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Abstract

This thesis tells a story from within and betweba boundaries of my professional
work as a nurse and my private life as the wifeagbatient with life threatening

illness. The events related in the thesis areusidg a technique | have called writing
back to myself, where my own journals and storiethe experience of living with

life threatening illness provide data for analy3ise reader is invited to participate in
these representations and to consider the potdatighe skilful practice of nursing

which may be read in the stories, and the analysiwe developed from them. | have
developed the theoretical and methodological pmsitigs for the thesis from the
work of Foucault (1975,1979,1982,1988), DeleuzeB89Ellis (1995), Richardson

(1998) and other writers who utilise genealogicaharrative approaches.

The analysis of my own stories in the thesis exqddhe philosophical and contextual
positionings of the nurse as a knowledge workesufh genealogies of practice and
the specific intellectual work of the nurse. Loeald contextual epistemologies are
considered as ways of theorising nursing practiceugh personal knowledge, which
is surfaced through the critical analysis of cotuakpositionings and the process of
writing as inquiry. The idea of harmonising nursipgactice in the patient’s local
world through contingent and thinking responsesl @ recognition of one’s own
agency as the nurse, are considered in terms df wight constitute ethical practice.
The thinking nurse is a specific intellectual, wdrdically engages with the context of
her/his own practice to form new discourses derivech local and contextual ‘truths’
about illness, suffering and dying. The capacities vision that are developed
through the stories in the thesis, are exploredaagng the potential to present new

possibilities for the practice of professional riigs

Notions of what constitutes ethical practice argatiated and contested through local
conversations, which privilege the capacities efpatient and the nurse in taking up
new discursive positionings as alternatives toghmescribed through the sovereignty
of expert power. In the local and contextual warldhe patient, visions for practice
may be negotiated moment by moment through caesfpibration of discursive

tensions and the critical appraisal of the utitifyalternative possibilities. This



development of local knowledge relies on the abditthe nurse to explore and trust
her/his own judgement and nursing responses iatgis where visions for practice
may not be clear. The ‘un-picking’ and ‘re-sewing’'stories related in the analysis of
the discursive production of the cancer patientthedprivate nurse’ present new
possibilities for the ethical substance of nursifigis ethical substance creates the
potential for new conceptualisations of practiceeve nurses and other health
professionals take responsibility for the effedttheir activities with patients. In this
‘un-picking’ of the stories in the thesis, | am cemed with the discursive
positionings that are taken up by the patient aedhealth professional in the story. |
identify the means through which subjects becomaibh in discursive statements
and the effects of these subject positionings @tiip moments of practice with the
patient. The ‘re-sewing’ of events involves thdingl of alternative stories, negotiated
between the actors in the events, to produce a etbieally desirable outcome in the

specific contexts of nursing practice.
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CHAPTER ONE

HISTORICAL POSITIONINGS FOR THE STUDY

Introduction

This chapter sets out the background and locatfotmed thesis and introduces the
reader to the ideas that | have developed throughieading and reflection on the
research topic. | have developed the theoreticdlmathodological positionings for
the thesis from the work of Foucault (1975,19792192888), Deleuze (1988), Ellis
(1995), Richardson (1998) and other writers whdisetigenealogical or narrative
approaches. | show how the development of thisgshepresents a journey through
the experience of life threatening illness. Thesihéas informed by my personal
experience of caring for my husband (Kevin) as \aslteferences to literature, which
support the analysis and interpretation of theasibms that will be presented. Some
of the ideas presented in this chapter will behterrideveloped in terms of description

and analysis in the following chapters.

Telling the story in writing back to (my) self

The romantics would call this a love story; theicgrwould call it a tragedy.
In my mind it's a little bit of both, and no matteow you choose to view it
in the end, it does not change the fact that iblves a great deal of my life
and the path I've chosen to follow (Sparks, 199.p.

These well-crafted words by Nicholas Sparks ardulise considering my journey
through the writing of this thesis, which tells @rg from within and between the
boundaries of my personal and professional life. &yn narratives and journals
provide the data for this scholarly work. The readeinvited to participate in the
representations | have constructed around thisrqme of life threatening illness,
and to consider the potential for the skilful preetof nursing that may be read in
these representations. Some people might readetkisas a love story, though my

feminist values rebel against such romantic noti&uos as | think about this, the story
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does involve the lives of two people who met asagers and stayed together for half
a lifetime, and perhaps Kevin’s illness and dyirayey our relationship an intensity
that others might not experience. | think there wasiething very special in living

this experience together and some people mighttaallove.

Other people might read this as the story of agasibnal nurse caring for her patient.
I think this is also true for it is the path | hasleosen to follow in my life, and | could
never absolutely delineate between my professiknalledge and experience and
my personal positioning as the “patient’'s” wife. dAlyes, it was a tragedy that
someone only half way through his life had to digew he had so much to live for.
But most of all, | think this is a story about liéad its fragility; its joys and sorrows
and the fact that some things are inevitable. Iming to understand that Kevin's
dying was inevitable, | found my own agency in lgewith him through this. This
sense of my own agency, in choosing to act in icevtays and to understand events
as having particular meanings, gave me a streimgthwas profound. The telling of
this story, and the analysis of it in both perscavadl professional terms, is derived

from this strength.

The text in this thesis is multi-voiced (LincolrQ97) rather than presenting a linear
autobiographical accounting of events. My multipded sometimes contradictory,
positionings in different discourses are represeatedifferent voices which shift and
change with time. The text becomes circular asklback to myself in the recalling
of particular events and my reading of them intrefato ideas drawn from the
theoretical writing of other authors. The italidstext of personal narratives blends
with the academic writing of the professional nuasel the references to literature.
This blending is in turn disrupted, as one texeinnipts the other, and where the
personal intrudes into the professional and vicesaieThe authority of my own
analyses and those of other writers are held udaortiny through my writing as a
method of inquiry. In undertaking this inquiry, &¥e become the archaeologist who

excavates the sites and sources of knowledge amdarthivist who deals with
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statements and hidden discourses (Deleuze,1988heAgenealogical inquirer | have
become the cartographer who maps the topographiepe1988) of knowledge
construction and the ways in which such constrastiare maintained. In working as
the genealogical ethicist | am created as the Speatellectual (Blacker,1998) who
is concerned with issues of representation ancetfeets of my practice in the local

world of other people.

The view from within/between the boundaries

My interest in body boundaries and technologielseafith care has developed over the
years through my academic work in poststructuralesna reflection on practice
experiences with patients and students. This tédlecchallenged my previously
taken for granted assumptions about the ways patieadies, and health care needs,
have been constructed and represented in discowfsesedicine and nursing.
Recognition of other possibilities for understamdithe positioning of patients as
people, albeit as recipients of health care ingltese discourses, influenced my
practice with patients and students in the insting of health care and education. As
a nurse educator, | began to teach students howotsx within the discursive
practices of pathological-technological healthecand at the same time to look for,
and work with, the ways in which their patients koop alternative discursive
positionings. | had come to understand that intgises of, and tensions between, the
discursive practices of health care and social tcoctions of the patient’s body,

produced sites of contestation and accommaodation.

This concern with the discursive practices of Healare was to move beyond a
merely professional interest in the situations thaise in my practice as a nurse
educator. In 1993, my husband developed a prinma@janoma, which rapidly

progressed through secondary and tertiary stagmakas. Over four years | watched
him move from a reasonably willing submission te thscursive practices of health

care technologies, to a very clear understandingobwn agency. In closing off the
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boundaries of his body to the medical gaze, Kegpositioned himself as a healthy
person. He reformed himself as a person with athfeatening illness who was

capable of living his life on his own terms andiwét sense of wellbeing and peace.

As his illness progressed, and he was requiredegk snterventions to manage
complications arising from the pathology, he did tbn his own terms. He resisted
the lure of biomedical discourses and their abtfityross body boundaries and track
the minute progression of the disease. My work riapgling with the potential of

poststructuralism for nursing knowledge helped meaunderstand and support the
choices he made about managing his health and bemdth care services. Given that
melanoma, once it has developed to the tertiagestincurable, Kevin chose not to
use medical diagnostic and therapeutic approachék these were essential for
comfort measures in the palliative care stageinktthis denial of access to his body
was associated with containing a sense of selfjhat otherwise could have been an
overwhelming image of himself as a diseased bepwyileged only in his

relationship with medicine as a subject of pathglog

During the time we were coming to terms with theagmiosis of melanoma
secondaries, | read a narrative written by a surgdwo had diagnosed his own brain
tumour. This narrative focussed my attention ont#refying realities for a person

experiencing life-threatening illness.

And | was terrified. | did not know how to do thishave seen patients die. |

have been there when the life went out. But med indt know how to do

this! I'm not ready. Who will help me understandatlis happening? Who

will be with me along the way? Where am | goind@dked for hope, and |

looked for help...... (Visnick in Peterson,19941).8
Visnick’s narrative brought home to me the factt ttieere is no “safe conduct”, no
cure inside scientific medicine, for the person vidows they are dying. Thus to be
loved, cared for and connected with people whosamportive and healing become
centrally important aspects of this person’s |As.Liaschenko (1998) puts it, nurses

understand that the promised cure of medical diseois sometimes an illusion.
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People live their lives within their own everydayistence, centred in their own
community, while medical discourse and scientigchnologies speak a different
language; one that has the power to reconstrusteeryday existence. For Kevin
and me, living our lives inside this diagnosis oélamoma made us rethink our
priorities and values and the ways in which we ustd@d we could respond to this
situation. We sought a path through this journeiéwin’s dying and to understand
the enormity of it. As health professionals thxperience of life threatening illness
was both foreign and familiar, and as a personpke&nce, incredibly frightening.
This was a journey into the unknown as we had wealerstanding of how the
pathology of the disease would manifest and whasach it would have on his
functional ability and emotional and cognitive etat In a personal and professional
sense, the presence of nursing became a critiftegeree point. It was a means of

gaining direction “in the dark”.

In the final weeks of Kevin's life we prepared aelves to work together in a

supportive and peaceful way. In an effort to unided how other people had endured
such experiences, | began reading stories thadtridited the hardship others had
experienced in life threatening situation and tleurage in facing what they knew

would be the likely outcome.

Had we lived, | should have had a tale to tellte# hardihood, endurance

and courage of my companions which would haveestithe heart of every

Englishman. These rough notes and our dead bodies tell the tale

(Robert Scott, Antarctic Expedition 1913, in Bowle¥95 p.365).
Scott’s narrative spoke to me of hardship and eanthg, loneliness and fear, isolation
and connection, and courage in the face of an aténstruggle. It reminded me that
while connectedness and caring was central to xigtemce, the capacity to endure
was also important. This endurance meant gettirgugh each day, hour by hour, in
Morse’s (1996) terms, focussed intensely on thegire We were unable to look into

the future because the future was to bring an oumtcae both dreaded.
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| also drew on my practice background, in partictt& experience of nursing people
who were dying. The following exemplar from my siag practice journal was
written over ten years ago. | remember reading gxismplar at the time Kevin
became ill. It made me think about the ways in WHienight work to support him
and manage the practicalities of his dying alomg $amily and our community of

friends who were so concerned for him.

....I had been asked to care for a man who wasgdgirhome. When |
arrived at the farm homestead, all of his familysvtlaere, his wife, his
sons and daughters and their partners. | was strbgkhow well
organised this family was. The husband/father waa bedroom off
the large living area, where family members werkingj around
talking. He was unconscious and unresponsive,dnkdd comfortable
and well cared for and there were several familyrbers sitting with
him. At first | couldn’t work out why they neededwase as they were
managing his physical care very well, and had Heeisome time.

And then | understood that this family wanted supplorough the

final stage of this man’s illness and dying. Theyld manage his
physical care but they did not know what death éablke or what to
do when the time finally came. It was the presa@ifceirsing that they
wanted to guide and support them, to pull the tiseaf the final stage
together. | also understood that my presence heoalld not disrupt
the patterns of care that the family had develoged,worked with the
women of the family in the giving the physical came medications.

At first | felt a little disoriented by the degreéfamily involvement in
his physical care, but working with hospitalisedldten had taught
me to take a step back and coach the parents ingiware. | had
come to understand that many children preferredabmaforting and
familiar touch of a parent.

And so, as the night wore on, | came to know #msil{ through my
presence in this man’s circle of care. As they aaund the living

area, they started telling stories about their fathgoing back over the
years recalling the times on the farm that had bsmmificant for

them. This large and very expressive family indaudee in their

caring, offering food and drink and expressed tlweincerns about my
comfort. They asked questions about the proceslyinfl, what they
could expect to see and probable time framesey. #anted to know,
understand and be involved in this process.
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For some time during the night | became the pers@nfamily told
their stories of their history to, perhaps a kintdfamily friend. | was
touched by this family’s ability to live the paindagrief of losing their
father and at the same time to celebrate his Ifethis sense they
taught me about respecting unique the ways thgblpawegotiate such
life experiences. At other times | was the protessdinurse who could
tell them what was happening in this process ohglydy drawing on
scientific knowledge about changes in breathing airdulation. |
could comfort them by assuring them that their dattiid not appear
to be in pain, and by coaching and supporting thientouch and be
with him.

Somehow | knew when he was going to die, so Iccalie family

together, and they stood around his bed holdingheather and

farewelled their father/husband. Then we talkeduhgreparing him

for the next stage of his journey. They had saat they wanted to
keep him at home for a few hours, until they wesady to part with

him... so | arranged this with the undertaker. plned to them that |
had been taught to wash and change the clothesherbody after

someone had died, as a sort of final caring actl Hrey thought this
something they would like to do......and it wasgbties who wanted to
do this.

So we organised them with a bowl of water, towets @dean pyjamas,

and they washed him and changed the clothes om fh#ier’s

body....... talking to him about how he had undrdsthem and put

them to bed when they came home exhausted or drané.| think

they expressed feelings and touched him in a watytiiey might not

have been able to when he was alive. This was @uannoment of

caring, a way of being that ..... touched me deepl
This narrative represents the ambivalence, uncgytaand confusion present in
entering a new field of practice where | experiehtensions between the sense of
needing to do something and the recognition thatuual doing was not sufficient.
The family wanted my presence as the professiomadenbut also related to me as a
person, a sort of new-found family friend. For niestilluminates the central
importance of understanding the gaps or momentsrevhenurse may intercede
peacefully, preserving a sense of agency in thgiesds of nursing care; working
with them moment by moment and respecting theigumiways of managing such

life events.
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This journey through my husband’s iliness and dyagaced some critical issues for
me in relation to the practice of nursing with pats who are experiencing life
threatening illness. Some health professionalsdazsed me to remember that | was
Kevin's wife and not his nurse. | had difficulty @agining where | might begin to

draw lines between the multiple and contradictagifoonings of wife and nurse as |
was always/already situated in the discourse dfingr In reality | had to be whatever
it was that Kevin wished me to be. This experieineelved the crossing of personal
and professional boundaries in ways that made adeseethat our reality, rather than
considering these two positions as binary oppasitesicerned negotiating the
intersections and managing the tensions between.tAs a professional nurse and
wife/partner | was uniquely positioned in a waytthaoved the (my) nurse’s gaze
from “the body as an object of medical interventtorthe body of someone who is
living a life” (Liaschenko,1998 p.16). | began tank there were other ways nurses
could support this negotiation between the rolepastner and professional nurse; in
particular approaches that did not involve the @sidn of prior professional

knowledge and experience for either the patief&mily members.

| was always/already positioned in the discoursenafsing. | could not deny my
recognition of liver failure as | read the clinicagns of the pathology visible in my
husband’s body. The evidence of the pathology vedsinexpected and yet | clearly
understood the implications for his life and mifar; the loss of our relationship in
his dying as well as the ethical issues involvedupporting his desire not to be told
such things about pathology. This ‘inside-out’ piosiing as a nurse highlighted the
ways in which we as nurses manage the ‘abject’ s(&via,1982 ; Wiltshire &

Parker,1996) in our practice. It may be that nursasage the uncanny and horrifying
aspects of their work through an understandindgheir town agency with the patient.
This notion of containing the abject may give risea potential for understanding
how nurses may construct compassionate and caraggige within the lived reality

of the patient’s situation.
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| also gained new insight into the ways in whiclwpdul health care technologies,
such as diagnostic imaging, surgery and highlyrieeth pharmacological approaches,
may work to alienate a patient from their own baatyl own experience of life. In
particular | was interested in how the self “... dim$ed and reconstituted
relationally, its boundaries repeatedly recomposed renegotiated” (Scott,1987
p.17; Dawson,1998 p.169) risked being engulfed Hese health care technologies
that penetrated body boundaries and exposed tHelpgy with representations
outside the body. Through this visual imaging, dne interpretations of it within
scientific knowledge, the body was seemingly turneside out, privileging the

disease process and its association with mortality.

For my husband, who refused to look at such reptagens and to speak about them
in relation to his own dying, this refusal couldvleabeen constructed as denial.
Thinking about this idea of denial made me questla association we as nurses
make between the pathology people have and theratiype to accept the fact they
are dying. In this sense we construct the notiora aftional death. At this point,
concepts such as denial, acceptance and non-comglecame problematic for me
in what | understood as a situation that a persdikely to negotiate on their own
terms and in their own unique way. As nurses we c¢@onising the patient’s ‘self’
through our own ‘institutional authority’ in waysdt may produce anguish for the
patient as a person who is dying, but still liviaglife. Furthermore, | came to
understand the extreme vulnerability that patieartd their family’s experience in
such situations and this understanding went beydmat is usually possible in terms
of the professional empathy we offer our patiemts. a professional nurse and
wife/partner | was uniquely positioned in a waytthaghlighted enormous potential

for the compassionate and caring practice of ngrsin

This thesis tells the story of my husband’s jourtiepugh life threatening illness and
my experience of caring for him. | use LiaschensKd@998 p.12) notion of testimony;

or “bearing witness to the event about which ommtspeaks” in an effort to bring the
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personal experience of illness, and its intersastiwith the discursive practices of
health care, out from under cover as a private mapee. In this way, | illuminate the

‘attentive gaze’ (Murdoch,1985; Liaschenko,1998)nafsing to reveal the personal
experience of illness and suffering in a life theséng situation and my

personal/professional work as the wife/nurse. Asaatobiographical account this
study creates a narrative of the self, and as geghesents another way of
understanding an experience of life threateningesdk. It potentially unsettles the
truths (Kosta,1994) that define our identity whee are subjected to the discursive

practices of health care.

My philosophy of nursing as a journey through time

| was never going to be a nurse. People said | waka right sort of

person, | was too outspoken, and according to ceeher, too

“headstrong”. | also didn'’t like the idea of having wear a uniform
and take orders. The idea of working in an insiatcertainly did not

appeal to me, a convent boarding school had beeexaerience | did
not wish to repeat. | have vivid memories of thé-¥iretnam and

other “demos” of the early nineteen seventies.f. seeing Tim
Shadbolt in a demo at the Auckland Town Hall. | gmad myself
destined for something academic and activist. | hlwdays though |

would be a teacher, but the idea of re-entering édacation system
when | had just escaped it was more than | coulerabe. University

held a strong appeal for me, but | couldn’t imagiaeat | would do at
the end of three years of study. In the end, 1 gbfell into nursing

because there didn't seem to be any other viabtewmghat would

give me a career and financial independence.

And so | became a nurse. In retrospect, | cannagine having done anything else
because nursing has given me opportunities thahaneareer may have limited. |
have become a nurse, a teacher, in some ways damicaand perhaps an activist as
well. Becoming a nurse was not an easy processnirperhaps because of the
tensions | experienced between my early life aedddmands of institutional nursing.
It is likely that my father’s stories about beingreed after he was wounded during
the war formed my early understandings of what ingrsvas about. As well, my
mother had wanted to train as a nurse at the biegjraf World War Two and always

regretted that she had allowed her parents toanfle her against it.
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..... | guess that when | think about my mother ognifom her very
religious but also liberal kind of feminist backgral, she instilled an
education value in me, and also the need to havareer. My father

was fairly socialist in a political sense, a soldie World War Two, a

prisoner of war, and avid reader and story telland he taught me a
lot about personal reflection...... about findinganing in experiences.
Here was this man who had been a soldier, who hgukreenced

extremes of deprivation....... My parents taughttina¢ to have respect
for people was one of the most important thingsula@ ever learn.

They believed in children learning through expetin through

interpretation.... through stories if you likeand they instilled in me
an understanding of my own capacity to act.

My first year as a student was particularly prokéimas | struggled to come to terms
with new experiences that were to be formativeesching me about what nursing
was not. In thinking about this first year, my espaces on a geriatric ward were
significant because | experienced an enormouslmgiiveen the caring | had learned
within the context of my family and the institutalised caring of a health care

setting.

I was working on this geriatric ward..... and thigas my first ward,
straight out of prelim.... | guess that my familgckground was
significant in coming into a practice situation mursing where | felt
that the patients were treated less well than atsmahere | felt so
overwhelmed by having to work with these patierdad so

unsupported that | bathed them and fed them andltdeden have the
capacity to talk with them..... So here | am ors theriatric ward,

caring for people.... who | really feel I'm unalitecare for.... here we
were doing activities and | couldn’t find any meamin it. | think this

first year of my nursing training taught me aboutat nursing is not.
It taught me that nursing is not about doing atitag that do not take
account of other people’s humanity, that humanitgt eecognising the
humanness of other people has to be critical n. nursing

practice........ | don’t believe nursing is about. .appropriating

people’s dignity and integrity or putting them &k through our own
ignorance or prejudice or lack of judgement or urstiending.

This early experience of becoming a nurse was amasusly stressful time for me. |
remember being constantly on sick leave with i@ssthat | had never had before. |

also have a recollection of visiting a friend’s &t who had been admitted to a
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surgical ward, where | had to leave because | éapexd a panic attack on seeing her
in a bed with the same hospital linen that was usedy geriatric ward. The really
sad thing was that we had no where to take thedimds and fears. The only formal
support offered to students was from one of theitalspsychiatrists, and | could not
see this as an option. The relationships betweagstest and registered nurses were
intensely hierarchical (even between intakes insdume year) and therefore did not
offer much possibility of support. In those days weally were afraid of the ward

sisters and even of the senior student nurses.

These hierarchical and sometimes abusive relatippsheemed to promote an
agonistic passage into nursing (Bradby,1990) whegehad to prove ourselves in
order to earn status in the hierarchy, overcombygjaxles in the same painful ways as
other nurses before us. The structural dominancthisfinstitution was such that
many ward sisters really did “eat their young” (B&893 p.298). In a sense | found
myself caught between my personal values and nutipeathat | perceived as full of
meaningless ministrations under the surveillancengfsuperiors. My hands were
nursing people, but there was no healing connedtidhis practice - to my heart or
my mind, and this feeling of being incapacitatedsvpainful. And yet, if | was to
become a nurse, | had to work through this. Somehowsing had become important

to me and it was not something | could walk awayrir

So | guess that over the period of a year or sahaged to come to
some kind of understanding with myself, where ielet! if 1 did my

very best as a nurse....then that was all thatuldalo...... So | learned
that my capacity to act was to be a really exceliense ........ and this
was a matter of survival.

I don’'t remember actually coming to a decision dabloow | would go about this

business of surviving, as this transformation iatceasonably competent nurse was

only something | could see in retrospect.

...... it must have been a process that | workealijh over a period of
time, and then maybe tried out a few tactics anghdothat they
worked. | also needed a period of time to gain serperience and a
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little bit of expertise... and a little bit of cage, to be able to
experiment a bit......about..... finally gettingethourage together to
say, okay, how am | going to deal with these wastiss, and actually
going and fronting them and saying, “OK, I'm new wour ward.
How do you like things done?”, like | don't wanthe taken unaware
here.... and so it was about survival.

Gradually, over a period of a year or so, | stapedting aspects of practice and
knowledge together, and started to make senseirdsthBy my second year as a
student, | was starting to gain some satisfactromfmy practice and was able to
make connections between the work of my handsfaékngs in my heart, and my

knowledge about what | thought nursing should be.

On from there over the years, I've developed soery personal

values about what nursing is.... and | guess thisaggage that | carry
into my role as an educator.... I'm sure my stuseould stand up and
tell you what is important to me. So | believe arsing being

nurturing in terms of fostering growth, fosteringev&lopment,
movement towards wellbeing....... | see nurturinglas mediating the
environment, creating the conditions for growth dealing....... | see
caring as involving compassion and compassionats, aecognising

people as unique human beings.... connecting \Wegmtand working
with them, and offering comfort. | imagine nursasya lifetime human
journey where, as one travels through the world nafsing, we

become connected to accumulation of knowledge, owisdand

creativity; connections that travel from the pastlanto the future.

For me, the central concerns of nursing are conoassoncern, and care for people
where the healing power of nursing is embodied perSonal contact, attentive
listening, skilful responding, careful touch ane ttreation with the patient of new
hope” (Basford & Slevin,1995 p.50); or a dignifideath surrounded by love and
care. These values and concerns extend beyonddfesgional boundaries of nursing

and into the blurred lines between my private amdgssional lives.

A few years ago my elderly aunt was admitted tpitalsvith a severe
stroke. The family was told that she was dyind,teok my parents to
see her. As a nurse, | had become accustomed togcéor dying

people, where the ministrations of nursing can helpmake this
passage a peaceful and inclusive experience, Waislunprepared for
my intensely personal response to this situatidns Bunt had been
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particularly significant to me... and | am not surean explain the
reasons why. | remember her lying on the bed inheapital room,
facing the window. In the view from the window theuntain was
clearly visible, and | could imagine the homestéaun high up near
the bush line, where she had spent most of herAgd looked at her
lying in this bed, | had a sudden vision of hewhen | was a child....
and she was working in the kitchen, setting théetédr dinner.....

... and it had been a wonderful day.... and owsto had led all the
children on an adventure to climb the mountainwés Winter, and
our bare feet were stung with cold as we climbed alimbed, up
through the bush to get to the top of the mountaamd the big kids
helped the little ones... piggy-backing us soméhefway. And when
we got to the top, our feet numb and our breathiagged, we
marvelled at the view... you could just about $mewhole world from
up there.... and there was snow..... and then #Hee 1to get home
before dark, arriving at the homestead when dinmexrs almost
ready..... and our aunt telling us in her sternesice to get washed
before dinner.

Returning to the homestead for dinner was a homexpro the warmth and security
of well-known and well-loved things after the riskisd adventures of the day. In my
aunt’s hospital room, this experience reminded fmaysense of connectedness with
people and the world, and also, that this conneetgsl has its joys and its sorrows. |
had an overwhelming sense of impending loss areklng of time, having moved

on. The healing power was being there with the lfarand working through this

experience of loss. Within the circle of my familywas both the nurse and the
niece/cousin. My expertise was called upon to agsiger care and to offer support,
but there was a difference here in that | was miobgrily acting as the professional

nurse. That role was fulfilled by a third year nngsstudent.

When Luana (fictitious name) first came into themg | couldn’t work
out why she was there...... and then | understdad $he was my
aunt’s nurse... and she was a nurse who confideethyred her whole
attention on my aunt’s care. There was somethirtgerway she spoke
to my aunt, the way she touched her, that saidwsdeethere with my
aunt..... in a way that reflected her capacity hok, feel and do, this
practice of nursing.
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| believe nursing is about reaching out to otherd welcoming them into a circle of
care. As my positionings in these events moved sacrpersonal, family and
professional boundaries | had a feeling of being pé& interconnected elements,
where | understood that everything | do as a nigdga relation to, and influences
others (Basford & Slevin,1995). Luana’s presence wa&omforting reminder of my
nursing practice as an educator, and her gift towae her skilled response to my
aunt’s needs. As the place where my parents grewhigp mountain framed in the
window remains an anchor point in my life. It wagentral theme in my parents’
stories of their childhood, and a place of fun addenture for my generation. Today,
as | look at this mountain to the west of wherigd,|1 think of it as a magic place, full
of stories and mythology; a symbol of the thingatthre important to me. This
mountain reminds me of the vision needed for arpdctice. This vision is not
always clear and sometimes it is a struggle tohcglimmpses of where | need to go in
my practice. Sometimes | find my way by intuitidrysting that my experience and
connectedness with other people within the tercdimy practice will show me the

way. The clarity of vision often becomes apparamnetrospect.

The significance and purpose of laying open the egpience

Where | trained we have the image of the lamp on hmspital
medal.... we have these symbols that represerdicddeas from the
past... so the image of the lamp is about the nbeseg constant and
attentive.....and present..... in Nightingale’snterthe lamp was also
about knowledge and enlightenment..... | am cortonggee this as the
conversation place... the place that Katherine Matalks about as a
campfire..... where the lamp is the place to gatret talk and develop
meaning and understanding... like around the nussaton.

Talking about our practice while sitting around tharse’s station is probably as

Maeve (1994 p.15) suggests, a time honoured nupsagice where we are

.... telling the story of who we are, what our feare, what
our successes and failures are like, what we wishhfow
we resolve conflicts, how we care, and how we ereat
practice knowledge.
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For me, this in-between space among nursing calleag embodied in the metaphor
of the lamp, the place where nurses have the pakéntcreate visions of possibility;
where we can work to extend the boundaries of whaheans to be a nurse
(Schoenhofer,1994). This is a transformative spalcere nurses make connections
back through time and into the future, and in esclith one another, weaving
together voice and understanding (Baker & Diekelm®®94). It is the place where
we bring moments of practice into the light to m#tkem visible and to consider their
soundness, quality and usefulness to us. Thissthepresents such a conversation,
where | lay open this experience in the light of collective nursing wisdom, in
order to foster further conversations in the bordere) territory between our
professional and private lives. In doing this wdrkoelieve | may create new
possibilities for understanding the ways in which professional work as nurses and

our own life experiences are inextricably intertedn

One of the most difficult elements in this thesasd arguably one of the most
important, is the consideration of professionaliasthThe stories underlying this
thesis bind elements of my professional and pefslores together in a way that
produces tensions between these positionings. danae, the stories are about my

professional chickens coming home to roost in mggaal hen house.

| remember as a child my mother would sometimesnasho let the
hens out of the hen house in the afternoon. Oningehe door to the
hen house there would be a great flapping of wiagd squawking,
and feathers everywhere, floating through the air the musty
darkness. Then gradually the hens would settle daweheach go off
to some location, in the paddock or under the hedgking the noises
that hens do, and begin to scratch about. They dvgay minute
attention to a particular piece of ground, peckiagd scratching and
uncovering whatever was to be found.

This thesis is about scratching and pecking andirigrover the ground of this
experience, paying attention to particular locati@md moments, to uncover what

might be found. In terms of professional ethicss thesis involves opening a door
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and stepping into uncharted territory where theugdbis less than firm. In telling
these stories | take up discursive positioning$ witself-conscious awareness about
what is going on in a particular narrative locateomd how | am implicated in it. As
Blacker (1998) puts it, in paying meticulous atiemtto the detail of knowledge
construction, there is a losing/finding of self,dathe potential for the writer to
become a politically strategic and intensely lo&abwledge worker; a channel
through which power passes in the constructionnaivkedge. Opening the door to
this hen house of experience has indeed creatiedra éf feathers, in other words, a
very real need to consider my own and others’ gafetelating such intensely private
stories. The vulnerability of people involved iretktories is a centrally important

ethic in the thesis.

In a theoretical sense, this study may be sigmifioda re-presenting knowledge about
patient's responses to the experience of life tbreag illness. It may help to
reconstruct the ‘theorising’ on the patient’'s exgece of life threatening illness as
socially produced representations of the structanel form that the patient’s
experience and the nurse’s practice with the pawenld take. In this way, this
exploration of the experience of life threateniritpeiss seeks to contextualise
knowledge about health care practices within paldicdiscursive positionings. It will
document the ways in which theories about, andtipescwith, patients experiencing
life threatening illness are bounded by particways of knowing that are connected
to the values and practices of particular timeacgd and disciplines. This study may
be significant in making the journey through lifergatening iliness visible, and
offering nurses some alternative readings of tipeactice and the opportunity to

contest commonly held assumptions and beliefs ghatignts.

In terms of the methodological approach, any clawn objectivity would be
unsustainable in this thesis. The stories thatpaesented should be understood as
subjective recollections; texts, which could be jsabto multiple interpretations

rather than having one “true” or confirmed underdtag of events. The narratives
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should not to be considered as a means to factugisesent particular situations
(Crowe,1998) or to hold out particular ways of agtas more moral than others in a
prescriptive sense. Rather than create a comprieketieory on the experience of
life threatening illness, the aim of this thesistasshow how particular discursive
statements and institutional practices may comstthé nurse’s interpretations of
patients’ experiences and thus nursing relatiossiigh the patient as the recipient of

health care.

The structure of the thesis

The boundaries between the chapters in the thesisinasome ways arbitrary
demarcations. The review of the literature seep® ithe theoretical and
methodological positionings of the study, and elets®f autobiography, inquiry and
analysis are spattered through my writing on thesadational chapters of the thesis.
The resulting dampness from this seepage creatésrtile landscape for my
imagination where there is a crossing over betwiese boundaries into spaces
where | am able to tend and coach the growth of ideas. This chapter sets out the
background and location of the research and intrediuhe reader to the ideas that |
have developed through my reading and reflectidre fheoretical positioning for the
research has been developed from the work of F&tu¢H88) and other writers
whose work can be understood as utilising poststralist approaches. The thesis is
a representation of a journey through the expeeiafdife threatening illness. It is
informed by my personal experience of caring for lnmgband (Kevin) as well as
references to literature, which will support thealgmis and interpretation of the

situations that will be presented.

The discussion in Chapter Two sets the contextoaltipning for the thesis. The
literature is reviewed in relation to the discuesiypositionings of patients
experiencing life threatening illness, and the asirwho care for them. It maps some
of the tensions that may be experienced by theemiaind the nurse who live this

experience of life threatening illness inside thdtwe of health care institutions
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where ways of understanding are mainly informeddwmhnical rational knowledge.
The use of high-powered technology in health caerbconstituted the boundaries of
patient's body to produce an openness where visminshe body interior are
reconstructed and projected in spaces outside tuy.bAs the patient’'s body
boundaries become increasingly permeable, botlpdtient and nurse are called into
being in new ways, which are profoundly significémtthe relationships these people

may construct with themselves and each other.

Chapter Three explores the theoretical considersitifor the thesis. | describe
poststructuralism as supporting new ways of undedshg the world and consider its
significance as a method of inquiry. | consider hiowpoststructuralist terms, the
‘self’ is understood as socially constructed thtoudiscursive positionings and

productive of identities, which are based upon tamty shifting ground. Notions of

what is right and wrong in terms of moral condudhwhe recipients of health care
become understood as constituted through local ersations and the subject’s
capacity for choice rather than given by some aitthd3ody boundaries or borders
are recognised as socially constructed demarcatwimsh signify difference, and as
such may be reconstituted in more or less permeabies. For my husband, as a
person diagnosed with a life threatening illnessl myself as the nurse/wife caring
for him, notions of containment, permeability amansgression of body boundaries

become centrally important themes as this expegienfolds.

Chapter Four explains the methodological consideratfor the study. | discuss how
| have drawn on ideas from Foucaultian genealogicellysis, autobiography and
writing as inquiry in developing a methodologicaitip for this thesis. | consider the
ways in which the ontology and epistemology of éhegpproaches relate to my
practice as a nurse and the personal beliefs dnés/aforming how | live my life.

The scope and boundaries of the study are laidmdittentral questions, which guide
the analysis of this patient’'s experiences of fifeeatening illness, and my work as

the nurse/wife in caring for him, are identifiechéfmeans used to work through the
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development of the methodology are explained asraular process of reading,
writing and a type of critical reflection, whicthive named “talking back to myself”.
Specific ethical problems arising from the methodgl and the context of the study
are considered, and my paths through particuldicdifies to finding safe ethical

ground are tracked and explained. My visions faoting the methodology, and the
techniques | have utilised in making sense of tiogies in relation to it, are also

presented.

The analysis in Chapter Five explores the tensiansing from contradictory
discursive positionings for the patient and theseumn entering discursive fields
where the patient is diagnosed with primary canicexplore the experience of being
always/already the nurse as Kevin became the patéemd how living with the
probability of a future diagnosis of cancer markesl ‘patient’s body’ in ways that
included him as well as excluded him from certascdrsive practices. Finding the
secondary melanoma two years later raises thesstakieving with life threatening
illness. The discussion highlights the tensionsvbeh the discourses of the closed
and open body following the diagnosis of metastattanoma and the ways in which
Kevin and |, as the patient and the nurse, negatipaths through these contradictory

discursive positionings.

The analysis in Chapter Six considers the disceusserounding our movement
through the experience of surgical intervention anfsequent health care events.
The discursive production of the subjectivitiestt# nurse and patient are explored in
relation to this where | become the private nussel Kevin is the cancer patient. |
explore the development of a new relationship hitim as the patient through my
discursive positioning as the ‘private nurse’. Ttagjile identity of the ‘private nurse’
encompasses a borderline professional capacitg®t¢he boundaries of insider and
outsider, and allows my entry to privileged spatesnsider the ways my presence as
the ‘private nurse’ mediates the entry of this gafs body into the discursive

practices of healthcare. As well, | discuss the licagions of working between
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personal and professional boundaries in relatiosigoourses of pollution and bodily
control. Finally, | explore discourses of care amgection and the potential for
nursing in understanding and negotiating such sgeand intimate relationships with

the patient.

The analysis in Chapter Seven uncovers the diseupioduction of life threatening
illness and the work of the private nurse whereghgent is dying. Running in the
dark becomes a metaphor for the mediation of badyndaries as we both recognise
the limits of medicine in treating this diseaseeTtories show how discourses that
produce self forming activities related to healtid &ithess become privileged as
Kevin attempts to live his life in the shadow dElthreatening illness. An intimate
relationship with the technology of radiotherapyeexis the discourse of the open
body across the personal and professional boursdafi&evin’s life. The rituals of
monitoring and surveillance serve to maintain theilpged vision of the pathology
until the point when a tertiary diagnosis is cam&d with the discovery of the tertiary
stage lesion. The experience of living with lifegitening iliness finds expression in
my teaching as | struggle to manage the boundaeeseen private experience and
professional practice. Finally, | consider the disses present in the care of the
patient with tertiary stage melanoma as Kevin asitluggle to find a path through the
inevitability of his dying. Discourses of hope, @@nacceptance, and suffering are

considered in relation to the pathological body tradself’s relation to the self.

Chapter Eightconsiders genealogies of practice and forms thelgsion of the
thesis. The genealogies of the thesis, and myioekdtip with it, are discussed as
paths that have been negotiated through the tedfitige stories, where the whisper of
other voices appear at the margins and througahps in the text. The philosophical
and contextual positionings of the nurse as a lvdrdeeller are explored in relation
to the idea of the nurse as the specific intelkdctlihis is the ‘thinking nurse’, who
critically engages with her/his own practice, anel $tories of the patient, to form new

discourses as local and contextual ‘truths’ ablingss, suffering and dying. Finally, |
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explore the agency of the nurse, and professiomaimg, in creating harmony with
the discursive productions in the patient’s locari, and in doing so, construct

ethically sound practice for both the patient aralrurse.
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CHAPTER TWO

CONTEXTUAL POSITIONINGS FOR THE STUDY

Introduction

The discussion in this chapter creates the coraéxpositionings for the study

through critical analysis of the discourses presetiealth care practices with people
who are experiencing life threatening illness. dwdrattention to the ways metaphors
based in the language of health care technologiesr ®ver other ways of knowing

about the body in health and iliness, and call feeogo being in particular ways as
patients within the discursive practices of healdlre. | deconstruct the tensions
arising between the discursive positionings of gua as recipients of health care
inside the culture of health care institutions vehesays of understanding the world

are mainly informed by technical-rational knowledge

| consider how technologies of observation andalisation are likely to be used in
situations of life threatening illness, where invasapproaches may be used the
fullest extent in order to effect a cure or at ¥ieey least to keep the patient alive. The
tensions experienced between the patient’s soaaltgtructed body and health care
technologies are considered in relation to the agpéor such technologies to cross
body boundaries and lay open the interior of theybto outside view. The analysis
shows how this viewing of the body interior, and tthanged functions within it, has
the potential to call the discursive subject inngy through the interpretations of
health professionals, where the body ‘becomegathology. Finally, | explore how
nurses are implicated in such readings of the bmuly consider the potential for
nurses to find themselves positioned in liminal cgsa with patients who are

experiencing life threatening illness.



33

The body in discourses of health and illness

As people we create ourselves in our worlds in usjicsimilar and different ways.
Our realities are socially constructed in respaieseur interactions with our social
world through our family, community, culture anccsty. We choose to take up, or
not, particular ways of being as social actorsdistourses of health and illness the
body can be understood as an important mediumaitialsconstruction of the self, or
as a mediator between the person’s sense of selfth@ society, history and culture
in which they are embedded. The person’s body besoinscribed with the

knowledge, values and beliefs of their culture.

In western societies the body has been sociallystoacted primarily through
discourses of science and medicine. Our understgradid experience of the body is
influenced by these social constructions. We tentbke our bodies for granted in
everyday life until the sense of something wronghwthe body intrudes into our
consciousness and requires us to seek help to madhiggchange. The experience of
illness and subsequent opening of the body to #ze @f medicine and science may
result in the body taking over our sense of séifioat as something that is external to
our being (Lupton,1994). The body can be unders@a®dhe constantly changing
product of certain kinds of knowledge, a blend ofial discourses and biological
matter; in Haraway's (1989) terms something thah#le rather than born. The body
is shaped by its entry social relationships. Itsistauction is both limited and

facilitated by historical, political and culturah&wledge and practices (Lupton,1994).

Bodies are subject to monitoring, surveillance utaion and discipline by external
discourses and institutions (Frank,1991). Peomenl¢o discipline their own bodies
by taking up particular discursive positioningsrelation to societal, cultural and
political knowledge and understandings of the bdehucault (1979), in his work on

the historical genealogy of the body, considersiibdy to be a site of political and
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ideological struggle, a point of focus for statepaatuses such as medicine,
education, law, and the military. Bodies are thostained within certain normative,
and seemingly naturally given, boundaries and aresped for transgressing beyond
what is considered to be economically and poliycagroductive to a society
(Lupton,1994). Foucault (1975) saw the institutainmedicine as a major influence
in defining these normative standards through tleeelpment of increasingly
sophisticated scientific examination and monitoriaghniques and the organisation
of sites of medical surveillance in particular lbeas such as hospitals, schools,
psychiatric institutions, prisons and the militafjyupton,1994). The patient, or
inhabitant of the body under examination, was coegtd as unknowing in these

medical encounters in opposition to the secregngific knowing of the examiner.

The body, as an entity subject to examination, wakerstood as having economically
and politically productive potential, which could beveloped through discipline and
control of its boundaries. Discourses of publicltiearose out of understandings of
body as always potentially dangerous, subjectdeatie and in need of control for the
public good given the potential of the deviant) (bbdy to contaminate the healthy
(economically and politically productive) populaticsSome individuals were marked
as potentially contaminating, in particular straisgesuch as immigrants
(Lupton,1994). The containment of dirt can thusulpelerstood as a social practice
where systems of (disease) classification attemptihg order to the malfunctioning
and socially dangerous body (Woo0d,1997). Such ifieestsons are central to the
development of public control measures, which astifjed in utilitarian terms, for

the collective social good.

Scientific classification involves the generatiardanstitutionalisation of knowledge
that legitimises these dividing practices (Raf&94d) in ways that they are seen to be
natural or for the common-sense (Crowe,1998) godd people. Thus the
classification and signification of patients is @sated with the “normalising”

discursive practices that seek to identify whatasmal and mark that which deviates
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from normal. Subijectification involves the activarticipation of the person, as
subject, taking up or constituting themselves frovithin particular discursive

positionings that have always/already existed godhe formation of the subject. As
Crowe states, “the subject is an effect of meacmugtituted by discursive practices”
(1998 p.341), where cultural constructions of wikatormal and natural are taken up
where the subject denies a consciousness of ditersaWhere subjectivities are
experienced as contradictory the person may clooeesist the ‘obvious’ and take up
alternative discursive positionings. In this waye thocial order of health care is
constantly reproduced, where the professional persounderstood as the expert

knower, or the bearer of reason, and the patisks thecoming that which is known.

In becoming a patient, the person gives the ddience to work on the body and in
doing so, consents to becoming scientifically d¢feess and reconstructed within the
practices of medical science (Brown & Sneddon,199&hallenging the
classifications of disease and illness (and theeefloe validity of the classifications
themselves) according to the lived experience ebibdy is politically dangerous as it
subverts the relations of social (re) productionedMdalization of the body has
resulted in scientifically and socially constructemrmative understandings about how
people should inhabit their bodies. While people ltheir bodies experientially as
well as actively engaging in discursive practic€sof,1989), in a society where
everyone is seen as the potential victim of disgaseple submit to the public gaze of
medicine and actively encourage others to do tiheesdupton (1994) believes the
relations of power are not always visible in thegeial transactions as the prescribed
behaviours are seen as being normal and commome.s&asWilliams (1997 p.14)
notes, “bodies become public property for medi¢onevork on without interruption”.
The body, colonised as an object, becomes a tgriitobe explored and conquered

(Parker,1997) in the battle against disease.

Liaschenko (1998) suggests that in Foucault’'s (19@Bms, the gaze of medicine

historically reconstructed the view of the patisriibdy by reducing the perception of
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the patient to the disease, as a location in tly.b®hrough the medical gaze, the
patient is represented as the disease, and tte dxeerience of the person becomes
invisible. Recognising the lived experience of eis constructs the person as a
central actor his/her encounter with the providéhealth care, as a person who
retains some agency and authority in naming thbleno with their body. Shifting the
focus to the point of location where the diseasmasifest in the body does not, as
Liaschenko (1998 p.19) puts it, ‘solicit a storyadtfe lived’.

Imagery and symbolism in discourses of health andimess

The use of metaphor is significant in shaping auttarstandings of the body and the

meaning of iliness. As Malone (1999 p.16) suggesttaphors

.... Structure understanding and experience byglminforth certain aspects
of that experience and hiding or silencing othensl ahey do this so
seamlessly and constitutively that we are ofterd lpart to identify them as
metaphors, much less to identify alternative metaiphl conceptions.

The metaphors present in health care discoursee $twav we think about our bodies.
They bring forth certain realities and capacitiessdction in terms of how a situation
is read and understood. Similarly, Lupton (1994gssenagery and symbolism as
important the way people experience and live whigirt social bodies. Much of this
symbolism is focused on policing body boundarieeenrms of what enters and leaves
the body. The symbolic concepts of dirt and hygieme constructed as binary
opposites. Dirt offends the social order of theyadd is associated with disease in
relation to the internal and external organisatidrthe body and its environment
(Douglas,1980/1966). Hygiene, and the health itpeces, have become commodified
(Lupton,1994); able to be purchased as marketediupte to be used in the
environment, as well as on or in the body. The bitgbif also has capital value and
has becomes a medium for exchange, while the di/lecomes invalidated, losing

its capital value. The person with cancer discomershe has becomes an outsider, a
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stranger with only partial citizenship, when ex@ddfrom health or life insurance

policies or mortgages. The person with cancer inger a good economic risk.

The symbolism produced by the metaphor of the aslp machine is important in
understanding the ways in which the body is reduogahrts inside the discourses of
medicine and science. The body has been conceggidadis a machine since the time
of the industrial revolution (Lupton,1994). Karl Mabelieved Capitalist technology
and work practices (such as production lines) vaemeeans of subordinating working
class bodies to machinery (Shilling,1993). In gesise, the body is seen as subject to
social order, an object that provides commerciaiaathge to those who colonise it
(Parker,1997). Stauning (1993) also links the maehlmetaphor with industry. She
believes there is a relationship between medicaikedge and the drugs and devices
used in health care and the interests of industtié development and use of health
care technology. The use of such technology quibldgomes common practice in
health care settings and if the technology is abégl, it is likely to be used. Stauning
(1993 p.361) suggests this is because“strategies of industry walk hand in hand

with the mechanistic view of science”.

The body may be understood as both a machine aath abject that is subject to
machinery. Medical technology such as pacemakaydants, lasers and microscopes
construct the body as a machine with interchangeadiits that can be repaired if they
break down (Martin,1994), just like any other maehiA machine is thus used to fix
a machine (Lupton,1994), imposing the disciplind aationality of medical science
on the malfunctioning body and its parts (Martir849 Gatens,1996). Computer
technology extends this symbolism of the body ashime. For example, with the
capacity to map human genetic structure, the bady lme understood as having
minute interchangeable parts or files, which canaltered to erase malfunctions.
Haraway (1989) uses the term ‘cyborg’ to describs blending of biology and
technology, where the human body is part humanpartd machine. Technological

advances have resulted in the body being redisedvees uncharted territory awaiting
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exploration and medical intervention (Lupton,199)ere the boundaries between

what is human, and what is not, become blurred.

The military metaphor, which portrays the body dsm#leground is another common
theme in the discourses of medicine and publicthedhe body is seen as fighting,
attacking and killing invaders when it is underaekt from disease (Martin,1994).
Medical access to the body is legitimated on theugds that disease is an evil
atrocity committed on the body. Doctors work on thent line” using aggressive
pharmacological treatments such as “shotgun théaupy “magic bullets” in the war
against death (Lupton,1994 p.62) fighting the enenntil it is destroyed
(Casteldine,1999). This military imagery construttte body as a nation-state with
vulnerable borders which must be policed and legites violent responses to body
boundary transgression as a “natural” responset@np994 p.66). Castledine (1999)
suggests that medicine does have a warlike apprimadmess and that aggression
may be an appropriate response to a crisis. Thblgmois that within medical
discourse, all illnesses are likely to be treatsdaacrisis, and such an aggressive

approach serves to overshadow other representatighe illness experience.

Cancer metaphors are closely associated with myilggmbolism and are represented
by statements such as ‘losing the battle with can€ancer is understood as a
disease that comes from the outside, cutting thgopedown in their prime. It is part
of the filth of nature that illicitly transgressbedy boundaries, a disease that requires
the intervention of professional experts (Test&3)9This symbolism constructs the
human body as a host for a hostile life form trest imvaded the body, something that
is ‘other’ than the person themselves. Cancer besothe ‘intimate enemy’, a
disorderly and out of control entity that challesglee order of the body and threatens
to engulf the rational self. Discourses on cangelude notions of hope, courage, and

strength and will to overcome the disease or tdodieely (Lupton,1994).
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The metaphor of body as a frontier existing sotelye transgressed by the modern
scientist, draws on the imagery of colonialism #meldaring exploration of the “dark
continent” or that which is unknown (Bauman,199364). This crossing of the
border into the interior territory (of the body)nstructs the patient as the colonised
through co-optation of his/her body. A cultural erstanding of the coloniser’s
ability to transgress the statutory border (of Hualy) comes into being with the
person’s consent to be induced with some rewarddeprivation, and his/her
identification with the coloniser (Nandy,1983). Tkkin, as a border, creates the
categories of interior/exterior, familiar/alien aself/other as well as the simultaneous

opposition and co-dependence between the coloamskcolonised.

Health Care Technologies

The term health care technologies may be interpretemean the effects of the
culture of health care institutions; the techniquésmonitoring, surveillance and
governance, that classify and signify patients hes liearers of particular diseases.
Foucault understood power in terms of unequal io¥lahips between people; “an
intricate web of power technologies operating tigloaut society” (Foucault, 1982
cited in Rafael,1996 p.4), where the term technebgefers to an understanding of
power and knowledge as inseparable. The knowletigé health professionals
possess thus affords them a privileged statusl@tior to that of the patient. Within
the knowledge/power web operating in health carstitutions, patients are
objectified, or called into being as subjects witrticular status; through dividing
practices, scientific classification and subjectfion (Foucault,1982 cited in
Rafael,1996). Dividing practices arise out of thenstruction of hierarchical
difference where one person or group is excludech fnolding power on the basis of
what they lack in relation to those understoodhashbiearers of power. This means the
patient and the health professional are construasedientifiable categories and the
status accorded to them within the web of powemeations reflects the value of

their categorisation.
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Health care technology may be understood as anpsregaployed to meet diagnostic
or therapeutic goals, such as diagnostic and tkatap machinery, surgical
procedures and high power medicines. This desgripglates to the means to greatly
extend human action beyond the skills and knowleofgthe particular user of the
technology (Cassell,1996), in the same way thatirdyia motor vehicle extends a
person’s ability to travel over distances with miim physical effort. In a cultural
sense this ability to utilise technologically predd machinery has moved
contemporary society to a commuter culture, whexdg and services are constantly
moved to supply and consumer demand. For some gdbpl motor vehicle has
become the source of a subculture where theiriigtastlinked to the particular ways
in which this machine invests them with power atatus. This metaphor may be
extended to the utilisation of technology in heattlire where health professionals

have been able to extend their practice.

Technology has come to be seen as a common serisef mvery day life in the
culture of the late twentieth century. The useechnhology is closely linked with the
modernist desire to make things different and wah Iproduced by, and productive
of, the ability to transcend nature. In this serieehnology has created a culture of
transcendence. As Bauman (1995) suggests, the @aiseo transcend something,
the more likely human beings are to do so. Thuste to intervene and the ability
to intervene define one another. Technology has beasformed from a means of
societal independence into something that is segyimdependent of, and
profoundly shapes human action. It defines our renwnent rather than allowing
human activities to be defining of it. The abilityintervene defines and changes the
user of technology in terms of the specialised Kedge required to use it as well as
extending the user’'s capabilities. As well humamnge have become something

which technology acts upon and are redefined thrahig relationship (Tester,1993).
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Inside the culture of health care, the use of teldgy has enormous potential to
change human lives and reduce human suffering @@&a& Smith,1998), however,
as Bauman (1995 p.170) suggests, the

...... freedom to control one’'s own body and manipuitgeactions came
hand in hand with the growing dependence on tedgyohnd its offers;

individual power was closely intertwined with sulssibn to expert guidance
and the necessity to consume technology produatse ldind more the owner
of the body came to think and live as a foremanoayppd by medical

authorities to invigilate and supervise the madahjiressigned to his or her
care.

While people may see themselves as emancipategchydlogy, and in certain ways
this is probably true, science tends to construchdn beings as relatively passive
objects upon which it acts. Technology has imposed@ boundaries on human
existence substantially altering the way we locateselves in the world. It has
developed its own legitimation, “constructing ecalar and self referential discourse”
(Tester,1993 p.100) that is difficult to challendeke the “Sorcerer's Broom”
(Cassell, 1996 p.178), technology has taken oneadifits own allowing the user
(health professional) to substantially define amdnge outcomes for the patient
without entering the world of the patient. The ssotke, alluring power that
technology confers on the user is associated wWithopportunity for immediate and
unambiguous results as well as the constructindgy hbé desire and ability to
intervene. In this sense, health care technolagieshealth care technology produce

and sustain one another.

Historical developments and cultural tensions

During the late nineteenth century, the developnast use of imaging devices in
health care was to produce cultural shifts in leedtre practices and the way people
understood the human body. Cultural tensions aparapt in historical writing on
health care technologies particularly concernirg itivention of Xrays. In late 19th
century Europe, the invention of Xrays was strorgnnected with invasion of the

privacy of people’s bodies in terms of being albleitoss body boundaries and make
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visible what had before been invisible. The peajléhe time responded to this new
technology with both awe and ambivalence (Kelve37)%s it threatened to overturn
the accepted conventions of their time concernilgitvwwas held to be public and

private.

Xray was to open the living body to external viemdanake the previously invisible

and mystical elements of the body visible. EmilylM@thouse summed up the
ambivalence of Victorian Society in her 1897 podtal{es,1997) where she depicted
Xray as invading the privacy of the body and expgsihe person's inner most
thoughts to the outside world. The human body hembime a new territory able to be
conquered with Xray technology, allowing the intetption of a person’s inner most
being by an external source. Personal space, thigitime been defined by clothing,
was redefined. Skin was no longer a border defitireglimits of the human body, as
it had become transparent in the living body Xregigealed “the naked truth” of the
body (Kelves, 1997 p.118). Personhood risked becpmsubordinate to the

importance of this scientific representation.

This crossing of body boundaries to open up theyldod external scrutiny was to

create a new medium for art and literature. Xragvjgled a new medium for the
ideological critique of socio-political relationsf dhe time. The words ‘truth’,

‘superficial’ and ‘exposure’ took on new meaningg&ghim the discourse of Xray

transparency. In 1933, Rivera used an Xray stylagenof a woman’s body in a
painting called“Mechanised Maternity (Kelves,1974 pp. 124, 134) to display the
pregnant woman’s abdomen as if she were a machsman attempt to depict the
depersonalising or alienating effects of machime€apitalist society. As well, some
doctors of the time were concerned that Xrays cdwddused in a mechanistic
approach to medicine. Instead of the “healing tduwhthe physician, the doctor
would become distanced from the patient by visuggnetrating the patient’s

“machine like” body, using another machine (Kell€87 p.134).
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Technologically produced vision

In the culture of health care technology has cre@ecompulsion to visualise the
interior of the human body in order to seek thdplaigy that medicine aims to cure.
The phenomenon of viewing the body inside its imaé&boundaries can be understood
as the “scopic drive” (Braidotti, cited in Grace9¥9p.85) which refers to an impulse
to open something up to look inside. In this preoafsvisualisation the disease, as an
imaged representation, takes centre stage erdsngerson-as-subject in the “process
of reifying the significance of the observationtbe tissues of the bodily interior”
(Grace,1997 p.89). The patient’'s body becomes depalised and objectified as the
clinical focus on the diseased part is privilegedrribed and marked with signifiers
as a text to be interpreted as pathology (Park@r)8lienating the patient from the

subjective experience of his/her body.

These ideas of distance and difference are stioagds in the literature on health
care technology. We live in a society that is prigaconcerned with the
technologically produced vision (Brooker & Brook¥97) where signifiers exist
separated from their context and reference (BdadtilL992). Cassell (1997) argues
that with the utilisation of technology, knowledgé the patient is acquired at a
distance and in a representative rather than oeal. fThis kind of objective, scientific
knowledge risks being understood as something ithateparate from its human
context where technology produces new representaid the patient’s reality that
are understood as a reality in themselves. Sdefhkiiiowledge may be seen as more
accurate or real than the patient’s subjective egpee of their body if the health
professional’s interest is focused on the techrickdgepresentation of the disease or
body part and divorced from the lived experiencéhefpatient (Cassell,1996). It is in
these moments that the “master” discourse of seiamves to suppress the local
narratives of the patient (Brooker & Brooker,199%3).
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Computer reconstructed images have “enlarged theom into the body that Xray

opened” (Kelves, 1997 p. 261) and this reinforbesriotion of the machine metaphor
as patient’s body is broken up into disconnectetspa the form of transitory images
on a screen. Boundaries or borders that defined#fetentiate the margins of the

body become blurred (Brooker & Brooker,1997) cragth new intimacy between the
person and the machine where surfaces cease tqkeaiges,1997). Technology thus
invades personal space, transforming and augmetitidpody in a cultural sense,

potentially violating the body as it turns the desioutside.

Liaschenko (1998) echoes this sentiment suggesiatgvisual imaging devices have
turned the body ‘inside out’, taking the viewerazg beyond the surface of the lived
body. In her terms this moves the gaze of the pi@oér from the patient’s face as
the signifier of the person’s identity, towards eexially constructed realities of the
open body that are held to signify the problem witd patient. She argues that the
closed body constructs a different relationshipalise the practitioner (nurse) sees
the other (patient) as him/herself, and in thisogmition of the patient as a person,

bears witness to the other’s suffering (Liascheh®®8).

The “inside out” body in life threatening illness

The idea of alienation from one’s own body throutle diagnostic imaging of

technological devices is an important theme in @mmtorary writing. Patients speak
of developing an image of themselves as a disebsed), privileged only in their

relationship to medicine as a subject of pathold@race,1997; Parker,1997;
Cassell,1997). People experiencing life threateningss may tolerate the crossing
of body boundaries by technology in the hope oktgcor at least some mediation of
the disease. Life threatening illness is an extremation, in terms of the threat to
the patient’s life and the vulnerability experieddr relation to this. For the patient,
medical intervention utilising technological appbas may be compelling as a life

saving or life prolonging measure.
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For people who know there is no cure to be offeogdhealth care technology,
continued surveillance of the developing patholagwy become problematic.
Technological approaches allow the production @mbiguous results, which clearly
detail the progression of a disease such as cansigle the patient’s living body
(Cassell,1996). While there may be no hope of a outhis circumstance, it becomes
very difficult to disengage from the use of thesehnhologies. They become self-
perpetuating in terms of their “vision” and invitgervention because the pathology
can be seen. The patient may become caught in #ucally constructed death
preventing and death postponing practices whicthniglogy generates; where
“survival and self preservation become the meaniniffe” (Bauman,1995 p.68) and
life is colonised by death. In this sense, techgplmoves from offering comforting
and life saving possibilities to an invasive tramesgion of bodily boundaries that

heightens the dying person’s sense of vulnerability

In conceptualising the body as a socio-politicalitgnthe tensions become visible
between an individual's need to contain themselviélsin their body boundaries and
the ways the presence of disease legitimises nlegicess to the body. The body
may be understood as a mediator between the psrsense of self and the society,
history and culture in which they are embedded. ofding to Boughton (1997)
selfness is created through making sense of thedalod data that is presented to a
person. In other words, people are called into dpas unique subject/selves through
their simultaneous and contradictory positioningshiy multiple discourses, and
position themselves according to the potential reffe by certain discourses
(Rudge,1997). The person’s sense of self is cortetlun terms of how they manage

data presented to them.

Grace (1997) relates the loss of a sense of sedhgnmvomen when their subjective
reality of pelvic pain was dismissed or misundeydtdy doctors. As Grace (1997

p.92) suggests, the patient’s experience of ill@@gstheir “construction of a sense of
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self as a speaking subject are interconnected”.the patient’s representation of
their experience is silenced or marginalised, si$les adisengagement of this sense
of self where the objectified body is made meanihghly in terms of its threat to

their wellbeing. Rudge (1997) sees the skin asmaational, symbolic, socio-cultural

and physical boundary where the body is understsod metaphor for interpreting
social relations. She suggests that our skin “sspres the social and cultural
experience of being a self contained individual'udge,1997 p.79) and that the

closure of body boundaries decreases vulnerability.

For the terminally ill person, the view of pathojogeen in representations of the open
body may construct the body as hostile and oppreg8oughton,1997) in terms of
the threat it represents to their mortality. Shgl(1993) describes this experience as a
marginal situation where a glimpse of one’s own taldy takes us to the edge or
border of our existence with the recognition thhe tworld is unstable and
discontinuous. He suggests that the body represbattast bastion of a solid and
reliable sense of self in an ever-changing worldil({g,1993). This is the moment
of dread when the fiction of the symbolic world bewes visible and the person
comes to ‘see through’ him/herself (Becker,1996]) #re certainty and inevitability
of death. The fear of erasure or annihilation is ohthe most central anxieties that

inform human existence (Wright,1992).

In Kristeva’s (1982) terms, the glimpse of one’snomortality can be understood as
encompassing the notion of the abject. The abgmtesents the subject’s failure to
suppress the recognition of his/her own corpongaliid fragile body boundaries. The
delineation of such boundaries, in terms of thedmsnd outside of the body and
spaces between self and other, are conditions efstibject’'s construction as a
speaking subject (Groz,1989). It is the unthinkabiie other; something that exists
outside borders, positions or rules and which distudentity, systems and order
(Kristeva,1982). The abject attempts to concepgaaomething that is unimaginable,

outside the limits of the clean, bounded body dmal unified self and yet always
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threatens the unity of the subject, hovering at thargins of our existence
(Groz,1989). The abject is

... what the symbolic must reject, cover over antam. The abject is what
beckons the subject closer to its edge. It insistshe subject’s necessary
relation to death, corporeality, animality, matktya- those relations which

consciousness and reason find intolerable. The ctbjétests to the

impossibility of clear borders, lines of demarcatir divisions between the
proper and the improper, the clean and the uncleater and disorder, as
required by the symbolic. Symbolic relations sefgathe subject from the

abyss that haunts and terrifies it (Groz,1989 p.73)

In feminist terms the abject describes the posibbithe feminine and maternal in
opposition to the paternal and symbolic. The ferbalgdy is portrayed as that which is
unknown, monstrous, and terrifying (Creed,198gdkening the male figure/subject
with castration, and consequently the stabilitythed symbolic order of culture and
language. In horror movies the abject is represebtethe maternal body and the
masculine as the rational, coherent and unifiedestib (Thornham,1997). For the
patient whose body is turned inside out througlymistic imaging, the abject takes
on the form of pathology that signifies a threattteir mortality. Death, in opposition
to life, exists outside the rational order of thenbolic and the coherent, unified

subject.

The closed body and the attentive gaze of the nurse

As nurses, much of our work with patients involeese of their bodies. So common
and every day is our contact with patients’ bodiet we seldom consider how we
view, perceive, experience and relate to them (Btatp97). As Madjar suggests, we
often experience our own bodies in an unselfcomscigay; that is we are often not
aware of the body itself until it fails to do sofmmelg we require of it. When we
become ill there is a conscious awareness of ‘fioet énvolved in usually taken-for-
granted bodily activities” (Madjar,1997 p.54). Img sense, we take our own bodies
and those of our patients for granted, perhapsladdng the realities of the illness

experience and the significance of our transgrassioto the patient’s body space.
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Even when we acknowledge the subjective realitthefbody, we may subjugate this
understanding to the expertise and dominance of igaled knowledge
(Williams,1997).

Parker (1997) sees the body as a central concerarting in terms of being able to
understand the ways in which subjectivity is cdogd through the discursive
practices of health care, technology and sciemca.dulture of health care where the
body is a highly contested site of commodificatiand colonisation, nurses are
situated in the space between the patient's bodl tae discursive practices of
medicine; between the professional and privatesrofe'doing to’ and ‘being with’
the patient (Parker,1997). Gaddow (1995 p.212)tcocts a metaphor of the patient’s
body as a colonised land where nurses assist patiennegotiating a “safe and
honourable passage” through the experience ofslnEhe (medical) colonist sees the
land (the patient’'s body) as a space that is eraptypeaning until it is mapped by
external techniques of surveillance that give egfepoints for understanding. Nurses
on the other hand, are explorers who spend timieglin the land and come to know
the topography and environment through their owpeeence. The patient’'s body,
like the land, is a place that needs to be undedsito terms of the local, that is, what
it is like to live there (Gaddow,1995).

Liaschenko (1998) understands nursing as constifuglational practices where the
attentive gaze of the nurse is concerned with dteept's closed body. She sees the
nurse as less concerned with the actual patholmyyibed on the patient’'s body, and
more concerned about the implications of an illfesshe patient as someone who is
living a life. Knowledge of the patient’'s experienof iliness involves the notion of
testimony; bearing witness to the patient's expexeof suffering and coming to
know, and testify to, the meaning of a life disegty illness (Liaschenko,1998).
Wiltshire (1998) sees nursing as a practice of hbdy where nurses work in a
transitional space between one place and anottientige to the shared humanity of

the patient and themselves. The patient’s bodyderstood as having corporeality in
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common with the nurse, which constitutes the refetnip between two subjects.
Inside this transitional space nurses use their loadies as a means to support the ill

or disabled bodies of others.

The experience of life threatening illness

Nurses are involved in some of the most significaoiments of people’s lives, in
particular times of illness, trauma and vulner&piiWe often take our participation in
the lives of others for granted, making extreme Bfedthreatening situations into
everyday work (Parker & Gardener,1992); situatithreg have profound implications
for the patient. Morse (1996) uses the concept esfduring’ to illustrate the
containment and control which patients develop & through the suffering
associated with illness and trauma. She believeseswneed to understand the ways
in which patients may exist intensely in the préséocusing all their energy on
getting through the present situation. To look ithe future moves the patient, and/or
their family, beyond what is manageable in the @mesnoment. This notion of
enduring suggests to me that the patient and famitpme uniquely positioned inside
such events and interpret them according to their bistorically constructed values

and beliefs.

Notions of containment and control are importantiierstanding how the ill person
may perceive his/her malfunctioning body. When ith@nd malfunctioning body
makes demands on the person and reinterprets ¢nsorps life, the body may be
seen as an enemy which is separate or ‘other’ thenperson (Cassell,1991).
Lumby’s (1997) research provides some valuablgisiinto what it was like for the
women in her study to experience life threatenlhgess. The themes developed in
this study are concerned with experiencing théakdly, where the women related a
sense of control as the most important theme iatiogl to the body. This was
illustrated in the setting of boundaries around tisintegrating’ body. Boundary

setting was represented as maintaining the capszityork and fulfil family and
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relationship roles for as long as possible, angbtagig to functional losses by finding
new capacities inside relationships and roles. &@oimg the body was further
understood as maintaining a semblance of norm&ioytrol seemed to be related to
a sense of agency or capacity to act inside tliteimtgon, in terms of getting access to
information regarding their health; being a partleé decision making process; and

setting goals and prioritising family needs.

Lumby (1997) relates how the women in her studykedrto protect family and
friends (and themselves) by keeping things normdl laalanced and hiding physical
deterioration and functional loss and their illn@ssgressed. They also wanted to
continue working as long as possible. Relationshipse important in sustaining the
women through the experience. They actively sooghbther women who were well
known to them and trusted, and who would suppa@intithrough conversations that
would allow articulation of fears and concerns with silencing. The idea of safe
conversational spaces alludes to the experienpeaple with life threatening illness
actually finding a place to speak (the unspeakable)ut their deteriorating body.
They might want to speak about their own conceritbout the need to deal with

distraught responses or the other person’s obviead to change the subject.

Generalising ideas from women’s experience oftlif@atening illness in a study that
is centered around the experience of a man presents problematic issues in terms
of the situatedness of local knowledge within gaitir knowledge/power structures.
However, the social construction of women’s bod@sinot be generalised to
something that is experienced by all women. As Abed Whatley (1986) suggest,
the women’s health movement has challenged hegfiteras in ways that benefit
both women and men. Men and women have had sianlddifferent experiences in
health and health care. One could argue that mea hanefited from traditional
patriarchal health care systems and health catedémgies, but we cannot assume
that all men are articulated to patriarchy all loé time. Nurses cannot assume that

they work in a value free health system or soci8tycial and political issues are
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central to the social constructions of both memd women’s bodies, and impact on

the experience of life threatening illness, albegimilar and different ways.

Nursing practice in the patient’s local world

As Liaschenko (1998) reminds us, nurses do notrgbtite technologies of the open
body. While nurses may become highly skilled itisitig technology and interpreting
results they do not control the development or ofsé&. However, nurses remain
implicated in the use of health care technologoesticularly in terms of the choices
patients are required to make with knowledge ddrivem surveillance of the open
body. Chandler and Smith (1998) use the metaph&ayhie’s Choice’ to illustrate
the agonising decisions that women have to makewolg prenatal screening that
identifies foetal abnormalities. For the patienpestencing life threatening illness,
and in particular the person who is dying, the sleais to be made may be no less
agonising. As Liaschenko (1998) suggests, we neéeé tlear about what knowledge
is for, who controls it, and what it means in teraighe patient’s local world. The

ethical issues in these circumstances concern rrantge patient’s vulnerability.

As nurses we are often tempted to colonise theemidi self through our own
morality and institutional authority. The moderngnstruction of the autonomous
individual is predicated upon future oriented thimgk This becomes problematic in
the local world of the dying patient. The theorms death and dying, which are
embedded in professional and lay discourses otheald illness tend to normalise
the patient’s progression towards an acceptandeath. The stages of denial, anger,
bargaining, depression and acceptance (Kubler-R263) produce a modernist
notion of a rational death which assumes that titeept can come to some logical
and rational understanding of their own erasurehSunormalising approach fails to
recognise the multiple and contradictory subjedifmmings, which people may take
up in the face of death. In this respect, encoadying patients come to terms with

such abject subject positionings, when patient raartty could be understood as
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supporting a person to engage in the world on theim terms (Hess,1996), does not

seem entirely ethical practice.

The discursive positionings of family members amtignts across the personal and
professional boundaries of health care are poepyasented in the literature. Savage
(1997) considers the discursive positioning of ears public and private spaces in
health care. She suggests that an opposition betweblic and private life is an
important structuring principle in western socistighere clear distinctions are made
between what is considered to be public and privaiek. However, closeness is
considered to be an element of professional nunsimgre there is a sense of shared
domestic space between nurses and patients; a Spaage (1997) conceptualises as
a contested and ambiguous site of resistance. @thtrs (Rose,1995; Burr,1996)
have researched the meaning of critical illnessfdarily members but consider the
experience of life threatening illness from withdlearly demarcated boundaries of

professional nursing.

The positioning of the nurse in relation to theseld body of the patient constructs
nursing as a borderline or boundary profession whitdl sometimes place the nurse
in conflict with the scientific medical understangs of what is best for the patient
(Liaschenko,1998). Nursing can be understood asginadised in the order of
governance (health care technologies) and posdiamgde competing discourses in
disoriented and disturbed space (Parker,1997).G&mep’s (1960) work on rites of
passage is helpful in understanding the liminakcspavhich the patient occupies in
the journey through healthcare with a diagnosed tiireatening illness. The
diagnosis represents a territorial passage wherpalson moves through, or becomes
implicated in the discursive practices of healtbc&Yithin this passage, there are rites
of separation from the old, pre-diagnosis, sensgetifwhere the power relations of
healthcare reconstruct the person’s relationshith whemselves in taking up the
identity of the patient. The identity of the patieyccupies a liminal space in the

discursive practices of healthcare where the paiseansure, feels out of place, and
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experiences anxiety in not knowing what to expddtis sense of liminality is

increased by the threat to self that the diagmegisfies.

Nurses might articulate themselves those who areb#arers of power in order to
distance and protect themselves from the seemirggdpa in this liminal, turbulent
and sometimes dangerous space between the patehealthcare technologies. But
in a sense this idea of safety is a fiction becdahsenurse is always/already “other”
and cannot claim equality with medicine in the tealbgies of the open body. On the
other hand, there is no real agency in standing thi¢ patient in this liminal space,
while practising a politics of ‘ressentiment’ as @amancipatory’ subject turned
victim (Gunew & Yeatman,1993). A more inclusive ifos would seem to involve
bringing together the anatomical body and the sSpgakubject in a way that
confronts the paradox between the dichotomous @pliace,1997) in the patient’s
subjectivity and which recognises the positionirigthee nurse across and between

body boundaries and discursive margins.

This argument proposes an approach to working \pdlients experiencing life
threatening illness that does not rely totally upkmowledge fixed within an
objectified fiction of science (Grace,1997). Theeagy of nursing may lie within
conceptualisations of nursing practice as contihged responsive in the location of
the patient’s life and the implications of the dise. In this location, the nurse and the
patient are understood as constructed in/througdr tbritical engagement and
interactions with each other. Grace (1997 p.96% uke term ‘open materiality’ to
conceptualise bodies as “discursive fields thatsameultaneously surfaces inscribed
with meaning”. Through the negotiation of theseilyadscriptions, the subjectivities
of the nurse and patient understood as performéd, ttve capacity for action and

choice.

Summary of contextual positionings
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The discussion in this chapter sets the contexpoaitioning for the thesis. The
literature is reviewed in relation to the discuesiypositionings of patients
experiencing life threatening illness, and the asirwho care for them. It maps some
of the tensions that may be experienced by themasind the nurse inside the culture
of healthcare institutions, where ways of knowimg mainly informed by technical
rational knowledge. The use of high-powered teabgwlin health care has
reconstituted the boundaries of patient’s bodyrtmlpce an openness, where visions
of the body interior are reconstructed and propeatéo spaces outside the body. As
the patient’s body boundaries become increasinghmpable, both the patient and
nurse are called into being in new ways, which pi&oundly significant for the

relationships these people may construct with tleéves and each other.

The following chapter explores the theoretical adastions for the thesis. | describe
poststructuralism as supporting new ways of undedihg the world and consider its
significance as a method of inquiry. | consider hiowpoststructuralist terms, the
‘self’ is understood as socially constructed thtoudiscursive positionings and
productive of identities, which are based upon tamty shifting ground. Notions of
what is right and wrong in terms of moral condudhwthe recipients of health care
become understood as constituted through local ersations and the subject’s
capacity for choice rather than given by some aitthdBody boundaries or borders
are recognised as socially constructed demarcatwmsh signify difference, and as
such may be reconstituted in more or less permdehtes. For my husband, as a
person diagnosed with life threatening illness andelf as the nurse/wife caring for
him, notions of containment, permeability and tgression of body boundaries

become centrally important themes as this expegiendéolds.
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CHAPTER THREE

THEORETICAL CONSIDERATIONS

Introduction

This chapter explores the theoretical consideratidor the thesis. | describe
poststructuralism as supporting new ways of undedihg the world and consider its
significance as a method of inquiry. | consider hiowpoststructuralist terms, the
‘self’ is understood as socially constructed thtoudiscursive positionings and
productive of identities, which are based upon tamtly shifting ground. Ethical

conduct with the recipients of health care becom#éeutstood as constituted through
local conversations and the subject’s capacitycfarice rather than given by some
authority. Body boundaries or borders are recoghiss socially constructed
demarcations, which signify difference, and as swey be reconstituted in more or
less permeable terms. For my husband, as a pdiagnosed with a life threatening
illness and myself as the nurse/wife caring for hinotions of containment,

permeability and transgression of body boundaree®ine centrally important themes

as this experience unfolds.

New ways of understanding the world

Poststructuralism can be broadly understood asoapgof theoretical approaches,
including deconstruction, psychoanalysis, and podamism, situate the speaking
subject within specific localities (Haraway,1991;ur@w & Yeatman,1993).
Poststructuralist approaches have gained increaattention in the worlds of
academia, art and architecture in the latter parthe twentieth century. This
movement towards poststructuralism as a new cultvision (Tarnas,1991) is

sometimes described as an epochal shift, herattmdpeginning of a new era which
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has yet to be named, hence the use of the ternt.‘pc@nas (1991) credits the
German philosopher, Nietzsche with being the promigoststructuralism, in his
work on nihilism which challenged the taken forrgetd order of reality in Western
culture. Kvale (1996) echoes this point about Nelte, and further identifies
postmodern themes as present in the (now histpficibnal writing of authors such
as Blixen and Borges. He suggests that the diféerém our time is the explosion of

postmodern/poststructuralist approaches in conteanpaulture.

Poststructuralism challenges the Western modemigions of the certainty of
knowledge claims, mastery over nature, and the ai@aogressive movement toward
a utopian freedom (Tarnas,1991). Modernism undegstahuman history in a
progressive and linear way, forever moving towaehter understanding through the
discovery of new knowledge. The Enlightenment/ddien project relies upon
universal or generalisable knowledge that clainse$al ‘truths’ about phenomena;
and rationality which embodies the notion of re&sbdecisions taken on the basis of
objectively derived information (Parton,1994; Chd&®8). For Lyotard (1992 p.15),
the postmodern invokes “the unpresentable in thesgmtation itself’, where the
writer or artist draws attention to what is not gaet, thus investigating and
challenging the rules and categories of such ptagens. The postmodern ‘author’
becomes a medium of culture, utilising rules anegaries that have yet to be made,

in order to allude to what might be possible.

An inside out and upside down world

Anderson (1996) tells the following story as a pasiiern news item.

An American anthropologist visited Japan during @feistmas season and
noticed that the retail merchants there had beguake a great interest in
the symbolism of Christmas. When he wandered intarge department
store in Tokyo, he saw a striking example of tlisChristmas display that
prominently featured Santa Claus nailed to a c(8ésveder,1993 cited in
Anderson,1996 p.1).
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This representation of Santa nailed to a crosdikely to create feelings of
ambivalence in a person who was, for example, daisea western country as a
Roman Catholic. My immediate response to this imag#at it represents sacrilege
in terms of making something that is understoodaased (the image of Christ on the
cross), profane. The image is powerful in illustrgtwhat is absent and what is
present, and my eye would always be drawn towasdisgtto complete this image
according to my knowledge of these separate stofigsAnderson (1996) suggests,
this image represents elements of poststructuradhistarms of a time in history that
shifts our understanding of the world, where theraaries between cultures have
become permeable, resulting in new and multiplestantions of reality. What is
missing from the image of Santa on the cross afse the image of Christ. For me,
this absence makes visible the discourse of Canigyi and the sacrifice of Christ on
the cross as a symbol of the salvation of humankKirtte presence of Santa, in
crossing cultural boundaries, however, allows a neading of both the discourse of
Christianity and the discourse of St Nicholas ont8al could construct a new
narrative by reading this image of Santa as afeaern the midst of the consumerism

in contemporary representations of Christmas.

I understand poststructuralist approaches as emtisty local narratives that go
beyond the singular, totalitising and purist intetptions of modernist metanarratives
and challenge taken for granted or naturally giieumhs they present to us
(Bertens,1995; Cheek,1998). Cheek sees postmodeasschallenging the idea that
it is possible to construct universal and essastiegpresentations of knowledge or to
claim to speak on behalf of others. She arguesadsthat postmodernism supports a
multiplicity of voices and worldviews where the dea interrogates the text to
identify what is present and what is absent frompresentations. The modernist
construction of the individual as a rational, setintained and unified subject

becomes a discursively constituted, decentred ragpnfented subject (Cheek,1998).

Poststructuralism and the cracked mirror
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Poststructuralism aims to analyse social orgawisatheanings, power and individual
consciousness through language (Weedon,1987). theeapproach concerned with
the ways in which language works with discoursecaastruct the various subject
positions we inhabit in our everyday lives. Foutaldfines the term discourse as
ways of

constituting knowledge, together with sociatagiices, forms of
subjectivity and power relations which, inhere iacls knowledge and
relations between them. Discourses are more thays wé thinking and
producing meaning. They constitute the ‘naturetls body, unconscious
and conscious mind and emotional life of the subjélcey seek to govern
(Weedon,1987 p.108).

A discourse can be understood as a domain of kiigel@and social practices that
hold certain assumptions, for example, societavkedge about what it is that a
nurse does, or how a patient should act. Withis timified domain, which represents
a readymade way of knowing, other ways of knowing @osed off, meaning that
some things cannot be thought or spoken (Abercreyill & Turner,1988). It is
this ability to close off other possibilities thatlows the preservation of power
relations within a particular discursive field. $hierm discursive field was used by
Foucault to understand the relationship betweeguage, social institutions, and
subjectivity and power (Weedon,1987). Discoursespragent particular
hegemonic/political interests that attempt to peiye themselves in relation to others.
The subjectivity of the individual becomes the sitgpower struggles as the various
political interests compete for representation imitthe individual’s consciousness
(Weedon,1987).

Poststructuralism challenges the humanist view lid subject as a rational
autonomous individual who possesses a static amaryisense of self (Lather,1991).
This idea of the subject is decentred to a notiosubjectivity as constituted through
the various discourses in which a person is pastioat a particular point in time,
and through which they are speaking. One’s sulégtihus becomes contradictory

because one discourse that contradicts another doesecessarily change that
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person’s constitution within the original discours@ne cannot stand outside
discourse because we are always engaged with/inrahsforming and being
transformed by it. The subject is seen as embodiethe world, unable to be
disconnected from it, and understood, as alwagsdyr constituted through

knowledge (Tarnas, 1991).

From my perspective as the nurse/wife engagedringcéor my husband/patient who
was experiencing life threatening illness, | waseady engaged in the multiple
discursive positionings of the wife and nurse; ¢tantly shifting and challenging the
constructions of self that these positionings chliato being. My history of

engagement in poststructural methodologies supgpomig capacity to challenge
cultural representations of the ways in which Igbti to act these roles. For example,
| understood the ways in which knowledge arisesnfrparticular historical and

cultural locations which are value laden or infodnéy particular interests

(Tarnas,1991). This represented an epistemologigélin my thinking, a movement

from being concerned with absolute/certain truth & understanding of the
construction of knowledge as relative and contingéfor me, a fractured and
fragmented epistemology replaced the modernistegatian of a unified and singular
over-arching reality (Reed,1995) that attempts @&present an ultimate and
incontestable truth. | also understand that themencot be a poststructuralist
worldview because this approach subverts all pgnasliby constructing reality as

relative, multiple, local and without essentialidation (Tarnas,1991).

Poststructuralism works to destabilise the authoat the ‘god’'s eye view' in
constructions of the ‘truth’ in favour of locallyrstructed and situated knowledge.
Where modern Western epistemology seeks to preseatcurate view of the world,
using the metaphor of the mind as a mirror, thetgbagturalist mirror does not
provide a clear view. Rather it is cracked andadist, and there is a fragmented and
partial understanding rather than a clear imagdahef world (Nash,1994). As a

methodological approach, poststructuralism fragsentdissolves unities and refutes
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the possibility of an autonomous subject to studggd,1995). The stories in this
thesis reflect my multiple and contradictory subjgositionings in a variety of
discourses. The text of these stories should beedeas the carriers of societal
discursive knowledge and practices rather than cesuof individual discourse
(Dickson,1990).

Furthermore, in Foucault’'s approach to the analg$isliscourse and culture, this
inscription of subjectivity should not be understams constructing an oppressed or
passive subject who is incapable of action. Yeatsét094) writing on feminism
and power has drawn my attention to the potentaluinderstanding the subject’s

power in performing a gendered identity.

When a conception of power as action is operatisecome to understand
Foucault's point that a discursive formation inwdlgtes us not as passive
subjects of power but as specific kinds of agenoyapacity (Yeatman,1994
p.94).

In Yeatman’s terms, gender may be conceptualisesoasething that we perform
rather than a clearly bounded and static discutisiseription. Discursive formations
work to call us into being with particular capaestifor action as women or men,
rather than as passive recipients of discourse.pltient and the nurse may then be
understood as performing discursively producedesibvjties, which they take up in
acting as the patient or nurse. Our agency liethim ability to perform particular
subjectivities and, in this choosing, to particepat an interlocutory and performative
micropolitics of power where conversation, negadiat confrontation or
accommodation are possible (Yeatman,1994). Theysinah this thesis is concerned
with what the particular culture has inscribed ba subjectivity(s) of the individual
and the ways in which the performance of theseudssee subject positionings

transforms selfhood, identity and action.

Power, discourse and the body
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According to Davidson (1986) Foucault's work is twed on three domains of
analysis: archaeology, genealogy and ethics. ks thesis, | will use the notion of
archaeology to uncover the historical constructioh systems of knowledge
production, dissemination, regulation and contfolvbat is understood as the ‘truth’
in a given situation. Discursive practices will lentified and analysed through
identification of culturally constructed norms whiset boundaries and prescriptions
for behaviour and thus limit the patient’s poteinf@ choice in making decisions
about health care (Davidson,1986). Archaeologicalysis is concerned with a re-
reading of history where this reading makes thermmeaf knowledge production
problematic. The construction of a particular effean no longer be understood as the
seemingly natural consequence of an identified eeaus terms of the social
construction of illness, the diagnosis can no lorge seen as having the ‘natural’
consequence of a particular intervention, whererigs of diagnostic events results in
generally accepted prescriptions for treatment. ahalysis of stories in this thesis
aims to deconstruct the continuity of the ‘cleamuaed’ narratives of the patient’s
body which have been produced through the subjeatimgement with the discursive
practices of health care technologies. New cortigsimay be produced through this
discursive analysis as well as the potential faenstanding the ‘un-naturalness’ of
seemingly natural connections between particuladskiof knowledge (Davidson,
1986).

Foucault's work on genealogy, developed in his tBidcipline and Punishjs
concerned with the political strategies, which el knowledge, or the relationships
between systems of knowledge and regimes of polavidson, 1986). Weedon

(1987 p.113) describes Foucault’s notion of poveer a

.. a dynamic of control and lack of control betwediscourses and the
subjects constituted by discourses, who are thygnts. Power is exercised
within discourses in the ways in which they comsgéitand govern individual
subjects.
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Foucault was interested in the productive aspecfgower, particularly this way in
which power works to construct new ways of seelmgworld (Gilbert, 1995). The
genealogical approach holds that there is no whdsgsence or naturally given truth to
be discovered about people or events. It is corecewith the accidents of history that
support the development of particular knowledgemeg, which are universalised
from local and seemingly insignificant beginningawer is understood as positively
constituted between acting local agents rather émahrined in the universalisms of,
for example, the law, education or religion. Podees not necessarily move from the
universal to the particular. Foucault constructaierophysics of power, arguing that
power circulates through a weblike network of sb@ad institutional relations
(Davidson, 1986). In this thesis, genealogical ymsal is concerned with the
techniques of power, which are embedded in theudssee practices of health care
technologies. The ways in which these techniquepowier construct the patient’s
subjection through local operations such as examma documentation and
discipline of the body will be identified throughi$ analysis. As Davidson (1986)
puts it, the analysis is concerned with the foraed relations of power and their

connections to discursive practices.

The genealogical approach supports an analysiseofdlations of domination that
establish themselves in different circumstancescoraing to the particular
institutional frameworks in which the power relat$o are constituted. Foucault
contends that power and knowledge cannot be segdoatause they are inter-related
and constitutive of each other. He disagrees tefi¢ation and rational argument
enable resistance to power (Street, 1992). For &dtjcemancipatory action must
always be located within the power/knowledge reftaghip, which he sees as acting
upon the existing or future actions of others, eatthan immediately or directly on
another person (Street, 1992). Foucault sees pasvstructuring the actions of others
in ways that make individuals subjects. That igject to others through control,
violence, seduction, dependence or acceptancesedhgolicing in his/her behaviour

through the ‘self knowledge’ produced within theskations of power (Street, 1992).
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Power, in this sense, is both enabling and comstigii With knowledge, the patient

or nurse can be understood having agency or trecitgpo act or intervene according
to his/her positionings as the discursive subjattthe same time it is constraining
because this inter-relationship between power arawledge constructs a discourse
as a unified domain, closing of possibilities aniling what can be said or thought
within that discourse. Foucault’s notion of disgigry power and the ways in which
knowledge/power is connected with the desire fontrd lets us understand the
notion of the ‘gaze’. The ‘gaze’ is a metaphor floe techniques of monitoring and
surveillance, which are the means through whichitin®ns such as medicine and
education produce knowledge. Individuals are ctutsti through the institutional

power/knowledge of disciplinary processes such @snalising judgement, where

they are required to conform to the practices efitistitution (Henderson, 1994).

The third domain of genealogical analysis is conedrwith ethics or the self's
relationship with the self. Foucault developed W@k on ethics in the second and
third volumes ofThe History of Sexualityand On the Genealogy of Ethics
Rabinow’s (1984) teXthe Foucault ReaddDavidson, 1986). Foucault saw ethics as
one part of the study of morals. He was concernédtive morally relevant actions of
people’s behaviour and the moral codes that at&ilmegative or positive value to
certain actions. While not denying the social vadfienoral codes, he was interested
in how a person might constitute him/herself as ‘tmeral subject of their own
actions” (Rabinow,1984 p.19). That is, the selidationship with the self as an

acting moral subject (Davidson,1986).

According to Foucault (cited in Dreyfus & Rabino®8P) the self’s relation to the
self has four elements including ethical substarbe, mode of subjection, self-
forming activities, and telos. Ethical substancethis aspect of ourselves, or our
behaviour, such as feelings, intentions or desibsch is taken to be the ground or

domain of ethical consideration. The domain of eghiconsideration is strongly
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linked to cultural and societal beliefs at givennp® in history (Davidson, 1986).

Foucault suggests “for the Christians it was desoeKant it was intentions, for us

now it's feelings” (cited in Dreyfus & Rabinow, 19&.238). The second element is
the mode of subjection or the ways in which peamme to recognise their moral
obligations, to others, and to themselves. Theselhabligations may be derived

from religious doctrine such as the Ten Commands)enatural law, universal

Kantian rationality, or from cultural customs omeentions. The mode of subjection
provides the link between moral codes and the althe way outside authority is
taken up by people as their own concern at paaiqubints in time (Foucault cited in

Dreyfus & Rabinow,1982; Davidson,1986; Hacking,1086

Foucaultian ethics are concerned with the meanstigh we work on ourselves to
become ethical subjects, or the self forming tegphes and practices we apply to
ourselves in order to behave ethically (Foucaukdcin Dreyfus & Rabinow,1982;
Davidson, 1986). As Davidson (1986) suggests,dbidd be understood as the self-
examination techniques that we undertake to chamsgmto the kind of people we
wish to be. Such techniques help to eradicate inedesires or to moderate our
behaviour towards that which is considered to beremethically acceptable.
Techniques for self-improvement could be a way afrking on ourselves that
involves setting ideals such as weight loss. Cgttoff or moderating certain
behaviours (such as overeating), or carrying outaoe desirable behaviours
(exercise), and the creation of guilt when thesalisl (actually losing the weight) are
not met (Hacking, 1986) would be other example flial element of the genealogy
of ethics is telos, or the kind of moral beings aspire to be when we act in certain
ways. This can be understood as the goal towardshwdur self-forming activities
are directed such as freedom, immortality or sel$tary (Foucault cited in Dreyfus &
Rabinow, 1982; Davidson, 1986).

The self's relation to the self and the body
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Shilling (1993) sees Foucault’s historical explamas as concerned with the
discursive construction of the body and the somiatitutions and practices which
work to govern the body. These explorations settbatrelationships between the
body and the effects of power on it, linking indival daily life practices with the
‘panopticon’ gaze of institutions (Dreyfus & Rabmo1982). In the historical sense,
the rise of modernity was to produce a shift in wWay the body was represented in,
and worked on, through discourse. The ethical amost of moral practices moved
from a concern with actual behaviours and actisziperformed by bodies. Instead this
ethical substance became centred on the intentibtiee mind, which were reflected

in bodily actions or structured in consciousnessugh language (Shilling, 1993).

In traditional societies preceding the rise of nrodg, sovereign power was
concerned with the repression, punishment and datiim of the bodies of deviant
individuals. The modernist approach utilised poveer a means to govern the
activities of the individual through the control pépulations. The focus on the body
as flesh, the actions of the body, and the ind&ids the site of repression, moved to
a concern with the mindful body and the managemémmopulation groups through
surveillance and techniques of the self (Shillit§93). This control of populations
was concerned with the management of people’s mimdsrms of their intentions.
Particular populations were examined, classified] @were selected out to be worked
on through self-forming activities. Foucault’s rastiof the prison as the ‘panopticon’,
where inmates were subject to the constant suawedl or gaze of the prison
management is an example of the way in which indiais become subject to the
discursive practices of governing authorities. Télationship between the governing
authority of the prison and the mind of the subjfcsurveillance, encouraged self
forming and regulating activities as a means oft@nThis relationship moved the

prisoner’s intentions towards a more useful andlpctive life (Shilling, 1993).
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The control of populations is concerned with dinipg the body in ways that
construct a legitimate body. In other words, theybthat will be of most value to a
society (Shilling, 1993). As Walzer (1986 p.59) gessts

.... the function of discipline is to create usefubgcts, men and women
who conform to the standard, who are certifiablyesar healthy or docile or
competent, not free agents who invent their owmdseds, who in the
language of rights, give law to themselves.

This disciplining of the body may be understooddémms of codes of behaviour that
are illustrated in the following examples. Labouroguces the capacity for
economically productive work. Sexuality supportg thossibility of reproduction.
Engagement in education results in the acquisibbknowledge. Subjection to the
law creates the moderation of desires. The comfiessi sins produces the declaration
of good intentions within religious doctrine (oryphiatric discourse). The regulation
of the body and subjection to physical examinationis undertaken in order to
promote health. Self-awareness and communicatichniques are developed to
manage relationships. Aesthetic taste works onstivéace of the body to produce
representations of beauty. A whole variety of splésis, such as priests, doctors,
nurses, educators, counsellors, lawyers, beautgglsts and fashion designers, are
concerned with developing knowledge and techniqufeshe self to support self
improvement, that is, the development of the legate body. A key issue here is the
construction of desire as Foucault's mode of sulgecor the internalisation of the
desire to possess or act as the legitimate bodgk{rig, 1986). This in turn creates

the body as docile, productive and useful.

The politics of Foucault as a ‘tool kit’ for localresistance

Foucault’s notion of power acting through localwertks is useful in understanding

the potential for local resistance. Foucault cmgjéxl the idea of a revolutionary

group who speaks for and acts on behalf of oppdesgers. His work represents
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.... a sharp break with state centred conceptibmower and by extension,
with revolutionary or radical politics which defithatself by opposition to,
or overthrow of the state (Wolin, 1988, cited ilaéker,1998 p.356).

Instead the genealogical approach is minutely ameck with the network of
disciplines that administer power and the spedidications where this power is
endured or resisted (Walzer, 1986). Yeatman (19®4yvs on Foucault’s work to
develop a conception of power as action and capa8he focuses on the
performative aspects of gender, for example, aseiung we do rather than
something we are. | understand this as meaningetret when we appear to be acting
as passive recipients of institutional discipline, are acting subjects even though we
might deny this capacity. A discursive formation fa@id calls us into being with
particular kinds of agency or capacity rather theonstructing us as passive

subjects/recipients of power.

This moves my understanding from a politics of titgrio a politics of action; that is,
transformation of the self as a capacity for agtion performance of subjectivity,
rather than preservation of a static identity, atsaased patient. Nurses and patients
may be understood as called into being as partitidas of agents, with the capacity
for local resistance, within the discursive praesiof health care. The challenge for
me will be to see the emancipatory subject as som@do is in between legitimate
participation in self governance and exclusion figonernance, not as a marginalised
subject who is excluded from participation and patale of action (Yeatman, 1994).
The patient’s ‘otherness’ within the discursive giiges of the institution may be
understood as constructed and performed and, trerebpen to contestation and
negotiation. Resistance or accommodation may besrgtwbd as a freely chosen

mode of acting.

In this thesis, the analysis is concerned with tbehniques of monitoring and
surveillance and the locations where the exercfspower exceeds what could be
held as legitimate in the particular context. Imsthpace, | am likely to find the

processes of ongoing subjection and exclusionviddals will be seen as the bearers
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of power, and understood as simultaneously undeggand exercising power. Social
practices may be identified as self-maintaining lmks may be seen to wider social
strategies of power outside the institution or ipalar context of this study. The
techniques through which knowledge is generatetibeilanalysed in terms of links
between knowledge and power, the status of paatiduiowledge, and the means by
which knowledge is disseminated, suppressed (Gjld995), accommodated or

resisted.

Surfacing the local as the ‘worm’s eye view’

As a methodological approach, genealogy is condewith the study of the specific
and local rather than the universal. It unsetthesdonsensus about taken for granted
truths using an approach Blacker (1998 p.351) cdligh stakes storytelling”.
Genealogy is undertaken by the specific intelldcisa’eventualisation’, or the study
of single events in such a way as to make visib&etendency towards explaining
events in terms of what is already known, or ‘ssfident’. Eventualisation involves
“multiplying causality and identifying the multiplprocesses that were required to
constitute an event; the connections, strategigspa@ts, forces and blockages that
came into play at a particular moment in time” (Eauwit, cited in Baynes, Bohman &
McCarthy,1987 p.104). That is how the reading ofparticular event became
privileged over other possibilities and generaligedact as the measure for the
perception and evaluation of events in other ditnat Genealogy examines what
knowledge has been produced, under what circunesanbose values supported the

development of this truth, and whose knowledgeeld o constitute the truth.

This study of the microphysics of power may be usid®d as analysing the relations

of power in specific localities or at its local exnities. It is the “worm’s eye view”
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(Blacker, 1998 p.356) as opposed to the ‘god’s wgev’ that is constructed in
metanarratives. This ‘worm’s eye view' moves marfrthe modernist notion of the
metanarrative that legitimates an absolute and remre truth, towards an
understanding of the significance of local storlegm this perspective, the telling of
people’s experience of the world can be seen asiageéhe fabric of everyday life”
(Lyotard,1992 p.19). In writing from the specifiochlities of everyday life, | am
unable to sustain an authoritative subject positionall upon established regimes of
thought to support a claim to ‘truth’ (Blacker,1998he universal intellectual, who,
in modernist terms, claimed the theoretical experto speak the truth for others, has
become the specific intellectual. This new breethtdllectual has a ‘self conscious’
modesty (Foucault,1986 cited in Blacker, 1998)eS#concerned with the breadth of
the knowledge claims being made, the consequerfcedhat is being said, and the

interests of the constituencies for whom s/he éakmg (Blacker, 1998).

My project as the inquirer is concerned with theiet of genealogy, or the self's
relation to the self, in the telling of a story andhe analysis of knowledge claims. |
am called into being, or | take up particular drsoee positionings, through the
telling of the story. As Blacker (1998 p.357) piifs'one becomes as one struggles”.
For the specific intellectual, the ethical subseafieoucault, 1983) moves from the
modernist concern with intentions, desire or feinto a self consciousness
awareness about what is going on in the locatiorthef story and how, as the
author/inquirer, I am implicated in it (Blacker,9%8). The mode of subjection, or the
basis from which self relation is produced, becorasnonisation. Harmonisation
involves bringing one’s own work into harmony witbcation in which one is
working (Blacker, 1998) to avoid what Deleuze amdi¢ault (1977 p.209) call “the
indignity of speaking for others”. The critical isshere involves the representation of
particular interests and my own awareness of hparticipate in the manufacture of

knowledge concerning those interests.
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The self forming activities of the specific intedtaal involves the rigorous practice of
honesty where there is an attentiveness to thdtsedarived from inquiry and a
wariness about how these results may be used @14€08). The telos, or ultimate
goal of the author/inquirer, is concerned with lgeself overcoming; that is, striving
for self mastery as a knowledge worker and havimgrol over the actions taken in
the research and the outcomes of it. In this thésigy be understood as a channel
through which power passes in the constructionnoiwkedge. In paying meticulous
attention to the detail of knowledge constructianai particular location, there is a
losing/finding of the self (Blacker,1998). | seésthew construction of (my) self as a
politically strategic, and intensely local, knowdedworker as central to my capacity

for resistance and accommodation within nursingtpre.

Autobiography and the author (re) positioned in thetext

Poststructural approaches radically reconstrucptsationing of the author in telling

a story (Lyotard,1992). The absent author of thelenoist text is required to present
himself or herself in person; not with the unitasifness of the Author but rather
with situatedness that uncovers the contradict@yitipnings of the author as a
discursive medium. While the poststructuralist autlacks the clean bounded and
absent coherence of the modernist author, s/he instgad possess a contextual
richness and diversity, which is capable of prodgcnultiple expressions of self
(Lincoln, 1997).

Kosta’'s (1994) writing on autobiography illustratethe tensions between
autobiographical writing for women as a means aligmsng meaning to events in
their lives, and the subject positions they inhadiid the epistemological shift to the
textual practices of poststructuralism. It seemat tjust as women have some
authority as presence in literature in telling sheries of their lives, the notion of the

author has moved to become fragmented and patosta (1994) argues for a new
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understanding of the function of the author, usk@ucault’s idea of the ‘author
function’. Using this approach, the author becofa#ss’ which fluctuate, creating an
“infinite number of presences or traces in the "té{¥alker, 1990, cited in Kosta,
1997 p.5). The author becomes one possible sitaeaing in the text, a point of
departure, which presents multiple possibilitiesré&presentation through the reader’s

engagement with the text.

Autobiographical writing may be understood as é¢ngabarratives of the self (Kosta,
1994) where women constitute themselves througtagemgent within the text of
their own writing. This is what Eakin (1985 cited Kosta,1994 p.17) calls “a
ceaseless process of identity formation in whictv nersions of the past evolve to
meet constantly changing requirements of the seffach successive present”. In the
spaces between my past and present, in betweesptihen and the written texts, |
recreate and reassemble critical events in myakf@ersonal histories, which explore
my own sense of self, and positoning as other. dissolution of the boundaries
between my public and private worlds makes therdejgendence between them
visible. It brings out new narratives of self whéaam positioned as the subject of my
own stories. In these stories the self is alwasesdaly the ‘other’, enmeshed in the

tensions between the multiple discursive positigaiaf the nurse and wife.

I do not have one authentic self to share with rsthelowever, as Lincoln (1997)
suggests, | have a range of voices and choicesteate the potential for new ways
of understanding the world, both for myself anddtrers who read and interpret my
work. Speaking in a range of voices reflecting mpldtdiscursive positionings of self
offers multiple points of connection and engagemeiere writing becomes a way
of knowing. Writing is a method of inquiry for $e&ind others (Richardson,1998)
where evocative representations of experiencedanhié reader to relive the events
with the author and to participate in their own stoactions of self. But this telling is
sometimes painful. The telling illuminates the ggie; the agonising ethical

decisions that arise from the tensions betweemthiéple discursive positionings we
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are called to take up as researchers, authorsnansés and as our private selves. It
illuminates the need to find ways to tell thesevgie stories of our own and others’
experiences in a way that communicates their mgaama at the same time respects

the professional and academic rules of knowledgstcaction.

Speaking in a range of voices creates the potefdrah new permeability in the
boundaries between academia, practice, and ousséltere is a bringing out of the
interior into the public realm of the texts we degaa space where we are minutely
concerned with the interests of the people we wWateand whose needs we seek to
represent. But this is also a space where we megulitney carefully, mindful of the
turbulence and danger in the shifting of boundamdeere things are no longer
contained. Lincoln (1997 p.51) reminds me there imaybeasties and monsters” in

the uncharted territories | am exploring.

Summary of the theoretical considerations

Poststructuralist methods of inquiry support newysvaf understanding our social
and material worlds. The modernist constructionaofingular and overarching
metanarrative is replaced with a fractured andnfiagted epistemology where a
multiplicity of voices and ways of knowing aboutettvorld are brought into view. As
a theoretical approach, Foucaultian genealogy stgpbe cultural and discursive
analysis of the relations of power, which becomealdished in particular
circumstances. The stories in the text of thisithesn be understood as the carriers of
societal knowledge. In using this theoretical applol uncover the performance of
the discursively produced subjectivities which glagient and nurse may actively take
up or not, in acting these social roles. The notanagency is critical in the
performance of these subjectivities in a micropeditof power where conversation,
negotiation, confrontation and accommodation becgrossible as freely chosen

modes of acting. The analysis in this thesis isceomed with what the particular
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culture has inscribed on the subjectivities of pgent and the nurse and the ways in
which the performance of these discursive subjesitipnings transforms selfhood,

identity and action.

The following chapter explains the methodologicahsiderations for the thesis. |
relate how | have drawn on ideas from genealogirallysis, autobiography and
writing as inquiry to develop methodological pathsonsider how the ontology and
epistemology of these approaches relate to myipeaes a nurse and the personal
beliefs and values informing how I live my life. &scope and boundaries of the
study are set out and central questions, whichegtin@ analysis of this patient’s
experiences of life threatening illness, and mykwas the nurse/wife in caring for
him, are identified. The means used to work throulga development of the
methodology are explained as a circular processeading, writing and a type of
critical reflection, which | have named “talkingdbato myself”. | consider the ethical
problems arising from the methodology and the odndé the study and explain my
paths through particular difficulties to find sad¢hical ground. | also present my
visions for enacting the methodology and the temines that | have utilised in making

sense of the stories in relation to it.
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CHAPTER FOUR

METHODOLOGICAL CONSIDERATIONS

Introduction

This chapter explains how the methodological carations for the thesis are
derived from Foucault's original writing on genegital analysis, as well as
interpretations of his ideas by other authors saglbeleuze (1988), Blacker (1998),
and Kendall and Wickham (1999). | have also dradeas from Kosta's (1994)
discussion of autobiography, and Richardson’s (1988ting as inquiry’. | consider
how the ontology and epistemology of these appremcklate to my practice as a
nurse and the personal beliefs and values inforinavg | live my life. The scope and
boundaries of the study are laid out and centraktjons, which guide the analysis of
this patient’s experiences of life threateningais, and my work as the nurse/wife in
caring for him, are identified. The means used tkwthrough the development of
the methodology are explained as a circular prooéssading, writing and a type of
critical reflection, which | have named *“talking dkato myself”. Specific ethical
problems arising from the methodology and the odnté the study are considered
and my paths through particular difficulties to ding safe ethical ground are
explained. My visions for enacting the methodolognd the techniques | have

utilised in making sense of the stories in relatoit, are also presented.

Fine stitchwork and straight seams

For me, creating this thesis is like making a gantngith a tailored fit
that supports the freedom to move and blends cplwxture and
shape. | begin with an idea that is a sense of fanch shape and then
think about the construction of it, each stitch¢clegeam. And then, as
I work with it, the fabric undergoes a transfornmatiand becomes
something; not a mirror reflection of my visionchase the vision was



75

not crystal clear in the first place, but it comegether as | knew it

would. Somehow, as | work with it, the garment grawo a form that

works for me and reflects something about me, nyokaeing. Often

as | work with fabric, | remember sitting with myd oAustrian

grandmother, Nanie, as she supervised my stitctiMgw that’s not

quite good enough, unpick it and do it again”, skeuld say, as a

veteran of handcraft techniques. So Nanie taughabmt excellence

and attention to detail, and she grounded thesériecies in my

relationship with her.
This thesis blends the fine stitchwork of my ownfpssional and personal experience
with the straight seams and formal techniques aflamic writing. It weaves together
my nursing practice with values and elements of paysonal life along with my
experience of working with ideas from poststrudiara. However, the boundaries
between these three elements seem much more pdentieat | would have imagined
before beginning this study. I did not intend tvatking with my recollections of this
experience would be therapeutic, but | had a staegjre to speak about my journey
through Kevin’s iliness and dying and my work whhm as the nurse/wife. | think
this desire to speak arose from the extremity i ¢éixperience where | called on all
the knowledge, skills and experience that | haveeghthrough my life to manage it.
Through this extremity, and my work in poststruatism which preceded it, |
developed new understandings about the ways cudindlediscourse attempts to call
us into being as social actors, and the choicesale in performing these discursive

positionings.

Theoretical work with one particular lecturer in nundergraduate degree was
significant in learning to trust my own thinkingadamyself. This lecturer she taught
me not to be afraid to challenge my own ideas dwde of other people and she

fostered my capacity to imagine new possibilities.

I remember sitting in her class as she talked abiwat ideas in
Foucault’s writing ....... she didn't only challemgny thinking, she
moved all the academic ground | was used to. | theight | was
pretty good at this academic university work .ut bdidn’t know what
she was talking about and my lack of understandngde me
frustrated and angry with her. But as | sloggedotigh the course
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readings and listened to her speak, | began to gegaith her, | felt
her pull me beyond my own understanding. She foncedut to the
boundaries of my understanding and beyond, to gladeere | could
only exist in my own imagination, to places whene wiew was
entirely different. In those classes, she changegd ways of
understanding the world. My engagement with heasdenade me
realise that the neat theoretical frameworks | wasused to calling on
did not necessarily have anymore authority thanngyesimply the
imaginings of another person.

Inside the seemingly ‘knife edge’ existence of mgtior a person with life threatening
illness, | was forced to trust my own judgemerknéw | would have to live with the
decisions that | made in certain moments. | leatodokelieve in myself and my own
judgement, particularly in feeling the moments eridion at discursive intersections,
where | knew there were choices to be made. Resiognihis feeling of tension
would make me think carefully about what was happeim a given moment, and
lead me to consider the alternative possibilities dthical practice in our specific,
local context. In surfacing “subjugated knowledg@sipton,1997 p.103) disguised
beneath the dominant discourses about how | oougtesipond in specific situations, |
held my own visions of how to behave while keepimgthinking open to challenge. |
did a great deal of thinking even during the mastezme times of this experience and

this thinking lead me to understand myself and omgimg practice in new ways.

The methodological approach in this thesis refldosvalues and knowledges, which
underpin my nursing practice. My philosophy of pige supports my own and others
multiple ways of acting in complex social worldsheve in each contact with the
nurse, the person is respected for the uniquerfegeeio responses to life events. |
believe the nurse, the patient, and their famibes people who bring multiple,
complex and changing values and beliefs into thpee&nce of life threatening
illness. The practice of nursing involves managihg physical, emotional, social,
cultural and spiritual boundaries between the nuwasd the patient. The people
moving within the patient’'s circle of care may beofpundly affected by the

connections and encounters in this circle. | beliéve intention of nursing is to
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support people to live their lives with the capaddr action and choice, with each

person’s wellbeing as the central concern of theewu

The theoretical ground of my practice arises fromysvof knowing about nursing
where knowledge is understood as partial, relatarej contextually derived from
historical events, present interactions and fupgssibilities. Theoretical knowledge
is understood as presenting possibilities for actiathin the realities of nursing
practice situations rather than as prescriptionfidov the patient and the nurse ought
to act. Nursing knowledge grows out of the grouhdng practice where there is an
intertwining of self with self and others among ttemsions, contradictions and
unpredictability of practice situations. The socedlities of the nurse and patient are
understood as contestable, negotiated, and changirggponse to new possibilities,
as life events unfold. Each person is understoodhaasng stories to tell which
uncover their own contradictions, vulnerabiliti@spirations and beliefs about life
and themselves. | understand institutional knowdedgd protocols of practice as
having particular histories of knowledge productitvat are contingent upon the
specific relations of power existing between thdividuals who practice within
health care institutions. In acting as the profasasi nurse, | constitute myself as “the
moral subject of my own actions” (Rabinow,1984 p.Mere | become a politically
strategic and intensely local knowledge worker ¢B&,1998) who is concerned with

local events and how | am implicated in them.

Marking out the territory and boundaries for the study

As an exploration of the discursive practices fe lihreatening illness, this study
critically examines the relationships between tebtbgically oriented health care,
nursing practice and the patient’s socially insetitbody. My use of the genealogical
approach to inform the analysis allows consideratb the meanings, assumptions,
power relations, and subject positions that areesldéd in discursive practices of

healthcare and life threatening illness. As unifieanains, these discourses represent
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a ready-made way of knowing that works to presparéicular power relations within
nursing practice and nursing relationships. Gempgedd analysis supports the
‘unpicking’ of discursive practices, where “the @iscof inquiry is the problematics of
representation through which social experience hapsd and re-presented as
knowledge” (Jaques,1992 p.84). In this thesis thayais seeks to uncover multiple
possibilities for the ways in which nurses may ustiénd the experience of life
threatening illness, illuminating the discursiveensections or gaps where nursing
may recognise the “disqualification of local.knowledge” (Papps & Olssen,1997
p.39) and imagine capacities for action and chaigsing from the surfacing and
valuing of local knowledge. My use of autobiographmyreating narratives of the self
brings together landscapes of experience and lkmawledge. In this process of
writing as ‘engaged’ inquiry, | make visible my ownbjectivities in performing as

the nurse/wife available to the analysis as siteBscursive practice.

The questions, which guide this inquiry, are frarasd

What are the technologies of health care which apparent in
situations where a patient is experiencing lifedtening illness? How
might the patient and the nurse take up and perfeubject
positionings within the discursive practices of Ittezare? What are
the strategies the patient and the nurse employnédiate body
boundaries and the self's relation to the self? Where the
genealogies of my practice as the nurse/wife is timique context of

life threatening illness?

My specific aim in working with narratives of setf life threatening illness is to
explore the political context of health care preesi to “detach the power of truth
from its forms of hegemony...... social, economid &ultural in which it operates”
(Smart,1985 p.68); to offer representations ofvilags a patient and/or a nurse might

mediate body boundaries and take up alternativeudis/e positionings to construct
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new narratives of self; and to consider the wayw/ich nurses might intercede to
work with patients peacefully, bringing one’s owmrsing practice into harmony with

location in which one is working.

Working through the methodological considerations

| developed the methodological considerations fierthesis from Foucault’s original
writing as well as the interpretations of othertens who have used his ideas of
genealogy and techniques of the self. From thesi®oes) | have drawn together a
purposeful group of interpretations of Foucault’sritivg to construct the
methodological approach for the thesis. Thesepng¢ations, and my own reading of
them, may contradict ideas in Foucault’s originakkv Developing an understanding
some elements of Foucault’s writing has been anpyin itself as | could not find
discernible patterns, or identify how to use hisaisl as techniques for the analysis of
data. In thinking about this, it was probably morg of a sense of frustration that |
moved to reading about his work in secondary sayradich were written in the
1980’s. This included the writings of Davidson (698Dreyfus and Rabinow (1982),
Smart (1985), Hacking (1986), Rabinow (1984), Wali®986), Wolin (1988), and
Weedon (1987).

Having gained some way of framing Foucault’s idess methodological approach, |
then re-read some of his original writing. ThesdgencludedThe birth of theclinic
(1975), The history ofsexuality (1979), Deleuze and Foucault (1970On the
genealogy of ethicsn Dreyfus and Rabinowl1982), andTechnologies of the self,
Foucaultin Martin, Gutman and Hutton (1988). This begamtake a little more
sense. | then moved to more recent writing to s®g bontemporary writers were
using his notions of archaeology, genealogy antt®thread Kendall and Wickham
(1999) on using Foucault's methods, Blacker (1998gtman (1994), Lupton (1997),

and finally Kosta (1994) on autobiography and thathor function’. | have also
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drawn ideas from the work of film theory writerschuas Brooker and Brooker
(1997), Creed (1997), and Thornham (1997) as welieading the work of nurse

writers who have used Foucault.

Of these, | have found Jaques’ (1992) thesifkepresenting the knowledge worker
useful as an example of how Foucault’s writing waed in a nursing research study.
This study demonstrates how the theoretical tobth® genealogical approach were
developed as a method for the analysis. In dravtimepretical tools from the
genealogical approach for this study, | considev itas possible to re-present events
within a system of knowledge, and how a particutays of knowing come to be held
as ‘common sense’ beliefs. This approach subvetsiant modes of knowledge
construction because the inquirer is concerned thiéhmeans of the production of
knowledge, what holds particular knowledge in plaed how particular statements
in the discourse are allowed or disallowed (Kend&ll Wickham,1999). In
destabilising the notion that any one approachatunal, inevitable or inherently

superior, it is possible to consider other possibfgesentations of events.

The analysis in this study focuses on the relakignbetween power, knowledge, the
body and space. For example, the ways in whichntdogies of power have

produced the patient and the nurse as objectsnniltt@ discursive spaces of health
care technologies and academic theories aboutnguesid health care. The term
discursive space describes the networks of knowledgl practices which act upon
the body in social relationships (Jaques,1992)udaq(1992 p.96) describes a
discursive space as, “the site of force and remstabetween bodies and

power/knowledge”. It is a social space that shapebis shaped by the bodies that
enter it, such as the body of the patient or thsenuThis discursive space becomes

the site of objectification, subjectification aresistance.

The analysis of the stories related in the stuéytifies the discourses populating the

text and mapping the ways in which particular disses become privileged over
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others. That is, what is present and what is abBent the text of the story. The
analysis of each discourse present in the storgeros identifying regularities in the
appearance of the discursive statements. Discusiatements are made up of the
words, or what is sayable within the discourse, #redthings which are present, or
visible, in the practice of the discourse. Whasayable could be understood as the
theories underpinning certain practices, whichamesistent with the discourse. The
visible alludes to the things that are used in @hdscursive practices, such as
buildings and instruments (Kendall & Wickham,199%he analysis explores how
mutually sustaining power relations that exist lestw the sayable and the visible
works as a mechanism or a strategy “which keepsgshigoing” (Kendall &
Wickham, 1999 p.49) through sites of discursive ficac

The identification of rules of the production oatgments uncovers the genealogy of
the discourse in an historical sense. In undertpkim analysis of the ‘history of the
present’, | identify the ways in which the discaummerged or was produced a given
points in time. In uncovering the shifts in thinginhat may have occurred at a
particular point in time, the conditions of emergenfor this discourse may be
identified; that is, the ways in which particuldatements became operational as a
public apparatus with particular rules for the prciibn and repeatability of
statements as the discourse (Kendall & Wickham,198Be identification of rules
that delimit the sayable help me to chart the baued of the discourse in terms of

what may be said within it and what is likely todecluded from it.

The identification of rules that create spaces mctv new statements can be made,
refers to the capacity for discursive practicesreate new forms of subjectivity (such
as the patient in medical discourse), and new oateg) for understanding human
behaviour (for example the diseased person). Thestigity demonstrates the
inventiveness of discursive statements in produ@unbject positions through the
mechanisms of operation of public apparatuses (aaghthe hospital or clinic)

(Kendall & Wickham,1999). Through these mechanisofisoperation, ways of
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thinking and practising within the discourse tendcall the person into being as a
patient who, as the patient, may choose to aceitaimn ways. Public apparatuses are
the ‘surfaces of emergence’ or the places wherectbj(such as the body) are acted
upon in certain ways according to the how they hbgeome classified through
discursive practices. Institutions, such as thepitals have acquired the authority to
operate in ways, which set limits and prescribdageractivities for (patients as)
discursive objects. In this way, ‘forms of speation’ develop as ways of knowing,
which set boundaries within which the discursivgeob(or patient) should perform
(Kendall & Wickham,1999).

Identification of rules that ensure a practice iatenial and discursive at the same
time refers to the inseparability of materialitydathought. This means that discursive
practices always concern knowledge, or theory, elé as the materiality of practice
in specific locations. Events or actions should delerstood as the complex,
inseparable and ongoing interaction of discoursel amateriality where the
nondiscursive is always/already under the sovetgigii discourse (Kendall &
Wickham,1999). The relations of power are the meigmas or strategies which hold
these two conflicting poles of knowledge, the disote and nondiscursive, together.
Power can be thought of as an ongoing processoalugtion; it is the mechanism or
energy which drives the operation of these disearselations, but always in an
imperfect sense as resistance ensures that thatiopeof discourse is never carried
out in exactly the same way (Kendall & Wickham,1p9 Deleuze (1988 pp.70-71)

suggests

..... power is a relation between forces, or rathesry relation between
forces is a “power relation”...... We can therefoomceive of a necessarily
open list of variables expressing a relation betwfeeces or power relation,
constituting actions upon actions: to incite, tduoe, to seduce, to make
easy or difficult, to enlarge or limit, to make rear less probable..... power
is not essentially repressive ... it is practicedobe it is possessed .... it
passes through the hands of the mastered nohlasghrough the hands of
the masters .....
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The analysis maps the techniques of power thapra&ised at specific points in the
relations between the sayable and the visible hadvay power is implicated in the
constitution of the subject through discourse. Kdhdnd Wickham (1999 p.53)

explain how the subject is produced through diseargositionings.

Subject’'s actions take place in discourse, and esthjthemselves are
produced through discourse. Subjects are the patotuof discourse, and
provide the bodies on and through which discourag att.... the subject is
produced out of the doubling of force upon itstif attention to self. This
production of subjectivity always occurs as a dowupbf self upon self in
every realm - in the realm of the body, the reafnfiooce and the realm of
knowledge. Human action within discourse is alwpgsitional, that is, it
always occurs through a subject position inhabiéirgpace between the two
poles of knowledge, the discursive and the noneugee.

Moral duties toward oneself form a central themd-oucault’s writing on ethics.
Deleuze (1988) describes how the relation to oheseteated through a doubling of
the relations of the outside. A new inside is @dads self mastery where the power
which is exercised over the self is a doublingadihg inward of the power that is
exercised over others. The self's relation to te# s constructed within these
relations of power and knowledge in a way thatdestantly reforming through the

discursive positionings taken up by the subject.

The individual is coded or recoded within a ‘morklowledge ....... The
fold therefore seems unfolded, and the subjectiwatf the free man is
transformed into subjection: on the one hand ibives being ‘subject to
someone else by control and dependence’, with fal processes of
individuation and modulation which power instaldsting on the daily life
and the interiority of these it calls its subjeas;the other hand it makes the
subject ‘tied to his own identity by a conscienfesalf knowledge’, through
all the techniques of moral and human sciences gbato make up the
knowledge of the subject (Deleuze,1988 p.103).

The subject forms his/her interiority as part afidayet separate from, the power
relations of the outside. Hacking (1986) stresdes ¢apacity of the subject in
undertaking these self improving and self formirgivaties where we constitute

ourselves as subjects through the particular trutbstake up and act upon. He
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suggests it is the subject’s conscience rather tharforce of any outside authority,

which informs the way we produce ourselves as stdbjélacking,1986).

In specific moments we create self knowledge tadgubur choices and actions,
producing our own ethics and our own forms of trdthe mode of subjection reflects
what we internalise from outside authorities, tisatwhat we take on as being the
truth and the recognition of an obligation to orepat this truth into practice. The
body thus becomes a local site of political analdgical struggle. It is the point of
focus for the practice of medicine and provides dmcursive surface where the
subject freely chooses to transform him/hersetaking up the identity of the patient.
The self forming activities, or self practice orethody by the patient, provides the
link between ethics and self mastery (Hacking,19&If mastery, or power over
one’s actions and their results, is the goal of daoit’'s notion of freedom
(Blacker,1998). The subject’s agency lies in tHisasing to become absorbed into
another world, to create oneself as the patienthhrting the ways ‘microphysical’
networks of power relations produce discursive fomsngs, | localise the points
where the non-discursive (the body) becomes sulgetiie discursive (knowledge
and practice). In analysing the means through wliiehsocial body becomes the
target of these power relations, | identify how jeagbvity, and the governance of
individual subjects, is produced through thesecaldtions of power (Walzer,1986).
As well, | describe the how resistance works adrateyy of power (Kendall &
Wickham,1999) in moments where tensions arise hetwmntradictory discursive

positionings.

Yeatman’s (1994) writing on power as capacity i$pfud in considering how the

subject is interpellated through discursive forimagi as an active subject. Her writing
helps me to see how the category of patient bec@m@®thing that the patient does
rather than something the patient is. The patiant lse understood as performing
his/her identity as the patient, through the carcsiton of identities that are negotiated

and contested within these discursive formatiortse Subject has the capacity to



85

perform his/her identity beyond that of an opprdssabject who is paralysed within
the gaze of medicine. Outside authorities are takgnor not, as the subject’s own
concern through techniques and practices of salmaxation and self improvement.
The goals towards which the self forming activitgee directed include freedom and
self mastery. The methodological approach thisysgibws how writing as inquiry

has become a process of identity formation for mbere | take up discursive

positionings in the telling of the story, constingtmy own identities as | struggle

(Blacker,1998) to locate myself and my practicéhiese stories.

Developing narratives of the self

In developing this study, | am aware that | haveobee a border traveller where |
have brought together the methodological approa@edker,1997) of genealogical
analysis, autobiography, and writing as a methooh@diry (Richardson,1998). | am
working in border spaces where the ground is infigreunstable and constantly
moving, and where conversations and engagemeritseitext are always ongoing,
partial and unfinished (Walker,1997). | have usedohbiography as a means of
transforming the relationship between the textgelate and my subject positions
within them. Within this circular process of speakilistening, writing and reading, |
examine my own positionings within these intersewi of personal histories and
professional and societal knowledges. In Kosta%94) terms, these narratives of
self-discovery have become their own textual prtidns arising out of this

experience of crisis and inquiry. They are like archaeological exploration

uncovering the past as sites of struggle betweerowy personal histories and my
relationships with professional knowledge and thaad and cultural inscriptions and

practices surrounding life threatening illness.

The method of developing narratives of the selficwh have named “talking back to

myself’, developed out of a desire to create autxtichness that did not seem
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possible in simply writing down events, thoughts &elings. Sitting at the computer
and writing seemed to produce rather linear acsumhich had beginnings and
endings. | decided to audiotape myself talking allbe experience of being in these
events, recalling my thoughts and feelings, andgughe journal notes | had kept at
the time as prompts. | then listened to the augegawvhile writing back to them on
the computer. At first listening to my own voiceesed strange. But as | became
used to it, and allowed myself the freedom to elgpere responses to the stories | was
telling, things came out in the text of the nak@si in this conversation with myself

that | had not realised were there.

This process of “talking back to myself’ createtkatual richness with many more
layers and connections and opened up my writingcga to create something which
was much more connected with myself. This engagemmmh exploration of my own

experiences may have, in Gaddow’s terms ariseonfatlesire

...... to make the little known comprehensible tyrpeying there, becoming
involved in a relationship within it .... there i option of detachment;
vulnerability is constant. There is a risk of notding a way back to the
familiar. There are maps, of course, that couldtoeied and the look of the
land extrapolated, instead of going there persgnéhce there, however,
even with maps, even having been there beforelatid transcends every
schema, every recollection and prediction. It extmaustible, different each
time. It can be summarised at a distance, but ansuynis useless for living
there (Gaddow,1995 p.212).

Through this process of thinking, speaking, listgnand writing, | again became
deeply emersed in particular moments of this exper and was able to write with a
much more passionate connection with it. My journates provided the maps to
return to locations, which in turn were developsdhadiotapes. Written responses to
these audiotapes were kept as a journal on my cempis well | kept an exercise
book as a further journal, noting events, ideafgreaces and my own responses as
they came to mind, and sometimes this was aftevarsations with close friends.
The techniques | have developed in ‘talking backnyself’ create narratives of the

self through engagement with my own evocative ngitiRichardson,1998). Thinking
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and speaking about these times has created megtwgs for the personal and
professional, the inside and outside of my own erpees, where being and knowing
have come together (Gaddow,1995) to create a s#¥ngbat it is like to live in this
land of life threatening illness. The journey batkough these experiences has
surfaced emotional responses that require an ogdaimding’ through reflection

and conversation to find safe and ethical patreutin them.

Finding safe ethical ground for the study

| believe this study to be a morally sustainablejgut in that it provides unique
insights into the ways in which nurses might wodk mediate the boundaries of
socially inscribed bodies in moments of profoundnewability. It also reconstructs
the ‘theorising’ on the patient's experience ot lithreatening illness as socially
produced representations of the structure and thanhthe patient’s experience and
the nurse’s practice with the patient could takdotuments the ways in which theory
about, and practice with, patients experiencing tiifreatening illness are bounded by
particular ways of knowing that are connected twalues and practices of particular
times, places and disciplines. In laying open tkgedence of life threatening illness
this study creates conversation spaces throughetktewhich may support other

nurses in considering alternative readings of tbein practice.

As a personal exploration of the relationships leetwtechnologically oriented health
care, nursing practice and the patient’s socialBciibed body, this study presents
some critical ethical challenges that at times halweost paralysed it. As Lightfoot
(1983, cited in Clandinin & Connelly,1998) suggesiere is a need to pay attention
to the inquiry process where personal data enterspublic realm. This involves

taking care of oneself within the texts createdudlomeself.

When | was a very small child my older brothers argders told us
stories about these very scary creatures, callec@rés”, who lived
in the depths of the lake bordering our parentsinfa Warkies
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resembled something like a Taniwha and particuléikgd to eat little

children who went too near the water where thegdivSo | grew up
with this idea of Warkies being the scariest thpwgsible and the
story did keep the little kids away from the lakeogt of the time
anyway). Every night before | went to sleep mumdadihad to check
to make sure there were no Warkies hiding undebealy

In attempting to work with ethics situated in a ggtsicturalist methodology where
the outcomes of the inquiry process are inhereindgmented and unstable, 1 am

aware the (ethical) water | am leaping into

.. iIs not just deep, but uncharted. We are neheat the crossroads; for
there to be crossroads, there must first be rddols. we know that wenake
roads - the only roads there are and can be - andlavthis solely by
walking them (Bauman,1995 p.17).

To imagine this study as too ethically problematinot to attempt to walk the road in
terms of undertaking this personal inquiry. | amvals/already situated in this
turbulent and dangerous water through my discurgosationings as the wife/nurse,
and the “Warkies” are already under my bed. Whay tma required here is a new
perspective for inquiry approaches and the etlooakiderations involved in using
poststructuralist methods. As Johnstone (1999) estgg such an approach can be
seen as creating new ways of working with morabfmms. She cites Bauman as
suggesting postmodern approaches to ethics invttearing off the mask of
illusions; the recognition of certain pretencedadse and certain objectives as neither

attainable, nor for that matter, desirable” (Baurh883 p.3).

The ethical difficulties in the study arise out thle crossing over of the borders
between my professional work as the nurse and mgtprexperience as the patient’s
wife. In bringing out this private experience inttee public domain of knowledge |
am potentially rupturing the fabric of academiag @am doing this | am likely to find
myself in difficult ethical territory. The risks lrerent in the approach to this study are
summed up by Lincoln in her reference to the artiagiegps of unexplored territories

where certain areas were labelled with the captibtere ther be beastes and
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monsters” (Lincoln,1997 p.51). As she suggestsctkation of new forms of textual
representations break new ground, and we have ke o tactics and approaches up
as we go along. There have been times when | lmgght it would have been easier
to follow a route that was already clearly marked t avoid the agonies of writing

on the edge. It may be that to follow already mapleules is easier than

one’'s own untested project; the consequences e difficult to bear,
sufferings are easier to endure, the pangs of eamse are muffled, the salt
of responsibility is not rubbed into the wound difildire (Bauman,1995
p.19).

Having let what felt like ‘Ripley’'s Alien’ loose to the fabric of academic inquiry, |
was left to deal with the tensions between listgrimcriticism (with a judicious ear)
and not feeling paralysed by it. In the followirmyinal entry where | wrote about this
concern, | attempt to situate my own untested ptojgthin an ethic of care for
myself which recognises my own strengths and thesipte pitfalls in undertaking

this inquiry.

I have written this proposal from within my 26 yea&xperience as a
nurse. | think | probably learned to deal with timstion what | would
now call the “abject” as a seventeen-year-old nurdéany other
nurses of that time would have had similar expedsnto those |
encountered as a first year student nurse, workimgvards where the
patients were mainly elderly and dying. | have obm®d these
feelings in my previous writing .... where | workedunderstand that
some things were inevitable .... beyond my conamadl the best that |
could do as a nurse, was my best. | understoodilldcoot save these
people from the outcome that would be inevitabtdlem in terms of
their dying, but | could make a difference to theperience of this ....
| think this has become an important guiding plojasy over the
years in my work as a nurse and certainly infornmegl work with
Kevin when he was dying. While | recognise the iemal risks to
myself in undertaking this inquiry, | think it important to understand
how | am positioned in it. That is, in terms of wiyrk as a nurse and
my work with Kevin, and in particular, the sensengf own agency
that | have as a person.
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The clinical work that nurses do in their everydaytact with patients constitutes an
inherently relational practice where nurses beamneagis to the patient’s experience of
suffering (Liaschenko,1998). The nurse is alwayséy constituted as having
corporeality in common (Wiltshire,1998) with thetipat and the recognition of this
humanness of one another is central to the prafieaslsnursing relationship. It is this
permeability of body boundaries which potentiallyeates the abject subject
positioning of the nurse with the patient (Rudg88)9 Rudge (1998) draws on
Kristeva’'s (1982) work to illustrate the subjecsjimns of people who experience or
witness wounding. The effects of such discursiveitpmmings depend upon the ways,
in which the subject takes up and acts the effettabjection, in other words, the
strategies they may use to manage it. Nurses magnie emotionally strategic
knowledge workers in order to manage their (sonedimeveryday) practice
experiences of nursing wounded patients. For exantpése strategies may involve
shifts in the permeability of body boundaries, veher certain moments the patient

may be constructed as ‘Other’ in order to carryaptrticular practice (Rudge,1995).

In this sense, | believe nurses may take up or vathin specific discursive
positionings to carry out elements of their relasibips with patients and with
themselves. | understand my ability to carry ous timquiry as an emotionally
strategic knowledge worker, who is not always awarevhat will appear, but that |
am astute enough to recognise it when it does appeading a safe ethical path
through this crossing over between personal anfegsmnal has involved setting
aside time for critical reflection on my own respes to thoughts and feelings that
have been surfaced through the inquiry. As wetledotiated a pastoral relationship
with a chaplain who was involved with both Kevindahduring his illness to be

available to me to discuss any issues, which arose.

My first intentions with this study involved develog it as a research project using
people who were involved in the events of Kevillliseiss as participants. However,

this approach became problematic when | began derstand how ethically difficult
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this would become. | think the idea of working witlese people arose out of a desire
for openness in an inquiry process, where the soiue other people who were
significantly involved with Kevin could be heardthical issues of confidentiality,
anonymity, informed consent, coercion and freedoomfharm became overriding
concerns as | recognised | could not put sufficethical safeguards in place, within
the study or in the ‘aftermath’ of it (Lightfoot,&9; Clandinin & Connelly,1998) to

protect these people.

It was in order to manage the ethical problems tdateloped the study as an inquiry
rather than a traditional research project. As @cgss of academic reflection and
inquiry, the study thus moved to being centred oy journey through these

experiences of caring for Kevin, from within my que personal and professional
positionings as the nurse/wife. Finding modes bfcal conduct with this approach

has also required considerable reflection. In bniggorivate experiences into the
public place of this study, | am aware that | anahla to seek the permission of the
other people involved in the context of Kevin'sea@nd my own experience of his
illness. However, this is also my experience whashLawler (1997 p.183) suggests
“affected me, involved me by my ... presence andnitiyessing”. In other words, this

study tells the story of my own experiences, whibhve related in my own terms.

In using my own personal experiences, however, ktlinconcerned with the other
people who may be affected by the situations thatdéscussed. | imagined writing
about this experience as an extension of the cammgk that was situated in the
relationship between Kevin and I. There was aicethcare that extended to family
members, and others involved in his care, and wiealains as a central concern in
the aftermath of the study. | see confidentialiy @ntral to this writing about
intimate details of a relationship, within this ietlof care. Certain events were not
explored for reasons of my own, and others, petsafaty and a desire to keep some

things private. |1 have also drawn on Clandinin @adnnelly’'s (1998) work in
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protecting the unique identities and anonymity ebjple involved in situations by

fictionalising elements of the events that are dbeed in the stories.

The possibility of tensions between the privacypofctice moments with health
professionals and the potential to appropriate tfi@manother purpose within the
study has also been an important ethical consideratwished to respect the other
people who were involved in Kevin's care as | bedi¢heir practice was motivated by
compassion and their desire to do their best foMamnents of practice described in
the study which include factors which were uniqoig@articular times or places have
been fictionalised and unique identifiers changgd.well, | felt the need to be
sensitive to the reality of nurses’ practice cotgexhen relating what seemed to be
inappropriate responses or lack of responses inifgpsituations. | believe it was
important to take account of the marginalisatiomoifses within the power relations
of healthcare institutions. This is significant terms of respect for colleagues and
considering another person’s specific location initthese power relations and the
values that inform their practice. | believe thisdy should not disadvantage those

who are already marginalised within their instibutkl workplace.

The anonymity of people involved in events has aksen protected by not using their
names in the narratives, which were developed girdlie process of ‘talking back to
myself'. However, there are unique identifiers Istibntained in the situations
described in this data. | have protected theseugnidentifiers by ensuring that | am
the only person who has access to this materiamgncomputer, and changing
possible unique identifiers before sending workntg supervisors. | will destroy

tapes, transcripts and notes, which could poténti@entify other people, on

completion of the study.

Writing in “liminal” spaces
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The methodological considerations for the studgroffew possibilities in framing the
narrative voice, and moving beyond what are gelyeusderstood as the traditional
boundaries of the personal and professional (E987). In undertaking this study, |
am working in what Edwards and Ribbens (1998) adlminal space. This liminal
space is situated betwixt and between the persandl professional where the
dominant academic approaches will always tend tbrpe away from the subjective
representation of personal experience. This haa heether struggle in the study,
especially in demonstrating the utility of academigflection on a personal
experience. My struggle to manage the tensionsriexmed between the need to
respect traditional academic approaches and myedasiundertake ‘cutting edge’
work in the boundary spaces of this study is itlatgtd in the following entry from my

research journal.

| am not sure how | can present this inquiry .in.a way that captures
the uniqueness and importance of these positionmgs/ing voice to
a story from a particular location..... | think tfeeis a risk that | will
be constructed here as the grieving widow who abiato distinguish
between her roles as a grieving spouse, nurse aademic inquirer. |
find this interesting in that the discursive intecdons between these
so called different roles are such a critical eleme this inquiry.....
What | am also saying here is that | refuse comsions of the
traditional grieving wife, because my experiencegoot fit with any
theory in the textbooks | have read. To construgtexperience with
Kevin as negative and threatening is to disregdmel complexity and
contextual wholeness of it. While the events of thme were not
something | would have wished to experience, | loagen from these
events a sense of hope, connectedness and a ibetie¢ power of
caring as a nurse.

In attempting to speak from my own personal expege | risk my own construction
as incompetent to do this work, given my emotiomalolvement with it. This
personal involvement denies the possibility of obye representation of experience,
which seems centrally important to trustworthy eesh at the postgraduate level. It
seems that | am required to demonstrate the utfitgersonal experience methods,

even though these methods have become an impdotarg for contemporary nurse
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writers and practitioners in articulating their ovpnactice experience as nursing
knowledge. As | read the work of other nurses anthen writers | began to see that |

was not alone in experiencing this phenomenon. ibbdhs (1998 p.24) suggests

For private perspectives and understandings to dmanmwnicated, and
formulated as public knowledge, they first have e articulated in a
personal voice. Yet, given the power of public lesddof knowledge, we may
struggle to find a voice that can express moreapeiways of being.

Finding a place to speak about this personal eapeei involves bringing in outside
referent points in order to connect the study teepicademic work and substantiate
my approach. Lumby’s (1997) work on the feminisedypin iliness supports the idea
of using a perspectival approach where how oneosstipned in relation to events
makes a difference to how that event may be urnatmistFassett and Gallagher’'s
(1998) textJust a head, Stories in a bodglls the story of the patient’s experience of
life threatening illness and the uniqueness ofrthise’s personal journey with her.
Rudge’s (1995) writing orNursing wounds: subjectivities, nursing practicedan
postmodern bodieshows me how it is possible to weave togethemtreatives of
nurses and patients to deconstruct the discursaetipes in their work. In surfacing
the politics of the context of this relationshipesdemonstrates how it is possible to
undertake an alternative reading of events in atwaycreated something other than

a coherent, essentialist explanation of persorna¢mence.

The writing of sociologist Carolyn Ellis (1997) mides some profound connections
to my own experience. She relates how she cameit®e Fnal negotiations: A story
of love, loss and chronic illne¢$995) as an autobiographical account of her pagn
illness and dying. The telling of this story chaljed the boundaries of her
scholarship. Ellis (1997 p.127) describes how

.... the mode of story telling fractured the bouetathat normally separated
social science from literature; the episodic pgdfaof the ebb and flow of
relationship experience dramatized the motion ofneated lives across the
curve of time and thus resisted the standard peadi portraying social life
as a snapshot; and the disclosure of hidden detiagsvate life highlighted
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an emotional experience and thus challenged thenedtactor model of
social performance that dominates social science.

This autobiographical approach to her researctatadl many of the taken for granted
assumptions of traditional social science reseafitte came to understand that
traditional ways of writing were insufficient to eqk authentically to other people
who had experienced such events, as well as lackisgmeans to convey the
significance of such events to an academic audieimcavriting evocatively, she

invites the reader to participate in the event gdbscribes where the outward gaze
turns inward, creating a story of the self, and ithveer workings of the self are

analysed in a reciprocal relationship with the sxadEllis,1997). Richardson (1998)
calls this form of evocative writing, a narrativé the self where a personalised,
revealing text uses strong images, metaphors,dsbend allusions to call the reader

into an emotional reliving of events with the write

Ellis (1997) suggests that the validity of such @pproach can be determined
according to how it evokes this sense of authdwtinithe reader. Generalisability is
related to the reader’'s engagement with the stodythe ways in which it evokes the
reader’'s own experience in similar situations. Ridson (1998) sees the partial and
local knowledge of situated speakers as valuable répresenting unique
understandings of the world, which may connect witiiny different audiences. As
he suggests, the important thing may not be to fgeight”, but rather to get it
“differently contoured and nuanced” (Richardson@99354) for these different
audiences. Consequently, the stories related s ghidy should be understood as
texts, which could be subject to multiple interpteins rather than containing one
inherently ‘true’ or confirmed reading of eventsurfhermore, these stories should not
be considered as a means of factually represepértgcular situations (Crowe,1998)

or to hold out one mode of acting as more morat #rzother in a prescriptive sense.

In drawing on elements of genealogical analysiglaagraphy and writing as inquiry

as methodologies to guide this study, | am coneewith the ethics of how | produce
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knowledge about the experience of life threaterlingss. My writing in this thesis
has a self conscious modesty (Foucault, 1986 credlacker,1998) where | am
concerned with the breadth of my own knowledgent&ithe consequences of the
knowledge claims | am making, and the interesthoké for whom | am speaking. |
am required to be self conscious about my own joositgs within the stories that are
related to the reader and what the implicationssoth positionings might be
(Blacker,1998). This requires the rigorous pract€donesty in analysing my own
responses to events and the values and beliefs nilagt have informed these
responses. | also need to consider how my tellfrthe stories represents the actions

and voices of others.

Summary of the methodological considerations

The methodological approach for the study blendemehts of Foucaultian
genealogical analysis, autobiography, and writisgirquiry to create a form of
narrative analysis. It weaves together ideas aridesafrom my personal life and
professional practice with theoretical conceptswmirgrom poststructuralism. The
analysis focuses on the relationships between tdobically oriented health care,
nursing practice and the socially inscribed bodiethe nurse and the patient, which
enter the discursive web of connections that ctutstihe knowledge and practices of
healthcare. Events in the narratives are undersasdhe result of the complex,
inseparable, and ongoing interaction of discounse materiality where the non-
discursive is always already constituted as anocbhje discourse. Subjectivity is
constituted through the relations of power in tisewdrsive space between the visible
and the sayable, and this subjectivity construatividuals as active subjects who
perform, negotiate and contest discursive posiigsi In telling the stories in this
thesis, | actively take up discursive positionings,narratives of the self through the
process of ‘talking back to myself. In doing tHixreate my own identities in the

moments where | locate myself in the stories.
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As a personal exploration of the boundaries betwesn personal life and
professional practice, this study raises some &tluicallenges. Bringing out private
experiences into the public domain of knowledgaia® tensions between knowledge
that is usually left unspoken in formal discourse ¢he supposedly ‘clean bounded’
professional knowledge we utilise in our everydagctice. | have a responsibility to
be sensitive to the ways in which others and myaedf portrayed in the study,
particularly in relation to the potential outcomes,the aftermath of it. | am aware
that as the following chapters on the analysisvainés develop, there is a tendency
for formal knowledge to cover over representatiohgrivate knowledge. | have
utilised the methodological considerations to manihg tensions between traditional
academia and ‘cutting edge’ theorising in thesendades between personal and

professional knowledge.

The analysis in the following chapter explorestimesions arising from contradictory
discursive positionings for the patient and theseumn entering discursive fields
where the patient is diagnosed with primary canicexplore the experience of being
always/already the nurse, as Kevin became thempatiazing with the probability of

a future diagnosis of cancer marked his ‘patientidy’ in ways that included him as
well as excluded him from certain discursive piagi Finding the secondary
melanoma two years later raises the stakes ingliwith life threatening illness. The
discussion highlights the tensions between theodises of the closed and open body
following the diagnosis of metastatic melanomanékes visible the ways in which
Kevin and |, as the patient and the nurse, negatipaths through these contradictory

discursive positionings.
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CHAPTER FIVE

ENTERING THE FIELD - THE DIAGNOSTIC INSCRIPTION

Introduction

The analysis in this chapter considers the tensaisng from the multiple and
contradictory discursive positionings of the patieand the nurse in entering
discursive fields where the patient is diagnosetth wrimary cancer. | explore how |
was always/already the nurse as Kevin became tifenpd consider how living with
the probability of a future diagnosis of cancer ksathe patient’s body in ways that
included him as well as excluded him from certascdrsive practices. | relate how
the diagnosis of secondary melanoma two years fatees the stakes in living with
life threatening illness. The discussion highligtits tensions between the discourses
of the closed and open body following the diagnadisnetastatic melanoma. | also
identify the ways in which Kevin and 1, as the patiand the nurse, negotiated paths

through the tensions between these multiple anttadictory discursive positionings.

Entering the field, becoming familiar with the landscape

I will always think Kevin found the primary melarefoy chance. He
was walking up the stairs one day at work, havirngpaversation with
a friend. The mole of the back of his leg must Hmeme noticeable
while walking and he mentioned it to this doctdneTnole really was
very inconspicuous, as it had normal skin coloud aras only slightly
raised. After looking at the mole while they staodthe stairs, this
doctor told Kevin that he should have the mole nesdoas soon as
possible. Though it was not typically melanoma, tsfeeight it could
be. Kevin duly made an appointment to have the mste®ved. The
GP didn't think it was suspicious at all, and Kewiad the impression
that the mole was removed to humour him. It coldd &e said that
Kevin didn't really think it was that serious atetlime, but about a
week later the pathology report came back positoremelanoma. |
remember Kevin coming in and saying, “Guess whai&t mole was a
melanoma. The doctor wants to see us tonight.” m’tdoemember
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much of the conversation with this GP except thdbdcused on a

referral to a surgeon.
This text makes visible the discourses of medictagcer, and health. The diagnosis
of cancer creates the entry point for the previpbglalthy subject’s constitution as a
diseased subject within medical discourse. Medj@se discourse, represents a body
of knowledge where the regularity of statementgasatained within scientifically
proven objective ‘facts’. The diagnosis is the prctdof the relationship between the
sayable, medical knowledge about cancer, and #ibl®j or the things that are used
in the production of this knowledge - technology dine cells, which are identified as
being cancerous. As Cassell (1996) suggests temyneltends the power of human
action beyond the capability of the individual usérthat technology. In this case
technology enhances the relationship between tlyabka and the visible, and
produces the ability to inscribe particular ceisid the patient's body, with this
diagnosis of cancer. Entry to the discourse of miedi as the cancer patient is
predicated upon the diagnosis. The diagnosis chnbenstated when specific, clearly
determined biochemical characteristics (Casselgl8& read as being present in the
patient’'s body. Technology defines what counts aswkedge in this relationship

between the patient’s body and the discursiverstatés of medicine.

There is a tension here between wanting to be dseghwith the disease and not
wanting to be diagnosed with it at all. With theghosis, the person is called into
being as the patient with a body in need of intetie® by medicine. In Kevin's case,
he willingly sought out a medical opinion and gaeasent for this access to his body
on the understanding that medicine may diagnosehapdfully cure this disease - it
seemed the common sense (Crowe,1998) option. T™tisnnof common sense in
seeking medical diagnosis and treatment demonstrete this power is predicated

upon the ability to cure. As Starr puts it

Modern medicine is one of those extraordinary warkeeason: an elaborate
system of specialised knowledge, technical proasjurand rules of
behaviour. By no means are these all purely rakiomar conceptions of
disease and responses to it unquestionably shoimgrent of our particular
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culture, especially its individualist and activierapeutic mentality. Yet ....
modern science has succeeded in liberating humdirgty much of the
burden of disease. Few cultural relativists, sirifpfrom a bad fever or a
broken arm, would go so far to prove a point asade modern medicine for
a traditional healer. They recognise ...... thahadicine the dream of reason
has partially come true (Starr,1982 pp.3-4).

Technology supports this power relation between dmcursive statements of
medicine and the patient's body. In making the glaty visible, the patient is
induced to give consent to intervention to reduee probability (Deleuze,1988) of

the cancer spreading further into the body.

The consultation with the surgeon the evening ¥otllg our visit to

the GP was to be the beginning of a journey with tlisease and its
intrusion into our lives. It was to be the first mfany consultations
with doctors; with doctors that we almost alwayg\wras colleagues.
The consultation that evening centred on discuseiothe pathology
report and treatment options. The surgeon quoteseasch that

suggested melanoma tended not to metastasisetimatprimary had

reached a depth of 1.5 mm. The pathology repodrceed the depth of
Kevin's lesion as 0.8 mm and so had been diagnosetbrately early.
The surgeon recommended a wider excision of thee sle also

examined Kevin's other moles as he believed Keaihahtype of mole
dysplasia, which predisposed to melanoma.

We left this consultation feeling that Kevin hagoed prognosis as we
had been told that probably less than 20 percentheke lesions
developed secondaries. The next week Kevin hadl@ nesection of
the primary site and removal of several other massa day stay
patient. At this primary stage the threat of cansmemed to far
outweigh the risks of surgery. This seemed to lbi af a “brush”
with life threatening iliness - it was not serioget, and the hope for a
cure far outweighed the alternative which was tavkethe primary as
it was. So there was really no contest betweeretblesices.

Choosing the surgical option for a wide excision tbé primary site was the
reasonable thing to do once the diagnosis hadhsetiscursive boundaries within
which the patient should perform. The subject’'snageas the patient lies in deciding

whether to consent to have the surgery or not. iKelibse to perform his identity as

the patient by undergoing this surgery, takinghg duthority of medicine in offering
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the potential for a cure as the right thing to dbe goal of these self forming
activities in becoming the patient and undergoimg gurgery could be understood as
directed toward self preservation. If the ethicabstance is the desire to preserve
oneself from this disease, the mode of subjectiecoimes faith in the ability of
medical knowledge and practice to cure one’s patichl body. The obligation to
take up this moral code can be understood as ithfjereason, as to do nothing
within this diagnosis of melanoma may well resultthe subject’'s own erasure. In
western cultures moral duties to oneself, whereg/ i mentioned by ethicists,
generally include prohibitions against harming @ffethrough self mutilation, suicide
or behaviours that are likely to impair one’s heaks well, the ethical self regulating
subject is expected to actively participate in tiegiromoting exercises to further
develop his/her own physical and mental capakslitié@avidson,1986). Self
preservation through subjection to the discursiaetices of medicine becomes a self
forming activity aimed at freeing oneself from tiieeat to life, which the pathology

represents. Self preservation thus becomes ethalélconduct as a form of self

improvement.
Discourses of the personal and professional

Within this diagnosis of malignant melanoma, Kewind | were
always/already positioned in discourses of medi@nd health care.
Kevin's work within the field of medical electrosi@nd in particular
with the high powered technology of linear accelers, placed him
inside a health care institution where he workedsely with health
professionals and patients in the every day praabthis professional
work. We talked of how he found it increasinglficlift to manage
working in the areas where patients were treated.sdid it had been
difficult enough before when he could just concaetrof doing his
work, but since the diagnosis, these people alwaysnded him of his
own illnessWhenever possible he chose not to work on radiafher
equipment except for those times when no one @seavailable and
he felt patients would be disadvantaged by his atxse

This practice in the hospital setting positionedvikeas an insider who was

personally known to people, who were bearers ofgyaw this institution, through
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their access to the knowledge and practices of ¢cmexli As a health professional
one’s own body enters the discursive field of Healare practice in certain ways,
often as a tool for carrying out bio-mechanicaksasn the patient’s body. The body
of the patient becomes an object within the digearstatements of medicine, which
is produced through institutional practices whdre body is worked on as a bio-
mechanical entity. As this bio-mechanical entibg patient’s body is detached from
the life of the patient and physically managed udigio institutional practices
(Chambliss,1996). The creation of this gap ensthrasthe patient is understood as
the one with the disease, and the healthy bodid¢iseotaff enter the discursive field
as tools, which are integrated into their pracbeepatients. The staff may manage
their interactions with patients, whose existenee threatened by disease, by
constituting himself or herself as immune, sepdirai@ and outside the disease. This
constructs a physiological and depersonalised wiethie patient’s reality, a vision of
the patient as the ‘Other’ in order to do the w€kambliss,1996).

The rules of conduct within medical discourse thusate professional boundaries,
which tend to exclude the personal. The rules dietimit the sayable within medical
discourse make one’s own body unsayable in disedsens as the health
professional’s body is already specified and gosérmwithin clear boundaries of
performance. The relation to oneself, as the saffegiance which health
professionals practice, is produced through theirigl inward (Deleuze,1988) of the
power that is exercised over the patient. But tlaeeelimits to this objectification of
the patient and the maintenance of the discursimelguced gap between the patient
and the health professional. When these practieeshallenged by tensions between
the materiality of our own bodies and mortality, wederstand the threat to another
person who is like us. When there is a connecteiwéen the identity of the (soon to
be) patient and the health professional’s own iterthere may be occasions when
the unsayable surfaces to allow some permeabilitthe boundaries between the

personal and professional.
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In this way, the human being behind the medicaédbgurfaces with some kind of
personal identification (Chambliss,1996) with th&tiss of both insider and outsider.
This insider/outsider positioning gave Kevin accessarly diagnosis of this disease
as the authority of the doctor who suggested he kize mole removed. This doctor’s
opinion carried weight in terms of already haviranstructed his body inside the
discursive knowledge and practice of medicine. Hes valready understood as a
patient who may be at risk. However, | think thesea cost to this personal

identification and recognition of the ‘Other’. Sorhealth professionals could not act
with Kevin in a professional capacity and referhagh to another person stating that
they preferred to maintain a personal relationshiihn him. These people could not
manage the tensions between the discursive padsiggenof the personal and

professional. Since there were other people whddcpuovide the professional

services that Kevin needed, they were able to stegece, distance themselves from
his status as a patient and reconstruct some ciytiwith him in a relationship of

collegiality and friendship.

This new status as an insider/outsider also affieétevin’s professional practice
working with radiotherapy equipment. | think he hadnaged to do this work on the
machines used in the treatment of cancer by distgigmself from the patients who
used this service. By understanding his body akHhyeand positioning his body as a
tool in the completion of technical tasks, he wiale @ create his own subjectivity in
relation to the cancer patient. This subjectivitaswtaken up within a form of
specification as a technician, and thus set cléstucsive boundaries for his own
performance. At the point of his diagnosis with amema he had entered the
discursive field of cancer and increasingly fournichdelf unable to maintain this
separateness from patients whose bodies werebedcwith similar diagnoses. The
anxiety produced by the tensions between the infsidisider positionings of his
practice as a technician and his diagnosis asianpatith cancer at times became
unbearable. When this happened Kevin reassignedselfimio work on other

equipment that was not directly used in the treatré cancer. It seemed that he had
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difficulty in maintaining the depersonalised visiof the patient as ‘Other’ when

working in the areas where patients were treated.

Working in these spaces which patients with camg®abited was a painful reminder
of his own mortality. The vision of these patiesteated a collapsing of space, a
closeness (Savage,1997) where he was constant®d dato being as the patient
through the knowledge of his own diagnosis of cankeeping himself together in
his work environment seemed to involve a processravie actively contested his
identity as the patient by clearly demarcating lbendaries where his body entered
the discursive fields of medicine and technologydbing so Kevin reconstituted his
identity, ‘normalising’ himself as a technical kniedge worker outside this diagnosis
of cancer, in locations where he was not requicedhare space with patients. In a
sense he covered over his marked body in orderetostate his professional
positioning as the person who managed the equiprfeenthe surveillance and
treatment of the ‘Other’ body (Frank,1991).

Challenging personal and professional boundaries

Tensions between my own discursive positioningthaswife and nurse surfaced as
Kevin entered this discursive field of medicinetlaes patient. These tensions were felt
in ways, which challenged the prior clean boundetions in my thinking about the

personal and professional roles of the nurse.

The day following our consultation with the GP Idhgone to the
private clinic armed with the referral letter. Theceptionist at the
clinic told me we would have to wait six weeksaf@onsultation with
the surgeon. | remember standing in front of tl@seption desk and
coming to the realisation that I couldn’t wait thilang and that | was
sure Kevin wouldn’t want to. | think that was a nemin when |
understood the potential seriousness of this diagn@and that if
further treatment was available then it should laeried out as soon
as possible. I went back to my office, phoned tmgeon at the
hospital, and told him the length of time we wexpeeted to wait.
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After listening to my explanation, he suggested tia come to his
private rooms after hours, at 6pm that night.

The existence of the pathology and the perceived e medical intervention were
taken up as my own concern through the discursosgtipnings of the wife/nurse.
The relationship between the sayable or medicavledge about melanoma, and the
visible, the cells in Kevin’s body, had inscribed lbody with this disease. This
inscription of his body produced my discursive posings as both the wife and
nurse and Kevin's subjectivity as the diseasedepatiln the moment when the
receptionist informed me of a six week wait for soltation with the surgeon, my
understanding of the pathology produced tensiomnsd®n the institutional practices
of the health care agency and my recognition ofthineat the pathology represented.
My positioning as the nurse placed me inside thestgutional practices and yet my
refusal to accept the authority of the receptioarsse out of my insider status. | had
taken up the authority of the diagnosis where th@mbiguous (Cassell,1996) results
of the biopsy had legitimated medical access tdthdy. Furthermore, this access to
the body was predicated upon the understandindpefpbtential for the discursive
practices of medicine to offer hope of a cure. Klealge of the pathology informed
my anxiety about the need for rapid surgical ind@tion to reduce the possibility of
the disease spreading beyond the primary stageariiety here was about gaining

early medical intervention to contain this diseag@in the primary stage.

Almost without realising what | was doing, in tmbment standing at the desk in the
clinic, | found myself taking up the discursive pgmsing of the nurse as the patients’
rights advocate. My refusal to accept the authootythe clinic arose from my

understanding of the constructedness of institatigomactices which set limits and
prescribe certain activities for the behaviour dtignts as discursive subjects
(Kendall & Wickham,1999). My resistance to the idefawaiting six weeks for

consultation was informed by my knowledge of théhpbgy as the nurse and the
potential loss, which the pathology signified withmy personal relationship with the

patient as the discursive subject. My resistandbisimoment was an effect of power
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(Walzer,1986) where, in refusing the governancehef institution, | exercised my
own capacity to choose an alternative path thatelkmay be accessible to me as an
‘insider’. My thinking outside this governance wassed on my own knowledge and
practice inside such institutions and was alwayséaly a point of resistance, where
as Deleuze (1980 p.90) suggests “...the thoughthef outside is a thought of
resistance”. In collapsing the boundaries betwe®n professional and personal
through this thought of the outside, | created kermative subject positioning that

encompassed both.

Resistance, as the “counterstroke to power” (Hulig&kham,1994 p.83), challenges
the rules which delimit the sayable within discuesstatements and is productive of
the subject’'s agency in recognising that there @heer possibilities for action.
Exercising power as resistance enabled me to penfoy identity as the wife while
maintaining a ‘closeness’ with the patient as these. In thinking about my practice
experience as a nurse, | realised that this perfitgalof boundaries was
always/already a way of managing situations withigpés. In a sense, this was the
genealogy of my practice in the moment of refusatamply with the institutional

practices of the clinic.

I remember an occasion when | called the houseesurgo see a
patient whom | believed had developed a compartrsyamdrome in a
limb following surgery. | knew this patient well b&ad nursed him
from the time of his admission. | knew that whatals seeing was a
compartment syndrome because of the history aétbat, the clinical

signs that the patient displayed, and his emotiaeasbonse to this
increasingly intractable pain in his limb. Even @ house surgeon
assessed this patient, | could see that he didxieve my diagnosis of
the problem and, despite my protestations, sugdebtd | continue to
monitor the patient. As the house surgeon leftwhed, | phoned the
consultant because | knew that the patient woultkiy develop

further ischaemia in the muscle compartment whigeben more time,
would probably become irreversible. On widely opgnihe cast and
palpating the muscle as the consultant suggestsddiagnosis of

compartment syndrome was confirmed and the comguéteranged

emergency surgery for fasciotomies to reduce ttragompartmental

pressure.



As the professional nurse | always/already knew towpush the boundaries of
professional relationships through a personal dpjgea bearer of authority in the
institution. On rare occasions, | have employed #@pproach in clinical situations
when | believed further action was warranted touemghe patient’s wellbeing. For
me, the confidence in using this strategy arose aduivhat Savage (1997) calls
‘closeness’ as a way of knowing for nurses in thmiactice with patients. She
suggests the nurse develops a familiarity withgagent and his/her context through
physical and emotional involvement, where the nwmmes to know the patient’s
experience by practising in that person’s local anchediate environment. Gaddow
(1995) refers to a similar phenomenon in descriliingses as explorers who know
the patient’s body as a locality with its own topagahy of experience. For me, these
notions of closeness and locality create the piatefar the “thought of the outside”
(Deleuze,1988 p.90) where resistance becomes #ik spnnecting the subjectivities
of the patient and the nurse with alternative pgwles. In this ‘thought of the
outside’ the perpetual horizon of the discursiaeshent is disrupted, producing new
and different readings of the patient’s body assauisive object. The implications of
such readings are understood in terms of the dagmaf the patient and the nurse in

performing their respective identities.

The patient as the ‘special case’

Phoning the surgeon was an act of resistance.rtisent of resistance represents an
example of the strategic devices that nurses enmiployanage the micropolitics of

power in health care institutions. Walzer, quotitgicault states

power is exercised from innumerable points.... vidrg moment, power is in
play in small individual parts ..... employed anceised through a netlike
organisation ....... If power is exercised at ineuable points, then it has to
be challenged point by point........ there is aallty of resistances, each of
them a special case (Walzer,1986 p.54-55).
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The nurse makes the patient’s situation ‘a spemak’ in order to construct what
Gaddow (1995 p.212) calls a “safe and honorablsguges for the patient. The agency
of the nurse is performed as advocacy; a discursiketegy that is used to push
boundaries that have been put in place by “blocKageeleuze, 1988 p.70) produced
through the exercise of power by agents of thatuigin. At times, these strategies
may be used to challenge practices that are censigtith the discursive statements
of medicine in order to support the patient in ¢ibasng themselves in alternative
ways. On other occasions the nurse may work to venmstitutional blockages that

impede the patient’s access to medical practice.

Through this idea of making the patient’s situatiofspecial case’, the nurse enters
the discourse of patients’ rights (Johnstone,199#)ere the sayable includes
statements concerning the patient’s vulnerabil#yaaecipient of health care. These
statements are connected to and supported by sthegments in discourses of
bioethics and human rights. The statements withérdiscourse of patients’ rights
work to inscribe the patient’s body with the morapacity of the subject as a human
being who is capable of action and choice withis/ter own life circumstance. The
recognition of the vulnerability of people as reeids of health care marks a
“personal extension into the lives and values béohuman beings” (Johnstone, 1999
p.247) on the part of the nurse, and producesdtyginement for particular actions to

reduce this vulnerability.

The self forming activities of the nurse as thequas’ rights advocate are constructed
through the self’s relation to the self. The megptace between the morally relevant
actions of the self, and the moral code whichkemaup as an outside authority by the
self, represents a folding of the outside to th&d@ where the subject constitutes
him/herself as an ethical agent (Deleuze,1988).athvecacy | performed in phoning
the surgeon was constituted through my understgndfrwhat | considered to be
moral behaviour in my practice as the nurse as aglin my positionings as the

patient’s wife. The ethical substance of this actior the relevant domain for ethical



judgement (Davidson,1986), could be understood ygnactice as the nurse. In this
positioning of self as the practising nurse | Hael desire to produce the best outcome

for the patient according to my knowledge of thstlgractice in the circumstances.

The mode of subjection illustrates how I recogniaed took up outside authorities as
constitutive of my own moral obligations. DeleuzZE988) explains the mode of

subjection as the fold of the relation betweendsrwhere the outside (authority) is
bent back to become a relation to oneself. | tgpkhe authority of the rights of the

patient as a moral code, reflecting ethical practar myself as the nurse. As well, |
held up the authority of the medical diagnosis, ahd threat the pathology

represented to the life of the patient, as condpmite actions that were needed to
obtain early intervention. The self forming aciie®, which Deleuze (1988) describes
as the fold of knowledge or truth to our being,dlve the ways in which we change
ourselves to become ethical subjects. For me, tkeffeforming activities were

performed through the construction of myself as these advocate. The nurse
advocate had the capacity to ‘move things abouliad the capacity to challenge
institutional practices and appeal to the autharftynedicine to bring about change,
even though such challenges involved pushing thendbaries of what was sayable

within the discourse of professionalism.

Deleuze (1988) describes the goal of self formictivaies as the fold of the outside,
which creates the interiority of expectation. Thgbuhis fold the subject becomes an
ontological being, creating the moral conditiongdemwhich the self governs the
activities of the self. For Foucault this involvaswill to power, where the subject
achieves a self regulated dissolution into the @varid power over the one’s actions
and their results (Blacker,1998). As Blacker (199863) explains, the subject
becomes a “privileged junction” through which poviedirected. In my practice as
the nurse | became a conduit through which powes d@ected towards new
possibilities. My self forming activities as therae were directed towards producing

the conditions for the recovery of the patient.wd|, the goal of these activities was
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to create the freedom for the nurse and the patitenhoose and act for themselves
within the discursive practices of health care. &ppeal to the bearer of authority
relied upon the surgeon’s recognition of my intggas a moral agent with this best

outcome for the patient as the goal of my intengent

The marked body and the notion of the stranger

Kevin returned home after a brief stay in hospital a wide excision
of the primary site. He was keen to recover fromgbrgery and get
back to his usual activities of work, fitness andbliies and |
encouraged him to get back to a normal life ag&le. also attended
ongoing clinic visits on a three monthly basis.ribg these visits he
was thoroughly examined for further signs of metaap though |
don’t think either of us really considered there uieb be any
development of it. The disease was something thatalways at the
back of my mind, but normal life sort of overtobéd a possibility. We
were also, probably rather naively, surprised bg flact that Kevin
was unable to take out any further insurance andioa insurance
for overseas holidays excluded any treatment fdanoena.

Despite our desire to return to a normal life attas diagnosis and treatment for
melanoma, we were to discover that Kevin's body Ibeeh reshaped by its entry into
the discourse of medical pathology. The knowledgel @ractices of medical
pathology (the sayable) had inscribed his body yikible) as different from normal
through its classification with this disease (Ri896). This system of classification
works to divide the normal from the normal and tlgi this classification, the
subject takes up the discursive positioning asdikeased patient who is encouraged
to perform his/her disability. This notion of thsselase as disability became apparent
when Kevin attempted to take out a loan with lifsurance. To his dismay, he found
himself disqualified from participating in thesespiously taken for granted activities,
which he had engaged in as a healthy person. Tdmsifitation of his body as
diseased meant that, within the discursive prastafdbanking and insurance, he had
transgressed outside the boundaries of what wasidered to be economically

productive.
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Kevin found himself a stranger, inhabiting a bodiich was contaminated with the
danger of disease (Lupton,1994) and inscribed d&treased capital value. He had
become an outsider with only partial citizenshigha world of economic production.
The administration of the social spaces of econsméflects the ways in which
Western societies manage the notion of the aliamgeér. As Bauman (1995 p.180)

suggests

... We throw the carriers of danger up - and awamfwhere the orderly
life is conducted; we keep them out of society'sims - either in exile or in
guarded enclaves where they can be safely incaecerasithout hope of
escaping.

| am using Bauman’s concept of the stranger asxample of the ways in which
social spaces become ordered through the clas&ficaf the subject. The statements
in discourses of immigration have clear rules ohdwgct for the admission or
exclusion of people according to their capacityperome ‘normalised’ within the
cultural practices of the particular nation-statbe rules of exclusion are effective
because they are supported with the threat of sikpuland serve to inspire
conformity as “long as the hope of admission istka&je” (Bauman,1995 p.180).
The subject takes up this authority of what issifeed as ‘normality’ as the mode of
subjection with the idea of inclusion forming “amteriority of expectation”
(Deleuze,1988 p.104). Inclusion becomes the gowalatds which self forming
activities are directed, in terms of doing thingoheself in order to produce a change
in behaviours or capacities. Within the discursistements of banking and
insurance, people are understood as good or bksl aiscording to their perceived
capacity to perform in an economically productiveywAs the subject inscribed with
pathology which signified difference, Kevin repnetezl a bad risk who was unable to
play this “game” (Bauman,1995 p.180) accordingt® fules of differentiation set by
those who govern such economic practices. He weayalalready understood as the
diseased subject, and in the sense of being ansadance risk, had lost his utility as

an productive member of this particular economimcwnity.
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Raising the stakes in living with life threateningillness

This notion of the stranger was important in myenstanding of Kevin’s struggle to
come to terms with this pathology inside his boblye discovery of the lump in his

groin represented the progression of the diseatfeeteecondary stage.

I will always remember the morning Kevin discovetled secondary
while undertaking his “everyday” activity of havirgg shower. While
we had both checked the lymph nodes in the graa aroximal the
affected leg on a regular basis, | don’'t think eithof us really
believed the disease would progress to the negestathink | knew
what the lump was from the moment | palpated itf amemember
hoping that it wasn’t what | thought it was. | segted to Kevin that
he talk to his colleagues at work and get a biopgpanised. This was
done immediately on his arrival at work and of czmurit showed
melanoma cells present.

To have the diagnosis confirmed was shatteringstbath. Kevin was
a very even-tempered person who took most thingésistride. This
was very different. We both understood that thiagdosis of
melanoma would have profound consequences for Iselde. It is
difficult to describe how devastated Kevin was #vehthis word
cancer connected with his own body. In those fimirs and days, |
saw his understanding of himself turned upside damdhinside out. It
was as though his whole life had suddenly beeneshtekthe core and
he was helpless in the face of this disease thdt diently moved
through his body. In the following four days while waited to be
admitted to hospital for the removal of these lymphles, | saw him
slowly begin to manage the impact of this word eanand begin to
speak about it.

As | supported Kevin in coming to terms with thisaghosis of the secondary
melanoma, | understood that his body had beconueiliesl with the disease in some
new ways. This second entry into the discourseanter had developed an increased
intensity through its associated mortality. Thelbrlgy of this scientifically proven
fact of the presence of the disease in a new lmedt his body, represented the

knowledge that the disease had progressed. Thiggasion was physical in terms of

cells having grown in a new location, but | thirtketmajor progression was in
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Kevin's emotional response to this knowledge. Logkback over the whole period
of his illness, | think this was probably the mdsfticult time for us in an emotional
sense because it was the first time we both resednihat he could die from this
disease. In this sense, Kevin had entered a diseonfr life threatening illness; a

subject positioning that threatened his body, ifes &nd his sense of self.

| understood the impact of this entry into the digse of life threatening illness on
Kevin's experience several different ways. | haskease of his feeling that his body
had been colonised by a disease, an intimate & etemy, which had the potential
to move through his body in a way that was out isf dontrol. Nandy (1983 p.3)
suggests that “as a state of mind, colonialismnisnaigenous process released by
external forces”. The external forces in this casee the medical technologies that
inscribed his body with the disease. The self fagractivities that Kevin undertook
within this new subject positioning as the patievitpse life was threatened, seemed
to be concerned with the process of creating amusforming a new relation of the
self to the self. In the days that followed theogetary diagnosis | saw him struggle to

come to terms with the meaning of the knowledgghisfdiagnosis.

The ethical substance (Deleuze,1988) of this ndatiom of the self to the self
seemed to be concerned with the intactness andatibrrof his previously healthy
body and his desire to survive this life threatgniliness. A mode of subjection
(Deleuze,1988) was established as Kevin took uplidgnostic representation of his
body as diseased through the outside authorityesficme. It was this relation to the
self, which represented such a threat to his weltheAt the same time this threat to
self called him into being as a subject with certabligations to act for himself in
terms of undertaking self forming activities whietould help to mediate the
progression of the disease. The struggle for Keeemed to be in coming to terms
with the dread this disease called up in relatmhis life, where the diagnosis held a
close association with death inside the discouteamcer. This new understanding of
his body encompassed the notion of an alien pres@asale his body that has silently

coexisted with him in his daily life and from whi¢here was no asylum. It seemed
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there was no place to seek refuge from these stagofafuture degeneracy that was

written on his body through this diagnosis (Glot887).

| think for Kevin the sense of being colonised (#&4999) through being pulled into
engagement with the discursively produced reprasiens of the disease was
powerful. Nandy (1983 p.3) describes the cultureabnisation as one where “the
ruled are constantly tempted to fight their rulesghin the limits set by the latter”.

The sense of being taken over by the disease thrmaglical representations of it
created his body as a battleground (Martin,1994¢revithe disease was likely to
progress relentlessly. His ongoing engagement whh discursive practices of
medicine held certain resentment, particularly emms of the changes medical
intervention produced in his body such as scarand loss of nerve function. This
was always to be a thoroughly contested and negdtizlationship with periods of
time in the following months when Kevin withdrewoifn contact with doctors. As
well his relationship with the disease was to besanfight to retain the bodily

function that it threatened, and finally in incrented stages, did take from him.

The lure of active intervention and the promise of cure

In retrospect | see Kevin’s decision to consultwatsurgeon as a self forming activity
(Deleuze,1988) where he recognised that medicaniantion offered the best

expectation of surviving the disease.

By the afternoon of that same day Kevin had folmedlump, we had
an appointment with a surgeon which had been areangy one of
Kevin’s colleagues. | was not sure what to expecmf this
consultation but | was grateful that Kevin's conti@ts as an
employee in the health service seemed to haveitdéeil such a
prompt response. | think we were looking for guim@mn how to
proceed with this diagnosis. It is probably fairday that we went into
the consultation with a fair degree of anxiety, diexe the disease
Kevin had felt like a death sentence.
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My overall impression of the consultation was thiaé surgeon

instilled a reasonable degree of hope in us. Whdewas very clear
about the seriousness of the diagnosis he saidthiistdid not mean
Kevin was going to die next week. The surgeon dalkigh us about
the pathology and quoted mortality statistics inople with this

disease. He related the stories of other patieris similar diagnoses,
stressing that the only good thing about metastagtanoma was that
it was unpredictable.

The surgeon went on to outline the options for wadntervention in
this disease. The only real options seemed eithelot nothing or to
have the Iymph nodes surgically excised. Radiotherand
chemotherapy had no value in a curative sense,hbusaid that it
might be possible to excise the affected tissuettaungl prevent further
spread of the disease. He drew a diagram of thelynodes in the
groin and explained that excision of the tissuthia area would result
| some loss of sensation from lateral to mediallimés$ on the anterior
aspect of Kevin’s leg; from the groin to about t&eel of his knee. As
we discussed this option, Kevin said he thoughethasn't really any
other option apart from the surgery unless we weréo nothing.

For Kevin, the decision to submit his body to suygeas not an easy one. As a self
forming activity (Deleuze,1988) this decision inved the recognition of the truth
that surgical removal of the lymph nodes offerepassibility for action through
submission to the discursive practices of medicifike notion of survival in
recognising the expertise of medical discourse ¢tokwon his body exerted a very
strong pull at this stage. It constructed an iot# of expectation (Davidson,1986)

around mediating his own erasure as the subject.

Medicine was a familiar discourse for both KevirddnOur experience working in
health care settings made medical interventiorgedb choice, given that at this time
not to treat the problem seemed unthinkable. Madidiad identified the need to
intervene and offered the means to do so (Baum@h)1¢he certainty of immediate
and active intervention, and the promise of a clireould be said that we confined
our understanding of this metastatic cancer indide regular and systematic
statements (Kendall & Wickham,1999) of medicinet tivare, given our experience,

familiar and trustworthy. The logic of the regutgrof the discursive statements and



11€

Kevin's recognition of his moral obligation to emsuhis own survival through
medical discourse, closed off the possibility ahking about other options. Medicine
also represented a belief system where Kevin'sestifgositioning in the discourse of
cancer was mediated by his, as well as my own,esehfope in the belief that the
surgery would go some way to controlling the efeuftthe disease. However, | think
Kevin’'s compliance with medical treatment was nbatt of a passive subject
dominated by the medical gaze, but rather a frelebsen way of acting by a subject
who was aware of the implications of taking up tbi§er of medical treatment
(Lupton,1997).

The hope that | felt was also taken up as a wactihg with an awareness that it was
something that we both needed to feel at this tinmay be that this sense of hope
energised our transition through the difficult €axd recognising the fact that Kevin's
life was threatened. | remember reading the nagatby Visnick (cited in
Peterson,1994) and coming to understand that thewtd always be hope. It might
be fragile and contingent upon the circumstanceh@fmoment and might change
with time, but in living this experience with Keyito be anything other than hopeful

would have been unthinkable.

In later months | wondered whether we should haaenldess hopeful
about Kevin's diagnosis. However, a consultatiothva doctor who

was not familiar to us led me to believe that we baen managing
this situation as best we could, just a bit atraet This other doctor
very clearly spelled out the consequences of Kewulmgnosis in a

way that left us in no doubt that he was likelydie within the next

couple of years. Looking back I think this docttmast fractured the

fragile fabric of hope that we had wrapped aroungrselves. We

already knew the threat to Kevin’s life, but to alpef it openly, in

such clinical terms and without warning was verffidilt to manage.

| felt angry that this doctor had been so blunt asichply left us to

manage our own responses. Given the knowledge thehlaol about

the implications of the diagnosis, | felt it washenessary to speak to
us in these terms.



At this stage, the possibility of Kevin dying fraims disease seemed to be something
of which we were both aware, but we did not spdak & is possible that knowledge
about the effect of such a prognosis may be sutgdgaithin discursive construction
of the patient, and what health practitioners thimky need to know. Krisman-Scott
(2000 p.51) writes that the patient’s capacity ekenend of life decisions depends on
access to information about prognosis within anetadite and timely disclosure”.
However, Rogers, Karlsen and Addington-Hall (2008late how patient
dissatisfaction with communication about prognagés an important theme in their
study of patient satisfaction with hospital caratiéhts in this study were concerned
with the way information was given, and in someesaswith the fact that the
information was given at all. The patients’ weraoerned about the impact of giving
bad news about a diagnosis when patients and famiilies had not prepared
themselves to receive it. They also believed sogadtih professionals were immune
to the impact of knowledge about the prognosis. &garticipants in the study had
expressed the desire not to be told about thegndisis, but had been told anyway.
Rogers et al (2000 p.770) relate the following frafamily member’s story.

.... (she) understood enough about her illness tavkii® prognosis was
poor. It was clearly not necessary to spell itamd it undermined my morale
at a time when it was important to give Elizabetbairagement.

I think Kevin and | always/already understood thHe threatening potential of this
disease. It was a possibility in an intellectualss but to connect this knowledge
with the reality of the disease was more than weewapable of enduring at this time.

This notion of enduring is described by Morse (1990).

When enduring all the person’s energy is required for tryingnbaintain
control, to get through a situation. The personu$es intensely on the
present and does not have the energy or the cotmagge the future, which
is irrevocably altered, given the present acciderincident ....... tendure
to last through the experience.
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It was as though we could take a sideways glancehiat pathology and its
consequences, but to look it full in the face was terrifying. In retrospect, this was
like seeing a picture that is made up of dots, whbe form of the image is not
discernible until one takes a pencil and drawsslibetween the dots. To draw the
lines and construct an image that made Kevin's hdeaible in the light of the
pathology that we knew was present in his bodymware than we could endure. As a
self-forming activity we constructed a boundary ua@ this knowledge of the
pathology where his dying, at this point, was uagpble. Containing this knowledge

was about existing in the present, just gettingugh each present day.

The discourses of the closed and open body

The notion of enduring highlights the tensions lestw the discourses of the closed
and the open body. As Liashencko (1998) suggeststdogical imaging turns the
body “inside out” moving the gaze of both the healare practitioner and the patient
towards externally constructed realities which #giga problem with the body. The
closed body seemed to signify living while the ofmdy was read in terms of its
pathology. The hope that Kevin and | felt was talpras a mode of subjection in the
discourse of the closed body. As a self formingivdgt the closure of body
boundaries allowed us to contain our vulnerabilityterms of our own emotional
responses (Rudge,1997) to the pathology. It allousetb elide, or move away from,
the possibility of erasure of the subject, at ldasthe moment. This closure offered a
temporary place of refuge from the ‘alieness’ amdad of the disease. It was as
though we played a game; introducing some disthet@een cause and effect of the
pathology, perhaps in order to manage a gradualgantle movement towards the

idea that Kevin might die.

The consultation with the doctor uncovered whaink of as the ‘abject’ by speaking
in the discourse of the open body. Groz (1989) $kesabject as representing the

subject’s failure to suppress their own corporgakind mortality through the



delineation of body boundaries. These body bouadanark the inside and outside of
the body and the space between self and other,hwénie preconditions for the
construction of the speaking subject. The abjedhés unthinkable other existing
outside the limits of the bounded body, but whisteatens to overwhelm and terrify
it. In speaking about the pathology and its repregen of death, the doctor invited
Kevin to conceptualise something that | believe wasnaginable in terms of his
relation to himself. To insist that this patienttpapate in the discourse of the open

body was to construct the notion of rational death.

Kevin had always said that if he had had a trawmajury rather than a diagnosis of
cancer, he believed there would have been coumgeiiade available to help him
come to terms with it. However, perhaps counselinthe case of traumatic injury is
offered as a self forming activity that the patiemty take up, arising from medical
discourse and the rationality of future survivalagroductive or useful person. It
seems the patient’s subjectivity is constructedvbeh the sayable and the visible in
the discourse of the open body through the patimdbgnscription of the body.
Where the patient has a diagnosis of cancer angritgnosis for survival may be
seen as limited. Self forming activities in the cdisrse of the open body may
illustrated by behaviours such as coming to ternith wne’'s own mortality and
putting one’s affairs in order. For Kevin, | thittke diagnosis represented the lack of
his own ability to control his body which had be@utefined by a circular and self
referential discourse (Tester,1993) where medice@esented an authority which
spoke about how he should understand, experienae ragulate his body
(Lupton,1997). In the discourse of the open bodylifé was understood in terms of
his potential mortality. As a rational and autonasandividual who possessed a
static and unitary sense of self (Lather,1991)obiggation, in terms of this notion of
rational death, seemed to lie in bravely and knglyimccepting the future vision of

his own erasure.



12C

| think the doctor’s reading of the future throutite discourse of the open body
(Liashencko,1998) subjugated Kevin's experiencéisfown body and his desire to
live a life. The disciplining of his body throughrgical intervention to remove the
disease was perhaps negotiated within a ‘takind lohdis life’ as the subjugated
knowledge (Lupton,1997) of his own experience @eaesistance to the discourse of
the open body. On the one hand he voluntarily chosmllude with the disciplinary
practices of medicine in undergoing surgery. Ondtier hand he resisted the power
of this doctor in defining his life and his futurehis simultaneous positioning, in and
‘flight from’, the dreadfulness of pathological repentations in the discourse of the
open body created an ambiguity in our lives. Livwnigh this ambiguity, or ‘knowing
and not knowing’, seemed to enable us to endurag®d996), or live through this
time. Ambiguity was preferable to defining things $pecific terms one way or
another, because it left space for Kevin to cotitaulive his life in some continuity
with his ‘healthy’ existence prior to the diagnod®y this | do not mean reunification
with his authentic prior self. Rather, that he &ts manage the strangeness of this
life threatening iliness situated in the contexthed own life and the sense that his
body, though pathologically inscribed, remaineditian his everyday experience of
it.

Summary

The discussion in this chapter makes visible tlsealirses of medicine, cancer and
health and the constitution of the patient's bodyaabattleground in the struggle
between these discourses. The patient, as thersiigely produced subject, finds

himself living in what feels to be his own healthydy in his everyday experience of
it, but at the same time called into being as angier. The lure of the active and
immediate intervention offered by medicine in thecdurse of the open body seems
the common sense option to effect a cure. Heakhteahnologies support the power
relations between the discursive statements of cmedli and the patient’s

pathologically inscribed body. The contradictorysalirsive positionings of the
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personal and professional are contested and negbtiy both Kevin and |, as the
patient/health professional and the wife/nurse. @lationships with other health
professionals are negotiated within the contexpefsonal/professional boundaries,
which have been altered by the vision of the pafttwland the implications of it in

the discourse of the open body.

For the person who is living a life, speaking ire tiscourse of the open body
uncovers a dreadful and terrifying image of motyaihrough the visualisation of the
body interior which is contingent with the subjsabwn erasure. The discourse of the
closed body offers some refuge from the abjectgdagly through the reinstitution of
body boundaries to, at least partially, cover cuwed move away from the image of
mortality. This movement enables the containmentefvision of the body interior
and allows us to find some emotional space to nerthg implications of the
diagnosis. At the same time the vision throughapen body always/already exists at
the margins of the closed body. The simultaneagktffrom, and subject positioning
in, the discourse of the open body creates a atiotran. The ambiguous knowing
and not knowing is more bearable in the localityof lives than the clear vision of

mortality, which threatens to engulf both the pattiend the wife/nurse.

The analysis in the following chapter considers thecourses surrounding our
movement through the experience of surgical int&iga and subsequent health care
events. The discursive production of the subjedisiof the nurse and patient are
explored in relation to this where | become thergde nurse, and Kevin, the cancer
patient. | explore the development of a new retetiop with him as the patient
through my discursive positioning as the ‘privatese’. The fragile identity of the
‘private nurse’ encompasses a borderline professicapacity across the boundaries
of insider and outsider, and allows my entry twipgged spaces. | consider the ways
my presence as the ‘private nurse’ mediates they eftthis patient’'s body into the
discursive practices of healthcare. As well, theplioations of working between

personal and professional boundaries are explonedelation to discourses of
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pollution and bodily control. Finally, | consideisdourses of care and abjection and
the potential for nursing in understanding and tiagog such intense and intimate

relationships with the patient.
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CHAPTER SIX

DISCURSIVE PRODUCTIONS - THE CANCER PATIENT AND
THE PRIVATE NURSE

Introduction

The analysis in this chapter will consider the digses surrounding our movement
through the experience of surgical interventione Tdiscursive production of the
subjectivities of the nurse and patient are explanerelation to this and subsequent
health care interventions, where | become the f@ivarse, and Kevin positioned as
the cancer patient. | consider the development rdwa relationship with him as the
patient through my discursive positioning as thevate nurse’. | examine how the
discursive positioning of the ‘private nurse’ proda a borderline professional
capacity across the boundaries of insider and aentsil illustrate how | use this
professional capacity to cover over my private hodssisting the discursive
construction of (my) self as the confessing subjedhe role of the patient’s wife,
and take up a new positioning in the discourse refueng. | become subject to
control by other nurses as the ambiguity of my rpldtpositionings as the private
nurse threaten the institutional classification$iiolv separate health professionals
from their patients. | consider the ways my preseas the ‘private nurse’ mediates
the entry of this patient’'s body into the discuespractices of healthcare. As well, |
explore the implications of working between perdamal professional boundaries in
relation to discourses of pollution and bodily gohtFinally, discourses of care and
abjection will be analysed in relation to the pairfor nursing in understanding and

negotiating intense and intimate relationships whtn patient.

The cancer patient and the private nurse

There was very little time between the diagnosighef secondary
melanoma and Kevin’'s admission to hospital for suygOne day was
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taken up with diagnostic tests such as bloods, &h and Xrays.
Before we knew it we were in the lift going uphe ward. We thought
we had arrived in plenty of time for Kevin’s pre-pgeparation, but

we met a friend who told us Kevin had been movéduistoon the list.

We arrived in a ward that was very disrupted fovaaiety of reasons
and | had the impression the nurses on the waregewery pleased to
see me. | was drafted into preparing him for theatvhich | was still

completing when the theatre orderly arrived. A#&vin had gone up
to operating theatre, | roamed the hospital foresaV hours. | avoided
explaining the reason for my presence in the hakgithink because
the situation was too emotionally intense to discwgh anyone on a
casual basis.

| thought a great deal about this new relationshifad developed with

Kevin. | had become his professional nurse as aghis wife and the

ward staff actively supported this role. While inththis acceptance of

my role as the professional nurse was mainly forkiead reasons

and the fact that | was well known to them, | waaikb like to think

they were professional nurses who had an undersignodf the

significance of this experience for me. They jodkdedut Kevin having

a “private nurse” that he could take home with him.
In the chaotic circumstances of the ward, | waseatra pair of hands as the
professional nurse and quickly co-opted into pregarKevin for surgery. The
invitation to be involved in his care in a ‘borded professional capacity was
extended throughout this hospital stay. This degfesvolvement in his care initially
arose by default and thus was not defined in amyepsional sense. In situating
myself in the ward with Kevin, | acquired an ingid#atus, which was like coming
home to a familiar place of safety (Blackford,199Vy face was familiar to many of
the ward staff. My sense of belonging in the wardsa from my previous
employment in this setting and my professional ficacas a clinical nurse educator.
The chaos of the ward pushed the staff into extendihe boundaries of normal
practice, inviting me to inhabit a space that cedssver the clearly demarcated

boundaries of the professional insider and pricatsider.

Within the discourse of the private nurse | wasstileted as having particular
attributes, such as the necessary knowledge aldcskractise professional nursing.

My positioning in the discourse of professional sing was produced through the
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relationship between the sayable (professional kewye about nursing and what
nurses do) and the visible (the things that ared usethe production of this
knowledge). The visible was the recognition of nmggence by other nurses as my
previously demonstrated capacity to undertake tbekvef nursing. My body, and
therefore my presence, was inscribed with this c@paThe construction of this
identity as the private nurse moved my positiorhimitthe ward to allow my active
entry to spaces (Purkis,1996) that were not uswaabessible as the patient’s wife. |
was allowed greater proximity to the patient’s boohcreased scope to move into
professional areas in the ward such as the dispendy readings of the patient’s
body were accepted on the basis of taken for gilameerstandings about my ability
to practise as the professional nurse. This capémitaction, in a setting where the
wife would generally have the status of a spectaoabled my active engagement in
the discursive practices surrounding the treatnoéri{evin as a patient with a life

threatening illness.

Discourses of endurance and confession

In “making oneself involved” (Purkis,1996 p.109) the professional nurse, | was
able to cover over the intensely private naturéhsf experience. My presence in the
hospital often went unquestioned as it was assunvess undertaking professional
duties.

During the time Kevin was in hospital | did not diss my private
reasons for being there with nurses in the tearoomith nurses | met
in the corridors. While Kevin was in operating thea | wandered the
corridors of the hospital, avoiding the ward nursee®, because |
knew they would be sympathetic. It is difficult describe the
emotional intensity of the feelings that | expeceghat this time. | now
knew Kevin was going to die from this disease busgeak of it
openly, and in clinical terms, was more than | cbblkear. | found
myself sitting outside operating theatre, waitingy Kevin, as the
professional nurse, marking students’ assignmeimside myself, |
was inconsolable. | don't think anything anyone Idobave said, or
done, at this time would have made any differehsanply needed to
live the moment.
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| was able to appeal to the discourse of professioarsing to hide the reasons for my
presence and cover over the “private body” (Willeah®97 p.15) and thus my own
vulnerability. This movement of the private bodysed to involve a resistance to
the gaze of health care professionals who wouldwage my ritual confession of
feelings about the meaning of Kevin's diagnosis aogpitalisation. The ritual of
confession is the ceremony of objectification witkihe panopticon professional gaze,
where the subject of this gaze comes to know theesewithin the sovereign
knowledge of health care technologies (Dreyfus &iRaw,1982). As Foucault (1979
p.59) suggests

The confession .... plays a part in ... the mogtaexdinary affairs of

everyday life, and in the most solemn rites: onafesses one’s crimes,

one’s sins, one’s thoughts and desires, one’ssleg and troubles .... One

admits to oneself in pleasure and in pain, thegthiih would be impossible

to tell anyone else ... Western man has becomafassing animal.
Thus, private thoughts and feelings derived fror@’®own self examination become
subject to, and controlled by, external discoursds science, medicine and
psychology. For example, discourses of coping ytipslogy support the confession
of private feelings. Discourses of crisis and erisntervention (Infante,1982;
Aguilera,1994; Hoff,1995) construct the person eigeing a major emotional event
as moving through stages of crisis, from pre-crisiscrisis, and post-crisis. The
notion of crisis involves a period of intense disgration and disorganisation of the
previously rational emotional state. Resolutiorcia$is occurs through the restoration
of the individual’s prior level, or a higher levef functioning where the emotional
work upon oneself facilitates a rational understagdof events. Dreyfus and
Rabinow explain how the individual works upon hanelf in this discursive

production of the confessing subject.

This cultural desire to know the truth about oniesedmpts the telling of the
truth; in confession after confession to onesetf athers, this ... has placed
the individual in a network of relations of poweittwthose who claim to be
able to extract the truth of these confessionsutinaheir possession of the
keys to interpretation (Dreyfus & Rabinow,1982 @llL7



These are the techniques, which invite the diseearsionstruction of the subject
through technologies of the self. The discursivéjestt becomes an object of
knowledge that works on her/himself to perform he tlight of that knowledge
(Dreyfus and Rabinow,1982). These confessionalni@ogies of the self are an
important element of nursing practice in work wijthatients, and as professional
technologies of the self. Nurses are well usedlimtiag biographical data from
patients and their relatives using data gatheeogriiques such as the patient history.
Observation and measurement techniques are usedléct objective measurements
of the patient’s health status. As well notiongadfection (Johns,1995; Boykin,1998;
Jasper,1998) have become centrally important téegsmnal nursing as a means of
self examination which is closely associated withtions of ethical practice. As
Boykin (1997 p.47) writes, “Reflections shape thenment (of practice) and influence
the nurturing response of the nurse”. Reflectiomnsgerstood as a means to create

more authentic and caring practices with patientstheir families.

It is possible that attempts by nurses to elicitfessions of my feelings about Kevin’s
illness were motivated by notions of professioraling and compassion. However,
my insider status as the professional nurse, anered over private body, provided a
means of avoiding such confessions. The closuredistursive boundaries
surrounding private feeling of loss, and my resisgato invitations to confide my
feeling about this experience signalled my positignn a discourse of endurance.
The ethical substance (Deleuze,1988) of this sulgesitioning in the discourse of
endurance concerned my own cultural beliefs andesaabout managing such events.
There seemed to be some important values for nberins of the desire to preserve

myself as emotionally intact through this expergnc

Morse (1995) describes enduring as closely assatiatth suffering and bearing
emotional pain, and a time when the sufferer existensely in the present
(Morse,1996). Frankyl (1959/1992) speaks of thd wal live in suffering where
human beings are creative in reconstructing theemapce of tragic events. He

identifies the idea of tragic optimism for survigpmwhere it is possible to move the
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experience of suffering into the actualisation uttife possibilities for action. Stories
of enduring are also associated with courage infdhe of extreme circumstances,
such as the knowledge of impending death. Robett’'Sdetter from the Antarctic

expedition in 1913 (Bowles,1995) exemplifies theadf enduring in the face of an
ultimate struggle. For me, this narrative connectsuring with notions of hardiness,
courage, and bearing the pain of what was to bénewitable outcome, and the

loneliness and fear experienced in coming to saanaerstanding.

I think the mode of subjection (Deleuze,1988) iis tiscourse of enduring was a
belief in my own ability to practise as the professl nurse as a means of living
through or expressing my feelings about the thi@dtevin’s life and the impending
loss of our relationship. | felt an obligation tare for him in both capacities as his
wife and nurse. | think this obligation was deriieaim the history of our relationship
and my belief that no matter how difficult thisugition become for me, it was worse
for him. He was the one facing the ultimate stregdfly professional nursing work
with him seemed to provide a means of keeping uth hogether. Thus self
preservation through the discursive practices ofgssional nursing became a self
forming activity (Deleuze,1988) as a means of domtg the threat to my own sense
of self which Kevin's illness signified. The selirining activities undertaken in the
discourse of endurance mediated the boundaries yofprivate body to avoid

interpellation as a ‘feeling’ subject.

Such containment denotes Morse’s (1995 p.959) @rmfe“holding on”, where in
order to endure, all emotional energy is channeld maintaining control to get

through the event. This is a state

where individuals consciously decide how they apég to behave with

respect to others.... this semblance of normaldytha selective disclosure
... enabled individuals to act as if everything Wagrmal”....emotional pain

reflected on the face of others accentuated thdienad pain (Morse,1995
p.959).



Morse develops these notions of enduring and soffdurther in a later article. She
relates the story of a woman whose husband wasgwmidg a heart transplant where

nurses were trying to help her get through the eapee.

The staff felt that if she would only cry .... hexsponse to the situation
would be more normal; thus all their interactiorighvher were sympathetic
and overtly caring, aimed at giving her the oppuoitiu to release her
feelings. The nurses did not understand that steemduring ..... the only
way she could get through this experience and stpy@s husband. If she
cried ...... she feared she might emotionally dégirate and would not be
able to control her sobbing. Then she would notabke to support her
husband ...... (Morse, 1996 p.80).

In the state of enduring, the focus is on managfegpresent and lasting through it.
Emotional responses are suppressed because thgositis too much, too painful to
comprehend in terms of its future implications. Goal of self forming activities in

the discourse of enduring seems to be self mastetgrms of keeping control and
holding on to emotional responses. If this contkelre lost, | sensed that | would
literally leak all over the floor like the burn pett in Rudge’s (1998) study. This
patient’'s description of himself concerns the notwf his body falling apart and
becoming “just a blob on the floor” (p.234). As Rpedsuggests this patient felt his
body was disintegrating. His ‘falling apart’ bodgesned to have lost its normal
boundaries and was thus understood as beyond hisokd felt | couldn’t afford to

“lose it” (Morse,1995 p.961) because this would éawnvolved breaching the
boundaries containing very intense emotions. | afeaid that if this containment of

feeling was lost, | might not be able to put myseltk together.

It was soon after | realised that Kevin was prolyafpbing to die from
this illness that | sought counselling, becaudeolight it was the right
...... or perhaps responsible thing, to do. | actuéitigught it might
help me get through this. But during the one sessidid attend, |
realised that either | was very resistant to théuat experience of
counselling ......... or perhaps | didn’t really need ¢othlis putting my
personal feelings out there. As Kevin’s illnessgoessed | didn’t
have the emotional energy to expend on such persomapies. Even
my own reflective processes were directed towastting through
each day with him.
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Looking back, | did not think about whether thiss@nment or ‘self mastery’ of my
own emotions was a healthy response or not. Withénintensity of these events
psychological discourses about emotional respoms&®ping with crisis had little
meaning. | worked to simply hold myself togethed get through the demands of the
present. | think | did what seemed consistent withown positionings within these
events, rather than subjugating my own knowledgaviat ‘expert’ psychological

discourses said | should be doing or feeling.

Fragile identities and the acting discursive subjdc

The discourse of enduring was an important sulgesitioning for the identity of the
private nurse, especially in maintaining a capafotyaction, however this identity
was fragile. Williams (1997) identifies the vulnbilgy of the professional nurse as
the patient, or object of care within the discuespractices of health care institutions.
This vulnerability arises from the lack of signie which represent the professional
nurse’s authority and power. My positioning as fevate nurse was open to
challenge on the ward as | lacked the protectioim@brm and other cultural artefacts
such as medals, which represent the authority dwige nursing care. My access as
the private nurse relied upon the informal recagnitof my simultaneous

positionings as the professional nurse and themptiwife.

On one occasion, the door to Kevin’s room was clagken | returned

to the ward from a meal break. There were two raisganding in the

corridor outside the room with a drug trolley. Whemne of the nurses

saw me opening the door she said, “You can't gthare”. The other

nurse quickly clarified the situation for her sagjrlt's her husband”.
One of these nurses recognised me only in my dypasia clinical nurse educator.
The mistake was understandable as my surname Wesedt to my husband’s and |
was wearing the same civilian clothing suitable doing nursing work that | would
wear in my professional capacity. My ability to §s4as a member of the hospital
community left me open to challenge. The secongebiad inside knowledge of my
dual positionings as the wife and nurse and was wbsmooth over this moment of

fragility by reinstating my access. This fragilisas to arise on other occasions during
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subsequent admissions to hospital. In the followmagrative, the nurse’s response
seemed to be motivated by a desire to protect nmayicapacity as the patient’s wife

by restricting the activities | undertook with Kavi

This event occurred later in Kevin’s iliness, whexn had become so
fatigued that he needed help with showering anérdbasic activities.
We had been having a bit of a tug-of-war with thesmg staff on this
ward over things like showering. They liked to hallethe showers
done by a certain time and if | wasn't right thesemetimes the bath
attendant would take Kevin off for a shower inepit his protests that
| would do it when we were both ready. On this ioatar day, Kevin
and | were walking across the corridor to the showden a nurse
came a long with some towels which | had askedideet as there
were none left in the bathroom. She stood in frwinthe bathroom
door saying that the attendant would shower Kewsnl dneeded to
look after myself”.

I remember standing in the corridor feeling so frated. Here she
was arguing with us when Kevin was so fatigued dtdc hardly
stand. | wanted to tell her that Kevin was dyingpen, and this was
one of the few intimacies left to us. His daily sbo had become a
comforting ritual for us both. | was silenced - biato speak because
| simply did not have the emotional energy to discit with her. |
reached out and took the towels from her handshipgspast her into
the bathroom while supporting Kevin. Later, Keviteedully told
anyone who would listen that | had grabbed the teveit of the
nurse’s hands. | felt ashamed that | had been wndbl use the
interpersonal skills that we teach so well to fystr nursing students.

My insider/outsider status blurred the boundariethe professional nurse with my
status as the patient’s wife in a way that may lehadlenged the values and beliefs of
some nurses. This nurse may have found the ampigfitmy simultaneous
positionings difficult to manage as my presenceKiavin's care contradicted
traditional notions of distance and objectivity professional nursing relationships.
According to Morse (1991), this loss of distancepwer-involvement, with patients
occurs when the nurse chooses to care for a panémextraordinary needs and the

nurse and patient spend extensive time togethee. ridrse’s commitment to the
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patient as a person is seen to over-ride the texdtmegime and other institutional

practices.

There is a discourse of protection that mediates phoximity of health care
professionals to patients. This discourse proviplkesscriptions, which control the
conduct that occurs within professional relatiopshirherapeutic boundaries are seen
to protect both the clinician and the patient froemaviour that is seen to detract from
the provision of care. These boundaries estabhghlimits of ethical conduct by
prescribing conduct in professional relationshiggipularly in relation to such things
as the roles of the clinician and patient. The tand duration of the relationship, the
space or setting in which clinical practice is utaleen, and the degree of emotional
involvement with the patient are also seen as itapbiconsiderations in maintaining
professional distance. Physical contact shouldpeeific to the therapeutic role and
violates the patient when it is used for the clan¢s personal gain. Regardless of
who initiates it, sexual relationships betweencheician and patient are considered
unethical and in violation of professional codesahduct (Gutheil & Gabbard,1993;
Gabbard & Nadelson,1995; Chadda & Slonim,1998).

Codes of conduct in professional nursing practidéew( Zealand Nurse’s

Organisation,1995) do not specifically refer to bdary transgressions, but in
practice, the culture of the hospital ward providegmificant sanctions against the
nurse who becomes ‘over-involved’ in caring for atipnt. Claims of loss of

objectivity about the patient’'s case are signiftceminterpellating the errant nurse
where professional subjectivity tends to be puttedards the discourses of scientific
rationality that operate in the culture of healtirecinstitutions (Chambliss,1996).
These discursive practices are embedded in the mumges work together and
negotiate relationships with patients in their cake Morse (1991 p.459) suggests,
other nurses see the “over-involved” nurse as lgasiouded judgement. S/he has lost
the objectivity required for safe and competentfggsional practice. Furthermore,

over-involvement is seen as a threat to the natfolreamwork where the nurse lets
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her colleagues down by valuing the relationship hwpatient over collegial
relationships. The proximity of the nurse to thégrd in the hospital ward setting has
historically constructed the nurse as the keepahefpatient’s physical and moral
health. The capacity of the nurse to control himgel is seen as an important
qualification of the nurse’s character and thusidative of the nurse’s ability to

exercise control in relationships with others (Retff,1995).

This discourse of protection constructs the contblprofessional conduct as a
hygiene practice. The concept of hygiene is usefulnderstanding the systematic
ordering of elements in a social system and thesiflaation of matter as threatening
symbolic systems of purity (Douglas,1980/1966). Thggienic mediation of

professional boundaries protects the patient batige significant in protecting the

nurse, by keeping things in place through the systie ordering of relationships.

Conduct which transgresses the symbolic boundafiéise professional relationship
(that is, pollution behaviour) defiles notions @bfessionalism because it contradicts
“cherished classifications” (Douglas,1980/1966 p.8@iich separate patients and
health professionals. My dual positionings as thieape nurse challenged these

symbolic boundaries for some nurses. As Dougla8q/I®66 p.105) suggests,

... people living in the interstices of the powtgusture .... (are).... felt to be
a threat to those with better-defined status. Sithey are credited with
dangerous, uncontrolled powers, an excuse is doresuppressing them.

My positioning as the private nurse was ambigudubad an undetermined or
anomalous status in the symbolic order of profesgioursing. My presence on the
ward created an element that did not fit into theeig cultural set of the professional
nurse. | was ambiguous because my presence wableapltwo simultaneous
interpretations. In my reading of this event, thsciplinary conduct of the nurse
(which seems at first glance to appeal to a dig®mwf protection) was for me,
informed by a discourse of control. This controlswaimed at the coercion of the
private nurse into inhabiting the subject positainthe wife. While there are other

possible readings of this nurse’s behaviour, | teawn into these discourses of
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protection and control. This fragile positioningdathe desire to manage my own
emotional responses as a means of getting thrdugge tevents silenced me. The
separating out of the simultaneous positioninghefwife and professional nurse was
to become a strong theme in responses from sonmex atlrses as Kevin's illness

progressed.

| remember one occasion when we were meeting wignoap of

health care professionals about Kevin's care aftiéscharge from

hospital. We were sitting in this consultation ahis statement just

came out ..... | didn’t see it coming. This nurarl s“You will need to

remember that you are Kevin’s wife and not his atirssaid nothing

in response to her statement but | felt as thougia$ on slippery

ground. There was no arguing with this statemenhiwithe confines

of that room in the hospital but at the same titme ilea that | could

separate myself in this way did not make sensdeansie intensity of

this situation .... and the reality of our livefi€Smissed the point that |

needed to be what ever it was .... that Kevin whnte to be, that my

professional practice as a nurse really made aed#fice for him.
The protection behaviours that nurses perform seebe associated with metaphors
of nursing work as emotionally arduous, drainingl &urdensome. Froggatt (1998
p.336) relates how the hospice nurses in her sigdg strategies of emotional control
to avoid becoming drained by their work with dyipgtients. They used emotional
distancing terms such as “switching on and offilestn work and home, “hardening”
or creating an impermeable emotional barrier, atdriding back” or holding oneself
distant. Rudge (1995) also identifies how nursesking with burn patients separated
themselves out from patients. They avoided gettow involved with patients by
keeping a professional distance and controllingmtedves, physically and

emotionally, to do burns dressings.

These descriptions of distancing and control conflvith notions of closeness
between the nurse and the patient. Closeness ssggestimacy, which is central to
therapeutic relationships. Savage (1997) sees dheept of closeness as a way of
knowing in nursing that is implicitly emotional, @it is through closeness that the

therapeutic potential of the relationship is resadisThe collapse of social space is
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central to this development of closeness, wherenfoon space’ arises through the
dismantling of emotional boundaries. Interpretingse concepts as clean bounded
and static prescriptions for protection or totaleesion in the patient’s situation,
which are tied to the identity of the nurse, isgmdially disabling. On the other hand,
these notions of distance and closeness imply memenof the discursively
constructed subject reflecting the agency of thesentio act in her/his own, and the
patient’s interests. Emotional protection impliee tdea of boundary containment as
an important strategy in keeping the nurse togethmwever, the prescriptive
application of protection potentially disables ttepacity of the nurse in carefully
orchestrating her/his movements in harmony withsfiities presented in moments

of engagement with the patient.

Appealing to discourses of protection or intimasypaescriptions for the conduct of
nurses denies the potential of nursing by subjogatither possibilities. The nurses
who spoke on my behalf denied my moral agency msttuting me as a protected
person. In constructing themselves as expert krowabout nursing relationships
these nurses uncover the notion of power as thenildom’, or the ‘master’s

authority’.

These models identify power with the prerogative tioé lord, master,
household head and employer to demand obediencetfreir subordinates
in return for protection. What the lord, masterudehold head and employer
have in common is the prerogativedafminium namely the right to rule and
control all that come within their jurisdiction obmmand ...... The rationale
for this rule and command resides in the pursuiivbét is taken to be the
interest of all that come under the specific judidn (Yeatman,1994 p.80).

This thinking legitimates the domination of peoplbo are constituted as weak and
unable to care for, or make ethical decisions fantselves (Yeatman,1994). It
equates good nursing with the patriarchal protactb colleagues and patients. A
further quote from Yeatman is useful in considerthg capacity of the nurse in

performing her/his identity.
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When a conception of power as action and capazibperative, we come to
understand Foucault’s point that a discursive fdionainterpellates us not
as passive subjects of power but as specific kiofdagency or capacity
(Yeatman,1994 p.94).

The exploration of such capacities enables an gtalating of the possibilities for
multiple and performed identities that arise intigafar contexts or moments of
practice. In considering power as capacity, thatitles of the nurse and the patient
are understood as performed something we do rdtlzer something we are, and
neither static nor clearly bounded identities. Tilea of capacity in performing
identities creates the opportunity for new selfnforg activities. It suggests the
possibility of negotiation and contestation of tkecial boundaries governing

interactions between people.

Agency, as the capacity for action and movemenhiwisocial boundaries, is an
important consideration in nursing practice whea tlurse faces uncertainty about
how to proceed. People, as acting agents in thetrwation of their social world,
have the capacity to understand what they are dawgn as they do it. It is this
capacity that creates the continuous flow of atéigi in everyday interactions
(Giddens, 1984, cited in Purkis,1996). My discurgpesitionings as the private nurse
enabled the production of the actively participgtsubject in spite of the tensions
experienced as | was drawn into other discoursewding the conduct of the
professional nurse. This agency provided the méargoing on (Purkis,1996); being
able to find a path even when the way forwards wasdear. The ‘doing’ of nursing
practice with Kevin uncovered private, discursivelgdundant, subjugated
knowledges (Cain,1993). As well, this ‘doing’ prded an important means of

expression for me in getting through each day.

In retrospect, | was grateful to these nurses foinding out the
tensions between my positionings as the nurse aifie. Wheir
challenges made me think carefully about my practith Kevin .....
they made me think carefully about making clintetisions. It wasn’t
about being rational or having clouded judgementvas that making
a wrong decision in the context of the relationsbgtween Kevin and



| would have been devastating ... it would have &agry high cost. |
promised myself that | would not take action onanggsues without
talking things over with other nurses working wik..... with some
things like medications and wound care, | needsdfaty net.

Ritual inscriptions of the patient’s body

My presence as the private nurse, and Kevin's afedrgady existing occupational
status as a technician, mediated the “strippingsedf’ (Goffman 1969, cited in
Gammon,1998 p.85) that occurs as the person mavesgh the rituals of entry to
hospital and takes on the status of the patient.tth@ patient, entry to the hospital
ward denotes both a personal and a territorialgggssvhere the person moves from
one state to another (van Gennep,1960). The pdrpassage involves states of
liminality where there are rites of separation frisim outside as the person enters the
discursive fields of the hospital. New discursiwsigionings within the technological
practices of health care reconstruct the persatégionships with themselves, as their

old identity moves towards the new identity of gatient.

There are new social groupings to be initiated oridhe ward, where certain status is
attached to how the person’s body enters the disaufield. The patient’'s body is
often clothed in garments that are generally worrbéd and which provides easy
access for health professionals to work on the badtlyalth professionals wear
uniforms, or clothing that denotes a uniform, aadcthe cultural artefacts of their
practice and status. The street-ware worn by famiéynbers denotes their status as
visitors with only limited access to the patient.the rites of separation, families
become entities who exist outside the primary fafufie discursive practices, which
interpellate the person as the patient. The usalalation of identity and the sense of
self and belonging that this validation from frisnahd family brings, is disrupted by
this exclusion (Warren, Holloway & Smith,2000).

The rites of transition (van Gennep,1960) intostatus of the patient encourage self
forming activities that move the person into thsanidentity. These self forming

activities undertaken by the patient involve phgbiites of subjection to the gaze of
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health care technologies. The body is reconstitated biomedical entity through
participation in surveillance in the form of mediexaminations, blood and urine
tests, Xrays and scans. In this phase of transiti@nprivate body is put out for public
scrutiny and the felt experience of the body motmsgards an objective, clinical
understanding of its functioning, were the patisntonstructed as an object of care
(Chambliss,1996). The ritualised nursing practufegreparation for operating theatre
further enhance this status as an object. Theyawstripping the body of its usual
attire, taking readings of the body involving teclogical devices such as
thermometers and oxymeters, and conducting diseipfi practices involving body
hygiene. The body is further catalogued, medicatedfined, and moved according
to pre-operative protocols. The emotional vulnditgbéxperienced in this transition
phase is often recognised by nurses as associdtiedhe experience of liminality;
the sense of fear in feeling out of place and nmawing what to expect, and the
anxiety involved in moving from one state to anotlt¢owever, the discursive rules
of engagement in health care practices rewardatb&haviour such as “putting on a
brave face”, “giving full co-operation”, and “noeing a bother” (Warren et al,2000
p.230).

Patients become fully incorporated into the wardyomhen they have actively
subjected themselves to these discursive practicddearned to manage their place
in the social order. The rites of incorporationn(\@ennep,1960) invest the patient’s
body with the full status of the patient. The distve inscriptions of health care
technologies are written on the body in forms sashthe surgical wound. These
inscriptions invite further work of the body as igig medications, doing wound
dressings, confining the body to the bed or withmrestricted space of the ward, and
assessing the patient's movement towards healidgeoovery. However, Warren et
al (2000) argue that the patient is actively inealun interpreting the rules of social
engagement on the ward, and interprets fitting ith wuch practices as being for

his/her own good. Fitting in should thus be unaerdtas an active process for the
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how to ‘work’ the system to get the best out dbitthemselves.

The movement of the patient through surgery andpitedsation can also be

understood as a territorial passage from one dortwmianother. This movement
involves physical rights of entry, waiting and depee (van Gennep,1960) where the
person moves from the private domain of self carethite public domain of

institutionalised care. Operating theatre is awsetample of the way the power of
self care prior to admission moves to the exerofsexpert care. The patient literally
puts themselves in the hands of health care profess as thus resides in the
dominium of this expert care. Starr (1982) expldims importance of such expert
knowledge to patients who are fearful of death agifg a special need for the

professional reassurance of such professional gsger

....practitioners come into direct and intimate tach with people in their

daily lives; they are present at critical transiibmoments of existence. The
serve as intermediaries between science and prevaterience, interpreting

personal troubles in the abstract language of sicknowledge. For many

people, they are the only contact with a world tbtterwise stands at a
forbidding distance. (Starr,1982 p.4).

Patients enter the dominium of expert care becthese recognise the need for the
authority of medical and scientific knowledge inteirpreting the body and the
capacity for such knowledge to change the circuntgts of their illness. The ritual of
departure from this expert care occurs only whenpéitient is seen to be competent
to resume self care. In moving through the doméithe operating theatre, Kevin's
body simultaneously entered the discursive fieldsealth care in different ways. As
the patient, his body was the object of surgictdrivention to be worked upon. At the
same time he had intimate knowledge of the abstemguage of science and had
worked with operating theatre staff on the techgal apparatuses used to work on
the patient’s body. In this sense Kevin had alwaysady entered the ‘dominium’
(Yeatman,1994) of this field of practice where lbedy, with its authoritative

scientific inscription, was understood as a tooldarrying out bio-mechanical tasks
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on other patients’ bodies. For some operating taestaff, Kevin's prior work as a
colleague within their domain of practice produaed understanding of him as a
colleague and friend. These connections betweend#heity of the patient and the
health professionals’ own identity produced seephgeveen the boundaries of

professional practice and personal friendship.

Co-extensive spaces of the interior and exterior

The following narrative explains the ways in whttle lines between these discursive
boundaries, the public and private body, and Kevigéntity as the patient, colleague,

and friend became blurred.

During the time Kevin was in operating theatre, eamrses who were

good friends and colleagues were involved in caforghim. When he

came back to the ward, several things appeared Wwith that was

outside the usual prescriptions for care. A largecp of chocolate,

covered in gold foil, was taped to his pillow. Bksit was a note with

the inscription, “This is for being such a good BoyShortly

afterwards a large teddy bear arrived complete wath intravenous

line and bandaged leg with tubes resembling redoains. For me,

these things were artefacts of love and care frotieagues who fully

understood the implications of Kevin's illness. 3éeperating theatre

nurses moved across the boundaries of professaaraland personal

friendship to offer us comfort and emotional sustere.
In moving through operating theatre, Kevin’s rite§ transition in this “critical
moment of existence” (Starr,1982 p.4) were simatarsly informed by discourses of
scientific rationality and discourses of friendshepd care. The metaphor of a
‘metropolis’ helps me to understand how power dates through institutions to
inscribe the body as a discursive object, wherarthiele is constructed in relation to
the outside. The borders of the metropolis seemarlglebounded, but there are
multiple crossings in the activities of everyddg lihat go on inside these boundaries.
Just as health care workers come and go each alayhifome to work in the hospital;
they also move their professional and personaltigiesn The dominium of public
authoritative knowledge always/already containsgig spaces within the interstices

of the institution.
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For these nurses, the domain of expert scientdie@ decame continuous with the
domain of personal care and intimacy in the readinkevin’s prior inscription as a
friend. The emotional boundary constructed by rb&on of professional distance
was mediated by personal investment, which is Beghby the game of ‘being a good
boy’. The placing of items on Kevin's bed signifiétnatter out of place”
(Douglas,1980/1966 p.36). As tokens of friendshipse items can be understood as
a form of pollution, which threaten the classifioas of professional conduct and its
implications for professional distance. In threatgn such classifications, the
boundaries they construct can be both visualisedaaticulated where they usually
disappear into the discursive fabric of the insibtu and remain invisible to us

because of their ‘ordinariness’ in daily practice.

The inside and outside of boundaries involving ¢hetainment of emotional energy
can be understood as the fold of subjectivationgdes,1988) which nurses develop
as they are called into being in the discourserofgssional nursing. The folding of
subjectivity is an effect of the self on the seflfhich creates an interiority of
expectation, or in Foucault's (Davidson,1986) terrtiee goal of self forming
activities. However, as Deleuze (1988 p.108) suggesas long as the outside is
folded, an inside is co-extensive with it”. In tlEense, the inside always/already co-
exists with the outside, denoting a relation oftoanty between concepts such as
similarity and difference rather than a binary ogipon. In conceptualising the
formation of subjectivity as the “mobius strip”, @&2r (1989 p.160) describes how the
inside flips over to become the outside, and thedm turns over to become the
outside. This creates a continuum of interactirames, flows, linkages and intensities
of subjectivity. The continuity implied in the Mals strip enables movement through

the inside to the outside of subjectivity withoe&ving the inscriptive surface.

Discursive subjectivities are constantly formingdareforming. The movement

implied in the actions of the operating theatresesr in shifting the boundaries
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between professional and private conduct, indic#tesactive involvement of the
nurse in her/his interpellation into competing disses. This capacity for active
involvement in the formation of subjectivity occuitsrough thinking in the space

between seeing and speaking. As Deleuze writes

To think means to experiment and to problematizeowdedge, power and

the self are the triple root of a problematizatadnthought. In the field of

knowledge as problem thinking is first of all sepiand speaking, but

thinking is carried out in the space between the, tim the interstice or

disjunction between seeing and speaking........ problematical unthought

gives way to a thinking being who problematizes d@if) as an ethical

subject...... To think is to fold, to double thetode with a co-extensive

inside.... The inside condenses the past ..... dapswhat ......... confront it

with the future that comes from the outside, exgeait and recreate it

(Deleuze,1988 p.117-119).
The active interpellation of the nurse as a disearsubject creates pliability in the
moving of these boundaries of emotional containmenére thinking enables the
nurse to experiment in binding seemingly differexlements of practice. The
recognition of rigidly applied professional boundarof containment as restricting
creates a vision for the expenditure of ‘persomaiotional energy in practice as
something the nurse may freely choose to do iracerhoments. It perhaps denotes
the potential for movement through a continuum a$gible relationships, when the
nurse considers such movement to a new positiosupgorts the relationship with
the patient. The recognition that boundaries araficimg arises out of an
understanding that past practices may not be giitien this patient’s circumstances.
The ‘thinking’ nurse works on a moveable scale ohtainment and loss of
containment, where boundaries work to both consthe self and to avoid loss of
self. This nurse is also an acting ethical subyelsbse self forming activities are

directed towards the goal of care for self and rsthe

| think this idea that nurses could successfullgatiate the boundaries of personal
and professional relationships was significantrlatken we realised that a personal
friend was going to be centrally involved in Kewntare. | was concerned about

negotiating such an intense relationship acrossopat and professional boundaries.
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When | discussed this with Kevin his response segrme. He said,

“She will be one less stranger”. As she skilfullprked with Kevin’s

body and the equipment required for his care, |vknghe was

everything a nurse should be..... | did not reabte was such a good

nurse.... she negotiated these boundaries, blendlagents of the

different relationships. Sometimes she appeareduwat house in

different capacities in the same day ...... but sleays knew exactly

what her purpose was in being there. Even sevegalsylater she

doesn't speak of our experiences together in thieses directly, we

have no need to do this ...... but sometimes incoaversations .... |

can hear the whisper of it in her voice.
The ‘thinking’ nurse pays attention to the detdiltbe patient’'s existence where
understandings of the patient’s transition throattges of illness are informed by the
nurse’s ability to travel with the patient, for aakt some of the journey. The
permeability of containment boundaries enables epele emersion in the illness
experience with the patient and a more passionatmection with the patient’s
concerns. The nurse’s body enters the discursalesfiof health care in ways that are
co-extensive with the inscriptions of the patierittsly and yet retain the capacity for

disengagement.

Managing the ‘other’ — visions of the’'English Patient’

The understanding of this co-extensive relationslime to me as | was watching the
film the English patient some months after Kevinlsath. | suddenly found the
images of the nurse working with the patient veffialilt to watch as it brought the
memories of working with his body to the surfacs. @\representation of nursing, the
story of The English Patienportrays elements of the nurse’s co-extensiveiogiship
with the patient who moves through phases of engageand withdrawal. The story
of the nurse, Hana, and her encounter with the ifimdgPatient represents possible
ways of understanding the sharing of human expegiem abject conditions
(Welch,1997).

She pours calamine in stripes across his chestenteis less burned, where
she can touch him. She loves the hollow below dveeét rib, its cliff of
skin. Reaching his shoulders she blows cool aiio dms neck, and he



144

mutters. What? she asks, coming out of her coratmti. He turns his dark

face with its grey eyes towards her. She puts bedhn her pocket. She

unskins the plum with her teeth, withdraws the stand passes the flesh of

the fruit into his mouth. He whispers again, draggihe listening heart of

the young nurse beside him to wherever his mindintg that well of

memory he kept plunging into during those monthsoige he died.

(Ondaatje,1993 p.5)
This passage from the novEhe English Patien{Ondaatje,1993) captures the co-
extensive positionings of the bodies of the patiand the nurse, where both
participants recognise the humanness of one andthesugh the practice of nursing,
the body boundaries of both the nurse and the rgati®ve, allowing an exchange
that is something more than simply feeding thegmator dressing his wounds. Welch
(1997) suggests that this scene brings to minddémsuality in nursing work and the
‘uncomfortable ambivalence’ that professional narfe=l in this sexualization of the
nurse as a woman. It contradicts historical notiohthe nurse, as the nun working

through her vows of service, inside the ruins of thonastery.

The tensions between these subject positions wegrarent in the way other nurses

encouraged me not to sleep in the same bed witinKeven he became really ill.

Sometimes nursing friends would come over and sugpeat they
would sit with Kevin while | went to sleep in aratihoom ...... | mean
nurses don’t sleep with their patients, do theyzkvhdid this on one
occasion, Kevin was upset. “Where were you?”, hé sahen |

appeared the next morning after having slept vergly | sometimes
used to worry about what | would feel if Kevin dehating the night
while 1 was sleeping next to him. | thought abdus quite a lot, and
then decided that it would be OK. This was the exnif our

relationship.

Living with the unexpected is an important elemeftnursing where as Welch
reminds me nurses do live in the world of the umexgd, “Where there is a constant
reminder of the irrationality and unpredictabilay life and death” (1997 p.276). He
further suggests that the reward in living lifetbrs edge with patients is the sharing
of extremes of human experience. | could not mowayafrom the ‘on the edge’

aspect of this experience because there was alli@gly a high emotional cost to be
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paid. To disengage my presence from Kevin’'s wouwldehbeen more difficult than
remaining with him. | had to hold myself inside tredationship with the ‘listening
heart’ that Hana’'s attentive gaze signifies andegmy able bodied responses to

compensate for the needs of his disabled body.

A further passage from this novel illustrates hdve tabject subject positioning
(Rudge,1998) of the nurse is constructed througld permeability of body

boundaries.

The Englishman was asleep, breathing through histimas he always did,
awake or asleep. She got up from her chair andygentled free the lit

candle held in his hands. She walked to the windod blew it out there, so
the smoke went out of the room. She disliked hisglyhere with a candle in
his hands, mocking a deathlike posture, wax fallingoticed onto his wrist.
As if he was preparing himself, as if he wantedlip into his own death by
imitating its climate and light. (Ondaatje,19933).6

In this scene, the nurse senses the movement @rpkesh Patient across the border
between life and death. This is a moment whenshatness to his wounding and the
patient becomes the abject as she senses his itycatad her own. By removing the
candle and moving to the window, Hana withdrawsnfrioer attentive watchfulness
of the patient and constructs him as the Otherdieroto delineate his body from her

own.

As Wiltshire and Parker (1996 p.24) note, the wafrkursing sometimes involves the
“dissolving of autonomous subijectivity..... andttharses respond to the visceral with
the visceral”. When the patient’s body is situated way that is continuous with that
of the nurse, the patient's body may become a dbnofudistress across the

boundaries between inside and outside. Hana's mewefnrom the bedside can be
read as representing an effort to contain her awatienal response to the patient by
distancing herself in that moment. As Montgomery094) suggests, nurses
experience emotional responses and connectionthéo people, as this is the nature
of our work. The whisper | hear in my friend’s veiceminds me of the need to care

for oneself and others in the aftermath of suchrigé relationships. Abject elements
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of the professional relationship, and the memonthef struggle to negotiate such

difficult events, still exist at the margins of quersonal interactions.

Co-extensive discourses of care and abjection

Being able to participate in caring for Kevin ore thospital ward, and later at home,
seemed to be important in managing, or gettinguiinp my own intense emotional
responses to his illness. The following narrativiads to light the tensions apparent
in the discursive positionings of the private nuasd struggled to manage the giving
of professional nursing care in ways that were xtersive with our personal

relationship.

| was profoundly concerned with the idea that Kexetained the
capacity to choose who would do specific tasks Hion. When |
guestioned him about this, he would often say lieapreferred me to
do things for him. The first time | remember expecing moments of
panic when | realised | would have to do somethimig him that
moved across the boundary between personal andgsiohal care.
Often these moments involved doing ‘technical’ ghiwith his body,
such as doing wound dressings or removing redivasnd. While
these were skills that | had performed many hurglcfdimes on other
peoples’ bodies it seemed quite uncanny to perfoom my husband.

In doing this work with Kevin, | remember thinkialgout an occasion
when our son had been admitted the emergency aeeartwith an
unspecified illness. The medical assessment hadlvew taking
haematological specimens. The nurse asked him ivbeld like
mummy to do this. To my horror he said yes, araid that of course |
would do it for him, and thought, “Oh God, can Itaally stick a
needle into my own child?” In the end, | did tha him, forcing
myself to overcome the feeling of “taboo” that It fe crossing the
boundary between personal care as a parent and rojessional
practice as a nurse. When | asked him why he hadedame to do it,
he said, “Mummy, | knew you wouldn’t hurt me anyrenthan you
absolutely had to”. His response took my breathyawa

This experience with our son was a critical motivgtfactor in my willingness to
perform such activities for Kevin. This desire toe both drew me towards practising

professional nursing care and pushed away fromisicourses of care and caring are



central to contemporary notions of professionalsmgy practice although they co-
exist with discourses of rationality, objectivityndh control within healthcare

institutions and suffer a marginal status.

The concept of caring is closely associated witifgasionalism in academic nursing
discourse where an attitude caring is seen as gionethe professional work of the
nurse (Mackintosh,2000). One may argue that thewe been a concern with the
patient as a person, and the subject of profedsimumaing care, for as long as nurses
have been writing theories about nursing. Nightiadaited in Pfettscher, de Graff,
Marriner Tomey, Mossman & Slebonik,1998) constrddtee ill person or wounded
soldier as a human being in need of interventiod, wsed her skills in the analysis of
morbidity and mortality statistics to show thatentention in the plight of these
people was beneficial. In this sense she made dtienp visible to the governing
bodies of communities or societies, as the sulgecare, and a worthy investment for
resources to prevent illness or promote recoverymay also be argued that
Nightingale’s (1969) writing made visible the effeof iliness for the person, and the
work of the nurse in managing such effects of #kjethrough her detailed

descriptions of the techniques of nursing care.

The construction of relationship between the patserd the nurse, with caring as a
central concern in the professional nursing encaunts seen in the writing of
Travelbee (1971), Watson (1988) and Benner (19B4¢. theoretical underpinnings
of these theories are diverse. Travelbee’s (19dfr)am to human relationship model
is informed by Victor Frankyl's (1992/1959) theoof logotherapy, which was
derived from his experiences as a concentratiorpcgurvivor. The human to human
relationship describes the activities of the naselirected towards helping people to
cope with, and find meaning in, the experience liokess and suffering (Rangel,
Hobble, Lansinger, Magers & McKee,1998). The reladiity of Travelbee’s theory
constructs an attitude of compassion and carirtertherapeutic use of self, that is
representative of deontological ethics (Barker,200the nurse is understood as

guided by his/her moral duties that are owed topagent within the professional
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relationship, and as having the ability to dististubetween activities that are
virtuous and those that are held to be viciousr{3tine,1999).

Watson’s (1988) philosophy and science of carind Benner's (1984) model of
excellence and power in caring both lay claim testextial and phenomenological
approaches. In a sense they created what has bserbed as a paradigm shift from
the empirical and scientific, to interpretive urstandings of being-in-the-world,
derived from the work of Heidegger (1962). Heideggaphenomenology challenges
the epistemology of Cartesian dualism as a wayndetstanding the world. Instead,
an ontological approach has as its central conberguestion of what it means to be
a person (Leonard,1989). Both the nurse and thenpaire understood as being in a
constant process of becoming (Barker,2000) whexesdif is both constituted by, and
constitutive of the world. As Leonard (1989 p.44dygests people are understood as
beings “for whom things have significance and vglaed are self-interpreting, based

on their own understandings of particular situagion

In defining caring as the essence of nursing (Ba2RE0) nurses construct an ethics
of care where the nurse owes the patient certailedin terms of how s/he acts.
These discourses of caring concern ‘being with’ theient, while expressing
behaviours such as concern, solicitude, cautionsitipe regard, fondness,
attentiveness (Stevens & Crouch,1998), friendshipd a&even nursing ‘love’
(Appleton,1994). Caring is seen as the ‘gift off's&l being there with the patient
(Appleton,1994). This ‘gift of self’ situates thense in the discourse of caring where
there is an ethical requirement for attentive w#ften on one’s own beliefs and
knowledge to enable an inspiriting, supportive ancthforting relationship with the
patient. Caring thus becomes a self forming agtiwhere the subjectivity of the
nurse is constructed through techniques of self #ma thought to produce this
virtuous image of the ‘good nurse’. Johnstone (J@&&cribes the virtues that define
the good nurse as fidelity, benevolence, effaceméself interest, compassion and

caring, intellectual honesty, justice and prudefaeckett (2000) similarly identifies



what he calls virtuous principles for the contengpprnurse where s/he lives ‘an
ethical life through cultivating virtues or chamcttraits that would have them
described by others as being “a good person”. (Mg cited in Tuckett,2000
p.107) Virtuous caring is seen to be synonymouh,veihd the means through which

to meet the moral end of professional nursing.

There are numerous critiques of this constructidn pmfessional nursing as
synonymous with a moral imperative to care. Cacaig seen as an essentialist way of
knowing for women, which coerces or disciplines veonand nurses into working in
ways that are caring and subjugates the potewtialther responses. It also serves to
prescribe the relationship between the patient andse in predictable ways
(Crowe,2000) that may not take account of speciiatexts of nursing practice or the
agency of the nurse and patient. Pinch (1996) sugghat caring associates the
practice of professional nursing with the privafhere of conventional women’s
work in the emotional caretaking of family membersd thus perpetuates the
interpellation of women as subservient, self saonfj and self denying. Caring
practices may not provide women, who care for atherspite of the threat to their
own safety, with the capacity to perform in differevays. Crowe (2000) makes the
point that caring produces strategies that diswgphboth the nurse and the patient
through this discursive production of subjectiviyithin the discursive practices of
health care institutions, the effect of caring nbayto render nurses docile, and thus

productive and useful in the management of patients

| am ambivalent about caring as the moral intenhwfsing. Caring calls the nurse
into being in ways where his/her body is co-extemswith that of the patient,
however, the nurse does not seems to have the nea&ostrol the permeability of
body boundaries. In giving the self (Appleton,1994) the patient there is no
accounting of abject moments where the nurse watlgithis/her self from the patient
to avoid being engulfed by the connection with pagient. | believe the discursive

production of the caring nurse could be furtherlesgal using Foucault’s ideas. | am
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thinking about Deleuze’s (1988) explanation of thement of Foucault’s theoretical
break with Heidegger and phenomenology. He suggestscan consider the

differences between Heidegger and Foucault

...... only by taking as our point of departure Foutaubreak with
phenomenology in the ‘vulgar’ sense of the termthwntentionality. The
idea that consciousness is directed towards timg thand gains significance
in the world is precisely what Foucault refuses helieve....... All
intentionality collapses in the gap that opens up in. the ‘non-relation’
between seeing and speaking. This is Foucault'omaghievement: the
conversion of phenomenology into epistemology. §@eing and speaking
means knowing..... Everything is knowledge...... theredthing beneath or
prior to knowledge. But knowledge is irreduciblyuidde, since it involves
speaking and seeing, language and light, whichegeason why there is no
intentionality. (Deleuze,1988 pp.108-109)

This is the point where Foucault moves from Heidgggontology of the intentional
gaze, to an epistemology of strategy through therlacing of the sayable and the
visible. The mutually sustaining power relation ¢ceunderstood as the mechanism
or strategy “which keeps things going” (Kendall &dkham,1999 p.49) through sites
of discursive practice. Force is the element tbates from the outside in constituting
the self's relation to the self, so that the owdsideates an inside that is co-extensive.
The three dimensions of knowledge, power and selfaways present with one
another but are only identifiable in their specifiistorical contexts, that is, as an

effect of power (Deleuze,1988).

In undertaking caring activities with my own child the Emergency Department |
was interpellated as the caring professional nansemother as | struggled to manage
the tensions between these discursive positioningan Manen’s (1999)
conceptualisation of care as worry pushes the eamasl of the discursive
construction of care in the nursing literature. Heatthan being the moral intent of
nursing, care becomes something the nurse does adfect of recognising the
patient’s vulnerability. Van Manen (1999) makes ttlea of care as worry visible
through a parent’'s eyes where he illustrates theepof the parent, in taking on the

worry of the child. Worrying is an active ingrediesf parental attentiveness where
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the parent is constantly present with the child| mronitors or constantly goes back to
check on him/her. Worry, rather than a duty orgdtiion, is a way of staying in touch
with the child who is the subject of the parenéark. The face of the Other addresses
the subject and calls her/him into being as redperis the Other’s vulnerability. The
face of the Other creates this worrying mindfulnassan active response where a
threat to the Other is recognised in a person wlawiextensive with the self. Care is
something that is borne by the nurse as the oneisvblbarged with responsibility to

alleviate harm through caring activities.

The ethical substance of my positioning acrosseth@iscursive boundaries was
concerned with my own moral values about what weaguired to manage the
situation where my son wanted me to do a vene-puador him. In this sense |
recognised my own skill in this technique as wsllnay desire not to harm my own
child. The discourse of professional nursing irvitee to recognise my obligation to
care for my child beyond the usual boundaries oémal care by doing the vene-
puncture. The self forming activities undertakemwider to do the procedure involved
managing the abject (Rudge,1998) element of ‘agtstitking a needle into my own
child” where | felt his wounding. In the moment piitting the needle through his
skin, | delineated his body from my own, pullingckafrom the abject to avoid
witnessing his wounding and being cast into une#itaand chaos (Rudge,1998). |
used my body as a tool to complete the proceduiehad many hundreds of times

before, and in doing so, covered over the momemnioainding.

The discourse of care as worry constructs the stubyemaking the other continuous
with self. Worry is the power that connects theigydts face as the visible, and the
sayable as the knowledge and skills of professionasing. The body of the nurse
becomes a container for emotions as s/he beavedight of this relationship with the
patient, but the nurse withdraws in certain momdmnts“switching on and off’

(Froggatt,1998 p.335), as a strategy for the contant of self. Caring may be

understood an effect of worrying just as caringnseffect of nursing. It is something
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that happens as the result of nursing praxis, taetige of nursing, which constitutes
the link between past and present, as the nurssgengn transversal and immediate

struggles in the patient’s situation (Deleuze,1988)

Summary

The discussion in this chapter considers the disesusurrounding our movement
through the experience of surgical interventiondertaken in an attempt to contain
the spread of metastatic melanoma. The discursm@ugtion of the subjectivities of
the nurse and patient are explored in relatiorhi® &nd subsequent hospitalisations,
where | become the private nurse, and Kevin istjpogd as the cancer patient. The
development of a new relationship with him as tlaéemt is explored through my
discursive positioning as the ‘private nurse’. Tamalysis shows how the fragile
identity of the ‘private nurse’ encompasses a hdirde professional capacity, which
and allows my entry to privileged spaces. In ushig professional capacity to cover
over my private body, | resist the discursive cargton of (my)self as the confessing
subject in the role of the patient’s wife, and talpea new positioning in the discourse

of enduring.

At the same time | become subject to control byotiurses as the ambiguity of my
multiple positionings as the professional nurse Hrel patient’s wife threaten the
institutional classifications which separate hegitbfessionals from their patients.
My presence as the ‘private nurse’ mediates they eftthis patient’s body into the
discursive practices of healthcare. The interiad erterior spaces of the healthcare
institution become coextensive as the boundariesdas Kevin’'s public and private
bodies, and his identity as the patient, colleaanekfriend, become blurred. My work
as the private nurse, between personal and profeddboundaries makes discourses
of pollution and bodily control visible in the wordf professional nurses. Finally,

discourses of care and abjection are seen as easix¢ and show the potential for
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nursing in understanding and negotiating such sgeand intimate relationships with

the patient.

The following chapter analyses the discursive petida of life threatening illness
and the work of the private nurse where the patiertying. | | relate how Kevin
works to manage his leaking, altered body, and'mettw a “normal” life and level of
fithess following discharge from hospital. The telaship between technology and
the patient’s body is further explored as Kevin engges radiotherapy and ongoing
surveillance through CT scanning. | relate my jeyrthrough managing personal and
professional boundaries in my work as an educaavall as finding ways to express
the experience of my journey with Kevin through tagching. Finally, | consider the
discourses present in the care of the patient wgitiary stage melanoma as Kevin and

| struggle to find a path through the inevitabilitiyhis dying.

CHAPTER SEVEN

RUNNING IN THE DARK - LIVING WITH LIFE
THREATENING ILLNESS

Introduction

The discussion in this chapter analyses the diseuproduction of life threatening

illness and the work of the private nurse whereghgent is dying. Running in the
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dark becomes a metaphor for the mediation of badymbaries as we both recognise
the limits of medicine in treating this diseasee®tories show how discourses that
produce self forming activities related to healtid &ithess become privileged as
Kevin attempts to live his life in the shadow dElthreatening illness. An intimate

relationship with the technology of radiotherapyeexis the discourse of the open
body across the personal and professional boursdafi&evin’s life. The rituals of

monitoring and surveillance serve to maintain theilpged vision of the pathology

until the point when a tertiary diagnosis is cam&d with the discovery of the tertiary
stage lesion. The experience of living with lifegitening iliness finds expression in
my teaching as | struggle to manage the boundaeeseen private experience and
professional practice. Finally, | consider the disses present in the care of the
patient with tertiary stage melanoma as Kevin asitluggle to find a path through the
inevitability of his dying. Discourses of hope, a@nacceptance, and suffering are

considered in relation to the pathological body tradself’s relation to the self.

Running in the dark — living with life threatening iliness

| think the metaphor of ‘running in the dark’ dabess what it was like to live with
this life threatening illness where we did not knleew the progression of the illness

would unfold.

| knew Kevin was going to die from this diseaseoufih he didn’t

speak of it, | think he probably knew this as wilit what neither of
us knew was what it would be like to live in tlaisd of life threatening
illness, how the effects of the illness would whfdlow this would

impact on out daily lives, and how we would mandgethermore,

the unfolding of this disease was something that tea painful to

look at in an ‘up close and personal’ sense. Wddcouly find a path

to walk day by day and manage the effects of thesg as they
presented. ‘Running in the dark’ also uncovers h¢svin ran after

dark because he was a patient with an illness wa® not supposed to
run. He also had consultations with health profesais in private

places, which often took place after hours.
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For us, the metaphor of running in the dark wasualfimding paths through the
uncertainty about the future that the diagnosimetastatic melanoma had inscribed
on Kevin’s body. Biomedical, psychosocial and lgscdurses on life threatening and
chronic illness tend to construct the patient witbertain normalising categories of
what are reasonable and rational responses fondnedual who is diagnosed with a
disease. In this sense, the idea of a healthy botly a certain future becomes a
normalising discourse where the ill person hides stigmata of illness to “"ass
themselves as normal’ (Wellard,1998 pp.49-51) amd & life. Living with life
threatening illness involves undertaking self forquiactivities to make oneself
healthy “in a world of health centred people” (Véetl, 1998 p.51). An example of this
was the way Kevin worked to contain his leaking yodaollowing the removal of

lymph nodes in his groin.

We hadn'’t realised how much lymphatic ooze thereldvbe after the
redivac drains were removed. Kevin had wanted toslyopping in

town. However, while he was walking the wound snlydeozed

copious amounts of fluid. Fortunately | was cargyisome wound
dressings and was able to change the dressing,hbufound the
sensation of having the wound suddenly ooze vestyedsing. What
we also didn't realise was that once the wound g0ojpoozing, that
the lymphodema would begin. As the lymphodema begappear,

Kevin began to work to get it under control. He rfdua local

compression garment supplier on the internet andewbis garment
on his leg constantly unless he was in bed. Ovem#xt few months
the lymphodema seemed to gradually subside. It thas that |

realised he was running again. He would go outraftark when he
thought no one would see him. He tried to pretérad he hadn’'t been
running when he came home, and also didn’t tell theg he had

returned to working out at the gym.

Containing the leaking body and returning to hisnrmal life and fitness were clear
goals for Kevin in the months following surgery. Maing the leaking wound, and
subsequent lymphodema, removed the stigma or ngwkafi Otherness from his
body. This investing in and working on the self ti@es a means of decreasing the
sense of alienation that is produced through thgrdisis and symptoms of the illness
(Leenerts & Magilvy,2000).
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The ethical substance of this work on oneself ésrdtognition of one’s own capacity
to influence the experience of the body in illnasd to try to limit the progression of
the disease. The mode of subjection, or the bisis, which self relation is produced
(Blacker,1998), is normalisation within discours#sthe health where the body is
seen to have a clearly defined future. The sefhiog techniques and practices Kevin
participated in involved rigorous practices of theely. He was absolutely consistent
in wearing the compression garment and exercissgvhole body to regain his prior

level of fitness. As well, the hiding of these hlglromoting activities seemed to
cover over his attempts regain normality (Leené&rtsagilvy, 2000). The ultimate

goal of self forming activities could be understaxiself mastery in gaining control
over his body and living his life. Frank (1999) déises this feeling when he was

diagnosed with lymphoma.

Running on the stairs, experiencing the strengttilllhad gave me a feeling
that my body was still doing what it wanted. Thrbugxercise | began to
discover what | wanted. Exercise was a way of kegpnyself at centre
stage of my illness..... a way of telling myselftthavould come back from
cancer, that my body was still worth taking care.of. | did not think

exercise was any part of a cure. It was the wagnted to live out my life
with illness .... Exercise was my expression of wgnd¢ the body

(Frank,1999 p.226).

As Herzlich (1973 cited in Madjar,1997) suggestsaltihy bodies are organically
silent. We pay little attention to our bodies, takfunction for granted until the body
ceases to do what is required of it. lliness makesbody visible in a way that
stimulates a deep-seated desire to have the famivarking body returned
(Madjar,1997).

The hope of the return of the healthy body is derésting element of subjectivation
within discourses of normality. Wilkinson (1996)ggiests hope is a considerable
motivating factor in staying healthy and banishofigease. It is often linked with

survival and a person’s ability to overcome lifeetitening situations. Psychosomatic



discourses on illness see the mind as having éiaeship with the body through
biological processes affecting body systems sudheashanagement of pathogens by
the lymphatic system. In these discourses, the rhgmbmes visible as working on
the body to produce positive or negative outcomethé form of health and illness
(Samson,1999). lliness is thus socially producemutdih stressful events, which
impact on the mind, and in turn creates unbalastats in the body. The repression
of emotions is seen to be a central element inpdreonality of the cancer patient
(Levin,1999) who is interpellated into ‘feeling’ stiourses, and carries out self
forming activities as the confession of his/heressed desires. People are seen to
have the capacity to prevent or heal illness thinotlngir own behaviour and state of
mind (Samson,1999). This connection of the mind bady within psychosomatic
discourse tends to support and extend bio-medindenrstandings of self and the
relationships between health and the self. Maslom@del of self actualisation
illustrates this idea of self mastery, and ratiot@htrol, where a person overcomes
basic physiological cravings to be not only a brgperson, but to have better health
(Samson,1999).

Biomedical discourses construct the body as aaeyr(Gaddow,1995; Bauman,1995;
Frank,1999) to be worked upon in the presence sfadie, or illness. The aim of
biomedical discursive practices is to effect a careat least to minimise the effects of
the disease. As Miles (1996 p.166) suggests, tdogyn has

.. made the approach of death telescopically visitien a distance. Few
persons die young. Far fewer die suddenly. The magbrity of people bear
medically recognised and treated signs of impendawggh in the form of the
gradual onset of a chronic disease such as cancere. peer forward to the
scientifically recognised sequence of chronic diseaven as the natural and
personal mortality, that lies at the end, and haguy of that process, is
obscured.

While the cancer patient is concerned with howitbey feels, biomedical discourses
map out the trajectory, shape and predictabilitydifease (Wellard,1998). This

classification of disease stages constructs thergads a biological entity and host for
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the disease, the progression of which can be majhpedgh the body and outcomes
predicted in terms of changes in physiological fioming. This conceptualisation of
the patient’s body invites ongoing surveillance nbonitor the progression of the
disease through technological imaging, such as ¥ray CT scanning. The patient
complies with this surveillance as a self formirggiaty in the hope of ‘remaining

clear’ of the disease, or having early interventiciurther evidence of the disease is
found. However, if further intervention is not pids in a curative sense, this

continued surveillance may become ethically prolatigen(Cassell,1996).

| didn’t really understand how traumatic undergoitige CT scan was
for Kevin. | went with him because | thought it wias right thing to
do. | wanted to be there to support him. Even tholugad cared for
patients undergoing such procedures in my profesdipractice as a
nurse, what | didn’t understand in his case wag ta was literally
waiting for a death sentence. If | had been ablsde this, | think |
would have cautioned him against having the scan.

Cassell (1996) sees such technology as creatinghhigaous values, which is
fundamental to good science, and has significakityut a curative sense. However,
the representations of the pathology risk becortiiegliness for the patient within a
self-referential discourse where looking, seeing acting on the pathology subjugate
the patient’s knowledge of him/herself to this axige. There is also the potential to
create more certainty about the disease than tienpanay wish to know, as person
who is dying but still living a life. In this sensas the discursively produced objects
of science, patients risks losing themselves astafes in their own drama. For the
patient who has an ‘incurable’ disease it becomay wdifficult to ‘stop the war’
waged against the cancer cells (Lupton,1994; Sqi88§), which biomedical
discourses perpetrate on the patient’s still managlthy body. Such surveillance and
treatment approaches may still have utility, buyam a palliative sense. However, as
Seely (1999) suggests, palliative care shows bbth dtrengths and pitfalls of
technological healthcare. He believes that, givendim of palliative care to reduce
suffering and promote the quality of the patietifs, therapeutic approaches should

have a vision of moving beyond technology to achitars end.



Boundary seepage in the practice of the ‘private mse’

As Kevin and | struggled to manage the implicatiarisongoing treatments and
monitoring while living in the shadow of this illsg, | continued working as a nurse
educator. However, | was unprepared for how thgegence with Kevin was going

to impact on my teaching.

| was very careful not to talk about what | was exgncing in my
private life in the classroom with students. | be#d that the scope
and content of my teaching practice needed to beatbnally sound.
| thought that talking about my husband’s ilineggctly would cross
a boundary that was not appropriate. It would burdde students
with my story, when they were in the classroom limical practice
setting to learn about how to care for people wherewill. While |
sometimes discussed my feelings with colleagueleatly separated
myself from students in this respect.

The telling of my personal story to students wadde had the potential to draw me
into discussions that could rupture the bounddriead constructed to manage the
personal implications of Kevin’s iliness. It coydtentially result in a loss of control
and containment of emotions that for me would haeen unprofessional. The
construction of distance between the students apdwn experience ensured the
maintenance of boundaries. The clear demarcatiahisfboundary in face to face
contact with students signals my positioning inscourse of protection as a mode of
subjection (Deleuze,1988). The ethical substancenypfconduct derived from my
beliefs and values about professional relationshgisveen students and educators. |
believed the clear demarcation of this boundary $igdificant ethical utility. As a
self forming activity, my positioning in this disase of protection was a hygiene
practice (Douglas,1980/1966) that was significarkeeping myself together, but also
avoided burdening students with what | believed waliution behaviour. The self
forming activities (Deleuze,1988) involved keepirgjent about my personal
experience and at the same time, speaking in diseswf professional nursing which

made the patient’s face visible as the recipiertoé.
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In retrospect, | can see how my experience with itKeslearly informed the
development of these new teaching approaches ite @zuwe. | had finally found a
way to conceptualise acute care beyond bio-medisaourses of pathology and

disease.

| had been looking for a way to break out of teaghacute care
approaches which had traditionally been taught gsanbody systems
approach with the nursing process. | had felt canised by such
approaches for a long time, but had not been ablednceptualise
other possibilities. Following Kevin's surgery, évkloped a five-week
programme, which was completely different from mgr @pproaches
to teaching acute care nursing practice. My teaghimoved to a
process based approach rather than focusing on b®gtems as
content. After completing the four study guideg $tudents had a
session with a burn survivor, who told the storyhef prolonged
recovery from major burns. She showed graphic péstuof her
wounds through progressive stages of recovery. [Sloeight the
human face of trauma and the patient’s story eftiifreatening illness
into the classroom with herself as an actor taking centre stage. She
illustrated her courage and a capacity to managehstrauma in a
very personal way. Reading these study guides hoan see how |
was profoundly influenced by my own experiencendutinis time, but
this influence remained unspoken in my face to fmesence with the
students.

In these study guides, bio-medical nursing disaussdisrupted by making other
discourses visible, which in turn makes the linmitas of bio-medical discourse
visible in relation to the care of acutely ill paits. These ideas, derived mainly from
interpretive and critical nursing literature, sefvi®@ make the patient’'s experience
visible to the students. Discourses of hope, lgahjerability, trust, empowerment,
caring and safety were illustrated in the nursesknof caring for patients who had
experienced trauma or illness. | renamed pre astbperative care as preparing for
surgery and healing from surgery. Cohen’s (199%rpretive research study was
used to show how people undergoing surgery haveueniresponses to this
experience. She illustrates the tensions betweepdtient’s desire to know what will

happen during the surgical experience and beiragdaéf having this knowledge. She
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further explores how the majority of participantsher study were afraid of dying
though very few talked about this idea directlye3@ patients seemed to want nurses

to understand this fear but did not necessary veatalk about it.

The final study guide that | developed used dissesiof disability and chronicity in
an attempt to show how patients struggle in comimgnow and live in an altered
body. The effect of bringing these discourses it ithe classroom discussion
created the potential for “the thought of the mlégsas a thought of resistance”
(Deleuze,1988 p.90), in the production of eachepditas a ‘special case’ representing
the human face of trauma and iliness. Bio-medicating became one of the many
discursive positionings that the student could take within a self conscious
awareness (Blacker,1998) of one’s own responsdbeademands of the patient’s

situation.

Technological interventions and the ‘techno-man’

Biomedical discourse, and its technologically prashl vision, has the potential to
draw the eye of both the health professional arttepatowards the pathology. In
doing so, it makes visible the potential threatha$ pathology to the patient’s sense
of self. However, technology had a central plac&avin's life. He lived his life
engaged with technology in ways that produced #pacity to think and do things in

new ways.

| think Kevin was probably the original ‘techno-mahechnology had
always been a part of his life, from the time hd haen a young child.
His mother once told me that she refused to clearrdom when he
lived at home, because she feared for her life he myriad of

equipment, wires and aerials that were intertwitiesbugh the space
of his room. This was also a concern in the relaldp between Kevin
and [, but as the years passed, the presence lohaémgy became an
ordinary part of our lives. Kevin had a very familirelationship with

technology. He used it as an extension to his bétdy.thought in

technological terms. He created technological devim such prolific

ways that | had ceased to notice their presenaaiirlives.
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It was after Kevin died that | discovered he haddeaertain devices

that | thought were quite ordinary, were not soinaty. He had made

some automatic garage door openers after his syrgsrhe found it

difficult to bend down to physically open the garatpors. When the

mechanism for one of these devices broke | haet@mg engineer to

fix it, because it wasn't possible to buy the brokece. That should

have warned me. | took the remote control to a garaoor firm

because it had stopped working. But the man iroffiee said, “This

isn’t a remote control for a garage door openerOh, but it is”, |

said. “Well”, he said, “It doesn’t look like anythg I've ever seen”.

“That’s entirely possible”, | said, and took it ta friend of Kevin's

who ran an electronics business. | needed to fiathepne who

thought the same way he did.
Kevin's way of living his life with technology inWeed more than just the simple
application of scientific knowledge to solving pheims. | think technology was
something he used as other people might use lirexalt was central to his thinking
and ways of doing things in his life. There wasatmuity between his sense of self
and technology that implied “the possibility of hamaction and technology (as)
being co-extensive” (Braidotti,1996 cited in Munst®99 p.120). His ability to think
and work with technology resembled more of a dfzdih the mechanistic application
of principles, where empirical knowledge is appltedthe solving of problems in
practice. As Sandelowski (1997 p.221) suggestbintdogy “has a close relationship
to art and craft by virtue of its emphasis on desigon-verbal practices, aesthetic
vision and skilled making’. Working with technologgvolves what she calls a
complex and dynamic relationship between human @gend objects where both

technology and the outcomes of human agency argtamtty reformed.

For Kevin, | think the ethical substance of thefselrelation to the self
(Deleuze,1988) in these discursive positioningswéchnology was creativity and
inquiry. He pushed the boundaries of his own kndgée and experience with
technology to explore new possibilities and new svaf/living and working. In this
sense, he saw technology as providing a means toirgs differently. The mode of
subjection (Deleuze,1988) in discourses of techmpolavolved his ways of moving

around objects of inquiry from the margins, whemengs were never forced into
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place, but meticulously and incrementally coaclmd place. Kevin was not a person
who was at the centre of things, in a social semsa practical sense. The military
metaphor did not work for him. He was not a fightart perhaps more of a strategist.
Rather than attacking a problem ‘head on’, he woubdk from the sides, around it,
and finally, through it. The self forming technigu@eleuze,1988) Kevin undertook
in this process resulted in a technical ‘know hd®andelowski,1997) which (re)
produced his body in this complex interplay witlchieology. This co-extensive
relationship with technology produced his actigtias human agency through the
destabilisation of finite boundaries containing trerson and machine. The opening
of body boundaries produced visions of possibifity working in new spatial,
temporal and kinaesthetic ways, or as Munster (12925) suggests, it bridges “both

the formal and material hiatus between organicsalintbn processes”.

Kevin's decision to subject himself to radiotheramatments and CT scanning was
to have a profound effect on both his sense of @etf his relationship with his

colleagues.

Kevin worked on the radiotherapy machines and Gihser as part of
his job. They were part of his life. He tended theerd coaxed them
into life, and made them work when they failed dosd. It was so
uncanny going into the room with him when he wash&ve

radiotherapy. | had seen him in this room with thigge machine in
pieces. He knew how it worked. He knew what ittaiduman tissue.
Kevin also knew that the intended effect of theiothérapy was
palliative, to prevent any further development daftastases at the
operated site. He had arranged to have his treatmafter hours and
specifically chose the treatment radiographer. inkh he chose
someone who he knew would be clinical rather thifectve. He did
not want to be seen by other staff when he wasnbathese
treatments. Both the staff and the machines wereltse to him.

Kevin's presence in the hospital as the radiothergatient disturbed the
classifications between health professionals arttemia. It surfaced the patient’s

body as an object of treatment across the bourdadeinsider and outsider,

collapsing the space between the professional k@) the management of the



164

patient’s diseased body through institutional pcast | think the conditions Kevin
set around his radiotherapy treatment concernedetimedering these classifications
in a way that denied the possibility of pollutioehaviours (Douglas,1980/1966) and
re-established the delineation of professional@erdonal boundaries. Although other
people may have known he was having these treasntieey did not actually see him
in the department, and thus were not brought fadade with him as the patient. In
being treated ‘after dark’ Kevin covered over haignt's body, making it invisible
and therefore unsayable in the discourse of tha tpey (Liaschenko,1998) during
day light hours.

As well, the medical equipment, such as radiothemraachines and CT scanners,
became continuous with Kevin’'s body in new waysfoBe his subjectivation as the
cancer patient, Kevin worked with this equipmentwiays where his body entered
discursive fields with a form of specification & ttechnician. He used his body as a
means of completing technical work. In this nescdrsive positioning as the cancer
patient, the equipment was used to work on hirmdte the abject (Kristeva,1982)
diagnosis of cancer visible as a threat to hisf‘selways that he was unable to
contain. There was a sense of involuntary partimpain this new relation with
technology, which threatened to engulf his sensselffthrough its capacity to surface
the face of the cancer patient as his own. He weble to delineate his body
boundaries in relation to this technology becausancovered the cancer as the
intimate enemy, the monstrous ‘Other’ as the féamtity that always/already existed

within himself.

The tertiary stage diagnosis and the ‘ambiguity gam

The diagnosis of tertiary stage melanoma was &alripoint for us as we continued
to live our lives in the shadow of this illness atglrapidly progressing pathology.
The technological imaging had provided the meansbiomedical discourse to
inscribe Kevin's body with a new map (Wellard,199#)ich showed clear “down

hill” (Froggatt,1998 p.335) trajectory in this figlvith cancer. The incessant onward
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movement of the disease into new areas of his betty the promise of changes in

physiological functioning, and the prediction oatle

Kevin had been ambivalent about getting the resoftshe last CT
scan. One afternoon at work, | had a phone calinfridevin. He had
finally decided to drop by the clinic while he watswork to get the
results. But as | spoke to him, | could hear thealrin his voice.
“They found something on the CT scan. In my chdst”,said. This
was the only time | had not been with him to a atiason, and | was
angry with myself that he had had to hear this alokle was
devastated by this result and subsequently refisego to see the
doctor again, even when invited to a consultatidntlee doctor’s
private clinic. He steadfastly refused to have angre scans or
treatment. A few days after this new diagnosisnisesited on running
the half marathon that he had been training for.o‘DQrou think |
should run?” he said to me.

In the end Kevin sent me to see the doctor, bdtrta that he did not
want to know what the doctor said. | found thisstdtation with the
doctor very difficult, but our discussion, and they the doctor
mapped out the likely progression of the diseasmepwas helpful. |
now knew what | was likely to be dealing with ia fhture. At least in
terms of the changes to Kevin’s body and the waydwdd be able to
function. It was clear to me that Kevin was going Ibegin
experiencing symptoms within six months and migétuntil the end
of the following year. Strangely enough, this calimap gave me
some direction and purpose in how | might supp@viK. It was good
to have had this information at this time. But Isweot the one with the
disease.

This was the beginning of a new phase in managiegrks iliness, where, as the
private nurse, | held the knowledge about thingd He did not want to know about.
In a sense, | became the minder of this knowledgéiim as | helped to guide and
support him through the following months. This domstion of the private nurse as
the keeper of knowledge produced contradictoryui@ee positionings between my
professional knowledge and my desire to supportilkKevliving his life on his own

terms. When he told me he wanted to keep runninguhd myself thinking in

biomedical discourses of physiology and pathology envisaged him collapsing on

the side of the road with a pneumothorax. | wasiaahdnt about him putting such
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stress on his body, but simultaneously recognikedenefits for him in a discourse
of wellness, where he was able to feel the powéiétill healthy body. At the same
time, | felt silenced by being unable to speak itm about his body in biomedical
terms. | did not know whether he could make anrmfed decision without knowing

the implications of this pathology in his body.

| also struggled with the idea that | could reasl hody within biomedical discourses
in a way that Kevin had made unavailable to himtetfugh his desire not to be told
about the pathology. As the private nurse, and thesmediator between Kevin's
body and discourses of pathology, | was contradigtpositioned between ethical
discourses of autonomy, veracity and informed conseDiscourses of autonomy
were attractive to me as a means to subjugate nmyoowcerns to Kevin's expressed
wishes. As a self governing and rational individ(dahnstone,1999), his right not to
be told about the pathology needed to be respeEtathermore, | believed that to
force information on him ‘for his own good’ woulcekharmful. The avoidance of
harm to Kevin as a person who was experiencingevalvlity seemed to be an over-
riding moral obligation. | think this was the poimthere | began to question the
notions of insight in psychological discourses vhntirses sometimes feel compelled

to use in moving patients towards a rational urtdading of their health state.

The patient’s refusal to look at the implicatiorfspathology may become visible as
denial in the psychological discourses of insightl aational acceptance that is
present in the nursing literature. Nurses, who Hasen exposed to her work as an
almost universally accepted grand theory on death @dying, have taken up the
writing of Kubler-Ross (1969) in highly prescriptivforms. As well, such
prescriptions are linked to ethical sanctions agjamthholding information about the
patient’s prognosis. The following quote from Baft@96 p.443) represents one such

example.

The dying patient's ego will maintain denial of Uegsant reality until its
more mature defences are able to cope with trogithoughts and feelings



about dying ..... The persistence of strong deniahofe than a day or two
indicates that the awareness of impending deatérigying to him or her
..... test denial gradually and gently in order t@ess its strength. The
answers patients formulate in response to nursesstgpns can help in a
gradual acceptance of the reality of their illnastheir own pace.

The patient is progressively lead towards the nafi@cceptance of the vision of the
pathological body and its inscription of death,otigh self forming activities
undertaken with health professionals, where heishilked through the door of
denial (Barry,1996) and moved toward self actutibisain the form of acceptance.
The patient is understood as being in denial urglshe manages to adapt to the
situation using more mature coping responses. Aigient state of denial is seen as a
maladaptive response, which is likely to lead tgcphssomatic responses and

disrupted relationships with family members (Bar8g6).

| believed | could not coerce Kevin into this ki understanding. | saw such
coercion as refusing the recognition of his unigapacities to manage these events
within the multiple and contradictory discursivesfimnings we were both subject to.
The recognition of alternative discourses arosmftioe way Kevin’s responses tested
my professional knowledge. His refusal to look gpresentations of the disease or
discuss his illness made me question the valuesgthwmlogical discourse which
construct the patient as subject to the expert pafehealth professionals. My
recognition of Kevin’'s agency in finding his owntpahrough this life threatening
illness signalled the beginning of my subject porihg of the private nurse as the
bodyguard who patrolled these boundaries betweefegsional knowledge and

Kevin’s body.

As Kevin began to experience ‘possible’ the symawh the illness, we worked
together to create new strategies to contain theaadaries. For Kevin, this involved
the closure of body boundaries to the medical gazere he refused the discursive

positioning of the patient. He repositioned himgeltiscourses of health, wellness,
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and work. | became complicit in these repositiorirags | developed something |

called ‘the ambiguity game’.

From the point of the tertiary stage diagnosis, iKeglid not see a
doctor or have any diagnostic tests for over a y&dnen he started to
experience symptoms, | began to work with him tdiate the effects
of these symptoms, such as the irritating cougld, later, the pain
associated with coughing. He continued running lutiiie coughing
made this impossible, and | think he decided it iat$er not to run,
because he was unable to sustain his prior timesak later, that |
found the notes in his diary, where he kept a r@adrhis times for his
usual run. As his times began get longer he stoppearding them. It
was then that we started walking together in thenews. As the
symptoms developed Kevin would ask me what | though causing
them. “What do you think?” he would say to me. “Wdlwould say,

“It could be the melanoma, but on the other handpould be ......... ,
as | uncovered a number of other options to chdasa.

As Frank (1999) notes, the construction of thegpaitwithin biomedical discourse
involves the ceding of the body as territory to thepert gaze of medicine. While
medicine offers relief to the patient who is suffgr it also colonises the body in
ways, which separate the everyday knowing of theyldoiom the rest of the patient’s
life. If the treatment of symptoms and a possihleeds attainable, then patients may
consider this ‘trade-off’ worthwhile. But as Frak999 p.221) suggests, it is “...
dangerous to allow them (health professionals)dg tentre stage in the drama of
illness”. While the patient’s body is present attce stage, the person is sent off into
the audience to become a spectator, as the drarhes/ber own life unfolds. For
Kevin, the closure of body boundaries signalledkanty his back of his body, where
the re-positioning of self in the telling of his nwgtories screened his body from the

gaze of others.

My reading of Hutchinson’s (1997) writing on posteon film theory helps me to
understand how the ‘ambiguity game’ worked with KeWwt used techniques of “.....
rupturing the chain of causation upon which chamend plot motivation depend,

spatial or temporal fragmentation ....”, and theadtrction of “.... alien forms of



information” (Siska,1979:286 cited in Hutchinsorf¥9%.36), and thus worked as a
means of producing discursive disruptions. It stamgously destabilised biomedical
interpretations of Kevin’'s body within the dominatiscourse and interpellated the
patient as subject into new possibilities. The potin of these new possibilities
challenged the notion of a coherent, continuousaridnomous subject, who should
participate in universal and essentialist undeditegs of the world

(Hutchinson,1997) and the dying patient.

The ‘ambiguity game’ refused the obsessive seanctvifioleness in the acceptance of
dying. It surfaced the possibility of uncoveringetmmultiple and contradictory
discursive positionings of the subject as a wagmitaining the view of pathology
inside the body. It made the nature of the ‘reatbfematic in relation to Kevin's
stories of his everyday life, through the consiarctof “dialogic doublings”
(Hutchinson,1997 p.38), which challenged the his&br character of particular
connections between Kevin’'s body as the visiblel te sayable, or the knowledge
used to interpret his body. This discursive de$itation created changes in prior
historical categories and generated new discufsiatires that contradicted previous
ones. In doing so, the ‘ambiguity game’ workeddortain off’ the view into Kevin’s
body and left the performance of pathology going ‘taehind the scenes’
(Hutchinson,1997). Within the discursive constroiet of his body as the cancer
patient, he enacted his own ‘private life’ in spaadere the viewers of the pathology
could not see. He merged fiction and reality insthébehind the scenes’ spaces, and
constructed his own biographies in the telling isfdtories about his relationship with
his body. The pathology remained as a ‘querulolsit absent presence. In
‘curtaining off’ his body to the gaze of biomedicdiscourse, and his own
subjectivation as the cancer patient, Kevin waslpeced as “a wilfully absent subject,
one who refuses to be subjected to the discoursgsepresentations of others any
longer” (Hutchinson,1997 p.41).
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Discursive productions of the dying patient

There are times when | am still ambivalent abougtiver my complicity with Kevin's
refusal to look at the implications of the pathglagas the right thing to do or not.
Discourses on death and dying that were so embeadday professional practice and
thinking pulled me toward the idea of rational gateace. It was my understanding of
Kevin's responses, and a desire to respect hisuanicqay of coping with this illness,
that challenged my positioning in professional disses and drew me into
supporting him in ways that were consistent witls bikpressed wishes of ‘not
wanting to know’. | think my complicity with his &hial’ was produced through my
own unique response to his vulnerability, and mgtrdst of meta-narratives as
prescriptions for practice that did not fit with We's way of living his life. In my
reading of the literature since that time, | hawene to think that the work that | did
with Kevin surfaced a compassionate response imwry practice with him, where |

saw his ‘denial’ of the pathology as his way ofriy his life through this.

Kevin steadfastly refused to talk about dying wilitictors, colleagues,
friends, family, and other health professionals.dAyet, | later

discovered that he had spoken to the bank, hisrgarance agent,
and had also talked with our lawyer about his wile had gone
around talking to all of these people, putting tsnn place to make
sure everything was ready in case he died. He lataght a new car
to replace the one | was driving, because it wagirbeng to need
some mechanical work.

Psychological discourses on death and dying cribateexpectation that the patient
will work on themselves through self forming adiies in discourses of rational
acceptance, such as the well published theory difid¢uRoss (1969). Doka (1995)
reminds me that meta-narratives can only ever bepgmoximation of the human
experience of living and dying. Techniques or medilat represent processes of
dying can never really capture what it means to Benner, Hooper-Kyriakidis and

Stannard (1999 p.391) relate the following commé&wts a dying patient.
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All that nonsense written about stages of dyingfakere were complete
transitions — rooms that you enter, walk througlentleave behind for good.
What rot. The anger, the shock, the unbelieveabkerthe grief — they are
part of each day. And in no particular order, githgho says you work your
way eventually to acceptance — | don't accept iddy | can’t accept it.
Yesterday | did partly. Saturday | was there; kafdn a trance, waiting to
die. But not now. Today it is the fear all over imga don’t want to die. I'm
only 33; I've got my whole life to live. | can't beut off now. It isn't just.
Why me? Why now? You don't have to answer. I'm just lousy mood
right now.

As this patient’s narrative illustrates, represgats of death and dying as linear and
progressive stages of denial, anger, bargainingredsion, acceptance, and hope,
Kubler Ross (1969) offers a psychological presmwipfor dying, where acceptance is

constructed as a ‘healthy’ means of coping.

Doka (1995) challenges these discursive productiblying as not taking account of
the unique ways in which people may respond tathiheat of death. In producing a
narrow range of potential responses to life thir@atg situations, he suggests Kubler
Ross’ (1969) theory separates the coping respgesgse use in their everyday lives
inside the notion that dying is somehow a separaperience from living. The dying
patient is constructed within a narrow range oficgpesponses, which are closely
linked to the psychological notion of insight. Dofd®95 p.120) suggests, “... living
with life threatening illness recognises that akpous challenges of life ... remain
an ongoing part of the larger struggle of life dinthg”. He sees the strategies that a
person uses to cope with life threatening illnessbaing derived from previous
experience of life, and his/her own cultural intetptions of appropriate responses.
As well, there may be significant factors relatedthie unique circumstances of the
disease and treatment, and the degree of socipbdugnd other unique factors in the

patient’s life.

It is interesting that Doka (1995) challenges threywhis theory of death and dying
has been taken up as a normalising discourse Ithbaee and popular literature, with

little empirical support according to the rules lofowledge construction in bio-
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medical discourse. He suggests that Kubler Rossawasarismatic psychiatrist who
produced romantic and nostalgic visions of deatli 2D, with little basis for her ideas
in research. However, | believe the work of KulfRss (1969) has been theorised
and taken up as an overarching metanarrative ifiotine of a prescriptive and linear
process of dying. As | read her original work (KemlRoss,1981) rather than
secondary sources, which refer to her ideas, lkeskasrecognition of patient’s unique
responses in the stories she writes. She relatagrative about visiting a woman who
is dying but in denial. In this story Kubler Ros$981) refers to the need to
understand the symbolic language patient’s use vilvey are unable to talk about
dying and how it is possible to communicate with gatient through this symbolism.

She states

It is very important that you do not tear down ttiésnial, that you respect the
patient's needs and the patient’'s defences. But #vese who maintained
denial to the very end were able to talk about #heareness of their
impending death in symbolic verbal and nonverbalgleage (Kubler

Ross,1981 p.31).

| believe Kubler Ross’ theory has been co-opted ithie discursive practices of
healthcare in a prescriptive form with little atfien to the ideas, which underpinned
her original writing. If | had insisted that Keviexccept his dying through the self
forming activities of popular and biomedical discsej | would have denied his
agency in negotiating his own responses at a tifmgrafound vulnerability. In my
reading of Kubler Ross (1981), she understood thilse discursive tensions |
experienced were the result of my own recognitibevin’s unique ways of coping,
and my belief that discursive productions of aaomdl death were insufficient to
understand the reality of our situation. The sistfirepresentations in nursing texts
produce the patient as a rational and autonomalisidual who should be making
insightful decisions about his/her own health. Bpghmy own complicity in Kevin's
‘denial’, was consistent with the way Kubler Rosewd have worked. However,
these tensions between my thinking and my pracigehe private nurse were to

surface again as | struggled to help Kevin manhagestfects of this illness.
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We eventually sought help because we needed togmaha pain and
the other symptoms of the disease like shortnelsseath and fatigue.
With some ambivalence, | convinced Kevin that herdle@ to have a
chest Xray so the doctors could see what they deating with. He

eventually agreed, reluctantly, and put some caomiton having this
procedure, such as having the Xray at a privataicliafter hours,

when he was the only patient. He told the radiogepwho was an
old friend that he did not want to know anythingpabwhat was on
the Xray. Kevin had a similar approach with the tnéactor we saw. |

watched this doctor choose his words so careftdéy skilfully avoided

mentioning the actual pathology while telling Ketmat he needed a
referral to another service, which specialised e tmanagement of
such symptoms.

I think having this Xray was probably the rightrtbito do at the time in order to
access the right interventions, but for Kevin, opgrhis body to the surveillance of
biomedical discourse was difficult. Even when itsw@coming obvious that Kevin
was dying, tensions remained between the discowsethe open body
(Liaschenko,1998) with its “scopic drive” or impalsto look inside his body
(Braidiotti cited in Grace,1997 p.85) and Kevin'ssite not to look. The covering
over of the pathological body remained an impor&trategy in protecting his now
increasingly fragile sense of self. However, witkiie normalising rationality, which
is so prevalent in the discursive practices ofitiigbns, some health professionals did

not recognise or understand this need to not look.

What we wanted was help in managing the pain. Qutire admitting
consultation the doctor said he wanted to do a beoan to see
whether there were any secondary sites. Kevin wasfied. He gave
the ‘help me here’ look that | had come to knowved. | explained to
the doctor that Kevin had only had one Xray in ffest year and
would prefer not to have any more diagnostic tesiess they became
absolutely necessary for his care. The doctor agjteethis, however,
following discharge from hospital, the book Keviasngiven with his
prescribed medications set out, had a note beside of the
medications. “For bone pain”, it said, which was assumption Kevin
clearly did not want to know about.
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Even in the absence of ‘hard data’, health proéesds continued to inscribe Kevin’s
body with the markings of the pathology. Furtherejor was assumed that he wanted
these inscriptions on his body mapped out in tis&ruictions for taking medication. |
think this represents the failure of some healtiigssionals, who privilege notions of
rational insight and universalise informed consenthe norm, to recognise the utility
of denial for a patient facing such a threat togek. In the local world of the patient
such practice by health professionals seems untignkt risks tearing down the
fragile fabric of the patient’s life by assumingatithe patient is able to articulate
threats to self, and covers over the possibilitpthier responses that may support the

patient’s control over such a threat (Russell,1993)

There are significant tensions in the nursing ditere between discourses of denial
and hope, and what is considered to therapeutietdmdal practice with patients who
are dying. Russell (1993) suggests that discousgeational insight into death are
derived from religious discourse where denial gpémding death is seen as blocking
the forgiveness of sin and making amends for opa& transgressions. Psychiatric
discourses also require the ‘patient to work omselves’ to move beyond denial and
show insight that is ‘reality’ based. These dismapractices are predicated upon the
notion that self-perceptions should be externatigstructed according to the expert
truths defined by health professionals. In thiscdlisive production of the patient’s
internal reality, a healthy self-perception acceisateflects representations of his/her
external world. Russell (1993) argues for the pregen of the integrity of self, and
a personal sense of control over one’s own deséis\gritical elements in managing
the implications of threats to the self. He belevbat a sense of optimism and
control is important in buffering the patient's senof self against such threats. As
Alsop (1973 cited in Russell,1993 p.940) puts it,..” hope is vital and threads of
illusion, however threadbare, should not be stdppevay’. This subjectivation in
discourses of hope could be understood as beirgigaedicant that to challenge this

positioning could be to threaten the patient’siliself (Hall,1989).
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The ethical substance (Deleuze,1988) of self fognaictivities in discourses of hope
is concerned with living a life with some kind ofeaning and the belief in a future.
The mode of subjection (Deleuze,1988) involveslivthe ‘felt’ body (Yates,1993)
rather than biomedical representations of it, tree®gnising oneself as a person who
is living a life and capable of participating infature. For Kevin, | think the self
forming techniques (Deleuze,1988) in discoursehage involved the practice of
illusion. Rather than necessarily denying the pathg the practice of illusion
(Ersek,1992) involved alternative readings of tfaets’ that were presented to him
that created the pathology as an absent presdneasIthere in his body but it was
not significant to his everyday experience of fest* body. The symptoms that Kevin
eventually experienced were interpreted as havioliple possible histories, and it
was through these histories that he controlledpnétations of his body and his sense
of self. The ‘help me here’ look was the signal flee ‘private nurse’ to help him
draw this curtain of illusion over his body. Theimlate goal of these self forming
activities was to avoid being ‘set aside from theng’ (Hall,1989) as a person who is

beyond hope.

The ‘prisoner of war’ as the suffering patient

A sense of control over representations of theritkgrating’ body was significant for
Kevin in containing his life in a way that movedybad the pathology. As the
symptoms began to impact, he continued living iésidy working out new ways to

manage activities in spite of the pain and lossinétion.

He set about finishindpouse renovation projects that he had begun
before his illness, even though this sometimedvadohard physical
work, and we had to figure out new ways for hindtothings. He
would plan to take his medication at times thav\akd him to manage
the pain of doing these things. He kept going tekwmtil he was
physically too fatigued to walk around the hospit&len then, he kept
driving the car until the pain became too much.
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Having a sense of control over one’s life and coggover the ‘disintegrating’ body
were centrally important themes in Lumby’'s (1991)ries of women with life
threatening iliness. Like the women she descrikesjn fought to maintain a sense
of his own agency in his life; stubbornly refusitgggive up doing things until the
point that he no longer had the physical capacitdd them. It was during a brief
hospitalisation not long before he died that heabegpeaking in metaphors about

losing this sense of control.

Kevin had become very distressed about being ipitadbsThere were

several events that occurred which | found troufpli®ne afternoon

while an elderly male relative was visiting, Kegaid to him, “John,

you must know how to get out of places like thisi Were a prisoner

of war”. When | explored this comment with Kevig,thld me about a

dream he had had. He said that he had dreamed keowa train and

the train was going into a tunnel. He told me haavhiad tried to get

off the train but he couldn’t and it was gettingrklaHe said he was

afraid that the train was his body and that he \gagg into the dark

and was helpless to stop this happening.
The metaphor of the ‘prisoner of war’ signified ghbss of control. The use of
metaphor is significant in producing interpretaiaf the body and illness. Through
imagery and symbolism, certain aspects of expegi@ne brought out into the open
while others remain hidden (Malone,1999) and unspaa. Metaphor institutes a
resemblance between one story and another throypgbcass of substitution, where
the metaphor is used as a vehicle to move away sammething, but at the same time
retain the capacity to speak of it (Eco,1979). gpepthrough metaphors of the
‘prisoner of war’ and the ‘night train’ allowed Keewvto tell the story of his sense of
capture within discursive constructions of his bahd sense of self as the dying
patient. This imagery gave voice to this feeling aaipture and suffering while
allowing containment of body boundaries. | thinksths the symbolic language
Kubler Ross (1981) refers to in her story of thendywoman who used the image of
flowers, which she said had been sent by her husbEmese flowers signified the
love and care she needed to cover over her losslinad isolation when the stark

reality of her situation was too much to bear.



In biomedical discourse, the suffering of the dypagient often goes unrecognised,
beyond clinical understandings of physical painffing, as emotional distress
seems to be something, which is outside the redpbtysof healthcare practitioners.
The discursive construction of the patient as afgeatbof science privileges
biomechanical interpretations of the body in a @t human responses to illness
may be seen as residing outside this field of mac(Cassell,1991; Rabow &
McPhee,2000). While it could be argued lay peopssy onsider that the relief of
suffering is an important aim for healthcare ptamtiers, actual teaching about this
concept may be almost non-existent in professia@talcation (van Hooft,1998).
Discourses of suffering are derived from both ielig and philosophical values,
where it is understood as part of the human camitbacrifices are made in the name
of one’s country or God, and bravely borne by thi#esing person (van Hooft,1998).
Such constructions illustrate the tensions betwaemedical, ethical and religious
discourses where the meaning of events for thiemqatnay have been overlooked as

having significance for his sense of self.

The construction of meaning is important in intéigigror bringing together a sense
of the self, where goals that define and give nmegano existence are formed. We
define ourselves through the self forming actigitend goals, which are taken up in
living. As van Hooft (1998) suggests the body i$ simnply a vehicle in which we

live life, it is our expression of life. In this m&e, the dying patient’s suffering is

connected with the loss of control over a sendbetelf and the expression of life.

| thought it was time to get Kevin home again. lildosense that we
were running out of time. He was becoming so fatigilnat he found it
increasingly difficult to avoid having diagnostiests. He was
particularly distressed one afternoon when | ardueack on the ward
after lunch. The staff had taken him off to anotepartment for a
diagnostic test. | was surprised that this had bdene. When | asked
him how this had happened he said, “I was too titedsay no. It

didn't seem worth the effort”. While some of theec&evin had

received was very beneficial, such as intravenouns-eanetics, his

presence on the ward seemed to invite intervention.



17¢€

The more fatigued Kevin became during this hospa#ibn, the less resistance he
was able to offer against the pervasive diagndssts and examinations, which he
had expressly stated he did not want to have. Whaeaim of healthcare with the
terminally ill is to alleviate the patient’s suffieg, healthcare technologies remain
central to the discursive practices of palliativedicine. These technologies may
afford considerable relief to patients in the foohigh-powered pharmacological
approaches, and technical devices which simplify mmprove the management of
symptoms quite dramatically (Seely,1999). Howetleg, presence of such patients in
healthcare institutions means that they are adadesas subjects of pathology within

the discourse of the open body (Liaschenko,1998).

The ‘private nurse’ as the body guard

It was the afternoon of what was to be Kevin’s falitday in hospital.

| was sitting by the side of his bed when a youmgfat came in and
sat on the edge of the bed. | can’'t remember exadtiat it was the
doctor had come in to see Kevin about, but | doeraiver the moment
when he noticed Kevin’s eye. | had noticed somegésin the way
his eye looked the previous day but | had said ingthl sat there
thinking, please don’t say anything about it to hiike you can have
ten out of ten for assessment skills, but justtdesy anything. In the
next moment the doctor said, “Kevin, are you ablsg¢e normally out
of your right eye?” and proceeded to assess hiswisYour right eye
does look a bit different to the other one. | thim& should get some
tests done just to see what’s going on”, he said.

This doctor was blissfully unaware that he had ezhilnto ‘monster

territory’. As | followed him down the corridor hought about the
ethics of what | was about to do. | had to explairthis doctor that

Kevin had read about another patient with melanavha had become
blind as the disease metastasised. | knew Kevinafragd of going

blind before he died. | also knew that diagnostists would serve no
purpose for Kevin, but at the same time | could dietuss this with
Kevin because | knew it would distress him to briingut into the

open. The moment | explained this to the doctosave what | meant
and cancelled the tests.



| have no doubt that to have undertaken tests aadhi@ations on this eye would
have distressed Kevin by constructing clear linesvben the pathology and changes
in the appearance and function of his body. Theseriptions of his body, together
with his increasing fatigue, signalled his goingowdh hill’, and | believe this
connection would have destroyed the illusions he bailt around his body. The
diagnosis of further pathology in the eye was agmificant in producing ethical
tensions for the doctor, and for my own practicethes ‘private nurse’. The doctor
could not continue to look at the pathology, beeailr® utility of this looking could
not be supported in the patient’s best interestsitiGuing with the diagnostic tests to
illuminate this pathology would result in the patidbeing used as a means to an end,

that is, to satisfy the impulse of the scopic d(Beaidiotti, cited in Grace,1997).

As the ‘private nurse’, there were also tensiortsvben having access to readings of
these pathological inscriptions, and my capacitya¢b on this knowledge, without
Kevin's consent. In closing off this doctor’s atgeimio construct Kevin’'s eye within
the discourse of the open body (Liaschenko,199&d developed a new discursive
positioning as the ‘body guard’ where | patrollée imargins of his body to fend off
incursions beyond the limits Kevin had previous$fided. Such interference with the
autonomy and liberty of another person is generaligerstood as paternalistic in the
practice of professional nursing. In ethical dissey paternalism is assigned a
negative moral value unless significant benefit tenshown to result from such
actions. Discourses of informed consent thus redaitheavy burden of justification”
(Johnstone, 1999 p.232) for such conduct. BegleyBladkwood (2000) argue that
there are times when the withholding of knowleddeou pathology may be
justifiable in situations where such knowledge wibsignificantly harm the patient’s
sense of self. While | believe my actions wereifiadtle in preventing harm to Kevin
in his significantly vulnerable state, | think tathical tensions in these circumstances
were derived from the compulsion to look at andiréee pathology. There does not
seem to be any justification in looking at all ifete is no contribution that this

looking can make to the wellbeing of the patient.
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And so | returned to Kevin’'s hospital room. Of cgeihe was out of
bed, looking at his eye in the mirror. “Do you tkiits melanoma in
my eye?”, he said. “Well, it could be”, | said. “Bthen again it could

be ......... ", as we began to play the ambiguity gamawihg the
curtain of illusion over the pathology and leavingo play on behind
the scenes.

To be at home during that final week of Kevin'®ldid indeed feel as though we had
returned to a sanctuary. The battles of the woadied on outside the door away
from this private space, which we inhabited togettehink the memory of this

feeling of sanctuary and intimacy was what | fosodunsettling later when | watched

the film ‘The English Patient’

I think I will always remember the sensations ofir@a for Kevin
during this time. He was still able to walk to thathroom and enjoy
long baths. As | washed and dressed him, | coudd tbe inscription
of the pathology on his body. There was a wountismead that was
not healing. His sclera had taken on a yellowisk,as had his skin. |
knew | was seeing the beginnings of liver failunel & also knew this
meant he was dying. But our long days together viibed with quiet
conversations about his comfort and the other imatectoncerns of
our daily lives. It was a time when | ministeredhis body and his
mind, smoothing over and compensating for the giets/he could no
longer undertake for himself. | took comfort frony own ability to
touch and position his body in ways that suppottedbreathing and
his comfort. | learned to respond to the specifaysvhe liked to have
things done for him, as he thought out meticuldasg of action in
moving and positioning himself.

This sanctuary was uncluttered and unfettered Isgudsive practices that drew
attention to the pathology. The battle of the plaitpp had ceased as we worked in the
discourse of the closed body (Liaschenko,1998) alieit’ responses of the body
were privileged. My ‘secret’ readings of the patgy were silent, and unspoken in
the space between us. However, the day before Kkethl found myself once again
positioned in the role of the ‘bodyguard’ whereeltfcompelled to make a clinical

decision in the light of my uniquely situated peraloknowledge with him.
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The nurse wanted to give Kevin an enema. He had tekng fibs
about his bowel movements for a few days nowelned he had been
found out. When he gave me the ‘help me here’ lowalas surprised
by the intensity of my own response to this suggesf an enema. It
felt like that moment in the film *Alien’ when Rapldefends the little
girl against the monstrous and fearful alien beinge was too
fatigued. | knew it would distress him and causen the most
incredible pain. Who knew where the pathology hafdtriated and
what his physical response might be to this prooeilicouldn’t bear
it. Even the thought of it tore me apart. “Over rdgad body”, |
thought as | said, “I think Kevin’s a bit tired fahat today, don’t you?
I'll make sure he takes his medication tonight”.

This narrative illustrates how the language of Ké&visuffering was silent within the
discursive practices of healthcare. The secret uagg of suffering was
communicated between us by the ‘help me here’ legkch drew me in to covering
over his body, while simultaneously speaking in discourse of bowel care. The of
risk rupturing the fragile fabric of Kevin’s illusn and serenity through subjection to
this procedure, that | knew had caused him so npaah before, was not something |
was prepared to live with. There was no ethicaérdiha for me in making this
choice, even though his body became visible in mgdnwith images of bowel
obstruction and surgical intervention. In my distve positionings as the ‘private
nurse’ the justification for this decision was simpHe was dying — soon. As the
‘body guard’ standing at the foot of his bed, mgdiag of his body constructed the
potential for bowel obstruction as the lesser elile refusal to participate in this
ritual of bowel care was derived from my recogmitithat intervention in the
discourse of the open body (Liaschenko,1998) wasefand therefore beyond
consideration (Cassell,1991). My promise to thesauhat Kevin would be a ‘good
patient’ signalled the closure of boundaries aredstnategic withdrawal of the body,
knowing it would be only a matter of time. Lookihgck, | am profoundly grateful
that | privileged the subjugated knowledge of Ké&viauffering, thus avoiding the
indignity of being drawn into these discursive pi@s, which now had little meaning

in the context of this patient’s life.
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Endings and beginnings, finding a path

| should have known when Kevin was going to demlsure he knew.
The night before he died, he was reluctant to gcklia bed. He just
sat there hugging me with all his still considegabtrength, saying, “I
love you, | love you”, again and again. | was fabley his strength
and the fact that there were none of the changas Itthad seen in
other people who were dying. He simply went topsteat night and
when | woke beside him the next morning, he wdk si&ieping

peacefully. | called a family member, who came pberause | had
recognised some kind of change in him, but thereew® Cheyne
Stokes respirations or any other signs. Eventudléy simply stopped
breathing. So quietly that we hardly noticed tharde.

My prior experience with dying patients had allowme to know when they were
going to die and call relatives to the bedside ti#es ‘private nurse’ | had positioned
myself in the discursive practices of pathology asad the body for the impending
signs of death. In doing this | covered over myspaal and contextual knowing as a
means of flight from what | did not want to see.bfigating my own situated
knowing allowed the covering over of Kevin’'s impamgl death as something that |
was unable to look at. But in retrospect, nothiogld have prepared me for the
moment of his dying.

Some time after Kevin died, | asked a family mentbecall the
funeral director that had been chosen. The arrigélthis funeral
director brought a new phase — that of managing iiKevbody
through the rituals surrounding death. | remembigtirgy in a chair
next to the funeral director, with family seatedand me. We went
through the formalities of arranging what was toppan next -
making funeral arrangements. This seemed to benanneus shift
from my work just a few hours previously, whend baen caring for
his living body. Within this shift in thinking, lonked hard to make
connections with family and Kevin's past, to plopath through the
intensity of these events and produce a plan tloaiavbe ‘safe’ for all
of us. When it came time to move Kevin's body |tldepowerful
moment of resistance. | knew | couldn’t be involwednoving his
body. The vision of seeing his body moved woultbbeowerful. |
remember looking at my hands and thinking that hted to hold the
feeling of his living body in my hands. So othenifpg members helped
to move Kevin's body, and this represented the mbnoé my
separating from his body to keep this sense ofgh&ith him.
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When | thought about my resistance to this visibKevin's body, | realised | had
positioned myself in a way that signalled the ctesaf my work with him as the
‘private nurse’. Newman’s (1986) writing on expamgliconsciousness and pattern
recognition helped to interpret the way | had takena new discursive positioning,
where holding the pattern of Kevin's living body sva self forming activity in a
discourse of life rather than death. | think thaasl substance of this new positioning
was the recognition of this patterning of his liyibody in my hands and that this
‘remembering’ held was important in keeping my cection with Kevin. Living and
dying became co-extensive in constructing thistieteof the self to the self, where |
simultaneously let his dead body go and ‘held’livimg body. In creating this space
within myself to preserve the sense of his livimmglyy, | moved beyond the time of his
death and constructed his life as part of, andxtensive with, my own. The effect of
this was allowing my relationship with him to sweias a way of mediating the loss

of his physical presence.

I do not believe this way of mediating the expetenf death should be read as denial
or holding sameness in a static sense of time packs | think | covered over aspects
of Kevin’s death as a way of moving into the futusdiile holding his presence with
me. Shortly after he died,faend sent me a message. It séM/here there is love,
there is life, for love endures ..... love rememberslove survives’l think this was
very good advice from someone who had ‘been thé@te. reality of Kevin's death is
something that has taken me years rather than sdotimegotiate - and to begin
dreaming of him again. At first, | believe did peot myself from it. | took it out and
looked at it a bit at a time, as | was able to ngan& As Hedtke (in press) suggests,
had | subjugated my own responses to dominant alises of grief and death | might
have missed this moment? These dominant discoursiss on the separation of the
living from the dead. The bereaved are encouragadke up self forming activities
such as saying goodbye to a loved one, and tregsbut not living the memories.
They are warned of the potential to get stuck m ghieving process by fending off
emotional responses that are too difficult to Hééerrtocchio,1985). Such modernist

constructions privilege the idea of facing the itgalf death, getting over the loss and
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moving on (Vickio, 1999 cited in Hedkte, in presspvering over and making
illegitimate the continued presence of a loved dbalisallows the continuity of
relationship, which does not necessarily have ® wlith the person (Hedtke, in
press). As nurses, the critical engagement witlrraditive conceptual possibilities
may allow us to form new discourses about how teakpof death and our own

responses to it.

It is three years today since Kevin died. As Itvise cemetery and look towards the
mountain in the west, | feel | have such a stromgnection with him in this place. |
know that | did everything | could have done teelithis journey with him as we ran
together in the dark. The artful practice so adhefand painstakingly crafted within
and between the boundaries of our personal anegsiainal lives, could only be seen
in retrospect. Still, it is a good feeling. | nowave a new life that | live, in a sense
alone, and yet the relationship with him remainthvme. And why should | want it

any other way. For Kevin will always be a part dfoM am.

Summary

Running in the dark is a metaphor, which relatew tiging with life threatening

illness encompassed a journey through unfamiliaitéey towards and ‘unknown’

destination. The mediation of body boundaries wasaegic element of containing
the self; for Kevin as the ‘cancer patient’, and foy practice own practice in the
discursive positionings of the ‘private nurse’. Meological interventions and
dominant discursive productions of the dying pdttaneaten Kevin's fragile sense of
self by uncovering the cancer as the intimate ending ambiguity game helps Kevin
to mediate his body boundaries and contain a senself. This game of discursive

disruption draws a curtain of illusion over his gptkaving the pathology to play on
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behind the scenes as an absent, but querulousnpesséhe ‘help me here’ look
draws the ‘private nurse’ into the discursive posing of the body guard, who
patrols the margins of the body in order to mamttie curtain of illusion. The
metaphor of endings and beginnings describes thmgy of the ‘private nurse’
through the discursive practices surrounding deattd grief. The discursive
positionings of the ‘private nurse’ are relinquidh® recreate Kevin's life as co-

extensive with my own in ways that allow my relasbip with him to survive.

The following chapter on genealogies of practicen® the conclusion of the thesis.
The genealogies of the thesis are discussed as fhathhave been negotiated through
the telling of the stories where the whisper ofeothoices appear at the margins, and
through the gaps in the texts. The philosophical eontextual positionings of the
nurse as a border traveller are explored in reiato the idea of the nurse as the
specific intellectual. This is the thinking nurseho critically engages with the
experience of her/his own practice to form new alisses derived from local and
contextual ‘truths’ about illness, suffering andmdy Finally, | consider the agency of
nurses, and professional nursing, in bringing oracfice into harmony with the
discursive productions in the patient’s local woalk considered in terms of what

might constitute ethical practice.
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CHAPTER EIGHT

GENEALOGIES OF PRACTICE

Introduction

The discussion in this chapter forms the conclusibthe thesis. Writing an ending
for this thesis is no easy task, as there aresienae no endings to the stories that are
related here, or to the multiple possibilities Ine tinterpreting them. Rather than an
ending, | offer some possibilities about how nugsipractice with patients
experiencing life threatening illness could be €uhin the localities of my own
stories. The genealogies of the thesis are explasethe negotiation of paths and
unfolding of ideas in relation to the stories ang neading of them, in relation to the
literature. | explain the experience of relivingesle private stories in the telling of
them, and how the thesis weaves them into thedaifrischolarship. The idea of
‘talking back to myself’ is considered as the metmsonstruct narratives of the self
where my own voice shifts and changes in the t&xtl other voices whisper at the

margins.

The philosophical and contextual positionings &f tlurse as a knowledge worker are
explained through genealogies of practice and peeiic intellectual work of the
nurse. The thinking nurse is a specific intelleGtuwaho critically engages with the
context of her/his own practice to form new dissasr derived from local and
contextual ‘truths’ about illness, suffering andndy The idea of harmonising nursing
practice with the self and the patient’s local wotthrough contingent and thinking
responses, and the recognition of one’s own agescthe nurse, are considered in
terms of what might constitute ethical practicecéloand contextual epistemologies
are explored as ways of theorising nursing practiteugh personal knowledge

surfaced through the critical analysis of contekfuasitionings and the process of



writing as inquiry. The capacities for vision, tlae developed through the stories in
the thesis, are explored as having the potentigdrésent new possibilities for the

practice of professional nursing.

Negotiating paths through the thesis

My journey through the writing this thesis has beateresting. As the stories
unfolded in the telling, | developed new relatiopshwith my own experience
through the processes of thinking, reading andinvgriais inquiry. Overall, | think |
have had a good relationship with the stories tiinathe telling of them. At the same
time | have had to manage the tensions that hase peduced in laying open such
personal stories. | have surprised myself in urdery this study as | have always
thought of myself as a rather private person. trogpect, | think it might have been
easier to do a more personally distant study, t&tbavithin more formal boundaries
of scholarship, rather than enduring the agoniesvioting on the edge, doing what
Bauman (1995 p.19) calls “one’s own untested ptbjdte agonies in such writing
concern one’s own frail self esteem as an ‘untésteiter who is as yet ‘unproven’,

and the very real prospect of failing in such adartaking.

And yet, | was always already situated in the palrand intertwining journeys of
academic work, professional practice and my prilisgel knew this story of Kevin’s
illness and dying, and my experience of being with, would inform my thinking,
reading, and writing in the years following his teaNriting this thesis as a method
of inquiry has brought my reflection and thinkingoat these events into sharper
focus than | think would otherwise have been pdassilb has allowed me to create
nursing knowledge as self forming activities in negcourses of academia and
professional practice. | do not believe that uradenty this thesis has necessarily been
therapeutic, as this would be to make it visibléhimi the language of psychoanalysis.
I think | began exploring this experience becausad curious about the ways people

involved in events had responded, and the feeliag tny previous academic work
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had formed an important element of my own histoireshese responses. In this
sense, the thesis represents a means of expréssite ‘private nurse’, in speaking
of and exploring events where there is a bringoggether of my private relationship

with Kevin and my professional practice as a nurse.

The contextual positionings of the study were dawetl through a substantial review
of the literature. However, the exploration of 8teries in the analysis led me to new
writers as | searched for theoretical tools to makase of events. Through this
process of reading, writing and reflection, | foumgself constantly drawn into new
literature, which took me beyond the chapter ontextmal positionings. There were
times when | went back and wrote newly discovenatth@s such as Cassell (1996),
Douglas (1966), Lupton (1994), and van Gennep (L96@ this chapter. As the
analysis progressed | began to think that thishiegcout into the literature might be
a part of the process of writing as inquiry. | vias between letting the thesis unfold
with these new references to the literature, whieflected the histories of its
genealogy, and my desire to respect the conventidnscholarship. | think my
‘walking through’ this literature alongside my oweflections has extended my vision

in ways that would have been impossible to pradithe original literature review.

While | struggled with some of the methodologicalnsiderations for the thesis,
writing as inquiry was a familiar theoretical apach in my scholarship, and thus
worked more easily within the thesis. The initiaffidulty 1 had was in finding
theoretical tools in Foucault’s original writing guide the analysis. There seemed to
be some significant theoretical and methodologstadts from his earlier writing in
The Birth of the CliniFoucault,1975), and his later work on the gergatif ethics
(Foucault cited in Dreyfus & Rabinow,1982) and t@dues of the self (Foucault
cited in Martin, Gutman & Hutton,1988). His lateriting on the genealogy of ethics
seemed to provide some of the detail | wanted éoimsindertaking my own analysis.
Reading Deleuze (1988), Walzer (1986), Kendall @idkham (1999) and Blacker



(1998) extended my understanding of Foucault’simgiand seemed to provide some

actual theoretical tools to work with.

The method of analysis developed through ‘pradiisinas the thesis progressed. |
realised | was relying heavily on secondary sousres that my own interpretations,
informed by the work of writers other than Foucauttay have produced some
tensions with his original ideas. It was at thisnpohat | stopped calling the study a
Foucaultian analysis and began to write that tlesithwas informed by ideas drawn
from Foucault’s writing. Perhaps | have paid tooctmattention to this detail of the

theoretical basis of the thesis, and this may hawestrained my voice and my
thinking in the writing of it. As well, | am awatbat | created a shift from calling the
thesis research in my first conceptualisation aaching of it, to a knowledge based
theoretical study centred on my own personal rafias. This shift has served to re-
establish the discursive lines between what isidensd formal research and practice
knowledge, which could be considered as informaiyvape and outside the

boundaries of academia. While | am complicit inesgablishing these boundaries, |
believe this thesis represents a unique and vauailelw of nursing practice and

scholarship, and my accommodation in the naminghefthesis may serve to the

avoid ‘thorns’ in it catching on the fabric of aeswlia.

Narratives of the self

The process of ‘talking back to myself’ has invalgositioning myself in discursive
statements where | become visible with the insiomyst of the ‘private nurse’. These
positionings uncover my own voice as the self'atieh to the self, as | undertake self
forming activities in various discourses. The as&lyhas required a self-conscious
awareness of the multiple possibilities being piayeit the context of particular
moments in the stories. The analysis also offeaslings of the histories of these
possibilities, however | am aware of the tensidreg airise in these readings where |

have taken up contradictory discursive positioningy reading of the possibilities
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presented in these discursive positionings is méa by my own histories in terms of
values, beliefs and cultural and professional jrast For this reason, | may have
covered over other possible interpretations. | & aware that other people who are
excluded from the text or exist as nameless sha@dbwise margins of these stories.
This exclusion represents one of the ethical terssidiave experienced in the thesis. |
have been torn between wanting to situate theestovithin the connections to people
that were part of this experience, and the ethieglirement to protect the identity of
these people. In a methodological sense, theselgpdmve been excluded from

contesting my own interpretations of events, whigre ‘push and pull’ of other

interpretations may have supported the negotiatf@iternative and richer readings.

| have worried about the implications of puttingesk stories ‘out there’ into the
fabric of academia where they will remain accesstbl whoever may want to read
and engage with them. As | realise there is noipiigg of taking the stories back
once the thesis is submitted | worry about whethginterpretations are credible and
if I have done the stories justice. | am awareaw th have been pulled into particular
discursive frames in interpreting the stories dmat both strangers and friends may
read this work, and interpret these events diffiyehe writing of the stories has
also involved reliving my experience of being witevin. | found this to be an
interesting experience in that it was not entiggdgsible to predict my own responses
before | experienced them. By this, | mean thataleh found the reliving of
experiences connected me to them again in thededf them, and this reconnection
felt good even when | had to take time out to edhefwork through what | was
feeling. | have found writing the stories much lessluous than managing some
interactions with other people in my everyday lifidere sometimes well intentioned
people have attempted to draw me into events teatikely to surface feelings of
loss. The difference in telling the stories in thesis is that | have control over my
own writing and how | wish to address an audiemh@n able to write, or take time
out from writing as | wish, whereas in my interacs with other people there is

always the potential for coercion which might take beyond my own desire to
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speak of things. Within the thesis some events lh@en covered over because they
were too private where the need to “mind myselftha “aftermath” (Lightfoot,1983
cited in Clandinin & Connelly,1998 p.169) of theudy through the setting of
personal boundaries became an over-riding factr.nie there has been a very real
tension between telling the stories as a meansfofming nursing practice and the

need to consider whether certain moments shouiddbeded from the conversation.

In relating intensely personal moments, such asstbey of Kevin's death, | risk
trivialising profound aspects of human life, and ¥&s story uncovers something
important for the practice of nursing. | could matve predicted my own response to
this moment of Kevin’s death, where | chose to diglw from my positioning as the
‘private nurse’. This withdrawal from the vision dfis body could have been
interpreted as lacking continuity with my prior Wowith him. And yet, my own
unpicking of the genealogy of this withdrawal unemd it as a means of holding
myself together in a way that was continuous withliving body. Other discursive
readings of this moment may not have recogniseds#ffeforming activities of my
own unique positionings. There is also the potérta the discussion of private
practice moments with health professional to b& seeappropriating their practice as
a means to an end in telling the stories. Howewviirink the utility of these readings
of Kevin’s responses, and my own, is in explairting genealogies of these responses
as the self forming activities of uniquely posigah subjects. The reader’s
engagement with the reading of these responseentayrage self forming activities
that take account of the patient's histories anddpce new possibilities for

professional practice.

I am aware that this thesis has created Kevin's/st® my own, where he is present
only through my interpretations of the text, whiomy or may not have been
consistent with his interpretation. | have workbadotigh the telling and analysis of
the stories with a self-conscious awareness of kmpWevin and have made certain

assumptions about what may have been importantino hhave agonised over
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naming Kevin in the thesis because this naming wersohis identity and intimate
details of his life. My decision to use his namesveerived from a belief that the
stories needed to be situated in the relationsaip/den us to retain their “evocative
power” (Ellis,1995 p.328) in drawing the readeirtis/her own interpretations. In
doing this | have risked using Kevin as a meansrioend in writing the thesis,
however | remind myself that these are also myietarf my witnessing and presence
(Lawler,1997) with him. It is possible that fictialising Kevin’s identity would have
reduced his presence to that of an off-stage shaddwn for me he was a central
actor in these stories who had a clear understgnafirhis own agency in keeping

himself centre stage in his own life drama.

There is a further difficulty arising from this mart of ‘talking back to myself’, which
concerns the drawing of conclusions from the ssoidy thinking about this has been
informed by my reading of Ellis’s (1995) story oérhhusband’s illness and dying
where she shows how she struggled over ending akihgisense of the events she
had related. In the light of her discussion, |ismal cannot close the stories off by
constructing themes or categories from the analgsighis would generalise the
particular in ways that would be inconsistent ville methodology of the thesis. As
Ellis (1995) suggests to me, this study cannot tepped up neatly. To some degree
the stories need to be left in a state of open démeks where the reader is able to
bring her/his own histories into making sense am@mmng from them. Therefore, in
this concluding chapter | have worked to bring thge the context of events and my
own interpretations of them, as the relations & self to the self. In tracking the
potential for movement within discursive positiogen | show how subjectivation
occurs as an active process, which provides thesneatransform the sense of self.
The identity of the nurse can be seen as produgemigh doing nursing, where
subjectivation is negotiated and contested thraligbursive formations, and certain
authorities are taken up as the subject’s own gonegthin the immediacy of the

local context of nursing practice.
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Genealogies of practice

The stories related in the thesis are strategigalportant in unsettling the taken for
granted and universally accepted practices in hegié settings. The tensions arising
from contradictory positionings for Kevin as thencar patient illustrates how he
brought his own genealogies to the discursive fieldhealthcare practices. The
diagnostic inscription of cancer threatened toutisthe boundaries between Kevin’s
positioning as the cancer patient and his practith cancer patients in medical
electronics. His new identity as the cancer patmilapsed the distance between
insider and outsider positionings in the field afiotherapy practice which kept
health workers from being engulfed in the sufferisfgcancer patients. This story
shows the unique demands for Kevin in taking upitleatity of the cancer patient
when some degree of distance from such patientsawantral element in allowing
him to undertake his own professional practice. Miinéing of his scope of practice
with cancer patients following his own diagnosiscdiae visible as a distancing
strategy in removing himself from the patients’dbon to do other work where the

patients were not visible.

Kevin's history as the cancer patient marked hina atranger. He was living life on
the margins of normality, seeking readmission ts former life through his
engagement with the discursive practices of healthtechnologies in the hope that
his previously healthy and normal body would retudis histories of exercise and
fitness and his own professional practice inforntiee ways he negotiated paths
through the experience of life threatening illndds.created a new relation to himself
through the self forming activities of health anthdss to strategically manage the
telescopically visible shadow of disease in hisybdd finding his own agency in
living with the implications of the disease he bweaa “wilfully absent subject”
(Hutchinson,1997 p.41) of pathology. He ran aftarkdand out of sight of other

people, in order to call himself into being as altigy person.
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The evocative power of these stories calls intostiae the procedural doing and
established patterns of work in healthcare institg, which does not take account of
the histories of patients and other people involvedtheir care. Within the
normalising discourses of health and biomedicin®e patient and the nurse
participate in previously scripted and formaliseehlthcare activities. The formal
prescriptions that are implicit in these normalispractices do not take account of the
patient’s agency in responding to threats to thie Ner do they allow for the nurse’s
agency in crafting unique practices to meet théeptis specific needs, wants and
desires. This ‘blind’ obedience to universally guteel practices refuses the agency of
the patient and the nurse in forming new discurggsitions, which may support
ethically sustainable practices within the patientcal world. In uncovering the
potential for the contestation and negotiation ¢fcdrsive positionings, | make

visible other possibilities for action in the fortizan of new discourses.

A more specific approach to nursing practice mighke account of the
‘microphysics’ (Blacker,1998) of power in the pration of subjectivity and the
multiple and contradictory knowledge positions whidiscursive subjects may
occupy. With this in mind, nurses need to consider they represent the interests of
the patient, in terms of whom they claim to speak &nd the theoretical ground on
which this capacity to speak is based. In positignourselves within specific
healthcare discourses, nurses should question dhengtions that they make in
taking up particular knowledge positions in théntigf what might constitute ethical
practice in the patient’s world. Responsible sgite for the production of knowledge
are concerned with the critical analysis of the sviaywhich we have come to govern
ourselves and others through our ‘expert’ knowledgd practice, which allows or
denies certain knowledge as true or false (BlagRE8). In finding one’s voice as an
intensely local knowledge worker, the nurse cetsé® an expert speaking about the
patient’s case. Instead, the nurse addressesdakdod immediate effects of nursing

practice, and other healthcare activities, withia patient’s specific location.
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Notions of what is ethical practice becomes neggdiaand contested through local
conversations which privilege the capacities of gagent and the nurse in taking up
other discursive positionings as alternatives te@séh prescribed through the
sovereignty of expert power. In the local and cetutal world of the patient, visions
for practice may be negotiated moment by momerdutin careful exploration of
discursive tensions and the critical appraisalhef wtility of alternative possibilities.
This development of local knowledge relies on theitg of the nurse to explore and
trust her/his own judgement and nursing responsesitiuations where visions for
practice may not be clear. In ‘un-picking’ and gewing’ the stories related in the
analysis of the discursive production of the carpadrent and the private nurse, it is
possible to imagine new possibilities for the ethgubstance of nursing. This ethical
substance creates the potential for new concepéii@ns of practice, where nurses
and other health professionals take responsitbdityhe effects of their activities with
patients. In this ‘un-picking’ of the stories, | aooncerned with the discursive
positionings that are taken up by the patient &edhealth professional in the story. |
identify the means through which subjects beconsébhd in discursive statements
and the effects of these subject positionings @tifip moments of practice with the
patient. The ‘re-sewing’ of events involves thdingl of alternative stories, negotiated
between the actors in the events, to produce a sthreally desirable outcome in the

specific context.

| believe the doctor who revealed the implicatiasfsthe pathology in a brief
conversation with us, in that moment fracturedfthgile fabric of hope that we had
built around ourselves. It is possible that thistdotook up this disclosure as a self
forming activity in the discourse of the open bddlyashencko,1998). The ethical
substance of this discursive positioning may hasenbthe recognition of himself as
the ‘expert’ knower, in terms of seeing himselfrasponsible for ensuring that Kevin
and | developed insight into this life threatendiggnosis. As we had never met him
before, this doctor had little understanding of gemealogy of Kevin’'s and my own

responses to this experience of life threateniimgsls, and therefore how we might
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respond to the giving of this information. The dhstre of his readings of the
pathology seemed based on assumptions about whantgashould be told in these
circumstances. Drawing the patient into this dissewf insight about his death did
not consider the aftermath of giving of such infation, because the patient’s
suffering was not visible as a professional resjility in this moment. The

inscription of the body with this map (Wellard,1998f the pathology and its

potential down hill (Froggatt,1998) trajectory felhescapable and intensely
frightening. As the patient, | think Kevin becamdystander in drama of own life,
and in this moment, his capacity in finding his opath through the experience was

denied.

Other possibilities for practice in this moment ché¢e take account of suffering in
response to threats to the self (Cassell,1991)canttol over representations of the
disintegrating body (Lumby,1997) as important eletaeof the patient's agency.
When the patient’s body is constructed as an oby#tin discourses of biomedical
science, suffering moves beyond the sayable assimply not visible in discursive
readings of the pathology. An alternative story lmigee the doctor introducing this
patient to others who have similar diagnoses, eitheperson, or by telling their
stories. Such stories could include discussionsitabow some people have lived
with the same iliness for long periods of time. vsll, stories about other patients
who have died soon after diagnosis or have livedaftonger time would fulfil the
obligation to ensure the patient does recognisethigadisease could result in death.
The telling of these stories would leave the intetgtion of the pathology with the
patient to make sense of it in the location ofHes/own life. In bringing suffering
into the light of professional practice, the aftatinthis telling of bad news becomes
visible (Cassell,1991) as something the patientthedhealth professional negotiate
through engagement with one another. The patidiainge the capacity to be the
central actor in his life and the doctor becomesdtory teller who opens up various

possibilities for the patient to create scriptstm/her own drama.



The moment when the ‘private nurse’ became the dpaalyl is useful in illustrating
how resistance may constitute ethical practiceutpnothe telling of an alternative
story. The doctor’s desire to carry out diagnotgts on Kevin's eye shortly before
his death was located in the discursive readinghef body for the presence of
pathology. As the ‘private nurse’ who was livingstillness with Kevin, | recognised
the potential for the examination of his eye toauss the pathology as a threat to self
in the form of blindness. The doctor was locatedairdifferent story where the
examination of the eye would be considered as @tpi@ctice in identifying disease
in order to re-institute the normal functioningtbé patient’s body. What the doctor
did not see was the potential effect of the thteatelf for Kevin in uncovering the
pathology when there was no hope of cure. My rasc& in this moment was
concerned with the ethical utility of the doctopsoposed actions when he had not
recognised the suffering such an examination corddte. When | invited the doctor
to participate in an alternative reading of theystf the eye and its connection with
blindness and terror, the patient became visiblaew ways. | had encouraged the
doctor to take up suffering as the ‘thought of déside’ (Deleuze,1988) which made
his prior prescriptions for practice unsustainabléne doctor's new discursive
positioning privileged suffering over interventidhrough this shared reading of

Kevin’s histories in relation to his own.

The story of the eye shows how attention to thenes in the local world of the
patient requires an unpicking of the structuresictwisupport the knowledge that
participants bring to events. In the busy doingweéryday work, procedures such as
investigating the pathology of the eye become saliar and prescribed that health
professionals are often unaware of the knowledg@rmng their practice. We may
not consider what we know, or how we have comertowk certain things in our
practice, because the discursive positionings wga@a in make these practices
invisible to us. Paying attention to the detaikotnts through the stories that patients
and others involved in their care might tell, suppohe blending of the fine detail of

personal experience with the straight seams ofepsidnal knowledge and practice.
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The contestable readings of events and the cotistnuof new discursive
positionings with the patient may sustain a visidrethical practice where the nurse

works to support people to live their lives witle tbapacity for action and choice.

The ‘thinking nurse’ as the specific intellectual

The discursive analysis of nursing practice in ttiissis uncovers the light and
language of nursing in the present moment. It makisgle our capacity for
resistance and the possibilities for entry into mscourses. As subjectivity is formed
through multiple and contradictory discursive posiings, the nurse comes to see
what can be done, what s/he knows and thus whass/fiée analysis of the stories in
this thesis shows how nurses may bear witnessitbparticipate in, the production of
new subjectivities (Deleuze,1988) in local sitespoéctice with the patient. The
ethical substance of the ‘thinking nurse’s condudth the patient, and others
involved in his/her care, is concerned with thectpe rather than the universal
(Blacker,1998). The part of our conduct that igvaht for ethical judgement is the
nurse’s practice with the patient. For the ‘thinkinurse’ there is a critical self
awareness of the scope of the practice environaushtwhat is happening within it.
This ‘thinking nurse’ recognises how healthcaretiingons work as sites of
knowledge production and the impact of such knoggeih the place where patients

and nurses interact with one another.

The ethical substance of my practice as the ‘peivatrse’ can be seen in my refusal
to accept a six week wait for a consultation wh&ndw surgical intervention should
be undertaken at the earliest opportunity. It $® alisible in my practice with students
where | set boundaries around my private experi@ideving with life threatening
illness to avoid what | considered pollution beloaviin the classroom. Negotiating
discursive productions of the dying patient in pigythe ‘ambiguity game’ shows
how | recognised that formal representations oéfgand loss were insufficient to

manage the complexities of my situation with Kevidis refusal to look at



representations of the pathology or to speak attging challenged my own thinking
in a way, which led me to consider other possibsitfor ethical practice with him. A
further example is illustrated in the moment whiea murse wanted to give Kevin an
enema the day before he died. The ethical substEnmy positioning in a discourse

of suffering made this practice unethical, as Kesvauffering became visible.

The mode of subjection for the ‘thinking nursetncerned with recognising his/her
relation to the rules produced by discursive stat@siand how the nurse chooses to
position him/herself as obliged to put them intagiice. The mode of subjection for
the specific intellectual is harmonisation (Black®08). The nurse brings his/her
ways of speaking and acting into harmony with theggmt’s location, paying attention
to how particular interests are represented inudsions about the patient’s care.
There is a concern with whose interests are repredeand how the nurse’s ways of
speaking and acting are implicated in constructiofisthe truth. Emancipatory
practice occurs through the shifting of the growicknowledge where there is the
thought of the outside (Deleuze,1988), which isrtftenent of resistance. The nurse’s
attention is directed toward the power/knowledgeragements in the locality of
practice with the patient, and how these arrangé&nehpower create obstacles or

enable capacities.

The mode of subjection is visible in my practicetlss ‘private nurse’ in my moment
of refusal of the receptionist’'s appointment timeew | already knew there were other
possibilities. With the thought of the outside, @hproduced the possibility of new
discursive positionings, this wait of six weeks vwgeen to challenge. The seepage
between my work as an educator and my positiorasgisevin’s wife and nurse also
produced the thought of the outside as resistamd@oimedical constructions of life
threatening illness. My former use of singular aogierarching biomedical
metanarratives became insufficient in my teachiegaise of my new awareness that
they failed to represent the concerns that pasantght have in his/her experience of

illness or trauma. This approach had also disalibwexognition of the local and
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immediate capacities of both the patient and theenin choosing their own uniquely

situated ways of participating in healthcare atitgi

Kevin's refusal to look at the implications of palbgy also challenged my previously
taken for granted assumptions about how patienghtoto respond to situations
where their lives are threatened by illness. Tlasseimptions were also derived from
my own positionings in dominant discourses, in ttase metanarratives of grief and
loss. The ‘ambiguity game’ is an example of anmafteto harmonise my practice
with Kevin's location. | recognised my own relatido the rules produced by
discursive statements as the need to support Keeapacity to interpret knowledge
about his illness in ways that enabled represematif his concerns. | think the
motivating factor for me as the ‘private nurse’ iaselp Kevin maintain a sense of
integration of self that included hope for the fetuThe confrontation of his own
erasure in conceptualising his own death may hawmstituted unethical practice with
him in disallowing his capacity to create his owrdarstandings and responses to this
illness. My refusal to participate in the discouodebowel care with the nurse is a
further example of how | recognised my own subjetion in a discourse of
suffering. This recognition of the potential fopeocedure to cause pain and distress
in circumstances where there was little positiieafto be gained for the patient.
This refusal illustrates how the discursive statetmeof suffering informed my

thinking about what constituted ethical nursingcticze in this moment.

The self forming activities of the ‘thinking nursieiclude attentiveness, honesty, and
competence as the means of ethical self transfamdBlacker,1998). The self
forming activities of my practice as the ‘privaterse’ show how | paid careful
attention to the detail of the Kevin’s locationattempted to make my own practice
ethical through debate, negotiation and accommaaat activities and outcomes for
nursing care with Kevin, and with nursing colleagjuého were involved in his care.
In attending to what concerned the patient, | @ty evaluated the utility of

knowledge in the light of its history of productigDeleuze,1988). | engaged with the
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multiple possibilities derived from different thetical positions, and from my own
practice experience, but remained suspicious aheupotential effects of knowledge
within Kevin’s unique location. The practice of lesty involves a critical self

awareness of one’s own ways of understanding andgliin the world and the

recognition of alternative ways other people magode to respond in particular
circumstances. Critical self awareness also cosctra careful consideration of the
effects of one’s own professional practice, in tewhhow others are affected by the

activities we undertake.

Competence is the skilful practice of nursing whitie nurse moves in concert with
the patient, offering nursing responses negotiatéin the patient’s circumstances.
The nurse may create a new category for the pateie ‘special case’, as | did in
approaching the surgeon to ensure Kevin did notehavsix week wait for a
consultation. As the ‘special case’ | moved Kevip&sitioning as the patient within
the institutional practices of the healthcare agetoecaccommodate his specific needs
and interests. The ability to undertake this reegatization relies on the recognition
of the nurse as a competent and respected praetitiespecially by other bearers of
power. The use of alternative networks of powetesved from the nurse’s ability to
use power as a means to call others into being math discursive positionings. The
ability to use formal and informal communicationtwmerks facilitates access to
people who are bearers of power in the institutioreiworks. The recruitment of
such people to the cause of the patient may all@wnurse to move things in a new
direction in the interests of the patient. Theriing nurse’ also utilises theoretical
tools drawn from multiple locations through rigosoengagement with the published
literature. As well, the critical consideration wly own professional histories with
patients in similar circumstances, surfaced pelspractice knowledge which was

important in finding local solutions to local prebhs.

The goal of these self forming activities of thersgy as the specific intellectual, is

self mastery over one’s own practice where the entiakes responsibility for the
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effects of his/her conduct with other people. SaHstery involves attempting to
regulate the entry of self into discursive pradibg paying serious attention to one’s
own professional world and being committed to selbnscious practice
(Blacker,1998). It also concerns the use of seld a®nduit for power where nurses
emancipate themselves in their practice with p&iahrough their capacity to
recognise, move within, and use networks of poBech activities require the nurse
to be politically astute in knowing when to makeeself visible as the speaking
subject in challenging institutional practice whideny the patient’s freedom, and
knowing when to work behind the scenes in covetibacl believe nurses become
nurses by acting with the recipients of healthdarerder to move themselves and
their patients towards wellbeing and the freedonivi® life on one’s own terms. In
taking the centre stage in the drama of their ovactre, nurses may find a ‘will to

power’ (Foucault,1979) and the means to work insméiat are emancipatory.

I do not believe the idea of the ‘thinking nurse’the specific intellectual necessarily
offers new ways of working for experienced nursas,| think elements of this
approach were always/already visible in my practicén Kevin. It is also possible
that local and immediate ways of working with pats&swere already present in the
other histories of my practice, and | believe | dalso seen them in the practice of
other experienced nurses. | think there are reastwgsnurses choose not to work in
these local and specific ways with patients. Wlolal responses may best support
ethical practice in the patient’s location, econsinrand legalistic notions of what
constitutes nursing practice may drive the nornraispractices in healthcare
institutions. The ‘thinking nurse’ may be situateda turbulent space between these
normalising practices and the patient, where theennegotiates a path between the
patient’s interests and those of the institutiome Tcreation of new discursive
positionings for the nurse as the specific intéllatinvites the nurse to engage with
the patient in ways that may challenge previousiyd hassumptions about what

constitutes ethical nursing practice.
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Harmonising nursing practice with the self

Blacker (1998) explains the ethical substance envtlork of the specific intellectual
as bringing one’s practice into harmony with thealton in which one is working.
This harmonisation involves the recognition of #gency of the nurse and the patient
in performing discursive positionings, where idgnis formed through the ‘doing’ of
subjectivity. Developing local responses to locablgbems in practice creates the
nurse in new ways, which challenge how the subgeealways/already positioned in
other discourses. Choosing paths for practice & uhique circumstances of the
relationship with the patient is likely to produdescursive tensions for the nurse. In
creating the patient as the ‘special case” the emumsly occupy a liminal (van
Gennep,1960) space with the patient. While thistioméng may offer new capacities
for practice by producing the ability to ‘move ths about’ for the patient within
one’s own knowledge and networks, this liminal gpa@y also be a dangerous place
to stand. It makes the nurse visible as resistitg normalising practices which

produce the classification of subjects within heedre institutions.

My practice as the private nurse brought togethgrpnofessional knowledge and
experience with my private positioning as Kevin’'gewIn this space, my vision for
appropriate responses in the context of our liwesreled beyond the usual capacities
of the nurse in relationships with patients. Thision enabled me to harmonise my
practice with Kevin’'s location through my personationship with him, however it
also produced my positioning in a liminal spacavbet and between’ the boundaries
of public practice and private life. My presenceswmat signified with the authority of
the professional nurse employed by the institutRather it relied on my prior status
as the professional nurse, which was open to cigdlén these circumstances. The
covering over of my private body through profesalopractice was a means of
harmonising the self's relation to the self by @dpating in discourses which made
my presence visible as the professional nurseréthe the wife. My participation in

a discourse of endurance avoided the possibilithafing to confess my private



204

feelings to other nurses when such disclosure wdwdge exposed my own
vulnerability. Covering over the private body aweildsympathy from other nurses,
which would have been unendurable as the wife. Hausonising practice with the
self sometimes involved denial of other discurgiesitionings in the public theatre
of healthcare. My personal performance as the wée played out in private spaces

with Kevin and other people whom I trusted.

My refusal to position myself in a discourse of femsion also signified my
reluctance to participate in metanarratives oficrad crisis intervention. For me,
harmonising practice with the self required opesngs multiple possibilities for
discursive movement and the capacity to responth&nmoment’ according to what
felt appropriate for me in the circumstances. Tepresented a refusal to subjugate
my own knowledge and experiences to the prescriptihhat my participation in
expert psychological discourses would have proddoedny own responses. My
mode of subjection in the discourse of enduring ti@sbelief in my own ability to
choose ways of living through, and expressing tireat to Kevin's life and the
impending loss of our relationship. The desire doedor him was derived from the
histories of our relationship and my recognitionhef suffering. My participation in
the discursive practices of professional nursimyigied a means of containing this
threat to self, which the loss of the relationssignified. The self forming activities
undertaken in the discourse of enduring mediatedottundaries of my private body
and harmonised the self’s relation to the self\myiding interpellation as the feeling
subject. The goal of these self forming activitdsboundary containment was self

mastery over the expression of my own feeling resps.

Harmonising nursing practice with the self involvéoing what was consistent with
the recognition of my own capacities produced tgloumy unique discursive
positionings. However, these positionings were ifeagn that it was sometimes
difficult to hold my own performance together iretface of boundary transgressions

into the space of my ‘private body’ by other nursesme nurses attempted to create
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distance between the personal and professionat@spemy performance as an actor
with multiple parts in this script for professiongptactice. It is possible that the
nurses, who reminded me that | was Kevin’s wife aathis nurse, were operating in
a discourse of protection, which clearly demarcafmsce between the clinician and
the patient. This demarcation equates distance fra@rpatient with rationality and

the ability of the nurse to make objective judgetaeabout how s/he will undertake
professional practice. My presence as the profeakinurse and wife was ambiguous
because it threatened these systematic and hyailgniordered relationships

(Douglas,1980/1966) within the normalising discesrsf the healthcare institution.
It collapsed the space between the nurse and ttenpan a way that denied the
potential for clean professional boundaries andeabje judgements about the

patient’s case.

However, one may argue that the professional nalgays/already exists in an
ambiguous position in the nursing relationship with patient and that the notion of
clean boundaries is a fiction. The collapse of &ogpace is a critical element in the
development of closeness (Savage,1997) betweenutse and patient, where the
occupation of common space through the ‘doing’ wfsing activities requires some
degree of emotional investment by both participaBgundary containment is an
important strategy in holding the nurse togethesnremotional sense, to avoid being
engulfed in the patient’s suffering responses. @gency of the nurse lies in the
capacity to move between distance and closened€rggagement and disengagement
with the patient. This movement enables the nusehdarmonise her/his own
responses with the possibilities presented in mésneinengagement with the patient.
Discourses of protection legitimate the dominatudrpeople who are constituted as
too vulnerable to make decisions for themselvesf(vian,1994). While there may be
times when the protection of vulnerable peoplevoicdaharm does constitute ethical
conduct, it also denies the capacity of the numsanbke expert scientific care

continuous with personal care and intimacy. It dsertihe unique potential for the
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nurse to work in ways, which skillfully negotiateetboundaries between professional

and private bodies.

The demarcation of boundaries between professjuaaitice and private life creates
space between the inside and outside of public mivéite bodies. However, this
inside always/already co-exists with the outsidenaling a relation of continuity
rather than separation. This conceptualisation @ftinuity enables movement
through the inside to the outside of what is cfess$ias professional or private
without leaving the inscriptive surface of the bd@®roz,1994). Harmonising practice
with the self involves working between containmemtd loss of containment of
emotional boundaries. The nurse binds these segndifterent elements by freely
choosing to invest emotional energy or not. Theidmdf the patient and nurse enter
discursive fields in ways that are continuous aredl getain the capacity for
disengagement. This disengagement is important evhextremes of human
experience with life and death (Welch,1997) areoantered by nurses in their
everyday practice with patients. The permeabilitybody boundaries creates the
potential for the nurse to witness the woundinghef patient (Liaschencko,1998) in
ways that may surface the abject, as the nurseséhe mortality of her/himself and

the patient.

The vision of the patient’'s wounded body is anctftd power (Deleuze,1988) in the
form of the abject. The covering over of the pateemwounded body in these abject
moments is also an effect of power, which contaims nurse’s own emotional
distress. In this way, harmonising practice witle telf involves negotiating the
tensions between caring for the patient and thetegiic management of the nurse’s
own emotional responses. The ethical substancéeofntirse’s positioning across
discursive fields of care and abjection is an effet how the nurse comes to
recognise her/his responsibility to intervene ia platient’s situation. This recognition
informs the ways in which the nurse locates herdeimin the patient’s context as a

person who possesses the necessary capacitieeneeme effectively to relieve the



patient’s suffering. Intervention in the patiensguation becomes something the
nurse does as a way of bringing her/his own valoelefs and practice into harmony

with the self through nursing activities.

Surfacing local and contextual epistemologies forursing practice

Harmonising practice with the self is the effecseéing and speaking (Deleuze,1988)
in the locality of nursing practice with the patiemhe nurse becomes the nurse as
s/he constitutes the self’s relation to the selbtigh doing the activities of nursing
practice. The stories | have told of my practicé¢hia thesis records these processes of
subjectivation and thus the conditions, which gavkow, the relation to the self
constitutes nursing. Writing and talking about mugspractice situates the nurse
within specific contexts where the constructionsobjectivity occurs through the
interlacing of power between the sayable and tiséble (Deleuze,1988). It is this
space between the sayable and visible that crdaasiique capacities of the nurse to
practice in the light of local and contextual knedde within the patient’s situation.
Writing the histories of my own nursing practiceings genealogical methods of
inquiry has surfaced these local epistemologigzadtice. Harmonising practice with
the self is an effect of recognising this local Whexige, bringing professional
interpretations into harmony with it, and being cemed with the effects of nursing

practice for the patient and oneself.

For me, one of the most challenging aspects of baismg practice through this

recognition of local knowledge was managing my ovasponses to Kevin's

interpretations of the pathology. In particularistitoncerned his desire to ‘pass
himself as normal’ by covering over the Othernddsi®body. | had to come to terms
with his responses in the light of my own knowledd¢he disease and the prediction
of death | knew it held. The ethical substance arfonising practice with the self
involved my belief that Kevin should live his lifie ways, which were consistent with

self mastery in his relation to himself. This sakistery included having some control
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over interpretations of his body and the freedorahtoose how he would live his life
in relation to these interpretations. My own selfnfiing activities in the light of this
local knowledge necessitated managing the tensiogisveen my professional
knowledge and Kevin's interpretations of his botMy ambivalence about holding
this knowledge about his impending death, and meimmgi silent about it, was
mediated through my recognition that speaking ofth@agy and death would

constrain Kevin’s capacity to respond to these &ven his own terms.

The techniques of self | employed to mediate thibigalence included playing the
‘ambiguity game’ where | offered multiple repressigns of the symptoms of the
disease to bring out the possibility of local ipretations beyond the dominant
discourse of pathology. In surfacing local epistig@s to inform interpretations of
these symptoms, | satisfied my own desire not thivald information from Kevin.
At the same time, | ensured he retained the capacitundertake self forming
activities in ways, which supported his abilityitarmonise his relation to himself. In
destabilising the metanarratives underlying repredgmns of his body as
pathological, | supported Kevin's potential to c&limself into being through
discursive positionings affording new capacitiesdelf-interpretation. His choice to
‘curtain off’ the view into his body was a self foing activity where he merged
‘fiction” and ‘reality’ to construct new stories abt his relationship with his body. My
desire to respect Kevin's unique ways of situatingself in relation to knowledge
about this illness challenged my positioning infpssional discourses on death and
dying. This challenge moved me to the recognitibat tmetanarratives offering
normalising prescriptions for patient’s respongesuch situations where insufficient

to support nursing practice in the context of matrenship with Kevin.

| began to read Kubler Ross’ (1969) writing in nevays, which led me to an
understanding of her ideas as literature rathen tha an empirical model. This
recognition surfaced my own capacity to engage Wweh profoundly moving stories

and move beyond my prior understanding of her mgitas a model which factually



represented the stages of dying. Instead, | readstbries in the light of their
connection with my own experience and the implaati they held for my
understanding of the events surrounding Kevinisesls. In one story, Kubler Ross
(1969) relates how a dying woman used denial aseanm of alleviating her own
suffering and loneliness. The woman did this bygmeng that there were flowers in
her room sent by her husband. It was the situagsdoélocal this knowledge that
connected with my own experience and showed methigtnderstanding of denial
as a means of harmonising the self's relationhéoself was always/already present
in her work. My reading of secondary and abbredateurces of her writing had
covered over the genealogy of these concepts, whichv see in her interpretations
of patient’s stories and her own experiences. €hsibns between my own location
and theories of death and dying were mediated &yptitential for new self forming

activities that became visible through the unpigkfi this genealogy.

My prior experience of moments when | had collapseel boundaries between
professional practice and personal relationshijs dlavays/already created a subject
positioning that encompassed both. In the therapespace, which developed
between Kevin and | through living this iliness étier, these local epistemologies of
practice informed my responses to him. My memooiegerforming a venepuncture
on my own child in the emergency department sudacenmy practice with Kevin as
the thought of the outside (Deleuze,1988), whick alaeady a point of resistance to
the restraint of my discursive positioning as tladignt's wife. My recognition that
Kevin wanted me as the professional nurse as weelhia wife was the ethical
substance for the construction of my subjectivéyttze private nurse. The thought of
the outside (Deleuze,1988) was the power or irteriabetween the visible and the
sayable for the discursive construction of the gtevnurse. It provided the capacity
for me to move beyond the call of normalising pigs, which separate public caring

from the private caring within family relationships
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My recognition of Morse’s (1996) concept of endgrims having resemblance to my
own experience provides a further example of haerdiure may inform local
epistemologies, through the significance of a storgne’s own location. | recognised
the story Morse (1996) tells about the patient’sevautside the intensive care unit
who is existing intensely in the present becauseishinable to look into the future.
My recognition of my own positioning in relation this story was profound. My
response to it shows how other people’s stories rmaytaken up as local
epistemologies when they connect with our own egorit was a moment when |
responded to ‘the visceral with the visceral’ ituating myself with this woman in
the story. This recognition of my own positioningyided a way of making sense of
my relation to the self as the patient’s wife, weheneeded to keep myself together in
order to get through these events. It offered mee discursive positioning as the
‘enduring’ wife where | was able to live through mown suffering, which | expressed
in my practice as the professional nurse. Enduasa local epistemology, made the
constraints of discourses of protection and conbwth useful and problematic.
Protection of the self and control over my own esggions of suffering were an
important element of my own self mastery. At thenedime, the protection or control
exercised by other nurses on my behalf was somgtomestraining, because it lacked
connection with my own responses. They were, imdanse, unable to read the story
of my movement and suffering through these evemd, because of this, there were

no conversations about how we might engage together

Exploring the light and language of nursing practi@

As Maeve (1994) suggests, telling the stories af wark with patients is a time-
honoured tradition in nursing. It is the space where create nursing practice
knowledge in telling the stories of what we do amdo we are. Through these
conversations about nursing practice, we creat®nsgsof possibility, connecting
ourselves with our past and envisioning possibdgitfor our future. This thesis

represents a place where | have brought momentareing practice into the light of
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this conversation. In laying out the stories of practice with Kevin through this

experience of life threatening illness, | have expdl the paths | have chosen to
follow and the ways | have constituted myself ifatien to them. These explorations
began before | had thought of writing the thesiseyl are present in the journals |

wrote at the time these events were unfolding.

The local epistemologies that surfaced through #xigerience have informed my
teaching practice. This local knowledge about macpice has surfaced through my
writing of events, both at the time they happeraag in the analysis of events
through the thesis. While | do not speak of my peas experience with students in
the classroom, this knowledge profoundly influeneeg teaching practice. This

influence was first apparent in the way | felt drate epistemologies which surfaced
the patient’s experience of illness and trauma ynt@aching of acute care nursing. It
uncovered the possibility of multiple ways of knogiand experiencing healthcare
events, which moved me beyond the metanarrativésedfiomedical model. My own

local epistemologies made biomedical constructiamfisthe nurse and patient

insufficient to explore what | now saw as a mudtcéted experience.

My own experience has also profoundly influenced tagching practice with
undergraduate students and registered nurses singlknowledge classes. Looking
back through my journals and my notes for thesssels, | can see how | have
encouraged both new and experienced nurses tthéeBtories of their practice and
their lives in the classroom. This classroom hab® a conversation space where |
encourage students to see and feel the light arglidage of their practice. As | listen
to these stories | hear the genealogies which tberstudents’ practice, and see how
they are both constrained and constituted with @éipa through the self forming
activities they undertake in their practice. As driw with the students, | encourage
them to explore the ethical substance, self fornaiotyvities, and techniques of self
which are embedded in their stories and to congiteputcomes of their practice for

their patients and themselves. At the same timendourage them to explore the
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genealogies of nursing theories to consider theifstgnce and utility of empirical

models and literature in the locations of their qwactice.

In speaking about their own practice, | believeséhstudents come to understand
what holds certain knowledge about nursing in plateheory and in practice. They
are able to explore the genealogies of their oveuraptions, especially in terms of
how their participation in the discursive practice$ healthcare create these
assumptions. Through these conversations aboungyssactice, it is possible to see
both the utility and limitations of formal theorgnd to locate nursing knowledge and
clinical decision making within the relationship tvithe patient. The processes
through which we form ourselves as nurses becosibleias the active participation
in practice with patients. At the same time, ipassible to recognise the implications
of nursing practice events for our relation to elwss as nurses, and for the patient’s
life. These implications also concern the needniarses to consider the effects of
telling our own stories, for both the others andselves, who are situated in them.
There is a need to care for one another, in thegsmof this telling, and the potential

aftermath of it.

Envisioning possibilities for further inquiry

The journey through my husband’s illness and dyglgted in the thesis illustrates
the tensions between the multiple and contradictbsgursive positionings in my
work as the ‘private’ nurse. The capacities of these to engage in contextual
responses in the immediacy of the patient’s sibmatire developed through the stories
in the thesis. The exploration of these storiesrelieam positioned as the ‘private
nurse’ show how it is possible to present new fooh#quiry into the practice of
professional nursing. Having undertaken this inguinow see the potential for other
explorations into the ways other patient’s haveegigmced this journey through life
threatening illness. Writing this thesis has chadled my own prior assumptions

about the ways in which patients experience lifeatening illness. | am now less
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likely to make assumptions about how patients ghaelspond in the light of
knowledge derived from grand theories of grief dods, and death and dying.
Furthermore, | am interested in how registered esirmight engage with, and make

sense of, their own experiences of working witlséhpatients.

While my own experience of caring for my husban@rms my thinking about how
patients might respond, | now realise that thespomses are likely to be much more
unique than | had previously imagined. | thinksitimportant to explore the situated
and unique responses of people who experience éveses, where patients tell their
stories of what it is like to be diagnosed withfa threatening illness, and how they
live their lives with this knowledge. A further inmy could explore how patients
construct themselves in relation to such an expeegaccording to their own values
and beliefs about themselves and their lives. Trgsiiry could explore the subject
positionings that patients take up and perform lwe discursive practices of
healthcare, and the genealogies of patients’ reg®oto specific knowledge about
their bodies. This would make visible the ways imah patients develop and employ
strategies to mediate body boundaries and thesselftion to the self, and show how
they engage with health professionals through éxperience of life threatening
illness. Patients’ stories of life threatening éés would illustrate how they negotiated
their relationships with healthcare technologiesd dmow they interpreted and
managed such relationships. An inquiry guided leyrttethodological approaches in
this thesis would extend my own exploration of gaient's subjectivation through
the experience of illness and healthcare intergastilt may also challenge my own
interpretations of my husband’s experience, andhlight the multiple possibilities

and alternatives in the unique responses of otheplp.

I think it is also important to consider the expede of nurses who care for patients
in the circumstances of life threatening illnessze@ my own struggle to understand
and work with my husband’s unique ways of negotatife threatening iliness, | am

interested in how patients and their families beeowsible to nurses within the
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discursive practices of healthcare. How do nurseskwo mediate the boundaries of
relationships with patients and families in theseunstances, and how might they
manage the aftermath of such relationships in giesselation to the self? What
does the relationship between the nurse and thenpddok like when the nurse acts
as the specific intellectual? How does this refetlop work? How does the nurse
read the patient’s genealogies and how does theemaspond to the patient and
family? What self forming activities do nurses urtdke in response to readings of
the patient’s body? What is the ethical substaf¢keodiscursive positionings, which
the nurse takes up, and how are the goals of théosaing activities of the nurse
contingent with the goals of the patient? Whatdniss can be seen in stories of the
nurse’s practice and the patient's responses? Ho®s dhe nurse negotiate with
colleagues and other health professionals to mbuggs about in the patient’s
interests? What are the professional, ethical egdl implications of the nurse’s work
as the specific intellectual when moments of rdfasmnifest as resistance? How does
the nurse manage the turbulence and danger ofqeactthis space with the patient,
when ethical nursing practice invites resistandasatutional practices? What are the
implications of resistance for the nurse within tfegmalising practices of healthcare
institutions? How do nurses recognise and prattiee own moral agency, and what

are the ethical and professional limits of thisrexy®

An analysis of nursing and other professional te&tating to life threatening illness
would examine representations of life threateniimgess in the published literature.
The data used to create such texts could includeptiblished writing of nurses on
cancer as a life threatening illnesses, and teats bther professional disciplines that
are used as authoritative sources of knowledgentioses. As well, nurses’ written
narratives, about the experience of caring foreodsi with cancer, could provide
access to ‘unauthorised’ local and contextual hisso which are not visible in the
published literature. A life history approach mag bseful in making visible the
patterns and effects of caring over significaniqus of the working life of a nurse,

especially in terms of patterns of engagement arntdvawal from caring work.
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Artifacts and artwork that depicts the experientawsing and nursing relationships
at the historical locations of nurses’ narrativesild also be useful. Such artifacts
would allow the representation of cultural pradi@nd social and health policies,
which have affected the practice of professionakimg in New Zealand at given

historical points in time.

The methodological approach could draw on the ctuédising method of data
analysis identified by Jaques (1992) in his studiynorsing practice. The data
collected in this study could be ‘re-interpreteding the following approaches. The
study could situate representations of nursing t@ecand nursing relationships
within the context of New Zealand healthcare sgtiand values and beliefs about
who nurses are and what they do. It could involweegploration of the production
nurses as discursive subjects through textual sisalyand compare the
representations of nursing relationships within sthetexts. The data analysis
techniques for this research would include readisgveen the lines to ask what
makes the text possible, and identifying discurspractices within particular
historical and contextual locations. Other datalysma techniques would involve
making connections to other discourses, seekingtpaif discontinuity in the use of
representations in particular discourses, conngctie discontinuity with changes in
other discourses, and seeking the different eat@pulating the different discourses.
The goal of this analysis would be to show how wafgalking about nursing
practice and nursing relationships constructs hbey tare seen to exist, and to
explore representations of ‘normal’ experienceshwiturses as participants in

healthcare practice.

My journey through the writing of this thesis hasoamade me think about how other
women who are nurses might understand this expmriehbeing both wife and nurse
with a partner who has a life threatening illness.exploration of how other women

negotiate and live with this experience of workimighin and between the boundaries

of their personal and professional lives would edteny own analysis, by surfacing
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possibilities for other uniquely situated respondewould like to understand how
other nurses might negotiate and accommodate divijes within the multiple
discursive positionings of wife and professionatsey and how they recognise their
own agency in taking up particular ways of actiAdgiurther element of this inquiry
could develop Ellis’ (1997) idea of evocative adbm@ography as a method to
consider how nurse/wives reconstruct their livdkWwang the death of a partner. In
particular, the effects of discursive constructiafsgrief, loss, bereavement and
widow-hood could be explored in the stories told the surviving partner, and
considered in relation to the unique capacitiesttimse women may represent in their

own stories of survivorship.

Summary

The philosophical and epistemological positioniofishe nurse a specific and local
knowledge worker have been explored through thdysisaof stories in this thesis.
The negotiation of paths through the thesis hasntake on journeys through my own
nursing practice. The process of ‘talking back tgseif’ has uncovered my
positionings within discursive statements wheredadme visible as the private nurse.
The thesis gives voice to the practice of the gevnurse’, in speaking of and
exploring events where there is a bringing togetifemy private relationship with
Kevin and my professional practice as a nurse. Sthdes related in the thesis are
strategically important in unsettling the taken fmanted practices in healthcare
settings. The evocative power of these stories a@alb question the procedural doing
in the normative institutional patterns of work healthcare institutions that do not
take account of the histories of patients and thogalved in their care. | advocate a
more specific approach to nursing practice, whicbsdtake account of the discursive
production of subjectivity and the local epistengids arising from new subject
positionings of both the nurse and the patient:ulmpicking’ and ‘resewing’ the
stories of the cancer patient and the private nutseve imagined new possibilities

for the ethical substance of nursing. | have comeee ethical nursing practice as



negotiated and contested through local conversatamd practised through the
capacities of people as discursive subjects whenstahd possible alternatives to the

subjection of self to the sovereignty of expert pow
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