


AS times goes on, you might meet people in the hospital
that You waht to talk to. These might be people like a
child life specCialist, a hurse, a physical therapist, or
even a volunteer. Maybe they are nice and spend time
with you, or they like some of the same games that you
do. You Cah ask them questions about what is
happening or tell them what You think and feel. 1 khew
1 was supposed to ask my doctor those things, but 1
asked my child life specCialist instead. She could explain
things in ways that I understood, and she liked taking
time to anhswer my questions.

Sometimes ] got to do fuh things with my child life
specialist. One day we made a painting and she said
the only rule was that we couldn’t talk about Cancer.
That was my favorite rule! e also did a thing where
we played doctor. She brought a pretend patient doll,
and ] got t0 play with all of the Stuff I never get to
touch - like needles! With the doll, it’s your turh to
give them medicCine, heedle stiCKs, Or even do surgery.
You canh make them just like you, Or you Cah just play
whatever you want. You get to be in Charge. It was
my favorite thing that ] got to do in the hospital.










That makes it hard for other people to
understand what Cancer is like for you.
They don’t uhderstand that stable Cah be
a good thing, and that there’s ho such ‘ <
thing as “normal” anymore. And, that ....—l 1
sometimes when you say you are oOkay, it y ‘
means you only threw up twice that day.  ri I
Having Cancer is @ whole other worl(d. :
Everything that happehs Can be a good The way you feel about things Canh Change when

hi d a bad thi h ‘ you have cancer too. Maybe you can’t do the
thing and a bad thing at the same time. o e Tou can'e 4o e

When 1 found out my counts were good, sports. Or maybe some days you feel like a (ot Of
that was a good thing. Tt was also a bad people Care about you, and other days you might
thing beCause then ] had to get Chemo. feel alone. Sometimes you might feel happy and
But getting chemo was a good thing have fun even though you have CancCer. QOther

times you might just feel sad and sCared. It’s okay
tO feel a |ot Of different things as long as you are
Still following the plan. PlaYing and not thinking
about Cancer Can help you with your feelings.

because it meant ] wWas Closer to fihishing
treatment.




Cancer is hard to unhderstand, and there are
lots Of feelings that are hard to talk about.
This makes it hard for people in the hospital
and in your family to talk to you about cancer. ]
didn’t even talk about my Cancer with my
grandparents! They might not know what to
$ayY, or they might hot Khow how to say it, or
they might hot want to say it at all. They might
think that talking about it will hurt your
feelings, or make you nervous or confused. So
sometimes they just don’t tell you anything or
they ask you toO |eave the room SO they Cah talk
alone. Qr they might say things that aren’t
helpful, like “it’s just hair.” Qr, they might say
“you’re not alone” or “don’t be nervous.” They
are trying to help, but sometimes it’s better hot
t0 §aY ahything. Some questions don’t have
answers and that is OKkay.

After treatment, your Cahcer might get better
and go away. Qr it might hot. Some Cancers are
harder to get rid Of than others. If your
treatment isn’t working, you Wwill get a hew plan.
Or you Cah go to ahother hospital. QOr You Canh
get a different doctor. NO ohe Khows why people
get Cancer, or why some people get better and
some don’t. That is ohe of those questions that
doesn’t have ah answer. But You Cah Still wonder
about it if You want. ] thought about it, but it
was hard to ask it out loud.




Cancer sounds like g |0t Of bad StUuff and it is.

There’s also some

bad

bad

bad
StUfFF,

which is when your parents shouldn’t tell you
everything because you might get confused
and that would be bad. Like if you had to
lose your |eg or something like that. The bad
bad bad bad stuff is harder to understand, SO
it is harder to talk gbout. But the bad bad
bad bad stuff doesn’t happen to everyone.
Sometimes there is good StUff too, like when
you get t0 g0 home anhd hot stay ih the
hospital.

SR ST

1 learhed a lot of things while 1 had Cancer. ]
learned what Cancer is ahd how it works, and how
a port-3-Catheter works. 1 also learned more about
how my whole body works. It’s been hard, but it’s
also been really fun, and it’s also been a good
experience. ] got to see the hospital and meet
everyone anhd ] liked that part. 1 met hice people.
And 1 think T am a little bit different person now.
You might feel that way someday too, if You have
hope. Hope is when you believe in yourself ahd
that You Cah do something.
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Chapter 6: Interpretations

Diana skips over to ask me a question about the camera. She tells me she has
taken her first photo and wants to view it, so | show her how to push the play button. She
says “thanks!” excitedly and playfully jaunts back over towards the play area, holding
the camera tightly in her hand and looking around.

“So what kind of surgery is she having?” I ask her mother.

“Well she’s slated for a full hysterectomy but I don’t know if it’s going to be able
to happen because of how her counts historically are after chemo.” She explains that
usually her counts drop immediately after a chemo course, which may cause a delay in
her surgery — which will complicate extended family members’ plans to visit on surgery
day.

“Does she know about the surgery?” I ask Mom, taking advantage of Diana’s
work on her photography guided activity.

“She knows all about it. Well, I mean at least the parts that she needs to know.
She knows what surgery is and that the parts that women need to carry a baby are being
removed. She’s so mature, because of all this. She’s 8, but sometimes it’s really like
she’s 18. So I can’t hide things from her, but I also have to be careful about how I tell
her.”

“What do you mean?”

“So we had a fertility clinic visit yesterday and I met with the doctor alone. She
stayed out in the waiting area and was playing on her iPod and stuff'so she didn’t mind.
She’s not that interested in this kind of stuff anyways. But the questions I had were about
the long term. Things that she might not really even be thinking about yet. Then, after I
talked to him, we talked last night about what he said. I told her what I could without
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talking about intercourse. 1 just said that in order to have a baby, both a man and a
woman have to contribute something. And that after she has this surgery, she won't be
able to contribute that part anymore. I really just don’t want her to talk about her uterus
and cervix at school where there are a bunch of kids who don’t need to know about it and
might be mean just because she’s different.” Her tone is very matter of fact, but also
very concerned especially when discussing her thoughts about how Diana might explain
her experiences to her classmates.

| silently nod, making space for more elaboration, and mom continues.

“She asks great questions though. She looked right at me and said, ‘will I ever be
able to have kids?’” Her eyes start to well up briefly at this point, and she glances
toward the play area. When she returns eye contact, her eyes are dry once again.

“And what did you say?” I ask, trying not to sound overly interested.

“I told her that she won't be able to carry a baby in her belly, but that of course
she can still have kids. There are lots of ways to have kids. | figure we will cross that
bridge a little bit more later on. But she’s so mature because of everything, you know?”
She looks to me for an answer, and I smile and nod, not sure if I am expressing
agreement, being supportive, or both at the same time.

As qualitative inquiry moves ever more into the domain of Lather’s (2013) Qual
4.0, or what some have called post-qualitative research (St. Pierre, 2011), it is more
difficult to justify the organizational techniques of conventional humanist qualitative
work and representations simply because they have made our work more intelligible to
those outside of our paradigms. More specifically, a “discussion” or “conclusions”

section of this project, which implies the idea that a finite set of truths or observations can
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be drawn from a research project, feels contradictory and out of place in this shifting
onto-episto-theoretical context. As concepts such as “data,” (McClure, 2013), “voice,”
(Mazzei, 2014), and “agency” (Barad, 2007) start to crumble under the weight of post-
qualitative critique, so too do the typical format and structuring of an academic thesis or
dissertation such as this.

Acknowledging these tensions and the limitations of the current dissertation
model, some accommodations had to be made in writing this study. Although I have
retained the standard dissertation organization of chapters, | have integrated some non-
traditional or experimental elements — such as creative analytic practice (Berbary, 2015),
introductory vignettes for each chapter drawn from my subjectivities and the experiences
of the participants, and for the current chapter, a refusal to resort to the labels of
“Discussion” or “Conclusions.” Instead, I present here my own interpretations of this
particular study and my experiences within it, while also trying to leave space for readers
to engage with the data as represented and the theories that they find meaningful and
transferable. Generalizability can remain within the hands of the medical field;
engagement, access, transferability, crystallization, and new possibilities are the effects |
hope for this work.

My Interpretations

The purpose of this study was to deconstruct the ways in which children with
cancer negotiated discourse to construct an understanding of their diagnosis and
treatment in the pediatric oncology hospital environment. Re-deploying case study
methodology through Foucault’s (1970) post-structuralism, and using Vygotsky’s (1978)

sociocultural theory of development as an education-specific theoretical lens, three main
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themes, or discourses, were identified in this study. First, “this isn’t how it’s supposed to
be” illuminated the ways in which the concept of “the plan” was used to help organize
staff, families, and children into a structure of assumed predictability in the face of an
uncertain entity: childhood cancer. Second, “no interventions required” highlighted the
normalizing judgments and surveillance techniques used to discipline the child’s illness,
body, and mind into the subject position of “cancer patient.” This rendered the child both
subject to and subject of, and both visible and invisible, at the same time. Finally, “the
good, the bad, and the bad bad bad bad,” shed light on the emotional grid of intelligibility
in the pediatric oncology hospital environment, responsible for regulating educational
and communication practices as a function of their always already emotional
components.

These three discursive lines were not mutually exclusive, but rather entangled
within and around one another. Discourse, as a concept for the ways in which language
functions in the world, is impossible to isolate because it is constantly moving, changing,
and fleeting along with the truths it portrays (Foucault, 1972). As these findings are
labeled as “discourses,” they have likely already changed into something different, or
perhaps buried their effects and weaknesses more deeply in taken-for-granted notions
about childhood cancer. Likewise, Vygotsky (1978) argued that “any psychological
process, whether the development of thought or voluntary behavior, is a process
undergoing changes right before one’s eyes” (p. 61). Therefore, it is important to
remember that the identification and description of these findings are not intended to be
read as generalizable, universal, or even stable entities; instead they are historically and

culturally embedded in (and incapable of being removed from) the time and place in
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which this study was conducted, and the subject positions of myself as researcher,
Patrick, Levi, and Diana as participants, and other players such as physicians, staff,
families, and each child’s medical record.

Finding Foucault

Much like Foucault’s (1973) The Birth of the Clinic, the physicians and medical
staff in this study, and at timed perhaps myself as a researcher, were seen to possess and
enact the clinical gaze. The gaze has “the power to bring to light a truth that it receives
only to the extent that it has brought it to light” (Foucault, 1973, p. xiii). As physicians
ordered diagnostic images, pathology results, or routine bloodwork, they exerted a power
that came through visibility; as the cancer was made visible, as it was diagnosed by the
physician, the truths of illness and the truths of the possibility of medicine emerged. The
clinical gaze could bring to light truths that families and patients could not; it was this
exact power to make visible that rendered the physician the holder of the gaze, the source
of information about the illness and its treatment in a sort of self-regulating cycle.

For example, the presumed and assumed power of the physician’s gaze was
evident in each participant’s experiences, from the ways in which Dr. Sheila chastised
Patrick’s parents’ request for a second opinion, to the surgeons who overlooked Levi in
his pre-operative assessment, and the physician who was bold and honest with Diana
about her diagnosis without consulting her parents first (which exacted tension with her
mother, initially). Each child negotiated conflicting notions of being both “visible and
invisible...in accordance with the principle that the patient both conceals and reveals the
specificity of his disease” (Foucault, 1973, p. 105). They thus responded with a mixture

of silence, avoidance, emotional expression (specifically in Levi’s case), and allusions to
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their thoughts and feelings to resist this medical need to reveal in favor of the control that
could be felt when one was concealed. The children and their families responded to this
power, this gaze, in different interactional ways — through culturally learned modes of
behavior and emotional expression shaped both by their experiences before
hospitalization, as well as the cultural prescriptions of the pediatric oncology hospital
environment. As Vygotsky (1978) would argue, this variability is evidence of the
cultural variability of development, specifically as children internalize and transform
every day interactions into modes of cultural engagement. The hospital environment,
too, was an entirely new culture in itself for each participant, which required an active
negotiation of their previous developmental experiences and needs with the positions and
possibilities availability within their new cultural world as a “cancer patient.”

This process of indoctrinating the child into the pediatric oncology hospital
environment and their new subject position as a “cancer patient” resembles Foucault’s
(1973) writings about discipline specifically with regards to the body. By making visible
and controlling the child’s illness and body, the physician could push away the threat of
death and enforce a semblance of control over it through discipline (Foucault, 1973).
Although this study was performed more than four decades after Foucault’s (1973) text,
many of the discursive concepts that he wrote about are still operant now. Remembering
that Foucault (1973) spoke of discourse as a network of “truths” that is “defined not by
the treasure of intentions that it might contain, revealing and concealing it at the same
time, but by the difference that articulates it upon the other real of positive statements,

which are contemporary to it or to which it is opposed in the linear series of time” (p.
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xvii), discourse in the hospital environment served to establish the pediatric cancer
patient as other, as different, as in need of the gaze and responsible to the plan.

To maintain Patrick, Levi, and Diana’s positions within “the plan,” their bodies,
movements, and interactions were carefully observed, documented within the medical
record, and disciplined through normalizing statements such as “appropriate” or “no
interventions required.” Foucault’s (1971) conceptualized discipline as a specific type of
power that “produces subjected and practiced bodies” (p. 138). In his work on the origins
and functions of prison systems, he highlighted the ways in which the organization of a
physical space can create an enclosure for observation, and that some linear or
chronological control or organization of activities can generate an optimal situation for
discipline (Foucault, 1971).

Discipline, Foucault (1971) argued, is achieved through three techniques:
hierarchical observation, normalizing judgement, and a combination of these two — the
examination. Hierarchical observation “coerces by means of observation” (Foucault,
1971, p. 170), whereas normalizing judgment “imposes homogeneity; but it also
individualizes by making it possible to measure gaps, to determine levels, to fix
specialities and to render differences useful by fitting them one to another” (p. 184). The
examination, then, “is a normalizing gaze...it establishes over individuals a visibility
through which one differentiates them and judges them” (p. 184). Individuals are
monitored and controlled through discipline, and discipline at the same time is
constituted by these techniques of observation, normalization, and evaluative comparison.

Although a prison and a pediatric cancer hospital have many differences, it is

striking that they also hold similarities. For instance, in this study the organization of the
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physical clinical spaces, the scheduling of appointments and assessments, and even the
involvement of support staff, at times, served to maximize surveillance and create a
matrix for disciplining the child into the concept of “cancer patient.” Each child quickly
learned that their place was on the exam table, that their role was to remain in waiting
rooms in between appointments, and that the expectation was to rate their pain, report on
their symptoms when asked, and manage their activities (and locations) based on a sheet
of paper demarcated with blood cell counts. In other words, the physical space was
enclosed, and the child’s activities were tightly organized and controlled within “the
plan.”

Patrick, Levi, and Diana were disciplined into maintaining this subject position of
“cancer patient” through hierarchical observation from physicians, machines, and
medical instruments that observed and made visible their illness and bodies. They were
subjected to and by normalizing judgments about childhood, illness, and death, which
were understood as incongruent with one another despite the children’s attempts to feel
“normal” and engage in normative activities with peers and family. They were then

99 ¢

evaluated along continuums such as “appropriate,” “progressing as expected,” and “no
interventions required.” Within the non-normative cultural context of pediatric cancer,
normative judgments and parameters were established to which the child was repeatedly
subjected as “the plan” organized their bodies, their treatment, their subject positions, and
their lives.

This physiological, cognitive, and social discourse also extended to the emotional

domain, as Patrick, Diana, and Levi described the connotations of language and

communications in the pediatric oncology hospital setting. News was good, bad, or the
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dreaded bad bad bad bad, each of which came with its own rules for delivery. Some
topics were difficult to discuss but easier to allude to, especially in the context of
relationships viewed as “trusting;” these relationships were typically with psychosocial
care providers, most frequently child life specialists or even some members of the nursing
staff.

Read through a Foucauldian (1982) lens, all relations are power relations, a type
of power which:

...operates on the field of possibilities in which the behavior of active subjects is

able to inscribe itself. It is a set of actions on possible actions; it incites, it

induces, it seduces, it makes easier or more difficult; it releases or contrives,

makes more probable or less; in the extreme, it constrains or forbids absolutely,

but it is always a way of acting upon one or more acting subjects by virtue of their

acting or being capable of action (p. 341).
In this study, relationships viewed as “trusting” seemed to be those that allowed the child
choices within educational activities, normative play opportunities, or their use of coping
skills. These were relationships that swung the balance of the child’s subject position
towards possibility, ease, release, and capability for action that gave them a feeling of
power and control within the pediatric oncology hospital environment. This could also
be seen in the children’s stated preferences for educational activities that are planned in
advance, that involved choices and play opportunities, and that give a sense of control
such as through medical play.

Even within the context of relationships viewed as trusting, thoughts and concerns
related to disease progression or the possibility of death were difficult for the children to
directly voice or address. This silence was also observed in parents and staff members

who avoided or vaguely alluded to the topic at times. However, each child found a way

to make their awareness of the possibility of death known: Patrick spoke about his scan
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results being “messed up,” and feeling guilty for the progression of his disease; Patrick
pretended that his doll was going to die during a medical play activity, and then modeled
his patient and treatment after his own diagnosis and treatment plan; and Diana sent her
own younger brother to ask her mother about the possibility of her death, and he was told
to “never bring it up again.” Parents did not want prognoses discussed in front of their
children, and physicians guarded themselves with a repertoire of back-up plans in the
case that a child’s treatment should be unsuccessful — a way to present an illusion of
control and progress in the face of uncertainty.

The denial of death and the discourse of its absence is understandable, as “it is
over life, throughout its unfolding, that power establishes its dominion; death is power’s
limit, the moment that escapes it” (Foucault, 1978, p. 138). Death is the absence of
power, the point at which the structures of discourse that make possible knowledge,
truths, and the exercise of power fall apart. It is unintelligible within human life, and
especially so within a pediatric oncology hospital environment that is grounded on the
assumption that cancer can one day be eradicated through the careful pursuit of scientific
inquiry. Humanism’s meta-narrative of progress also applies to medical technology in
this sense. Therefore, the gaze of the physician becomes ever more important as “a
relative control over life” (Foucault, 1978, p. 142) can avert “the imminent risks of
death” (p. 142), and to circle back to the importance of discipline, “a power whose task is
to take charge of life needs continuous regulatory and corrective mechanisms” (p. 144).
Piecing Together Vygotsky

Vygotsky’s (1978) sociocultural theory of development was a useful educational

lens for interpreting the developmental and educational processes that children
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experienced and participated in as members of the pediatric oncology hospital
environment and culture. Vygotsky (1978) understood development as a product of
cultural interactions between individuals and environments; as children participate in
their cultural environment, which in this case was Getwell Children’s Hospital, they
construct the knowledge and skills that are valued in that context.

In this particular study, knowledge construction was evident in the ways in which
these three participants made sense of their cancer, expressed their feelings, and
disciplined their bodies, behaviors, and learning processes in line with medical discourse
about the primacy of plans and the necessity of submission and cooperation with it. For
example, Patrick, Levi, and Diana explained their cancer and treatment using the terms
that had been provided by other staff members; these included things like “a spot that’s
not supposed to be there” and “chemo helps get rid of tumors.” They also learned the
rules of clinic interactions, such as who is supposed to sit on each side of the room, when
the “appropriate time” is to ask questions, and what questions should not be asked out
loud (such as those about the potential for death). First hand interactions in the hospital
environment helped children to identify and navigate these culturally pre-scripted sets of
rules even when they were previously unfamiliar with hospitalization, let alone cancer.

To make sense of their new environment, each child sought out more
knowledgeable peers in the hospital environment — whether staff members such as child
life specialists, or other children with cancer who were further into their treatment
experience. As they internalized these cultural models for actions and interactions in the
hospital environment, the children created ways to enact resistance, through selective

silence, play opportunities, and seeking information from trusted non-medical staff
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members. In this sense, their experiences highlighted Vygotsky’s (1978) suggestion that
“the path from object to child and from child to object passes through another person” (p.
30), as well as Foucault’s (1982) descriptions of the subject as always already constituted
by discourse. Both theorists point to the lack of transparency of language, and the role of
social relationships and institutions in the creation and propagation of knowledge and
truth.

Patrick, Levi, and Diana transformed their knowledge into purposeful (and
sometimes unconscious) ways of interacting both within and against their cultural
environment. They not only learned the valued ways of participating in hospital culture,
but also resistive ways of declining to participate in the subject position of “cancer
patient.” One particular means of resistance that the children was used was play.

In the hypothetical and open-ended play scenarios used during the guided activity
sessions, each child took the opportunity to explore a sense of control and freedom within
the session. At times, they chose to disregard the prompt entirely and play out scenarios
that I could have never anticipated as a researcher. However, it is important to note that
“the imaginary situation of any form of play already contains rules of behavior, although
it may not be a game with formulated rules laid down in advance” (Vygotsky, 1978, p.
1974), another connection to the inescapability of discourse. He elaborated, pointing out
that “in one sense the child at play is free to determine his own actions. But in another
sense this is an illusory freedom, for his own actions are in fact subordinated to the
meaning of things, and he acts accordingly” (p. 103). Although play was a site of
resistance, each child played out situations and ideas that had been imposed upon

themselves as “cancer patient;” yet in the context of play, the child was able to
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experience the sense of control that came with yielding typically forbidden equipment
and performing the procedures and tests to which they themselves had been so frequently
subjected. Play, therefore, was powerful within power relations as a mode of resistance,
a method of coping, and a site of learning.

Learning was also interactional and transactional for Patrick, Levi, and Diana.
Both medical and psychosocial staff members acted as scaffolds for children and their
parents as they learned to master the many responsibilities of the hospital environment,
including those that were less tangible like communication practices and techniques for
emotional expression or lack thereof. These findings mirror what previous studies have
found about how children with cancer and their parents must negotiate the sociocultural
facets of the hospital environment to communicate (or avoid communicating) about
diagnosis, treatment, and prognosis (Clarke et al., 2005; McNeil, 2007; Schuster, 1997).
This also aligns closely with Vygotsky’s (1978) emphasis on learning through
engagement with sociocultural partners in actual settings — like physicians, other children
with cancer and their families, educational and play materials, or even online parent
resource groups.

More specifically in the cognitive domain, the participants in this study
understood their tumors as physical entities that were abnormal, uncontrollable, and
unpredictable. These were the words, concepts, and connotations provided by the
pediatric oncology hospital environment and the discourse operating with in. They asked
questions that were both concrete and abstract, such as “what color is [the tumor]?” “will
radiation make my skin melt off?”” and “why do I have to do all of this?”” Furthermore,

they balanced cognitive development through observation and through direct
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participation, depending on the type of information at hand (good, bad, and bad bad bad
bad as described by Diana). Their reasoning abilities were difficult to categorize as they
were momentary, fleeting, and more a factor of context than of content — reinforcing
Vygotsky’s (1978) perspective on thinking or cognition as the composition of an
individual’s previous experiences in light of a current problem, structured in accordance
with their mastery in the usage of the appropriate tools for that culture — with language
being the most prominent, and most dangerous, tool available to them.

Patrick had the most cognitively complex understanding of his tumor, treatment,
and future treatment options should his cancer progress. His parents also discussed his
disease around him openly with the exception of his prognosis. Levi shared very little
about his tumor and treatment when asked, but demonstrated a concrete understanding of
medical devices, chemotherapy, and surgery through play. His interest level in these
subjects were at times self-limited, as he once answered an interview question with,
“Why do I even need to know what a tumor’s made out of?”” Diana, on yet another hand,
could repeat exactly what her mother, doctor, and child life specialist told her about her
diagnosis and treatment; typically this was in more ambiguous terms likely due her
tumor’s location and her mother’s protective and censored communication style. As
parents or caregivers are arguably the child’s first and most salient cultural community,
Vygotsky’s (1978) theory can be helpful in interpreting how these parental
communication styles related to their child’s techniques of engagement and resistance as
they learned about their diagnosis and treatment in the pediatric oncology hospital

environment at Getwell Children’s.
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Contrary to the categories of information giving roles and models for parents
described by Young and colleagues (2003) and Clarke and colleagues (2005), the parents
in this study traversed across and throughout these theoretical bounds in various
situations and settings in the hospital environment — depending on the perceived
emotional impact of the information to be shared. Therefore, the children’s developing
understanding of their diagnosis and treatment similarly fluctuated in response to these
parental cues and the regulation of language and tones by the medical staff and their
clinical gaze. Therefore, it is difficult to categorize the child’s level of understanding into
Bibace & Walsh’s (1980) model, or Brewster’s (1982) framework. However, Brewster’s
(1982) observation that “factors unrelated to cognition may have a greater bearing on
[children’s] responses to treatment” (p. 355) does appear to align with the findings of this
study, as it is the child’s negotiation of discourse through not only thoughts, but also
emotions, that seems to shape their understanding of and coping with hospitalization and
treatment. Emotions, too, are culturally learned and internalized components of
communication and community participation, again pointing to the relevance of
Vygotsky’s (1978) sociocultural theory of development in this setting.

In terms of social-emotional development, there are many things that came out of
this study to help contextualize this phenomenon. First, Patrick, Levi, and Diana used
and expressed their emotions in different ways depending on the situation and his or her
intent. For instance, Patrick primarily favored cognition over emotional expression,
though he at times carefully alluded to emotional concepts such as progression of
treatment and thoughts about death. Levi, on the other hand, frequently demonstrated

emotion to the point that he earned the label of “anxious” because these outbursts
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frequently complicated his care and violated attempts to discipline his mind and body
into a state of compliance with the medical gaze. His emotions were his resistance. On
the contrary, Diana relegated her emotions to private interactions with her mother who,
“isn’t like other moms.” She enjoyed a close relationship with her mother and a constant
pining for normalcy that led her to relegate her emotions to trusted family members and
individuals in planned meetings or activities.

The developmental literature has suggested that “children who discussed their
disease openly demonstrated better overall adjustment than children who did not have
such an open discussion” (Dongen-Melman & Sanders-Woudstra, 1986). However, this
does not take into account the ways in which children may use their emotions, or their
silence, to enact resistance against the constraints of hospital discourse as they are both
subject to and subject of these discursive regimes. Emotional expression may not mean
that the child doesn’t understand; in fact, it may mean quite the opposite, where the child
is more in tune with hospital discourse than even providers or their parents. It was also
Vygotsky (1978) who argued that what children can interpret from others and accomplish
with their assistance is a greater testament to their capabilities than what can be assessed
with individual examinations or evaluations of content knowledge or performance.

In this study, there was always a feeling of holding back, and moments of “true”
open communication were difficult to identify and seldom experienced. What seemed to
be a better marker of emotion regulation, and therefore social-emotional development, in
this pediatric oncology hospital environment was the availability of resources and
relationships for expressing emotions in “appropriate” ways, as defined within hospital

discourse and determined by the child’s previous sociocultural experiences. These
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included art activities, medical play, socializing with peers, private emotional expression
with parents or family members, and working with psychosocial professionals such as
child life specialists, psychologists, or social workers for parents. In addition, the
participants demonstrated understanding that all information transmissions in the hospital
environment also had an emotional component — the good, the bad, and the bad bad bad
bad — and each type of information came with its own implicit rules about who could
share, how it could be shared, and when and where to do so.

Within the cultural and discursive bounds of the pediatric oncology hospital
environment, these three participants had many recommendations and preferences for
education about their diagnosis and treatment. First, they preferred methods that allowed
a sense of choice, control, and resistance in an environment where these opportunities
were often limited by the discourse of the clinical gaze. These were also chances to
construct their understandings in ways that were meaningful for them, in light of both
their current and previous cultural experiences. Whether medical play, art activities
where the only rule was “no talking about cancer,” taming an electronic shark on a tablet
application, or even in the context of the guided activities included in this study, each
allowed the child a sense of personal agency — although always already constrained by
discourse - which frequently resulted in active information seeking by asking questions or
playing out scenarios with the researcher or child life specialist. Although this
phenomenon is typically noted in studies that address children’s coping with illness,
treatment, and hospitalization (Bjork, Nordstrom, & Hallstrom, 2007; Moore & Russ,

2006; Nabors et al., 2013), the findings from this study show that this is also an important
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aspect of helping the child to learn more about their diagnosis and “the plan” in a more
comfortable and familiar manner.

Additionally, participants in this study appreciated a sense of planning and
predictability to educational experiences. As Levi poignantly pointed out, “I want time to
be able to think about things.” Whether providing education and preparation for an
upcoming procedure or the overall scope of hospitalization and treatment, participants
appreciated being able to anticipate these encounters and prepare their thoughts and
emotions accordingly. This closely aligns with what many medical and psychosocial
researchers have found about the perceived educational and coping benefits of
preparation interventions specifically with children in the hospital setting (Jaaniste,
Hayes, & von Baeyer, 2007; Li & Lopez, 2007; Perry, Hooper, & Massiongale, 2012).
Visuals such as diagrams, scan films, and written laboratory reports or “counts” and even
photographs of their procedure or surgeries were also described as helpful by the
participants in this study, especially when paired with planned educational opportunities
incorporating other materials and methods.

Implications

The findings of this study have several implications for child development,
educational psychology, and qualitative methodology as well as for current practices and
future research on the learning experiences of children with cancer. Developmentally,
childhood cancer is an experience that accelerates development in cognitive and social-
emotional domains, even when the physical domain may be impeded or constrained by
the disease process or the treatment modalities used. Therefore, like Vygotsky (1978)

would suggest, it is important to provide a diverse array of opportunities that promote
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ongoing engagement and development of cognitive and social-emotional skills
throughout the child’s treatment experience, to help prevent long term developmental
difficulties sometimes associated with cancer treatment and extended hospitalization
(Wakefield et al., 2010). These interventions can include individualized play
opportunities, educational activities, play groups and peer support groups, or even coping
skills instruction.

Furthermore, it is important to include the rest of the child’s family, their primary
cultural mechanism of development, in these developmental experiences, and provide
education and support for parents and siblings to promote continued familial
development that will turn cultivate the child’s ongoing learning and growth. Also, more
education and preparation is needed for medical professionals about children’s
developmental experiences of and reactions to cancer treatment and hospitalization —
especially education that spans the entirety of the child’s experience from diagnosis to
“no evidence of disease” or death. This will help staff to better anticipate and address the
developmental needs of children with cancer as they navigate the discursively complex
pediatric oncology hospital environment.

In terms of education, this study highlighted that education can happen formally
and informally, whether through scheduled educational sessions and meetings, or
engaging with posted reading materials on the walls of the play area or clinic room.
Children with cancer construct their understandings from a multitude of sources, which
they may not directly name or recognize as conducive to their learning. In addition,
education is not only constant, it is simultaneously cognitive and affective at the same

time as children receive good, bad, and “bad bad bad bad” information. Therefore, it is
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important that professionals are mindful of the emotional tones of information delivery,
and the ways in which children may both think and feel about their illness and treatment.
Psychosocial care providers who are knowledgeable about children’s development in
medical settings, such as child life specialists, should be involved early and often to help
children manage their developing understandings while also exercising coping skills to
deal with the emotions that these understandings may evoke.

Psychosocial and medical staff alike should also use a variety of teaching tools
and techniques based on the child’s verbalized, or covert, learning styles and preferences.
In particular, children in the school age years such as the participants in this study,
reported and demonstrated preference for medical play and visual observation of their
diagnosis and treatment such as through viewing their scans with the physician, looking
at their blood samples under a microscope, or seeing photos of their tumors once they
were removed. These activities also gave the child access to a more experienced and
knowledgeable resource within the hospital culture that they could use at their
educational discretion and social-emotional comfort level. When paired with child-led
explanations, and trusting relationships, these appeared to be beneficial activities rather
than presumably “frightening” encounters. Overall, when education can make the child’s
iliness visible on their terms, it can mirror the demand for visibility in the hospital
environment in cognitively and emotionally conducive ways.

There were also several methodological implications and questions that came to
light while completing this study. First and foremost, rethinking and re-deploying case
study research with Foucault’s (1970) post-structuralism provided a feasible and useful

scaffolding for deconstructing the experiences of children with cancer, particularly in a
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medical setting. Foucault’s (1980) ruminations on medical practice both aligned and
contended with case study as a traditionally medical methodology in productive ways.
These tensions generated thoughts about the role of the clinical gaze not only in clinical
practice, but also within research conducted in medical settings.

Theoretically, tensions were present as well. Foucault (1980) and Vygotsky
(1978) were grounded in the assumption that culture drives language, thought, and being,
however Foucault (1980) took a much more critical stance on the danger of this system.
Vygotsky (1978) on the other hand, spoke more to the effects of culture on individual
development through the interpretation, internalization, and interaction of cultural signs
and signifiers. Vygotsky (1978) was more concerned with the individual level of
development as a function of cultural systems, whereas Foucault (1980) began from
cultural and historical contingencies as a way to pinpoint instances of power/resistance
relationships between individuals, communities, and larger political systems.

In addition, Vygotsky (1978) assigned a sense of agency to individuals within
cultural communities as they interacted with and transformed their communities — a
stance which can feel more hopeful sometimes than Foucault’s (1980) descriptions of the
far reaching, self-reinforcing, and durable qualities of discourse as it determines power
relations. At times | felt myself caught between describing the individual instances and
engagements of participants in this study with the need to describe power relations as
they functioned through the child’s experiences in the pediatric oncology environment.
In observing and acknowledging the lack of agency and power that my participants had in
this context as cancer patients, it was difficult to feel as if | was also suppressing their

voices and experiences in my representations of their realities. | felt drawn to sharing
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their stories and examples, but also felt a need to represent the data in a way that depicted
the web of discourse in which they found themselves as cancer patients. Therefore, | saw
no other way than to provide two representations of the data: a more traditional thematic
description that used my observations of their experiences as well as their own words to
tell their stories (and help to assuage my concerns about essentializing this vulnerable
group) and also a creative analytic representation through a children’s book that could
employ a more direct composite subject to crystallize the complexities of childhood
cancer discourse.

In addition to the tensions | felt with regards to theory, methodology, and power-
relations with regards to participants’ experiences, I identified several other tensions as I
carried out data collection and analysis. For instance, when re-reading field notes and
personal journals, | was struck by the ways in which | had reinforced the very discourses
that had been identified through the children’s experiences, though I had not been
cognizant of this when designing the study. For example, for the first discursive theme,
“It’s not supposed to be this way,” I found myself thinking about the ways in which my
research methods demanded a visualization of the child’s disease through observable
methods — like the three guided activities of medical play, the photo scavenger hunt, and
the open-ended art activity. Like others have found, these child-centered and arts-based
methods allowed children to express their thoughts and concerns about their experiences
in familiar and comfortable ways (Gibson et al., 2010). At the same time, | wondered
how I may have concurrently validated the idea that cancer, and the child’s experiences

of it, could only be meaningful or intelligible if made visible.
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In addition, although I tried to remain as open and responsive as possible to the
child, without communicating any type of hidden subtexts or ulterior agendas, |
recognized that within Foucault’s (1970) post-structuralism this is impossible. | was
always already constituted within the discourse of the hospital environment, both as
insider-clinician and as outsider-researcher (Ledger, 2010). This fit along with the
second discursive theme of “No interventions required,” where I noticed that when
engaging in interview sessions with children I often found myself disciplining their
responses with the language that I chose, and the ways in which | asked participants to
describe (and therefore bring to light) experiences that are always already formulated
within the confines of discourse.

Next, when it came to “The good, the bad, and the bad bad bad bad,” I thought
about my role in building relationships with my participants during a cognitively and
emotionally complex time. What | did not expect from this study was to develop
relationships of such significance to the participants. As data collection concluded, each
participant (and their family members) thanked me for my involvement in their cancer
experience as | thanked them for their participation. Patrick told me that being part of
this study gave him “something else to look forward to,” and with a hug that he initiated,
whispered, “Thanks for hanging out with me.” His father echoed his sentiment, telling
me that they “appreciated everything” that | had done for them, when really it was | who
had benefitted from their participation. Also at the end of the study, Levi shared
concerns about not seeing me as frequently in the hospital anymore, and Diana reported
plans to look for me when she returned to the hospital for follow up appointments four

months later. These interactions felt quite uncomfortable, as | believed that study
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participation had likely inconvenienced the children and families at times, and may have
felt obtrusive for them at some points. Therefore, more research is needed to understand
how qualitative researchers can carefully and mindfully navigate relationships with
participants while conducting research in the pediatric oncology hospital environment.

Apart from the findings of this study, the main methodological challenge was
balancing my full time clinical workload with the time that was needed for data
collection, personal journaling, expanding field notes, renewing IRB approvals, and the
many other day-to-day tasks necessary to keep the study moving. Furthermore, the
hospital environment is an unpredictable entity and plans change frequently; this required
a level of flexibility as both a clinician and a researcher that at times, challenged my own
coping skills. This flexibility was also confusing for the other medical and psychosocial
staff with whom | worked as a child life specialist and as a researcher/observer;
miscommunications occurred between myself and the participants’ other providers even
with diligent attention to detail and transparency. Like Ledger (2010), suggested,
qualitative researchers in medical settings should “plan to remain flexible, to experiment
with different aspects of themselves, and to make situation-specific decisions” (p. 303).

Final Thoughts

As generalized or universal truth claims are inconceivable within post-structurally
grounded inquiry, it is difficult to render a set of conclusions from this study as would be
expected in more objectivist or “traditional” research. Interactions between, across, and
around participants, family members, medical and psychosocial staff members, the
physical and cognitive/social/emotional dimensions of the hospital environment, and

myself as researcher together worked to generate more questions than answers and more
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problems than solutions. However, perhaps this casting away of the taken-for-granted,
this re-envisioning of research process, and deconstruction of this culturally, historically,
dynamically, and discursive phenomenon — as unbounded and ambiguous as it seems —
can make space for thinking differently about childhood cancer. Perhaps this process can
disrupt discourse enough to allow more possibilities for what the subject position of
“child with cancer” can look like, can function as, and can become.

In the meantime, there are many questions that remain, and many avenues left for
further inquiry and theorizing. Clinically, it is important to identify techniques and
evaluate educational techniques that are clearly anticipated, comfortably engaging, and
serve to make the child’s illness visible for them in the ways that they prefer. However,
identifying one type of intervention is not enough; since children with cancer are already
disciplined into the subject position of “cancer patient,” it is essential that choices are
available when they are learning about their diagnosis and treatment to avoid further
effects of the power of hospitalization. These children should be involved in each and
every informational juncture in tandem with parents and practitioners, and then given
space to make choices about their preferences. More research, then, will also be needed
to explore the effects or implications of this model on the child’s understandings, coping,
and development.

Along different lines, one of the most complicated, and most pressing, questions
to explore is whom the pediatric oncology environment is meant to serve. Is the hospital
truly meant for children, or is it meant for parents, for physicians, or for society to feel
more comfortable with and prepared for the possibility of serious childhood illness?

Related is the question of why childhood cancer in particular has come to occupy this
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position in the current discursive matrix of both medicine and society, especially when
there are many other illnesses with even more dire of prognoses, equally long term and
aggressive treatment modalities, and the same capacity for social and familial
devastation. However, these ailments operate outside of the discursive limelight, maybe
to a point of near silence.

On a more philosophical note, especially within education, the results of this
study produce many questions about the nature of education in the hospital environment.
Is education the transmission of information from one entity to another, as seemed to be
the understanding of the medical staff in this study? Or is education more like the
descriptions of the participants, who reported that education was inextricably related to
trusting relationships? Can education be planned in advance and can patients be prepared
for it, as Patrick, Levi, and Diana suggested? In an environment where education is
constant on many levels (residents and fellows learning from physicians, nursing students
on each floor, interns and students in other staff disciplines, parents learning from staff,
children learning from parents and staff, parents and staff learning from children, etc.)
epistemological questions cannot be ignored or displaced. Therefore, when multiple
epistemological stances exist within the hospital environment, at various developmental
levels, and within an ontologically relevant experience positioned between life and death,
what is the function, location, distribution, and implication of knowledge, and of
education as the engagement of knowledge?

Unfortunately, these questions are not easy to address, nor can they be answered
definitely from a post-structurally grounded understanding of epistemology. Yet, such

questions have the power to produce different possibilities, or impose different limits, on

252



discursive understandings of the pediatric hospital setting as an educational environment.
If researchers who pursue this line of inquiry incorporate a variety of textual, visual,
observational, play-based, and open-ended methods, more diverse, complex, and dynamic
perspectives can crystallize decades of discourse on childhood cancer to the point that it
may fracture, and something new can be formed and seen.

To close, childhood cancer is not only a medical diagnosis, but also a cultural
phenomenon, a discursively contrived concept, and both an over- and understudied
experience depending on the approach taken and the theoretical perspectives employed.
This study deconstructed the ways in which children with cancer were produced within
the hospital environment as they navigated operant discourses to learn about their
diagnosis and treatment. Although this study gave valuable insight into these facets of
the child’s experience, more research is needed to identify best practices for supporting
and educating children with cancer as they learn about and adjust to their new diagnosis.
More work is also needed to better understand the roles that various staff members can
play in this process, and the ways that they may enact power or resistance in the context
of relationships with pediatric cancer patients. By continuing this post-structurally
informed line of inquiry, space can be made for a new discourse on childhood cancer, as:

What counts in the things said by men is not so much what they may have thought

or the extent to which these things represent their thoughts, as that which

systematizes them from the outset, thus making them thereafter endlessly
accessible to new discourses and open to the task of transforming them

(Foucault, 1973, p. xix).

Maybe children with cancer, as discursively produced subjects, can someday become

active agents of resistance, and perhaps executors of power over their bodies, thoughts,

feelings, and relationships in the pediatric oncology hospital environment.
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