[she] changed on the outside but remained the same on the inside" (CBC 2013). 

Instead of mobilizing ‘feel good stories’ and normalizing images of these women 

as survivors, these representations are not only demonstrative of women “coming to 

terms with the changing planes of her body” (Lorde 1980: 34), but more importantly, 

they function as a vehicle for thought and action. These images are powerful and can act 

in ways that open up and provide people with a new space to understand, speak about 

and explore the material realties that shape illness experience.  

 

Kelly Davidson, source: CBC Online April 2013 

Such images represent one way by which we can challenge and change both the 

face of cancer and the experiences of those people living with it. However, dominant 

mainstream breast cancer initiatives and the mobilization of survivor images discourage 
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experiences of difference, limit spaces for counter narratives and reinforce prescriptive 

ways of experiencing breast cancer (Cobb and Starr 2012; Hall 1997; King 2006). In this 

context, breast cancer’s dominance relies on homogenizing women’s illness 

experiences, but downplays and even excludes, the voices and representations of 

women who are more critical of and resist mainstream breast cancer messages.    

At the Margins: Cancer Care Disparities Between and Amongst Young 

Female Cancer Patients  

Although PYNK is currently only available to young breast cancer patients in the 

Greater Toronto area, breast cancer programs in Ottawa tend to be more robust than in 

comparison to programs for other young female cancer patients. In addition to state 

funded resources, breast cancer organizations like Rethink Breast Cancer and Breast 

Cancer Action also provide a wide array of services specifically for breast cancer patients 

and survivors. As such, there are significantly more supports and resources available to 

breast cancer patients in Ottawa than for other young women diagnosed with less 

publicized cancers and have implications on their material realities.  

In the last section of this chapter, I will explore the dominance of breast cancer 

in relation to access vis-à-vis the general population of young female cancer patients. I 

examine three common barriers – that are considered strengths of the PYNK program - 

which many young female cancer patients and survivors encounter and explore issues of 

access, (un)coordinated care and (lack of) follow-up care as experienced by individual 

participants. I argue that we need to move beyond the type of analysis that considers 

and prioritizes the needs of breast cancer patients over other young women and 
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consider that many of the health concerns raised are also relevant to all young female 

cancer patients. More specifically, the PYNK program and its epistemological framework 

have the potential to benefit the general population of young female cancer patients 

and improve treatment outcomes as well as individual experiences of illness. Yet as it 

stands today, PYNK encourages exclusive health and wellbeing provisions which further 

marginalizes and silences the needs and experiences of young females with non-

women’s cancers.   

Access  
In Ontario, cancer care systems are diverse, complex and encompass a range of 

delivery entities.  Cancer patients and survivors report difficulty navigating the health 

care system to obtain information, services and support due to the complexity and 

multitude of different cancer service agencies (Ashbury et al. 1998; Canadian Cancer 

Society 2003; Doll et al. (b) 2003; Fitch 2003; Howell et al. 2008). Ontario – like many 

other Canadian provinces – is witnessing a gradual move towards increased privatization 

of health care services. As a result, there is a lack of standardized cancer care and many 

resources that are available tend to be fragmented and discontinuous among providers 

and care systems (Howell et al. 2008). In addition, many resources and support 

programs are offered by community-based non-profit organizations and require 

patients to seek out services. Rutledge and Robinson (2009) note however, that primary 

care facilities like hospitals lack the appropriate information about community-based 

offerings, and there is little to no coordination between service providers. 
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Consequently, these inconsistencies result in unmet needs and difficulty accessing 

required care for cancer patients and survivors.  

This was the case for several study participants including Nadia, a Hodgkin’s 

lymphoma survivor who described her experience with a lack of coordinated care at the 

hospital as ‘overwhelmingly frustrating’. Nadia had trouble accessing emotional and 

mental health services and often relied on other young female cancer friends for 

information. She stated:  

I found the hospital not to be very informative to be honest. Which was why I was so 

happy to know people like Sherri and Tanya because I didn’t know the questions to ask or 

what was available and the hospital was only somewhat helpful if I was asking a specific 

question or for a specific resource. Like the counselling, Tanya was the one who told me I 

could get counselling through the cancer center.  I was like I can? I want some, I need 

some. And that’s what I specifically said when I was balling in Dr. Jones’ office and he was 

like its fine, everything’s fine. I was like no everything’s not fucking fine I’m having an 

emotional breakdown.  And then I was like can I not go and see someone and he was like 

ok if you want to. I was like look at me, I can’t go a minute without feeling like totally 

anxious and depressed. He was like if you really want to. I think it would have been super 

amazing if the hospital would have informed me of or provided me with some form of 

counselling during that time or somebody to like let me know that everything that I was 

experiencing was normal and that I shouldn’t be so hard on myself. That would have been 

really helpful. 

 Nadia’s account demonstrates the difficulty she had in terms of determining which 

state supports were available to her. In this instance, she was informed of what she was 

entitled too only informally through another survivor and subsequently went several 

months without necessary emotional and psychological support.   

Similar to Nadia, Aria also had difficulty trying to determine what resources she 

could access and found her medical team not useful in helping her figure out what was 
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available.  In documenting her experience, Aria often mentioned that she began to rely 

on herself and her ‘abilities’ to find resources that she required: 

My doctor never talked about what was available to cancer patients. I looked for 

resources, they offered me nothing. The researcher in me, went like ‘I need everything on 

cancer I can possibly find’ but it was hard cause at first I would get stories of people who 

were dying and people who were ill, and people that had a lot of problems and I couldn't 

handle it. I didn't know what I needed either, because I had never been through cancer 

before, so in the beginning I just felt lost.  

This excerpt highlights the lack of communication between medical professionals and 

patients and the ways that such a disconnect can cause undue hardship. On top of 

dealing with a cancer diagnosis, Aria was also responsible for determining what supports 

she thought she would require and was forced to locate them on her own.  

In the current study, many of the participants were well educated and were able 

to draw on non-economic dimensions of power, such as social and cultural capital. In 

doing so, they were able to negotiate their way through the health care system and gain 

access to some services more easily than others. However, the experiences of Nadia and 

Aria illustrate that many women are unequipped to do so and encounter unnecessary 

stress due to struggling to navigate a complex health care system on their own. All 

women regardless of cancer diagnosis would benefit from the expertise of nurse 

navigators as women would be able focus their attention to getting well rather than 

expending energy on navigating a health care system which is currently a barrier for 

many female cancer patients.  

(Un)Coordinated Care 

In a recent study, Miedema et al. (2012) determined that there is a growing need 

for age-specific cancer care and that there is currently a lack of coordinated care 
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between oncology and non-oncology services. Young women diagnosed with cancer are 

faced with many additional health challenges that are often associated with their life 

stage and age range and require consultations with specialists. In addition, young 

women often face delays in diagnosis – which are common in this age group – and are 

quickly launched into treatment which affects the transfer of vital information 

(Miedema et al. 2012). For instance, fertility, reproduction and sexuality are often 

concerns for young women. While the American Society of Clinical Oncology 

recommends that oncologists be prepared to discuss these issues and refer patients to 

other specialists as early as possible during treatment planning, studies indicate that this 

is not occurring (Goldfarb et al. 2010; Quinn et al. 2009). This was certainly the case for 

Sophia a Hodgkin’s lymphoma survivor:  

I don’t remember having a discussion about my fertility options when I was initially 

diagnosed.  The doctors were primarily concerned with starting chemo as quickly as 

possible. It was only after my second treatment when I didn’t get my period that I inquired 

about fertility options and at this point I was informed that it was too late. Nothing could 

be done now and I would have to wait until treatment was complete to see how much 

damage was done. Once I finished treatment I asked my hematologist about what could 

be done to determine what effects the chemo and radiation had on my reproductive 

system. She told me that I needed to wait at least six months to see if my period would 

come back on its own, it never did. When I finally asked her what was next, she finally 

referred me to the Women’s Clinic where I waited almost a year and a half before being 

seen. I called so many times to see if they could see me sooner but they said no that I had 

to wait. In the meantime I was experiencing intense menopausal symptoms and when I 

brought them to the attention of my hematologist and family doctor they said they 

couldn’t do anything and it was best that I wait until I could be seen by a specialist. I 

remember leaving the doctor’s office in tears, I had hot flashes, night sweats, no sexual 

desire and no one was willing to help me, I felt defeated.  

Mia a Leukemia survivor recalls her inner turbulence and describes the whole 

experiences as ‘upsetting’:  
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It wasn’t brought up at all until my transplant, and I saw the radiologist, it was not like he 

was even super nice about it, like it was all very matter of fact. It was like, this is very 

strong radiation and it’s going all over your body, so you won’t be able to have kids. So it 

was never really brought up at all. So, like it was never discussed with me. Like I know 

that, some people can freeze their sperm or eggs and that was never an option for me. 

They were moving really fast, like, they never brought it up so. It definitely wasn’t easy to 

hear at all and it’s still not easy to deal with, kind of thing. Like yeah, I don’t know. My 

mom was upset, and my dad was really upset, they never said anything, but I could tell 

that they were. It was upsetting for sure, like who doesn’t want kids eventually. 

Adriana a Hodgkin’s lymphoma survivor also had a similar experience: 

When I was diagnosed everything happened very fast. As soon as I found out that I 

definitely had cancer I was referred immediately to a specialist. I saw this doctor; he did a 

bone marrow biopsy and told me to come back the following week. I talked to him and he 

said at that appointment this is what you have, this is how we are going to treat it and 

were starting in an hour. I had no time. Literally I went from his room to the chemo suite. 

At that point there was no discussion about banking [eggs] or what this would do to my 

body. Maybe in passing it came, I mean I got tons of paperwork so it was probably 

mentioned in the paper work. The only time it ever got discussed was shortly before my 

transplant and by shortly before probably like a couple of days before I was being 

transplanted where I said hold on a sec, you know I’m a year and half older now what is 

this gonna actually do to my reproductive system. And they basically just said it’s not 

going to make your ovaries happy and if you have a problem down the road call us. It was 

like it wasn’t a big deal.  

These experiences illustrate that despite the type of cancer a woman is 

diagnosed with fertility, sexuality and reproduction are concerns that need to be 

addressed prior to the commencement of treatment as well as upon completion of 

treatment. Young women need to be informed of their choices, have timely access to 

specialists while also being educated about the possible effects and outcomes that 

treatment can have on their reproductive system. These narratives suggest that medical 

professionals are prioritizing the commencement of treatment over young women’s 

right to make informed choices about their bodies and specifically reproductive options.  
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In addition to the absence of understanding young women’s concerns, many 

studies indicate that young women increasingly encounter a lack of coordinated care in 

all phases of their illness trajectory (Macdonald et al. 2012). Many of the participants in 

this study experienced procedural delays in terms of accessing non-oncology related 

services and openly discussed the burden of uncoordinated care. Ava, a Hodgkin’s 

lymphoma survivor, described her processual complexities as follows: 

Nothing is ever offered, I have to ask and keep my thumb in there. I would have to monitor 

them constantly because it was not a priority to them and so it sort of comes back to 

always being sort of at the mercy of what work they get done in terms of referrals and I 

would really have to monitor and work to make sure that these tasks were taken care of. 

So if I went in for an appointment one week and I asked for referrals the very next week I 

would be calling the secretary to ask and make sure that the doctor did that referral and 

every time I have not done that I have been sitting months down the road wondering 

what’s going on with this particular referral and I’ll call up and it hasn’t been done and 

months will have passed and I will have to start the process all over again. It’s not fair 

because I am the one who suffers longer and the symptoms often get worse. 

What is significant about Ava’s response is how she highlights her increased 

responsibility for managing her health and specifically the referral process. She fears 

that by not taking an active role within this process that meshe will fall through the 

cracks of the medical system.  

Isabella, a Dermato fibrosarcoma survivor, experienced several delays with her 

transition from changing care providers when she moved from Western Canada to 

Ottawa. She describes how difficult it was accessing services that she required:   

I just felt as though if I didn’t sound the horn or be the squeaky wheel my case was going 

to be forgotten about. There were a couple of different things in switching from Vancouver 

to Ottawa and I almost fell through the cracks for monitoring and accessing certain 

programs and if I didn’t take care of myself and advocate for myself then I don’t think I 

would have gotten them.  I am educated and I have resources you know, I am someone 
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who is not afraid of being a squeaky wheel so what about people who don’t have that or 

the people who don’t know how to find those services? 

Similar to Ava, Isabella assumed an active role in the management of her care and 

health and was aware that it was the only way to ensure that she was able to gain 

access to necessary services. In addition, she established direct and open lines of 

communication with her medical team which was a difficult task but one that proved to 

be effective.  

These particular experiences highlight the variety of (un) coordinated care 

experienced by young female cancer survivors and how the disorganization inevitably 

affected their emotional wellbeing. In addition, their stories suggest that many young 

women encounter difficulties securing information, referrals and services and that these 

issues do not seem to be priorities for medical professionals (Gould et al. 2006; 

Macdonald et al. 2009).  

Follow-Up Care 

The transition from acute to follow-up care is often rife with uncertainty, stress, 

and anxiety for many patients (Ali and Warner 2013; Bell 2012). There is often this 

expectation that once treatment is compete patients will be able to return to the life 

they had prior to illness, however, for many cancer patients this is simply not the case. 

Often, there are physical, emotional, cognitive, financial, and relationship issues that will 

need to be navigated through to completely heal Gould et al. 2006; Macdonald et al. 

2012). Yet, these issues are rarely discussed. Many of the young women in this study 

often referred to the completion of treatment as being one of the most challenging 

stages of their entire journey and that they often felt alone, unprepared and scared.  
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For instance, Olivia spoke about the fear she experienced upon the completion 

of treatment. She stresses how the health care system is primarily concerned with 

treating the physical disease but does not place much emphasis on mental and 

emotional wellbeing: 

After treatment that was a very difficult time for me. I think we put a lot of emphasis on 

the actual treatment, the radiation, the chemo, the surgery, the medications and that’s 

good but there’s a major lack of support for the post-treatment. I felt kind of like so what 

now?  So I was done treatment but was very very worried, very scared and anxious of the 

reoccurrence and kind of stuck. I found it very difficult to live with it, to live with the fear. 

Even though I am technically disease free, you don’t know, it’s the feeling of not being able 

to control what happens to me and there’s not much support.  

This narrative highlights the tensions between transitioning from stages of treatment to 

entering stages of remission where young women are required to navigate and come to 

terms with a ‘new normal’. However, as illustrated by Olivia, there continues to be a lack 

of medical recognition and support for those undergoing such transitions.  

For Audrey, her transition into remission was marked with mixed-emotions. 

When asked what her transition into remission was like, Audrey stated:  

Well I kind of thought that the doctors were going to have a little parade for me, like 

you’re in remission and they make a big deal of it but that was not the case. If anything I 

kind of felt like I was saying before, I was lost, a little confusion, now what? I refer to it as 

cancer limbo. You’re in this weird place, you’re not really a patient anymore you’re done 

treatment but I don’t feel like a survivor because my hair’s still kind of weird looking, you 

know. I didn’t really associate with either group. So you’re in this weird spot and you can 

never go back to life the way it used to be and it’s your new normal and I think I had this 

misconception while I was in treatment that it was going to be over soon and then you get 

to the point when treatment’s over and then everybody in my family sighed “oh good she’s 

done” and I kind of felt like  well now what? It can’t just be over, it’s not over in here 

(points to her head) so it just felt incomplete. Like I still had a lot to deal with and everyone 

else was like I am so happy this is over.  
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In this excerpt, Audrey clearly expresses her feelings of apprehension, confusion and 

frustration with competing treatment. In this recollection, it is clear that her family and 

friends are relieved and overjoyed that treatment was successful but are also ready to 

move on from this experience. However, as Audrey notes, cancer is not over just 

because treatment is complete. Rather, recovery is a complex process that is poorly 

understood and not well supported (Rutledge and Robinson 2009). 

The end of treatment was a challenging experience for most of the young 

women in this study. Many of the women discussed their reliance on informal social 

networks, community programs and the internet in supporting their transitions back to 

everyday life. Yet, many women also identified gaps in supportive programs, the 

availability and accessibility of information and also the lack of validation from medical 

professionals which would have eased this period in their illness trajectory. In addition, 

some of the women experienced more difficulty coming to terms with their illness post-

treatment and felt that there was a disconnect between what they needed and what 

their medical team were able to provide them with. Some participants reported that 

medical professionals were more apt to prescribe medications than to offer alternative 

resources such as counselling, mediation, acupuncture and/or yoga. All of the young 

women in this study reported that psycho-social services should be pro-actively offered 

as a standard component of care as they felt it was integral to their overall wellbeing.  

It is evident from this discussion that many young female cancer patients and 

survivors have difficulty accessing a wide array of cancer care information, resources 

and services. Studies continue to document the negative implications that these barriers 
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can have on their overall wellbeing and treatment outcomes, yet their needs continue 

to be dismissed and overlooked in comparison to the ‘unique’ needs of young breast 

cancer patients (Beaver et al. 2006; Hack et al. 2005; Gould et al. 2006; Macdonald et al. 

2009). Breast cancer’s dominance in all areas of social life obscures other forms of 

cancer and silences the needs of those whom it affects. Programs like PYNK are 

revolutionary and are changing the ways in which the medical community and society 

approaches, addresses and manages cancer care. However, the identified ‘unique’ 

needs of young breast cancer patients are not just ‘unique’ to this particular cancer 

group. These needs are distinct to the specific age demographic and life-stage, and not a 

particular type of cancer diagnosis. Yet, this program is only available to young breast 

cancer patients in the greater Toronto area. PYNK’s exclusivity reinforces the notion that 

young breast cancer patients are deserving of better care as their needs and concerns 

are continually prioritized over the larger population of young women with cancer. This 

results in much more extensive support and programming for young breast cancer 

patients which has direct implications for survival outcomes and overall wellbeing for 

young female cancer patients and survivors. Programs such as PYNK establish and 

maintain cancer-based hierarchies where some categories of cancer patients are 

privileged over others. In these instances, the exclusive provisions extended to young 

breast cancer patients establish boundaries between ‘good’ cancer patients/survivors 

who are worthy of specialized medical services and empathy from those who are ‘bad’ 

and not as deserving of care.    
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Conclusion  

Breast cancer initiatives in Canada are complex and saturate all areas of social 

life. It is the most recognizable and talked about contemporary disease that continues to 

garner the support of both women and men alike (King 2006). In this chapter, I have 

outlined the evolution of politics surrounding breast cancer in Canada and specifically in 

Ontario, and demonstrated that the cultural transformation from ‘breast cancer as a 

political and feminist issue’ to ‘breast cancer as a fundraising issue’ was influential in 

securing its modern day dominance. In addition, much of its modern day success can be 

attributed to the highly gendered and sexualized nature of many campaigns that gather 

support and sympathy through the fear of breast loss. As such, the breast cancer 

movement plays on and reinforces gendered stereotypes that suggest breasts are 

intrinsically linked to female identity. For this reason and others, young breast cancer 

patients’ needs and concerns are continually prioritized over young female cancer care 

more generally. It has resulted in much more extensive support and programming for 

young breast cancer patients which has direct implications for the material realties of 

both marginalized breast cancer populations as well as the general population of female 

cancer patient/survivors. In the following chapter, I will explore dominant survivor 

discourses and how they shape individual experiences post-cancer.  
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Chapter 4: Governing Survivorship: Ideal 
Survivors and Model Citizens  

Introduction  

 

A Survivor is a triumphant person who lives with, after, or in spite of a diagnosis or 
traumatic event. Survivors refuse to assume the identity of their adversity. They are not 
imprisoned by the constructs of a label. Instead, survivors use their brush with mortality 
as a catalyst for creating a better self. We transform our experience in order to further 
evolve spiritually, emotionally, physically and mentally.  

- (Carr 2008:xxi) 

 

 

The prevalence and public celebration of cancer survivorship in public spaces are 

relatively new phenomena and speak to the emergence of a new discourse of survival 

(Bell 2012; Zebrack 2000). In the current political climate, survivorship discourse is not 

just about defeating cancer. Dominant understandings of what survivorship is, how it is 

determined, who can be a survivor and what it means to be a survivor propose and 

reinforce complex values and beliefs specific to certain political, social, and economic 

landscapes. In thinking through these developments, in conjunction with analyzing the 

participants’ narratives, it becomes clear that survivorship discourses significantly 

influence how cancer survivors understand themselves and their activities, post-cancer.  

This chapter critically examines survivorship discourse and how it shapes young 

female survivor subjectivities. Using a governmentality lens, I examine how people’s 

cancer-related experiences might best be understood as ‘teachable moments’ insofar as 

they compel survivors to take action towards transforming their behaviors, their 

psychological and emotional selves and, ultimately, their entire lifestyle. My intention is 



 97 

to demonstrate that rather than considering a cancer diagnosis as an ‘unfortunate 

circumstance’, dominant survivorship discourse tends to represent cancer as a life event 

that serves as an opportunity to define what and who we are which enables the 

establishment of what we make ourselves. 

The chapter is divided into two parts. In the first section, I situate survivorship 

discourses as extensions of contemporary public health initiatives which rely on and 

reproduce understandings of cancer diagnoses as ‘teachable moments’. More 

specifically, I examine how individualized notions of health management take center 

stage in survivorship discourse and reinforce neoliberal constructs of the ‘healthy 

citizen’. In the second section of this chapter, I illustrate the coming together of these 

discourses by exploring the ways in which the young women I interviewed engage, and 

in some cases resist, normative expectations and guidelines for living post-cancer. I 

investigate how commonly circulating discourses related to health and personal 

development inform participants’ subjectivities and senses of self – that is, the ways 

individual participants come to understand who they are, who they want to be and who 

they should become, post-cancer. The main argument that I advance is that survivorship 

discourse – centered as it is upon notions of self-transformation – might usefully be read 

as instances of neoliberal governance which are premised on efforts to produce morally 

responsible citizens. Drawing on participants’ narratives, I argue that female cancer 

survivors are ‘made up’ not only as representations of how illness should be embodied 

but also as evidence that illness can act as a catalyst for the production of model citizens 

(Rimke 2000).  
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Living with Cancer as Teachable Moments: Taking Charge of Your Own 

Survivorship 

Improvements in all aspects of cancer care are resulting in an increase in the 

numbers of people entering stages of cancer remission and survivorship. Since the early 

1990s, survivorship and life after cancer have become growing areas of inquiry that are 

being profoundly influenced by public health literature (Bell 2010, 2012). Given that in 

Canada, health care services are subject to fiscal restraint and increased privatization, 

the field of survivorship has been effectively taken up by private, non-profit and 

community institutions. The result has been heightened awareness about survivorship 

issues and proliferation of cancer and survivorship centers. Across Canada, for example, 

cancer and survivorship centers exist in most metropolitan cities. In Ontario, there are 

several community-based, non-profit cancer/survivorship centers – such as Wellspring, 

Ellicsr, and Maplesoft. The stated aim of these centres is to educate, engage and 

empower survivors, patients and caregivers by offering a wide array of programs and 

resources to help people take action and become active in the management of 

survivorship.  

This depiction of survivorship centres connects well with claims made by critical 

public health scholars. These scholars suggest that public health is best conceptualized 

as a collection of practices which seek to govern individuals through a network of expert 

knowledge that establish norms for conduct and privilege particular types of subjects, 

those who are self-reliant and responsible for their own health (Gastaldo 1997; Lupton 

1995; Oster and Cheek 2008; Nettleton 1991, 1994; Petersen 1997; Petersen and Lupton 

1996, 1999; Polzer et al. 2002; Seear 2009). This particular subject is constructed as the  
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‘healthy citizen’  and is best conceptualized as an entrepreneurial individual who not 

only engages in their own self-governance via processes of self-care17, but who also 

accepts responsibility for protecting themselves and their loved ones from known ‘risks’ 

(Petersen and Lupton 1996).18 Within this literature, it is argued that public health 

initiatives are concerned with “how we conduct ourselves, how we attempt to conduct 

others and how we attempt to control our conduct” (Petersen 2003:  188). Public health 

initiatives thus seek to direct people’s everyday activities and practices by drawing on 

expert claims that rationalize professional interventions premised on the importance of 

people being active, vigilant and self-reliant in the pursuit for personal health and 

wellbeing. 

As a collection of practices, public health does not only operate through state 

sanctioned agencies and programs. It is argued that public health initiatives are most 

effective when they invoke individuals’ “desires to regulate their own conduct in the 

name of health” (Polzer et al. 2002: 155).  In the context of survivorship, there is an 

abundance of available information that focuses on specific lifestyle factors – namely 

exercise, body weight, diet, environmental and occupational exposures – and their 

supposed effects on cancer development, progression and relapse (Bell 2010). Despite a 

general lack of evidence and agreement within the scientific community about the role 

                                                           
17 Foucault (1988) defines ‘technologies of the self’ as those “which permit individuals to effect 

by their own means or with the help of others a certain number of operations on their own bodies and 
souls, thoughts, conduct, and way of being, so as to transform themselves in order to attain a certain 
state of happiness, purity, wisdom, perfection, or immortality." As such, self-care involves practices of 
self-examination and self-reflection often performed in the pursuit of a better and freer life.  
18

 Following Lupton (1999:2) I have adopted a constructionist approach to risk insofar as “what are 
identified as risks, by experts are understood as inevitably the outcome of sociocultural processes and 
tend to serve certain social, cultural and political functions”.   
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lifestyle factors play in relation to cancer relapse, such risk-related discourses are 

nonetheless prevalent – even within spaces dedicated to survivorship. In other words, 

expertise and knowledges about post-cancer health are mobilized in ways that 

encourage survivors to assume a calculating, self-directed gaze (Fullagar 2002; Lupton 

and Petersen 1996; Polzer et al. 2002).  In this sense, one might thus conceptualize the 

free programs, resources and services offered within survivorship centres as extensions 

of public health initiatives which are designed to engage, educate and empower cancer 

survivors.  

More importantly, one also might note overlaps between these initiatives and 

the ways scholars discuss neoliberal forms of governance. For example, as with 

Foucault’s (1979) discussion of prisons, survivorship centres rely on programs directed 

by interdisciplinary specialists who both define and establish norms and act as advisors 

in an effort to produce and foster active decision making. Until recently, medical 

professionals – doctors, nurses - were predominantly the only profession to be viewed 

as experts in cancer care and survivorship; however this is no longer the case (Ali and 

Warner 2013). Issues surrounding life post-cancer extend well beyond the physiological 

aspects of illness and survivorship discourse includes a more holistic approach to healing 

(Ali and Warner 2013; Bell 2012; Macdonald et al. 2009). As such, experts now include a 

multitude of practitioners - cancer coaches, psychologists, dietary and nutritional 

specialists, yoga therapists, expert patients and a variety of complementary and 

alternative health practitioners – which results in the pluralisation of expertise. 

Consequently, responsible survivors are now expected to consult numerous experts in 



 101 

attempts to improve their lifestyles and manage related cancer risks. From this 

perspective, experts and the deployment of their knowledge plays a central role in 

modern forms of governing, including but not limited to survivorship centres. I argue 

that, such knowledge does more than render social life into a calculable form; it also 

helps produce particular subjectivities by influencing the thoughts and actions of 

individuals who engage in such programs.  

In recent years, the concept of the teachable moment has become central to 

both survivorship discourse and popular perceptions that situate cancer diagnoses as 

opportunities for self-improvement (Bell 2012). Within the behavioral sciences, the 

teachable moment is a concept used to describe how naturally occurring life transitions 

(or health events) such as cancer, chronic illness, pregnancy and parenthood have the 

potential to motivate individuals to adopt health protective behaviors (Bell 2012; Ganz 

2005). In order for a particular event to become a teachable moment, McBride et al. 

(2003) conclude that three criteria must be met: the event must (1) increase 

perceptions of personal risk, (2) elicit a strong emotional response and (3) challenge 

understandings of the self. In other words, teachable moments are most effective when 

experiences of illness significantly challenge individuals’ prior sense of self and invoke a 

sense of fear thus motivating individuals to adopt lifestyle changes (Bell 2012).  

Until recently, medical professionals and descriptive research optimistically 

indicated that people diagnosed with or at risk of cancer would modify and improve 

their lifestyles because of the exemplary teachable moments such events present (Bell 

2012; McBride et al. 2003). However, there is a growing amount of research that 



 102 

suggests that a diagnosis of cancer alone cannot arouse necessary behavioral and 

lifestyle changes (Blanchard et al. 2008; Demark-Wahnefried 2005). In response to 

evidence of slow patient response, there has thus been growing interest amongst 

medical professionals to explore ways to ‘take advantage’ of and “capitalize on the 

teachable moment that cancer provides [to] guide… patients to[ward] better health” 

(Demark-Wahnefried 2005: 5827).  

 Given that medical professionals are actively seeking out ways to intervene and 

promote positive lifestyle changes post-cancer, I would argue that survivorship centers 

are dedicated spaces that are now positioned as exemplary arenas in which to promote 

and foster such teachable moments. In keeping with this reading, Bell (2012), 

Ehrenreich (2001) and others (King 2006; Segal 2010) argue that survivor discourses are 

increasingly conceptualized as opportunities for personal growth and self-improvement. 

Given the dominance of survivorship discourses – premised on notions of self-

transformation - which infuse these centres and their programs, I read survivorship 

centers as seeking to capitalize on and to transform people’s cancer-related experiences 

into positive life events (Garland et al. 2007). From this perspective, trauma is a 

productive force that invites individuals to re-evaluate their lives and senses of self and 

which, as Bell (2012: 586) suggests, “allows the self to be remade from the ground up”. 

Based on this logic, Bell notes, trauma and illness provide the grounds for both 

intervention and for transformation.  

As the above discussion indicates, survivorship centers are community- based, 

expert driven centers dedicated to encouraging and supporting survivors’ quest for self-
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betterment. I have suggested that as survivorship discourse gains public credibility and 

is increasingly valued within cancer communities and beyond, demand for survivorship 

centers and related programs grow.  Indeed, there is already considerable demand for 

survivorship centers amongst survivors who want to be pro-active in their efforts to 

reduce their risk of disease re-occurrence (Ashbury et al. 1998; Bell 2012; Blanchard et 

al. 2008; Canadian Cancer Society 2003). In particular, survivorship programs are widely 

praised within cancer communities for their whole person approach to care and their 

unique interdisciplinary health frameworks (Ali and Warner 2013; Bell 2012). What this 

means is that survivorship programs incorporate both biomedical and alternative 

approaches to health, wellness and growth (Bell 2010). Stated more critically, when read 

through the governmentality framework, one might argue that survivorship centers rely 

on and mobilize numerous forms of expertise which are central to the surveillance of 

subject-citizens (Petersen and Lupton 1996).   

That said, it is important to note that surveillance is not just watching and 

monitoring. Rather, Henman (2004: 175) describes it as a “calculated practice for 

managing and manipulating human behavior”. Surveillance, from this perspective, is a 

form of governance that works at a distance to responsibilize individuals and motivate 

self-regulation through the manipulation of desire (Rose 1999). Understood in this way, 

surveillance plays a significant role within survivorship programs as it nurtures practices 

of self-discipline, inculcating survivors with a desire to transform their behavior and 

lifestyles in accordance with broader political goals. In this sense, survivorship programs 

are designed to encourage survivors to become responsible managers of cancer risk.  In 
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particular, survivorship programs act as ‘informal classrooms’ that are meant to provide 

survivors with up-to-date information and resources about cancer-related preventative 

practices and techniques for modifying and improving one’s self.  

Read in this way, practices of self-surveillance are intimately linked to the 

operation of neoliberal government of risk. In the context of survivorship, survivors are 

called upon and compelled to engage in their own self-governance through “processes 

of endless self-examination, self-care and self-improvement” (Petersen 1997: 194). 

Based on this logic, these centers and programs are concerned with survivors’ 

absorption of expert knowledge and how they can be conditioned to voluntarily 

“conform to their objectives [and] to discipline themselves” (Petersen and Lupton 1996: 

11). Similar to public health and health promotion initiatives, then, the goal of 

survivorship programs is to shape and normalize the behavior of subjects. In doing so, a 

particular kind of survivor is constructed: one who is autonomous, self-regulated, 

devoted to self-improvement and who seeks happiness and healthiness.  

Before embarking on part two of this chapter, I want to make it clear that I do 

appreciate the potential of survivorship centers and the importance of finding the so-

called silver lining in even traumatic life events. However, I am critical of the very limited 

models offered to people for how they can – or should- embody and experience illness. 

More specifically, I view the current dominant survivorship model as promoting a very 

specific type of healing, one that locates the cause of illness as being in the control of 

individuals, thus encouraging individuals to see cancer as an opportunity for self-

betterment. What is significant about this contemporary focus on situating cancer as a 
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makeover is that it distracts cancer survivors from questioning and exploring broader 

cancer causations and in a sense deters them from taking any form of action as a means 

of contestation. Instead, the current survivorship model places particular emphasis on 

notions of individual responsibility, consumer choice and freedom and does little to 

support more meaningful conversations about environmental, social and economic 

causations of cancer. In the remainder of this chapter, I further support this analysis by 

exploring the ways health-related discourses infused participants’ perception of their 

cancer-related experiences. In particular, I investigate how young female survivors in 

this study take up the imperatives and expectations at the heart of survivor discourses. 

‘Remaking the Self’ Post- Cancer: Ideal Survivors and Model Citizens  

In what follows, I explore the diverse network of power relations running 

through participants’ individual illness narratives. My particular interest is in the ways 

these young women might be identified as implicated in their own self-governance via 

reproduction of normative risk discourses. More specifically, I examine how health risks 

and self-development discourses infuse participants’ narratives of identifying, managing 

and challenging survivorship discourse.  I elaborate overlaps between understandings of 

survivorship as a form of governance and representations of illness as a catalyst for 

personal growth. Together, these discussions provide a useful framework for exploring 

how individualized notions of health management take center stage in participants’ 

narratives. The main argument I advance is that survivor discourse serves both to 

produce ideal survivors and to construct model citizens.  
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Taking Up Health Discourses: Being Aware of Risk  

  Within modern Western cultures there is increasing emphasis on individual self-

regulation and self-governance in many aspects of life, including the management of 

health behavior and health risks. The concept of risk is central in producing ‘healthy 

citizens’ and does so by anticipating and preventing unfavorable events. Robert Castel 

(1991: 287) notes that “risk does not arise from the presence of danger [rather] it is the 

effect of a combination of abstract factors which renders more or less probable the 

occurrence of undesirable modes of behavior”. As such, risk discourses work by 

encouraging autonomous individuals to ensure their own security and engage in 

practices of self -care (Castel 1991; Nettleton 1997; Oster and Cheek 2008; Seear 2009).  

In order for individuals to take responsibility and become active in the management of 

their health they must be aware of risks and in many instances risks become understood 

as “diseases to be cured” (Nettleton 1997: 215). Notions of risk become situated as 

within the control of individuals and, as Nettleton (1997: 215) points out, this 

contributes to “the confirmation of the active [and healthy] citizen”. Individuals are now 

expected and required to be active in their own health promotion, make responsible 

choices and act on expert information in attempts to manage health risks.  

 Numerous cancer risk factors are commonly discussed in medical and public 

health literature, however, cancer risk discourses are increasingly diffused by public 

outlets such as the print and digital media (Lupton 1995). Social science research 

continues to document the conflicting priorities and interests of both the scientific 

community and media communities (Nelkin 1996; Peters 1995; Henderson and Kitzinger 
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1999). This research indicates that media communities may not necessarily prioritize 

and value the risks judged to be most important by the scientific community. As such, 

media outlets tend to “misrepresent risk statistics, and distort the facts” in addition to 

numerous amounts of conflicting and confusing information which can pose particular 

problems for many individuals but especially for those suffering from illness (Kitzinger 

1999: 55).  

In recent years, there has been an influx of risk discourses specifically 

emphasizing the importance of lifestyle factors – diet, weight, exercise, environmental 

and occupational hazards – in mitigating cancer relapse (Bell 2010; Demark and 

Wahnefried et al. 2006; Irwin 2008). The Canadian Cancer Society is one of Canada’s 

most trusted resources for cancer information and many patients and survivors rely on 

them for up-to-date and relevant cancer care material. On their website, there is a 

space dedicated specifically to prevention and lifestyle risk factors. Much of the 

literature present tends to address and promote ‘good’ preventative practices and 

behavior modification techniques. For example, the Canadian Cancer Society identifies 

`healthy eating`, ‘physical activity’, and ‘healthy body weight’ as determinants that can 

help prevent the development of cancer. They further advise Canadians “that the 

science is clear: it’s the overall pattern of living that’s important. You can lower your risk 

[of cancer] if you move more, stay lean and eat plenty of vegetables and fruit” 

(Cancer.ca 2013).  
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 Similarly, the Ottawa Regional Cancer Foundation over recent years has hosted 

public lectures focusing on healthy eating and lifestyle management. In 2009, Dr. 

Richard Beliveau, author of ‘Foods that Fight Cancer’ lectured about the science of 

nutrition and how certain foods can protect the human body against different cancers.  

  

 

Source, www.richardbeliveau.org 

While the Canadian Cancer Society and the Ottawa Regional Cancer Foundation pride 

themselves on providing accessible and relevant information to people, the focus on 

lifestyle advice for healthy eating and physical activity establishes moral judgements 

about food, eating and lifestyle practices (Ristovski-Slijepcevic et al. 2010). In this way, 

particular foods, activities and lifestyles “become associated with moral acceptability 

http://www.richardbeliveau.org/
http://wellswaragainstcancer.org/wp-content/uploads/2012/03/cancer-ad-4-0018.jpg
http://www.google.ca/url?sa=i&rct=j&q=foods+that+fight+cancer&source=images&cd=&cad=rja&docid=aPHTJiHj9p1tqM&tbnid=UYWMRyPfIq7dsM:&ved=0CAUQjRw&url=http://www.grampasattic.ca/grampasattic/products/books/health.htm&ei=Xb76UYDlFJOr4APQpoDgBA&bvm=bv.50165853,d.dmg&psig=AFQjCNFTW0MWsQRCujkhjNCHutSg0SmdRQ&ust=1375473618285487
http://171.66.125.180/content/53/11/1905/F2.expansion.html
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based on their ‘good’ or ‘bad’ elements”, with those who are unwilling or unable to take 

up such practices judged as less morally worthy than those who do (Ristovski-Slijepcevic 

et al. 2010: 468).  The goal it seems is to motivate and empower survivors to take action 

and control the disease by taking charge of their bodies and lifestyles by making the 

‘right choices’.  However, there is a general lack of evidence and consensus among the 

scientific community as to whether lifestyle modifications are effective and/or beneficial 

in overall disease-free survival (Bell 2010). Despite this absence of agreement, major 

resource providers such as the Canadian Cancer Society and public media outlets 

continue to reinforce the importance of healthy lifestyle choices, especially for cancer 

survivors (Bell 2010).  

Cancer survivors encounter abundant amounts of information focused on the 

management of lifestyle risk factors. For example, the foregoing discussion highlighted 

the ways survivorship centers and programs rely on, circulate, and reproduce numerous 

forms of expert knowledge and strategies for the management of risk. Moreover, expert 

knowledge and lifestyle risk discourses are constantly evolving and as Petersen (1996: 

54) points out, there is often disagreement between experts about “what constitutes a 

risk; levels of risk; how to respond; and so on”. Indeed, several young female cancer 

survivors in this study expressed difficulty in both the navigation and reliability of the 

information that was often available to them.  

For instance, Olivia experienced a lot of stress and anxiety trying to determine 

what information was accurate and valid. She stated: 
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There’s so much information out there, I didn’t know where to start or what to believe. It’s 

not like heart disease where they can say if you don’t eat fat and you don’t eat salt and 

exercise you will be ok. It’s not like that. One day coffee is good for you the next it’s not, 

maybe you should drink red wine maybe you shouldn’t. There is so much conflicting 

information that I didn’t know what to do anymore, I was so afraid it’s going to come back 

and if I put this in my mouth am I giving myself cancer?  Can I drink coffee? Should I be 

drinking coffee?  I was paranoid over everything and it was causing so much anxiety and I 

didn’t want to eat anything.  

This discussion highlights the very ways in which risks become internalized, induce 

anxiety and stimulate action. Olivia engaged in  action that was based upon the 

expertise and knowledge that was available to her. However, as she notes, the 

conflicting nature of risk discourses proved to be a source of additional stress and 

anxiety.  

Similar to Olivia, Maura also discussed the difficulty she experienced when 

attempting to determine what information was relevant and what practices she should 

have been engaging in to try and mitigate controllable lifestyle risks. In documenting her 

experience, Maura often mentioned that she felt confused and unsure of what to 

believe:  

There’s so much information that I didn’t know where to start, at times I felt consumed by 

all of it. I was really discouraged because I thought I was healthy, I wasn’t obese, I 

exercised regularly, I never smoked, I always wore sunscreen. These things are important 

right? I just don’t know. I was just so lost in all of it and confused because I thought I was 

doing things right. I hear so much about how diet and certain foods can control a lot of 

ailments but I’m not sure. I have to try harder though to exercise more, to eat healthier, to 

stress less because I don’t want it to come back. I’ll do whatever I need to do to make sure 

that it doesn’t happen again.   

 

Maura highlights how she finds it difficult to negotiate cancer and lifestyle risk 

discourses because prior to her diagnosis she considered herself to be ‘healthy’ and 

engaged in numerous risk management practices. Despite these efforts, she still was 
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diagnosed with cancer and in some ways feels letdown by this type of expert 

knowledge. 

Unlike Olivia and Maura, Leaha, a colon cancer survivor, and Tessa, a thyroid 

cancer survivor, were acutely aware of what information, practices and behaviors they 

should have been partaking in to manage their lifestyle risks. Yet the complexities 

associated with their illnesses often prevented them from taking control of their bodies. 

Tessa was fearful that she would be viewed as ‘lazy’ and ‘disinterested’ in her health 

because she often did not have the energy to be as active as she would have liked. 

Leaha also recalls the struggles she encountered trying to negotiate healthy ideals with 

the reality and limitations of her physical body: 

I know what I should be doing to stay healthy…its very similar to being overweight and I 

lost 106 lbs. before I was diagnosed. I ate healthy, exercised a lot sometimes twice a day, 

and avoided anything that was unhealthy. I was trying to get into the military….but now 

it’s different cause they removed my colon.  Now I have a restricted diet that’s not the 

healthiest but I do try to incorporate healthy foods by juicing. I try to exercise regularly, 

but it depends if I am having a rough day [physically]. It’s been a learning process and it 

can be discouraging because I want to be healthy.  

Leaha’s response demonstrates the tension she experiences in terms of trying to 

balance her physical needs with her desire to take a more proactive role in modifying 

her behaviors and lifestyles. She fears that by respecting her body’s limitations as to 

which foods she can safely consume, people may view her as ‘irresponsible’ for not 

adopting healthier behaviors.   

For several of the women in this study, the need to obtain up-to-date, accurate 

and reliable information about the management of risk factors was seen as crucial for 

several reasons. First, the young women in this study believed that having access to this 
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type of information would help facilitate decision making and the adoption of self-care 

practices aimed at improving their overall behaviors and lifestyles. Secondly, the young 

women in this study also felt that it was necessary to at least be aware of the current 

scientific debates surrounding cancer risks. Risk discourses played a central role in the 

lives of those living post-cancer. Such discourses operate in ways that compel individual 

survivors to become responsible for their own health even in circumstances where they 

may have little power to affect the overall outcome.  

 

Taking Up Health Discourses: Participating in Risk Management  

As the above discussion suggests, individuals are positioned as having both a 

social and personal obligation towards maintaining good health. Indeed, this “duty to be 

well” supports broader neoliberal objectives which situate health and wellbeing as an 

individual responsibility (Howson 1999: 402). In the context of survivorship, there is a 

growing expectation that cancer survivors will engage in self-surveillance as it serves 

their own best interests. These individuals, according to Rose (1990), exemplify good 

citizenry in that the individual pursuit of good health is a central component of social 

membership. However, those who do not assume a calculated, self-directing gaze are 

increasingly scrutinized and are often viewed as culpable for their poor health and 

illness in light of known risks (Galvin 2002).  This is resulting in a culture of victim 

blaming that, as Galvin (2002) notes is becoming difficult to contest.  
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One participant, Hannah, experienced victim blaming when she sought out the 

expertise of a local plastic surgeon. Hannah recalled this experience as ‘absolutely 

unbelievable’:  

This doctor told me, when I asked her what I could do to be proactive and make the 

chances of radiation less damaging to my skin so that I could be able to have 

reconstruction, to you know ‘eat lots of fruits and vegetables and exercise’. I said I am a 

vegetarian; I eat mostly organic and exercise regularly. Her response was ‘that’s 

interesting because people who eat like that don’t usually get cancer’.  I was like wow, 

seriously? Like people who eat well don’t get cancer? Like is this what you’re telling me 

right now. Well if you eat well, what else did you do wrong to get cancer? People don’t get 

cancer who eat well, it’s weird that you got it and you eat well. What a jerk. I never saw 

her again.  

Hannah’s experience demonstrates how dominant discourses of lifestyle risk reinforce 

erroneous notions that cancer causation is a result of poor and irresponsible choices. 

From this perspective, those diagnosed with cancer are increasingly viewed to be 

responsible for their illness and downplays other causations of cancer.  

Many of the young women in this study were acutely aware that they had a 

responsibility for their health and sought to become active and take preventative 

measures in the minimization of lifestyle risks.  Several of the young women 

acknowledged that while there were things out of their control, the ‘little things 

mattered and added up in the end’. Audrey, for example, spoke about the ‘little things’ 

in greater detail. She stated: 

You know there is a lot of stuff I can’t control like the stuff that we breathe in, it’s not so 

easy to control that. But there are things that I can control and like I have really tried to 

change.  I use organic mascara and use organic moisturizer, I am really trying to pump up 

the fruits and vegetables and make that a priority and drink lots of water. I have done 

things like cut pop from my diet and tried to exercise more. I feel pressure by those around 

me to be healthier and do more and I feel that a lot of people assume how they would 

react if they had cancer and project that onto me. 



 114 

What is particularly interesting about Audrey’s response is the ways she negotiates 

personal responsibility for her particular choices and actions in light of risk factors that 

are out of her control. She is aware that others may judge her by the choices she makes 

and is making an effort to engage in supposedly healthy behaviors and act responsibly in 

ways that are publicly and medically sanctioned.    

Interestingly, several of the women noted the amount of internal and external 

pressure they felt to adopt healthy behaviors. For these women, this additional pressure 

often resulted in feelings of guilt and stress. This was certainly the case for Nadia who 

felt that taking up healthy practices was actually a burden and became a source of 

stress:   

I am trying to focus on two things, trying to avoid stress and eating better. Anytime I try to 

deal with stress I get myself more stressed because I am afraid I will get myself sick again 

and give myself cancer. I just don’t want to be stressed…I don’t eat a lot of meat anymore. 

I tried to become a vegetarian but it didn’t work for me. I’m not an only eat organic, 

granola, vegan kind of person, it’s not realistic. I have a young family and it’s just not 

possible. I hate going to support groups that have to do with nutrition I feel guilty when I 

eat poorly and hate to think I’m giving myself cancer again. I don’t want to be blamed if I 

eat a cookie and that’s the way it feels a lot of the time at these things.  

What is significant about Nadia’s response is how she highlights the role of cancer 

support groups and the ways they attempt to monitor and control the conduct of other 

survivors. While the aim of support groups is to offer a listening ear and to provide 

support from those with similar experiences, in Nadia’s case support groups act in ways 

that surveil individual behaviour.  

Many of the participants with young families also felt compelled to take 

responsibility for themselves as well as their families’ health. These women wanted to 
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set positive examples for their children and this often added additional pressure.  This 

was the case for Sophia: 

I think that our way of life has changed drastically since my treatments, because health 

seems so much more important this day in age where everything purchased is food 

product as opposed to food. It’s important to me to be aware of what we consume and 

how much we consume of it. I use vinegar for almost everything, I use mostly organic, 

petroleum free products, I purchase a lot of organic foods and try to make as much as I 

can from scratch. I am afraid of the formaldehydes chemicals, sugars and sodium in a lot 

of prepackaged foods. All are so bad for your body and health. Physical activity is very 

important for me and my children. They participate in formal activities and we do family 

walks in the evenings. It can be stressful but I try and prioritize my time to be able to do all 

of it. When I don't have time to do it I feel more guilt and stress for not preparing way 

ahead of time. 

Sophia’s concern for maintaining both her and her families health are illustrative of the 

competing influences on her knowledge of what it means to be ‘healthy mother/citizen’. 

Whether she is aware of it or not, Sophia is trying to negotiate between intersecting – 

and competing – motivations; she wants to be healthy and take care of herself but she 

also wants to be a good mother, set positive examples and be vigilant about her family’s 

health. This experience highlights the very ways in which neoliberal rationalities are 

entangled with risk discourses and reinforce notions that women are primarily 

responsible for protecting the health of their families (Seear 2009).  

Adriana and Katia both thought that maintaining a well-balanced lifestyle was 

important to their overall wellbeing. However, both of these young women were very 

critical of information linking diet and exercise to cancer relapse.  Katia felt that like 

other fad health regimes “these things come and go” and opted to stay away from 

reading about foods and lifestyle factors that cause cancer. Katia felt that “there [was] 

no guarantee that taking on these practices was going to ensure that it never [cancer] 
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comes back” and did not want the additional stress associated with these types of 

expert claims.  Similarly, Adriana stated: 

I definitely steer away from buying into that kind of stuff; I think its purpose is to make 

people feel guilty. I’m definitely more of a everything in moderation kind of person. Yes, I 

have had cancer but I don’t eliminate foods, like even fast food. Some people would 

eliminate it totally. I mean I don’t eat it regularly, once it a while I’m ok with it. I definitely 

don’t buy into those things because I don’t think there’s much evidence backing their 

claims. They say don’t drink red wine and then the next day there’s a study saying it’s 

good to drink red wine. So it’s very contradictory and confusing, so moderation is a much 

better approach for me.  

Despite the pressure to adopt these particular practices and lifestyles post-cancer, 

Adriana and Katia both resist dominant health discourses. Instead, these young women 

are determining what is healthy and reasonable for them and are trying to live their life 

accordingly.  

 

Taking Up Health Discourses:  Complementary and Alternative Medicine  

(CAM) Therapies  

Several of the participants in this study turned to alternative sources of 

knowledge in their attempts to regain a sense of control over their lifestyles and 

behaviors. Some of the women in this study sought out complementary and alternative 

medical (CAM) therapies which are transforming ideas of how health is best achieved 

(Sointu 2006). As such, CAM therapies tend to challenge biomedical frameworks and 

include a diverse set of approaches that are not readily integrated into Western health 

care models (Bell 2010). More specifically, CAM therapies provide end users with a more 

holistic approach and “claim to care for the needs of the whole person” (Sointu 2006: 

345). Although survivorship centers introduce and promote several CAM therapies these 
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centers do not actually provide such services to those using their center. Individuals 

wishing to engage with CAM therapies are required to seek out professionals and pay 

for their services. Thus, CAM therapies are limited to those who are financially able to 

afford such services. Two of the women in this study actively sought out and integrated 

CAM therapies as another source of care.   

For example, Hannah recalled that she was drawn to CAM therapies for their 

healing and empowering potential and spent thousands of dollars seeing a traditional 

Chinese Acupuncture specialist who helped her manage pain and nausea. Hannah 

recalled her experience: 

It’s a different approach which is why I am glad I am doing it in addition to traditional 

medicine. There’s only one oncologist in Ottawa willing to discuss or entertain the idea of 

naturopathic medicine and I fought to see him. You know though, it’s expensive and I have 

to pay for it. It’s not covered. I am really glad that my partner makes a great salary 

because I have spent my entire income on complementary therapies; I literally spend 

thousands a month on complementary therapies because I want the best possible care 

and I like knowing that I am active in the process.  

In this excerpt, Hannah clearly expresses her feelings of uncertainty with the level of 

care she receives from her medical team and feels a sense of responsibility for ensuring 

that she is doing everything in her power to guarantee that she receives the best care 

she can. Hannah’s narrative also highlights the exclusivity and class privilege associated 

with CAM therapies.     

Social scientists in the field of health and illness acknowledge that CAM therapies 

often resonate strongly with lived experiences of illness, while at the same time 

recognizing that CAM therapies align well with neoliberal forms of governance. These 

scholars suggest that CAM therapies and their underlying assumptions support ideal 
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neoliberal conceptualizations of the ‘healthy citizen’: one who is autonomous, free and 

responsible for their own health and wellbeing (Bell 2010; Sointu 2006, 2011). In 

addition, by analyzing young women’s use of CAM therapies, it is clear that the ideal 

survivor requires considerable access to time and money. As mentioned above, CAM 

therapies are not covered by provincial health insurance or by community-based 

survivorship centers and while some private insurance companies do subsidize care, 

users are required to pay for services out- of- pocket (Armstrong and Armstrong 2010). 

Those who are able to financially afford additional forms of care also require the time 

and freedom to seek out alternative health practices. As such, those who are able to 

access and afford CAM therapies are often individuals who are economically privileged.  

Numerous scholars have also demonstrated how engaging in CAM therapies is 

not just solely about challenging biomedical knowledge and/or improving one’s 

physiological health (Broom 2009; McClean 2005; Sointu 2006, 2011). Indeed, a great 

deal of literature suggests that CAM therapies are linked to broader understandings of 

health and wellbeing situated within processes of continual reflexivity. CAM therapies 

promote and seek to develop, an ongoing sense of bodily and self -awareness. In other 

words, CAM therapies are concerned with how we conduct ourselves and seek to 

remedy the post-modern dilemma of ‘how shall I live’ (Giddens 1991:14). 

 Isabella turned to CAM therapies in the hope of gaining accountability and a 

sense of control over her health. Dissatisfied with biomedical approaches, she decided 

to engage with complementary and alternative therapies and incorporated them into 
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her everyday life. Isabella recalls that her experiences with these therapies completely 

changed her life. She stated:   

Prior to being diagnosed, I had been so healthy and I was so young and did all the things 

you are supposed to be doing and I was doing all those things so I felt betrayed by all that 

information and a real betrayal of my body.  I was angry and discouraged but it changed 

my life and my perspective. I decided to go back to school and I’ve retrained to be a 

massage and yoga therapist. I realized that I wanted to live something where I felt like 

everything in my life was working together so that the next fifty years I have resources and 

tools at hand and I am just living more completely as a person. I am really active and 

health conscious and don’t really listen or give much credence to popular health claims. 

Instead I practice reiki, Qi Gong, cranial sacral and believe in more integrated approaches 

to life and health.  

Isabella’s narrative informs us about how some young female survivors turn to CAM 

therapies not just solely for the quest of better health but also as a way of continually 

being self-reflexive and working on the self. In this sense, her narrative is embedded 

within notions that view cancer as an opportunity for self-transformation.   

Practices of self-care that stem from CAM therapies can be understood as both 

enabling and constraining in that they allow the participants to exercise regulated forms 

of freedom while also constructing themselves as neoliberal subjects (Heyes 2007).  

Health discourses provide a legitimate motivation for the regulation of bodies and 

behaviours. Those who seek out, take up and incorporate CAM therapies into their 

everyday practices are often portrayed as responsible managers of their own health, 

while those who fail or refuse to do so are constructed as ‘bad’ citizens who are 

irresponsible, and lazy.  
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Taking Up Self-Development Discourses: Positivity and Self -Improvement  

 In Welcome to Cancerland, Barbra Ehrenreich (2001) makes the compelling point 

that in the contemporary era, experiences of cancer are discursively depicted in 

‘overwhelmingly positive terms’. Public representations of survivor narratives tend to be 

upbeat, cheery and focus on the positive aspects and outcomes that experiences of 

cancer may produce. These types of public conversations as Segal (2010, 2012) argues – 

and I most certainly agree with her assertion – tend to direct conversations away from 

unconventional stories and limit the ways individuals are able to experience and talk 

about their illness. A growing body of qualitative research suggests that public 

presentations of dominant cancer stories are not innocent (Bell 2012; Kaiser 2008; King 

2006; Little et al. 2002). Scholars such as Bell (2012) and Segal (2010, 2012) point to the 

coercive elements within cancer narratives that operate to compel survivors to act, feel, 

think and live a certain way.  

In recent years, positive psychology is increasingly permeating all areas of social 

life and is particularly influential in survivor discourse. Within survivor discourse, young 

women are increasingly urged to adopt and take up positive attitudes and optimistic 

outlooks (Bell 2012; Ehrenreich 2001, 2009; King 2006; Segal 2010, 2012). In Bright 

Sided: How the Relentless Promotion of Positive Thinking Has Undermined America, 

Ehrenreich (2009) explores the powerful relationship between positive psychology and 

cancer culture. She argues that positive psychology discourses are saturating cancer 

culture and are promoting widely circulating myths that advance the idea that good 

health is a matter of positive thinking and that it is within individual’s reach.  In the 
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context of survivorship, positive discourses operate in ways that aim to cultivate 

individual self-control and self-mastery (Binkley 2011; Rimke 2000). As such, these 

discourses generate new forms of normalizing practices that focus on regulating and 

managing thoughts and emotions (McGrath et al. 2006). 

The idea that survivors should subscribe to positive ways of thinking was 

evident in the data. Julia felt that having a positive attitude was the one thing that 

she could control: 

I knew I could control my attitude and I wanted to deal with it or look at it a positively as I 

could. Attitude is huge and I am very sarcastic, I do have a sense of humor kind of and I’ve 

said the whole time it’s either you laugh or you cry and I choose to laugh the whole time. 

And nobody really wants to hear about the shitty stuff. The support system that you have 

helps and that will help in your attitude as well because if you are not surrounded by 

positive good people then if you’re feeling shitty then you’re going to keep on feeling shitty 

because your surrounded by shitty people. But if you’re feeling shitty and you’re 

surrounded by good people, you’re ok, you can get through it. The way I thought about it 

the whole time was just because I might have been feeling horrible right now does not 

mean I am going to be feeling the same way an hour from now or in two hours and 

tomorrow’s another day, so there is something good to look forward to.  

What is particularly striking about Julia’s response is that way she touches upon an 

element of dominant survivor discourse that presents the way one approaches illness as 

an individual choice which is deemed to be reflective of one’s character and outlook on 

life. More specifically, she repeats one of the main messages circulated in survivor 

discourse: “humor is good; despair is bad; surviving is a personal accomplishment; dying 

by implication, is the opposite” (Segal 2010: 298).  

Similar to Julia’s experience, Audrey emphasized how being positive helped her 

get through the worst of times. Audrey stated: 
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Without a positive attitude, I'd still be hiding under the covers. I had bad days but my 

attitude was positive. To be honest, I laughed more than I cried which I made a rule 

almost. It was too exhausting to cry, you know, there was too much to cry about. At the 

same time, if I was having a bad day I let myself have the bad day. I think there’s this 

misconception that being positive means having a smile on your face whereas I think being 

positive can mean lying in bed crying all day because you are being positive and getting 

through that point. I think I didn’t want to look weak primarily. So many people had told 

me how strong I was, “oh you’re so strong”, I didn’t want to let them down. I know that 

seems foolish but being positive helped and it some ways made everyone feel better.  

Both Julia and Audrey touch upon the very ways in which having a positive attitude 

comforted those around them and helped others come to terms with their illness. In 

some ways, the embodiment of a positive attitude served as a coping mechanism for 

these young women in addition to those around them. If they could be positive and look 

on the bright side, then so could everyone else. 

 For Mia, being positive allowed her to see the good in a really tough situation. 

She often talked about needing to be strong – not only for herself but for her two 

younger siblings and friends – and thought that self-pity was a waste of the little energy 

she had:    

I was definitely in the fight-mode. I didn’t want to feel sorry for myself or anyone to feel 

sorry for me. I was glad that it was me [who was sick] as opposed to somebody else, like 

my sister or my brother. I couldn’t have been the person watching. I think I wasn’t sorry it 

happened, when I was going through treatment. And I don’t know if it was because I 

didn’t want to feel sorry for myself and so I was just like well if it had to happen, at least 

it’s going well, and there is no point in feeling sorry for myself, because it had to happen, 

and everything happens for a reason. And then, I think it was after, it was after everything, 

that I kind of just realized well maybe this was a good thing, and it definitely shaped who I 

am now. And I’m not sorry for that.  

In short, Julia, Audrey and Mia describe how powerful positive discourses are and the 

ways in which they become embodied and informed how they dealt with their illness. 
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Through their experiences it is evident that such discourses discursively produce distinct 

subjectivities – those of thriving survivors.  

The preoccupation in Western society with human happiness and self-projects is 

increasingly echoed in dominating discourses on survival. From these perspectives, 

cancer is no longer viewed as a death sentence and patients are no longer constructed 

as passive victims (Kaiser 2008). Rather, as Ehrenreich (2001) argues, cancer is 

increasingly conceptualized as a gift that empowers survivors to transform their 

physical, psychological, and spiritual selves. Rose, a participant in this study, described 

cancer as a ‘badge of honour’, a status that she does not hide from. For Rose, cancer is 

an experience to be proud of, one that changed her and her life for the better. 

According to this logic, cancer diagnoses are now perceived to be opportunities for 

personal growth and creative self-transformation (Bell 2012; Cobb and Starr 2012). 

These normative narratives serve as mechanisms which describe acceptable responses 

for how cancer should be dealt with and embodied. Within this framework, cancer 

survivors are expected to desire growth and, as Bell (2012) notes, are often aware of the 

growing expectation that cancer should spark forms of self-development. Many of the 

participants’ stories are reflective of Frank’s (1995) quest narrative, in that experiences 

of cancer are often thought to be a positive motivator for personal change.   

 For Ava, her experience brought about a new found sense of reflexivity and a 

sense of peace for who she had become:  

This experience has changed me in so many ways. I have more self-awareness, I ask myself 

a lot of questions about my actions and the ways that I think. Sometimes my behaviour is 

not always that different, sometimes it really is but it’s the constant asking myself these 
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questions which I don’t think a lot of people do. I can’t really sum it up more than self-

awareness. My pursuit of living my truth is much stronger and my ability to defend what I 

want is stronger but in sort of telling people what I want to do with my life or what I am 

doing right now before I may not have told anybody because I didn’t want them to judge it 

or I did something that would be more appealing in other people’s eyes, like friends or 

family. If I did I needed people to understand and support it. I don’t feel like that anymore. 

It’s like cancer has given me this permission to do what I want so I really like that and I 

keep trying to channel that as much as I can. I am a much more empathetic person that’s 

a big shift I would say. My degree of empathy has grown and I feel much more empathetic 

and willing to listen to many different sides of the scenario before making my judgements. 

But there are some ways that I have changed that I don’t always like. Sometimes I feel a 

lot more uncertain about myself. I used to be a lot more outwardly self-confident and out-

going, I miss those characteristics. But the experience has changed me for good and bad.  

Ava is extremely self-reflective and very much aware of both the positive and negative 

implications of this experience on her sense of self. Her narrative highlights the difficulty 

and tensions many young women experience when trying to reconcile who she was 

prior to cancer with who she is post-cancer. Although Ava’s narrative is embedded in 

the dominant survivor discourse, she recognizes that not all the changes and 

improvements are for the better. 

Like Ava, Mia believes that although cancer was the most difficult experience she 

has encountered and that it has possibly taken away her ability to conceive a child, she 

does not regret being diagnosed with this illness: 

You know I’m going to be honest, cancer sucks, it really does, especially when you are so 

young and you have so much life still to live. I just think though everything happens for a 

reason and although I have lost a lot, a lot of opportunities have opened up for me after 

all of this happened. Cancer has given me drive, new interests, new goals. I’m doing my 

Masters in a field I wasn’t interested in before so it definitely gave me a path to explore 

and I really love it. So really cancer has offered a lot of things to me even though it was 

really awful.  

Here, Mia’s excerpt highlights how she is able to find empathy for her situation and 

instead of dwelling on all the losses, she chooses to see the good in a bad circumstance.  
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All of the participants touched upon how their experiences of cancer compelled 

them to re-evaluate their priorities and life goals. Many discussed a need for constant 

reflection. As Nadia said ‘I often ask myself if I was diagnosed with cancer again 

tomorrow, would I be happy with what I am doing?’ These types of questions reinforce 

notions of cancer being a gift and further promote the idea that one should learn 

something from this experience and become a better person. In addition, many also felt 

an urge to give back to the cancer community. Several of the participants felt that they 

had become more empathic and that they had a desire to help others that was much 

stronger than prior to their diagnosis.  

When Audrey was diagnosed, she was overwhelmed by the amount of support 

that she received from family and friends. She described it as if she ‘had won the lottery 

and all these people had come out of the woodwork’ just for her. Now that she is done 

treatment, she wants to help other young women who may not have the same time of 

support she received:  

I feel responsible to give back because so many people helped me get through cancer and 

treatment that I want to pay that forward and because my support system is so strong 

and I know that not everyone has that so I want to be there for someone who doesn't have 

someone there for them. 

What is interesting about Audrey’s response is how she conceptualizes giving back as an 

individualized act that she feels compelled to do because she had so many people help 

her.  

Similarly, Hannah too felt a need to help others and this stemmed from her not so 

great experience with the cancer system. Hannah had a very difficult time navigating 

cancer care and establishing an open and responsive form of communication with her 
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doctors. In particular, she felt that the lack of communication affected her ability to take 

charge and make informed decisions that were best for her. Today, Hannah strongly 

believes in the need for patient advocacy and uses her time and efforts to help other 

patients: 

I feel like I have something to give, I feel that I have a lot to offer and a lot of insight and 

we need to stick together because nobody else is going to tell you except another woman 

who has been through it. There is such a huge need for support and advocacy in the cancer 

community, at every level. I feel like it’s something that you don’t know until you know 

and in that sense, being in the know, I need to give what I can of my time and energy 

towards making someone else’s cancer journey as supported as I can possibly offer. I know 

it makes a difference. It was people in the cancer community that really made a difference 

for me and still do every day, so I hope I can do the same for someone else. 

Audrey’s and Hannah’s excerpts both demonstrate the very little faith cancer survivors 

have in the formal supports that are available to cancer patients and survivors. As such, 

both young women feel that they are best suited to help others and that they have a 

duty to give back.   

From this discussion it is clear those normative perceptions which situate cancer 

as opportunities for personal growth are being taken up by many young female cancer 

survivors. While I do agree that it is often difficult not to be unaffected by a serious 

illness, what is particularly problematic about survivor discourse centered upon ideas of 

growth and transformation is that they prescribe normative guidelines for how illness 

should be taken on and embodied (Segal 2010, 2012).  The dominant survivor discourse 

defines certain ways of being ill as better than others and silences those who do not 

internalize or take up these public values. Understood in this way, it seems that survivor 

discourse advances erroneous notions that survivors “possess the ability to choose 

happiness over unhappiness, success over failure and even health over illness” (Rimke 
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2000: 73). This was reflective in many of the participants’ experiences and informed the 

very ways they understood themselves post-cancer.  

Judy Segal (2010, 2012), a breast cancer survivor, also suggests that survivor 

narratives in public spaces work to reinforce certain illness values. These values are 

reflective of broader social and political rationalities and in Western society emphasize 

virtues that are strongly aligned with the ideal neoliberal citizen (Rimke 2000). Survivor 

discourse, premised upon ideas of personal growth and self-transformation, discursively 

produces distinctly neoliberal subjectivities (Binkley 2011; Rimke 2000). Survivor 

narratives work on people in particular ways but ultimately encourage young female 

survivors to “be strong in the face of illness and fight, be positive and optimistic [and] in 

the end learn things about oneself” (Segal 2012: 311). Many of the participants in this 

study were influenced by these discourses and embodied many of these virtues.  They 

were hesitant to talk about feelings of insecurity almost in fear that acknowledging such 

emotions would reflect negatively on their ability to care for their own welfare. 

Particularly by discouraging the expression of anything other than a positive outlook, 

survivor discourse limits the ways in which illness can be talked about and experienced. 

Young female survivors are not encouraged to talk about their fears or feelings of anger 

and despair. Rather, these women are expected to transcend negative feelings and 

emerge from their cancer experience as new and improved people (Bell 2012). 



 128 

Conclusion  

 In this chapter I have analyzed the pervasiveness of survivor discourse and the 

norm of survivorship as a neoliberal mode of governance. Survivor discourse presumes 

and seeks to produce autonomous self-regulation and self-governance in hopes of:  

maintaining one’s health, and improving one’s psychological and emotional self.  In 

doing so, survivor discourses call upon survivors to engage in particular kinds of 

practices – practices of the self-  through which young women mitigate potential 

lifestyle risks while constructing themselves as responsible citizens. I also explored how 

survivorship discourses discursively produce neoliberal subjectivities. I have argued that 

discourses of positivity and self-transformation are laced with neoliberal logics which 

aim to limit the ways cancer should be discussed and experienced, and produce morally 

responsible survivor/citizens.  
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Chapter 5: Concluding Thoughts  

Introduction  

 

For the master’s tools will never dismantle the master’s house. They may allow us 
temporarily to beat him at his own game, but they will never enable us to bring about 
genuine change.   

- (Audre Lorde, 1981)  

 The previous chapters have explored the effects of dominant cancer/survivor 

discourses on shaping young women’s illness experiences. In doing so, I have attempted 

to show how issues of health are increasingly entangled with notions of exclusion and 

responsible citizenship and the ways such discourses work to construct particular kinds 

of survivor/citizens. This chapter will summarize some of these findings and the 

contributions of this study to the field of sociology. Further, I review the study’s 

strengths and limitations and address potential directions for future research.  

Sociological Significance  

 The results of this study indicate two key contributions to the field of sociology 

and specifically, health and citizenship studies. First, although this study is not 

statistically generalizable, the narratives of young women living beyond cancer are 

telling of particular relationships to social citizenship rights and access to material 

resources. In this study, illness narratives exposed boundaries of inclusion and exclusion 

between and amongst those diagnosed with different types of cancers, revealing 

structures of inequality and social exclusion. Second, this research adds to the growing 
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body of literature that is concerned with the ways expressions of citizenship are being 

pushed into the body (Galvin 2002; Lupton 1995, 1999; Novas 2006; Oster and Cheek 

2008; Petersen 1997, 2003; Petersen and Lupton 1996; Robertson 2000). The language 

of risk and responsibility are weaved throughout  participant narratives, suggesting that 

experiences of illness – like cancer – are now opportunities to actively shape and 

produce model citizens (Rimke 2000). These contributions will be discussed in greater 

detail below.   

 First, this research supports Gray’s (2010) compelling argument that a cancer 

hierarchy exists and that in advanced liberal democracies, the regulation of healthcare – 

its distribution, allocation and access – is a matter of recasting citizenship (Isin 2008). As 

I argued in Chapter Three, this cancer hierarchy perpetuates the separation and social 

exclusion of particular groups – namely young women with less publicized cancers – and 

privileges the needs of those diagnosed with breast cancer, despite the fact that ‘equal’ 

social rights exist in legal doctrines, such as the Canada Health Act. In recent years a 

considerable effort by both public and private institutions, has focused on addressing 

the ‘specific’ and ‘unique’ needs of young, white, heterosexual breast cancer patients. 

The exclusive provisions provided to those with breast cancer are resulting in 

differentiated access to health care services and resources that are establishing and 

reinforcing boundaries of cancer-type-based inclusions and exclusions. Consequently, 

the existence of these boundaries and those who lie outside them reflects the reality 

that social citizenship entitlements are limited and in some cases unequally accessible 

(Isin 2008).   
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In the contemporary era, the politics of disease and illness are increasingly 

entrenching boundaries between bodies deserving of care from those that are not. The 

stories of young women living beyond cancer are now revealing of who is socially and 

politically valued and included, from those who are marginalized and excluded (Redden 

2002). These particular boundaries have real implications for young women diagnosed 

with less publicized cancers as many encounter a wide array of health care disparities 

compared to those diagnosed with breast cancer. While there are several areas in which 

disparities in access are particularly glaring, several of the women in this study noted 

that the lack of coordinated care between oncology and non-oncology services had the 

most severe impacts on their bodies, sense of self and relationships with their significant 

– or potentially significant - others. Several of the women diagnosed with less publicized 

cancers had extensive amounts of difficulty accessing reproductive and sexual health 

professionals, resources and services. The absence of communication and the lack of 

timely access in many instances impacted the women’s ability to make favourable and 

informed choices about fertility preservation options, reproductive and sexual health.  

In these instances and upon the completion of treatment, many of these young 

women also had to come to terms with their potential infertility in addition to the latent 

effects of treatment on their reproductive and sexual health. Scholars in the field 

suggest that complications associated with treatment can often be avoided and/or the 

degree of difficulties lessened, if these areas are discussed prior to the commencement 

of treatment (Ali and Warner 2012; Howell et al. 2011; MacDonald et al. 2012). While 

young women with less publicized cancers faced increased difficulties in regards to 
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reproductive and sexual health, participants diagnosed with breast cancer did not 

encounter the same degree of tribulation. Those with breast cancer reported that 

fertility, reproduction, and sexual health were often discussed at the initial appointment 

with oncology professionals. From these discussions, it became clear that fertility and 

reproductive health were standardly addressed and that women were informed of their 

options and referred accordingly. In addition, women who are treated for breast cancer 

at the Ottawa Hospital are provided with a very detailed patient kit that provides those 

newly diagnosed with information in regards to the following:  the disease, treatment 

and surgery options, guidance on what questions to ask and to whom, important state 

and community resources and most importantly has an entire section dedicated to 

fertility and reproduction (Personal Breast Cancer Information Guide 2011).19 Thus, it 

seems breast cancer patients are better informed and prepared for making decisions in 

regards to matters of fertility and reproductive health while also having better access to 

these services.  

In Canada, universal access to comprehensive health care is considered a social 

right of citizenship (Marshall 1964; Redden 1999). However, in recent years Canadian 

governments have engaged in increased privatization and fiscal restraint which has 

resulted in the rationing of health care services (Redden 1999). This rationing of care 

requires governments to make value-laden decisions as to which services and resources 

will be de-listed, limited and/or funded by public health insurance (Charles et al. 1997; 

                                                           
19

 To view the complete package please see: 
http://www.ottawahospital.on.ca/wps/wcm/connect/51a4f3004b25b20b8f03df1faf30e8c1/Personal+Bre
ast+Cancer+Information+Guide1.pdf?MOD=AJPERES accessed June 15, 2013.  

http://www.ottawahospital.on.ca/wps/wcm/connect/51a4f3004b25b20b8f03df1faf30e8c1/Personal+Breast+Cancer+Information+Guide1.pdf?MOD=AJPERES
http://www.ottawahospital.on.ca/wps/wcm/connect/51a4f3004b25b20b8f03df1faf30e8c1/Personal+Breast+Cancer+Information+Guide1.pdf?MOD=AJPERES
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Redden 1999). These decisions can have drastic implications on many Canadians that 

require certain types of care. In the context of this study, participants have shed light on 

the subtle but very important differences in the types of resources and services that are 

available to patients diagnosed with certain types of cancers. Participants’ narratives 

revealed what health care resources were offered, and what health care resources were 

available to them, and thus carried messages about notions of belonging and citizenship 

(Sinding 2010). In particular, it is clear that in this study young, white, heterosexual 

breast cancer patients have greater access to a continuum of health services in 

comparison to other young women diagnosed with less publicized cancers. The findings 

of this study do suggest that entitlements based on cancer type do exist.  

Second, this study supports the growing literature documenting the ways health 

and illness are increasingly bound to notions of neoliberal citizenship. In this study, I 

demonstrate how dominant survivorship discourse acts as a neoliberal technique of 

governance in that it works to compel survivors to engage in active self-reflection and 

assume personal responsibility for the management of their health. In doing so, 

survivorship discourse establishes normative expectations and prescriptive guidelines 

for living post-cancer, thus defining the ethical and ideal survivor/citizen. Those who 

take up active self-care practices are increasingly viewed as responsible survivor/citizens 

who are using their power ethically to care for oneself and those whom they are 

responsible for. In this study, participants’ narratives highlighted the ways they engaged 

with, negotiated and, in some instances, resisted normative survivorship discourse. 

Their narratives reveal the ways survivorship discourse permeates and informs many of 
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their daily practices, routines, and knowledge about health and in doing so shapes their 

individual subjectivities.  

 For the majority of the participants in this study, survivorship discourse and 

more specifically discourses focused on health risks and personal development, were 

both enabling and constraining (Heyes 2007). In many instances, these processes were 

acted out through the body. Several of the young women noted that their experiences 

of cancer challenged them to take a much more pro-active role in the management of 

their health. For these particular participants, controlling and being more aware of 

lifestyle risk factors was a source of empowerment and enablement. However, at the 

same time, many of these women subjected themselves to forms of surveillance and 

made regulated choices that resulted in their own self-governance. The majority of the 

participants took up ‘healthy lifestyles’ in attempts to mitigate chances of relapse but 

also to negate negative perceptions that situate passivity and non-action as ‘not trying 

hard enough’ to stay alive. In this sense, survivorship narratives and the expectations of 

how one shall behave act as constraints that urge compliance to specific ways of being 

that may limit the ways survivors experience their own illness (Heyes 2007).  

Most importantly, the findings of this study demonstrate the ways neoliberal 

notions of citizenship are saturating survivorship discourse, are informing individual 

subjectivities and are being taken up in individual bodies. These findings suggest that 

experiences of illness in our neoliberal times can no longer be understood as 

‘unfortunate circumstances’. Rather, instances of illness now serve as teachable 

moments to responsibilize and encourage individuals to become active in their own 
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wellbeing. In many ways, this study highlights how neoliberal rationality permeates 

survivorship discourse and informs subject formation, thus drawing boundaries between 

‘good’ cancer survivors/citizens who are worthy of empathy from those who are ‘bad’ 

and undeserving of further care. As such, the imperative of health is intimately linked to 

expressions of good citizenship which are increasingly found in individual illness 

narratives.  

Strengths and Limitations 

 This study offers insight about the public function of cancer narratives and how 

they serve to describe normative expectations for how one shall be ill (Segal 2012). As 

such, this study is concerned with understanding how young women negotiate these 

dominant discourses and explores the ways they influence and shape individual 

experiences of cancer and life post-cancer. Although young women – between the ages 

of 20-44 – account for almost two-thirds of all young cancer diagnoses, they are often 

an understudied population (Canadian Cancer Society 2010). This study is unique in that 

it focuses solely on young female cancer survivors and enabled me to understand the 

ways in which widely circulating cancer and survivorship discourses impacted their 

behaviors and subjectivities post-cancer. The intent of this study was to only highlight 

the voices and experiences of a limited number of young female cancer survivors and as 

a result the findings of this study are not statistically generalizable. Nevertheless, the 

findings of this study do provide insight into cancer-type-based inequalities that 

currently exist in Ontario and illustrate the material implications they can have on the 

day-to-day lived experiences of young female cancer patients and survivors.  
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One of the most significant strengths of this study was the support and positive 

connection that was established between myself and the participants. This study was 

reliant on young women sharing their stories and experiences of cancer. Many of these 

experiences were personal, difficult at times to share and for some a reminder of the 

trauma and loss that are often associated with this life event. Despite the tears, the 

‘what ifs’ and the laughs, a majority of the women expressed a sense of comfort and 

positive feelings towards the entire interview process. From the outset my intention 

was to create a safe and relaxed environment in which participants would feel at ease 

and be open to sharing their intimate experiences, feelings and ultimately stories. In 

addition, many of the women also expressed gratitude towards the focus of studying 

young women’s cancer experiences and many of the women thanked me for using my 

own experience as inspiration and a catalyst for further investigation. While my own 

experience has guided this project in many ways it ultimately would not have been 

possible without the support of the Ottawa cancer community and specifically the 

young women who so graciously participated in this research.   

I choose to recruit participants by approaching local cancer support groups, 

personal acquaintances and Young Adult Cancer Canada. While this approach did prove 

to be successful in recruiting young female participants with a variety of cancers, I have 

to acknowledge that it was not effective in recruiting a diverse sample and this may 

influence my findings. Although I did not actively collective information on the 

participants’ socio-cultural background, my sample of 17 participants was racially, 

ethnically and socially homogenous. The study population was limited to white, 
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predominantly middle-class, well educated – all participants completed some form of 

post-secondary education, heterosexual and able-bodied young women. 

 As noted previously, young female cancer patients and survivors are an 

understudied population and while this study attempts to understand their experiences 

with the disease and widely circulating cancer discourses, it cannot speak to the ways in 

which race, ethnicity, ability, and sexuality affect young women’s cancer experiences.   

Although the study diversified its population in relation to cancer-type diagnosis and 

included the experiences of several different types of cancers that commonly affect 

young women, it was unable to achieve diversity as it related to race, ethnicity, ability 

and sexuality. It is possible that a study with a more diversified sample could obtain 

different results. I recognize that intersections of identity and women of different 

backgrounds may have different values that can influence their experiences. 

In addition, all of the participants – with the exception of one – lived and/or 

received treatment in Ottawa.  A limitation of not expanding the recruitment area is the 

ability to capture the experiences of young women living with cancer in other 

geographical locations and spaces in Ontario. In recent years, Ottawa has transitioned 

into a hub for cancer research and treatment and not only serves those living in the 

Ottawa region but also those living in the Ottawa Valley and surrounding areas. Young 

women living in metropolitan cities tend to have greater resources at their disposal in 

part due to being located in a larger city. However, those who live in rural or smaller 

towns across Ontario do not necessarily have access to the same or similar resources 

which may impact their day-to-day experiences of cancer. This study was unable to 
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explore how geographic location affects young women’s material realties. While 

discussions of geographical location and space are important in unpacking the 

relationship between health disparities and material conditions, a focus on these 

discussions fell beyond the scope of this current project. Future studies need to expand 

their sample to ensure the inclusion of vulnerable populations in order to understand 

how intersections of identity and one’s social and geographical location impact young 

women’s experiences of cancer. 

Future Research Possibilities  

 This study contributes to a better understanding of how dominant 

cancer/survivor discourses shape young female survivors’ material realities and the 

ways they come to understand themselves post-cancer. I am confident that the results 

of this study can shed light on the current landscape of cancer care in Ontario, and hope 

that it may initiate new conversations directed towards improving cancer care and 

health equity.  While this study is a step in the right direction, I am aware of the need 

for more empirical research and in-depth explorations of the discursive effects of widely 

circulating, cancer/survivor narratives. In particular, there is a need to further explore 

how these discourses impact the types of citizenship claims young women make in 

times of illness and how they understand and negotiate state boundaries of inclusion 

and exclusion. A project that includes a larger and more diverse group of young female 

cancer patients and survivors could allow researchers to investigate the impacts of the 

intersection of race, ethnicity, religion, socio-economic status, ability, sexuality and 

other structural factors on the types of social citizenship claims young women make. It 
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would also be interesting to include young female cancer survivors from other provinces 

in an attempt to provide a greater understanding of the impacts dominant 

cancer/survivor discourses on supporting health as a personal responsibility and access 

to health as a right of citizenship for young women diagnosed with cancer. The 

possibilities for study are exciting, timely and important.  

Concluding Thoughts  

 Reflecting upon the last year, I could not have imagined how much this research 

project could have benefited me. Yet, this project has been instrumental in my own 

healing process.  I am truly grateful to all the young women who invited me to be part of 

their journeys, to listen to their stories and to also be trusted with their experiences. 

The conversations I had with these young women were moving, fascinating, full of 

variety and richness as each and every one of them positively influenced this project. 

This entire process at times has been difficult, challenging, positive, enlightening and 

therapeutic. Engaging with narrative analysis has taught me to listen more deeply, be 

more mindful of the language we use, recognize that nothing is absolute and that reality 

is subjective. Moreover, this project has taught me that at times it is “perfectly alright 

for our cultural identities and subjectivities to be contradictory, inconsistent and not 

perfectly in sync all the time” and that these imperfections shape our experiences and 

who we are (Abou-Rizk 2012: 208). Most importantly, this project has shed light on how 

I can use my personal experience to encourage social change. To think that this study 

has the potential to initiate change, improve the scope and access of cancer care or 
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even improve the well-being of even one young woman, makes this entire endeavour 

worthwhile.   
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Appendix A: Participant Demographic 

 

 

 

 

Pseudonym  Age 
Range of 

Initial 
Diagnosi

s 

Children Education 
Level 

Employed/ 
Unemployed 

at Time of 
Interview 

Accessed 
Community 

Supports 

Accessed 
Formal 
State 

Supports 
(EI/ODSP/ 
Welfare/ 

CPP) 

Accessed 
Private 

Insurance 

Olivia 30-34 Yes Post-
secondary 

Employed Yes Yes Yes 

Nadia 30-34 Yes Post-
secondary 

Employed Yes No Yes 

Aria 30-34 Yes Post-
secondary 

Employed Yes Yes No 

Julia 25-30 No Post-
secondary 

Employed No No Yes 

Audrey 25-29 No Post-
secondary 

Employed Yes Yes Yes 

Adriana 20-24 No Post-
secondary 

Employed No No Yes 

Isabella 30-34 Yes Post-
secondary 

Employed Yes No Yes 

Mia 20-24 No Post-
secondary 

Employed No No Yes 

Ava 25-29 No College Unemployed Yes Yes No 

Maura 25-29 No Post-
secondary 

Unemployed Yes Yes No 

Leaha 25-29 No Some 
post-

secondary 

Employed Yes Yes No 

Ellia 35-40 Yes N/A Employed Yes No Yes 

Hannah 35-40 Yes Post-
secondary 

Employed Yes No Yes 

Tessa 20-24 No Post-
secondary 

Employed No No Yes 

Sophia 20-24 Yes Post-
secondary 

Unemployed Yes Yes No 

Rose 30-34 Yes Post-
secondary 

Employed Yes No Yes 

Katia 20-24 Yes Post-
secondary 

Employed Yes No Yes 
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Appendix B: Interview Guide 
 

 
 

Sample Questions 

 

Questions will be organized to reflect a trajectory of young women’s cancer experiences. Section 

A is concerned with life prior to diagnosis, Section B is interested in initial diagnosis/treatment 

and Section C is concerned with life after treatment/remission.  

 

Section A: Life Prior to Diagnosis  

 

1. Perhaps we could begin with talking about yourself and your life prior to cancer 

diagnosis?  (daily routines, activities, school life, work life, were you living at home? 

With whom?)   

2. Can you please tell me what you did for a living? 

3. Can you describe your overall health? 

4. How health conscious were you, if at all? 

 

Section B: Initial Diagnosis and Treatment 

 

Diagnosis/Treatment 

1. What type and stage of cancer were you diagnosed with? 

2. How old were you when you were diagnosed?  

3. Can you please briefly describe your cancer treatment? 

 

Fertility and Mental Health 

1. Was the issue of fertility addressed prior to the commencement of treatment? If so, did 

you inquire about this issue or did the doctors bring it to your attention? 

2. How would you describe your emotional wellbeing during this time? 

3. When you were in treatment, did your medical team ever address mental/emotional 

health? Was this a concern for you at the time? 

 

Relationships and Community Supports 

1. How did your family and friends react to the diagnosis? 

2. Did you ever participate or seek out outlets? If so, which ones and did you find them 

effective? 

3. Did you ever connect with other young adults? If so, how did it help you? 

 

State and Private Supports 

1. Did you continue to work during treatment?  

2. Can you recall if you were offered any supports after you initial diagnosis? If yes, what 

were they and who informed you of these services? 

3. Have you made any attempts to apply for state funded supports (ODSP, CPP) If so, can 

you briefly describe your experiences of applying for them? 
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4. Did you have any private insurance coverage through work benefits and/or 

spousal/family benefits? If yes whose benefits were they and can you tell me about the 

coverage? 

 

Section C: Life After Treatment  
 

Body, Sexuality and Mental Health 

1. Tell me about the changes in your body. What were these like for you? 

2. Many individuals often find the transition into remission the most difficult stage in one’s 

cancer journey was this similar for you? 

3. Now, when you go for routine appointments are your doctor’s concerned with your 

emotional/mental wellbeing? 

 

Health and Lifestyle  

1. Have you become more health conscious since your illness? If yes, how so? 

2. What do you do to be or stay healthy? Why do you engage in these activities? 

 

State and Private Supports 

1. Can you recall if you if you were offered any supports and/or resources upon completion 

of treatment? If yes, what were they and who informed you of these services? 

2. Do you feel that the reoccurrence of cancer causes some uncertainty in your life? 

3. Can you briefly describe your life now?  

4. Have you experienced any pressure to return to a ‘normal’ life? If so, by whom? 

 

 


