Chemotherapy and Patient Identity:

An Ethnography of Male Cancer Patients
Introduction
Gary, a 70 year old man who looks 20 years younger because of his smooth, pinkish skin, athletic build, and clear blue eyes, recalls the moment he was told that his mantel cell lymphoma was no longer in remission.  Imitating the stern voice of his doctor, Gary squares his shoulders and reads off an imaginary medical file, saying “’Well your cancer’s back and it’s really bad.…You’ve got it in your bones. You’ve got it in your liver. You’ve…’ [he pauses, dropping his shoulders as he resumes his own persona] I just collapsed….‘cause I didn’t even know I was sick!...I just broke down into tiny pieces.”

At that moment, Gary( began (for the third time) what one cancer survivor described as “a journey that the rest of the world cannot understand.”  This ethnography attempts to approach an experiential level of understanding cancer by representing the voices of male patients at a common point in that journey, chemotherapy.  Chemotherapy fights for life by destroying much of the life within the patient’s body, resulting in the well-understood chemotherapy side effects of hair loss, nausea, and fatigue.  Gary’s comment that he “broke down into tiny pieces” after hearing his diagnosis indicates that cancer and chemotherapy have side effects that transcend the physical.  This ethnography explores the side effects that Gary alludes to – the non-physical side effects that profoundly change the way men view themselves and their role in society.  Based on interviews with chemotherapy patients and my observation of their treatment experience, I theorize that chemotherapy, because of the physical and mental trauma that accompanies the treatment, is an agent in both the creation and destruction of personal identity.  

Gary is one of several patients I interviewed over the course of two months while conducting field research at a cancer treatment center in southern California.  During that time, I observed the spectrum of the chemotherapy experience from the waiting room to the treatment room.  All of the patients participating in interviews were male, and thus this study portrays chemotherapy from a particularly gendered perspective.  In this ethnography you will hear the voices of several patients, all of whom are 65 and older, except for Ray, who is 47.  Most of the interviews were conducted in the chemotherapy treatment room while patients were administered their chemotherapy.  Ray was the only exception, who I conversed with for a series of weeks over email.   
Side Effect:  Identity Creation

Chemotherapy causes some side effects that the doctor cannot diagnose, but they serve a similar function as an anti-nausea medication or a new head wrap; they improve the patient experience by improving his self-perception.  Given the toxicity of the treatment, it may seem surprising that chemotherapy can positively affect a patient’s identity, but my interviewees gained affirming new identity traits as members of a strong community, role models for others, and scholars.  


Going through chemotherapy is, in a sense, like joining a private club, often referred to as the cancer community.  There are inside jokes only a chemo patient can truly comprehend, a complicated lexicon, and the common bond of surviving chemotherapy side effects.  Support groups function as a site that builds chemotherapy patients’ sense of community membership.  While some patients think they are “hokey,” most attribute their support group with reducing loneliness and improving their attitude about cancer treatment.  Support groups establish a sense of normalcy for people who are dealing with not very normal times.  I attended a support group meeting where one of the attendees was there for the first time:

Richard looks at Sheila and says, “did you loose your hair?” and she says, “Oh yes, I lost it all.” He asks her how long it took to grow back, and she says, “about 6 months.”  The nurse-facilitator asks Richard, “Have you lost your hair?” and he responds “Yes” as he lifts off his hat and puts in on the table.  Richard, who usually wears his at all times, even in front of family members, leaves his hat off for the entire meeting.  Then Richard turns to Sheila, who has been cancer free for five years, and asks her why she’s still coming to a support group.  She explains that it’s important for her to stay in touch with the ‘cancer community’ and that she wants to give back to others the way others gave to her.   
Richard’s questioning of Sheila about her hair loss demonstrates that he is looking for a sense of community with her, hoping that she will be someone with a shared experience.  Richard is an independent and private man who has few family or friends near him to provide support.  Yet at the meeting, Richard can take off his hat and leave it off because he is among people who truly understand because they, too, have been through the journey.   


Sheila’s reason for attending the support group, to give back to others, is evidence of another positive identity trait that chemotherapy creates for some cancer patients.  Cancer patients who have already been through chemotherapy become important role models or motivators for new patients.  Ted, a patient who has been on and off chemo since 1994, embraces his identity as role model and motivator.  

Ted went through the “typical horror stories” of chemo, including severe nausea, irritation, and depression.  He tells me they “tried so many different treatments it was unbelievable.”  After one year, his cancer went into complete remission and after six years he had no reoccurrence, but Ted explains his lymphoma is a kind of cancer that typically returns even after long periods of remission.   After that sixth year his cancer returned.  The second round of chemo was less severe because of medical advances in chemotherapy drugs.  This time, he didn’t have depression or nausea.  Ted’s cancer went into remission again, but it returned two years later.  Ted tells me that his treatment was shorter the third time, again due to advances in drug research.  Compared to the first experience, he says it was “duck soup”, meaning he hardly had any side effects.
He tells me that some of his friends ask how he could go through chemotherapy so many times.  The answer is simple for Ted; he’s not ready to say, “I’ve lived long enough”.  He says that during the chemotherapy process he’s “learned a lot” and that he hopes “[he’s] contributed, if nothing else, a little motivation.”  He tells me that even in the treatment room itself he’ll always try to say something to make someone feel better.  He says “positive thought can’t cure cancer” but that it can prolong life.  He tells me, “If I can make someone smile, I’ve accomplished what I was put on earth to do.”  

When I first began my interview with Ted, I was surprised he did not want to use a private interview room that was available to us, opting instead to speak with me in the public setting of the treatment room.  I came to realize, however, that my interview was another vehicle for Ted to “accomplish what [he] was put on earth to do,” and that by sharing his story within earshot of other patients, he was spreading his message of optimism and motivation.  Ted’s last statement shows how powerful the identity of “role model” becomes for many chemotherapy patients; seeing themselves as motivators provides a sense of purpose for their own suffering.  Ted has been through almost a decade of life with cancer, and considering the hours he’s spent in treatment, it is important for him to feel his experience serves a larger purpose.  Lance Armstrong echoed Ted’s sentiment when he talked about the reason he started his Race for the Roses fundraising events.  He said, “All I knew was that I felt I had a mission to serve others that I’d never had before, and I took it more seriously than anything in the world.”
   In Armstrong’s case, chemotherapy was the catalyst for using his role model status as an athlete to become a role model within the cancer community.

Lance Armstrong’s autobiography is interspersed with the language and science of cancer treatment.  In his story, he says that he “became a student of cancer…[he] went to the biggest bookstore in Austin and bought everything there was on the subject.”
  Armstrong’s desire to know everything about the disease is not unusual, and the result of such passionate study results in a new-found identity trait for many chemotherapy patients, that of ‘scholar.’ At a public ceremony commemorating cancer survivors, one of the keynote speakers shared her perspective as a student of cancer:

A tall, big-boned woman in a Hawaiian shirt and baggy slacks walks up on stage.  Cheers greet her from the audience, and it is obvious that she is very popular within this cancer community.  It is quickly apparent why – she has a sharp wit and a contagious sense of pride about being a cancer survivor.  In summary to her speech, she tells the audience that she’s incredibly proud of her bachelor’s degree and her master’s degree, but that she’s most proud of graduating from “chemo, radiation, and surgery.”  She tells us that other women now approach her for second opinions and confer with her when they are unsure about their doctors’ diagnoses. Referring to all of the research and learning she did as a cancer patient, this elementary school teacher says in a facetiously shocked voice, “Now I’m intelligent!”

The speaker views her journey through cancer treatment as a degree program, even more rewarding than the intellectual hurdles she overcame for her scholastic degrees.  She reinforces that view by claiming that she feels intelligent only now that she’s been through treatment.  Chemotherapy has helped this woman build her identity not only as a survivor of great trauma, but as a student, and a good one at that – one that is sought out by others in the battle for their lives.  

This new identity as “scholar” can come into conflict with the official experts in the field, the doctors.  Gary echoed the sentiment of many other patients when he related a story demonstrating the importance of understanding your treatment:  
G:  
Well, Dr. Cutter came in with this protocol for me and I challenged his dosage and he had a fit!  And it turned out I was right. He had given me 2400 mg of [an antiviral medicine].  I said, ‘Jesus Christ, that’s six times more than the protocol! [He then mumbles under his breath, pretending to be a disgruntled Dr. Cutter] ‘Let’s cut it down.’
A: 
And are you okay with that?  Is that a good role for you to be in, as far as knowing that much and being able to challenge a doctor?

G:  
You have to. Dr. Cutter is so busy, I just don’t think he has time to…really – he goes in there and says “protocol #9” and the girls start doing it…

A: 
And so you have to master your own treatment to make sure it’s the right treatment.

G: 
Right, but it gives me something to do rather than sitting around and saying, ‘poor me, poor me.’

Gary feels empowered by his knowledge of cancer on two levels – first, he has some sense of control and can ensure his treatment is correct, and secondly, the research is a needed distraction from self-pity and depression.  Thus the identity as a scholar of oncology is an important element in patient empowerment.  
Side Effect:  Identity Destruction
A really good movie will come out and I’ll think, “I want to see that!”, but I can’t get my shoes on.  And you can’t imagine what I was like before this.  I was probably the most dynamic, interesting, romantic, fun person you could imagine.  And smart as hell too!  But now I just don’t care anymore.   - Gary

In the quote above, Gary is struggling with the change of his identity from before chemotherapy, that of a vibrant above-average guy, to the time of our interview, a man in such a state of depression that he can’t muster enough energy to put his shoes on and go to a movie.  His cancer and its aftermath have obliterated his earlier identity to the point that he talks about himself in the past tense.  While Gary’s reaction was the most extreme of my interviewees (I would argue in part because his diagnosis was the most dire), his sentiments were repeated to a lesser degree by all of the patients who described important personality traits or skills that had been altered by chemotherapy.  
Identity is an intangible sense of one’s self and although intangible, it is usually referred to as something interior, a function of our mental processing.   Because of the close connection between the mind and identity, cognitive changes have a particularly harsh effect on patient identity.  The patients in this study talked about increased thoughts of mortality and chemo-brain, two cognitive changes that seemed to have a profound impact on identity.

Because chemotherapy can actually bring patients to the brink of death, cancer patients are faced with their own mortality in a visceral way.  Ray, a lung cancer patient in Texas, wrote to me his thoughts about cancer and dying:
I think of death more often knowing it’s coming sooner than expected, but I got to keep going.  What’s the use to just sit around an’ wait? [That] wasn’t my opinion at first diagnosis, but is what I decided recently…I used to want to be on the move all the time  mostly outdoors, building things, fishing, hunting, cruising the back roads, drinkin’ cold beer after work, now don’t seem to want to do anything. It’s as if I’m back to the before thoughts of waiting to die or the next unknown side effect of the chemo… I want to do things but say ‘What’s the use? What’s the use?’ People don’t think about death much usually just a passing thought, even though we are all gonna die sooner or later we don’t dwell on it but with this disease I think about all the time.(
Ray is young, only 47, an outdoorsy man who lives on six acres of Texas prairie.  In this passage he explains how death has gone from a “passing thought” to something he “thinks about all the time”.  In his voice you can hear the devastation he feels at the change in his self-perception from an active, productive man to someone who is forced to just sit around and wait for death.   Chemotherapy, for him, is one way to take action, to feel like he’s doing something, but those “unknown side effects” of chemo are threatening to him, almost as intimidating as death itself.    Gary describes his battle with mortality this way:
G:  
Every morning when you wake up you’re scared.

A:  
What are you scared about?

G:
Dying.  Dying horribly.  Because I don’t know what’s going to…I don’t know how it’s going to happen.  I think the fluid’s going to come to my lungs and I’ll drown.  I think that’s what’s going to happen.  But um, I just don’t know.  So you’re scared.  So you have lunch and you think, ‘Will this be the last one I’m going to have?’ It’s like that all the time.  I don’t dwell on it, I’m not paranoid …but it’s always in the back [of my mind]. It’s clicking away. 

Gary feels out of control as he tries to comprehend his mortality.  He’s scared, not knowing how he will die, and Gary’s chemo has turned that unknown into an ever-present anxiety.  When most of us live our lives under the pretense of immortality, or at least invulnerability to traumatic disease, these men are forced to adopt the identity of a mortal, with thoughts of death taking up much of their waking hours.  Both men claim to fight against the tendency to settle into depression, Gary claiming “I don’t dwell on it” and Ray deciding not to just “sit around an’ wait,” yet Gary and Ray say the figure of death is with them all the time.  


The other cognitive change that patients mentioned was “chemo-brain.”  The American Cancer Society states:

Recent research has shown that chemotherapy can also affect the way your brain functions many years after treatment…Some of the brain’s activities that are affected are concentration, memory, comprehension (understanding), and reasoning…Patients…call this experience “chemo-brain.”

Although chemo-brain is one of the acknowledged side effects discussed in chemotherapy literature, it is lesser-known and has a stigma that can negatively impact patient identity. During a support group meeting, Richard brings up chemo-brain:
Richard asks Sheila, “Did you get chemo-brain?” and she says, “Oh yes.”  In an incredulous voice, Richard says, “So that’s really real? Because I have it!” 

The nurse facilitating the session went on to explain that chemo-brain is not only the result of the chemicals in the body, but also because the mind is so distracted with constant thoughts of cancer.  Richard, a man who is writing his own book to explain complex physics to the lay person, shows that he needs his forgetfulness to be legitimized as an ‘official’ side effect.  Forgetfulness and mental fatigue do not fit in with his self-perception as a person with above-average intelligence; therefore, the acknowledgement of chemo-brain as a legitimate side effect preserves his identity as an intelligent person, shifting the blame for any mental lapses to the chemo itself.

This study did not focus on the physical side effects of chemotherapy because research and information is readily available on the topic.  Instead, I wanted to discover the connection between those physical side effects and the impact on a patient’s identity.  What I learned from patients, however, was that these physical impairments were closely connected with negative changes in their identity.  Ray shared this story:
All my life I’ve had a beard an’ mustache which use to be really full, now since the chemo it is very thin. You can actually see my face if you look an’ the color is a weird dead color, so I don’t like that part.  I lost all hair on top of my head but that don’t bother me to much as I used to cut it short anyway. I feel with the beard loss I’m not the tough guy any more but a sickly type, but I still stand tall with my head up.
For Ray his beard is an expression of his masculinity.  The loss of his beard has changed his self-perception from “the tough guy” to “the sickly type” and even further, he describes the newly exposed skin as a “weird dead color.”  Metaphorically, once his masculinity is stripped away, he, like his skin, is vulnerable to death.   Ray tries to distance himself from this weakened identity by “still [standing] tall” in the face of the devastation.  


Issues of sexuality are also at stake during chemotherapy treatment.   Joni Rodgers, in her book, Bald in the Land of Big Hair, relates her experience this way:
What little I was able to read about chemo-related changes in sexuality mostly dealt with how the partner should be patient, should tolerate the sick person’s repulsive appearance and be satisfied with cuddling or some such crap, because obviously, the person with cancer would never want to have sex, even if she could find someone deviant enough to desire her.  Apparently, people with cancer, being canonized in preparation for their premature death and subsequent sainthood, are supposed to become suddenly asexual…There was no loss of desire on my part.  I wanted to make love, wanted to believe there was some part of me that cancer could not obliterate.  I needed the parts of me that were still alive in that way.
  
Joni explores the confusing and taboo-laden idea of cancer and sex.  The connection between cancer and sex is taboo because for many people it is like mentioning death and sex in the same sentence.  Cancer is not death, and therefore the equation just simply does not work.  For Joni, like many other cancer patients, her sexuality was a vital part of her identity that she was unwilling to sacrifice to the disease.  

Even if the desire is still present, however, chemotherapy does have the power to obliterate sexual functions.  Gary alluded to the sexual side effects he experienced, saying they were “beyond embarrassing.”  Ian, in talking with me about his experience with chemotherapy, says the thing he misses most is his sex life.  He says he and his wife have “reminiscing sessions” about sex since they can’t have the real thing.  Ian seems to be reinforcing Joni’s message that chemotherapy does not destroy the desire.  It is apparent that for Ian, sex is an important part of how he defines himself and his relationship to his wife, so much so that they have found a way around the physical side effect with their “reminiscing sessions.”

Gender issues also compound the damage to identity for male patients in relation to the treatment they receive from female nurses.  Gary relates how frustrating it is for him to physically submit to the nurses’ demands, especially so because they are women:
G:  
…I’m bossed by women all the time.  And I don’t mean…they BOSS you.  “Stick out you arm.  Stick out your tongue.  Climb up on this scale.”  Screw you!  I don’t want to do that.  I’ve always been a very powerful individual.

A:  
In charge of…

G:  
I’ve had 250 people working for me, and [an] $800 million budget.

In comparison to his previous identity as a “powerful individual” and successful businessman, the physical dominance that the nurses have over Gary reaches a level of humiliation that is difficult for him to tolerate.  They hold the medicine that will cure him, therefore he is powerless to refuse their commands.  

Even though Gary was frustrated at being under their control, the nurses in general are looked to as a source for the ‘straight answer’.  When Leon told me he was not quite sure what his new chemo was designed to do, he unconcernedly said, “I’ll get a better answer when I talk with the ladies [the nurses].  They’re square.”   Although they may “boss around” these patients, the nurses play an important role in providing efficient and knowledgeable service during an often confusing and painful time for patients.  
Treatment Environment: Compounding the Side Effects

As Gary’s complaint and Leon’s praise indicates, there is more involved in the chemotherapy experience than just the patient and his medicine.  The nurses are one part of an environmental context that plays a critical role in the patient experience.  The National Health Service Modernisation Agency (United Kingdom) conducted an exhaustive study of the cancer patient experience, finding six major areas of patient concern:  


1. Waiting times 


2.  Information, support, communication and understanding 


3.  Involvement, dignity, and respect and attitude of health professionals


4.  Coordination, continuity, and discharge


5.  Pain


6.  Hospital environment/location of services.
  

These concerns fall directly in line with the feedback I heard from patients during interviews, although unlike the National Health Service study, the conclusions I draw are not intended to fix the problems of waiting times or the hospital environment, but instead are intended to elucidate how these problems impact patient identity. I focused on three important influences on patient identity:  the treatment room, the doctor, and the waiting room, all of which my research showed to either support the new positive identity of the patient or exacerbate the lost identity traits, which depended on the patient and his relationship to these environmental elements.  

I share my own first encounter with the chemotherapy treatment room as a way to replicate what a patient’s impression might be on their first day of treatment:
I follow my uncle through the waiting room, down a hallway past a busy nurses’ station covered in patient files, and into large room at the end of the hallway.  The room feels tight.  Seven large navy-blue leather recliners rub up against three of the four walls, creating a horseshoe of treatment chairs facing the fourth wall which is dominated by a large TV armoire, a small refrigerator, a microwave, and a medical supply tray.  I get the sense that I’m in a living room.  In front of each chair is a tall, silver IV bag pole, standing like a sentry in front of the reclining patients. A small doorway opens to the nurses prep room, where they prepare the chemotherapy treatments and review patient charts.  There are two chairs for visitors, and I pull one as close to my uncle’s recliner as possible, but still feel like I’m in the way, blocking access to the water cooler.   

Looking around the room, I take note of the other patients:  an elderly woman with bouffant red hair talking to the gentleman beside her, who converses laughingly with her about marriage.  Next to him is a woman in her 40’s who communicates with the nurse in broken English.  Two patients are asleep; one an elderly woman covered in her blanket, the other a middle-aged woman snoring loudly in the corner.  
I learned from my interviewees that this particular treatment room had just undergone a renovation, improving the quality of the treatment chairs and sprucing up the environment with a mural of a seascape.  I was also told by the office manager that the room’s likeness to a living room was purposeful; they wanted to make people feel as if they were in their own home.  This differs from other treatment facilities in which patients receive treatment in private cubicles.  The excerpt below attests to the importance of such design decisions in the patient experience:    
Keeping patients comfortable during multiple outpatient visits for chemotherapy is both an art and a science. Research has shown that some patients like privacy and prefer to have panels or curtains separating them from their neighbors. Other patients enjoy repartee and visual contact with fellow patients…To draw patients' thoughts away from their medical condition, public areas have soft edges, natural colors and materials, skylights, aquariums, artwork, sculpture and plant life. Well-designed spaces help the healing process.
  
I first went in to the treatment facility assuming that indeed there were things that could be improved to transform it into a space to “help the healing process.”  My first fieldnotes focus on lack of reading materials, poor positioning of visitors chairs, and lack of privacy.  What I found out from interviews, however, is that the patients themselves were much less critical of, and usually unconcerned about, the treatment room design.  In a conversation with Richard, I asked him how the room could be improved, and with a look of puzzlement, he said “I hadn’t thought about it.”  Likewise, others seemed to oblige me by providing an answer to my questions about how to improve the facility (usually requesting more TV channels), but none expressed any real concern.  Based on that data, I decided to change my focus to analyzing the role that the treatment facility played in identity creation or destruction.   

The “living room” aesthetic builds on the concept of cancer patients as part of a community by providing a communal environment in which they receive treatment.   Lack of dividers allows easy communication between patients and requires a familial willingness to share TV time, nurse attention, and the occasional treat brought in by visitors.  On most of my visits, there was little cross-room conversation, but there were a few moments where I saw evidence of the community at work, as the excerpt from my fieldnotes indicates:
As I’m speaking with Ted, one of the other patients gets up and starts walking out of the room with his IV pole (in the direction of the bathroom) and jokingly says to Ted, “I’m leaving.  I’m going home” and Ted responds, “If you take that [chemo] bag to Ralphs, they’ll give you 5 cents for it!” and the whole room laughs.  

In this case, the public environment allowed all the patients to share a moment of levity, and provided Ted and his comedic partner an opportunity to fulfill their identity roles as motivators.  


The community environment of the treatment room can worsen the pre-existing identity dilemmas for some patients.  Gary and I discussed his opinion of the treatment room below while we talked in one of the doctor’s offices: 

A:  
Well, what about…the treatment room itself?  For example, one thing that surprised me was that the chairs were out there in a living room setting.
G:  
Well, it’s good news and bad news.  The good news is, I get to know all the people.  The bad news is, I’ve got a whole bunch of women dying of ovarian cancer…breast cancer [makes a face which shows it’s distasteful to be around].  I mean, I’m in there by myself and these people are all dying…

A:  
I guess there’s the advantage of it being a community, but the community is of people who aren’t doing well.
G:  
A community of downers!


…

A:  
For you, the interaction with the other patients is a positive and a negative.

G: 
I think it’s negative because I know what’s happening, but I think I can help them.  I think I do.

A:  
How do you think you help them?

G:  
Well, I talk to them, they tell me about what their disease is, I tell them what the cure rate is and so on.  And you know, I used to sit and say, “Could I just feel good one more day in my life?  Don’t let me be nauseous, don’t let me have a stomach ache” and I tell them, “When this is over, you’re going to feel like you did before and you’re going to go to the movies, you’re going to go to dinner with friends, play bridge.”  It makes them feel good.  

Gary shows ambivalence about the design of the treatment facility.  Even though the setting is communal, he comments that he is in the treatment room “all alone,” using that term to create a distinction between himself and the people he categorizes as dying.  The public setting forces him into a community with those “downers” regardless, even if only through physical proximity.  At the same time, just like Ted, his exposure to those patients allows him to fulfill an important part of his identity as a role model.  


Although the doctor only occasionally enters into the treatment room itself, he is a critical figure in the overall patient experience.  The patient’s perception of the doctor, and whether his care is sincere and skillful, appears to play a fundamental role in either reinforcing or further destroying identity.  Richard’s entire attitude about his treatment changed when he found the right doctor, one with optimism and a belief in proactive treatment:  
Richard received a phone call one Friday evening as he was having a margarita with his girlfriend.  It was his doctor saying, “Well, I’m afraid I don’t have good news.  It’s cancer.  And these things are usually inoperable.”  Richard was dismayed not only at the diagnosis, but seemed even more indignant that a doctor would call on Friday night and ruin his weekend.  Richard said he felt an immediate change. He said in just that moment of hearing “cancer” he felt physically ill.  When he went to the hospital the following week for further tests he packed a bag, thinking for sure they would keep him there because his prognosis was so bad…

I ask him how his current doctor is different.  He tells me that when he went to see Dr. Cutter for the first time, the doctor said, “Okay, we’ll do chemotherapy for treatment, and then radiation or surgery for the cure.  How does that sound?”  In the face of such optimism, Richard said the illness he had felt suddenly disappeared.  

Richard goes on to tell me the story of Michelle, who was diagnosed with cancer four years ago after becoming winded while playing her weekly game of golf.  She went to the doctor and they discovered fluid in her lungs.  That doctor told her to just go home and enjoy her last months.  That’s when she found Dr. Cutter for a second opinion, who was confident he could treat her.  Michelle has been taking chemotherapy off and on for four years with Dr. Cutter and still plays golf.  Richard says, “Now that’s a good story.  I like that one.” 

In these stories, the doctor can play either villain or hero.  If he provides hope, he is the hero, whereas the villains doom their patients through lack of action or nonchalance.  Patients want to be treated by the hero.  The patients at Dr. Cutter’s office all had stories describing his “super powers” that had kept someone alive when other doctors had given up.  One patient called him a “great healer” while another said that he is truly sincere, and if he’s not, then he “deserves an Academy Award.”  Richard firmly believes that Dr. Cutter’s confidence is not only what has him in remission now, but is what kept him from the devastating depression-induced ‘illness’ he felt when he was first diagnosed.  The patient’s view of the doctor is an important foundation on which they can build their identity as a patient living with cancer instead of dying from cancer.  

Perhaps the biggest villain in the chemotherapy environment, next to the uncaring doctor, is the waiting.  Chemotherapy treatment itself often requires hours of sitting while the IV drips (sometimes as much as six hours in one day).  This kind of waiting is expected and accepted by patients.  The other kind of waiting, waiting for a chair to open up in the treatment room, waiting for the doctor, waiting to be called about test results, is the kind of waiting that amplifies any existing feelings of powerlessness that patients feel.  I observed the following scene in the waiting room:
An elderly couple casually converses with a man who is waiting for his wife to finish treatment.  The wife of the couple mentions to her husband that maybe he should go look at the check-in list to make sure they haven’t forgotten him.  She says, “You’ve got to say something.”  And then the man they are talking to says, “What time is your appointment?” and he responds “A quarter to twelve” and I note that it is 12:20.  The man advises, “Talk to the girl [the receptionist].  They make mistakes all the time.”  The other man responds in the affirmative, saying that they lost his entire file once.  He then gets up and walks toward the receptionist.  When he returns he says, “I’m next,” and his wife says, “Next means nothing in this place.”  

This kind of uncertain waiting reinforces the negative identity trait of powerlessness, as seen in the wife’s statement, that “next means nothing in this place.”  The patients have no choice but to sit and wait; their individuality is wiped away – they are only the next file in the queue, and a file that can even be lost entirely.  As a researcher I was privy to observing the amazing speed at which the nurses and doctors worked in order to see an overwhelming load of patients, but to an individual who has to wait an hour or more just to begin five hours of treatment, the wait is agonizing.  
Conclusion
I said maybe this was…the time when we discover who we are and what we’re made of.  We were just lucky to be able to define ourselves earlier in life than most people ever have a chance to.  He said he refused to be defined by his cancer.  I said I hated that it could have that kind of control over my identity.

In her autobiography, Rebecca Gifford theorizes that cancer has forced her to prioritize life earlier than most, acknowledging the potential positive aspects of the trauma, but at the same time she resents that cancer had “that kind of control” over who she is and who she will become.  The patients in my study likewise were changed by the crucible of chemotherapy, both gaining and losing important identity traits; the treatment did not absolutely destroy the patients’ identities nor did it leave any patient unaffected.  Chemotherapy is too complex to boil down into a universal statement of what it does or does not do – for each patient it is very different, but patients can expect it to affect their identity in some way.  For Richard, his side effects were relatively mild and he went into remission after only two rounds of treatment.  This allowed Richard to take pride in weathering the treatment “better than most” and fortified his identity as someone unique and better than average.  For Gary, his side effects were physically debilitating, worsening his depression.  For Ted, he landed somewhere in the middle.  As a survivor of multiple bouts with cancer who has seen treatment improve over time, he still maintains an outlook that chemotherapy did nothing but give him yet another avenue to express his optimism and motivational tendencies.  


Even in this small study, it is evident patients have a love-hate relationship with their chemotherapy treatment; it gives them hope for health, but in the process makes them so sick that they are not sure which is most likely to kill them – the cancer or the cure.  Chemotherapy is powerful, physically, mentally, and emotionally.  I would argue that as a treatment and as an experience, chemotherapy has the ability to heal and to destroy and that those forces are equal and in constant battle.  The pride and strength that comes from survivorship, however, seems to compensate for the terror and devastation of the journey.  
Afterward


The reality of this project became clear to me a few weeks after I stopped interviewing and observing at the treatment facility.  I sent the draft of this work to three patients who had asked to see the outcome of the study.  Of those three, only Ray responded with feedback.  Leon’s wife sent me an email saying that the doctors discovered a brain tumor and that he was currently in the hospital.  I received no response from Gary, who I found out later was so sick from his chemotherapy that he couldn’t get out of bed to his computer.  These responses, or lack of them, reinforced my understanding that while this was a fascinating and personally moving research project for me, the men who participated continued to suffer with the disease as I wrote.  Cancer is truly “a journey the rest of [us] cannot understand.”  In the end, I hope this study serves two purposes:  to serve as a catalyst for creating a treatment experience that encourages and maintains a positive identity for patients and to honor the brave people who are fighting the battle with cancer.  

Endnotes
( Names and locations have been changed to maintain confidentiality agreements with participating patients and doctors.


( Ray’s excerpts have, in some instances, been edited for punctuation and spelling for readability.  The original text came from a series of emails in which Ray repeatedly apologized for spelling and grammar errors. Spelling that reflects his accent (drinkin’) has been left to most accurately portray Ray’s voice.
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