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Abstract 
The purpose of this study was to examine the lived experiences of women who had been diagnosed with breast cancer, 
specifically focusing on the meaning they associate with the term cancer survivor. A woman who has been diagnosed with 
breast cancer in North America undoubtedly will encounter the term cancer survivor at some point following her diagnosis. 
However, few studies have been focused on examining the meaning of this term for women who have been diagnosed with 
breast cancer, let alone whether these women embrace the use of this term. The lived experiences of nine women between 
the ages of 35 to 58 years were examined using in-depth, semi-structured interviews with interpretive phenomenology as a 
theoretical orientation. Data collection continued until three distinct themes emerged and saturation of data was achieved 
for each theme. The results of this study are focused on the meanings associated with the term cancer survivor for these 
women including identification, safety, and behavior change. A continuum model was developed from the data in order to 
illustrate the complexity of this subject matter. A person's position along the continuum depends on the meanings that 
person associates with the term cancer survivor (identification, safety, or behavior change) and that person's feelings, 
either positive or negative, towards those meanings. As such, this continuum demonstrates how a woman can embrace 
certain aspects of the term cancer survivor and distance herself from other aspects. These findings will benefit clinicians 
because attaining a rich description of a woman's lived experience with breast cancer will help them to understand and 
address psychosocial issues that arise throughout the breast cancer journey. 
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1 Introduction 
A diagnosis of cancer can result in an automatic association with the term cancer survivor [1]. This association may come as 
a surprise to some, as being diagnosed with cancer could be more readily associated with intense fear regarding the 
prospect of uncomfortable medical treatments and possibly even death [2]. However, the National Coalition for Cancer 
Survivorship (NCCS) [3] states that every person who is diagnosed with cancer is considered a cancer survivor. This 
statement has started a thriving debate and has authors calling for a better understanding of this term [4-6]. Perhaps this 
debate is most poignant within the breast cancer culture in North America [5] because breast cancer is the most common 
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cancer among North American women [7, 8], receives the most funding [9], and arguably is the most recognized  
malignancy [10]. As Bartels [1] stated about the breast cancer culture “the vocabulary of survival is everywhere: on 
web-sites, in support groups, in innumerable publications for people who have come into contact with cancer, and in 
cancer stories”.  

Using the term cancer survivor instead of other terms, such as patient or victim, is meant to empower people diagnosed 
with cancer [11], which has certainly been the case for some; the popularity of fundraising and advocacy events, such as the 
Susan G. Komen Run for the Cure, are an example of this [10]. In other cases, the term cancer survivor is rejected because 
it evokes specific images [12]. As one author put it: “[the culture of survivorship] works to legitimize particular forms of 
publicity and participation at the same time that it helps to marginalize others” [12]. Considering how pervasive the term 
cancer survivor is, it does not seem likely that this terminology will be removed from the cancer lexicon in the near future. 
However, by interpreting this term from differing perspectives more people who have been diagnosed with cancer may be 
able to use this term for its originally intended purpose - as a metaphor to find meaning in the cancer experience [13-16]. 

Many authors have written about the culture of breast cancer in North America [1, 17-24]. However, few studies have been 
designed to include women who have been diagnosed with breast cancer and analyze their perceptions of the breast cancer 
culture [25-30]. Even fewer studies have been focused on these women’s feelings towards the term cancer survivor [12, 31, 32]. 
Of these three studies, Helgeson’s [32] work was quantitative and was not designed to ask women open-ended questions 
about the term cancer survivor, whereas Document et al.’s [31] and Kaiser’s [12] works were qualitative in nature and 
specific questions were asked of the women about their perceptions toward this term.  

The participants in Kaiser's [12] study included 39 women with ages ranging from 28-87 years (mean = 52) who had 
completed treatment for breast cancer three to 18 months prior to the interview date, although some were still receiving 
tamoxifen. In the analysis of in-depth, semi-structured interview transcripts Kaiser determined that the participants 
described a breast cancer survivor as a “triumphant, happy, healthy, and feminine” woman. While some of the participants 
of this study embraced this perspective the majority of participants rejected this dominant perception or made 
modifications to and subsequently attempted to distance themselves from it [12]. 

Document et al. [31] analyzed the responses to 83 open and closed telephone interview questions completed by women who 
had been diagnosed with breast cancer (N=112). Analysis revealed that almost all participants (n = 107) considered 
themselves cancer survivors. The findings of this study conflicted with Kaiser’s [12] statement that a majority of 
participants did not embrace what she deemed to be the culturally dominant cancer survivor identity. The difference in 
recruitment methods may account for the discrepancy found between these two studies. Document et al. [1] recruited all 
participants from either a Susan G. Komen event or a Celebration of Life Luncheon, groups which are likely to foster the 
cancer survivor identity. Kaiser [12], on the other hand, recruited participants through a cancer support centre and personal 
referrals, which may be less likely than the previously mentioned organizations to foster the cancer survivor identity. 
Support for this explanation comes from a study conducted by Morris et al. [33] who studied the results of a 1,000 mile 
motorcycle ride with women who had been diagnosed with breast cancer. They observed that before the women went on 
the ride together, many did not consider themselves survivors. After the ride, many of the women reported that they felt 
they were survivors. The authors attributed this change to belonging to a group. 

The aim of the current study was to contribute to the ongoing debate about the meaning of the term cancer survivor to 
women who have been diagnosed with breast cancer. We examined the extent that women who have been diagnosed with 
breast cancer accepted or rejected the cancer survivor identity. The typical characteristics of the cancer survivor identity 
were reported by participants in the study and their acceptance or rejection of those characteristics was observed.  
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2 Methods 

2.1 Theoretical orientation 
Interpretive phenomenology [34] was used as the guiding theoretical orientation for this study. According to van Manen, a 
phenomenological analysis is a “bringing to speech of something” [34] and provides a fuller and deeper interpretation of 
that something in order to evoke within its audience a recognition of freedom within human experience. 

2.2 Participant recruitment 
Upon receiving ethics approval from the Wilfrid Laurier University Research Ethics Board, participants (N=9) were 
recruited using a purposeful sampling technique via a recruitment poster. The purposeful criteria included that participants 
must: 1) be female, 2) be between 30 and 60 years of age, 3) have been diagnosed and treated for a form of breast cancer by 
a medical doctor, and 4) have completed primary treatment a minimum of one year and no more than ten years prior to the 
interview. The final criterion was selected so that participants would have at least one year since finishing treatment to 
experience life after breast cancer. A cut-off of ten years was selected so that the breast cancer experience would likely still 
be vivid in the participants’ memories. The recruitment poster was distributed through a support group and key informant 
located in a rural Northern Ontario city. Five participants were recruited from the support group and three participants 
were recruited by the key informant. Additionally, one participant was recruited via snowball sampling, which is a 
sampling method where word-of-mouth is used to recruit new participants [35]. 

2.3 Data collection 
Four data collection tools were used: 1) background questionnaire, 2) semi-structured interview, 3) field notes, and 4) 
member check. The background questionnaire included information such as date of birth, marital status, highest level of 
education attained, diagnosis, age at diagnosis, cancer treatment received, and other questions related to the cancer 
experience with an emphasis on the participants' perspectives related to the term cancer survivor. The background 
questionnaire was designed to set a context for the interview and the information from the background questionnaire 
allowed the principle investigator (PI) to prepare for each interview in order to obtain the most information rich data 
possible. 

Digital recording of all interviews ensured accurate documentation of participants’ statements for the purposes of 
transcription following the interview. All interviews were conducted and transcribed by the PI (WS). The average 
interview length was 88 minutes (range = 50 to 114 minutes). The interview was semi-structured in nature and contained a 
number of questions and probes that were used to clarify or elaborate upon participant responses to the initial questions. 
The questions were designed in order to create a balance between the potential negative and positive aspects of the breast 
cancer experience and to elicit detailed information regarding acceptance or rejection of the cancer survivor identity (see 
Table 1). 

Field notes also were used as an additional data collection tool. Field notes can be valuable in a number of ways [36]. First, 
they can help researchers remember what has occurred during their fieldwork. Second, they aid in the organization of 
observations made during field work. Third, they can contribute to data analysis processes because the creation of field 
notes based on observations require that the researcher has decided that specific observations are important to the study 
and thus the researcher has started to analyze the data [36]. Field notes were taken before, during, and after interviews with 
participants, as well as throughout the concurrent data collection and analysis component of the study (as explained in the 
data analysis section). 

The final data collection tool employed was a member check [37]. In the current study, all participants received an e-mail or 
telephone call (depending on their preference) inviting them to review a copy of their interview manuscript. Six 
participants requested to receive their interview transcripts, which were either e-mailed or printed and delivered to their 
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preferred address, and three participants did not respond to the e-mail regarding their member checks. Five of the six 
participants that requested their transcripts returned their member checks with no changes or minor changes to grammar 
and spelling. One participant requested her transcript but did not return her member check. 

Table 1. Interview questions 

Question Number Question 

1 Could you please describe your current state of health? 

2 Could you please tell me about the time in your life when you were diagnosed with breast cancer? 

3 Could you tell me about the treatments you received for breast cancer? 

4 
You indicated on your background questionnaire that “X” has been a big part of your support network. 
Could you tell me more about that? 

5 
In your background questionnaire you stated that you think about breast cancer 
(weekly/monthly/yearly/never). Could you tell me more about that? 

6 
I would like to show you a number of terms related to being diagnosed with cancer. I would like you to 
look at these terms and tell me what they mean to you.  

7 
Often when someone is diagnosed with breast cancer others will offer them advice. Do you have any 
stories of people offering you advice about how to manage your experiences with breast cancer? 

8 

I would like to show you a quote from a woman who had been diagnosed with cancer: "As time went 
on and I talked to friends and relatives about my [cancer], I noticed they had their own ways of making 
sense of cancer and that these were often quite different from, or even opposed, to mine" [24]. What 
does this quote mean to you? 

9 Do you think being diagnosed with breast cancer has resulted in any positive outcomes? 

10 Do you think being diagnosed with breast cancer has resulted in any negative outcomes? 

2.4 Data analysis 
Central to the process of analyzing data from a phenomenological perspective is the concept of Époche. The goal of 
Époche is to understand how the researcher's bias has influenced the data and to find ways to minimize this bias in order 
for the data to be represented in a form that can be trusted by those who read the research report [38]. In this manner, Époche 
is very similar to reflexivity [35], which, in the context of qualitative research, is the knowledge of one's self. “To be 
reflexive, then, is to undertake an ongoing examination of what I know, and how I know it” [35]. 

The PI has two sources of bias with respect to the topic at hand. First is the PI’s personal experiences with cancer; the PI 
was diagnosed with cancer at 11 years of age, and the PI's mother was diagnosed with breast cancer approximately four 
years previous to the initiation of the study. These prior experiences with cancer have shaped the PI's perspective regarding 
lived experiences with cancer. The PI's second source of bias is the literature review that was conducted prior to 
interactions with the participants. This literature review contained many conceptualizations of breast cancer, including the 
term cancer survivor, and likely influenced the PI's thoughts about these concepts. 

A reflexive journal was kept throughout the entirety of the research project as an attempt to attain Époche . Patton's [35] 
explanation of reflexivity guided the creation of the PI's reflexive journal. Specifically, while making entries in the 
reflexive journal the PI asked himself the two questions Patton suggested regarding reflexivity, namely “what do I know, 
and how do I know it” [35]. These questions were used to track the source of information (previous personal experiences or 
lived experiences of participants) available to the PI for analysis. 

2.5 Thematic analysis 
Following the verbatim transcription of each interview, the data contained within the interview were analyzed consistent 
with the ethos of interpretive phenomenology [34]. This study used the “selective or highlighting approach” [34]. This 
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approach to thematic analysis requires the analyst to identify parts of the interview transcript that represent the ethos of the 
participant's lived experiences with the phenomenon. The analyst then interprets the meaning of the representative sections 
of the interview transcript to identify themes related to the phenomenon being studied [34]. Participant recruitment and 
interviews continued until saturation [39] of the identified themes was reached. 

2.6 Credibility 
Methodological triangulation and investigator triangulation were employed in order to increase the credibility of the 
analysis [35]. As mentioned, this study employed four data collection methods: background questionnaire, semi-structured 
interview, field notes, and member check in order to ensure the credibility of the findings via methodological triangulation. 
With respect to investigator triangulation [35], the PI and the two supervising professors were involved in data analysis. The 
analysis of each interview was completed by the PI following the analytical technique described above. Following the PI's 
analysis, the supervising professors (PF and MS) performed an expert audit review. An expert audit review involves the 
critical appraisal of the original analysis by researchers who are considered experts in qualitative methodology [35]. The 
supervising professors have completed extensive work in the field of qualitative research and were able to provide critical 
appraisals of the data analysis. 

Table 2. Participant demographics 

Participant  
Age 
(years) 

Type of  

breast 
cancer 

Years since 
diagnosis 

Treatments 
received 

Work 

Married with 

children? 
(Y/N) 

Amelia 54 IDC 5 Bilateral mastectomy Nurse Yes 

Bethany 50 DCIS 1.5 
Lumpectomy and 
radiation therapy 

Nurse Yes 

Chloe 35 DCIS 5 
Mastectomy and 
primary chemotherapy 

Administrator Yes 

Dawn 51 DCIS 5.5 

Bilateral Mastectomy, 
primary and adjuvant 
chemotherapy,  
radiation therapy 

Dietary Aid Yes 

Ella 45 IDC 3 

Lumpectomy, 
mastectomy, radiation 
therapy, primary and 
adjuvant 
chemotherapy 

Nurse Yes 

Fiona 54 DCIS 1.75 
Lumpectomy, primary 
chemotherapy, 
radiation therapy 

Secretary Yes 

Grace 54 IDC 4 

Lumpectomy, primary 
and adjuvant 
chemotherapy, 
radiation therapy 

Elementary 
School Teacher 

Yes 

Heather 53 
Not 
Available 

3.75 
Lumpectomy, primary 
chemotherapy, and 
radiation therapy 

Social Worker No 

Isabella 58 
Not 
Available 

N/A 
Mastectomy, primary 
chemotherapy 

Unemployed Yes 

Table 2 provides demographic information for the participants of this study. The names given are pseudonyms. Age and time since diagnosis for each 
participant was calculated at the date of the interview. Primary chemotherapy was differentiated from adjuvant chemotherapy based on the type of 
chemotherapy received (i.e. tamoxifen and aromatase inhibitors were considered adjuvant chemotherapy). All participants had completed primary 
treatment at least one year previous to the date of the interview. However, some participants were still receiving forms of adjuvant chemotherapy. Note. 
IDC stands for invasive ductal carcinoma, DCIS stands for ductal carcinoma in situ. 
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3 Results 

3.1 Participants 
Nine women living in Northern Ontario, ranging in age from 35 to 58 years, were recruited for this study. All of the 
participants were diagnosed with a form of breast cancer by a medical doctor at least one and half years and no more than 
five and half years previous to being enrolled in the study. All of the participants were assigned a pseudonym to ensure 
their anonymity. Further, demographic information about participants is limited so as to not identify them. See Table 2 for 
more information. 

All participants were able to give detailed descriptions of their current and past experiences related to breast cancer. 
During the concurrent data collection and data analysis process a number of repetitive themes emerged. The participants 
provided ample evidence to support the emerging themes and the study team determined that saturation of data for these 
themes had been reached. Participant recruitment was concluded at nine participants when we determined that the themes 
had reached saturation. Saturation of data occurs when the research team deems that subsequent interviews with new 
participants provides redundant information [35]. 

Analysis of the participant interviews led to the identification of three themes related to the meaning of the term cancer 
survivor: 1) cancer survivor means identification, 2) cancer survivor means safety, and 3) cancer survivor means behavior 
change. Each theme was organized into a continuum to illustrate that there was a range in participant responses within each 
theme. All participant responses fell within the boundaries of the continuums. However, some responses were closer to 
one end of the continuum than the other. Further, many of the participants provided responses that fell on different places 
along the continuum. This means that responses from one participant were not all necessarily grouped to one end of the 
continuum and could hypothetically support the full range of responses for a given continuum. Finally, the themes were 
combined to form a larger continuum - “The Cancer Survivor Continuum.” The Cancer Survivor Continuum represents 
the different meanings associated with the term cancer survivor and whether an individual participant embraced the term 
and its meanings or attempted to distance herself from the term and its meanings. Figure 1 provides a visual representation 
of the continuum for each theme. 

3.2 Cancer survivor means identification 
When Dawn was asked “What does it mean to be a survivor?” She responded by saying “I'm alive.” When Chloe was 
asked what term she used to describe herself with respect to cancer she said “cancer survivor, obviously - I'm five years 
clean.” Fiona and Grace respectively added conditions to the cancer survivor concept such as “and you have to go through 
your treatments... and now I'm a survivor,” and “Of course I am a cancer survivor... So, uhm, survivor, you think of 
surviving something that you know could be deadly.” These quotes suggest that, to the participants, the term cancer 
survivor represented a person who had been diagnosed with cancer and remained alive. The quotes from Chloe, Fiona, and 
Grace also suggest that people may add conditions to the term cancer survivor such as: being cancer-free for an extended 
period of time, completing treatment, and outliving something that could have been deadly.  

Used in this context, the term cancer survivor became the default term for a person living beyond a cancer diagnosis. The 
term is succinct (compared to the more cumbersome “person who had cancer”) and easily recognizable by others. Used in 
this way the term cancer survivor was used as a reference tool. This could be equated to a person using the term Kleenex® 
to identify a facial tissue or Tylenol® to indicate that a person is referring to acetaminophen.  

While some participants of this study embraced the term cancer survivor, others attempted to distance themselves from it 
because they desired some level of privacy with respect to their cancer diagnoses. Two ways participants attempted to do 
this were firstly being cautious about disclosing their breast cancer histories and secondly taking steps to hide visual cues 
of their breast cancer histories. 
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The first way participants attempted to conceal their cancer histories was by being cautious about revealing this 
information to others. Bethany, for example, stated:  

Like I said I'm kind of a private person about it. If I had to tell you I had breast cancer it's probably not 
happening... And that is because I just want [people] to treat me like they always did. So if they thought I was a 
pain in the neck and they didn't like me before I didn't want it to change because I got a diagnosis. 

This quote from Bethany illustrated that she wanted to maintain a private illness experience in order to avoid special 
treatment from others and, perhaps, because she wanted to earn the affections of others as opposed to having them given to 
her “because [she] got a diagnosis.” In a very similar manner Dawn stated: “[one of the negatives of breast cancer] is the 
way some people treat you - it took me getting cancer for my mother-in-law to like me.” This comment from Dawn 
indicated that she would have preferred if her mother-in-law accepted her for who she was as opposed to having accepted 
her as a result of her cancer diagnosis. One interpretation of the desire to maintain a more private illness experience is that 
some of the participants wanted to mitigate the attention their cancer experiences received from others. A quote from 
Heather helps to conclude this analysis. Heather explained the reason she does not use the term cancer survivor is because: 
“it's the loss of me in there, right, that cancer becomes you. And that's what people see... they don't see me first.” 

Hiding visual cues served as the second way that participants attempted to conceal their cancer histories. As indicated in 
Table 2, every participant in this study received treatments that were accompanied by alterations in appearance (e.g. 
mastectomy resulting in the loss of (a) breast(s), chemotherapy resulting in the loss of hair, and the appearance of physical 
fatigue from treatments). The participants offered stories about how their bodies, to borrow a word from Amelia, caused 
increased “curiosity” from others. These stories were often highlighted by issues related to body-image but also included 
hints of the desire to maintain a more private illness experience than would be allowed if all the visual cues were left 
unattended.  

Amelia explained that her decision to have reconstructive surgery was based partly on her perception of people's reactions 
to her body. She told a story about how she and her husband would notice people staring at her when they were in public 
places. These comments suggested that Amelia believed the appearance of her body was signaling to others that there was 
something different about her. Perhaps Amelia perceived that the general public recognized that she had breast cancer. 
Amelia concluded this story by saying “I think I [had reconstructive surgery] to not get as many stares, and to make me 
look more normal.” She then added “But [the extra attention] didn't really bother me that much. Uhm, well that doesn't 
even make sense does it? Because I did it.” This story from Amelia highlights the fact that she desired to conceal her breast 
cancer history from the general public in order to maintain a more private cancer experience. Interestingly, Amelia 
reported that she does not shy away from her cancer experiences in other domains and potentially this accounts for the 
apparent self-contradiction she made at the end of her story. Amelia was involved in breast cancer related activities at 
work, in her recreational time, with her family and friends, and was a regular contributor to a breast cancer support group 
- to use her words “[breast cancer] consumes me, but it consumes me in a good way, not in a way to be fearful of it.” One 
interpretation of Amelia's desire to conceal her breast cancer experiences from the public could be that she had no control 
over others' opinions of her experiences, and  maintaining a private cancer experience meant that she could control, at least 
to some degree, what other people thought about her illness experience.  

Fiona also made a very interesting comment related to the culture that surrounds breast cancer and her resistance to the 
identity associated with being a cancer survivor. At one point in her interview Fiona talked about the emphasis on 
advertising in the breast cancer culture and how the pink ribbon, which she alluded to as being the symbol of the breast 
cancer culture seemed to be everywhere. While elaborating on this point Fiona stated:  

I’ve got gum in my car right now that has a breast cancer symbol on each piece of gum. I bought it because it was 
bubble gum mint! And when we were in the car my daughter goes look mom it’s got the breast cancer ribbon! 
And I go “oh come on!” So I think that part it kind of bothers me. 
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Fiona’s resistance to the symbol of breast cancer is a sign of her resistance to typical cancer survivor identity. This 
becomes more obvious when Fiona’s comment is contrasted against Dawn’s comments regarding the pink ribbon. After 
the formal part of Dawn’s interview had concluded she showed the interviewer around her house. Here is a snippet of the 
conversation that ensued:  

Dawn: And here are all my pink ribbons (points to three pink ribbons on the fridge) and I have a china cabinet 
that’s all full of [breast cancer related items] that I buy. 

PI: Uhm, so what do those symbols represent to you?  

Dawn: Breast cancer 

PI: Mmhmm 

Dawn: And surviving 

The contrast between Dawn’s embrace of the pink ribbon as a positive symbol of survivorship and Fiona’s attempt to 
distance herself from this symbol is obvious. For Fiona the cancer survivor identity comes with certain associations – 
many of which she does not embrace. 

The participant responses that have been presented thus far indicate that each participant falls somewhere between 
identifying herself as a cancer survivor or desiring a more private illness experience. However, the continuum is not so 
simple. This is because many participants provided responses that would place them on a number of different points along 
the continuum. For example, within this theme it was reported that Bethany was actively involved in advocating for breast 
health awareness to her colleagues, a quote that would place her closer to the identification end of the continuum. 
However, Bethany also stated during her interview that she was cautious of disclosing her breast cancer history, a quote 
that would place her closer to the privacy end of the continuum. Similar arguments could be made for many of the other 
participants as well. This illustrates the fluidity and complexity of identifying with the term cancer survivor.  

3.3 Cancer survivor means safety 
The second theme illustrates a continuum between the participants' hopes that they were “cancer-free” and their fears that 
they would never truly be free from cancer. In this context, the term cancer-free conveys the participants’ beliefs that they 
were free from the long-term threats that cancer could impose upon them. The cancer-free side of the continuum describes 
the participants' willingness to embrace the cancer survivor concept because it represented a diminished threat from 
cancer. Many participants provided responses that placed them closer to this side of the continuum than the other. For 
example, Grace stated: 

As soon as I knew that I was stage one I thought I could actually call myself a cancer survivor because I know: I'm 
early, I know [it hasn't] spread throughout my body, and I know there's treatment. So yes I can call myself a 
survivor. 

This quote illustrates that Grace used the term cancer survivor once she felt confident that she would not die as a result of 
her breast cancer diagnosis. Very similarly, Dawn added “Cancer survivor, that's me...I beat it and I don't really, well I 
don't really worry about it coming back, if it does, I'll kick ass again... I won the fight, and I'm gonna continue to win.” 
Clearly, Dawn believed that the threat of cancer was diminished. This belief was grounded in her association with the term 
cancer survivor and the qualities that she believed it represented: positive attitude, fighter, and winner, among others.  

Second, the cancer survivor concept represented a completion of the most difficult parts of cancer treatment. To Chloe, 
being a cancer survivor meant that she was no longer subjected to the difficulties related to her cancer diagnosis and 
treatment: “Cancer survivor sticks out that I've survived everything that I have gone through, the treatments, the surgeries, 
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the pain.” Ella and Fiona respectively added: “I do feel like I'm past the hard part,” and “I feel a survivor and I feel it's so 
much behind me.” All three of these quotes could be interpreted as evidence that some of the participants embraced the 
cancer survivor concept because, to them, it represented refuge from the immediate threats of death and cancer treatment. 

Many participants provided responses that suggested it was unrealistic to think that they were completely free from cancer 
and, as such, participants closer to the left-hand side of this theme created a distance between themselves and the cancer 
survivor concept. Every participant in the study articulated that she feared the possibility that long-term effects could 
develop in the future. For some participants in the study, being cognizant of these possibilities created distance between 
themselves and the cancer survivor concept. For example, Heather stated:  

I guess part of my thing is survivor, I don't know whether I have it, it could still be in me, so that's the other part 
that it doesn't, like that's not true, I can't say that... So I don't know, like it is, survivor should fit for a, you know a 
hurricane or something, not a disease... And you know, any doctor that I did talk to didn't stamp cured, right. 

In this quote, Heather expressed her fear that cancer could not only recur but that she had no way of knowing if she was 
ever cancer-free.  

Other participants alluded to ideas similar to those captured by Heather's comment. Bethany stated “I don't know if I'm 
ready to say the word survivor, I've used it the odd time but when I do, I go 'well, you know, you kinda got a little more 
time...' So sometimes I don't use it,” which suggested that she was not completely confident that she was cancer-free 
because not enough time had lapsed since her treatment ended. In contrast to Bethany, Chloe stated: “I could always have 
something growing in me. It's a fear that I have every day, whether it's going to come back. I think I'm more scared now... 
because of the latency period.” The respective comments from Heather, Bethany, and Chloe in this section highlight that 
their fears of recurrence persisted for a long period of time following their breast cancer diagnoses. 

A quote from Amelia serves as a conclusion for the analysis of the participants' hope that their breast cancers have been 
resolved and the fear that cancer may come back. Amelia stated: “Have I beaten this? Nobody knows if I beat it, I believe 
I have but I'm also a realist that it may come back. It may come back somewhere else and then I'll be back to [being a 
cancer patient] when it does.” This quote suggests that although the participant believed she was a cancer survivor, she 
also recognized there was a realistic possibility her cancer could recur. This fear could have potentially served as a 
motivational tool for the behavior changes Amelia developed since being diagnosed with cancer (see Theme 3: cancer 
survivor means behavior change). 

Within the context of this theme, cancer-free could also refer to the long-term impact that cancer can impose upon a 
person. As Dawn stated “just because it's over, doesn't mean it's over, you know?” Indeed, many of the participants of this 
study discussed how their breast cancer diagnoses continued to affect them daily long after their treatments had ended. 
When Fiona was asked by the PI “How often would you say you're reminded of cancer?” she responded by saying “every 
day” then gave a short derisive noise, raised her right arm, which was swollen as a result of lymphedema, and said 
“reminded?” as if to say that it is impossible to forget. In a similar manner Isabella stated: “I don't tell everybody now that 
I have breast cancer; I had breast cancer.” It is interesting that Isabella corrected herself to say that she had breast cancer as 
opposed to having breast cancer at the time of the study. It is possible that this is just a slip of the tongue. However, it is 
also possible that Isabella's comment was related to the blurred lines that differentiate these concepts. On the one hand, 
Isabella was no longer considered in primary treatment for cancer (i.e. she completed surgery and chemotherapy). On the 
other hand, throughout her interview Isabella discussed a number of health issues she was managing at the time of the 
study that were related to her breast cancer experience (e.g. numbness in her foot, being forced to wear a prosthesis, etc.). 
As Heather stated earlier, the term survivor would be better suited to a storm as opposed to a disease. This comment is 
likely meant to convey that a storm has a distinct beginning and end whereas a person's experiences with cancer are 
ongoing.  
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The quotes presented to support this theme outline the spectrum of the continuum between the participants believing they 
were cancer-free and the participants fearing that they were not free from cancer. However, similar to the cancer survivor 
means identification theme, responses from a single participant often illustrated the full range of the continuum. For 
example, early in her interview Fiona stated that she felt her cancer experience was behind her. However, later in the 
interview Fiona stated that she did not have to be reminded of her breast cancer experience because the lymphedema in her 
arm was a constant reminder. 

3.4 Cancer survivor means behavior change 
Theme three presents a continuum that ranges between embracing the cancer survivor concept because it leads to 
individual behavior changes and distancing oneself from the cancer survivor concept because it places too much emphasis 
on individual change. Participants reported that individual behavior changes were believed to be an important part of 
living a healthy lifestyle and avoiding subsequent negative experiences related to cancer. In this context the term behavior 
change refers to the reported behavior changes the participants adopted following the completion of their primary 
treatment. The participants of the study made many references to behavior changes they developed as a result of their 
desires to remain survivors. For example, Amelia said: 

I'm going to do everything in my power to maintain that survivor, I used to be a red head for over 20, 25 years. I 
dyed my hair. And when I did the research and found out that the hair dye causes bladder cancer I stopped dying 
my hair, you know. When I realized that there's a higher incidence of breast cancer for women that have a bigger 
abdomen, I started losing weight, and then I realized that through running I could keep my weight stable. Well 
that's good for a cancer survivor. 

The behavior changes that this participant undertook following her breast cancer diagnosis were motivated by her desire to 
remain a cancer survivor. Other participants, such as Dawn, responded in a similar manner: “[cancer survivor means] 
you've gotta change your ways. I used to be a smoker; I never did drink... I go to the health food store now, I try to eat better 
than I did.” To Dawn, the cancer survivor concept was more than a label that indicated her membership to a group of 
people who have been diagnosed with cancer (theme one) - cancer survivor indicated a particular lifestyle. Additionally, 
Grace stated:  

I'm hoping [having a positive attitude] helped me... become a survivor also because I also think if I was down and 
depressed and with that, again comes the immune system, and not going to get well. I don't want to have a 
recurrence so maybe this may help me, I'm doing everything I can to not have one. 

This response from Grace extends the cancer survivor concept into the realm of psychology. Specifically, Grace's 
comment indicated that, to her, being a cancer survivor was about maintaining a positive attitude in order to keep her 
immune system operating at maximum capacity. 

The behavioral and psychological processes undertaken by the participants were motivated by the desire to reduce the 
threat of cancer and maintain their statuses as survivors. Becoming an advocate for health was another behavior change 
undertaken by the participants that embraced the cancer survivor identity. For example, five of the nine participants 
reported that they belong to a breast cancer support group. These participants often reported that they continued to attend 
support group meetings in order to benefit others. As Ella stated: “it's more for support for other people. You have new 
people coming into your [support] group and they always have lots of questions and it's more for support for them.”  

Other participants discussed how they became health advocates in their day-to-day activities. Bethany told a story about 
discussing breast cancer screening with her co-workers. Grace echoed this story when she stated that “there's been a few 
incidences of close calls [related to cancer] on my staff where they turn to me for advice so I think it's important to give 
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[support] back.” The fact that health advocacy became integrated into the participants’ everyday lives is evidence that the 
cancer survivor identity has become an important component of who they are.  

Participants also reported that they had an aversion to the behavior changes they thought to be associated with the cancer 
survivor identity. For example, following a discussion centered on activities arranged for cancer patients while living in a 
hospital setting (e.g. caroling, country karaoke, socials, knitting class, etc.). Heather had this to say “that is where I felt a 
lot like you get cookie cutter cancer patient… Sorry, there's many individual people here who aren't the cookie cutter type 
but it felt like you gotta be like this.” Heather further elaborated by saying that the activities did not bother her but the 
positive atmosphere and the assumed participation in that positivity did. This quotation shows that Heather resisted the 
behavior changes she believed were expected of her because she was a cancer patient. Cancer advocacy groups, such as the 
NCCS, state that from the moment of diagnosis a person is a cancer survivor, which would mean that Heather’s resistance 
to the expected behavior changes as a cancer patient were also resistance to cancer survivor identity. 

3.5 Summary of results 
The analysis of nine women's lived experiences with breast cancer and uses of the term cancer survivor resulted in the 
formation of three themes. These themes all included a range of responses to support or refute the key word for which they 
are named. For example, the first theme, Cancer survivor means identification, dealt with participants' comments 
regarding the sense of identity that is associated with the term cancer survivor. The continuum within this theme ranged 
from public identification at one end to privacy at the other. The remaining two themes were organized in a similar 
manner.  

The fact that all nine participants provided support for most, if not all, of the themes suggests that it is very likely that the 
cancer survivor concept is not an all-or-none categorization (i.e. either a person is a cancer survivor, or the person is not). 
It is likely that a person will embrace certain meanings associated with the cancer survivor concept while distancing 
themselves from others. There were numerous quotes presented in these themes that illustrated how the participants 
supported a meaning associated with the term cancer survivor in one context but distanced themselves from that meaning 
in another context. As a result, it is more suitable to represent the extent to which a person embraces the cancer survivor 
concept using a continuum. Figure 1 represents the Cancer Survivor Continuum as a dynamic concept that is composed of 
the continuums contained within each of the three themes. The context a person is placed in and how that context affects 
the way the person perceives the meanings associated with the cancer survivor concept ultimately determines where they 
fall on the Cancer Survivor Continuum. 

The Cancer Survivor Continuum is fluid and a person can be at any point along the continuum and that position can change 
over time. The results of this study illustrated the extreme boundaries of the continuum in order to convey the range of 
participant responses to interview questions. However, an examination of one participant's entire collection of responses to 
the term cancer survivor often resulted in her being placed somewhere in the middle of the continuum. Fiona's responses 
are a good example of this. In her interview, Fiona twice stated her affiliation with the term cancer survivor: “I'm a 
survivor” and “I feel [like] a survivor.” Without any further examination these two quotes would likely lead a person to 
believe that Fiona embraces the term cancer survivor and the meanings associated with it. However, Fiona also provided 
comments in her interview that would suggest she shied away from her status as a cancer survivor. One interpretation of 
Fiona's responses towards the term cancer survivor and the meanings associated with it could be that she privately 
embraced the cancer survivor concept but because of her desire to maintain confidentiality she could not publically 
embrace it. Another interpretation could be that although Fiona embraced certain aspects of the term cancer survivor, such 
as the connotation of safety that the term implies, but she distanced herself from other meanings. This is most evident in 
her desire to suppress her cancer experiences so she can “have fun... and live [her] life without thinking about [cancer] all 
the time.” 
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The final theme emerged from the apparent connection between the term cancer survivor and behavior change. Some 
participants  reported that maintaining their titles as cancer survivors required them to take on specific behaviors such as 
advocating for healthy lifestyle decisions (e.g. routine check-ups, avoiding harmful substances, being physically active, 
etc.). This highlights an important aspect of the term cancer survivor and the way this term may alter the behavior of those 
it influences. Later in the cancer survivor means behavior change theme, results showed that some of the participants 
resisted the behavior changes that are associated with the cancer survivor identity. This is similar to the findings presented 
by Kaiser [12] who stated that many of the participants who embraced the cancer survivor identity often resisted some of the 
more typical behaviors that were associated with that identity. This discussion also brings up an important point about the 
breast cancer culture and the culture of survivorship. There is an emphasis on individual behavior change following cancer 
diagnosis that perhaps broader social changes are being neglected. One example of this comes from a participant in this 
study. Amelia had to decide to stop dying her hair because of the potentially carcinogenic materials contained within hair 
dye as opposed to companies that produce hair dye having to remove those carcinogens from their products. This critique 
is supported by many authors who are also critical of the emphasis on individual change promoted by the cancer survivor 
concept [10, 18, 29, 30].  

This brings us to the fundamental question of this paper: do women who have been diagnosed with breast cancer embrace 
the term cancer survivor? Previous studies have illustrated mixed results. In her study, Kaiser [12] reported that most 
participants did not embrace the term cancer survivor and rarely used this term to refer to themselves. In contrast, 
Document et al. [31] stated that the vast majority of their participants embraced the term cancer survivor. The current study 
illustrates that perhaps the question is not so straight forward as many participants were quick to label themselves as cancer 
survivors but then often distanced themselves from many of the meanings associated with the term.  

The meanings that the participants attributed to the term cancer survivor provided a method to determine the extent to 
which the women embraced the term cancer survivor or attempted to distance themselves from it. Many participants 
provided responses to interview questions about the term cancer survivor that indicated they had a range of ideas 
associated with this term. 

The three themes and the range of meanings contained within them were used to develop the Cancer Survivor Continuum. 
The Cancer Survivor Continuum illustrates the extent to which people embrace the term cancer survivor or attempt to 
distance themselves from this term. A person's position along the continuum depends on the meanings that person 
associates with the term cancer survivor (identification, safety, or behavior change) and that person's feelings, either 
positive or negative, towards those meanings. As such, this continuum allows a woman to embrace certain aspects of the 
term cancer survivor and to distance herself from other aspects, which implies that the term cancer survivor should not be 
used as a general categorization. Rather, people who could be called cancer survivors may exhibit specific traits or 
behaviors that are typically associated with the term cancer survivor.This interpretation of the term cancer survivor allows 
for the possibility that a person who has been diagnosed with cancer can embrace the term and the meanings it represents. 
Further this interpretation allows for the possibility that a person may live beyond a cancer diagnosis without embracing 
the meanings that the term cancer survivor represents. This finding is in agreement with the work of Helgeson [32]. 
Helgeson [32] used a questionnaire to determine the number of breast cancer related activities each of her participants 
(N=240) performed. These activities were then correlated with responses to questions regarding the extent to which the 
participants had integrated the breast cancer survivor identity into their self-concepts. This was done by asking questions 
such as "Being a breast cancer survivor is an important part of who I am" [32]. The results of Helgeson's [32] study suggested 
that personal behaviors, as opposed to demographic or medical variables, more accurately predict a woman's tendency to 
identify herself as a breast cancer survivor.  

Helgeson's [32] results, combined with the findings of the current study, suggest that the term cancer survivor should be 
used on the basis of behavior as opposed to demographic or medical variables. In other words, the term cancer survivor 
should not be used as a general label for someone who has been diagnosed with cancer; the term cancer survivor should be 
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reserved for those who feel it accurately reflects their experiences and behaviors following breast cancer diagnosis. This 
finding also coincides with the definition of the term cancer survivor that Mullan [15], the person given credit for coining 
this term, originally intended. Mullan’s [15] intention when creating this term was to form a description of the experiences 
one was likely to encounter when diagnosed with cancer and felt that survivor best captured those experiences. However, 
that does not necessarily mean that all people diagnosed with cancer will find the term cancer survivor and the meanings 
associated with it to be a suitable description of their experiences.  

Using the term cancer survivor to identify a specific type of person, as opposed to all persons, living beyond a cancer 
diagnosis would have two effects. First, the term would be more valuable to those who chose to embrace it. As it currently 
stands, the term cancer survivor is not as meaningful as it could be because there are many people who are labeled with this 
term, but dismiss it. Secondly, those who do not embrace this term would not have to be subjected to it, and its 
accompanying meanings and social norms. This would allow the opportunity for development of novel, personalized, and 
perhaps more accurate descriptions of life after breast cancer to be created.  

4.1 Limitations and future research directions 
The main limitation of this study is that the the study team could only provide one interpretation of the data provided by the 
participants. The nature of human experience is extremely complex and any description of human experience could be 
interpreted in a number of ways. As van Manen [34] states in his seminal work outlining the methodology of interpretive 
phenomenology “a phenomenological description is always one interpretation, and no single interpretation of human 
experience will ever exhaust the possibility of yet another complementary, or even potentially richer or deeper  
description [34]. Although a rigorous method for data analysis was employed throughout this study, the interpretation of the 
participants' lived experiences is only one interpretation and certainly should not be taken as the only valid interpretation. 
As such, future research is needed to corroborate the findings of this study and to add to the growing literature related to 
this topic. Further, additional studies could employ a form of analyst triangulation to provide diverse interpretations of the 
participants' data [36]. In the current study, only one researcher analyzed the data and presented interpretations of that data. 
Analysis by multiple researchers in future studies would strengthen the interpretations and results.  

A second limitation of this study is that the examination of the lived experiences of the participants is limited to one point 
in time. Due to the complex nature of the issues being discussed it is possible that the participants' responses to the 
interview questions could be different depending on a number of factors, including mood, recent encounters with breast 
cancer (e.g. follow-up appointments, recent diagnosis of a family member or friend), extraneous life situations (e.g. 
positive/negative experiences in home-life or work-life), and stage of illness experience (e.g. time since diagnosis, 
ongoing secondary treatment, late-effects, etc.). As a result, future research could employ a series of interviews to 
determine the stability of participant responses over time and throughout their journey with breast cancer. 

4.2 Clinical implications 
Clinicians working with women who have been diagnosed with breast cancer can use the meanings those women associate 
with the term cancer survivor to better illicit their lived experiences with illness. For example, people who believe that the 
term cancer survivor conveys a sense of finality to the breast cancer experience may not like to use the term because they 
fear the long-term effects that their breast cancer histories may impose upon them later in life. In other words, they believe 
the term cancer survivor implies that the breast cancer experience is over, which is dismissive to the anxiety they feel 
regarding their futures. In such a case a person could be referred to services that would provide counseling to address the 
long-term impacts of breast cancer. Using the term cancer survivor could be a valuable tool in creating dialogue between 
the patient and clinician. Asking a patient: “what does the term cancer survivor mean to you?” may help elucidate many 
positive and negative emotions the patient is feeling and better equip the clinician to address those emotions if they are 
detrimental to the patient’s health.  
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