PROJECT MUSE’

A Dialogue on Possibilities for Embodied Methodologies in
the Rhetoric of Health & Medicine

Cathryn Molloy, Cristy Beemer, Jeffrey Bennett, Ann Green, Jenell Johnson,
Molly Kessler, Maria Novotny, Bryna Siegel-Finer

Rhetoric of Health & Medicine, Volume 1, Numbers 3-4, Summer/Fall 2018,
pp- 349-371 (Article)

Published by University Press of Florida

= For additional information about this article
https://muse.jhu.edu/article/711573

Access provided at 14 Oct 2019 17:37 GMT from University of Alabama @ Tuscaloosa


https://muse.jhu.edu/article/711573

Rbetoric of Health & Medicine
Val. 1, Nos. 3-4, pp. 349-371
doi: 10.5744/rhm.2018.1017

A Dialogue on Possibilities for
Embodied Methodologies in the
Rhetoric of Health & Medicine

Cathryn Molloy (dialogue coordinator),
Cristy Beemer, Jeffrey Bennett,

Ann Green, Jenell Johnson, Molly Kessler,
Maria Novotny, and Bryna Siegel-Finer

Drawing on our experiences with qualitative research involving health and med-
ical topics to which we have a personal connection, this dialogue asks scholars in
RHM to consider key methodological issues in embodied research by exploring:
the choice to take up inquiries with which we have personal connections; the
ethics of representation within these projects; and determining if, how, when,
and to what degree we should reveal these connections in the research write-ups
themselves. Our conversation is characterized by a “heuristic orientation’™—
defined as intuitive, creative, and generative. We conclude by offering a heuristic

tool for researchers to use as they make crucial decisions in embodied research in
RHM.
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Embodied Methodologies in the Rhetoric of Health & Medicine

Introduction

Performance studies scholar Ben Spatz (2017) explained that “no proposal
for embodied research in the social sciences, humanities, or performing arts
takes seriously the idea that areas and disciplines of embodied practice might
constitute substantive epistemic fields in their own right” (p. 1). Thus, Spatz
highlighted the need for individual fields of study to explicitly take up
questions of embodied research methodologies within their own purviews.
'The primary question that drives discussions on embodied research meth-
ods, argued Spatz, is, “What can bodies do?” (p. 5). While rhetoric of health
and medicine (RHM) researchers engage with this question obliquely and
to varying degrees, there is a need for more explicit scholarship addressing
embodied research methodologies in the field.

That is, while many scholars do reveal their personal connections to
their RHM scholarship and, therefore, add important insight into the auto-
biographical dimensions of their work, few present a clear methodological
stance. Some writers do gesture to methodological engagement or even
enactment of embodied scholarship, but these moves are somewhat distinct
from explicit and candid discussions of behind-the-scenes methodological
decision-making (Beemer, 2016; Besler, 2015; Green, 2018; Hausman, 2003;
Hensley-Owens, 2015; Johnson & Quinlan, 2017). Thus, RHM scholars
would do well to take an explicit methodological stance on researchers’ per-
sonal exigencies and how they ought to be embedded (or not) into the
research process and write-ups that follow. Following Lisa Melongon (2018),
this focus on bodies—physical bodies—is precisely how we operationalize
embodied research as we put forth a preliminary heuristic framework for a
methodological stance on embodied research explicitly for RHM. We do
so by first offering a dialogue on the topic—one that helped us to clarify
what we might contribute to this important methodological area with and
tor RHM researchers. Importantly, this dialogue is meant as a starting
point. Expanding methodological inroads for personal health and medical
topics in RHM is, thus, still necessary—particularly as these explicit state-
ments on methodologies might enhance rigor.

Our Goals for RHM

In the inaugural Winter/Spring 2018 issue of this journal, Laura Gonzales
and Rachel Bloom-Pojar (2018) use their dialogue with medical interpreters
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to deliver several important implications, including the call to incorporate
“participants’ histories, stories, and lived experiences as essential to the suc-
cess of RHM research” (p. 209), suggesting that the genre of the Rhetoric
of Health & Medicine (RHM) dialogue offers space for collaborations that
give way to important insight for the future of RHM scholarship.

Our dialogue begins with the question: What might an embodied
methodology for RHM look like? As we mention above, we operationalize
embodied research as research that leads with physical bodies, their exi-
gencies and vulnerabilities. Embodied research calls attention to shifting
identities that are born of everyday bodily realties—of the researcher and
of the participants. Rather than offer a definitive response, we offer a conver-
sation and a heuristic to prompt further efforts of making the researchers’
own dispositions toward embodied research in RHM more explicit. An
important part of this discussion, naturally, is helping researchers to deter-
mine whether it is advantageous for their research agendas to take up
personal topics to begin with. Choosing to research a health and medical
phenomenon with which one has a personal connection can lead to vulner-
ability and fatigue. Perhaps even more problematically, personal research
topics can lead to a lack of objectivity as the writer can be too close to what
she or he is examining. Indeed, some conditions are stigmatizing, some leave
writers in precarious positions, most require humility, and nearly all dredge
up a groundswell of emotion—a reality that is very clear in our own work
(Johnson, 2018; Molloy, 2015). At the same time, writing and research that
grow out of personal connections can stimulate interest and positive affect.
Firsthand experience with a health and medical reality can lead to an inti-
mate understanding of the identities, feelings, and experiences of others; it
offers an insider’s view.

Drawing on our experiences researching and writing from places of ill-
ness, caregiving, and the diagnostic and treatment processes, this dialogue
shares fragments from an asynchronous conversation (conducted on a shared
file stored in a private Google document) on this important methodologi-
cal topic, including textually reproducing some productive tension in our
conversations. These topics include:

* the choice to take up inquiries with which we have personal

connections;
* the ethics of representation; and
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* determining whether authors ought to reveal their personal relation-
ships to the topics of their work and the degree and timing of such
personal disclosures in their research write-ups.

All three of these categories, of course, are unified in a deep commit-
ment to metacognition and to rhetorical appropriateness where researching
personal health and medical topics are concerned. Moreover, issues of self-
care pervade all three areas of conversation mapped in this dialogue.

Our conversation takes on a “heuristic orientation,” which we define as
intuitive, creative, and generative, and we offer a possible heuristic, question-
posing tool for researchers to utilize as they attempt to make crucial deci-
sions in research designs that take embodiment as a given. We also present
possibilities for continuing conversations on this topic and for engaging
meaningfully with its various themes—especially those that might exceed
what we manage to cover in this short dialogue piece. Knowing full well
that we are only a small cohort among many RHM scholars who take up
personal health and medical topics in research and reference their method-
ological decision-making in some ways in their writing, we hope the ideas
we present here are revisited, challenged, and meaningfully expanded as the
field continues.

A Conversation among RHM Scholars Studying
Topics of Personal Connection

This dialogue brings together eight scholars from various stages in their
careers—some of whom knew each other prior to the conversation, and
some of whom met for the purposes of this dialogue. We used our experi-
ences with living through and researching cancer, type 1 diabetes, fibroids,
anxiety/depression, inflammatory bowel disease/Crohn’s, infertility, psycho-
genic symptoms/mental illnesses, and BRCA+ (positive breast cancer
gene), to compose short, individual pieces of writing that we shared with
each other in a Google drive folder. After we’d considered the thematic
overlaps in our individual writings on embodied research, we used a single
google drive document to write back-and-forth to each other on those spe-
cific issues. This dialogue, then, is arranged around those issues: 1) the choice
to take up inquires with which we have a personal connection; 2) the ethics
of representation within these projects; and 3) the decision-making processes
for if, how and when we reveal these personal connections in the research
write-ups that follow them.
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ON THE CHoice 1o Take Up INQuIRIES WITH WHICH
WE Have A PeErsoNAL CONNECTION

We've not always come willingly into researching personal issues and top-
ics. Yet these personal matters dominate our lives in such a way as to make
researching them feel variously natural and inevitable, albeit at times
uncomfortably complex. Concealing the personal does not always fully erase
it from our work, either. Rayna Rapp (1999) illustrated these complications
well when she described “an escalating whirlwind of data that flows through
[her] daily life, and the daily lives of [her] friends and family members”
(p- 14). Rapp, thus, highlighted the complex nature of fieldwork and perme-
able boundaries that separate everyday life from research and writing. Rapp
addressed the inevitability of everyday life infiltrating the research scene and
vice versa. Jackie Stacey (1997), in Tératologies, though, explicitly attempted
to “overcome some of the usual boundaries between academic and other
forms of writing which have conventionally separated the personal from the
intellectual” (p. 24). That is, Stacey actively resisted the illusion that personal
and academic life are definitively separable. In these statements and their
larger works, these authors usefully critique boundaries between the schol-
arly and personal that impact their research and experience.

Perhaps our positions on this topic are characterized by true ambivalence
in the sense that we are drawn to and repelled by the idea of researching such
personal things in equal measures. Thinking rhetorically, we feel certain that
narratives and personal connections are compelling forms of evidence, yet we
experience some of the narrative ambivalence Susan Sontag (1989) described
in considering whether to include personal stories in her work: “I didn’t think
it would be useful—and I wanted to be useful—to tell yet one more story in
the first person of how someone learned that she had cancer, wept, struggled,
was comforted, suffered, took courage . . . though mine was also that story.
A narrative, it seemed to me, would be less useful than an idea” (p. 101).

Indeed, personal narratives—engaging, interesting, necessary, even
vital—are not always the most advantageous rhetorical choices among many.
Still, we are swept up into these topics that dominate our own day-to-day
lives; there is truth in these stories, and considering these personal-relational
issues through rhetorical lenses feels somewhat inescapable. For many of us,
embodied research is a natural fit for the other forms of health advocacy
in which we are moved to participate. Rhetorical engagement with health and
medical realities creates a vantage point through which new and potentially
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liberating knowledge is possible. In our conversation, we described our
exigencies and decision-making about whether to research what we and our
loved ones experience. (Cathryn)

Cristy: I started writing about breast cancer because I had no
choice. I think many of us are swept into writing about these
topics because we find ourselves or our loved ones dealing with
a health issue, and the need to share what we learn is the exi-
gence that drives our work. There is a strong desire to under-
stand, to repair the divide between perception and experience.
To somehow return to one’s body through an understanding of
the illness, and no doctor’s explanation, no medical journal arti-
cle chock full of jargon and statistical data, could help me
understand what was happening to my body, to me.

Bryna: Isn’t that how we all end up in RHM? I know it’s a faulty
assumption, but I do assume that anyone writing about health
and medicine does it because they are experiencing it in some
way. But I love how you describe that connection between per-
ception and experience, Cristy—although I think that might be
the opposite reason that I started researching BRCA+ rhetoric.
I needed to somehow disconnect what I was experiencing from
my own body. Turning it into scholarship, making it an aca-
demic enterprise—it helped me to do that a bit.

Cathryn: [ similarly use research to separate myself from the emo-
tional freight of seeing the unending suffering that these diag-
noses brought to the lives of the people I love most because it
otherwise became all-consuming. Symbolically recasting that
energy into my research seemed like a somewhat healthier way
of processing these sensations, so perhaps my initial exigencies
were somewhat self-serving. Over time, I could see the poten-
tial for the work to be ennobling. Using scholarship as a space
to build dignity became a more enduring reason to take up this
work.

Cristy: That’s really fascinating, Bryna and Cathryn. I felt my dis-
ease was inescapable, but I felt so alienated from my body. A
cancer was growing inside me, and I was completely unaware,
betrayed. So, I needed to reconnect and make sense. I can com-
pletely understand how the opposite could be true, too—the
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experience can be all-consuming, and one can need to “discon-
nect” through research, as Bryna says.

Molly: I think disconnecting through research is a really interest-
ing idea, Christy and Bryna, and it really resonates with what I
felt (and feel) about my work on IBD and related conditions. I've
always described my choice to conceal my Crohn’s in my academic
work as a move to have my research taken seriously and not writ-
ten off as too anecdotal, too personal. But, I'm realizing, as were
talking through these ideas about being both researcher and
patient, that part of my rhetorical move to conceal was a very
real effort to separate myself from my disease. Not speaking
about my own Crohn’s in my research definitely became both a
methodological choice and personal protest.

Bryna: I conceal myself, too. It seems inappropriate to always be
focusing on “me, me, me,” to disclose my health issues in my
scholarship. But at the same time, it does feel a bit like lying to
not disclose my own status . . . to readers and to myself.

Jenell: Yes, the question of “appropriate” is interesting. Appropri-
ate to scholarship, but also in the sense of appropriation. What
happens when you're driven to study something because of
someone else’s experience? I was initially attracted to critical
studies of health due to a family member’s experience with psy-
chiatric treatment. I've never written about that because it felt
inappropriate while he was living. But there’s no question that
it’s served as an open question that I keep trying to answer for
myself through my work.

Ann: Implicit in the conversational thread above is gender as well.
As women who write about bodies, our work is already suspect.
As Audre Lorde and Adrienne Rich wrote early on, our politics
of location is key to what we bring to the work. When we try to
hide our personal connection to a topic, were trying to “pass” as
that objective scholarly voice that still is valuable in academic
settings and reads white, male, straight, cisgender. Whether we’re
putting on that objective scholarly voice or not, what we’re doing
is telling a story about healthcare, and that is also a valuable way
of knowing.

Maria: I suppose that my decision to disclose my personal relation-
ship with infertility has to do with that idea of appropriation,
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Jenell. I draw frequently on cultural and feminist rhetorics as
useful methodological frames to inform my RHM work. For
me, infertility is not just a medical or health issue. As Ann sug-
gests, it is also always embedded within gendered, sociocultural
constructs. As such, I tend to examine infertility from an inter-
sectional methodological perspective. By bringing in cultural
and feminist rhetorical perspectives to my RHM work, I find it
difficult to not be upfront about my own positionality in terms
of infertility. By not disclosing, I feel as if I am not practicing
this intersectional methodology.

Jeff: I think frequently about these ideas related to appropriation
and standpoint, in part because of diabetes’ strange classifica-
tory system. I was diagnosed with type 1 diabetes shortly after
defending my doctoral dissertation. The ways people narrated
and made the condition intelligible was perplexing, if not diz-
zying. Everyone seems to know someone who lives (or lived)
with some form of diabetes (type 1, type 2, LADA, MODY),
and I became keenly aware of how those discursive forces
imposed themselves on my body—even when the kind of dia-
betes being engaged was not the one I lived with. In this way,
diabetes is common, but also oddly non-normative in its public
materialization. Perversely, however, this imposition has made
me productively conscious about the ways I chart the lives of
people living with diabetes and the varying ways our bodies are
constituted.

Cathryn Molloy (2015) called on other qualitative researchers to “con-
sider how intellectually recasting personal exigencies and affective land-
scapes give way to and productively complicate formal qualitative projects”
(p. 471). Similarly, Laura Ellingson (2017) asserted that “researchers begin
with the body. Although some researchers are unconscious of it (or even
deny it), embodiment is an integral part of all research processes” (p. 1). In
our experiences, researching health and medical topics that are deeply per-
sonal can be incredibly rewarding and even healing, but the decision to
research such experiences is also difficult and fraught. Indeed, handling the
permeable boundary between everyday life and research with ethical and
methodological care is a real concern, and tending to bodily needs and the
embodied toll of research are important considerations.
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Our dialogue about this important consideration makes it clear that
some researchers are able to leverage the decision to linger with their bodily
experiences, while others are able to use the space of a research project to pro-
ductively dissociate from bodily discomforts. There are many possibilities
between these two positions, of course. Regardless of where a researcher is
on such a continuum, issues of appropriation and intersectionality loom

large in this methodological landscape. (Cathryn)

ON THE ETHICS OF REPRESENTATION

Like Kristin Bivens (2018), our concerns with the ethics of representation
are often more rigorous than the IRB boards we look to for advice on ethi-
cal treatment of human subjects, and we take the ethical burdens of repre-
senting our own and others” experiences very seriously. That is, the IRB
board, while useful as a starting point, is limited to institutional ethics;
embodied research must consider what Lisa Melongon! calls “embodied
ethics™—an ethical stance that considers, among other things, the relation-
ship of the embodied experience to the research in ways that exceed insti-
tutional ethics. There are, of course, major ethical implications to this type
of research that exceed the purview of most IRB frameworks.

We are highly sensitive to the fact that our work can and will alter the
lives of those we wish to represent—including ourselves, but especially
other people. We cannot go into these inquiries without great care, and not
all of these stories are really ours to tell. We, therefore, take pains to engage
meaningfully with the questions of identification that accompany this work.
We actively calibrate our ethos and our persona. We embrace the nonlinear,
impressionistic, and unreliable nature of memory. We are very aware of the
privileged positions our personal experiences have given us and the heavy
responsibilities that come with them. This isn’t just “spilling your guts.”
(Cathryn)

In our own words:

Jenell: As someone deeply committed to the disability studies ethos
of “nothing about us without us,” it is important to me to bring
the voices of people who are affected by what I study into the

"This term comes from Melongon’s work-in-progress titled “Affective Investment in Research
Practice” and is used with permission.
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text in some way. This was especially important to me while
writing American Lobotomy. 1 had originally meant the book to
be a kind of voices-from-below history, but I was constrained
by privacy regulations when it came time to actually include
those voices in the text. Even so, I hoped to underscore for my
readers the basic humanity of people who had been enfreaked
(Hevey, 1992) by popular culture, and took great pains to bring
the voices I could access into the text where I could.

Maria: “Nothing about us without us” rings true to me, too, and
probably in a lot of medical and healthcare situations. When I
write about infertility, I find myself thinking about the many
friends and colleagues that I have in this community. I realize
that while many of them may not have read or even, perhaps,
know about the pieces of scholarship that I publish about rhet-
orics of infertility, that I-—as a “scholar-patient-advocate”—have
an ethical responsibility for how this community is represented
in my work. For example, some interdisciplinary scholarship on
infertility has described female patients as “willing to do any-
thing to get pregnant,” while men are frequently described as
“passive” and only wanting “to fix” the situation for their wives
(see Lee, 2017). I think how we represent communities, partic-
ularly communities with illnesses or facing health disparities,
matters. I think RHM-—as a rhetoric field examining health and
medical communities, their practices, the discourses used—is
uniquely positioned to develop ethical practices of how we write,
present, and talk about our research participants.

Cristy: I was already a member of the online breast cancer support
community when I decided to write about it. I was concerned that
my community would question my motives or feel betrayed by
me. The Institutional Review Board said that their words were
public and, thus, exempt from the need for permission. Still, it
bothered me that the people who wrote those posts intended for
them to be shared with other members of the breast cancer
community—not the academic community. I believed that I
owed more to my community. I adapted my methods to slightly
alter screennames and protect writers’ anonymity even further
than the avatars and screennames already in use. As a member of
the community, I know that those screennames have value. They
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may seem like words already publicly shared and, therefore, fair
game. However, those screennames have living, breathing peo-
ple behind them. These people have friends and share the most
intimate details of their embodied experiences as patients with
one another. I couldn’t risk causing them any harm. I knew that
I didn’t understand that until I was a part of that community.

Ann: Cristy, did you ever contact anyone individually to ask her
permission to use her voice? Did you announce your project to
the breast cancer support group in any way? I feel like these are
naive questions on my part. After my mother broke her first hip,
her surgeon taped her x-ray to the window to show us the break.
'The x-ray came home with us after the hospital stay, and I wanted
to show my “Hospital Stories” class her hip. I also wanted to
share her repaired abdominal aortic aneurysm. My sisters were
opposed to these things, so I didn’t do them. I regret that—not
sharing—in some ways. What better way to a make a point that
a patient is a person than to show my mom’s x-rays?

Jeff: This idea of ethically communicating to students about those
living with a variety of conditions is compelling, especially inso-
far as students so frequently contribute to these conversations
from their own life experiences. The particular details of one’s
life experiences may feel far removed from the minutia of anoth-
er’s, but teaching often highlights where commonalities and
differences rest in public dialogues about the body. Address-
ing the complexities of illness and pain and disability (among
others) involves constructing more narrative variations about
embodiment, and classroom discussions often underscore how
rich these variations can be. Such narrative critiques can relay
new ways of being and interrupt staid medical suppositions while
also drawing attention to the ways vernacular publics produce
articulations whose interpretations of the body fluctuate dramat-
ically. These logics, of course, are also at play in research.

Ann: When I write about my mother’s decline and think about
how language works—the medical rhetoric that isolates each
part of her body and each disease rather than considering her as
a whole person—I try to ground what I write in my particular
body. As her biological daughter, I owe her not only a truth to

her experience, but a recognition of the connection between our
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two bodies. I have inherited, as she tells me, not only her stub-
bornness, but her fibroids and tilted uterus, the genetic tendency
to melanoma, and a myriad other things large and small that
genetics and environment create space for.

Molly: This is all very interesting. It is tricky to determine if and
when to talk about these health and medical realities; it’s tough
to know when to bring them into research in particular. When
I began this line of research, I always thought it would be easier
not to tell people about my Crohn’s. That way, I wouldn’t have
to deal with being judged for having a digestive disease, nor
would I have to deal with having my findings constantly ques-
tioned. However, I've realized that hiding my IBD has, ironi-
cally, been an unintended invite for stigma and judgment. Let
me give a few examples: colleagues have scofted at studying IBD
and ostomies as “disgusting,” they have made “poop jokes” in
response to article drafts or conference proposals, and one even
went as far as to close a review with: “Why would someone want
to write about shit?” I can assure colleagues, both through my
own experience and through my research, that living with and
communicating about IBD goes far beyond dealing with feces,
but why should I have to? These are some of the complexities of
researching about bodies as/in a body.

Ann: Molly, it’s so funny that you bring this up. As Mom has
become more demented, incontinence has become more of an
issue. Obvious, I know. And I know that lots of people have had
bad experiences with their aging parents and incontinence.
But this conversation makes me really want to write something
about shit. Shit happens. Adult diapers are called “depends”
or “tranquility” or “dignity” or “reassure.” When writing about
bodies, we have to talk about shit. We have to talk about the
language of excrement and the words for the things that are so
private that we don’t want to disclose them—even to a gastroen-
terologist. But how does one cross this boundary while remain-
ing committed to the dignity of the patient?

Molly: It certainly can and should be part of our job to think about
the ways medical professionals think and act toward all forms of
patient embodiment—our physical conditions and experiences,
and the traumas that come with both of those. But I also think
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our attention equally needs to extend to other areas, like public
domains and even within our own field as we review and think
about each other’s work. There really needs to be an effort for
empathy and sensitivity. After all, we are studying and writing
about peaple’s lives. As we all know, this is delicate and difficult
work, both for us and for those we represent in our writing.

Cathryn: I couldn’t agree more, Molly. There is no excuse to insult
someone’s work based on the idea that it is “disgusting.” I once
wrote in an application for a small grant at my institution that
I wanted to engage in work that could end stigma against those
with mental illnesses. The application was rejected, and the
woman in charge told me it was because the committee couldn’t
understand the problem. I cited sociological research that explains
that many people do not want to be in community with those
with mental health diagnoses; they don’t, for example, want to
live near them, work with them, or have them marry into their
families. She told me bluntly that she doesn’t want those things,
either. This interchange affected me in a visceral way, and my
own reaction came as a surprise. I thought a lot about the far-
reaching consequences of this kind of intractable stigma. I don’t
want my work to draw attention to family members or their diag-
noses for that reason.

Ann: This is heartbreaking. I am so sorry that this happened. It
really speaks to the need to tell more stories about mental illness
and other diseases that are often hidden or invisible.

A complicating methodological factor in embodied research is that
our bodies, of course, live and move with other human and nonhuman
bodies. When we purport to add to generalizable knowledge on a specific
condition or set of conditions, we must contend with the heavy ethical bur-
den that comes with presuming to know the bodies whose everyday lives
are affected by them. Equally pressing is the need to take the private health
data of others very seriously. While we wish for our work to have an amelio-
rative effect on the stigmas that follow certain diagnoses, we cannot con-
trol how our representations of health and medical realties are taken up by
readers. Thus, considering the ethics of representation as a key component
of embodied research methodologies in RHM would seem appropriate.

(Cathryn)
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ON DEeTERMINING WHETHER TO DiscLose AND THE DEGREE
AND TIMING OF Di1SCLOSURES

Of course, researching topics with which one has a personal connection does
not always mean that this information is a heavy presence in the research
write-ups. Indeed, there is a continuum where most health and medical
research projects involving personal exigencies fit between full disclosure,
heavy narration, and complete omission of the personal connection. We,
therefore, find decisions about whether to disclose, the degree of disclosure,
and the timing of disclosure to be especially rhetorically sensitive, and we
aren’t always fully confident in our choices. Indeed, sometimes we feel quite
stuck in “lose-lose” situations around the question of disclosure. As our
conversation on the ethics of representation makes clear, sometimes sharing
these stories is risky; we can’t be sure if we’ll be met with compassion and
understanding or whether we (and our competencies) might, instead, be
judged. At the same time, omitting personal connections to research topics
brings its own set of risks, including inadvertently inviting critique and
stigma from audiences who fail to appreciate our personal investments in
them. Moreover, there are limits to the confessional mode that are hard to
ignore, and there is a great deal of linguistic baggage to the idea of “coming
out.” Where (and if) to “out” ourselves is in a constant state of negotiation
and renegotiation when we engage in these projects. There is a humility in
telling our stories, and there is deep care in telling others’ stories. (Cathryn)
In our own words:

Cristy: I wanted my audience to know that I didn’t go to this com-
munity as a morbidly curious outsider, and I can be trusted
with their words. Self-disclosure was important to me. Writing
about my methodological choices was inseparable from writing
about me. Did you feel this responsibility, too?

Jeff: I appreciate your position, Cristy. I'll add that, as a queer
scholar, I'm well aware of the limits of the confessional and the
trappings of “coming out” as a rhetoric. But coming out is not a
uniform process. Different forms of diabetes will incite variable
incarnations of the coming out narrative. In this way, context is
everything. Those with type 2 diabetes often find kinship with

rote scripts about choice, excess, and personal responsibility that
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continue to be used against LGBT people. People with type 1,
conversely, are often met with familiar rhetorics about genetics
and narrow conceptions of agency and identity. As with queer-
ness, there are often risks to coming out as “crip,” and there are
also limitations to rendering diabetes to the private sphere. Dia-
betes is often clouded in shame, and rarely articulated to pride,
and this reality has certainly affected our ability to organize,
lobby, and demand resources.

Ann: I appreciate your position here, Jeff. I often have to ask myself,
“Who am I in this body?” Meditating on my position in this par-
ticular body is the place I begin when I think about the ethics of
representation. Cisgender, white, straight, ordinary. Fibroids and
a bumpy thyroid (technically a “goiter”) that need to be checked
to make sure they are benign (and they have been). Breasts that
radiologists call “extremely dense” for mammograms. Regular
ultrasounds. Periodic needle biopsies of various parts. Tests cov-
ered by good insurance that is a benefit of the increasingly rare
tenured job. Rare complications with a bill that are straightened
out, but an amazing number of tests for a healthy almost fifty-
year old person. These are things I want to disclose as they are
deeply present in my researching and writing experiences.

Jenell: Interesting. For me, disclosure is performative—it does
what it says—and so the question that we must always ask our-
selves is, “What do I want this to do?” Some people with visible
illnesses or disabilities do not have the privilege of choice. Con-
sidering the discrimination that comes with illness and disabil-
ity (particularly when it comes to employment or access to health
insurance), some in precarious positions may not want to shoul-
der the considerable risk that comes with being “out” as ill or
disabled. Some simply may not wish to turn the volume on our
parts up that much. We are always in our research one way or
another—the question is a matter of degree. It’s a little bit like
mixing a record. As writers, we have the power to adjust the vol-
ume of our own parts in relation to the others in difterent ways.

Molly: Discrimination is also a real concern for me, Jenell. In fact,
receiving insensitive, unkind or hostile comments has not exactly
encouraged me to go out of my way to report that I am one of
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the patients that other scholars have poked fun at or been
repulsed by, and I think it’s important to remember: even if I
don’t disclose, my work is introducing IBD to reviewers and
readers who may otherwise go their entire lives being unaware
of the realities of these conditions. My writing and research—
whether I admit my patient status or not—are acts of care and
acts of advocacy. Your point, Jenell, about adjusting the volume
on how and to what extent we share our various identities is
really important. Neither disclosing nor concealing are easy
choices, but we can’t ever really turn off our patient status or our
investment in our projects—concealing is an explicit choice, but
having Crohn’s is key to who I am, how I see the world, and how
I write. I can definitely turn down the volume, but I can’t shut
off the record, if that makes sense. I am the body doing the
research and the writing no matter what.

Maria: Molly, I feel your sentiment about receiving insensitive, or
even hostile comments, when trying to put forward scholarship
that is both personal and intellectual. It hurts; you feel it in your
body. I think this affectual consequence is the result of the real-
ity that there is a lot of “coming out,” as Jeff put it, when your
research is personal, and without doubt, it can be fatiguing.
Because of the fatigue of wearing an identity in RHM work, I
think there is a space to consider how our methodologies sup-
port moments of self-care. RHM work lives on and through
multiple bodies, including our own bodies. A question I have for
other RHM scholars, then, is: What does care look like for all
bodies involved in our work (our participants, our readers, and
even ourselves)?

Jenell: Oh, yes, Maria! Fatiguing. Very exhausting. And exhaust-
ing in interesting ways. As we know, the process of publication
is very long, which lends a weird temporality to disclosure in
published writing. I reveal my experiences with infertility in
Graphic Reproduction, which was published this year. However,
the comic was written two years ago, and I wrote it about a year
after I had come to terms with ending treatment. But for read-
ers, it’s immediate; it just happened for them. So, for the last cou-
ple of months, I've been fielding questions like, “How are you
doing?” I'm confused until I remember that the reason they’re
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asking about my well-being is because they jusz read about my
experiences from six years ago. It’s exhausting to relive some-
thing you've put behind you.

Cathryn: Wow, well said, Jenell! Let’s add this to the many con-
sequences of lag time in academic publishing?

Ann: I would say so! Also, there is a part of “coming out” that is
always a process. It’s not a single moment. I have mentioned
depression in other pieces I have published, but it has not been
in the bulk of my writing, which has often included reflections
on race and class. At this cultural moment, though, I am think-
ing about how to integrate depression into my writing, in part
because of my social location as tenured professor. I am “safe.” I
can choose when and where I publish from this position of priv-
ilege and make depression—an invisible illness—visible. Oddly
enough, because students’ depression and anxiety is more visi-
ble now, I think it’s easier to write about my own depression.
Twenty years ago, it was easier to disclose a working-class back-
ground than to disclose a mental health issue. I worry that our
ability to disclose is undercut by precarity.

Cathryn: Maybe the precarity is necessary. Researching misdiag-
noses of symptoms that were supposedly “in the person’s head,”
but turned out to be treatable medical diseases, necessitates a bit
of self-disclosure during participant recruitment and data col-
lection. The participants I speak with naturally want to know if
I “have something,” if T have what they have, and if I've ever been
misdiagnosed myself. To withhold this information from them
would seem unfair, and to do so in the research write-ups that
follow this study will be similarly unjust.

Bryna: I can definitely see that. As an insider in my own research
area, | always have to take a step back and question my research.
Do I have evidence to support this claim that isn’t only my per-
sonal experience? Do I know this information from my data, or
is it from my experience? I have to resist the urge to be the cor-
roboration for my data and ensure that it corroborates itself. Of
course, being an insider makes this kind of research emotional,
as well. It is sad to read about people who are experiencing what
I have experienced or worse.

Ann: Yes.
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We find value in the explicit discussion of personal connections to
research topics and have seen similar work emerging in RHM, such as
Maria Novotny’s (2015) multi-authored essay that traces the methodological
practice of rhetorically listening to one’s body as a valid site of knowledge-
making, Jenell Johnson’s (2018) graphic edited volume, Graphic Repro-
duction, in which she reveals her personal experiences with reproductive
healthcare. Still, other scholars have valid reasons for leaving personal
connections to their research out of the research write-ups that follow their
inquiries, such as Molly Kessler’s (2016) essay on wearable technologies for
those with inflammatory bowel disease (IBD), where a discussion of her
own illness experiences might have distracted from the primary focus on
public discourses surrounding ostomy pouches. Similarly, in Jeff Bennett’s
(2014) essay on the “Born this Way” blog and in Bryna Siegel-Finer’s (2016)
essay on BRCA+ bloggers, a prolonged personal discussion of their rela-
tionship to the topics of their research might have distracted from the blog
participants they wished to highlight. As rhetoricians, we find that the
decision to disclose a personal connection to research in RHM is heavily
dependent on context. That is, instead of advancing a hard-and-fast stance,
such as the mandate that researchers disclose personal connections to their
work, we’d advocate for each writer taking careful stock of the rhetorical
aim of the project, the new knowledge the research might advance, and
how the admission of a personal connection might be carefully calibrated
to these elements. (Cathryn)

Conclusion

Personal experiences can add a powerful dimension to research, and research
that grows out of corporeal realities has the potential to help us to trust our
bodies again after life-altering diagnoses. As well, recasting painful bodily
experiences into our research agendas can offer productive ways to process
the visceral and temporal dimensions of health and medical realties. We
believe our own experiences researching and writing from personal health
and medical realties have made us more careful and thoughtful writers and
scholars. For example, Bryna’s work with BRCA+ grows out of a life-altering
set of prophylactic surgeries that, along with considerable pain and suffering,
plunged her into premature menopause and permanently altered the com-
position of her body. These experiences with extreme pain and irreversible
bodily change make her hyperaware of participants’ complex subjectivities.
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We hope this dialogue serves to create a more open space for rhetori-
cians of health and medicine to calibrate their identifies as variously entan-
gled with their work—in whatever capacity—as we explore research areas
and share methods/ologies and findings. Embodied methodologies’ focus
on the bodily experiences of researchers and participants shifts and expands
ethics in significant ways and encourages researchers to consider how the
personal does or does not impact the scholarly question. Moreover, strate-
gic decisions on disclosure impact the actual research practice of embodied
methodologies.

Table 1. Heuristic tool for working with personal health
and medical topics in RHM research

Part I: Why am I choosing a personal health and medical topic for formal inquiry?
(exp/oreyour exigencies in a 10-minute, uninterruptedfreewriting exercise)

Part II: Who am I helping by writing about this?
* Am I helping rhetoricians?
o Am 1 helping people with the same condition?
s AmI helping medical practitioners?
* Am I helping myself?

Part II1: Whether, how, when and to what degree do I reveal the personal?
* Why am I revealing the personal story behind this work?
o 1o what extent should I reveal the personal?
o Where in my write-up would the personal advance my rhetorical aim?
* What are the risks of revealing my own or my loved one’s personal connections to this topic?
* What are the rewards of revealing my own or my loved one’s personal connections to this topic?
* How can I build trust and credibility?
s With my participants?
* With my readers?

Part IV: Representation

* Do my representations of self and others take intersectional realities into account?

* Does this research project risk appropriating the experiences of others?
s If'so, how might I minimize this risk?

* Have I done my due diligence in securing informed consent from anyone whose reality I am
representing in my work?

s How might I continually seek out opportunities to represent my participants in ways they'd value?

* How does the presence of my physical body alter the research scene?

PartV: Self-care
* How might I build opportunities for self-care into this research process?
* How is my physical body affected by this work?
*  How is my emotional wellbeing affected by this research?
* How are my loved ones physically or emotionally affected by this work?
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We hope our field continues to search for ways to address, reflect on,
and report on the many identities, experiences, and life positions that
make us able to do the most committed, productive, and ameliorative
work possible. Engaging with these important issues draws attention to
the necessarily embodied nature of research. We urge those working in
RHM to take methodological care and to be explicit in their method-
ological decision-making.

As we mention above, our experiences suggest the appropriateness of
adopting a heuristic orientation when considering embodied methodologies
in RHM. Janice Lauer (2003) described heuristic as in opposition to her-
meneutic (p. 3). Heuristic thinking is a more “flexible way of proceeding in
creative activities than formal deduction or formulaic steps and a more effec-
tive way than trial and error . . . heuristic strategies work in tandem with
intuition, prompt conscious activity, and guide the creative act but never
determine the outcome” (p. 8). Heuristic inquiry is “exploratory, serendipi-
tous, and discovery-oriented; it is “intuitive, introspective, and reflexive;
experiential, embodied, and holistic; existential and humanistic; culturally
embedded and emancipatory; relational, authentic, and participatory; imag-
inative and creative; nonlinear, fluid and flexible” (Sultan, 2018, p. 3).
Given these characteristics, our dialogue suggests that heuristic inquiry
might be a promising methodological terrain for RHM scholars to take up
as well, and to that end, we offer above a model of one possible heuristic to
help guide our collective work. In this spirit, table 1 offers some questions
that we’d include in an inventional tool for those considering RHM proj-
ects that align with embodied experiences or exigencies.

Readers: the questions a researcher interested in an embodied methodol-
ogy in RHM might ask are nearly endless, so we invite you to adapt, use,
and share this heuristic tool, and we also want you to think with us, to
think of these questions, alongside our themes, as provocations for future
conversations. What resonated? What did we miss? What did we get wrong?
What do we need to know from your experiences and observations?
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