by Cynthia Mathieson

L auteure discutte des problomes associés
avec le terme “image corporelle” pour
les femmes atteintes d’un cancer. Des
récits de patientes atteintes de cancer
illustrent deux difficultés importantes:

guage in its research home. Here we
find repeated references to the psy-
chological impact of cancer, breast
loss, distress, and impaired body im-
age. In some studies, one has the
sense that body image is much like a
personality trait, with some people
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premiérement, le langage médical tait
la voix des femmes et deuxiémement, le
cancer continue & stigmatiser la personne

malade.

In over five years of conducting in-
depth interviews with persons with
cancer, probably no concept has trou-
bled and intrigued me more than
“body image.” This is not because I
lack a language to talk about and to
professionally evaluate body talk.
Having been trained in health psy-
chology, medical and psychological
jargon are readily available to me.
Research on body image and women
with cancer, as well as the emphasis
on breast cancer and impaired body
image, are two examples of this lan-
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having more or less of it. In addition,
much of the body image literature
seems to concern women, from issues
of chronic illness to eating disorders.
Itappears, then, that body image has
been cast as a woman’s problem.
Body image means different things
indifferentstudies. Most body image
questionnairesaskindividualstoagree
or disagree with statements as to how
they view their bodies. For example,
in some studies of cancer patients,
women might be presented women
with a body image checklist which
includes scaled responses to the fol-
lowing types of questions: (a) I do not
like my nude appearance, (b) I do not
like my dressed appearance, (¢) I have
problems with sexual relations, (d) I

Women With Cancer and the Meaning of Body Talk

feel self-conscious in groups of
women/men, (¢) My body hasa pleas-
ant smell. But what do these state-
ments mean to a woman who is living
with the ongoing physical, psycho-
logical, and social demands of can-
cer? In fact, what does a low score on
a body image scale really mean?
The women with cancer who have
shared their stories with me clearly
seern to be speaking with a voice
quite different than that of medicine,
psychology, and measurement tech-
nique, when they try to describe body
changes resulting from their cancer
diagnosis. I suggest that physical
changes in bodies signal a rite of
passage from good health to illness.
Within this rite we may witness physi-
cal assaults such as surgery, chemo-
therapy, radiation therapy, loss of
bodily function, and hair loss. These
aredisease-related events witha medi-
callanguage. However, women speak-
ing for themselves about their illness
have suggested a far richer level of
description to this rite of passage.
The personal meaning of these
changes is paramount: they signal to
the person herself, and to the indi-
viduals’ social radius, that she is a
cancer patient. In the context of lived
experience, the result is that the social
space one inhabits is disrupted so
profoundly by a life-threatening di-
agnosis that identity is threatened.
Taylor refers to identity as the “...in-
dispensable horizon or foundation
out of which we reflect and evaluate
as persons,” and that to lose this, “...is
indeed a terrifying experience
of...loss” (125). Since healthy and ill
persons alike are embodied, it seems
that identity is inextricably bound to
our taken-for-granted bodies. Under
illness conditions, however, body sig-
nals create increased awareness and
they take on new meaning. The idea
that there is a body image which
stands apart from the lived experi-
ence, much like animage which might
be reflected ina mirror, provideslittle
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Many notice the

insight into the cultural and social
meaning of cancer.

When I have interviewed women
with cancer, I usually try to con-
struct, with the participant, the con-
text in which she finds herself once
diagnosed with cancer. I tape record
the interviews, which constantly re-
minds me that I have been privileged
by my participants to share the de-
tails of their suffering which may
remain unspoken to even those close
to them. The inter-
view includes an
intended focus on

71 years old), with many different
types of cancer, and dates of diagnosis
ranging from the previous two months
to five years. Some were close to diag-
nosis, some were terminal, and some
felt that their cancer had been cured.
I interviewed women who had un-
dergone all types of treatment regi-
mens. The variety was important to
me in establishing a broad descriptive
picture of women’s concerns. The
interviews I continue to conduct to
date are consistent with the concerns
which will be identified in these in-

terviews. If anything, as I continue

another language of the meaning of
body changes which forms the real
voice of women. This is a voice which
struggles to be heard in establishing
oneself as a partner in health care.
The following excerpt comes from an
interview with a 62 year old woman
who was receiving chemotherapy
treatment. She is speaking about why
she refused at one point to return to
the clinic for treatment. I thinkitisa
good example of the enormous diffi-
culty women face in speaking to their
physicians, many of whom are men,
about their bodies and the effects of

a’iscrepan cy between the biography of the collecting patient stories, I have had cancer:

. individual, and the the opportunity to refine my think-
their bOd_}l talk and ways life has chan-  ingabout why cancer is such an iden- I got mad and I said “That’s it....
the ldng‘uage of health gedasaresultofthe tity altering experience for women, They've insulted my body and I

illness. Taskspecific ~ and the meaning of body changes

within this situation.

care Provider;, am not going back’.... Even ifyou

questions, one of

which is “What is
different about your body since your
diagnosis?” Not surprisingly, issues
about the body appear repeatedly
throughout the interview, in response
to other discussion. I say this is not
surprising because I do not conceive
of the body issue as separate from
other parts of the person’s narrative.
In fact, this highlights one of the
problems we encounter with tradi-
tional medical research, that body
talk is incidental to the focus on
disease. Things may be done to the
body to try to control the disease, but
talk is rarely encouraged within a
medical setting which authenticates
the ill person’s experience of a body
which is being transformed. In con-
trast to the medical scenario, I have
come to believe that body talk is
central to the illness experience, and
that to relegate it to the periphery,
marginalizes what it is like to live
with a chronic, life-threatening ill-
ness such as cancer.

This essay draws on the interviews
of 60 women who were interviewed
from 1989-1991 while I was com-
pleting my doctoral degree. I inten-
tionally interviewed a heterogeneous
group of women with cancer, al-
though within this larger group there
existed a sub-group of 34 women
with breast cancer. These were
women of varying ages (from 31 to

VOLUME 14, NUMBER 3

The language of medicine

Lacking any other language with
which to describe the illness, women
sometimes confine descriptions of
their cancer to medical terms: they
can give me the proper name of the
disease, the statistics for survival rates,
the names of complicated chemo-
therapy’s. But this knowledge has
always been gained at a price. Many
notice quite clearly the discrepancy
between their body talk and the lan-
guage of health care providers. One
woman with breast cancer spoke to
this discrepancy when she said:

In my opinion, nearly all the pro-
Jessionals that 've come across have
been very concerned about...the
loss of the breast, and I couldn’t
care less about that, I mean, my
life is far more important than the
loss of the breast, bur they [the
physicians] put a great deal of
weight on...this blob of skin being
removed, as ifpart of my personal-
ity has gone with that breast.

The type of communication en-
gendered in physician-patient rela-
tionships is often dependent upon
learning and using medical terminol-
ogy, which is the language of the
health care provider. Yet, there is

had three hairs and you lost those
three hairs, it would be devastar-
ing... because you walk around,
and nobody knows you're ill...
Now when I go to the shopping
centre, and everybody knows there’s
something wrong with me, that
I'm ill, that I must be under some
type of treatment.... Doctors can’t
appreciate that; they're scientists.
The true feeling of that.

One might simply ask why this
woman did not speak directly to her
physician. At this poin, it is impor-
tant to keep in mind the expectations
for patients to turn over their bodies

Health care providers
are often insensitive
to the women’s

own perceptions of
body changes.

for treatment, and the enormous
power attributed to those who are
going save one’s life. Expectations for
patient behaviors include asking “ac-
ceptable” questionsand havinga posi-
tive attitude. A 43 year old woman
with metastatic (recurrent) breast can-
cer expressed her distress with having
to argue with her physician repeat-
edly over the possibility that her can-
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cer had returned. Her own body sig-

nals had been that it had, and she

turned out to be correct. She said:

T wish I could talk to the doctors
better and wouldn'’t be so intimi-
dated.... Just becauseyou're asking
a question, they thinkyou re being
negative.... After the second time,
I didn’t have that much faith in
the diagnostic equipment...and
then I got a long lecture on being

positive  from

L ] bim.... DOCS tbdt

The language of
medicine is not the
authentic voice of

the ill person.

mean I'm being
negative, as soon as
Lask a question? ...
And that’s the only
time [ ever really
got mad at a doc-
tor, because he was

giving me this long

lecture about being
positive, and that I wasn't posi-
tive, and I get tired of hearing
that....

Despite recent calls for women to
take control of their health, health
care providers are often insensitive to
thewomen’sown perceptions of body
changes. Moreover, the concerns of
patients in decision making for treat-
ment may not be considered, despite
the fact that recent medical research
has stressed incorporating the pa-
tient’s viewpoint into this process. A
64 year old woman with breast cancer
relayed the following conversation
with her physician:

I dug my heels in and said....“If
you're asking me to take radiation
why did I not have the choice of
having my breast removed, of hav-
ing a mastectomy”.... “You would
want a mastectomy?” And I said,
“Well certainly, the history in my
Jamily of breast cancer, "and I said
It wouldn 't master, " and he said,
“Well, wouldn't it bother you to
have your breast removed?” I said
“Absolutely not, I'm 64 years old,”
and he nearly fell on the floor.

The above excerpts illustrate to
me that there can exist pronounced
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discrepancies between the health
professional’s vocabulary about body
image and the issues which com-
prise the actual body talk of women
with cancer. The language of medi-
cine is not the authentic voice of
the ill person when she speaks about
her body. Institutionalized medicine
in general has not created a space
for that voice. One woman in my
study summarized this as the fol-
lowing:

To express concerns, it s just not part
of the process, like you don’t go in
and have chemo [therapy] and talk
about the experience....People
shouldn’t have to go through six
months of chemotherapy and be
afraidto lookatthe cancer.... They're
not just patients....We're not just
there receiving treatment.

Yet another striking example of
thisdiscrepancyisseenin howwomen
with cancer experience the stigmatiz-
ing effect of their illness.

Stigma

Treating cancer, by treating the
body, is a priority for medicine. The
psychological and social ramifications
of the cancer, or the treatment, how-
ever, must often be borne in a singu-
lar fashion by the patient. The prob-
lem is that the body now signals to
the external world that one is a cancer
patient. We hear in women’s stories
that the loss of hair acts as such a
signal. Loss of weight during illness
can also assume this role, as can a
permanent scar from surgery. Breast
cancerwomen, who had been perma-
nently “tattooed” for the exact deliv-
ery of radiotherapy, also referred to
this procedure as a signal.

There were many reports of friends,
family, and co-workers acting differ-
ently toward the ill person in the
presence of these signals. In other
words, the body’s image now acts as
a stigma which is used to discredit or
stereotype the individual. For exam-
ple, we hear one woman, herself a
person with breast cancer, talking
about one for her friends:

Itravelin a group of women, and
one of these women had serious
cancer, and I saw her the other
day...and I looked at her and I
thought—I couldn’t—think any-

thing else of her, I couldn’t think of
what a fabulous person she was. I
mean, she had in capital letters,

written from the top of her head to

the bottom of shoe, CANCER, and I
couldn’t get beyond that to see the

person she was. It was terrible....

Not surprisingly, women made
reference in interviews on many oc-
casions to their bodies being con-
taminated, broken, ordamaged. Even
stronger statements included being
betrayed by one’sbody, feeling filthy,
or having leprosy. The psychological
effects of this stigma are pronounced;
women reported that they felt like
different personsasa result of some of
these experiences.

I haven 't got leprosy...I've got can-
cer. So fine, I won't get close to
them [family andfriends].... Before
that [cancer], I was out, I was
active, [wasaparticipant....Idon’t
Jeel that I'm part of the human
race anymore, I don't feel that I
have anything to contribute.

An additional point about stigma
is that it continues to exert its effects
long past the point when the body

The body’s image
now acts as a stigma
which is used to stereo-

type the individual.

has been treated for active disease.
Here is a young women speaking
about the long term effects of her
bilateral mastectomy, which had oc-
curred a year before the interview:

1 ended up feeling so odd, and so
weird, so abnormal I guess, that I
preferred being alone....Idon’t feel
Jree to let people know how I feel. I
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feel I have to hide it, like somehow
all these things are shamefil....
Somebow I don’t ever see myself

fitting in.
Why body talk is important talk

First, I would like to suggest that
there is no abstract body to be viewed
or measured. There are only ill per-
sonsliving with ill bodies. This should
caution us that “body image” termi-
nology cannot access the personal
world of illness. Any interchange with
the social world we inhabit can re-
mind us that being ill carries a certain
stigma. Becoming healthy is not a
simple matter of bringing one’s im-
paired body image back on line with
what is normal, or expected, and
then carrying on as if nothing had
happened. Second, body image seems
to have been cast as a woman’s issue.
This is problematic. Both men and
women have bodies, healthy or ill.
To cast body talk in the terms of

“woman talk,” marginalizes the mean-
ing of illness and the experiences of
women. It may be that men and
women who are ill talk in different
voices about their bodies, but in this
case we would be forced to look at
how and why men and women have
different illness experiences, and the
extent to which they are given av-
enues to articulate these experiences.
Third, what is clear to me from the
patient narratives is that the actual
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body talk of patients is important
talk. Women speaking about their
bodies need to articulate the meaning
attached to dramatic body changes.
This is a point of decision, as it were.
One canadopt medical language, turn
over one’s body for treatment, and
become an observer of one’s own life
with cancer. On the other hand, if
women are really to take charge of
their health, they must not step aside
and let professionals and researchers
talk for them. It seems to me that
body talk is a good place to start.
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Why has the death rate from breast cancer remained unchanged for
twenty years? Who is served by medical procedures such as mammog-
raphy? Where does the money from fundraising organizations go? What
stories about breast cancer make the news? How can perceptions of the dis-
ease be changed?
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cancer “game.” She also discovered how people with cancer have broken free
of apathy, fear and silence. Her book closes with a feminist vision for change
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The 3rd International Conference
on Sexual Exploitation by

Health Professionals,
Psychotherapists and Clergy

Sponsored by the Canadian Health Alliance to Stop Therapist Exploitation Now
October 13-15, 1994 — Downtown Ramada Inn, Toronto, Ontario

The third in a series of conferences and the first to be held in Canada, this event will provide a unique forum
for health care providers, psychotherapists, faith leaders in religious communities, legal professionals,
administrators, and consumer advocates to come together to address the many challenges concerning this
problem. Bringing together renowned experts from Canada, the United States and Great Britain, the
program will consist of all-day skill building workshops, plenaries, luncheons, experiential workshops,
panels, videos, a networking and resource fair...and more. Confirmed presenters to date include:

Doris Anderson Laura Brown Sandra Butler
Clarissa Chandler Susan Cole Lyse Frennette
Michael Harris Carter Heyward Tomson Highway
Ellyn Kaschak Marilou McPhedran Susan Penfold
Peter Rutter Gary Schoener Marie Valiquette

* Child care *Sign language services *French—English translation.
Register early to guarantee your place! Space is limited.
For registration or inquiries, contact:

Temi Firsten or Brenda Brown
c/o CHASTEN
P.O. Box 73516, 509 St. Clair Ave. West

Toronto, Ontario STOP THERAPIST EXPLOITATION NOW

Phons/fa (416) 656-5650 CHASTEN
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