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The snidy investigates the lived-experience,of women who choose to have pelvic cxenterative

surgery as a lreatmem for persis(cm cervical cancér, The exploration is phenomcnologi“cai in

na(ure The mlem ls'to provlde an indeplh underslandmg of lhe expcnence of women who live

\

- y .

wnh lhe 1mpact of a massrve and drsﬁgurmg surgery desngned to ‘rid them of recurrcm.
'mahgnam drsease kour women pamerpated m a longnudmal study tﬁal spanned from -
: presurger) lh.rough 10 a mmnmum of forlv CIghl months post - surgcry Thc women pamcnparcd

“in mu]uple audro«laped\‘COnversatronsv with lhc‘aulhor. The women.and the author became

' , 3

" co- researchers of the‘,phenomenon Analysrs of lhe convei‘sauons yrelded f lrslly desqrpuve ’
A\

narsatives of each ~woman 's expcrrence and secondly themes lhat rdenuf y the underlymg

stmctures of the excmcrauvc experrcnce The ldemifred themes are: personal ‘posture

. .

decrsmn makmg bemg pauem spcakmg wrth another body conscrousness muulauon loss |

re- arrangemem of life prrormes survival and transcendence. These themes are then drscussed

L] i

- in relanon to theorelrcal positions taken in existential- phenomenologrcal psychology

oA
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PROLOGUE

This rescarch explores the experience of living with pelvic exenterative surgery, This is a’surgery
that removes massive amounts of pelyic tissue in an attempt to render women [ree of persistent
malignant discase. It is not a common surgery, Although there is an adequate body of literature
about the éurgical aspects of the cxperience and a smaller body of literature about the
post-opcrative adjustment to jt,. there is po ,li,((:.‘ralurc that addresses the ongoing
livcd-é‘xpcricncc; of women who choose this surgical option, -
The cxpcricpccs of four women are the core of this study, The methodology may be

- called phecnomenological, In order 1o come 1o an understanding "of their cxpch‘cnce I have
involved mysell with cach of these women in an ongoing way. This has spanned a five vear

period of time, ] have followed ihcir journey from pre-surgery through the many varied crises,

transitions and adjustments tha(‘follo»‘véd. 1 took an involved ra;hcrllhan detached posture in

endcavouring 1o understhnd the pelvic cxemcrative;experience, ] am convinced of the

|irvnpo'.;'sibility of being ;m unbiased obsbrv?@hé challenge was to balance my participation so
that it was neither embedded nor detaéﬂed. To use Gadamer's (1975) terms, ‘there was a

dialectical lenfion between “participation” and "distanciation". | wanted to come close enough

to the women''s experience‘ SO as not to misu\nderstand them and yet not be so totally enmeshed

with them that | had no critical perspective. As researcher my task was to attempt to describe

and interpret the live& reality of wémen who undergo exenterative surgery; to provide an

.accurate narrative that allows you, the r,eadér. to gain an understanding of the experience of
these women. In order for you to assess the validity of this narrative, my intent is to proviiie

" you with sufficient a<':cess both to the women's own words as they speak of lheif experiences
and of my personal vantage point as i‘merpreter of their experience. The cdnversalionai nature

of this study will find its fulfillment if what results is a new conversation between you and the

words of this dissertation.



L. INTRODUCTION
~

Within the shadows
A voice of who | was
And who | am —
A stranger, even 1o mysclf .
My reflection frightens me
Still, 1 exist; ‘
You — with your strong, straight spinc,
Your clear kecn eyes — ' -
You and I,
We share this place,
Come , .,
Draw closer ,
Listen ,
. To the voices from the shadows,

Jennifer Snair, 1983
( Voices from the Shadows;
Women wimfmsaWitTeﬁmk Out)

n
\

‘ ' .
‘T he Emerging Question

Q. Do you do sexual counselling?
A. Yes,
Q. Do you know anything about pelvic ex;ﬁtcrqtlipn?
A. No. . 4
Q. Would you consider workmg wnh me with women who may undergo thxs surgery"
Al don t know. Let me think aboul it. l ‘Il get back to ybu
This is a dlsullauon of a conversation that took place in June of 1981 be;ween'mYSélf
and a gynecological oncologist (surgéon]. At lhe time 1 was just completing my first six months
of workmg as the only psychologlst at a cancer clinic. The surgeon had also jomed the staf f.at
about the same ume The "I-don't know Let me think about it. I'll get back to you took fourv

Icited in Ferguson—Mathews (1983)



months, In the meantinte the surgeon perforrned two pelvic exemerations. During this lime'l
searched out and fead whatever information was qvailable about the psychosocnal/sexual aspects
of exenterative surgery, finding that there was little published mformauon Many of these
studies gave me statistics about survival lime, occupational recovery, degree of sexual functlon,
pre-post marital relationship status and emotional functioning as)measur'ed by standardized
assessment inslrnmems. I read the medical information’that decribed the surgical as'pects of the
surgcry. I listened to the surgeon describe the process that would "disembowel” these women‘
only 1o glance down.and see mysell protecting with my arms rny own abdomen and genitals as
he sookc. As a woman, | struggled 10 undersland the impact and meaning bmms Surgcrv to:
onc's sense of female personhood I spoke wrth the nurses who were debalmg the pros and cons
of exenterative surgery. Many had never seen an exenteration, Some had, many years carller ’
nursed women who had undergone the surgery with less rigourous pre surgical diagnostic
criteria, only to se¢ them die after a short period of time, The theme of many of the vocal
nurses had been "1'd never go through that — enough is enough” or "How can he — a young,
single nralc — do that to women?" Dilring this time one of two women who had undergone the
exemeratwe surgery was not healmg and indeed was dying. The staff were domg therr gnevmg\ )
MThroughout this time | also had 1he opportunity to work collabor'atwely wrth the surgeon \as he
’provrded medical lreatmem for other women - who were hvmg with various gynecologrcal
mallgnancxes I grew to’ apprecrate hlS willingness to share mformatron to collaborate in
: treatment goals to teach others and to learn from them and to seek out and be open to
“treatmem opti.pns l obscrved his respectf ul | way, with the women who were lus patients.

| Dunng these four months l leamed that a pelvrc exenterauon is a massrve and
muulauvg surgery done for persrstem pelvrc cancer. thout the surgery these women 's

projected sufvival would be less than a year With surgery they had a 30—60% chanoe of

long term survival that is, disease free f ive years af ter surgery (Morely & Lmdenauer 1976)

The literature mdlcated drfl‘enng degrees of quallty of life after surgery and in all cases' |

- acknowledged a difficult adjus;ment to it. There were mdrcanon‘s that ‘wi.th support from a
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. SI::‘,

co-ordinated mullxdiscnplmar) leam women's adjustmem to the surgery could be enhanced

',

(Fisher, 1979; Lamom DePemllo & Sargeanl 1978; Sewell & I:dwards 1980 Yarbrough

4 - ‘r
1981). 1 began to recogmze that for these women that the core of the decrslon o have this
e &

SUTgery was survrval I would need to use my skills to support lhem and their families as they

d .

made the necessary cognitive, emouonal sexual and socia}, adjus(mcms that ‘were precipuated
Y

firstly wrth the poss;i)xhty of the surger) and evemually with the qQOnsequences of the surger)

itself, I continued to probe my own responses 1o lhe_ idea of this surgery, | knew 1 was rcady‘ to !

N

say "yes" and offer my own skills as part of the team who would offer lherr resources to these

_women and their famrhes There was so much | did not know aboul the specifics of the

}

experienice of havmg a pelvic exenteration bm I had therapy skills and informarion I felt

-

confident were applicable. 1 had my firs( meeting with-a woman who was a candidate'for a

pelvic exenteration in December of 1981. I consciously pamcrpated in. thrs encounter both as

IR ~

theraprst and educator. My role as a researcher took form as my own questioning continued.

Perhaps this gives sufficient background to comextualize the research question that

emerged for me. This study originated wrth the question "Whal does it mean to a woman to

undergo a pelvic exenteration?” and c0mmenced as an exploration of rhe life- expenences of
women who had undergone this surgery as treatment for their recurrem pelvic cancer. Tke New
Webster Encyclopedla Dictionary’ (1980) def ines expenence as practical wrsdom taught by the
changes and trlals of life. On my first encounter wrth a woman preparmg for a pelvic

-

-exenteration I became acutely aware of my lack of pracucal wrsdom about the exenteratnve

- experience. I had knowledge about the surgery, expenence wrth illness, lnforrnauon aboul her
prognosis and the projected rehabxhtanve process. but her searchmg quesnons rapidly exposed

the shallowness of' my knOwledge I had researehed'the area of pelric exemeratiwie surgery in- -

preparauon for and antrcrpatron -of my role on the health care team. The encounter mvned me
mto the research Perhaps it mi‘ght be best explamed in the diff erence between knowledge and
wrsdom or mformauon and understandmg Bain (1986) stales lhat one must have an assumed

understandmg. a preundetstandmg in order to have the knowledgc of not knowmg in.order to

0
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‘o

forrn the questfon.” (p 27) Polanyi (1958) ‘distinguishes beuween ‘propositional and tacit

: J-
-knowledge. It was tacit knowledgc — that which comes from not only the knowledge of reason
but aiso the knowledge of exoerience that I sought, You are invfted to reflect on a portion‘ of
. . , ' ‘ ) ) '

Jennifer Snair's poem, , r

You and | N £ o .
‘We share this place : -~ : ‘ r
Come . . : o : Gl

Draw closer . , . t Co .

*rsten ‘ o . e
. Tothe VOiCCS from the shadows. L Co R

& %

The rescarch grew out of desire to come, to draw closer, 1o listerr not -only to the vorces from

the shadOws but also 1o share this place by co creating .an opportumty and a medtum through

- which together the vorces of therr expenence did not need to remain in the shadpws but could

be heard and the meaning Sf the expenence be brought to light.:

B. Some Methodological Considerations

Mages‘ and Mendelsohn (1980) state : "we tmow most about what happens in the acute

phases of the disease — the begmmng and the end of naturai htstory - and relattvely little
about the long term adaptauon made by -those patrents who are surviving wrth thetr drsease
(p 258). Vera (1981) reﬂectmg on the' specrfrc surgical procedure of pelvnc exenterauon
concludes ? ,‘ | |

The procedure ehcits negauve attrtudes in surgeons and pauents alike because of the

. radical mutilation and ‘consequent psychological, sexual, and social adaptauon required -
of the pauent Thus, questions as to whether it should be utilized do nét stem from its - -
medical ‘indications or technical aspects, to which considerable .attention has been
devoled, but from doubts concerning the qualrty of life it offers_to the- patrent.

- (p. 355) ' o ‘ '

‘J

The research has grown out ot‘ a desrre to pay atteutton to the qualrty of life afforded

" 8
exenteratwe pauents to leam f rom them about the adaptauons that are requtred and to grow m

rundefstandmg of the hved -experiences of these women . The quesuon then emerged how best

ﬂ could one gam a deeper understanding of these women 's expenence of hvmg with 1llness to R

understand the meamng it had for these women, each in thexr own umque context In

[

AR
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3R 1mphcatrons for thrs study

' . P po
' ‘n i ' ¢ ‘,,l ' S

; endeavourmg 1o answer‘thrs methodologrcal question f or mysell‘ 1 became acutely aware of two

‘ ~‘of my -own brases Frrstly havrng had both the expenence of bemg il and the experlence of

, - \

bemg a "health care and at times an lllness care® rol‘essronal m a medrcal semn& I belreved

[

thar often in the course of healmg drsease we may, indeed fail to heal ptrsons Stated more

\ v

emphatrcally, Cassel ( 1982) a physrcran suggests that in the pr@cs’s of cunng drsease

~ ‘ N I’ | ' ) | ' ! ' 6!

medrcme may srmply create pauems As a psyphologlst my second bras grows out of the

- awareness fhal oflen psychologrcal research cmploys a modcl lhat secks\,lo drscovcr causaluy

)
A . oo

- r:rther than to grow in understandmg of humarr experrences As a clrmcran 1 often expenence

large gaps | between research and pracucc Grorgr (1970) suggests thal tradmonally research in

"' wy L

psychology has allowed method to dictate wha( its comem should be As 1 ref lected on these

‘ brases l‘knew that I' wanted to approach the quesuon in such a way that 1 drd not begm the )

te

process by drstrllmg out the possrble richness and complexrty of these women 's experiences. |

wanted to learn from them They were the expertx I also believed that in order to understand

.,

thetr experrence of 1llness and drsease mterventton the research would need to addreswthe
personal meanmg the experiences had for each woman.

L]

"The ‘Legacy of Natural Science

[ o

‘A brref exammauon of the hrstoncal legacy of the natural scrence Tesearch model in .

meBi cme and psychology would provrde a context. in whrch 1w place the current resurgence of

holrsth medrcme and the newly def med specralrty of health psychology. both of whrch have

T N
P

. . 1
C . ) !

It is not enough for us to do: what we can do; the patrent and his envrronment and

external condmons must contrlbute to achreve the cure. g
L C r : : Hrppocrates (460 377 B'C)

30"

L The tenets of Hrppocratrc medreme the foundauon of western medrcme _have been 0 l'oster -
healmg of the whole person ~ 1o restore mtegnty to the body. mmd and soul Bergsma and"k,

' Thomasma ( 1982) suggest that "The conventronal wxsdom that rllness af l‘ ects the whole person‘

i

°

o 'rs rarely demed outnght Rather its meanmg. therapeutrc rmplmtxons and relcvanee 1o,

.



physicians | are at issue. Even the. mo!st ardent reductlomsts wtll pay lip service to the importance
of the whole pattent (p X) Proponents of holrstrc health care, (Bergsma & Thomasma 1982
Benner. 1985 Buytendrjk 1974 Cassel 1982; Millon, Green & Meagher 1982) express concern
.. over what mrght be termed reductromstrc thmklng and treatment that they believe to be. .
rampant m health, care services. The thmkmg of Descartes in the early seventeenth century
srgmﬁcantly ml’lucnced current resea,rch ‘and practrce in, medrcme and the social scrences The
‘ adoptron of Cartesran thmkmg put an end to the distinctions of a bod) and a soul wrthm a
~ unified jndividual. It led to concervmg of the bodyhand soul as separate entities, Thrs dualtstrc'
.approaexrt‘o man opened the way for sclence to escape the control of the church by assrgmng
the non- corporeal sptrrtual realm to the church leavmg the physical world as the domarn of
science” (Cassel 1982, p. 640). ln thrs mllreu science asa drscrplrne ﬂounshed Knowledge of
' the human/body mcreased dramattcally as mformatron about human anatomy and physiology
was amassed. With ever mcreastng spectalrzauon in the medical- f ield, human illness was of ten
approdched in ways whlch now not only conceptually separated the body and the soul but began
| to reduce the body rnto separate brologrcal systems This approach is now comrng under serious "
re-examrnauon..Thrs challenge to the perceived practice of medicine is stated strcctnctly by
H-’Cassel (1982): | | |
It is not possrble to treat s1ckness as somethtng that happens solely to the body
without thereby risking damage to the person. An anachronistic division of the human
. condition into what is medical (having to do with the body) and what is non-medical
~ (the remainder) has given medicine to narrow a notion of its calling,. Because of this
, kdwrsron ‘physicians may in concentrating on the cure. of: bodrly disease, do things that :
. cduse the pauent asa person to suffer, (p 640) o
_, Benner (1985) further addresses the dtsunctron between bodrly drsease and human 1llness She‘
'rdentrfres drsease as concerned wrth brochemrcal 'lneurophysrologrcal funcuonmg at the cell
organ ussue. and system level On the other hand rllness is the human expenence of -
'dysfunctmn Health and tllness are lrved expenenoes and are accessed through percepnons .
vvbelrefs skrlls practrces and expectanons Personal meamng in all 1ts complexrt; -lS a.
E fundamental drmensron of personhood a'td there can be no understandmg of human rllness

. y'wrthout taktng it tnto accovni.



Wrthin the drscrpllne of psychology the same emhusnasm f or what has been termed the |

a

posmvxst approach o research and practrce has been present. Psychology as a recogmzed,

-drscrplme and profession has a much more recent history than medicine, Psychology in ns‘.

o

struggle to be recogmzed as a science also embraced the reductromstlc model of human '

existence, erhelm Wundt in the latler part of the nmeteemh century gave bmh to scremrf id

psychology and bapuzcd r( wrlh the expenmental\melhod (Colaizzi, 1978 p. 50) The '

screnuﬁc invesugauon of psychologlcal phcnomena proceeded by clrmmaung human

experrencc Chmcal psycholog) as it began to emerge acceplcd the Carlcslan dualism and | .

focuscd its atlentlon on the mentallv drsordered Millon ¢t al (1982) Jin their comprchensrvc

presentauon of the hlsloncal and philosophical developmenl of health psychology note that

“there were some sigtificant efforts in the second decade of thrs century to co-ordinate the

| -pcrspecuves,of physrcrans and psychologrsts. By lhe 1930s, a small number of psychologists

" the establxshment of the Society for Behavroral Medrcme formed by Jornmg health“‘ ‘

' the mmd body drchotomy, mdrcatmg a need or screnufrc formulatrons and cltmcal pracuces‘

were workmg rn umversrty medrcal centres on pl'OjeClS in neurologlcal and psychophysrologtcal,

s’

research (Watson, 1953) These numbers remarned small untrl the 19605 when "there was a

growing awareness among physicians that an increasing number of arlments seen in everyday

. pracuce reflected the. ravagmg effects not of infectious agents or ordmary bodrly decay but of

permcrous styles of life and habits of behavior, " (Mrllon et al 1982 p 3) The‘late 1970s saw

1

’ prol‘essronals from both medrcme and psychology At about the same trme the Amencan ‘

*Psychologrcal Assocrauon (1976) addressed the contrrbutron psychology could make in bndgmg

" that addressed the problems of 1llness

.No other dxscrplme is better smted and equrpped than psychology to dlscover
delineate, and demonstrate the orgamsrmc nature-of humans and to encourage an

‘ever-broadening realization that humanity's total f unctional health is threatened when

. either side of the interactive mind-body equation is neglected. Any program for health'; .
. care and illness management can achieve comprehensrveness and integration only as
there is respect for the functxonal umty of the mdmdual (p. 271) :

0‘.

In working toward a syntl..srs of mmd body rt is 1mportant to recogmze that valuable

contnbuuons have been made both in the fxeld of medrcme and psychology by those researchers .

\
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who separated their studies into those realms In the area of heaith care though this paradigm

docs not appear to be the most sausfactory, Scofxeld (1979) states* o i “,l‘ :
Itisa conceptual convenuon that has facrhtated sctenttf ic mqumes more than it has
encouraged a truly comprehensive medicine . . . . Specialization and focus on body or
mind has made for effective and progressrve programmattc research. A small number
of illnesses haye been viewed as "psychosomatic” and only a very few physicians and
psychologists have been attracted to the complex. interface of the _physical and the
mental, Recent years have.segn an mcreasmg appreciation for the need to study the
reciprocity between psyche and soma as there has been growing ‘awareness that the
individual's health status is a personal gestalt to which situational/environmental and
mental/emononal conditions contribute i m a complex’ mteracuve f ashron (p 450) .
s wrthm thrs context a desnre 10 understand the personal gertalt of women who undergo
exenterative surger)s that ‘the question is rervealed and from which the research proceeds. A
-research paradigm which ackno‘wlcdges the unified nature of being-in-the-world is jindicated:

\
LY

‘ Pheuomenological Ingquiry
Phenomenologtcal mqurry, founded upon rdeas developed by Edmund Husserl
(1859 1938) provrdes a method of investigation that seeks to understand the human condmon ‘
‘manifest in concrete lived situations. As a human science ‘it drffers from the na,tural sctence'v
paradtgm m' that it does not seek to explam behavror but rather to understand it. lt does not
look for causal relatronshlps that measure the physncal’ observable aspects of the srtuatron
- People are not vrewed as objects in nature whose behavror is determmed by env;ronmental B
: contmgencres lt does not seek to drscover the laws Whlch govern human behavror
Husserl (1962) called for a. turn "to the thmgs themselves His concern was not vnth
the world as mterpreted by screntrf ic fact and theory but the umnterpreted world of experxence‘ ‘ . -
‘and ‘language, the Lebenswelt ‘01 hfe world. It is the world as lrved by the person In,
‘ “':'itranslauon the hyphenated term "hfe world" attempts to mpture the mterrelatedness mherent
in the word Lebenswelt Nelther man nor hrs envtronment can be understood in rsolatton 'I'hey |

r'e

d both co- constxtute each other It 1s vra the world that the meamng of a: person 's exrstence'_ h

' emerges for. both self and others The converse is also true It 1s each mdrvrdual s exlstence that,w, -

nges mdrvidual world meamng Man is not in the world but of the world | AR o



The Lebenswelt is seen as the ground from which all phenomenological investigation
. proceeds No assumptrons are made about underlymg causaltty of the life-world, lt is seen as .
dtrect and rmmedrate in human expertence truly the begmmng Natve expenence is not based”
" on anythtng else, The hved world 1s not constructed and the hypotheses theones and causal |
thtnkmg of natural science are seen as htgher order less basic, denvatives of the lived world |
: Basic to Husserl s (1962) approach 10 understandmg human expertcnce is the notion of
. phenomenologtcal reductron ; commg 0 the essenttal structure of the phenomenon He
- suggests that it requtres a process of "bracketing an attempt to suspend or put in abeyance |
one's preconcepttons and presupposmons As thts is done new assumptlons emérge Lo the lcvcl ‘
| of "ref’ lectrve awareness™ and so they too can be bracketed The aim is to move toward a
"transcendental attitude " in understandmg the phenomenon The structure ol‘ the phenomenon
s understood through a process.of bracketmg that moves the rnterpreted closer to the essenual
‘nature’ of the phenomenon The structure of the phenomenon 1s the commonahty runnmg
through the many dtverse appearances of the phenomenon | s : " | C G |
“ Stmply stated the aim of phenomenological inquiry is 'to artrculate the essence the
structure, the form of human experrence Contrasttng phenomenologtcal mqutry with the'
nattrral scrence paradtgm descnptron through dtscrpltned reflectton then replaces the
, experrment as the ‘method and structure replaces cause and ef fect relattonshtps (Valle & King, |
1978) - - |
- Hetdegger (1962) in his drscussron "The Phenomenologrcal Method of Investrgatton
: presents a defrnmon of phenomenology by refermg to the Greek roots Cof the word
jphainomenon or phamesthai and logos The word phamesthar connotes that whrch knows o
‘ rtself the manrfested revealed The pha akrn to phos means lrght or brrghtness "that in whrch '
:somethrng can become mamfest can become vrsrble Phenomena then are - the tota.lity of |
g 'what lies m the hght of day. or can be brought to the ltght what the Greek idéntifi 1ed srmply as Y |
what rs' " (Hetdegger 1962 p 51) Logos is- ”that whtch is conveyed in speakrng Hetdegger ’

"(1962) says that in a deeper sense Iogos has’ the f unctron of letting somethtng be | seen It pomts

[
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1o the phenomena Smtth (1983) states thdt logos (speakmg) is not really a power given to
language by its user but a power whrch language gives to the speaker a meaffs of bejng seized
by what is made manifest’ through lt (p 51) Phenomenology then as the combmauon of
phalnesthal and logos means lettmg thmgs become mamfest as what they are, The act of.

"

phenomenologncal mveettgatlon and mt’erpretatlon is to brmg somethmg from concealment mto _

_ clarity, (Smith, 1983) X
Phenomenologrcal methodologles have been vartously descnbed and applred Colalm

| ( 1978) in addressmg the interface between phenomenology and psychologlcal research states:
"there is no" such. thmg .as THE phenomenologrcal method, lnstcad the phenomenologxst
| ‘ employs dcscnpuve melhods wn\t the emphasns on plural, Each particular psycho/ogica/

G o

phenomenan in con pnctlon with the particular aims and . objectives o f a particular researcher
‘evokes a partlcular descrlptlve method (p 53) " |

Glorgr (1975) has rclearly outlined the fundamental criteria underlying. ‘
“ phenomenologrcal mqmry There is f ldelity to the phenomenon as it 1s/hved allowmg anything

that the subject feels is worthy of speaking about to be registered as data. llit also requtres the

— .
researcher to make her pegﬁr've/exphcrt Thc point of depn%or the research is the

/
everyday hved world of mdmduals prior to theoretrcal mterpretanons Phenomenologrcal ‘

research depends on the power of language SO that the subject can comrnumcate her expenence

o Paramount to thrs approach is that the srtuatton is expressed from the: subject s vrewpomt The

= l;research procwds wrthm an tnterpersonal context wrth a dralectrcal exchange between subject

- and researcher The basrc umt of research is the hved srtuatxon part of whrch is the research

‘ ]

' . srtuatton All the contextual faétomoare presumed to be mterdependent as meamng units are

E " dtscovered and themauetzed The phenomenologlcal approach endeavors to f ormulate lrey terms

after dralogutng thh the data Th:s xs not done a prron in- ordmo direet the search The

N

‘ method requtres an engaged researcher not merely an observer Fmally the phenomenologlcal

3 approach explorec meanmg by mvestrgatmg the quahtanve aspects of the phenomenon

A
,. ‘ .
P S



C The Research Question and its Organmmon

[}

"W hat does it mean 10 a woman to undergo a pelvic exenterauon? "

“

7“\ The pature of the question js such Ihal it seeks a deepcr understandmg of and demands

N

J
msrght into these partrcularQomen s expetience ol" being-in- the- world ‘The quesuon asks whak

rather than why, The quesuon pomts to undersla{ndlng rather than explanauon ll requires

h% ;o

women to speak» of their expenence and; for me as a researcher to be involved in'this dralogue ’

not srmply observe 1t This research lnmates an explorauon of the sub)ecuve meamng of bemg

a woman and undergomg a massive pelvlc surgery \hal is mu(rla(nve and 'm x be Curative’ of

persrslc.nl mallgnam drsease The explorauon does nol (.\(%e ou( ol‘ an rdeology but ralhtrb .

begms from women s experrence as they choose lo reveal it. I{ focuses on what women actually

do, their responses what they’ fecl and what they percerve |rthe djsparr and the hope the pain’

)

and the pleasure the fear and the courage the trust ‘and the mrstrust the anger and the joy,

the .horror-and the accqﬁ’ance, the change , and‘ rthe, samencss‘ of-. their everyday 4

' being in- the world. Chapter II provrdes a context for this explorauon af urther background to

the questlon as n emerged for me. Most srgml‘ 1cantly it prowdes an overview of the avallable

‘hterature related to the psychosocral aspects of pelv;c exemerauve surgery ln revrewmg thrs '

" literature some questrons were answered for me many more emerged lt is mtended that'

*Chapter II speaks 10 the relevance of the research q ‘

’

thrs questron ‘need to be asked"

Chapter nr descnbes the ‘r‘esearc'h'process‘,‘how t

'was to gather nch deecnthVe data that wonld allow you the reader o enter ‘into the'

[

hved expenence of these women lt descnbes the process through whrch I as theraprst and"

§

’ researcher pamerpated in the gathermg of the data Colalzzr ( 1978) dcscnbes thrs as "dralogal

| research Through dialogue the meanmgsﬂand reathy‘ Systems behmd the phenomenon are»‘

tion and answers the query: Why does .

questron was explored The mtent o

' 'explored It allows an explorauon of the phenomenon wrthout objeetif ymg the particlpants It E

l

‘;values 1ndiv1dual percepuens and expenenees It values not knowrng on the parv ol‘ the |

: ,researcher an openness and htunbleness in the face of what 1s revealed lt acknowledges the

PR
N e ‘ .
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f%gomribuuon of both parncrpams o{ lhe dlaloguc in the construction of the resulting "truth ",

Hz{\lir}in 1986) Chaplcr I prov:des lhc flrsl opportunity to directly encounter the women whose
*\
c}p::}r‘;cnco is the research, They are described using a medical summary foftnat, This is, how

they may first become khow-n to the many health care givers who interact with them, The intent

of the research is 10 'provide a gradual unfolding or decpening of the understanding of lhcsc

)

womcn s being-in- lhc world The chapter includes a dcscnptlon of and demonstration of the

way l bcgan m) own rcflcguvc proccss of the transcribed conversations and casc notes,

[ '-

‘Thc following."chapl‘crs are a presentation of the developing understandlng of the

‘phenomenon of living with'a pelvic exenteration, In order 1o come (o a deeper understanding of

\ \

the ‘phcno'm‘cr;‘.on". l‘ chose to present-three layers of analy§i‘s: fi'rsxly‘via descriptive narralivcs_.
sqcaondly via a lhémalio .disc;xgsiori‘ and thirdly via a’ pcrsorral reflection on the r‘c}carch process,
Chaplér IV addresses the filrsl level, It prcéems dcscrip(ivo narratives of each of the

* women. The intent is to allow you, the rcadcr to ‘enter into lhe lived -experience of }hcse
., women, Y0u hear the »)ords of each of the women as they ‘reveal their own very personal
exocrigr‘r‘Cc's of living with il!ncss, of living with dncertainty and changg,}o ‘being a woman, a

P nn R )
lover, a wife, a mother, a worker, and a friend, The decision to\

woman grew out of a desire to portray and acknowledge the mdlvidualny of each woman — hcr
- richness and bcauty As 1 met wnh spdke with and listened to the womcn 1 came to a deep
apprecratlon of their courage and their Strength and of thexr willingness to struggle ‘and to move

on. They shared their despair and anger, their faith and their hope. These women have many
e
things in- common and yet they are uniquely mdmdual In order to facnlxtate hearing the.

sameness and the differenoe of each woman the narratives are presemed using a recurring
format. Throughout the conversauons there were common concerg\and transitions on which'

the women f ocuscd thexr attemion These are ordmary women facing an extraordinary adaptive

4

challque
. (5:‘“3 e ! /

fChapte:r \' presents the themes as they emerged for me from my conversations wuh

.

@th&f four women Bexmer (1985) refers to this prooess as translating .the language of
. . _{ H
Y .

AN
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phénomcpologicai events ln}o lhe' patterns or concepts that might be called the language of
u;ldcrslanding. The process is intended to add 10 experience and to deepen understanding, It is
my hope that this pays tributc to their cxperience and speaks v‘lo the heart of their
being-in-~the-world, | |

¢ S . ‘
The Epilogue represents a siepping back and reflecting, It maps some of my journcy, 1t

Iy

presents my personal reflections upon my participation in this cndcavor ~— a glimpse al my

being-in-~the~world as the research evolved,



. | 11, BACKGROUND TO THE RESEARCH

v

This chapter provides a background to the study of the experience of living with the impact of
pelvic exenl‘eralive surgery, ‘lnrlially a brie(‘ description of the surgical procedure will be
"presented, That will be followed by a review of all the available bublished studies® on the
) adjus(rncn( to pelvic exenterative surgery. Those studies published prior to June, 1981 providcd |
me with my initial introduction to and understanding of this surgical preccdurc.

‘ln order to placerhis oncologrcal intervention within a broadcr context, therc will be a -
" briel prcscm;(ion of the lileralure"(hal has reviewed more generally the psychosocial impact of
‘cancer ou patients and their fargilies.

With this overvrew of the curremly avallable lucralure I would anucnpale that you, the
reader, may begin to formulate yqur own reactions to and quesuons about what is the lived-
experience of women who choose to undergo this extensive surgical procedure with the ultimate
hope of being rendered free of malignant disease. The exisring infonnalien is limited and of ten

addresses biological functioning. The intent of this research is to add to the further

understanding of the exenterative experience, complementing the existing information.

" A. Pélvic Exenteration
Pelvr'c éxemerau’ve surgery was first described in the literature by Brunschwig (1948).
4 More than three decades later the procedure still evokes controversy in the medzcal cqh'lmunity.
Turko. Benec:lel.‘Boyes and Nickerson (1977) in reViewing medical records in the provirrce of
. British Columbia over a22 year period concluded that this surgical procedure has a small but
definite rele in the management of certain types of pelvic cancers. ‘

Pelvrc exemerauon is a surgxcal procedure aimed at providing a cure for invasive

gynecologxcal cancer. This is' not pallratrve surgery The goal of the surgery is tb render the -

woman free of pelvic cancer. The procedure is extensive. A total pelvic exemermn entzu'ls "the

15



16

4

20

'

en masse removal of the rectum, distal sigmoid colon, urinary bladder, distal ureters, nternal

iliac vessels and their lateral branohs, all pelvic reproductive organs and lymph nodes, and the
. N ]

entire pclvic peritoneum with accompanying pelvic peritonéum, levator muscles and pcfincum "

( Bricker, 1970, p 14) Postoperatively she may expect to have a coloslomy an ilco-conduit and

possnbly a rcconslruucd ncbvagma (see Figure 1), In la) terms, a"woman will havc had her

\

bowel, bladder, ulcrus ovaries, and vagina removed, After surgery she may have cxtcrnﬁl

appliances to collccl urin~ and fecal matter and through tissue grafnng a new vagina may “be

"

created, ' ' . B

- All women considered for this surgery are carefully screened 1o ensure that they do not
have malighancy Sutside the pelvic cavity, Most Women will have been pfcviously trcated, cither
surgically or by radiothcrapy for their malignancy and now have either persistent of recurrent’

4 i . » :

0

disease,
The surgical procedure may take eight to twelve hours to complete and postoperatively
there will be a three to six week -hospitalization. This is followed by an gxiensive convalescent

Y

period outdf‘hospilat. o '  - K
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Figure 1.~ Examples of pelvic exenterations (f rom "A ipa“tient -ieaching aid for the pelvic
| exenteration patient” by Katherine Crosson, Oncology Nursing Forum, 1981, 8, 4,.

- 55). .
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" B. Adjustment'to Pelvic Exenterative Surgerjr ‘
ERE

The followmg is a chronologrcal revrew of . the srudres of the psychosoclal and

psychosexual ad justmem of women to pelvrc exenteration’ surgery '

In order to mvesugale adjustment to pelvic exenleration surgery. Brown, Haddox,

Possada and Rubro (1972) studied 15 of 19 surviving women out of a populauon of 57 who -

had undergone this surgery at the Umversnly of Virginia in the penod between 1954 and 1966.

Interviews were conducted over a three year period at times when the women returned for - three

to six month physical checkups. The mean time since exenterative surgery was 4.15 years with a

range from 21012 vears These interviews were non- drrccuve psychoanalvucally orncmcd and

A

included . admrmstrauon of psychologrcal mstrumcms includmg the MMPI, the Rorschach,

Human Figure Drawing, and the Miale-Holsopple Sentence Completion Tests. The intent was

. 10 assess:”

1. social adjustment following the operation;

2. psychologieal adjustmem tomutiletion, especially the deSexualizatron and the loss of bowel
control following CO!osromy; | |

3 correlation of personahty factors and the course of mallgnancy. and

4. the role of psychramc support in the Tesponses of these women.

These f mdrngs mdrcate that 40% reported change in social habns and 80% relurned to

their 3ob They identified 23% of the group as having. aberram MMPI profi 1les and concluded‘ .

that tlus depaned very little f rom esumates of mental 1llness in the general populauon Af ler

3

exemerauon 73% mdrcated no presem sexual mterest Further to these f mdmgs the researchers :

x-S

suggested that suppomve psyc{trbtherapy that occun‘ed comctdemally to the mvesugauon may

i

have” f urther 1mproved the hves of the postexentetauon pauem

a

Dempseys Buchsbaum and Mornson (1975) usmg a struclured mtervrew fi ollowed 16 -

pauents who underwent a pelvrc exenteranon Thexr mtem was to determme fa actors that

mﬂuenced pauems socral phﬂrsrcal and. mental recovery and therr acceplance ol' the procedure

Pauents were mtemewed both pre- and post operatwely The most common reason grven by

= . K e
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: patients for agreeing to exenterative surgery was the desired = continuation of family

relationshlps ‘“The family, partlcularly the husband, was an 1mportant factor in the patienl s
acceptance of surgery and also was srgml‘ icant in provrdlng emotronal support post operatlvely
These l“mdmgs assocratmg famrly relatlonshrps wrth the management of illness related anxlety‘ ‘

* are also supported by Dyk and Sutherland (1956)

Dempsey el al (1975) concluded’ that satrsfactory levels of psychologlcal and physrcal
well - belng are achreved within four months- of exenterauve surgery and . that the long term

physrcal socral mental and occupatronal recovery is good. They found a. sngml‘ rcant loss of -

p N K 0

sexualll)a followmg pclvxc cxenterauon In concluslon " the quallty of llfe al"ter exenterauon ’

1s very -satlsl‘actory, The negative reactxon of many physicians to pelvic exenteration‘ is
. R ¢ | ' ! L
unfounded® (p. 333). . - S

With a well vdefined team interventio‘n« Lamont, D'ePetrillo and . Sargeant ‘(1978)‘
reported on the psychosexual rehabrlltatron of 12 exenterative pauents The team consisted of
two oncologrsts an anesthetrst an enterostomal theraprst and a psychosexual counsellor for :
the pauent and her partner All pauents were seen pre operatively by all team- members and

N

" then followed post-operatively at regular intervals. Ten of the women had vagmal

1 )

reconstrucuve surgery, one refused the reconstruction, and one -did not requrre the surgery

because half xhe vagina remamed mtact af ter exenteratrve surgery.

Larnont et al. (1978) reported that of exght women who were assessed to have good .

sexual adjustment pre operatrvely. seven. resumed sexual acuvrty and were assessed as havmg
good post operatrve adj Justment They concluded that exenterauve surgery need not contradrct.

cortal acuvrty. but * patrents nwd to be encouraged to explore opuons to cortus and possrbly‘
.0

_evolve a. plulosophy ol‘ sexualrty whrch mcludes lovemakrng as a series of opuons or a .

smorgasbord of pleasure (p 242) Further they proposed that loss of sexual f uncuon is more,
hkely to be assoctated wrth feelrng unattractrve a lac\ of mformatron or a lack of support in =

dealmg with post operatrve psychologrcal reactrons

ny
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Ftsher (1979) in her study of six exenterauve pattents tdenul‘ jed that whtle their general

4

'patterns of ltfe contmued there were mapy unresolved psychosexual problems three to ten

A

years post operatlvely Fivé ol‘ the six pattents consndcred themselves to lack f emtmmty and .
expressed concern regardtng thetr appearance Half of the women felt they lacked practical
mformatton concernmg stomal care; however hall‘ reported their partners assisted them wnth

this care, Three pattents termmated their relauonshtp wtth:thetr partner after surgery, Flve

' ‘patients reported termmatlng any kmd of sexual contact® wnth partners after havmg reported a
i ' o (RN

_ normal sexual relattonshtp pre operattvely All patients seemed unaware of alternative forms ol‘
P
' Ly R ‘ . o
lovcmaltmg Co "
. P
" . N o ) N
gewcll and Edwards-,‘(1980) “in* comparing pelvic exenteration patients to patients -

'
' undergomg etther a Werthetm hysterectomy or radical vulectomy found a signifi lcant dtf f erencc

snx m0nths post - operattvely between exenterauon patlents and the other two patient groups in

*

the followrng ways body 1mage altcred sexual relattonshnp after surgery and f requency of

mtercourse af ter surgery. ?\ll three _groups showed a srgml’ icant decrease in the af %rementtoned

L

wrth exenterauon patients mdtcattng. the greatest change, There were no significant dif fe erences

- between ‘and, among the three groups on self -esteem, general well - bemg Rotter's

'mtemal external control, or socral adjustment neasures. |
Vera (1981) mtervtewed 19 women post-operauvely to assess their social, sexual and

l psychqlogrcal adaptatton af ter pelvic exenteratron Tlus populatton was selected from 25 women

;‘. 1

who had had thrs surgery durmg a ten year penod pnor to the study Two of these women -

: "declmed parnctpatton stating they w:shed they had never had the surgery, and four other L

a women died as the study progressed A 176-item questtonnatre was used as the mtervrew basrs
.'The ttme mterval between surgery and mtervrew varied f rom 6 months to 9 years »

| 5 The data mdmted that there was a negltgtble mcrdence of psychtatnc dtsorders a
N srgmf icant loss of sexual ltfe poor occupattonal recovery and decrease in socral acttvmes When

'asked thetr most difficult post operatrve adjustment six women reported stoma care, seven
‘ SRS IR
‘ eonsidered changes m physical appearanee ‘most dtstressmg. four mennoned loss of thexr

-~

* L
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' partncr one stated- loss of sexual life and one, woman was unable o0 rdenuf y one partrcular, '
diffi rculty In sprte of these significant changes women tended 10 indicate that their quahty of
life was above average, with a trend: toward 1mprovement They faced the future wrth marked

= hope. . ‘ C " "o -
| Anderson and Haclter (‘19'83), m a descriptive study,*examined‘ the psychosexual

A

adjustment { ollowing pelvic exen‘teration of 15 Women A't“ time of interview, average time‘sinceu
surgery was S years 6 months. 'All patrems were clrmcally free of disease, The data were“'
collected through one hour semr structured intervrews followed by compleuon of a .
quesuonnarre battery designed to assess psychological d'istress. ps.yc.hosocial adjustment, and ‘
‘ sexu_al f unctr‘oning. ‘ . | | ‘
Results indicatedthat as‘ a group‘they were mildly distres'sed and depresscd These
women reported actrve and satrsl'actory levels of socral and free time. activities. Sexual
%ﬂﬁctronlng conunued as the area of greatest drffrculty On thrs dtmensron they resemble
severely sexually drsf uncuonal healthy women ’I'hey reported greater sexual amuety and a much ‘
lower level ol' sexual satisf; actron than' do sexually dysf uncuonal women.. |
For vrrtually dll the women. in the study there was a srgmfrcam dtsrupuon in” sexual.
activrty Two rmportant subgroups were rdenufred those who were satisfied and those who
were dtssatrsfred wrth thetr present sexual ‘situation. For the sexually acuve sausfred group.
( N= :4), the vagmal reconstructron had gone well and they -were. able to mamtam a sausfactory. |
level of actmty l n the sexually acuve drssatrsfred group (N 3) they reported drsrupuon in the . -
frequency. varrety of acuvity. level of arousal of problems wrth the neovagrna (e.g., length
msuffrcrent cavrty too large pamful rntercourse chromc drscharge) In the non- sexually active .
group there ‘were those who were content wrth the end of sexual actrvrty (N 4) and those who.
| were not (N= 4) This. latter group also mcludes two women wrth neovagmas one wrthout a
partner and one who was uncomfortahle wrth resurnrng sexual actxvrty even though she. had an’ ‘

‘ mterested partner Anderson and Hacker (1983) concluded that "dbjecuve eVrdence mdreatesv'

that reconstrucuve surgery does not srgmfrcantly enhanoe body 1mage. however mcrdental"‘ -



‘ reports from pattems lead these rnvesttgators 1o belreve that it may have a posttrve lmpact as
mdtvtdual -women have reported not feelmg hke a woman until reconstructrve surgery was
performed (p 337)
| All pattents reported they would go through this surgery again in. order to survrve

’ There was not consensus that they had received adequate preparatory inf ormauon All patrcnts

“

undergorng reconstructive vagmal surgery rndrcated that dtscussrons of sexual f unctronlng were

inadequate, , = ‘ r s ‘

Slis interesting 1o nore the variation in reported adjustment to exenterative surgery. In

9

all studies the sample was small, Many of thc studies mvolvcd rctrospectrvo recall and often " :

group data ‘were reported when women were at diff ering slages of 'post - operauve adJustment
‘ Not a_ll studles mdtcated vagmal ‘reconstruction status. Fisher (1979) reports poor adjustmenr
_ to surgery whercas Brown et al '(1972). Dempey et al (1975) and .Anderson et al. (1983)
\report good adjustment except in the area of sexual f unctlomng Sewecll et al, (1980) would
‘support ‘this finding. Vera (1981) found both poor sexual and occupational recovery after
exenterauve surgery. Lamont et al (1978) provrdmg a systematrc mterventron protocol report
"a much better sexual rehabrhtatton prof rle of their pattents Derogatis (1980) when speakmg
‘ about gynecologtcal mahgnanctes in general states: "they are umque because not only do they
‘ mﬂtct patn suffenng and the potenttal‘for death but carry wtth them a. spectal abthty 4 the
: capacrty to-devastate the femrmne rdenury (p. 10) | N .

Both Lamont et al (1978) and Anderson et al (1983) stress the srgmf icance of vagmal
. reconstruqrve surgery as a srgmf icant f actor in sexual rehabtlrlauon F urthcr to thrs ‘they stress
the unportance of educauon and support of patrents and thetr partners regardtng psychosexua!
| matters Morley, Lmdenauer and Youngs (1973) ;:oncluded from therr respectxve specralues of
: ;'gynecology. surgery and psychtatry that when the surgeon removes part or all of the vagrna

j‘during pelvrc exenterauon he is obhged to consrder some type of vagmal reconstructron as part

of the rehabrlrtauon program (p 996)

N

G
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‘ Several wnters (Ftsher 1979 Lamont et al., 1978; Morley et‘ al., 1973 Sewell &'
l :
Edwards 1980 Yanbrough 1981) stress the tmportance of pre operatxve intervention by a

multrdtsctplmary team. At this phase and throughout treatmcnt tntervenuon mcludes both
support and teachmg for the pauent and her partner Ma jor concerns mrttally are survival and
comprehenston of the phystcal changes that wrll occur Post- operatrvely as’ the patlent begms
| o recover f rom. the surgrcal msult the pattent begtns to hope for complete rehabtlltatton and
the concernsregardmg psychosexual,f unctioning begm to emerge (Lamont et al.. 1978). Fisher

(1979) states that "her social and sexual value Systemremains intact, and all adaptive changes

k]

and orientation 1o new behavior must occur within this context." (p. 224)

C. Psycho'Social ln‘ipact of Cancer

o

In order to view the exenterative literatirre in context, it. may be important to briefly
B}

review some of the literature which addresses more. generally the psychosoctal tmpact of cancer.

All writers revrewed in this area begm with' two prtncrpal tenets 1) the dtagnosrs and treatment
1

of cancer ts ‘a stress 10 pattents and their families and 2) management of thts srress should be an
mtegral component of comprehensrve medical care. : R "a,

" Crisis theory states that the degree and character of psychosoctal dtstress depends on '

e

the- speciftc meamng of the stressful srtuauon prevrous exposure to suntlar distress, the"

adapttveness of the mdrvrdual s coptng mechamsm and the support recetved from others S

(Capone Good Westte. ‘& Jacobson 1980 Caplan 1964) Krant (1981) states "that the
stress of cancer 1s prtmartly related 1o the l‘ear that -one s life is bemg altered in an rrrevocable ;
manner such that destred and chenshed valu-es‘ roles and adapuve functtomng thl be
B reducgd (p 608) Adapttve functtomng appears to. be tnfluenoed by 1) a beltel’ in one 's |
personal power to influence favorably other unportant people as well as hfe S events 2) a behef
m' c?mtrol over one 's personal destmy, 3) d sense of comfortable belongmg to a parucular

group or umt and 4) a behef in hmltlcss f uture (Krant 1981)
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Mages and Mendelsohn (1980) propose three drmensrons on whrch psychosocral aspects ‘
of cancer can be vrewed Frrstly cancer is an. ongomg process that unf olds over a consrderable ‘
'perrod of time and in several stages, Secondly cancer produces enduring personal change Whlch
| needs 1o be viewed in the context of the mdrvrdual s life stage and prevrous hrstory Thrrdly ‘the
psychologrcal developments at any given porm m the process are. mtegrated around the pauent 's’
‘need to adapl 1o the ;ssues 1mposcd by the concr/el: realmes ol‘ the rllness |

» 4 ‘ :

With a gr()wmg number of cancer lrealmem opnons avallable it s becomrng '

rncreasmgly 1mportam 10 determine the qualny as well as the quanmy of llfe thcy offer to the

™
' pauent Both tumor and treatment are seen as al'fcctmg qualily ©f life and lhere arc man[

~ studies Wthh now look at the rmpact on patients of . varrous trearme‘nt prOlocols itis generally
,agreed that quahty of lifc e lS a comple;. construct Most re;carchers agree that rt is subje'cgve in
nature and’rneorporates both the physrologrcal and psychologrcal aSpects of body funcuons |
work and activity, and relauonshlps (Newton 1979; Mages & Mendelsohn 1980 Schmale ‘
Morrow Schmrdtt Adler Enelow Murawskr & Gates, 1983; Presant 1984) Presam (1984) :’
developed an as§essment tool designed for pauents 1o’ measiire therr own qualrty of life. He -l
found. that physrcrans were relatively mcapable of adequately dcscrrbmg paucnt qualrty of
lrfe (p 572) Correlauons between patrent and physrcran scores were very poor not only on I‘
.'over‘gll quahty of life scores but also on subscores fg(ymptom control physrcal well bemg -
'and psychosocral well bemg He concluded that there is a need for the patrent to play a ma)or; ; .
role in descrrbrng her qualrty of life rather than relyrng solely on physrcran assesSment | u |
aSchamle et al (1983) desrgned a study "'hrch exammed the well being ol‘ mdrvrduals ’ '
who were- consrdered to have survrved therr eancer They studred cancer patrents who were a:
“ mean of three years past therr last cancer treatment and who were consrdered medrcally healthy_ Y
w1th no evrdence of cancer When compared 10a matched sample ol’ healthy controls it was."
found that the caneer panents had a srgmf 1cantly lower sense ol‘ self control and more general -
‘ ‘health wornes They concluded that the qualrty of' survrval 1s greatly influenced by the anent 8

- '»mcreased sense of vulnerabxhty both psychologrcally and physically

-
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thh advances in canoer treatment ‘and wrth more patrents survtymg their cancer for
extended penods of time, it becomes mcreasmgly lmportant to detemnne the quahty of this
survtval There has mdeed been a shtf t toward research atmed at’ garmng a better understandmg
of the social ‘and emouonal jmpact of cancer and lts treatment (Holland 1984), T he
‘tmportance of the shtf t is underlined by Ware s (1984) assertron that "there i is more (o life than
not dyms (P 2307) o .

-

D. The Relevance 'of the Research QueStion o ' o k

9. ! \
, !

drf f tcult adjustmcnt that is present f or women who choose this surgrcal procedure, Lamont. et

L ( 1978) report on the outcome of a systematrc intervention program of' l"ered exenterative
pattents to assist them in thetr post operatrve adjustment, All other studtes revrewed attempt to
assess women 's adjustment to exenterauve surgery and the qualrty of ltfe it affords These

studres of ten employ standardrzed assessment tools and structured mtervrews and frequently

| mclude extensive retrospectrve recall on the part of the women being studted Only two of the -

: 4
studtes (Dempsey et al., 1975 ‘Lamont et al., 1978) follow the women both pre and post
‘ operatrvely Ad_tustment to the surgery is mﬂuenwd by the woman 's own percerved qualrty of

ltfe followmg surgery. As drscussed in the lrterature qualrty of hfe is a complex construct

Attempts by researchers to measure it have had vanable success The assessment by '

professronals of patrent s qualrty of ltfe has not correlated htghly wrth pauents self

: assessment

s

The research quesuon What does it mean to a woman to undergo a pelvlc exenteratzon?

and the methodology chosen to explore thrs questton are relevant m that they wlll provrde

" : quahtatxvely dtfferent tnformatron regarding the expenence of pelvrc exenteratrve surgery Thts

-'-"study complements other exrstmg studtes lt wrll be longrtudmal i nature followmg women

"y,

Athrough criucal transltron pomts in theu' experrenee w:th the exenteration lt rs the women who

Will speak of therr expenence evaluating thetr quahtyef—kfe-and determmmg for themselves , Iz

. The review of the literature pertammg 1o, pCIVlL exenterative surgeﬁ\underlmes the

“
;o

.
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whal is sngnincam to’ speak abou( Mosl xmportamly the meaning of this surgery in the‘

women 's. hvcs wnll be studxed In this way it will conlnbule new mformauon provndmg an

A

v -

Jindepth descnpuon of the cxpcnence of cxcmcrauve surgery from the woman's (paticnl s)
+ -

L »

'perspccnve oo
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. 1L, A WAY TO UNDERSTANDING WOMEN'S EXPERIENCE OF EXENTERATIVE

SURGERY

\

Whai does I mean to a woman to undergo a pelvic exenteration? The question emerges out of a
0 ' V .

.

desire 1o grgw in understanding of the lived-experience of and the personal meaning for women

’

whose live7 are transformed by pelvic exenterative surgery, We bestow mecaning on life events,

cachi% ug in our fashion, We may declare life meaningful, meaningless, a struggle, a joy, and

"s0 on. l/] the same way eventls may be unbcarablc a challenge, horrific, an opportunity, a

pumshmenl or a gift, We construct meaning based on our own unique life experiences, our
) past,‘ our now, and our bel‘nef in what may ‘qomc. We act and interact based on this rich
subjective view of oursclves and our world. Benner (1985) states: "meaning resides not solcly
_within the individual nor solely within the situation but it is a transaction between the rWo 50
the“‘l the individual both constitutes a‘nd is corrstituted by the situation; Therefore, the unit ’of
analysis is the transaction.” (p. 7) | ‘ 4‘:“ y
This dtssertatron grew out of a quesuon that sought understandmg rathet tha
explanatton. It is my hope that the prooess will generate deeper and perhaps new
qunderstandmgs of the phenomenon of pelvic exenteratron and that these understandmgs can be
used to mf orm our actions and provide new possrbtlmes for these who are or may be involved.

Barmt Beekman, Bleeker & Muldenj (1979) state: research whtch descrrbcs human

‘ il

experience rnﬁmer to better apprecrate 1t grves the chance that better decisions )glrp be made in

the future” (Chapter 2,p.2). Accordmgly thrs drssertauon and the process of its coming to be

[

s Phenomenologxcal in nature., =~ : , ‘.

2

Pitat)
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A. Researching Lived-Experiences
If we really want to know how pcople feel, what they experjence and what they

remember, what their emotions and motives are like, and the reasons for acting as they
do .. . why not ask them?

\

(Aliport, 1942, p. 37)

As Wwe attempt to understand human experience, often there scems 16 be a rift in the
language and understanding of science and the languagce and undcrstandihg of ordinary persons,
The lradilif)nal scientific approach in its pursuit of objccli\;c data collected by impartial
observers rﬁay be b}passing aL rich ground for understanding human cxpcr‘icncc. In' my turning
to the phenomenological approach it is my contention that a different kind of knowledge is
arrived al. 1t is the knowledge or understanding which cmerges out of dialogue with othérs.'
Together a sha;cd world of meaning is created, where concensus is the criterion for validity and
undcrsténdin_g‘ is not intended for prediction but rather leads to enhancement of the possibilitics
for acgtion and imeractjc;n. b

1 will now situate the methodological approach 1 have used in endeavoring to come to
an understanding of women’'s lived-experience of pelvic exenterative surgery. ' The
phenomenological approach, as elucidated by Giorgi (1970, 1975) providés lhc starting p"oim '
for this study The point of depanure is the gathermg of dcscnpuons that are anchored in the
lived- expenences of the women, These decnpuons come from the women lhemseJ\;es and the
methodology utilizes both . retrospective recall and sxmultaneous description of thcnr ongomg
experience. With th; phenomenologlcal approach the focus is on the phenomcnoq, that which
appears exactly as it appears to the one to whom it appeass (Aanstoos, 1986). Oﬂcp these

. : I

descriptions are gathered, the aim of the analysis of the data is the explication of the essential

) ) [
structures of the phenomenon. The f indings of the analysis then take theform of descriptions

[

. of the general psychological structures of 'the phenomenon.
Giorgi (1975) is one of a number of contemporary phenomenological resedrchers who
chooses not to use his personal experience during an investigation, at least in the sense that it .

becomes an explicit‘ part of the research. He does engage in reflection on the phenomenon prior

to ‘the investigation but endeavors to suspcnd (bracket) his presuppositions once the
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investigation begins, in an effort to approach the phcnorhenon opcrrly and jn-axder to grasp it
intuitively, My approach is a deparlurc from lhls As the dialogue wnlh the women occured over
a five year period and my #ole was as both researcher and therapist, bracketing off my
vcxpericnce did not seem like the most productive way of coming to an understanding of the
' phenomenon, Embodied in the research in such a'way as to develop a deep understanding of the
nature of the phenomenon, 1 as 'researcher, altemplA to describe and ihlerpre( the

lived -experience of the women who undergo pelvic exenterative surgery My preunderstandmgs

rather than being suspended as possible. bias, are acknowledged as my gateway to Ehe

phenomenon, and as a poml of refcrcnce throughoul the research, In dlalogue with the women

and later with the conversation protocols, it is my preunderstandings that become enriched, a

A

process that eventually sets the stage for the more concrete statement of the findings.

Other phenomenological investigators" (Alapack & Alapack, 1984: Lifion, 1976:

Merleau-Ponty, 1962; Sullivan, 1980; von Eckertsberg, 1978) suggest models that include the |

researcher's experience in the investigation. Basicuto these approaches-is the thesis ihat "truth”
; , N A

is intersubjective in nature. Merleau-Ponty's ( 196?)' approach to phenomenological description

is that the describer is err)bodied and involved in the experiemial field which includes "motility,

spatiality, gesture and e}prc‘ssion Sulhvan (1980) in drawing on lhe wmmgs of ‘Gadamer

(1975) states; "the interpreter of a text comes to knowledge of the text by a sympathenc rather

than a detached post\rre. Sympathy assumes bias as a. necessry ,pr_e-condmon“ for

H understanding.” (p. 56) Although Gadamer ‘refers to written texts per se, Sullivan (1980)

coniténds that these princip {n interpretation (i.e. .understanding) of persons

v .
N

mterpretanon is not only xmpossrble but mamf estly absurd To mterpret means precxsely to use ©

one 's own preconcepuons $0 that the meaning of the text can truly speak for us. (p 358) von

Bckartsberg (1978) in an approach he refers to as "dxalogal existential- phenomenology states .
that the researcher has to rely on. the mtemubjectwe character and shared meamng that

:

common language and common experience provxde He claims this type of research can mmate

and groups' of individuals. Gadamer ( 1975) states: "To try 10 eliminate one's own cohcept of

>
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personal and intersubjective growth while one's understanding of the person and the

phenomenon deepen Alapack et al. (1984) in taking a more cxtreme position inspired by

Klerkegaard s n\otion that "all understanding is self undcrstandmg (Nordcntoff 1978, p. 2),

\
A

. suggest we must enrich "our understandings expansxvely and comprehcnsnvcly in contact with
other equally legitimale interpreters. Ultimately we must come full circle 1o speak responsibly -
about the whole in'our own name," (p. 48) Lifton (1976) challenges invcstigators 1o make their
. own subjectivity clcxr and cohscious. to try to undcrstand it and use it as part of the conceptual.
. structure, Further, he\statcs:'
~We in the psycholqglcal professions always function within this dialectic between
ethical involvement and intellectual rigour, and 1 believe that bringing our advocacy
"out front" and amculatmg it makes us more rather than Jess scicntific. Indeed, our

‘scientific accuracy is likely to suffer when we hide our ethical beliefs behind the claim

of ‘neutrality. | vxew this dialec¢tic of advocacy and detachment (again, BuBer's

distance . and relauon) to have great imporiance, even m the most "clinical™ of
situation$. (pp. 155-156) :

‘lh -summary, the method employed in this study f oc‘uses on -~the. women's
life- expenences with stress on the specific data gathered from the interviews. The mtervxews are
. a cooperative dtalOgue between the women and. myself Descnptlons from the women‘ are
sought, but the interviews also mclude description from my (researcher/theraplst) expencncc
of the phenomenon. My reseaich\role is to acuvely hsten to the women's description of their .
expenence and to accurately mterp Lit to otl;ers\My therapy role is to f acnhtate mtrospecuon
and support change in the women: ‘Sd 10 advocate for them. The conversauons which fonn the. .
) basns of thls study depart from tradm&nal phenomcnologtcal mtervxews in that they occurred in |
. vivo (m hospxtal wards in medical exarhining rooms; halls, homes etc.) Therefore, there were k
~ '-varymg degrees of pnvacy Just as was the women' 's experience. Some of, the conversauons took
" place m a group composed of the four Women "and myself ln group the women f requently‘

Ifound support to speak about aspects of u exr experience that they may not have prev:ously ,

'aruculated The goal of this study was thcn to use these conversauons to f ormulate not only a

- nch descnptton of the lxved experience of pel ic exenterattve surgery but also to tdentxf y the .

,junderlymg structures of phenomenon To . quote Llfton (1976) "By rendering these

R . = ' . /
. . .
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psychologrcal _concepts in thelr most basrc and systemauc form | seek to make them more
Jccessnble t0 myself. If 1 succwd in that I know they will be accessible to others "(p. 13)

: §

. Sullivan (*1980) stateés: ulumalcly for the researcher's interpretation to be valid it
must, at least, be a recogmzable reallty to those in whom the interpretation is made (p. 67)
The women participated in valldating‘ their de5cn'pu've narrativés, In order for you, the reader,
) dssess the validity of this mterpretwc work the followmg criteria of internal validity . as
outlined by Cherniss (1980) may be helpful. o

1. An interpretive work should help one understand the lives of ‘the 'subjects. One should

better comprehendfthe complex pattern of human experience as a result of jt,

)

2, lhc themes should maintain the intcgrity of the original "data".
3 " The xnteroretauons are constdered mternally consistent if the textual data maiches them.
\ Thls means they need not reveal only consistent practxces and commltments of the . |
‘parucrpants. ‘ - ' R .
4, The data that support the findings should be pr'csent'e.d.
5. The reported conclusions shouzd be consistent with the reader's own exper‘ience
"In qualitative reSearch the readers must cntrcally scrutinize the results of the thematic

analysrs playing a more acttve role in the process of 'validation’ than they normally would.”

(Cherniss, 1980, p. 279)

B.‘.T,heWomen. ‘ | S :

To provide a broader context f or the women of thts res'earch 1t may be advantageous to .
. locate them within a group of Alberta women who were consrdered possrble candrdates for this.
surgery Pelvrc exenterauve surger) is not a frequently performed oncologrcal treatment
iBetween June, 1981 and March 1983, at the Umversrty of Alberta hosprtal erght women‘
:underwent pelvrc exenteratrve surgery for the treatment of recurrent or persrstent malignant |

. pelvic. drsease All the surgenes were performed by .the same surgeon Besrdes these enght

: women several other women were: consrdered candrdates for thrs syrgery These latter women

[ES
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were prepared for exenteration but the surgery was not completcd‘ either due to \‘dl‘sclosure of

distal drscase (r .e. liver metastases) or in the initial surgical phase due o posmve biopsies of |

| lymph nodes or srdewall tissue. These women were then offered ad junctrve chemotherapy.

Pnor to my mvolvement m4hrs study ‘two of the crght women had already had the ’

‘ exemerauve surgery With the excepuon of these lwo women 1 havc met with all the above

{ menuoned women preoperatlvely The women-were referred to me by the surgeon as soon as .
they became’ possible candrdates for thts surgery, Table 1 provrdes an overview of the crght\l
women who underwent the complete surgery. I had no contact wrth Jean the second woman 1o ) ‘
have the surgery l did not meet pauent Mra the first woman to have the surgery, until
ninetcen months after her exenteration. I have continued to meet with her periodically up to the

‘ presem time. l met with all the other womcn preoperatrvely and then perrodncally through their

v postoperatlve penod either unul the present time or until therr death . _\‘

A

Of this group, four women “all of whom are alrve four or more years after’ surgery i
form the basis of this study. Routmely as part of the health care team I met with each of these )
women. The research began tof ormulate as I experienced the aspects of my not- knowlng as |
interacted wrth these women. I shared that not-knowing with them and each of them agreed ‘to

| partxcrpate wrth me in a process which we hoped would provrde an mclusrve descnptlon of therr;
living wrth exemeratxve surgery '

These women ranged in age.from 26 to 56 All were married. One had been marrted l‘or

a second time. All four women had chtldren arrd one had a grandcluld Three of the women,

prror o surgery, were employed outside their home and “had some degree of financial
mdependence Two of the women. had completed hxgh school whlle 1WO0 had completed somey
post secondary educauon All four lrve in ma jor Alberta cmes All are Caucasran Qre woman

was born rn Canada while the other. three .were born m Europe (Germany, Brttam and o
. ‘Poland) Of these latter three twb emrgrated to Canada as adults one as a young chrld wrthw
"her parents All of them had persrstent or recurrent carcmoma of the cervix whrch had not been

emsceccacsrneen von

?In Table 1 these women are Mia, Laura Marge and Pam
See Appendrx A — consent’ to pamapate '
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cured by conventional treatment.

As a brief introduction to the four women a medical 'summary for each of them is

| presented. Such a summary is usually the basis for their mtroducuon 10 the health care

professxonals who mteract with them Thls is one of the contexts thal therr expenence becomes

known or not-known, understood or mlsunderstood

Mia
an xs a married womavn with two teenage danghtcrs Prior to ertenterauve surgery, Mtav
worked part time as a regtstcred nursc. At the time of exenterative surgery Mia was frl‘ty ~$ix
years old ‘ o ‘ 4
ln September, ‘1980. after aboth a year of low back ache and occasional spotting, she
'was dlagnosed as havmg a squamous cell carcmoma ,of the cervix. She had two radlum inserts- .‘
followed by extemal beam radrauon In May 1981 she had recurrent disease.
| In June, 1981 she was admltted for a total pelvxc exenteranon This was done and an
ileocondurt‘ end colostomy, and a sigmoid loop neovagxna were done Mia ‘was the first
exenteratrve patient done by the surgeon at thrs hospxtal After four days in the intensive care’ .
unit post operatlvely she was moved to the gynecologteal umt She was dxscharged thrrty f our .‘ |
. ."daysaftersurgery . ﬂ‘ T o - B
| In August 1982 Mta was readmttted to hosprta] for a second stage neovagma The‘
vagma had stenosed down s0 the sngmord was removed A Mclndoe procedure was done usmg
split’ thlckness skrn graf s from the thrgh area. Thcse were successf ul and had taken within ten
© days. A heavy vagmal dlseharge contmued untll March, 1983 Wrth contmuous use of a drlator.‘ ‘
| the vagma has remamed open and funcuonal - ‘ :
At present Mra has no. evrdence of recurrent drsease She has returncd o part trme“"..-
nursmg someumes worktng four or five shrf s per week and has mamtamed a healthy energy»

.

Mevel. g
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| Laura
‘ Laura is a’ young marned women with two ppreschool chtldren Just prior to the .
| dtagnosns of a squamous oell carcinoma of the cerle Laura had given btrth to, their second
chtld Laura had been’ worktng as a realtor up to the ttme of dtagnosrs She was twenty six
years 'old at the time of exenterattve surgery . '
Laura was dtagnosed in March 1981 She had bleedmg during her third trtmester of
pregnancy. She then hemorraged postpartum and then conunued to bleed for the next three
. months At this time a visual- dtagnosts was made During Aprtl and May, 1981 she recetved.
| fourtcen radiation treatments followed by radtum inserts. She contmued to have a vagmal i‘
* discharge and dtsparunta. ' |
Due to persistent disease Laura was readmitted to ho‘spital‘ On May 3, 1982 an anterior
pelvrc exenteratton was done with a loop colostomy. an 1leocondutt and a rectosrgmord
Teanastomosis. A vagma was not created at this time wnth the plan to do a gracnlts'
| myocutaneous neovagtna one week after thts mtttal surgeryh'l‘hts was not done as a rectal
f tstula and a deep vein thrombosrs developed. Laura was dtscharged etghteen days after surgery
A month later she was readmttted for the creation of the gracrhs myocutaneous

' neovagma and an attempt to close the rectal ftstula There ‘were no post operattvet

compllcattons and she was dtscharged thtrteen days later . o B | A

In March 1983 her colostomy was. closed There was some: loss of rectal sphtncter tone' o

.. and some stenosns at the anastomosrs ltne " She’ was dtscharged a week later wrth no

oy

comphcattons. o

Due to a rectal ftstula Laura was agam admttted to hospttal in September 1983 At

- this ttme a- permanent colostomy was done A few weeks later a recurrence of tumor was‘ "

-

dtagnosed At this ttme a dectston was made 10 go to Houston Texas to undergo a newn .

chemotherapy protocol Thts proved 10, be effecttve in reducmg the size of the tumor and'

reducmg some of the pam



A

With contlnuance of pam and a persrstance of an 1dentrf iable pelvic mass, Laura agaln

underwem surgery in February, 1984 At lhlS lime a hemrpelvectomy was a possnbrlity Dunng

surgery the mass was found to be lymg next to the scrauc nerve It was removed along wrth the

4

rectum and vagma The tumor was' found to be bemgn The surgery left laura wnth some nght
leg weakness and a foot drop which requrred a brace _ L : L ' / |
" + 3\ .

[

lmually there’ was pam relief but over. a perrod of months the pam conunued 10

increase. Autohypnosrs trarmng for pam managcmem was begun., A recurrence of lumor ‘was

then dragnosed In July, 1985 a nght hemlpelvectomy was pcrf ormed She also had her pelvrs
- irradiated. She was released from hOSp&l five weeks af ter surger) ‘
‘ ln Aprrl of 1986 Laura) agam had recurrent dlseasc Metasratlc dnsease was found in

her, bowel, liver and dlaphragm At this time she'is on an expenmenlal chemotherapy prorocol

~ Sheis toleratmg the treatment well and it appears there is no mcrease in tumor srze or spread at

- ’

this ume.
. Marge .
Marge is a married woman wrth two teenage chtldren from a prthous mamage She |
and her husband had been marrled seven years pnor to the dtagnosrs of cancer She is employed

©in the anr travel mdustry At the txme of exenterauve surgery, Marge was f orty two years old

Marge was dragnosed in Deeember 1981 as havmg a squamous oell carcmoma of the o

| cervrx She had a cone btopsy and was then treated wrth external beam radtauon w1th the :

| mtennon of follow -up radrum inserts. Thrs was nol possrble and furtber extemal radtatron was -
used She had persrstent dtsease and was admltted m J une 1982 fc ora pelvic exenterauon
Exenterauve surgery was done and a loop colostomy. an 1leocondurt and a recroszgmord

reanastomosrs was performed A week later a gracrLs myocutaneous vagmal reconstmctton was

o , 'done Post operatwely Marge had a contmuously elevated temperature Several exammauons

L under anesthetlcs were done to rule out a pelvre abscess Marge was dxscharged thrrty two days

v
LI

af ter surgery

36
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ln November 1982 Marge had her loop colostomy closed and an end sxgmord colostomy, '

i3

‘was performed There were no compllcauons and sl;ng was drscharged on the ftfth

post operatlve day,
Due to a chromc vaginal dtscharge with an odor, an exammauon under anestheuc was
performed and the ne?vagtna was debnded and an attempt Was made to wrden the entroitus. -

Marge declined any further graf tmg at thls trme o ‘
N 2 ’
Marge has had recurrent drffrculty mamtammg the. lleocondutt In June 1986 she went

\

into renal farlur'e Surgrcal mterventron was necessary and a ureterostomy was perf\ ormed

At the time of thrs wntlng Marge has no evidence of recurrenl drsease She has
penodtc pain whnch is controlled by anaigesics when required. She rs convalescmg from her
latest surgery Prior lo surgery she was workmg f ullttme and had mamtamed a healthy energy
lcvel untrl the btochemrcal |mbalance occurred due to renal farlure ‘Her mtentron is to retum to ”

work once she regams her, strength This return to work is tentauvely scheduled in one month S

A

B

time.

' Pam_

Pam is a marned women wrth two grown chrldren and two grandchlldren She ‘was

]

O orty three years old at the ume of exenterauve surgery

Pam was dragnosed in December 1972 wrth carcmoma of the cervrx uteri (stage IIB) ’

o

She had two radtum mseruons followed by a three week course of deep X ray therapy and“

cobalt . ol '

In Septernber 1974 she was agam dlagnosed as havmg an mvasrve carcmoma of the. |

oervrx At thrs ume she was placeé'l on chemotherapy Due to some bladder mvolvement she. -
underwent stgntord ureterostomres in November 1975 | | , |
| There was no evrdence of drsease unttl J une 1982 In July. 1982 she underwent an
antenor pelvxc exenterauon wrth a rectosxgmord renastemosrs. gracrlrs myocutaneous neovagrna

[

and a transverse loop colostomy Due to a rectal frstula an deocondult was' done twenty two

.



days later She was drscharged from hospltal l‘ orty three days af ter mmal surgery

Due to a contmuatlon of the rectal fistula, Pam was again hospltaltzed with the rntent

[
A\

01" repamng the frstula and possrbly closmg the colostomy .This was- Aot possrble and a
permanenl colostomy was done Due to comphcatrons she was hosprtaltzed for clghty f ive days
At thrs trme Pam appears to be drsease f ree but contmues to have lower pelvrc pressure
‘ and back pam Thls requtres a constant analgesrc regrme lt does not appear that adequate pain
2 relref has been achreved She has also used acupuncture and hypnosrs in an attcmpt to gain
. better pam control At the trme of wrltmg it appears that she may be clinically addlctcd 10 -
" analgesrcs Further trcatmen( for thls and contmued parn managemenl is m progress
e
'C. Co-Researc‘hers.
‘ The women have‘beenldescrlbed rn a cllmcal manner 'Pnor to meetmg each woman 1
read their medrcal charts to acquatnt myself wrth therr medlcal history leadtng up to the point |

of exenterative surgery bemg offered. This was my point of entry into the dralogue that would

—~

Ca transprre For you, the reader, it also ‘becomes your pomt of entryr to u rstanding the

—

'women 's expenence The dtalectrcal nature of phenomenologlcal -enquiry is such that the
understandmg of the questron emerges f Tom our commgdogether the blendrng of each other's
_‘honzon Thls necessrtates some descrrptton then of my bemg in- the world what l as mterpreter
hrstorrcally brought to the research as the women and l became co- researchers
D The Researcher. ‘An Autohiographlcal Reflectlon : ,'

In Chapter I I :dentrfred the process I went through as I became mvolved in thts‘

"research Another rmportant dlmensron of the commg to the research is grounded tn my own‘

personal hrstory and the meamng I take from lt I reﬂected on what are some of thei-' S

Ny

fundamenta] preunderstahdmgs wrth whrch 1 came to the research" These are the questrons"'

,‘,‘.upon whrchIreflect f | R R

1.;,W.hat'aretmy exmpe"égs‘With‘illness? L

W



' illness of a chronlc naturc

\

S 2, Why am l workmg as a psychologtst in a medtcal settmg” , . S | t."

3. What draws me to thts partrcular group of women’? A

As 1 reﬂected on my experlences wtth tllness two pamcular time pertods in my ltfe

-

.came 1o the foref ront One as a chtld of flve when my father became critically tll and secondly :

~ as a young woman and mother when durmg a penod of two years two of my chrldren died of a‘

“

geneuc disorder and between thetr deaths we adopted another chrld who was also expcrtencmg ;

1

l was ratsed in a small commumty in northern Alberta, I was the youngest @f three
chtldren and the only daughter My father was a pharmac1st and my mother a teacher She

became an active busmess partner wrth my father in the drug store af ter hrs mmal tllness For -

» several years my father had been \e only health care provrder in, the commumty at large

\

(human and ammal) untrl a d0ctor and vetermartan located theére, l grew up betng aware of

L
n

observing and paructpattng in many ifitfess crises.

Durmg my f lfth year my father had a massrve heart attack one of many over the next

thirty years Hts eventual return home from hospttal meant many, months conyalescence wrth‘ '

‘ .

complete bed rest. thh my brothers in school and my mother workmg at the drug store l was

home alone wrth my father I believed it was my jab to take care of htm I was hrs "legs ‘.

,‘getttng htm what he needed nottfymg my mother by phone rf he nwded help,,and relaying ‘

telephone messagw between my parents so that prescnpttons could be frlled m his physxcal

o absence from the pharmacy I took great pnde in berng able to be wrth my father m tlns way '.

. 'What was a errsrs tn ‘our famrly became for me a gtft - a spectal trme of: shanng I also had a.

. functton and beheved I could contnbute to the convaleseent and heahng process As -an adult

'these early memortes perrodtcally re present themselves in my conscrousness The earlyn

f unctrontng

; leammgs have added to a comfon in bemg wrth people in thetr rllness As a growmg Chlld the

: awareness of the possrbrlrty of -my father s sudden death was ever present m our famxly



" never been out of a medieal settmg Ch v B

' what brOUghr about. hlS dealh My recollecnons of thls ume m

| |
‘semng One month lale; he dred in hospnal hrs drsease undragnos 4 and no understandmg of

5 . AT ‘.
R ' B Lo ' , . N
o ' ! B : R . . '
, r . K . N,
o . “ .

Laler at age 23 as a\ young ,molher of a two year old daughler my fi rrsr son was. born a

[ \\'

‘ ‘heallhy mne pound baby\ Af ler a few days at home wrth hun I began to sense that he was

*\‘ \ \ o l‘ —_

expenencrng some ‘physrml drscomfon Wlthm hours ol‘ that I experlenced the pamful

'\ ‘. 3 ll v

N .v
. "y
- N v

'\
.k ) w .

4'

; pamglpale m my baby s ongomg care; lo nunure hrm and to hopcf ully promoLe healing

l lovmg environmem he would begm lo thnve for he had been a non- thnvmg Chlld lndecd he o

\
o

Later rhar year we adopled a son a le year old\who had been in medrcal setungs smcc

. )
! |

A

i

i . LN
r l‘ A ‘ P

3 I‘ . Nmeteen months af ter the death of our frrst-son another baby bOy was bom nme and‘ L

. \
N

U

”»

'.l

v

I

toe i
ll i
T

I had feared for my own samty pnor to 'hrs bxrth but the experxenee of hrs bxnh life

| - .. [

' " "yand death had qurte a drfferent rmpact I lrved each day mth an mtensny and a keenness of

i

iawareness Tune was lmuted and precrous and thrs awareness ennched each moment. l no

'

o
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woa quarter pounds wrth a presence Lhal seemed older than that of 2 newborn Throughout the

[0}

A
,“progressron of havmg given. blrth oommg home wuh my chil¢ ro relurmng hrm () rhe‘ medrcal o

, bmh and had been in hospnal at- lhe lrme of our’ f rrsr son s rllness We beheved lhat in a slable -

‘;, “" ":Vhen the fears pushed therr way through l would fmd myse,lf fearmg for my own mental ‘.)

. health should tlus baby dne One month af ter lus blrth he drd dre He was dragnoseq as havmg a T

"-,-v"lreeorded m medrcal lrrerature as havmg had thrs parucu!ar drsorder Strangely havmg a(

j'dragnosrs helped : I I

" did thnve and grow and create some havoc So many expenences were new for hrm havmg -

' o pregnancy I pushed back the fears that there would be somethrng wrong wrth this baby,""','{ ﬁ

o ,‘:rare genetrc drsorder. He and hxs brother became two ol' only sixreen clnldren that had been " '

Q.

-

o longer apologrzed for my nwds m the medrcal settmg Together wrth the staff we, mct our "‘-’;‘/ '



child’s needs, We were a good team, The events ] fearcd most prior to his birth became an
'opportumty to complclc the gestalt, ’ | '

. During lms two ycar period | became acullely aware of my own vulnerability in the face
of il‘l"ncss and my impotence in changing shc c()u.rso of disease, Alternatively ] became aware of
my ewn cmotional and sp{ritual strength a}ld resilience, It was a transformative time, | réquired
of’ mysclf to live life less superficially snd agaih the sensc oi: a gift from orisis was prcse.nl.

The Q\ollowing year 1 began to refocus my 0wn orofessi'onal energies. | had been a
ohysical oducalion and hcel.lih educ‘alion teacher, | decided to rcilljrn to gradualc school,
Throughoul the cmldrcns 1llncsscs 1 became aware of how little there was in the medical sctling
to sl;ppor( the family members thrcfugh the whole medical crisis., My goal was to obtain lhe
“educational preparation that was necessary to do family work in such a setting, Over the next
four years my hlrld‘erSlanding of ihe human pre‘dic&menl ‘and of counselling lhcory ahd practice
grew 'and expanded I had cxpcnences in hospitals, schools and commumty agencies, On
graduauon | chose to go mto private pracuce while continuing on into a doctoral program, 1n
my clinicd} practice .I’worked W}th a proad range of clientele conoems Hut continued my
prof essional interest in‘the process of loss, separation, b‘ereavemcm and illness. Four years later
l was ngen the opporlumty to establish a psychology service in the reglonal cancer clinic, '

I felt enthused and prepared to work with this patlent populanon I felt less prepared
to wofk with ‘lhc'medlcal bureaucracy. It was a challenge. 1 felt committéd to a vision of whole
paxi;nt care and experienced ‘mahy ofher staff mémbcrs who also viewed health care similarlie .,
' felt aff ifmed jn some of the changes in ser, ioe delivery and program development that w@c .

occurring, in pari due to my involvement. I felt frixstra_ted by the- professional gu'ardin'g. that
[0 ' P

i periodically occured, pani?:ular!y where a phy gIceived an indiv*idual as "my patient”. In

| these instapces health care seemed fragmented. Thqr ere many allied p‘rofessionals in the

setting whose expertise was important to offer to patients as options in their totdl health care.’

\
AN

It required an attitude of collaborative.téam work. '

N . o
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+ This brmgs me (o a response to the third qucsuon I posed 1o mysclf I had already had

\

significant contact with the gynecological oneologrsls in my fxrsl six momhs on staff, As

physicians they worked as a team dnd I found it cha{jng\mg and salislying to work with lhem

Lo ' L 4
when they referred women who were being treated for gynecological malignancies, 1 Jearned .

that carly stage cervical cancer had a treatment responsc of over %0%. | felt horror as l lc'larncd
“of the extensiveness of the surgery that could be necessary when cervical cancer did rrrol‘rcspond:
to conventional ircarm}cnl‘. I imagined the impact it would have on these women's: li\;cs.
_Fortunately only a small nurnbcr would have to rhake this choice, Fortunately it was a choice
that could be offered. This drastic proc.cdurc‘ was ocing donc, Womeén were choosing it 1
wanted to parlicipalc as an integral member of the healltr'cdre tcam. The psychosocial concerns
inherent in such a surgery were obviously exl‘ensiv\e. Due ’lo the relatively 'small ‘numbcr of

women-in the cancer population who would undergo this surgery, there had been little rescarch

focused on their psychosocial adjustrﬁ.em. The fact that polemialry only a sma}ll rrumber of
women would undergo this eurgen" also made it possible to extensively follow each of them.
Many oi“ the referrals I initially received on joining the staff at the caifcer clinic were
those persons with extensive end stage disease, These ref errals of (en were precipitated by either
patient or family distress with the news of rmpendmg dcath or physrcran dlSI["SS of having
nothing more to offer These were very rewardmg people to work with as t ey finished
unfinished business in their lives and .their relauonshrps. The challenge was lo assist lhem 10
\ ~ -
ljve asrl ully as possible up to the moniem of death. At lhe other end of the illness soectrum was
the group of women who would undergo exenterative sufgery. These women potemxally could
be rendered dlsease free. 1 looked forward to provndmg support in Mrmem to this
extensive procedure As a member of this heath care team there was the opportumty to f ollow
~ through all the stages of 1llness and treatment. There was a clear mvuauon from the surgeon 10

collaboratively share our expertise wilh each other but more jmponamly with the women and

their families. = - .
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' , Ke T _
The answer 1o a query, what are the preunderstandings with which I come to this

study, could indeed be a lengthy one, The three questions poscd at the beginning of this

autobiographical reflection though were forefront as I ‘began the reflection. 1 trust their
A ’ i ’ ‘ ] )
presence as significant ‘in guiding the reflection, The reflection provided an opportunity to

‘

consciously explore a portion of my being-in-the-world as I engaged in this research, For you,

the rcader, it is my intent (o provide texture to my research perspective. .

E. The Dialogue

l)ialdguc takes place onl;' among pcr‘s‘ons'on cqual levels, w"ﬂhoul the dilyi-sivcr;ess of
soci(ai or ‘prof essional stratification: dialogal research dibspcjnscs with researchers and subjects
and takes place among co-researchers (Friere, 1970). Addressing the concept of dialqguc as it
relates to research, Colaiizi (1978) states: | |

The dialogal approach must take place in a situation of trust. . » . Trusting dialogal
research” allows the. co-researcher to illuminate dimensions of their lives which
previously could not be facilily quéstioned but which can now be interrogated; and
hence ratified, rejected, or modified: realms of their existential condition are newly
brought into play. . . . All human research, particularly psychological research, is a
mode of existential therapy, or at least should proceed within the horizon of existential
therapy — which, however, should not be interpreted as meaning that- therapy should
.usurp research. (p. 69) . .

This discussioﬂ addfesseé the quality of relatioﬁship that fa'cilitqtes’ the indepth »
exploration of cxpcrience’. Colaizzi also addressed the issue of balance belween research and
therapy. Tprougﬁout my encounters* with the women in this phenémenon a possible research.
dilerima was bresented. I emereci i;nto the relationship with three def: ihed f ;in;:tipns.' Thése were |
as fherapistr as educator and as résearcl?r'.aAs researcher there'wére tfmég Wﬁep I }va§ iemﬁted ‘
to probe for issues that eiiher the exenterative literatufé or othe:-exepteraiive' wonieﬁ had .
raiééd. As. therapist, I chose to ‘interact with each woman in a rﬁa;mer that invited hér to
present _t.he concems.and,iss.u&s tﬁat were 'fqrc:from “-for her a‘tl \any parﬁgmar time. ft is‘ my
‘l‘-;;-aéflég'.;nCOudtem :si’mi)‘ly becaus¢ not all ‘of my ,beiﬁg. with these women ‘

. .and .being with -myself in this experience took place . through the medium of
- conversation. Although most of our time together was -verbal, there were several -

times when I was with one of the. women when she was anesthetized and- o

‘undergoing surgery or. diagnostic examination.

4
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belief that in a respcctf ul atmosphere wherc individuals are bdth supported and challenged thcy
will- cxplore _struggle with and develop strategies to live with those areas of thcu life that are
I‘ significant to them, ] of tenbrefer to this as tracking, a metaphor that for me gives ain image of
closely following the Jead that an individual reveals as‘they‘movc on their own journey, If w"e .
were engaged in therapy, my l'unctlion, as therapist, »t'as to offer my skills at the crises or
decision ‘points of the.ir journey, ‘As’ educator my role was to facllitate a process that
encouraged each woman 10 get the information she wanted (i.c., alternative coual posmons) or
clarify issues when I was aware of misinformation (i.e., "How close havc they moved my
E vaéma 1o my rcctum" ) I perccived my role of thcrnptsl as my primary. funttton Because of
the numerous encounters. and conversauons 0ver a four ycar penod | bchcvc the pcrsonal
' experler?ce of thc phcnomenon was revealed by ench woman in her own way and in her own
time,

Throughout the four years I rnaintaincd case; notes and whenever possible our
conversations tvere audiotaped. The-rninlmum direct encounter time 1 had was eighteen hours
with Mia and between forty to fif ty-f t‘ve hours with each of the other three: Laura_ Marge and
Pam, Our conversations took place inhospital rooms, in examining rooms, in corridors before
surgery, on the _telephone in each of the women's homes in my office, in my home and in
commumty eateries. lnmally trust’ was establrshed through organtzatronal relauonshrps such as
pattent-psychologtst This formal relattonshrp grew mto a collaborauve relauonshnp‘as‘we‘
explored the experiences together The, "levelmg that Fnere (1970) rel”ers to was am\'ed at to‘ :

dtffering degrees with each woman. © . |

S wrll bneﬂy outline the possrble sequence of contact that I had with each woman f rom

'the time she was consrdermg exenterattve Surgery. the a woman ‘became’ a possrble candtdate‘
J fora pelvtc exenteratton 1 would be consulted The initial contact with each woman:was made '
along with the surgeon as he explained the surglcal procedure to her and lf posstble her'
husband. At thts pomt I v.ould interact in the process by respondmg to questlons concems

and fears. ThlS joint visit provrded the opportumty to convey to the women a com:ern for the

§



45
intérplay between both the physical and‘psychological aspects of their treatment, care.and

rehabilitation and for the women to experience the team relationship that existed in addressing
i . . ‘ ‘ ﬂ ‘ ' s N ) ‘ ‘
~ these needs,'If possible I would make a return visit within ttventy-fogr‘ hours to discuss the

“woman's and her husband's understanding of the surgical procedure, to respond to further
concerns and questions that were emerging, and to begin to do a psychosocial and psychosexual

history. ‘l . = ~ : l ; ‘

: Froml this, polnl f orrvard we would‘ ‘m'ee‘t | f reouently 'thro,gghout the pertod of.
hospitalization, With one of the women, I had vthe opportunilry.l to be present in the operating
‘ room throughout her entlre surgery ¢ ° |

| On drscharge from hosprtal l was in contact by telephone and met with each woman as

she attended the clrmc for either regulatr medical follow-up or symptom management. As well
as mdrvtdual counselling sesarons at these times, 1 also participated with the medical team as
assessments were made regarding the physical status and rchabilitation process of each rvoman.
“Initially clinic follow-up was ’on a‘biweekly, then monthly, then tri-monthly basis. l also met
' at least once with each woman in her own home. Each home contact was minimally a two and a ‘
half hour session. In three of the four cases, 1 had contact several times wnh the womens'
husbands Thrs occurred erther on an mdrvrdual basis or con]orntly with thetr wives. In the case- .
of the fourth woman Mia, I met w1th her husband only once, on a home visit. Since 1984 1
have marntained contact vvlth the vyomen rndrvrdually by telephone or through meetmg wrth all.

of them as a group “Two of the women have had subsequent hosprtalrzations and 1 have met 3

© . with them in hospttal

For .the ﬁrst wo years of lhlS study there was‘ frcquent contact and collaboratton-
, between the members of the exenterauve patrent care team. Subsequently. the surgeon has
| ;moved to another treatment centre in the Umted States and I am no longer. employed by the“
~ cancer institute. _Since 1984, contact wrth the women has been rmuated drrectly by them or by

,myself o o o .
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- T hroughout this research process I also chronicled my own thoughts, teactions and

.

- experiences,

F. Searching for Description
T Al audrotapes were transcnbed verbaum Imually | had my secretary transcribing these
“tapes. I soon. became aware of how 1 was mtssmg tonal qualmes pauses, srlences laughter and :
| so on. 1 then began the transcnbmg mysell" lrstenrng wnung and reﬂecttng on the dialogue.
, I;ach page contamed the verbaum dralogue as well asa separate column for my first responsc to ‘
" what I was hearmg Thesc may have been a summary statement a paraphrase ora rcaouon 10
what | was bemg commumcated | E o L . S
These many conversatlons along with case notes, were then read and reread numerous
times by me. In many cases, the readmg was done whrle relistening to the audrotapes Agam 1

¢

continued to make rel”lecttve summary statements beside the dlalogue. Each woman's experxence'

was unique and her responses reflected hcr hfestyle her ‘expectations and desrres and her

"

mdmdual htstory In the conversation th0ugh there were parttcular'transttton points and

pamcular aspects of their adaptations to surgery that began to emerge across all the women's' :

\

expenences They were speakmg about and attendmg to srmrlar thtngs | referred to these as -
foeal units. These focal units clustered around the followmg rdeas l) the mhospttal experrence )
2) the transition from hospttal and the constant care baclt mto f unctromng in therr own home

3) their percepuon of the physrcrans and nurses and the relatronshtp they had wrth them 4).
ostomy care and their percepuon of theméselves and therr relattonshrp to others now that they S
were lrvrng with a colostomy and tleocondult S) sexuahty — both sexual functron and thetr

{ sexual/femmme self unage 6) pam and 7) phrlosophy ol‘ ltl'e (bef ore and af ter exenteratron) '

N

and how one hvcs with the awareness of death - .' “ S &

v

Usmg these. focal umts I agam Went back through the conversations. l began color
: codmg the dtalogue usrng these seven focal units.. Specxl’tc text whlch pertamed to each l'ocal

. unit was lughhghted Penodtcally some ‘text was not hxghlrghted if the eonversauon was simply



‘ N
) . pasttrmmg and rapport burldmg For example "How do you take your tea?"
After. highlrghtrng all the text-on each individual focal unit from each woman was °
compiled. l then read these comprlauons one focal unit at a time across. women, Agam 1 wrote
‘eflective summariés of the dtalogue On completron of thrs l retumed to each woman 's case
notes and tra’nscrtbed dtalogue to-compare my summary_ statements of an earlier tlme to those l
more recently comprled Thrs was done as a form of mternal consrstency {0 assess whether over:
time the dtalogue was eliciting a srmrlar response
Once this crosscheck was completed the challenge was 1o present’ what was emergmg
f rom the conversatrons ina manner that allowed you, the reader to have both an experience. ol
the happemngs in each woman 's hf e as well as an opportumty to hear her words as she spoke
- of her lrved-expenence. It was at this point I decrded to present the experiences of “each woman -
| using, as an organizing principle six focal units. The seventh unit, pain. appeared to be more
) reallsucally presented when it was rncorporated into the srx other focal units. l have entitled the
f ocal units as follows 1) the hospital expenence 2) the transition home, 3) the experience of -
- self in the medrcal relatronshrp 4) hving with ostormes ) the sexual selt‘ and 6) the fmrte.
awareness (prevrously focal -unit 7) /lnrually l had planned to present these focal units
.mdrvrdually, rllustratmg them with .the words ol‘ all four women. 1 then became very aware of
, how the untque expressron of each woman, her specral qualrtres and struggles ‘would have morev
. meamng if - you could also expenence her mdrvrdual process and pacrng, her hrstory, her context . '
) ‘and her style The tndrvrdual expenences of Mra Laura Marge and Pam are’ presented in the
l‘ ollowmg chapter A demdnstratton of the method of worlnng with thrs data f ollows o

<
a

‘G A Demonstratlon of the Search An lntemew with Laura and her Husband
The followrng 1s a way of makmg exphcrt to you the prooess I used to begrn my

‘.ret'lectron on the many recdrded conversauons I had wrth the women of thrs study

The l‘ollowmg conversatton was recorded in Laura s lrvrng room Both she and her

l

. husband were present and eager to speak about therr expenenee and-were wantmg to sort out'

.
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some’ of their responses o what had and was happemng for them as they lived wuh the disease

~and the impact of the treatment Also presem were their (wo preschool children who for most -

of ‘the meeting, were playmg in-the adjacent famtly room Thts conversatton took place f ifteen

" months af’ ter exenteratrve Surgery.

The demonstratton wrll mclude verbattm dtalogue reflecttve summartes and coded
focal umts The presentauon and mterpretatx()n of these umts wtll occur in the followmg .
‘ ‘chapters For the de;nonstrauon the f ollong symbols will denote the speaker L = Laura, S.
. = Soren (Laura s husband) and B. mysell‘ The focal units are desngnated as ollows (o)
= living with ostomtes (h) =« the transition home, (f) l'tntte awarcness, ahd (s) the
~ sexual self 1 demonstrate the focal units in [hlS way as color codmg was not leas:blc in thts

document Thts parttcular segment of conversation does notinclude the f ollowmg focal units:

the self in the medical relauonshtp and the hospital expenence

Conversation ' B Reflective Summaries

L. ,(o) " My biggest problem is bowel control I need’to * Lack of body control with both
(0) . goall day, then three days nothing. On those alternatives. Wanting to be -
(o)  days I'm limited. My whole day is in the' . ., back in contro] rather than -
(o) bathroom. On those days I'd like to have . controlied by bowel.>~
. (0) . colostomy — can be up to twenty times a day. ) , o
(o)  Other days I'm glad I had reversal. I couldn't
~ . think of a job. No problem wrth l‘nends they
all know. °

'B. - How does it affect you Soren?' :
s. (o'){'. Colostomy didn't affect me but I know Laura s Laur‘a"shappingss dlgda];'
(o) . happter sol'm pleased S ‘ . RN 3

L. " (o) lget soangry whenlhaveabad day—ttsso Bowel is unpredtctable and o
- (o) _dtsru)mve Tget belhgerent - ; o .dxsrupttve S

'S. . (h) Some days it bothers me. I ve maybe hada - Husband S support system has ‘
.~ (h)  hard day at work and if Laura had one of those - changed -
-(h) . days she just goes to her room to spend three = , L
" (h) [ hours. Coming home — bango, the kids are: R IO
~.(h) - nght there. That bothers meabtt S

o B. . So's‘ome of your support system h‘as;‘changed.'g._- :



L. (f)

(D).

()

L. (D

.S (r).

()

1)

D)
")

L1

()
(f)
0

L. (h)
(h)

(b
'S, ()

()

G

Lo (f)

(h)
~(h)

m
®)

'There always seems to be somethmg coming up.

Like the pain in my back and leg. I'm getting it

checked on Monday

Always fearf ul of recurrence"

t

Oh sure.. Wondermg how | ll dance wrthour a
leg (haha') J ust kidding.

N

I always take a pessrmrstrc point of view, then .

when it's checked out any news is betler lhan

- what you think. - ‘
~The big problem is the cancer. Evcrythmg else
" we can deal with. o

"That ) rrght —no brg deal in companson to

that. It's just annoying — all these little thmgs.
Life isn't the way it was. Not as easy and,

: convemence

I'veen Joyed takmg time at home but I can see -
~ if in fall I want to do somethrng I know I'll be

angry rfI can "t

Someumes she ‘doesn’ t hke to get thmgs
checked out cause' she-doesn 't want to know.
It's easier to say it isn't that bad I Il be okay

I m the opposite.

' Yes. T do do that, When 1 logrmlly think it out
(r)
()

s, (1)
n -
(f)" .

EVIe

- So you'd hke 10'say."If you reany cared about o

I know. time is of the essence. I do put it off ..

‘Sowedostrugglewrththrs Lo ‘
That S one thmg that: really lbothers me. She has“

time to’ vacuum, wash floors bake, mow lawn ‘
— no ume to go to the doctor , N

us you 'd get these thmgs checked out

e 'd hke to say,that I don t
(h)_f
-~ (h).

’ Some of the relauves keep me as.an mvahd ‘
© Last’ Sunday they 'd go really: hystencal if 1'd do j
_anything I can't live like that. One has to do -
-what one can. I need to-do thesé kinds of -

' 49

Unpredictable — sgmething
problematic continUally
emerges. Never a break from
concerns,

oo )
Gallows laughter — fear, of
possible outcome. Perhaps she
hasan intuition, Pain -->.
recurrence --> surgery

Reverse psychology Protects
self from further
disappointment.

" Identifies difference between ‘

Tecurrence and rehabilitative

- concerns

. i.}fe has changed it is drffrcult :

but.I' m alive. .

Hoping for rmproved physrcal
status.

l gnores symptoms fears
diagnosis.

a

"Put off knowing”. Two levels |

oof knowrng cogmnve and -

. bodrly

“Timé for tasks, no time for
. medical issues. "I want a wife, -

not a housewife." Husband -

" angry, scared, hurt, helpless.

Invalrd role in- valrd Lrve w1th \
. limitations rather than lmut R
- hvrng S :

things. It makes yout life feel normal . Thaveto

'know I-can still do thrngs I've: always done o
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Bt totally agree with you. 'Nolhmg wrong with _

trying to be normal, but you 're doing more
now lhan bef ore.

I need to feel useful about something. You have
- no recourse when it comes from loving concern. -

My fear is the overextending could lead to
recurrence . It doesn 't all have to be done
yesterday. It's different now. You can leave
things when you hurt. One year and three

- months isn't that long to recover.

I never consciously think 1 have any
limitations. Th¢ only iime I do is when ['ve had

- one of those days in the bathroom. ] know that

I'm not like everyone else now. I 'm so mad.
furiously mad, that I have to change plans for

my bowels. Some days I don't have that time to o
_ spend on myself. , ’

. What are pluses in Teversal?

1 can g0 1 throofn like everyone else. The
smell and odor in the bedroom or bathroom .is

gone.

| What s it been like for you, Soren to see Laura -
go through all these changes" . ' '

" It's been. easy for me. 1 don’ t:gnore it. 1 _)US[ i

look at what the alternative was There. really
was no altematwe E -

. One level thankful we're wnh each other"

U(f)

(-
A
" Af).-

(0)-

" Yes. We have e?xch other kids, famlly Very
‘ .,easyformecausel m not in Laura's , .
- circumstances. I don't know if the table was -

reversed if it could be easy for me. It might -

1n the last3 4 months; I’m stamng 1o not be ,
quite as. grateful for all of this as I did for 6:7
months after surgery. Now it's dll the other -
things I'd like, 10 see. I've ‘had enough time'to -
' get used to-the idea "I'm gOmg to be: here f ora
' whxle or it'sure looks that way '

”What does lrymg 'to be
~ normal communicate to Laura? .

Is she overcompensatmg fi or,
losses.

Dilémma,‘ fecling confined by
what others expect of invalid,

but can't share frustration's
because of their intent,

What is our future?

A,nnoyan.ce at need 1o be so -
self -focused.

- Loss of control of lifestyle and
© own time.

I'm normal.

. Axi)(thing_is belté;‘ ;hah‘dcath. )

S

Hard.to imagine how he'd.
-respond if his bgdy had thc
- disease;
‘ ,appearl 1gnore Laura S prédlcamem I accept ‘ |
it o L

. First six-months survival issues = . -

forefront. Now quality of life

' 1SSUCS are more 1mportant
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Other thmgs too. The vagma is useless — 100
short, top painful and phantom pain in my leg,
I'm not feeling good about that either. 1'm
longmg for it to be the way it was. If my
vagina was okay that would be ‘enough.
Everything-else would fall into place...

Alternatives just aren’t the same. The dlscharge
doesn’t help. The longmg has only been in‘last
- month and a half. I've never really verbalized

that till right now. It happens every now and

then that I think about 1t

‘ _When will it be back" Where you don't have to
think about it — be careful — think of ‘
alternatives, not express it because you d

want it to go too far, in case you can't follow

‘ through in way you'want to.

1 d say 10 be -as close to the way 1t was, or new

ways. Worry f or me is the hurtmg or pam to
Laura ‘

When sexual thmgs start to happen that's not
the time to say stop let's-try. Soren has worked
himself up then is supposed to get analyucal -
slow down. It's not fun for anybody

. We were tryrng but not successf’ ul from pain |

aspect. Laura's biting bullet for my .
satisfaction. We both get angry in that the

“vaginal surgery was worse pain wise than the

exenteration, and it wasn't successf ul and

therefore ft probably wasn "t worth it.

1 find it ‘hard to understand why it hasn t

healed' wrth no mtercourse fi or such a long urne

‘There isa dllemma between wanting a.

- f unctronal vagina: and no more surgery, Anai '

. sex is not ‘okay physrcally and psychologtcally
‘and c}rtoral sumulatxon is out because of = -

drscharge 'I don't fe¢l clean. That Tules out”

options. It hasn t been: a problem unul last few '
vmonths ,

. "It s kmd of a shame cause for Laura the
= chtoral area has aIWays been the most.
.i sumulaung and that s out beea?e of the

drseharge

So you get aroused then what - 1t S not
¢ enough So it's not worth gettmg to that pomt

!

" A'lot of pain for no success. |

Longing for sexual function to
be the way it was prior to
surgery. Return of sexual

" libido.

‘ ‘ L
Fear ol‘ causmg addruonal pain

.10 wnl‘e

 Wanting to be able to be
-spontaneous rather than chmcal
. and analytical. = .

I'm letting hrm down,

‘She puts up with pam 0 I can.
- feel good.- .

Who was the vagtna for? .

; Pam‘ for what?

o

. Behef mtercourse could be

harmful

,Funcuon versus pain. There .

was Ho problem until desire
‘returned. I'm alive. I will

' survive: Now what quahty do I

hope for" N

I ve known more 1 know what o

I ve lost

(LT
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(s)
(s)
- (s)
(s
(s)
(s)
(s)
(s)
()
(s)
(s)
(s)

- Have you looked in a mlrror to see your vagmal
area?- :

‘(S)
: (S)
(S)/

rg Wﬁg

Lo You know a lot about_ each other but don t

k(f)‘ ‘

(0
®

< (8) yﬂs now closer to anus All thrs adds to the :

I'd invite you to éxperiment’ with clltoral
sumulauon after batmng.....‘

- 1 also feel that SO much has happened down
there, Is it séxy from Soren's pomt of view? Is .

this a sexy part of the body of is this a problem
- in our lives? Everythirng is concentrated here. -

This.i is where the big deal has been going on.
~That would b€ a good reason why Laura sees
‘the discharge as jUSllf ication for me not .
touching her lhere .

If he doesn t find that part of my body sexy l

don t want to even find out.

‘ \

I do feel altered. I don't feel good about my
body any more, 1’ m to the point up until -
yesterday I didn't give a shit about where 1 ga.
Yesterday I had good heart to heart with self’.

~ Half my problem is that I 've let myself go the
way I have - and that is part of feeling sexual.
I know 1've purposely gained weight. What 1

* concluded is that if I lose weight, 1'll feel better

about myself, then i more recepuve to sexual
things. :
Now I have to talk wnh Soren about his

fi eelmgs about my vagmal area.

”’Only once af ter. the bowel area o see how close.

» Now when I have loose stool 1 also have itall’
around vagina.l thrnk that the, vaginal opemng

problem

verbalize much.

Perhaps the old rule of not talkmg 1sn tgoing ' |

to solve the gew problems. There is now no -

game plan, no repertoire from past expenence,. -

" You deserve to. feel pleasure in your body.

(s)
(s)

f‘}‘ ’:‘ (S) .
. (S)‘_‘

““You've had two years-where your body hasn t.

‘given pleasure. The healthy’ part of you ns
 longing, That is worth honormg and

y acknowledgmg

1 think I understand now thaLI gamed wexght'
'bccause I drdn t feel good about my body. 0.
keep Soren at a drstance

All the surgery was

concentrated in genital aréa,
Am I sexual or neutered?
Protection of self and/or
panner

' Defence mechanism ., -

The lqgical defense,

 Weight a prolecuon to not deal
‘with sexual feelmgs of
, madequacy

" New awareness

“May mean a fi 1slula is

developing betweer bowel and
vagina. ' '

‘ Mlsunderstandmg of the
L surgical process - :

. Need game plan for new . -
_situation. Can she honor K
. healthy-part, do good thmgs for

* self? Focus now on'. :

self nounslrment

A prOte“etive fayer. - 1

P



B. ' Weseeour bodies in the eyes of others You're
© 1 alanew point.

L. (s) Not ready to chan‘ge behaviour yet but I'm . . Ready 10 think but not act yet,
(s) looking at it. I've got to cotne to a decision, ' ‘ _,

" (s)  enough is enough, and wanting sexual things to

(s) . be back. Right now 1'm not ready fot anything "

i

(s) sexual because of the parnfulness of vagma U
B, . ‘But your body penodrcally feels sexual, Body
..and head not together
L. . (s)‘ | lt s ‘¢asier 1o be fat and ugly and not have 16 Good summary of protecti\'re.‘

deal with it, S r : ' process
‘ Thrs process ol‘ rel"lectton commued f or each segment of dralogue or case note l)taterial
The presentauon and mterpretatron of the emergmg focal units wrll occur in the (‘ollowmg
'chapters, A descrrptrve narrauve‘of each woman's errperrence was developed out of the dialogal

data.

" H. Validating the Descriptions
‘Af ter completmg each descrrptrve narrame l brought these back to each ol‘ the.women

for them to re,ad to reflect upon to ccmment on. and to Tequest changes These are some of "
therr co ments i N | “ | |
That 's how it was. I d forgotten lf I'd spoken about it now l d probably not have o

’ remembered to say those thtngs They are rmportant to be sard It was hard to hear my
. thoughts about my chrldren : L iy
| | "It S very parnful to go over that I Just want to put rt behmd me It s the truth

Cy

) though It s so much more hke it was than I thought it would be "

| ',‘"I can hear myself sayrng those thmgs

"Yes 1t was llke that

' ";; y There were few changes requested One woman requested that some rdenul‘ ymg dat:a be

\> told heryes she sard "Well my daughter thxnks thrs is rmportant research Go ahead read rt - " -
then we'll see. After readmg she was surpnsed how she felt her expenence had been vahdated

. " . . , : . ] ‘ L ; L N ’
( ‘.‘l' r. K _“.'“ “‘L' ‘ ‘ ‘o S .' ) . Co o . ‘ .. N :.,..‘.“‘.“
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‘ drscussron 1s prcsented in Chapter V

. .
'

‘ She sull struggles with her ambrvalem l‘eelmgs about the surgery — survrval vs, muulauon and

’

. my presence re presemed thrs She chose noL ro wrlhdraw Another of lhe women stated Yes

that' s what | said and this is whar l wam to say as well rhal l haven 1 exphculy stated before,”

T he opporlumty to reflecr on (he summary precrprtated her clarifying another drmensron of her

experlence » : Co " A _ .

"
'

[ “ 1 -
o

T heir statemems conf lrmed f or me thc sxgmf lcance of movmg lhrough thlsi cxpcnence

wrth each woman ralher than havmg rhem relrospecuvelv reflect on 1he events, alrhough lhe

[

Ob]CCllVlly of a recalled evem ls of less value than its subjecuve 1mpacl on rhc person recallmg

it (Denzm 1970) ln a sense (hough all (onversanon is rcflcenve Once we pur words to 'our

expenence we begmto move out of 1he drrecr expenencmg It 1s rhrough language lhal we begm
.o ascrlbe meamng and can commumcare undersrandmg ll 1S a means of el lecung on our

reahty, It servcs as our pnmary mslrumem for the drscovery of new, meamng l"or the .

n

refocUsmg of expenence and conscrousness ( Bain, 19864)

1. Developlng the Thematic Synthesis r Co - ‘ o
From the descrrplwe narratrves of each woman 's. experrence I began to. look for rhe '
——Iﬁ-—--’—1—

.commonalnles in meamngs snuauons and bodrly experrences Alongsxde the narratives | made

, mterpretrve summary statemems The next step was to cluster srmrlar summary statements. A |

ur‘uf ymg theme began to emerge through tl'us clustermg The lhemes were non redundant but al‘
- r) o ' ‘
the same time * were mtncately bralded lhroughout the wqmen 's expenence A thematrc-‘

H

__\,“.,'\‘
' ’,~ o .
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IV. THE WOMEN: DESCRIPTE NARRATIVES

This research js based on indebth conversations with four of the eight woment who underwent

pelvic exenterative surgery during the period between August, 1981 and March, 1983, As noted

in Chapter 111, these conversations occurred in hospital, in their homes, in the outpatient clinic
. o '
and in my home where we mel as a group. Tht intent ‘of this chapter js to provide you with a

! e

sense of each woman's ‘cx‘perience. As ngillein the previous chapter, all the transcribed

interviews and case notes wefe rcad and reread numerous times and the following six focal units

began 'ro emerge. These are: 1)the hospital experience, 2) the transition home’3) the experience

s

of self In the medical relationship, 4) living with ostomies, 5) the sexual scif. and 6) finite

awareness. Using these focal units as an-organizing frame»‘ga. ghimpses of each woman's

lived-experience will be presented. Preceding each woman's narrative is a brief introduction to
, +her-as I came to understand her historical context on our first encounter. The complexity of

encapsulating four years of these women's lives into a ‘brief written presentation was a

‘ chhllenge. It is hoped that yoh’ will have a sense of some of.the commonalily among these

women and at the same time gain an appreciation of each of them as a umque mdmdual as

\.

each s speak‘s oH{er expenence ‘ .

W -~ .o !

A.Mia / ST

. v

Mia is a marned woman, fifty- sxx\ years old at the ume of exenterauve %urgery She and

%
her husband have two teenage daughters Pnor to surgery, an wOrked for over twenty years as

a regrstered nurse on lhe permanent part-time staff roster. This periodically included

'supervnsory duties. o , .

an was raised in rural Germany She was a year old when her mother dred in
1 ]

childbirth. Her father raxsed her-and seven other srblmgs Mla went on to become a nurse and

- began oormpondmg thh Gerd who \ater became her husband, and who had emxgrated o
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’Canada. "His letters were always intcresting. He talked about Canada, abont the facts and
rnany little things were made very interesting, " |
In 1958 Miahemigra(ed 1o Canada. She and Gerd began dating and were married later,
- On reflecting on_ this Mia saw this as a very independent step, No one clse from her family had
Jeft Ge;many.
Neither Mia nnr Gerd had any relatives in Canada, Mia describes her relationship with
Gerd as a close one, Much of their life is ccmered around their home and iheir two daughtets,
‘ They have lived in the‘same ncighbourhood.for a Jong time and they soiidliz'g vw"i‘lh and know
their ncighbours 'wcl!: They also maintain frequent contact with fricnds who have nlso
) emigrated from Germany.l | |
On speakmg of her relauonship with Gerd, Mta revcals " dldn L marry hlm becausc
of m; looks, but he always was a very mleresung fellow and still is, He's not & guy for lookx
but in every other way, you know, it's never dull, it's never dull. He alway§ comes out ‘'with
something. How should 1 say that? We can go out and have a good time. If_ we don't have any
wine we drmk cranberry juice and pretend.”™ ‘ )
I first met -Mia seventeen months afle)r her exenterative surgery This meeting ldok
o .
place when 1 was introduced to her by the surgeon when he was secing her in clinic for a
routine fci)‘l‘g\v\fiup. At this time she had undergone t;mh exenterative surgery and .a 'secdnd
vsur’gery a year later .to revconsquct the neovqgina which had not remained viableﬁaf ter the initial
surgery. | | ) |
' My first impression of Mia was lof a pleasant middle-aged woman. She is a stout,
slufdiiy built n'otnan t:{ith blonde hair andAfair‘ complexion She has re\tained a distinctive
German accent. She had a lively expressxve face and appeared to have a good energy level. She
related her expenences ‘much h(lie a storyteller rmght expanding an idea or concern wnh
"
anecdotes, sometimes mixing German and. Engl;sh words together in a way that added ‘to the
texture of her stories. As medical staff left the room she expressed eonoem that pe;ﬁapé s.he

wasn't given zin the information, that they perhaps gave her only information that kept her

.
]
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encouraged. She expressed a desire to read her chart and this was arranged. She was anxious 1o
! [

read the chart, somewhat agitated by her’concern that information was withheld, and at the

same time concerned what the staff reaction would be to her request,

As Mia speaks it may be important to récognize that -her slatéments ‘rcgarding the
hospital experience, the transition home and lh;: carly recovéry period are made as she reflects
back on her exp::riencc several months after surgery, Her decision to have. the surgery was

- facilitated by her trust in her primary physician. "He felt that an exenteration wa§ the only
thing he could now offer, the best chance to go on living." For Mia "to go on living” was the
important factor,

8 i -

The Hospital Experience ‘ . ‘ Ca

-

As Mia reflected on her time in hospital she immediately began to speak with caring
and concern for her family. She was acutely aware of the impact it had had for them. As

mother, wife and nurse there is a sense that she believes she should have prepared them more -

A}

fully for what was lo,transpire. I'n.the event she could not, then one of her colleagues in her
- profession might have. -':My family didn't kqow what to do. The nurses should teach the fa'mily
what t0 do; how to sit there - to take a hand.” Having Mia in the role of patient prqcipitated
Jw rolﬂes for other fam.ily members. As Mia speaks.of her husband, Gerd, it is.as though this
" new role has put him in a new land and he is lost and cannot find hxs way. Indeed this is
unchangd térritofy‘ for this family. | |

Mia: With my heart, 1 should have explained a lot to him. He came this day. . |
was in intensive care and I was sleeping. I didn't see him and he stood there for a

- while and he didn't know how he should act, what he should say. He didn't even know
‘what'to ask. You know, that's what he told me. But when he.left I sort of heard him
and then I called him by name. Well, he just walked away more or less and 1}

- confronted him with that afterwards because I felt awful. Two months later, I asked,
-"Why did you walk away from me, didn‘t you hear me?" He said, "Yes, I heard you
but I didn't know.what I was supposed to do. I walked out the door and when I came
back you were gone again,"” ’ . ' S

Bev: What does that mean, you were gone again?

-* Mia: I was asleep again, more or less, I didn't ansv},er‘him. 1 think the nurse could
have said something, they should have said something. That's what I thmk ’
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Bev: So it's been hard on him. .

Miay How hard R was for him, you don't know, Then afterwards he took the Groat

Road and he went for at least a whole hour. The kids, they were so worried he didn't
" come ‘home. That wasn't like him. He just walked down in Mayfair Park. The kids

were wamng for him to come home. . . . he couldn't explain to them or anything. .

The kids have been aroupd quite a bll you know; and they will ask questions, But my

husband didn't, he didn't know what to ask, He wanted to talk to them so dearly. He

just felt completely lost.

+

The initial transfer belween the Cross Cancer Clinic and the University "Hospital was a .
difficult transition for Mia. A trust and a relalronshnp had developcd over time and rhc new
ones would have to ‘build slowly.

When they decided that 1 should have the surgery they explaincd everything to me, -
When | came 1o the U they didn't even know what it ‘was [an exenteration]. They were
a complete lost cause, more or less, but at the Cross they were really good. At the
Universily there was nobody, there was nobod)

Prior to surgery Mia is reporled to have said "I don't know hew I'll be with all those
leaky bags. I would just like to live a few more years." There is a longing for life and also an

uncertainty of what life will be like after surgery. The statement m{ghl possibly be: "1 want to
live but can I cope?” . \y L
) \

For Mia there are few recollections of the frrsl few days after ;’urgery Aclually it was

e

seven days before 1 really woke up.” Later, when' reflecting on the hospual experrence Mia
stated: "Why can 't they just leave me alone. I lrke to go to bed and sleep ull I'm better.”
Throughout the period of hosprralrmuon there was a struggle for Mia in comrng to “
terms with the aftermath of the surgery There were days when she quesuoned whelher she
" should have had the surgery On thosc days:she wondered if she would be able to manage hcr
ostomles at home, whether she would ever nurse again, whether she should simply go to "an old
fi olks’ home." She was ambrvalent.about her rerum hqrne. o |

The Trar‘r’sitidn‘ Home
When "Mia‘retumed home her appearance 'wasso sltered that she expericneed others
who were fearf! ul of her look "

I looked hke a wrtch h‘ke a ghost I really did, I really drd you know and evcrybody

__,_.'-—" .
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~"“Wwhén they came, they iookcd at me and everybody got kind of a little shock, ih.cy
really did. I think I came close to losing one-third of my weight, o

One relative stated: "When I came visiting you, T didn't know what to say. You looked like a

ghost 10 me, I was so frightened. I was so

5 2

eyt ~ o . q 1 n mlgh
" 3 t
N Ty ' LR [ r “) [h"lg ] he uestio;

be, is it scared to death or scared of \‘deélh"? o

Mia reflected on the difference between her transition home after exenterative surgery
and the transition home a year later af ter a second surgery was performed to restructufe the -
neogavina. "The first time 1 was so lor)ely.'ll was just that nobody came and the second time, I -
had everybody around. . . .1 t,hihlk probably what it wés; they all said 1 couldn’'t, wouldn't ever
survive. " Further she describes the f eelings of helplessness and isolation.

. Mia: When I had my first operation, I could do nothing. 1 couldn'l;\ manage a thing
and the house was just a shambles. I sat at the kitchen table and 1,cried - all of a
sudden - out of the blue. 1 don't know where it came frem. 1 just couldn’t [voice

" trails off]. I had nobody who wanted to help me. Oh. how should I say it? I couldn't

find anyone for in‘ the house. I couldn "it'even ask anybody. The second time when |
came home, I had three people, you know, who even found the time to help me. The

first t_ime I' had no one. Why wouldn 't they come? _
Bev: . . . so it looks like they all kind of stayed back for a while to see whether Mia
-was going to survive. . . . And the second time, you had already showed them that you
were going to survive and you wefen't someone to be frightened of, that the cancer
had not got the best of you, that you had survived it well. ,
‘The exenterative surgery_ and Lhe subsequent weight loss took a toll on both her body
and mind. "I was so weak. It was an eff ort-even 1o walk .’ Gerd Wz;;nted to show me the'ga}'den
one Sunday afternoon. I couldn't get back up the three steps, my legs were.so [voice trails off].
. 1 got in finally a‘nq-‘ cried - so much weight loss and' was weak and couldn’t eat.” Further there "
was an intense Qesire to feel at home. "When I came out of hosbital, 1 c;omdh.'t eat ﬁ)} mind
© ' Was.s0 $o. I'wasgetﬁhé .36 lonesome. I'd ask myself “why didn't Igo hor_ﬁe?" [_G_'erma"ny‘.].
% "I think'T had gotten senile a"nme' bit. ;. g éouldn't\orgagize' things any more."” Mia
illusqates*.“ ’ o ' ) : X | R o
 One day the VON nurse came in. I wanted io talk abouit-my diet with her. I offered
- her tea and asked if she'd like some cake. I said I-had a chocolate take in the freezer. .
So I got-out the cake, then my daughter called me. 1 went to her and when I came -
-back I couldn’t find the cake any more: . . . It had disappeared. No matter where 1

" looked, I didn't know where I'd put it. Later, found it in the washing machine - it '
mqst,hgve slipped in. }f the kids from the farm could have seen that 1 washed a cake.
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Then 1 wanted to make tea, Frrst a teaspoon’ would be missing - then 1 couldn t find

the milk. It was as if I was memally slow. My mind was always wandering. . . , For * -
about six months 1 couldn't invite anybody for colTee or tea if 1 hadnl lhe grrls
_ around, r

Further, Mia describes how she‘gncoumershlil‘ e differently, with less confidence.

Everything is a liftle more shakey with me. . 1'm ot the same person. I'm always
afraid, oh how should | say it? You know, bef ore 1 could always live, now I live very
carefully. Nothing used to bother me. 1 could attack anything. No matter who came to
the housé or wanted to visit, . . , ‘Now little thirigs embarrass me. 1 just can't get
myself adjusted as qulck. . o : o

There,were llfestyle changes for other f amrly members My kids sure grew up all of a

sudden All of a sudden they came, lhey could wash lhey took rcsponsr'bllny Bul l lhmk for a

while they were . actually very depressed Mia’s husband dld not ask many quesuons ‘or talk

1
with hcr at length about his feelmgs but would frequemly say "are )ou okay are you okay?"

For Mia this was a real change in 'that she had always felt she was:

. .a very independent person. . ,". He even sensed that he didn't want to bring his
friends home from work, you know because 1 wasn't as comfortable any more. . . .1
was really afraid he'd bring a couple of guys along. One day he drd While they wefe

. joking around they had a few jokes that were sexually related. I just went to the
bedroom and cned You know 1 was sorrowful. Then I couldn t function any more.

On the advice of the medxcal staff Mia had been adhenng to a bland diet. She had lost

" weight, was eating very little. Food drd not appeal to her About two months after surgery close

f nends 1nvrted them over.

He had all this nice black bread some wine, I couldn't resist: I had two liquers, ‘all

" this rye bread. I didn't eat- -very much but 1 tried everything. The next day I didh't
even act sick. . . . I realized it was the first decent meal 1'd had.-1 changed my whole
diet around. I threw all my bland diets what I had out And after when I came home,
after that I had a little’ more courage : : o

" Her advree to orhers is "Whatever «you 're accustomed to whatever you eat before, you should

eat it afterwards .Mia was- learmng to trust her own mner wrsdom "Every person should eat

what they like. Go by that lmle brt All these lltrle mrslakes [shakmg her head]

The surgery and convalescent penod had created a change m Mra s fi mancral stalus
Gwen Mra ] and Gerd s age they had’ begun to anncrpate a hfestyle change m response to .

Gerd 'S upcormng reurement but thrs change in earmng power had been prematurely'

precrpltated by her rllness Fmancrally they are eomfortable but "bef ore: l had myown money. \
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now I don't.”
Nmeteen months aftér surgery Mta reports "I have energy now For example I can
carry a whole bunch of bags of grocenes in. lt s no problem but there is always a milk bottle in

there whtch pushes in your stomach [colostomy] l have very httle back pain. My back is sore -

| but itis dlf l'erent 1 have to watch though If I get upset 1 get diarrhea SO you know it’s sort of

comphcated Mta manages her ostomies well havmg had some help from her daughters when .
she first returned home. The ostomies have meant more planmng you always have to think

about it in advance.

" The Self in the Medical Relationship |

Mia has spent most of her adult hf e mvolved in the medlcal commumty As a reglstered

' nurse she has been the medtcal care grver Havmg been in godd health until now, most ‘of her

A - -

experience thh medtcal crisis has been f rom the professtonal s perspectxve Wlth the dtagn031s .
\

of -cancer she suddenly l‘ound herself in a much less familiar role. It\was now, her body her

ltl‘ estyle that was bemg threatened wlth dlsease As panent she fi elt she no longer had the same -

type ol‘ aceess to mformatxon or mtervenuons In her posmon as nurse she had expenenced

) havmg access to frles opportumty to revlgw and to request dtagnosue and treatment results ‘

active parncrpanon in- patient care and famtly support and mput for. treatment planntng As '
patient her vantage pomt on these 1ssues was new. She knew what she nwded a.nd wanted asa

pauent She was also aware of when she expenenwd good nursmg care and those umes when it

retl short of her expectatrons -of ten reflecttng on’ how she mrght have dealt with her patxent""

dtfferently had she been the nurse Mra brought both thxs dtchotomy of perspecuves and thxs ,

| " - wholeness of perspectxves mto her expenencmg of the medrcal relattonshxp

Mta had been in the habtt of havmg regular medrcal checkups Due to death or ‘~

. retrrement of her physncrans she had. to make a senes ol‘ physrcran changes for a l'ew years' .

pnor to the dxagnosis of cancer As she speaks of her dragnosrs of cancer there is a- sense of

havrng been let down by the physncran There is both frustranon and anger w:th the phystcran

.«
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and herself In retrospect she experiences that she mtsplaced her trust and dclayed secking

another optmon due to the inf¢ ormauon she recewed from the attendmg physrcnans There was a

O~

‘ dlchotomy between the mformauon she was recervrng f rom her body and the mf ormauon gtven :

| expert ml‘ormatton Thequestton mtght be who is the expert" '

I went 1o Dr. X for the last two years; just before 1 got tll and he actually is'a-

surgeon I.don't think much of him. I really don' 1.1 went to his office in January and

1 said to him 1 didn't feel very good and 1 had spotting.' He examined me and I

thought he did a Pap smear. Later on when I asked for the results, he said "Oh; we
don't need any. We just did it 'a year ago.” So twenty months before I went to the
Cross [Cancer Clinic] there was a Pap smear done which was negattvc So-one wasn't

. by the phystcran There is an .mate knowtng that is dtf f rcult 10 af f irm When thcre is dlf f enng'

- done then and he said everythmg was okay. hnally | was getting so tired, $o.run

down’, I had no pain theugh but I f inally thought I had to. do something. S0 I went to |

Dr. F. All the nurses go there by the way. He actually told me that it was scrious, thal :

I had cancer. Well, he almost started to cry withit. .

' “w
-

Dr. F has become Mia* s ‘primary physician. Thts has become an tmportant medtcal

contact for her. She trusts htm and he IS the harson between her and other medlcal mregrvcrs ‘

and provrdes emottonal support to her

'l had heard of him but I didn't know him. I'm fucky I went 1o htm So now 1 always _
have somebody where I' can go and talk. . Every few months or so 1 go there. You

- know, each time there is something: specral that comes up. ... ..Like how to make my
last will.-Dr. F. helped us a lot with this. 1 couldn ave gone to Dr T [exenterattve
surgeon] wrth yhat 1 drdn t thmk s0. . . , L e

For Mra there is recurrmg sense that the medrcal process cannot be f ully counted on

: Thts penodrcally emerges Mta § mmal treatment was’ extemal beam radtatton and radtum

&

kY

mserts In a. very hrgh percentage of women llke Mla wtth early stage cervrcal cancer thts K

treatment is curatrve AIn Mta s case the cancer was not arrested She reﬂects on. lhls

anything happened. 1 just’ wondeﬁf they had that machme on or off. You know,

“becapse I didn't feel anything. I was supposed to have diarrhea and 1 was supposed.to

- be throwing up or. sorething; no nothing. Then I went back to. work and that's why

. 'my husband doesn't like' that. You know when I: went back 10 work I felt that I was_. R |

=getung somehow nred or rundown or somethtng

' ’I’he radtatton didn t do a thtng for me. Nothmg thh the radrauon I didn’ t know S

€ .
o Wrth t.he recurrance Mra 5 trUSt m Dr F was an xmportant factor in her dec:snon to

have exenteratrve surgery Mra states : "Dr F thtnks he [Dr T exenterauve surgeon] i avery

skxllful surgeon That s what he told me. But he thought we rmght have a personaltty clash



Bf;t; l must say he is a skillf; ul s_u;gebii én'd that's why I'm s.tandinAg‘here.and 'that's why I was

Back last lSpring‘to have a secon‘d“surgery." | | | |

| "The liaison" ihat was presém between Dr. F. énd Dr. T. fac~ilitated“a communicaiion
- process Which m~dre fully éllo.wed‘.Mia to 1Irust“tha1 her needs c?;?flﬁ\%e met. YF‘urther,‘ M)ia states:

He'[Dr. F.] liked his [Dr. T.] surgery, and he said that is the only way out and yoir =~
can really trust him, He said to me he'is very good but whatever he says discard it all,
.. Come over here, I'll tell you.-He has to send-a report here. . . . Often.when Dr. T.
' .says something, at the time I'm there | have nothing to say any. more but when I get )
home I have a dozen questions. Why didn't I ask that? Why didn‘t 1 say this? ae
- Actually it's very nice that he sends the report over to Dr. F. and he [Dr. T.] actually
~ sounds like he is actually very interested in me. When I come there, they sound very
interested. . . . I'm not sure what you call it but Dr. F. doesn't take any more
patients.. He's getting old. He just likes to do this. It keeps his practice going more or
less._He doesn't do that much anymore. He just treats his old patients. That is what
my father always says: "There's always ‘somebody around' who wants to help you.

When you haven't gol_any,bbdy, there is always someone coming. "

When I phoned Mia to establish a time for a home visit she' was

ve_r&jréceb;ive. After
getting off the ‘phone though she began 'to‘wc'mde_r if I Wag c6ming7 to tell hg; some "bad news”, .

¢

Shé had beén.wait@ng ‘.for” more than a Wpek for théa 'resqlté véf 2 foubw:ﬁé ésse‘sﬁmi‘t.‘l'l“‘he‘ .
) -,pﬁdérlytjpg fc".ar‘ em‘ergesﬂ évgain;‘il "Somet.llmg; may be ‘W;c;ng."‘i!sf‘.."v;r‘()'ng; ’I’h_c)’"rgl_nét"tgll‘ing :
K ;vexything."' Mi‘é relates ar 1 early :gpblieétiqn,‘ a.véfy real :"g{(en't. "‘I‘T.h'c story may be a'"'x.netzAm‘l;'lg‘)f‘
of 'vtvh.e preisf:nt:v“‘(v)-t..hérs are 'coh‘feréhéil:;g‘,‘ someuﬁggfis_:wrdhé and 1 orrx'ly‘;‘lié'x‘ve"a‘ peep, hole v1ew

It was ‘_1957 or ,'3‘8' [ineGermany}, ‘)’bil‘kn'ow.‘ this time we were living ~li'jgh“jflying'but‘ N
" there was something underneath. Our. house, all the péopllev,“all‘ our friends, my father, " -
- all my uncles they would come on a Sunday. They would go in the back room and they .
-+, would lock the door. They had their own conference in there."Oh, we were looking
- - through the keyhole there. They always sent us out and there was something going on., -
They knew:'something was wrong and they' didn't believe in that. Nobody really
Tecognized what was happening or what wasthere. - " " o
" For Mia there is an origoing intefweaving of trust and mistrust.
'+ Sometimes doctors, hake you feel as though you're asking something about nothing, . .
.. - I made out: pretty good here though; you know. I'm still alive. .. . Imadeit. I'm .
-+ largely very satisfied Wwith the treatment I got. In the ‘cancer clinic they ‘were really
-~ "very nice to me. I.feel the.nurses are very special there. Especially in the beginning
- 'when I started, ‘You,k_‘now.‘lz,wa.ssol‘o‘w,:- e e DR
‘;.""Wli:n'-j-fv{ig learns of Dr. T.'s leaving ‘io"éhOtﬁci' medical fécility‘m'thé I‘Jriited‘St'é"tesy_;s:he' o
- +;experiences a lot of agitation, ‘and.again both-the trust and mistrust of the medical process. In‘

* . - the last clinic visit w;thDrT " anexpmses angerlstearful and again feels a strongdesue o
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read her frle to clanfy some conf usmg mformauon she recalls and to check 1f she has been told
‘Meverythmg, all the results Mra does thrs wrth one of the gynecologrcal clinic. nurses present 10 |
: answer quesuons I had a sense that for Mia there was a feehng that thts vtsit reprcsented a last
‘chance and the leavmg of the person whom she saw as so responsrble f or her bemg ahve was
1r deed a very dtfrcult transmon Again she said 10 me that day Maybe l shouldn t have had‘ i .
thls done here l should have | gone home o Germany Later in the summer of 1985, Mia
sta'ed T m glad 1 had it done I've seen my grrls go from 16 to 21. Another time I'd ask more
qu sstions. | thmk l played 1gnorant If we could get Dr. T back here l would apologrzc to him,
: would like htm to take me back er months later she again ref lects
I m not sure I ever want to see hrm again. You know he 'S the one who muulated me

and yet if it wasn't for him 1 mtght not he alive. It's soft of a love-hate relauonshrp
It leeeps gomg up and down. It keeps changmg .

LrvingwrthOstomres ‘ ‘l‘i o ,‘ | | e |
' As Mra approached exenterauve surgery she knew her decrsron to go through wrth it .

was rnfluenced by a behef that her "daughters were too young to leave At the same trme she
| wondered how she wonld cope wrth all those leaky bags After surgery.thrs apprehensron' o
‘contmued throughout her hosprtalrzauon and she recenved a great deal of help f rom the nursmg‘yv
staf f m carmg for the ostomres She wondered 1f she could ever accept havmg a colostomy and H
: -‘an 11eocondurt Despxte this fear her need to know what they looked lrke prompted her two
) weeks after surgery. to ask her daughter to bnng a mrrror in'so that she mrght see the surgtcal*A“- .
osnes The nrght before Mra s drscharge home one of her worst fears was confurned Thev','. ~'

At

' tleocondurt apphance became drsconnected and she woke up toa totally wet bed Agam she,
' l. wonders "how wrll I cope at home"" Sl N | ‘? |
e On retum home she allowed her daughters to assrst her thh ostomy care Once her drct: =

':.concerns had- been resolved and she began to regatn strength Mra managed her self care well. ;
: :There is. a marked contrast in the nursmg notes that appeared after exenteratrve surgery andvf_ :

. “ those that appeared oxre year later when she was readmrtted for reconStructrlre vagrnal surgery

e
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" Prior to the firstdischar‘ge .both Mia and the nurSinglstaff had conoerns about her ability o '
cope and deal wrth the mcreased self care that the two ostomres requrred On the latter

"‘admxssnon the nursrng notes state, "'looks wonderful m good sprrrts has good self care

]

There appears to be a’sense of pleasure and relief on the nursing staff s part They too drd not
know what to expect. For most of the staff thts was the first exenterauve patrent they had

nursed

Over time there Is a'sense of" Mra s steady progress m ‘caring f or, acceptrng and hvmg
A

with the ostomres

PR

I. could do thmgs whenever 1 wanted to and now it's just-a little, you know, more -

_difficult. Simple things, before you never thought of it. You €an live with it very easy,

you. know. If you think a littk bit, it's no problem at ail.. Last summer, you know, I

went around bicycle riding. You'know, I put my bags on my lap so it was no problem. -

But you always have to think about it in advance. .I've gotten ased to it now, all ‘

th equipment that is where it's linked on, you don t feel it any more. You don t feel
any more; you really don’ . : : ' '

Thrs abrltty to plan is challenged when after the second operatron her bowel pattems‘ ‘

"

: change The change was mconvement but more than that 1t focused attentron on her bodily

'f unctions — not where she wanted her s.or other s attentron to be
r .
. Always at suppertrme oh that was s embarrassmg, you know. The family comes
:--home, the husband’ comes home ‘the krds come home and | go to the bathroom That
o was really very. very annoytng ' ‘ o

Mra experrences both she and Gerd as growmg m their aceeptance of and ad;ustment to ‘
. the ostomres They speak about the ostomres and he has seen the stomal srtes As much as Mra | .
' _,:expertences they are a part of her mz}; remalns a shreldrng — perhaps of self perhaps of -
‘_ -,“'Gerd It s now all part of" the planmng "When I m 1n the bedroom I usually keep it covered*. ’

" :.jmore or less I have a towd then 1 coverup wrth that lt 's always the easrest thrng I keep a

Mra I have these kmt eamrsoles 1 brought from Gerrnany thtrty years ago You put‘ o
i "them on upsrde down Then You have the lace at the bottom and then on top you put a .
httle elastrc in. You can put the elastrc over your bosom : S
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‘ Bev So it's open in the crotch?

Mra Yes [t's-a deal. You know, ] didn’t have anythrng I thmk you can buy
somethrng now. ‘

Bev: And what did he think of that?

Mia: He laughed his head off,

'Bev He drd So he never gets to touch your tummy"
- Mia: He prefers to have it ‘covered. You know if thrs one [colostomy bag] comes in the

road now he just doesn't mind. You know, this old thing, this clown that's awful big.

He just puts it aside you know lhe way he wants, it — or of ten he may stick-a towel’

over it. : : , ‘

“Even with a great deal of sharing and openness about the ostomies hersensitivity to her -
* altered body remain§ S o . ‘ ‘ e ,
When he came home one mght he puts his arms around me and. says \ how s the old

bag?’ He put his hand on me . . . , He meant it as a joke, I wasn't quite sure if he
wanted 1o say somethmg nice, but he says 'you old bag.'I just couldn 1 take jt then ‘

The Sexual Self

4

Mra speaks very lrttle about her sexual tdenttty Mother homemaker f nend all seem 10"
be roles where more of -her overt attentron 1s dlrected There is a sense that sexuahty 1s pnvate
‘. ‘ and therefore rs seldom spoken about | - |
| Early in Mra s recovery process from surgery she mdrcates that indeed she was thmkmg :

Ta

about her own sexualrty and had thoughts aboit. what lay”fimea‘dTor her wrth regard 0 sexual s

y o

f unctxon Sexual Jokes were pamf ul for her to hear She remmded herself "1 couldn t f unctlon R

' _?‘any more ? Mra s neovagrna had stenosed down She felt a bamer to expressmg herself sexually‘ ', B
 with her husband T | Ll

,Ltke before he never knows when he should say somethrng 1 knew when he was’ gomg
.> 10, but 1.couldn’t, T just couldn’t. You know, there was somethmg between us,.and I

" was so ill as you know As soon as 1 was physrcally well enough even last, sprmg bef ore: S

"1 had' the surgery it was better As soon as- I got: clmrcally well enough then it got o
bettef. = SNV | e

! o,

Wrth the second opefﬁtron Mra s vagma is now funcg)nal ﬁut she has very httle

‘vagmal;' sensauon Clrtoral sumulanon can lead tg orgasm Gerd .also. experiences lws

."' c‘v’ .\ ‘.‘ . '.' . ) . L . “‘.» oo

.t
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-;' years later she states "I 'm Stl]l ahve I have a Httle brt of trouble

Lo
: y

. . . ' ! . TR '
e ) ' R N ’ . A
. . : . . Cod
A :
!
o

strmulatmn wnthm the vagmal cavtty Somethmg is mtssmg There is votd It s not like the

e
. . ' . Ve
[ . L
P - 1

real thmg L
At first 1 had a dtfferent vagrna and that didn't work. I was always tens¢ and now
 with this, there's another problem. You must not have very many nerves or something.
. You' hardly. feel 1t In the beginning, yes, it was always pinching ‘somewhere, Also
" when you have an aruf tctal vagma like me now, it all acts drf ferent ygu know, there is

no more. feeling. ‘
He' $. not as satisfted with all my trymg so nt 's — it's> dxfferem He seems
" more worried thar I that he'll hurt me — my vagma lt doesn t hurt, There is no.
fcelmg m there It;s more a hole L s o \

- . " i o i
[

“ There'is a closleness between Mta and her husband and a° growmg acceptance of the .

, o s

bodily changes that have occurred There i an af firmation that comes from' physncal contact.

' : )
l '

‘ Havmg him. close to.me. 1 hke that You know, thts . We don’t have to have -/
-, private intercourse/ any more but, ygu know as iong as l can as | can hug him then ¢,
Imallnght S G e
FlniteAwareness G . o PR o

The cancer came —_ totally out of my control and l came completely out of control
‘tooldidntaskforn . ‘ . . . r,\ L ‘

- *

The struggle wnh drsease begms with the reahzanon that SOmethmg has occurred that

appcars to be more m control of you than you are of yourself Over the/months ahead an was |

m a struggle to regam a sense of prednctabuny. to reestabhsh trusi’.m,hef body. to reaf fu'm her Ky
roots and to rcmvest m hfe mcorporatmg the many changes thAt came .wnhout mvrtanon Two B

: r"'“ O
‘\

v butT_madelf " "

vy B “ ‘ l.r"“

Most_of Mra s focus rs on lwmg Pen

e

“ cally h' thoughts turn to death to the

"I can t pxcture my,self dymg I don t feel hke dymg at all. t'.m somenmés rt comies, .
~ how.Tong'do I have?". ..."and"you always think, -was #¥+all removed" They don T
' 1 \urrance Welltwe would hke to hveano er’fe years SPRR
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4 Mla s illness f ocuses her awareness on the strong famrhal bond she ha’s and the l‘amtlyl

\
' ' |
G

she lef tin Germany There 1s a, sense of standmg together alone ! "

lt s hard for him [Gerd] too because he doesn’t have any relattves here ‘Nor do I,

"netther one of us. , . . Ouf relationship is completely different. 1 could see that when 1

came home. The only friend 1 have here is my husband. my family. ', . . You know, Lo ‘

- when ] got married and 1 was. in-trouble we had to. ‘'work out our problems At home,
.you could just go home to mama or a-sister or brothers. I've never had that, We had
to completely’ — -we both had to sort of depends on each other. T his is why even the ‘
chrldren got a lot closer to me than many others, and they thmk so .too

i~y »

~

How has life changed since the surgery‘l P _' A

You are happy with what you have Before we were always — you’ know we had o
" have a sccond house, You have-to say§ and make some mote, Now .we!re satisfied with -~
little and satisfied with my house, Before we' wantcd it. drl'fcrcnt It docsn 1 seem 50'
much to matter. . . . You take it as it comes.
. ', Butlifeis much more pleasant now. We had a stable marnage Wc d f)ght lrd .
speak my" mmd Now it's not worth fighting over, little thmgs We don t flght any
' more. ‘ h
o . We shall hve our hle now. You know _you don't get rich’ anyway We have our..
o homc We're o0 old. we're 100 old to bé hurt really. N oo

’

When Mra learns in the cancer clrmc parking lot of the death of one of the wqmen who

.

. had had the same surgery and ﬁh whom' she had vtsrted "l just had to go backward I went‘v;;

“ home agaln r eould{t go in. Metaphoncally it is thxs gomg backwardst that provrdes Mia wrth‘ o

-

o 'safety and strength thak allows her to moye on, to go- I orward And what does she go forward'

. : L \
‘ . \

1 m?“aa o ON . e
, 3 ,': .‘1|‘I,v." \v‘ ) . “,‘ . } S X “ ;‘-.

. We re: looltrng to rettrement Both of us. You know he s workcd We drdn t have any

~ holidays f or the last:four: years. There was never any time even between: Jobs JId
. like to'see my chrldren finish’ umversity and when l go I d hke my chtldren to say "l N

;hadagoodmother —' , | AT

Four years after surgery Mta states

' l ve so much to be thankful for = a stable home famrly, daughters domg well' o

Lo pensron income, and'a’ lovmg husband, Some day. I"want to hold a- grandchrld I'm

| o optrmisttc Although when I ‘have pain that's a concern. That's the hard part — not - -

' sex, not the bags -—'it's not knowing what could come next: I'm l‘earful when I hear .. :

L of Laura [recurrance] My roots become more and more rmportant you know dolng o s ‘ ' g

2 . o . .- R
n

thmgs the German way

L



B. t,aura . ' !

.« ' . [y
’

JLaura is a married woman with a young son and daughter. At the time of exenterative

. ;{ ?sur’gery she was twenty s:x years old. Just prror to. the diagnosis of cancer she had given brrth
‘-\*‘r{o her second child a daughter She had had a history of bleedmg jn the last trimester of her
pregnancy, hemorragcd postpartum z/md commued to bleed for three months before a visual
dlagnosis was' made She began radrauon trea‘tments four months af ter her daughter’ s.bnrth‘
Laura worked part- ume as a realto whrle her husband Sorsn worked shlft work as a'compmer

\ K »

programmer Thls work fﬁern allowed onc parent 10 always be at home wrth the chrldren‘

AN

N

I first met Laura fwe days prior 1o exenterauve surgcr) She camc to rny Office she said

»
.

"because Dr. T. [surgeon] f\ad requested 1 see you," She wasn't sure she necded to talk to a

psychologrst Laura along with an older sister [a denuslj had researched the medrcal literature
, L
thn she learned of her recurran;;e of cancer, one year after her initial dlagnosrs They

.

' concluded that a pelvnc exenteratron of fered the only survival possrbrllty She then mmated the

13
«;)

tdea of. having an exenteratmn and asked the ancer cllmc m her commumty to ref er her to"

-
" .
.

‘. Edmonton where she had' learned this surger% was bemg performed

’

My first |mpresston of Laura was that of a vxvacrous, Eonﬂdent energetrc and

an

determined young woman She has dark wavey halr and i dark _complexion. She has ﬂashmg
eyes and an expr;ssrve face She struggles wrth a “few extra,ﬂmnds She was meticulously

I Y

gmomed and presented as a very attractrve young woman. She. was . forthnght in her ,

questromng Fbr example ‘she had asked the surgeon ho\v good he’ Was at thrs surgery, or was

- there someone \yho is better that she should be contacting in some other centre She mdrcated to

A

., me she had researched the literature made a decrston and there was now no point in spending
) N ' " 'A tr -
] ‘time f ocusmg on fears She stated "l don't thurk about it. It's like the cancer is happemhg to

3

i" someone else “That's hiow I cope.”

N 'f N

A

\_ ) When l met Laura. she and her husband’ Sdren had known each other f0r six years aid" .
had been\mame&‘ﬁve years Dunng thts tume ghe worked as an accountant then as a realtor

\
f She desc;!hed mmarna%e as a” good one. She felr they were -and;supportiye of each

: / . s
A g / . 3 , v

o

!
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' other, As she discussed the surgical procedure it was clear her focus‘was on doing what she
needed to do in order to survive, At the same time she allowed herself to fleetingly consider her
altered body after .surgery. She asked questions about the neovagina. Then ‘she made the
following statement: "Sex isn't a big thing for us, ll s not very frequent, maybe once every

three weeks although it's lmprov\d in the Jast two ycars,"

¢

Plans had been made for Soren to take onc week off work when Laura had the surgery,
He would also take one momh off work whcn she was discharged rom hospital. She CXpresscd
coneern that Soren would say very lmle when 1 met with him, She gives an example! "His mom

died last Fall.. He cried onc day, then never spoke of it and that's how he is with the 'cancer "

v
-

Laura's main concerns as she comcmplaled the upcoming mrgery were the amount of pam
there mlgh( be and what the outcome of the inmal biopsies would be She wanted 10 have a

chance at survival and this mean( the ¢ surgeon bemg able o go through with lhe total surgery.
N N 2 N

[

When I met with Sorert he was very rcsponsive and talkative. On one hand; he'd ’slale

he was always an'omfmis( éhd Knew everything would "turn out okay." On the other hand he

.

was fearful of the cancer and Lhe possrbrlny of Laura dyrng He spoke of his concerns about’

1

théir chudren should lhlﬁ happen — "but fi or now it’ s Laura we need to thmk abont.”

’
’ -~
.

The Hospital Experience

As noted’ in Chaprer 3, Laura has had many hospltalrzatrons The followmg refers 1o

(AN

the- hosprLalrzauons tfat occured lor both exenterauve and vagrnal reconstrucuve surgery In

‘ .

.

the year ﬁrror to exenlerauve surgery Laura had had expenences in. hosprtal that Ief t her witha .

3 *

sense of mistrust. Through her drscussrons and mteractrons wrth Dr. T. she began to develop a

. sense of trust that would conunue to budd over time. The trust burlt as the stafl spoke about

cexpected occurrenoes Very lmle camie. as a surpriSe Laura clearly saw Dr T. as m charge of

her care. o - , o
S . ‘. N . : 'y
One night 1 started to hemorrage and ‘that’ SCared the dickens out of me. The nurses
knew :that. and- they called Dr: T.4to ie agd he was there at three o'clock in the
qrmng on a, Fnday mglm % d of | mbarrassr because»n wasn't any big

i _ tlnnk they feh‘even if1t wasn ‘ta brgAdeal Dr. T |
’".‘?gN R » o ) i .

L T = ! ' ‘c'

«
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PS

would be the only one who would make me feel better. I've been through enough with

- the gyne residents. I didn't trust them at all. Sometimes 1 wondered if these people
really knew what they were doing because of what had happened to me at the other
hospital. As time went along you know it didn't take very long 1o notice they sure the

. heck did know what they were doing. Nobody did anything that | felt wasn't right for
me. ['ve never been very concerned coming from the intensive care into the room,
only because they told me that you know you're going to feel this way. You're going to
be scared. You're going to be concerned whether or not we can take care of you here
and all that business and I don’t think that was my concern because they had brought
that up to me.

Laura's way of coping was to endeavour to keep h:r emotions to herself, She had a

. scnse that many people [family and medical staf f] were very worried about her so she diq not

want to increase their concerns. She also wan‘ted to be viewed as coping well. The fear of others
secing her lose tontroi kept her in control. | |

And I guess throughout the whole thing, what kept me together the most, now this is
ridiculous, 1 didn't want to lose control of my emotions. Through the whole thing that
was really important to me and a lot of the reason why that was so important was all
the people that were around. I didn’ t.want them t0.see me go bonkers or do any dumb
things like that

Ar ter surgery there was a dtchotomy between wanung o appear "strong” and feeling

{

very fragrle. She relates an expeﬁence that oocured the evening she returned from the

o

intensive care unit.

. -
“

The nurse 1 had was a klutz. She'd drop things, bump into the'table, bump into the -
bed and I was sick to my stomach, like.I felt nauseous *d every time she'd bump the
bed I thought 1 was going to be sick. And you know she smelled of ,cigarette smoke
and that really bothered me. All the bumping, the smell and then she*spilled the water .
and knocked over the plant. I' thought, ohman, like what if she bumps me, I felt-

really fragtle at that ttme lixe I didn’ 't want anybody bumptng me. . ..

On reflectmg on dtfflculf times whrle in hospttal Laura decnbes the ftrst time her .

colostomy was changed She experienwd dtsgust and embarrassment There was a sense of

'helplessness when she. expeheneed a deep emotional response whtle phystcally she could only be

passwe Thts 100, was Laura s ftrst real encounter wrth iejgmres — with-herself as an
= < w U : . o : ' .
ostomate o o N - n o , “—

2
-

) ]'he only other hau'y time was the fi trst ume that they had to clean.the ostomy bag, the -
nurses . . . that really u&t me. Well, first of all she wasn't wearing gloves and that -
-really bothered me and I told her that I. would prefer she did but she wouldn't and she-

“said no, I don't need to wear "gloves, 1've. done this before. Later she told me she had
never-done*it before and that they 't .wear gloves because they don t want the
patrents to feel icky They 'd tell m¥ r?h.mg tl!bse guys they were great Anyway
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iy

)

that really upset me. That was probably one of the most awful moments of my life
when they did that bag. Then it all came to me. See, I never thought about the
colostomy and the ureostomy, not at all..Like I knew intellectually what it was and all
that business and what exactly was going to happen. That first time was hard. I didn’t
want to have to deal with it and I didn't think 1 ever would. It really isn't a big deal
when you consider all the other business you know. I had o explain to the doctor
though, 1 don't even clean toilets. I can't do that kind of stuff. How the hell am I
going to do this?.. . . I didn't even watch. I looked once and that was it, then I stuck
the pillow over my face and «<ried my eyes out while she was doing her thing and trying
“to console me at the same time. It was pretty funny. . . . It's so personal and to have
.somebody doing it. Of course you ha¥® no choice, you got to have somebody else doing
it. I felt sorry for that poor nurse that had to do it.'That's really God damn close.

Over time the avoidance and dispair leads Laura to a new awareness. She states: "Well,

you just know that this is how it's going - to be and it's something that I'm just going to be. It's
v ’ 1 . -t

something that I 'm just going 1o have to live with. It's noi a big price to pay f or being alive.”
Prior ‘to surgery, Laura's main _cbnccm was pain manaéemenl. Throughoul her

recovery ;his remained é concern. Often pain management was adequate but this varied with the

" nursing staff assigneg to her. The_fe were times when she not only ha_d to fight <;r an adeq-ualc ,

analgesic regime, but also had 1o educate staff as her ewn experience with pain was being

. Wi
' ¥

. negated. S y ?

And 1 had to argue with the niirses about pain medication. I didn't like to have to do
that. You know, about Q-4, Q-3 and the doctors had explained to me how that works
and that you do not have to wait four hours. You wait for three hours but give less. *
That was fine with me cause it was the end of those, the third to fourth hour that it
was really bothering me and I couldn't understand why, until he explained to me how '
you know this pain medication works. That it is at its peak for the first three hours
and then it really diminishes. Well, I endéd f1p having almost an argument with one of
.. the nurses about it. Which'I did not $See ‘any need for, I do not undetstand why 1. ~
. would have to you know, get really'adamant ‘about How I felt about that."She said, the
pain wasn't supposed to be there. We]l, too bad lady, I mean it is there. Like she was
giving me all this business‘aboiit getting addicted to drugs and this garbage. When |
feel I do not need it; I will be the first one to tell you because I kpow that this'is a big -
‘concern. oL R I )

After stxrgery' there is a hged for the vaginal cavity to be pécked. Laura r'eéa‘lls:- .

The thing that hurt the worst though™— I forgot about this, this was really rotten — is .
when they take that first packing out and they put.the new packing in.or whatever . |
" they; do. That-was craziness. It really upset me, the first one. The second wasn't so © .
bad and the third one, you know was okay. But the first time that was terrible. You -
-know it was really incredible, like after that I  was actually sick 10 my stomach, that's .
how awful it was. I told you about that too and they really should do something about: *'

.- -that.before, and they didn't for Marge, they only gave her a bit of Demerol before she. -

. went in to have that.done and I really thought they would change it. You know by the -~
' time’she, got there to do it, cause I told you and Dr. T. about if. You:kpow that wasn't .
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really good at all. . The vagma that was awf ul. That was worse than having two

kids at one time. Put both those pains logethet doesn't even compare to that. I don't:

know why that was so'terrible but it really was. Maybe I was: imagining it 100, because
. I was really nervous about anything down there. . then any time anybody comes
" near you to look after you af ter that you 're, really hyper ‘

‘ Laura is now both sensrtrr;d to pain in her vagmal area and at the same time feels frustration

that her pain has not taught the stafT any new mterventions Her frrst conscious awareness of
‘contact with her vagrnal area is that of intense pain.

»l_)ue to a deep vein thrombosis Laura's vaginal rec_onstruction surgery was,delayed. She ..
was discharged from hospital, recovering ‘at ‘her‘ parents’ home for one month prior to
readmrssron 10 hospltal for the second surgery There was ambrvalence about leavmg hosprtal

o The percerved saf ety and support of the hosprtal was difficult to leave

1 was nervous about going home, Well, 1 wanted to go home I wanted to get out 6.k.

.and yet I felt that maybe I wasn't quite ready to go. I was thinking about it, you
know, for several days like 1 was worried about my legs cause I had that clot in my

leg. I was really worfied about blood clots. Can it go up in my brain and I'm going to -
uZ:I over dead on the way home — whatever? 1 wasn't so much worried about
) naging the colostomy. Just going, you. know, that there would be nobody to take
~care of me. I still had a bit of : temperature. When I got home I had fever late at night

. 'and stuf f like that and that you know, worried me a, bit.

g

Qne month later Laura was readrmtted to hospftal for vagrnal reconstruction. She had

P

‘oeen managrng her ostomres well The first crisis hrt for her when she was assrgned a double :

‘ /

\room She drdn t feel- ready to manage her cofostomy in the presence of a stranger — another :

. . : . : .

woman-—- a roommate

I wasn' t golng to be ln a prrvate room and that's another time I cried, because 1 dd
?aot wanttobeina dpuble room. No not a chance and I was going to ledve. I wasn't’ -
.going to have this vagma done no way, not if 1 couldn't have a private room and they:
. said they dtdn t have any, It ended up that they did, but I .would-have, I would have
ft. No way that I would have done that at that trme 1 don t think I‘d do it [respond
gat way] _ S o | . .
Agarn the fear of pain related to surgery was forefront as Laura antrcrpated surgery

i sec surgery was presented as far less maJor than the frrst surgery Wﬁh ﬂus

‘ {

e)l—kept.saymg that the second surgery was no brg deal ere thxs rs easy We ve
ne hundreds of those No brg deal rrght. Well excuse me, but to me 1t was a brg



»

- deal and it would make me mad that I wasn t . the way they thought I should be
. In. those first two days of the vaginal reconstruction I know I needed more*
[analgesrcs] that | was getting for sure, Especrally when 1-came. to. The first time I
came 10 from the first surgery, 1 did not feel anything. I was fine, I didn' tfeel pain.
. Maybe for that reason it is better to do them both at once. Cause that f irst. mght
©af ter the reconstruction was not any fun at all. That was probably the most painful
time except for the removal of the packing: - e,

Sy

The recovery process had begun for Laura in her month out of hospital and now the .
. LTI
bhysical ,assault, the pain and the healmg cycle was begun again — and thrs time from a" .,

' LR I‘,J
¢ 5 M A - 3

: depleted starting point, D ' co IR 4“

. And I think I got to be a bit"of a‘baby ‘160, you Efiow. like all this pamfl was
srck and tired of it, you know, and any little thing would really bug me, you know
they even came in (o change the mtrqvenous Before that, that was nothing. Thay you ... .
know didn't even bother me at all. I never like it OK, because they have tahpoke = °

around in there and all . . . I don't know, but now I'd get really mad, you know, like

Christ, you've been domg this for how many yeats, do it right! You know, it makes me

angry, the pain was starting to bug me. . Maybe, as I said, it was because [ wasn® (S

emouonally up. I don't know what it was but 1 wasn't tolerating pain véry well at all. o
e worry about whether or not my- tolerance for pain has gone away. o

1y . . : o8

T ransition Home .

,
L J
”

Lau'ra'spcaks very little about her initial‘ transition f rom hospital to home. The rnonth“

between the two surgenes had been spent at her parents home. Af ter the vaginal reconstructton
Vs

f

she: was cager to leave hosprtal and was dlscharged within two weeks of this second surgery .
; ‘Soren Laura s husband had taken a month off of work to be at home wrth her and the
jchrldren As well there were other f amrly members who came in to;ﬁblp out Laura experrenced
Soren's support and was deterfmned to get back to.. notmal as soon as possrble Sl{e felt that | " |

' the exenteraqe surgery was not as maJOr as. she had been led to beheve "It really wasn t as - "

L maybe because everybddy put tt up to be such a horrendous lg 'dear*nd it wasn t anythmg

" near what they all sard 1t was gorng tobe Maybe that was good " : o “ AR .
X ‘_P.ll‘~_. B TP ...L
' :g’*':‘ "‘ Illustratwe of Laura s determmahon to not be restncted is the f ollowmg o
vaery trme I had a. bath they [the dressmgs] i”;ould constnct and they- were Just'ﬂ l ;
" pulhng the: hell out of my . legs and I couldn’t walk- ‘after a bath, you know; like for - R
: ' eight.or nine honrs, So I'just took the-darn’ things off. 1. was mad and what' happened e
L - was the incision got really really wrde, Can you see” [showmg scars] Look at 1t lt s, SR
hke almost two mchesrnspots” RS Ny S e
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Four months after surgery Laura reﬂeets

Yeah, I'm not like I was before. I had blood work done but l still don't have the
energy I had before. Maybe it's not so much a physical thing I don't know. I just
* can't seem to cope with everythmg the way I drd before wrth the job, and the kids and
the house and all that } ‘ , ,

She also recalls that she didn’t thrnk as clearly ‘when she carne home from the h0sp1tal

- There were ttmes ‘when sheé lost her trend of thought or:responded more slowly She felt ‘
forgetf ul Soren also notrced these changes in her mental f uncttonmg "In fact, he msrsted ona
brain scan wondermg if l had a brain tumor | . , | . S

One year af ter surgery Laura contmued to expenence that those around her S[lll have
not made the transmon from vrewmg her as a patient, a posmon that she expenences as
invalidating her, She is willing to live with lrmitattons rather than ltmrt lrvmg

Some of the relattves keep‘ me as an mvalrd They go hySterrcal rf I do anythtng I

- .can't live like that. One has to do what one can. I need to do these kinds of things. It .
makes your life feel normal 1 have to know I can do thtngsl ve always done NS C

T : ' o : . .
The Self in the Medioal Relatronship ' ‘
‘ has had some expenences-wrttﬁhemedrcal professron that lef t her both fearful

/‘
. and mtstrustful To counteract thrs’ Laura was deterrmned to ask questmns and state her needs
A

}‘ wrth regard to medrcal matters She felt her symptoms .had been rgnored Several trmes in the
past and therefore the dragnosxs oP'caneer was delayed Of partrcular srgmflcance was the fact

‘that-altlmugh she bled throughout t>he last trunester- of pregnancy she was not checked’ for a
oervr‘cal’ nralrgnancy She was allowed to dehver vagrnally, only to I{ vrsually dtagnosed wrth

cervrcal eancgr three months later From her readrngs and her drscussrons later wrth medrcal

; staff she knew that the vaginal deltvery exacerbated her oondttron l _’ ;}; i} -:;_,.--; 'ﬂ“_j" ‘. : i

In her flrst meetmg wrth Dr "'_‘[surgeon] she began to estabnhsh an open relatronshrp

wrth him. She;took eare of herself and trusted hun to take care of her medrcally She recalls : '2)7 o )

L 5 I was o eemed about hrs;competenee”"‘l remember that"‘l' really wanted to be sure. .I-f BN .
‘ ;;knew it was.a big surgery. and wanted to. be‘sufe- that 1 was doing.the right- thmg Lo
d Edmonton™ and “not . going':to: Yancouver and havmg it= done ‘thefe “or.. .

here  else. I felt good about’Dr. T. and that was 1mportant L don t-.;_",_.‘_a
;GW"I'W“"Y“N“WSMYW E RN



The "good” feelmg she had for the surgeon continued to develop A( stressful times hls ,
presence reassured her. She relates several such times and summanzes
Oh, Dr. T. came in and said whatever he sa:d and agam it was.all fixed, all better, no

'problems That's what I mean, he's great. He knows exac(ly what to say and when to
: say\n ‘

; L
L‘ahra's style of not ‘wanting to wOrry‘others‘was' present in her relalionship with Dr. T.

. ' )

: Laura wanted to ensure that Dr T. contmued to have a positive atmude about performmg

\

exenterative surgery so that this opuoﬁ would continue to be of fered to other women. She .
‘experrenced an ambxvalence .on the pan of the medical commumty lowards such radical surgery
-bemg performed for recurrem pelvic malignancy. For her it was important 1o keep Dr. T.

encouraged" ' There was a recrprocal nature to the relauonshrp — each lakmg c%e of the .

)

other,'v"‘ _ - L ‘ !

LU

I really wanted him" to know it was important to me the work lhal he was domg
Initially, I-didn't even know that .the opportunity existed. I just wanted to. encourage -
him to keep going. I know he has his own reasons for keeping going. 1 didn't. want -
lum to feel like it'sa big deal. It's you know, don't ever rule this out for anybody. .
Everybody keéeps saying how awful and. terrible. it is and it really wasn't,.. . . and for '

' all thiese reasons he doesn't do the: surgery okay. I didn't want him to see me badly off . ..
in’case he'd reconsnder for somebody else. Maybe you know ‘he'd.say: "gee, this is too ol
hard to take and maybe I should be more careful when'[ do it, Maybe select more

. I'didn't want him to feel - that this was a terrible thing. That it really was a' greal

. thmg and 1 didn't want to be low and down, and bitching ‘and complaining: when he

L was there. Although I'm sure I did on occasion when it got the better‘of me and 1 drd S

Tl ‘Even if I didn't feel:good I tried. . ... I had to-know mat he had tp, know it ‘,wasn L
AR ternble Itwasreallyfine L ‘ﬁ‘ R _ L

. : " . [
>y K

Both Laura and her husband contmued to develop an open and comfortable
o / ‘. "

| relauonshlp wrth Dr ’I‘ and others on the health care tearn They conunued to acquire the ;

: : ' man - .the We ve. [exenterauve k
, a_ll_heen.led to beheve beeause of our, hrstory,, “this’is the. last hope gals and

' thrs"rsfthe man whols gomg to give it to: youu -You put- everythmg you ve gotmto_\one

,you re@totally [pause *He-became more( ;




husband My life depended on htm To find out he was gomg to be gone — I'was very
upset. He knew that. y . A o

There is fear that- 'no one else can provrde the same quahty of care ey K
It's just too hard to explain to someone who hasn't done surgery what the heck is
- going on. They. just don’t know. Even reading up on procedure, they don't know
exactly what he's done. Who knows what kind of follow- -up care we're gorng to need a

: - year from now — ftve years. I thmk what's going to happen in two years if he s .
R nothere : . ‘ -

Laura continues 10 requrre tndepth medrcal treatment fot symptom management and ultrmately»- o
t‘or recurrent dtsease Laura and Soren continue . to advocate well for themselves and bmld L
* respectful and reciprocal relattonshtps wrth physrcrans and treatment teams They contmue to

‘ mamtarn .cqntact wrth Dr T — parttcularly as each new medlcal crisis is encountered
- Laura reﬂects along wrth othcr members of rhe group on the errors that they percervedv
' (‘ \ .
'had occiired in thetr medtcal management o . ‘
.-‘ lt f‘rosts me they dtdn t do somethmg at 18 when | had an abno al Pap. They Sald o
.. they must have made an érror. And later they all said I was srlly Nen. J.was concerned .
- ‘about the’ dtscharge. that it wasn''t offensive and there wasn't- y big deal about it.
. .But, they were wrong because: it was ‘cervical caneer and that's what the discharge was
all about. I mean, I wore a mini pad all the time. . . .But: you know,’ you guys, crumb,
maybe it's just not all these people. That's 'when I calm down and’ say gee whiz, all
these things could: happen to.somebody else. Mdybe it was just me it had to happen to.
‘ So many people made 50 many mistakes Maybe that s just God's plan Who knows

R ETE

)‘,. LT e

o Living with Ostomies

"'..‘ . '

DI
'

BERE Fro'n Laura s tnmal reactton whtle in hospttal of horror and dtsgust of her ostomres |

L she quxckly leamed to manage them and slowly began to 83“1 some ampm‘?f them She‘: .

beheved when she was dtscharged from hosprtal that her t‘amxly would‘ be §nous about the' i




.
The transition f Tom developmg a comfort level with: amtly and f rrends to a broader

pubhc context is drffrcult Three months after surgery Laura states e

I've dealt wrth all that (Nurses and' doctors and family, that's fme okay. If i had to go

to somebody's house and had to do that, 1'd still be very nervous and this is why -
don't. When there's. going to be an odour left I'm still not that. confident about it
okay. So with strangers no. . Publicly, that's my only concern — having to use
public bathrooms. I'm concerncd about going back to work and being wrth people.

The odor [pause] and I' m concerned about blowmg up and the bag gettmg 00 full.

. L ¢ -
LR Socrally the colostomy is the focus of Laura's drscoml‘ort Most of the concern

o regardmg the urostomy is physrcal in nature She worrres about mf ection. "l thmk about that

especrally at mght When I'm lying on my srde it doesn "t always drain f ully mto the bag and

somettmes the urine is still up there, . . . I don't hke to hook up a night dramage system 1 d

.feeltoomuchltkeanmvahdt L o . o |

Sexually there is an off- ltmtts arca of Laura’s body, "I don't know rl‘ I m gomg to get

over that I can't see me gettrng over the bags busmess I really can't see that I mean what s
" # -

s sensual about my bags nothtng"‘ . '
| Eight, months a'r ter tmual surgery l.aura contmues to hope that soon she wnll be wtthout f.‘ 4
¥ ‘_; a colostomy, that a reversal wrll be possrble and the bowel reanastomosrs lme wtll have healed "
: Laura speaks of the colostomy and rts presenoe m relauonshtp to closeness wrth Soren Laura 3
) ‘and Soren relate how the ostorme}s al‘f ect each of theml ‘drfferently Laura does not want«to be
f“remmded of a percetved non sensual part of her body She hopes Soren also l' orgets about the =S
: : | alteratrons For Soren xt lS rmportant that he commumcates a respect f or- Laura s concems The
St “.ﬁfollowmg conversatron togk place rn Laura s hosprtal room f our days after a surgery that has-

N

tenttall'y reve'rsed the cobstomy

'}.Laura Well Soren cari see 1t [colostomy] but he can't touch 1tt Espec
L. bed, 2 Soren knows what to avord He knows better because I crmg

SorenYouyes :

b ?_.Bev So what do you do"
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‘ Laura I pull up my mghue I st|ck them under my mghue That works okay. nght"

‘Sorcn “Yes, it doesn t bother me. It’s ‘just that I'm conoemed how you feel about n ‘
”‘I m involved. I know how you feel about it. - ‘ o AR .i;\ '

Laura l don t thrnk at that ulne I need to be remxnded

Soren: It's Jus1 part of Laura. and that s that It s just one part of her: body- llie fer .
nose and her ﬁet She s got big feet and she knows that, and she knows I wouldn t
‘touch her feet Co . ‘

!
\

Bev So having the colostomy reversed rs a really important thmg"
Laura Yes. in all drfferent kmds of ways o *$‘ *

Bev Tell meaboutsomeofl em. e

' Laura Well Jjust in the sexpial part okay Now he ca‘fiN actually put his arm around’
e. Over here without hayifig to cogne all the way up her;;{demonstranng with' hand
on abdomuﬂ-akmrarl:?z he's avoxdmg it. 1 thought it was s0-cute because he never.
n-sald. nothing. The time we were home and we ‘were sleepmg together, he put his
dund me. I mean, your ratural move is sort of right along here [motioning). 1
' that's Where his arm would ‘have fit perfectly with the way we were laying. He "
. went- out of ‘his way‘to stick his . arm right up here. I. knew right away why he, was
+. doing it, because he didn't want to touch me there. It's Just like when 1 get fat.. He
. “never puts his arm around me there where:I'm fat because he knows that I've. gota’

. .tummy and he knows that I'n become rmmedrately, )fou know; squirmy. 'Don't:do N
.~ that, don tdo that you know 'Yes you re crowdmg me, leave me alone you know

i‘Bev So that really felt‘ Lhat Soren was respecuug your needs It Wasn t so much hxm ‘
o avoidmg or. feelmg uncomfortable P ‘ " A .

: ‘Laura No 1 never felt it, no he 5 bemg 1cky and thrs 1s turmng lum of f I ve. never
x“\thoughtaboutthat lsrt" Cenen oy : .

‘ REIAY] .'

S .'Soren s You ve asked me' that betore At oite” pomt you specrfrcally sand DOes 1t bother o ‘
. :You.when we: make love: tha_t T-have these.” I.said "It doesn't. bother me at all. ., ," R
tme; fmd it'sa brg deal It ssomething. hke you sort of I
C ving. the person that' you Te mamed to.okay. I know .-
e e colostomy oOkay . ; Bven: ‘
me auta Would be upset about ;.'
the fact that she doec look_nine g0

3L

1 two of- uS, you. know we, make lrght of
gnant. l ha e
3 Y

ik thoge. b ltryfto‘_
}doesvnttfuchthem then hedoesntrem_'
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‘me and then madvertemely was always touchmg thase bags and they would crmkle

That wo ilseverything. It would spoil everythmg Maybe in years from now l
%v.on't that. v b R S :

Frve months after the reversal of the colostomy laura descnbes the dlf f lcully she has
Y " !

had in acqumng bowel comrol "1 need to go all day then Lhree days nothmg On lhose days o

I'm. lrmlted l spend the whole day m the balhroom On lhose days l'd like 0 have a

s

‘ colostomy lt can be up to twenty times a day, Far Laura there is, cx(reme f rustrauon wnh lhc

o >.ul

s comrojilser body penodrcally has 0ver her ralher than she over xl l;get so}angry‘ when 1 have a '

bad day\lt 'S 50 dlsrupuve I get belllgerem "

r'\.. .

By Seven monlhs a rectal f xstula lS dlagnosed and aga;n laura has a colostomy Laura
: . 00 % %ﬁul‘v n

relates [hlS to the group.of other exemeratwe women "So I ha»"emiy colostomy back glrls I

) . o ‘l, " " . e C e

notgoodenough “._ u..‘ . o ‘

LN

+ Bl

' Wlthm one month of thls Laura was dragnosed wrth recurrem tumor.\Agam her‘ focus~

tumed to survrval lssues

) : und: on't thmk I'll ever do that in. that way And‘ -
Because of thar and because of.. th_, feelmgs that ‘are: behmd that, Pdon ‘t-feel. _aboutjj;



Bev So the gorgeaus and sexy part of you only comes out’ when you re ' ully clothed

Laura: That s nght indwd Indwd 1 don t know maybe that will go away wrth ume ‘
. ‘but it sure isn't now. And’ tt 's really difficult. ¥. don't know' how anybody could
vl

honestly feel gorgeous and sexy wrth these two thmgs hanging. down R S

"
0y . \ ' 4 L ]

‘Bev andfeelmgsofcloseness" | F ‘ - T : R

'Laura That hasn't changed that can't change lt 5 probably better than eve in terms SR

- 'of our emotional relauonshrp It's super, But the sexual part-of.it isn't what[.f used to { ‘,..,. e
.’ . be'and it can't be until, well, I'll never fetl comfortable with thre. bags in that'sense. -
'/~ ' But thats okay, } don’t case, it dotsn't. really bug me. 1 guess jt's something I've

H‘acoepted I'm not going to feel gorgeous struttmg afound wi these two things = -
« Tlipping and flopping-all over There $ no way"an that 's fi mo ]. don t have to strut

‘ aroundlrkethat ¢ ar ' ' % e e .

For Laura she can "t f orget the alteratmns to her body but she hopes Soren can e

i

want hrm to forgct about those thrngs I don 1 know rf he does or not He says he doesn't even :

p .

P T

g thmk of them The rule l$ the area of the body wrth the 'ostomres is of f lrmlts

. I mean when y'ou re havmg sex, you want to feel sexy. nght"l mean that sa brg part L,
- ‘of thal berng sexy and attracnve and degirable anid all that business and sort of :a lot
. of that'is yourself 4nd a lot of that is how your husband makes you feel. 1f Soren was
',touchmg the appliances the whole ptood and everythmg I know it wquld be sporled

- '
v
s

Pnor to Laura s rllness cleanlmess was an 1mportant factor for berng physrcally

cl"

mumag wrth Soren "I have to know I m clean beforel 'm comfortable and lt took a long .

o

LB

e.tte‘r_idéd onhow clean'l | fejl'tf.f Dumb but aat',‘:g,‘ae _Wa‘y‘itwas'.." mté;s,,;tn;e ;v;zly; irj f%;a,seaer -a;iq: : L

B sexy was maqe even more drffrcult wrth ostomy\apphcances 9nd vagmal healmg Laura states
o “r sl S ,' ' . .
3 nght now I don t feel clean about rt at all use of the drscharge

isn't on: nund in an *brg way. Not hke before Not t0 tﬁat e‘:’ttent but Dr I‘
lree‘ askmg ‘me. when we're going'.to doit.T gotta Teport somethrng Like let's, do it
and:then: he'll,;"__tOp asking me. So I said: "Now is the time, let's get. it:don®. and s
what'i s lrke nd 1t‘_rt’s_ ho ible then. we'll walt a whrle But 1t wasn t Ltornble :
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space d‘r e.. she had not douched ot mserted a tampon) She and Soren embarked @

o Yeah weI] even when we were thmkmg ab0ut startmg mtercourse .F .was nervous as
heck, there's no.two ways about 0 L SO Touchmg the vagina and all that ‘business,

- that was all part of the-way we did things before Well, this time 1 didn't want himto, °
‘do nothmg 1 just ‘wanted him to see if it still fit. It was an experimént. This was the -
‘night’ we:were going 1o try stuff and I thdught that's right and that's. exactly how we.

~treated it, It was kind of strange . Entenng, well that was.a long process because

o, we' were ‘scared.’ So we were doing n véry-slowly, We were just thinking about what
. was gomg,on .'I didn't'really feel any{fnng there except on the bottom part where!
| ft hurt lt dtdn t feel anything like it used to- feel ltke ‘No way, I don t know ll«
. was almost hke it. used: '10; 10 the recturm. Lnke thmgs were bemg done backwards

<

g ‘A
‘.": * Fight' months after vagmal reconst cuve surgery Llaura reporls It 'S sttll very
“e:;pertmental yo‘u know A l|ot'of tallring.hk'eeyes how s that" How s that" Can’l vd~o lthts? Na,,
- ;- move. up At thrs ume she lS in hosptta! to have the co[oSlorxty reversed There is dlseussnon of
" how to 1mprove the vagmal f unctton PresentLv the vggma lS tog short and there ts pam and ‘l

‘pressure near the vagmal entrance on the postenor wall Laura speaks wrth Soren as they

' r v

drscuss the pros and cons of further vagt.pal surgery . -

But you know thé’ length that you need xs really n0t very good You lmow it's h‘ '
o thmg at all. It's just‘a frustratton . Well, it's pamful o’kay. it's. pamful in the s
TN sense that it feels that,’ you ‘re- puttmg mcredrbze pressure.- on somethmg Yesi. 1 guess ,
<o that's about, the best.way .to describe it, you 'know, There s a particular spot ohyes. ~°
It $ quite a deftmte spot. where. it reall.y. really- httrts . ] mean we had to govery '
L slow There wasn't very much trouble with the opemng bemg"too small It's just. that
Lt hurtat® -the. ‘bottem ‘thefe, nght" And I kept tellmg you to &o, upwards but that s
rmpossrble youcantdo that. REETRE . \. Iy i

i

Co

i,""

Xes; L _erng,m morrow _pparently and‘ ' i
today and'fxgure out. what they' 0 do: Dr.iT 1 thrnk wds suggesttqg that he.'” Cal
. take 1 an s really g gto;have 10.do sojne fast-';" D
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surgery,

O Fourteen months after surgery Laura reports a change, Initially sexual contact and

\
V

N

il

A Functional vagina, D

2

intercourse was experimental in naturc, Now lLaura's cnergy is incrcasing. She s aware of a

Iongmg W cxprcss her sexuality with Soren, a longing to return to lhc way il was, a longmg for '

i v
|

'Thc vagina is uscless — 100 short, 100 painful, 1 have phantom pain in my leg and I'm

not feeling good about that cither, I'm longing for it to be the way it was, If my

vagina was the way it was, that would be enough. Evervihing clse would fall into

place Alternatives just aren't the same. The longmg has been there, only in last
month and half, I've never really verbalized lhal until right now,

Mr lau:a lhcrq is a scnse that she is letting Soren down, For Sorcn there is the fear he mlgm

bc humng laura, that she has gone through a great dcal of pain 0 havc a vagina for him,
4 -
laura: When sexual things start to happen that's not the time to say ‘stop, let's try
this or that.’ Soren has worked himsell up, then is supposed-to get analytical, slow
down. It's not l"un for anybody

-~

Soren; 1'm. afraid of hurting or causing pain to Laura, | think Lafira is biting the
bullet for my satisfaction, The vaginal surgery was the worst pain — worse than the
exenteration and it wasn't successful, It probably wasn't worth it, :

With lLaura identif ying her desire f o‘r greater s‘cxual expression, Laura and Soren begin to speak
about thci;r sexuality with a greater depth-than they had &en able to in the past, Sbrcn had bc;n
careful to not push ul{ra. Now she was saying, | ﬁave concerns, l want more, I know what
I've lost. Laura speaks of her discomfort of her dis-ease,

I also feel that so much has happened down there, Is it sexy from Soren's point of
view? Is this a sexy part of the body or is this a probtem in our lives? Everything is
concentrated — this is where the big deal has been going on,

N .

As a way of coping with her uncertainty about her sexual attractiveness to her husband and her
ability to function sexually Laura gained weight. Féeling unattractive due to weight gain
insulated her from other realities. =~

1 do feel altered. I don't feel good about my body any more. 1 was-up to the point
until yesterday 1 didn't give a shit about where I was going. Yesterday .1 had good
heart to heart with myself. . . .-1'd gained weight — probably done a lot of that on
purpose. . . .I know I've purposely gained weight. If I lose weight I'll feel better
about myself, then I'll be more receptive to sexual things. . . . I gained weight cause |
didnt feel good about my body — to keep Soren at a dlstance . It was easier to be
fat and ugly and not have to deal with it [Soren and sex). . . .1° 'm not ready to change
my behaviour yet but I'm looking at it. I've got to comc to a decision. Enough is
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enough, and |'m wanting sexual things to be back,
B ' AN . 3 .
Fo. two years Laura's body has given her little plcaiure. The hcalthy part of her is now
longing for expression. As the healing. and renewal continues she makes a commitment to

nourish herself rather than cominye with the misdirected nourishment of overeating.

[

Within three weeks of ha{/ing made this cc;mmilmcm 1'0 herself, laura is again
h.ospilalizcd with a rectal f'islula and a permancnl colostomy is done, In order to be present at
the first group meeting of the women who have undergone ‘lhc same cxenterative surgery,
l.aura obtains a hospital day pass, They begin by speaking about their physical symptoms..One

group member \gta(cs: "Actually thesc vaginas are a write off. They're uscless, Mine's

disintegrated, How's yours?" Laura responds: "I hope.to use mine, When we have used it
though | 've gotten pain down my legs, down the gracillus.muscie, Even douching will send pain
down the right lég. " Laura then begins to share with rhe grbup her determination to take charge

of her situalio_rl,z_igd to experiment with new behaviors that may help her to regain the quality

\

of relationship she is longing for.

Let's put out heads together and figure out a way we can feel better about our bodies
— feel comfortable, We may be here for 50 years. We can't be this way for 50 years,

. 1 think a lot of the insecurity comes from our own self, We have a low image of

, ourselves sexually. as women, . , , ItU's time to start thinking, 'this is going to be my

body forever.'

—_
Further she states, ¢ use we can't have vaginal intercourse, it's a big issue. It's the focus of

our sexuality.”

Laura speaks about the transition from seeing herself as a patient, an ill person 1o a

woman with a changed body.

What 1 want to talk about is how you guys are doing with your body image. I'm
having more of a problem now with how 1 look than before. Before 1 didn't care
because I Was such a sickie. You're supposed to look like a sickie and bags are okay if
_you're a sickie, but I'm not sick anymore. Has.anyone come to deal with how they
look, their sexuality in a positive way? To say, "this is okay?" I'm talkmg about you
and your mirror [the naked self] — you and a see-through nightgown, not in clothes.

Laura tells the others of her experiments, the changed behaviors that she hopes will
lead to changed feehngs ' ) }

‘What I’ vs started to do in the last Lhree weeks, I've made myself take my CTothes off



wonders what this has been like for Soren, |

Finite Awareness

immediately prior to exenterative surgery.

,\

oy
. ﬁ;{

~in front of ;ny husband. If 1 start by domg that| to make it natural to have this stuff

hanging down, if 1 can do that for two or three months to get accustomed to him
being accustomed.to me with this stuff showing,']l think then I'll be more comfortable
Jater when it comes to a sexual thing and bags in way. My husband is good that way,
Like when I'm fat, he touches me in places ] feel good about myself and stays away
from places | don t. So in'a few months ] 'm going to ask him to touch bags "Go
for it, Soren' pus\them [arms] around me do]‘/n here and over time even if lt s an’
experiment maybe”it will become okay, 1'm at,that point I'ye got to do somcthmg
myself, 1 don't want him 1o be scared of 10ucﬁmg me with the sense }'m going 1o be
upset if you touch the bag. It's not easy but we have to do it for ourselves., With or
without clothes on.

\

\ |

1'm beginning 10 say how is this' for Sorcrn I'm the one with all the fcars and
problems, It's my body that can't accommodale When you get married, the scx is

important, You can't indefinitely cut your husband off from it, This isn't really fair ”
* for him. He wants to hug and kiss and 1'm 'automatically thinking he wants to jump

into bed. Intercourse! 1 know that's not what he wants and 1 don't even give him the
chance to-do a lot of hugging and kissing, él find all kinds of excuses, 1'm sure the
poor husbands in this thing are wondering, how long i§ this going to go on, even
though they don't want to tell'you that.‘Go/d forbid she thinks I 'm trying to rush her,

Laura summarizes her determination to experience and express her sexuality,

You know, once you've got health again, are well again, are strong again, and had
time to be thankful for surgery — Thank God I 'm alive — all that beautiful stuff. it's
not eneugh to be alive. 1 want a real life. I want to be able to be the way I was before
with husband. I want to be able to_take my clothes off in front of him, I want to be
able to weat my negligee. I 'm not sick any more. 1 should be able to start acting like a
real wife,

-

g5 -

Further, she relttes how at times she has rejected being close, sharing hugs, making

brief physical contact "probably I {car it could lead Yo something } don’t want to handle,” She

~

) - . " A i .
- A few months after surgery as Laura reflected on the cancer, she recalled her tinie

~

4
A

-

Yoﬁ know I can ,remember' laying awake thinking that if this had been fifty ygafs ago,
'too’bad! You know they wouldn't have been able to stop it or at least I thought they

wouldn’t and they probably wouldn't have, you know. Radiation wasn't that great at
that time, they didn't really know what they were doing. I guess wheh'we discussed the
surgery'it was just something that I ,a,ccepted as the only thing to do. Somehow I just
stood back from it all. Not. pretending it wasn't me. “That's not what I did. I just took

- it as something you had to do, okay. Then the morning of the surgery, I was scared!

Scared that I wouldn't come out of the anaesthetic, that I wouldn't see Soren again.

' What tipped it off, was the priest came. Well, it wasn't even the priest. ] wanted the .
pnest buC'l got a rﬁlmster When he did like give. you this final blessing business, .
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-don't know if you know anything about that, so he did that and that scared me. That

Just brought it all right out in the open and then 1 was really terrified. At that point
they brought me upstairs and I was still upset. don't know v_what Dr T. said but
whatever he said it just did the trick, Then I wasn't ‘stared any more and that was
while | was Wwaiting to go into the O.R. ", . and that was my only time of real fear, It

‘was just then and not since’fhat I really am scared. Occasionally the thought will come

to mind what if it isn't gone? g

Laura f urther describes a sense of unreality that her ll‘fle is threatened by the cancer,

She fears the known more than the unknown,

This pattem is famrltar to Laura,

I don't know, it's sort of even now I gucess unreal, | haven't really come to terms ‘with,
it in the sense that | really thought about it. ] 've just been accepting it. Do you know
what I mean, without actually getting super scared about it or any of those kinds of
things, Maybe that-will come later: Maybe never, I don't know. But when they found
the tumor hadn't really gone from the sadiation I had already at that point read what

t

would be the next step, So 1 knew about the exenteration, whatever it's called, that it's’

the only thing that he could do. My concern was with his competency, at that time not
with the surgery, which'is stupid but that's how it was. Then the only thirig that
scared me about the surgery is that I'd hemorrhage to death, Can you believe'it?

N

%,

"Any of the hurdles in my life i just met them head-on,

‘without bregkmg down and going cuckBo and crying and screammg and yellmg and all that

business. I just accept it

that,™

A » . . . o .

Laura perceives her approach as different f rom her family's.
8

They're all very concerned, but I'm not as concerned as they are and I don't worry -

about it the same way as they do. I just go-and I have my checks, never thinking that
anything can be wrong. I try and humour them. Someurnes I think that maybe I'm/
not taking this thing seriously enough and yet, 1 know that this is serious. But I'm not
taking it the same way as they do with these check-ups. Like they're all waiting by the
phone for me to call. Like goren says don't leave the Cross until you call me. Like
don't even wait till you get home

. Sometimes | worry about making it for f ive years. | thmk about

Her husband Soren describes how he copes wrth the frequent medical checkups For him it's.

bettcr 1o experience relief rather than despair. "I ‘take a pessimistic potnt of view, Then when

it's checked out, any news is better than what you thmk ’f"he big problem is the cancer

Everythtng else .We can deal with." He encourages Laura to have any or all symptoms checked

out. Relief comes when the symptom ‘does not indicate a Tecurrance_ of the cancer. “Soren

‘continues: *Sometimes’ She doesn tltke to get thmgs checked out because she doesn t want to

. know:It's easier to say it tsn t that bad l'll be okay I m the opposite

s ". oo L
b

) . TR
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For Laura it is important that she deal ’with life in a manner that doesn‘t have her

constantly focusmg mward Penodtcally though her body demands her focus "l never

conscrously‘t‘hmk I have any limitations, thal I'm not like' everyone else now. l get \so mad,
f urlously mad,; that 1 have to change plans T or my bowels, Some days I don"t have the trme to
spend on myself K ' e ) ‘, ' Sy
Lt
' Nme months after surgery Laura js reflecting on the questron Orrett\u;\ng to part time

work outside her home. She reflects on the srgniflca?lce of havmg time at home with her

children, ' ‘ s B ,\
Eventually | wrll [rcturn to work]. 1 enjoy what 1'm domg at home right now for a‘
litile bit longer, 1 think my kids have been without their Mom for long. enough, thrs
year and last year with me being gone all the time, .They are- rcally enjoying, you‘
. know, being able to count on the fact that I'm there when Dad?yrs not there — all the o
trme no exceptions, : . P

l‘\ ‘ .v

Ten months after surgery Laura consciously becomes aware of a shrf t m her response to
»
her q‘ilalrty of life. She has moved from seemg herself as a.< “sickie”; 10 a survrvor. Asa survivor

4

she is tvanting more rom ltf e than simply be;ng gratef ul for heing alive. "1 'm starting tol;no\t be

ciuite as grateful fpr‘ all this, . . . Now it's all the other things I"d like to see. I've had enough

time 10 get used to the idea, T'm gbin‘g to be here for a while' — or it sure looks that way."
Fourteen months after surgery Laura continues 1o pussue those things lhat for her .

increase her qualrty of hfe She states "Life has to be good or it's not worth lrvmg Thrs "

-

‘behef is the foundatron “that aﬂows her to live with limitations but pushes the limits of them At

b

is at this time that Layra learns of a Tecurrance of a pelvrc mass — a recurrance bf the cancer

. Once agam Laura is confronted with the knowledge that she may not survive the

o .

mncer At the same time¢ she is determrned to pursue . whatever mef cal mterventrons ate
\\m‘ . . B 1

avarlable o mmmuze the drsease agd incredse her length of survnval

I m not gomg to get my' hopes up [fora cure] They told me that t going to be the '

case with me. . . . I think about my children. I have a daughter who is two years old

now. I think, wrll she remember she had 8 mother?" That upsets me.when 1. think

about it. I krow Chnstopher will remember He.is five. But I can't remember a damn

thing froth when:1-was five. I think mwgh lie: will-be-the only one who suffers a'lot -

For my daughter it will be easier. She'll bounce right back. Time has no meamng for
‘her. A couple of months’ and she'll be okay .1 know I am an, influence but I want -
. the memon,es to be there. ’7\ lot depends on Soren Knowmg him- he'll s00n come to

SR ES
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terms with it and talk about it. ., + There's no damn good time toQ{ [nervous
_ laughter]. It's never a good time. . ‘

At this same time L.auraJs father has recently been d‘iag'nosed with an advancedr lung
cancer with a prognosis of a Short survival time. Laura comments: - i T
4' . ' LI .
,Dad s just been diagnosed threge weeks ago wrth a serrous case. He ] worked Hard,
Hey. his life is just starting. He's hada hard life. I he'd lived his life like 1'd lived
mine, having fun and doing things in between, wouldn,t fecl so bad. He's 64 and m ‘
his case it doesn t'seem right, He's not had fun

ll‘

Further Laura says; "1 can look at others around me and feel beuer ‘f’ye had iy husband ‘and

children, 'so many thmgsr- Sometrmes frrcnds talk about 1ssues and l'feel, give me a break. I

- don't glve a shit, The 1ssues are so msrgmfrcam 8 ,

an - ? . gl ‘ PR ‘
' . -~ ' 1
) Laura states: . ¢ };.‘ o : ' ——
) l/ " 3 ! ! » . o ! .“ t
\

I1've never conf ro,nted death, 1 drdn t really believe I was going 19 dle Even when they
told e I didn't belieyg them. T talked about how they said that to me and how dare

they say such stupid things. . ... So just, because you have cancer doesn t mean you -
Tace death. I don't think I really éVen thought about me dying even though | I‘*had
., cancer, :

Members of the gmup .state the fear they have had for therr own health since they
leamed of Laura 8 recurrancer They had been thtnkmg about the posstbrlrty ‘of thetr dyrng

\

Laura responds and understands f or together thcy are the sugyrvors of exenterattve surgery.,
! [
£ That's what l viﬁs aftaid of it you guys found out. . You want much hope when ‘:
you have this' operation. You're willing to put up wrth all these inconveniences of bags '«
'»» and such because you have ‘this hope. It' s awful when it's taken. Dianne's [patient
#3) death didn't bother me and every tuhe you [the group] talked to me about her, I
listened but not really. I-didn't know her or. had spoken to her. It was like watching
T.V. and someone else dies. It was meanmgless to;me. Now I''m sure if 1t was any one
of you here, if something ‘happened, l'd be really really scared and upset

WI{h each medreal crrsrs Laura chooses to focus on ltfe and optrons that may offer a

o urther chanoe to live it. She has many cnses - expenmental chemotherapy in Houston j}' exas .

surgtcal removal of tumor leavmg neurologrcal unpatrment of aleg a hemlpelvectomy leavrng'

her Wrth only one leg. and then two and one half yeai's after the fi 1rst occurrance a recurrance

A

: of tumor rn ‘her bowel.élrver and draphragm Each tune Laura chooses whatever optxons seern, o

lef t to her For example she states "A One legged wif e or mother is better than no one at all‘,

3

and they tell me. the surgery 1sn t as. bad as the exenteratron Now wrth the last recun‘anoev o

-

L . ; o ‘
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Laura comments on it.
1 guess I 'm no worse off than l was [wo and a half years ago in Houston Perhaps it s
just spread a little farther. 1 just hope Dr. M. will be able to have me in_ his
monoclonal antibody- study. I'm coming up to see him. He's had some prormsing
. ‘results with ovanan cancer. I don't know rf he's tried it on cervical cancer yet

[ ’ t » ‘“’7 ’
For Laura there is life and wnth\lﬁe there is hope — hope for another day and each one is

‘ ~worth fighting for For Laura ‘there is also a sense thal this determination to go on is not

always understood. It is the medical commumty that can provrde the Options She necds them

A

Q

to understand; -to understand for her and other pauents who are ‘not to the poing of ‘'saying

"that's enough"
If there is ahy kind of hope with any 'kind of treatment I thmk a patient should bc
encouraged. 1 think any patient that is willing to do anything that might possrbly
- increase her chances of survival shouldn't feel like she's abGsing the- Medicare. system
It's subtly conveyed. I think it's my duty as a wife, mother, daughter, and friend to
go on as long as.l can and without feeling I'm takmg resources f rom those who can be
saved 1'1 take my life any way I can get it! :

C.Marge '~

Marge is a married womar with two children, a daughter and a son from a previous .

t

marriage. At the time of exenterative surgery, Marge was forty-two yea'rﬁ old.and her children ="

P

were thirteen and eleven. Marge and her husband, Daryl, had been married six. years. Marge

worked for an airline company in ground passenger service and Daryl worked in the petroleum

t

industry as a research chemist.

Marge had been diagnosed with a cervical cartinomaéix momhs prior to surgery: When .'

she expenenced pam wrth mtercourse she contacted her gynecologrst 1mmedtately ‘She then -

‘ watted f ive weeks for an appomtment At the appomtment a Pap smear confi lrmed a malignant o

condrtron and a cone. bropsy was performed followed by radtatron treatment -an attempted '

A

PO

" radrum msen and then further extemal beam radiatron Frve months Iater a bropsy showed .

v,

. persrstent dtsease She was admttted 10 hospttal to have an exammatron under anesthetrc and a' o

‘decrsron was made at thts ttme that she was a possrble candtdate f or exenterative surgery lt was
T

at this ume two weeks pnor 10 surgery that I first met Marge and her husband :t
: ’ ;
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My first impression of Marge was of a very attractive and articulate woman. She is a
slender, dark haired, fair-skinned petite “woman.‘ She presents also.as a woﬂrnan‘who attends 10
' her physical presentation — well-grooméd and f. ashionably dressed Both she and her husband '

speak with a ref rned Brrttsh accent There was a lot: of Supportrve mteractron between her, and

- her husband: There was a sense that they were in this tog&ther’ They both asked questrons .

' tmttated issues, spoke freely about thetr concerns’rand collaborattvely responded 'to both a

\ C S
psychosoctal and psychosexual htstory C ‘ K ‘ e

As they-spoke about therr background they spoke of haymg emtgrated w Canada four
years earher When thcv were marrled in thetr ~nat1ve ‘England, they hhd cmtgrated to

*®
Swrtzerland They .lwe'd there for two years but ftnancrally found it very dif f‘icult to contmue '
' the;e Together they decrded "to come to Canada and to’ work together We didn't know what
e lay ahead but we just had to do rt l think we 're approachmg surgery in‘the same way For

<

j Marge this had been a long standing copmg style At an earher ttme she was living in Australia -
“and her first marrxage ‘was in diff; rculty She stated "I knew I, had to leave 1 packed up myself
and my-two httle ones and lef €. Thts lc\éavtng took her to South Af nca and then f rnally back tot
-’England Unknown to me at this’ time but spoken about three weeks later in hosprtal was.
'Marge s,early e):pertence of betng raJsed by her. mother who suffered wrth a chromc mental
| dtsorder Marge had learned early in her life the necessrty of taking care of herself
As Marge and Daryl spoke about the upcoming surgery they felt that it had been
explained well to them and they "felt a rapport wrth Dr.T." From thetr perspectrve thts was
:;,;;.}"the best optton and it sounds hke one can ltve a relatr\(ely normal lifé afterwards." For Marge
‘ she expressed? EOncem regardtng changes in sexuahty and wondered what alteratrons she would.
. .have to make in actrvittes she enjoyed outstde her home such as skung swtmrnrng and‘
travelﬂtng She expresed an understandtng of the ostomres havmg spectftc quesnons though 'u
- -about "how big wnll the bag be?”. and where w111 1t be on my abdomen"" Both she and her .
. husband ~expressed a hope that the colostomy would be temporary More tmmedtately though‘ |

Marge had fears about survwal but L was afratd to askt Dr T. tf anyone died in __surgery

: Q
A
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When Marge was discharged from hoSpital and was awailing exenteritive su'rge'ry‘ 1 was .

. left with an impression that together Marge and Daryl had struggled with difficult times before

and they were facing the exenterative surgery experiencing each other's support and hoping for
« M ) . . [} Y [ .

(1) survival, (2) eradication of ‘t\hc cancer, ‘(3) minjmal alterations to activity level and sexual: .

function, and (4) reversal of the colostomy as soon as'possible after the surgery,

-

&

The Hospital Experience ) ‘ R )

~ ~

Although I was present in the‘o‘peratin'g'room th.ro'ughoutuMarge's exchtcral\ive surgery,

. I was a\va-y on vacationll‘or much of her hospital con'valesceht time, returnin‘g about one week.

before her discharge home. After discharge from hospital ‘Margeref erred vcry inf rcouently 'to‘
. Y i o : ] .

| her hospital experi‘ence Therefore only a brief 'pr'esentation can’be ‘made of this phase in her

4exenterauve experience. Due to the nature of the study/,/l did: not probe for lhlS specrfrc content "

"materral Rather she spoke about what was most srgmf 1cant and f oref ront f or her at the tlme
Marge s approach to lif e is to be very focused in the pr\esent \ ‘ ‘ o

Marge was admitted to hosprtal two days pn\or to: surgery She verbahzed a good

', understandmg of the surgery and was receptrve to, the preoperative teachmg regardmg ostomy

. care. As the surg/ery ttme approached she became mcreasmgly apprehensrve about the surgery

The f ear of whether shé would smvrve surgery was prcsent for her as well as concems about the

AR

t . ——t— #

qualtty of the hfe she mrght have af: ter surgery. Daryl was_ f requently present durmg this time,
He was very supportwe and provrded good verbal encouragement 0 Marge

Throughout Marge's time in hosprtal she was very responstve to her own f eehngs and

! v,

| expertence at that parttcular moment in ume She descnbes thts pertod of trme as a contmuous '
"series . of . ups and downs ,‘a contmuatton of the rollercoaster effect expenenced by many
. cancer pauents Thrs 1s collaborated by the nursmg notes One day w0uld be "a good day”, the
; next would present' some setback and Marge would feel dtscouraged Thts pattem contmued
throughout the hospttal experience and even on the retum home Marge stated the ups would- 3

. get longer but the ups don't feel as hrgh as they d.ld before surgery “
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Throughout the hospttal penod pam control was an important consrderatton in how

Marge experienced each day. Marge felt f rustrated "They say let us know when you 'Te havmg

pam ﬂrt they stay on the hospttal schedule Furthcr she sta’tes they need to give the pattent

\

: more control of the pam medrcatron Ltke others before her Marge expertences excructatmg

pain when the vaginal packmg is changed She f,klt angry that she was "lef tto experrence thrs

LY

pain with little done for it."

jow ol

One weelr after exentefattve surgery Marge returned to the operatmg room for
constructron of the neovagrna Thts surgery brtngs 1o the { oref ront the fear What wrll be the
qualrty of m) sex hfe after thts" The nurses note Marge wanted more sexual counselhng

After surgery Marge conttnued to spike a fever. Two examinations- under anaesthetic

.. were done durmg the hosprtalizatron to rule out’any pelvrc abscess and to estabhsh the status of

the neovagtna graf t. The first such exammatron was done one week after the neovagrnal graf t,

Later back in her room whtle several doctors were consultmg on her case, she hstened to their °

<

conversatron as they hypothesrzed on the possible causes of the fever Upon heartng the word '

"herpes” she experrenced absolute terror. Her experrence was of the doctors "whispering to each |

.

other and rtot speaktng dtrectly to her then leavmg her room. Durmg the next thrrty six hours
.she. expenenced an acute emouonal reactton Nursmg notes chart ‘Marge as havtng made the
f ollowtng comments "The doctors are out to get me and find somethtng else wrong with me .

.1 just want. to give up . My husband h‘”s been so patient wrth me. Laura [another

’ exehterative pauent] came in to’say goodbye to Marge as she [Laura] was’ gomg home Marge‘

~ states ‘ "I feel abandoned My chﬂdren are leavmg for England At leas[b they won't have to -

!

5 see"rne ltke thts That af terncon Marp was having gas pains and crytng out I.ater that mght ;

: she vomrted over herself and her bed hnens In her dtseouragement she states

o 1 have to get out of thls hospttal 'I'hey re trymg to kxl] me. I never should have .
| ‘come to Canada. It's my- ‘husband's fault. He shouldn't have brought me. I'm'going -
to die right here in Edmonton, /Alberta, Canada. The doctors let me suffer at. mght 3

™ when I feel.all alone. If I don't get out I won't. ever‘get out. Perhaps there is a

hosprtal in. the U S I could go. to where they 1 use herom

| Early the next morrung Marge spoke at length wrth the surgeon After thrs contact she was -

RIS e S
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-markedly calmer Initially. she was upset about creatmg a fuss” and later apologetrc over last
/

" evening”. When 1 spoke later with Marge about thls experrence she spoke about how heanng
‘the word herpes had trtggered so many fears. He beltef was that herpes was only contracted

| "through sexual COntact She had depended on and vnlued her husband ) support and now feared‘

'that he would think she had had extramarlta /sexual relauons and would not believe her that she

'*had not. "He' d been through so much with me and was $o patlcnt How much more can l ask
him to0 take" When I spoke wrth Marg about feellng left all alone wtth the pam and her Tear
that‘she would be further harmed 1f she stayed in the hospttal she spoke at length of her

‘expertence of bemg raised by a /paranoid schtzophremc mother and the confuston fear
A}

alonenggs, and somettmes aban?onment that was ever present for her as a litle glrl until her

-,

moth"r S condmon responded to medtcal treatment Che cam understand the mtensrty of the .

\

" response when Marge already felt emotionally and physically yulnerahle then fear her own

support system was thre/a ened. The archatc learmngs are embedded in one's psyche
y ) ,
Marge contrnued to' have ups and downs dunng her hospital stay and commumcated

»

her concerns to the medrcal staff, T, he persrstent fever was further investigated with gahum '

“

“scans. For Marge thére was a desrre to find the cause and at the same time a fe ear of "what they ’
‘would find. /There is both hopmg “%at the exenteratron will bnng about a cure and the

awareness that the uncertamty remains. . . :
S 0

/ ‘
The7/ansition Home

' 7

Ttyo weeks after Marge was drscharged from hospttal shé retumed to the cancer chmc

" _.f fa rouune followup appomtment She and her husband reflected wrth me on the transruon

| home after surgery Tt is not srmply the transmon back to home lt is the anttclpatlon,of feellng C

at. home wrth oneself back m the famrly context -

° v

- Marge: The back door the fi u'st ttung ts the steps to the kitchen and I expeeted o sort
- of walk up them, and I couldn't get up the steps and that upset me to start with. ‘
- I stood outside my house and sobbed because I' cauldn't'get back in. , ... . At frrst;‘
v :commg home from the hospttal it is a wilk down the corridor, down the elevator and
.. ~out. I hadn't 'moved much until actually leavmg the- hoSpttal so by the time I got - .
o home I. was faxrly ttred 1 suppose when we eame m the: back gate. down the path and Sl



" -, ‘
-walked to the house | couldn t get up the .step wrthout Daryl asststmg under my arm
.'and helping me up so that kind.of upset me. I thought, oll'my gosh, I am a jot weaker -
than.I thought. I felt stronger in the hospita The firsg few days at home, I expected
to feel better than I did. The first mght I didn’ t ‘sleep well ‘ ,
Daryl: Yes you were awake on the hour every hour and the f irst mght the ileoconduit
‘leaked and we had a wet bed., Of course in h03prtal a wet bed is no problem they rush- ,
m and change tt - S

[y

* Marge~ Yes, you cannot call‘in a team of nurses to come, dn andchange your bed,

\ -
\.\ N 1 -

Bev: Plus it mvolves another person at the same time. Like it wasn't you just bemg in
- a wet bed. it was both you and Daryl. ‘ DN

Daryl: And ‘then you would wake up because you were afraid of it happcnmg agatn,
- You kept wakmg up.to check if the whole system was workmg )
P

‘ Margeﬂ . .. You thmk that you can go home and immediately feel at home agam but
[vorce tratls off] Loa : p

Daryl had taken ttme of f of work to be wrth Marge dunng her fi trst few weeks at home
after surgery They speak about how they are coptng with Marge S convalescence They. speak

' of the fatrgue they both expenence the preparatnons necessary to f ollow through on the nwded

' post- operatrve care, and the feeltngs assocrated with . this new posttton they both fmd

in

themselves in. There is a real sense of Daryl s commrtment to help his wife and at the same |

~ time a sense of helplessless to make a drfference Marge is’ acutely aware of her nwd for

assrtance and at the same trme fears betng a burden on Daryl experrencmg it as an tn-valld way
. N
of being at home. To feel at home one expenences a'sense of comfort wrth the famtltar “For -
v S
. Marge and Daryl much of thts expenence is new unfamiliar and’ t:ertamly not comf ortable

. Marge The f“ st week at home Daryl was really exhausted I seemed as if I was very
weak. He made all the meals and did everything for me. This second week I'm able to
‘ look af ter myself much more. I don 1 nwd as much help ,
Daryl That s nght and yOu -seg. that fn'st week you were runmng these very hrgh
.. lemperatures during the day. ; .~ I've beén on hohdays for'two weeks, Basically I've
o been’ wiped out the ‘past few: days so it's nice to'get a few hours of extra sleep. I goto
.~ ", bed probably one ‘hour- after- Marge I sort. of ttdy around and fmrsh off and have a

. bath and relax a httle
‘ 'I‘here is much co operatton between Marge and Daryl in accompltshmg a darly routme that is
requtred in order to meetMarge s physieal needs ' oo ." o , .

......

Daryl You see we have busy mommgs We get up and have some breakfast Once
we ve had 8 good breakfast and then a bath we do the beds and whatever .nwds domg

'

!



You [Marge] have been doing pretty- well every day. haven t you? L y X
Marge: Oh yes and Dr T. likes me 1o douche about three. or four times a day. You. .-
* know you got to make up the solution, the saline, the salt water and peroxide solution. -
- ‘That s got to be made up, boiled and cooled before it's used. We find life quite busy
until lunch time anyway. The rest of the day is a little bit qmeter .., Oh yes, and the
‘extra shopping to get fiesh fruit in'an attempt to get me to eat. . .. I 've needed Daryl \
these two weeks very much L e ‘ ’

Daryl> Oh' yes and changing bags and- thmgs and all thé different: skm preparauons "
" Theé pace and the differerit bags, we've had to learn. all that, 1 think we're pretty’

confident with the whole thing.now but we sull do it togcther We still’ change the bags ‘

together because there is a lot todo, . : |

L1

Daryl further descrtbes tl:g. fatigue and helplessnes\sihe eXperiences in thi’s‘ intensified care-giver
role, L Lo S » A

Gh yes it's not really the amount of work. It's the amount of work on top of what .
~ you've already’ gone through. - And I'll tell you 1'd rather work back' to back<
twenty -four hour shifts than do some of the thmgs that we have to do: You know"in
terms of bemg physrcally and mentally fatigued ‘at the end ‘of it because you're
,‘workmg under a strain and you're looking at your wife and shé's not responding
. 'pamcularly well, she's got problems, she's running a fever, . . . Oh, the feeling of
helplessness js phenomenal. There's nothing you can do that -Wm phystcally bring that
temperature down. .’ . .. There have been times when 1've got low and 1 realize that
ing low isn't helpmg Marge either. . . . What was tough I guess was the amount of _
t Marge needed that first week You know you've come through half a year of
trauma eally when thmgs haven’t worked out. Then all that worry about the
operation tself all ‘the stages that had to.be gone through and then hospital vrsnting‘ :
was hard bkcause Marge. was in a lot of pam and-discomfrot and then it sort of eased
up. Then stddenly you think now she s coming home and thmgs are goxng to be
better ) C L

. - . —_— . ..\
There is the antrcrpatron that commg home w1ll normalwe thmgs Perhaps ,ymbohc df N

the changes is the bedroom, their pnvate space,, now a convalescent s room

Daryl We even had to rearrange the bedroo)ﬁ She began to feel a blt claustrophobrc
It was fine when Marge was well . . ..:, so w&%‘ arranged it so she'could look’ through the
door and jgiden out the whole thrng and you f elt much better for that dldn t you" o o
' vMarge noddmg yes] 1 got home and felt very trapped in by ali these walls - around
¢ me. Also-there wasn't 'much room for »gettmg in and out of bed; When you're agile, *
-+ getting in'and out of bed doesn’ t‘matter When you re not 0 agrle somehow I needed
morespacesoDarylmovedthebed T e ‘

o Daryl 'And then we had to have 3. table thh,all the eqmpment and Just a phenomenal " '. ; RN
.. dmount of ‘bottles and' packages and dtfferent bags and thrngs It s all there It 5 all
-got to be m the. bedroom , ‘ ‘ "

- Marge: It really dld upset me at flrst to see all that equipment everythmg. when you | f. o
" laid it all-out on that big table. But it-comes easy laxd out on the table. Whatever you' .
. ‘want you ean reach rather than puttmg it m the cupboard and havmg to: scarch for 1t R

I I . e e . el
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“The Self fn the Medical Relationship
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_Eventually we can change it 1o a cupboard, (
cAJ :
Por Marge and Daryl they are acmely aware of thc changes the fllness and surgery have

brougm to their lives but Bor Marge's children life appears to continuc on with little apparent

interruption in their routine,

Marge They haven't askcd anything, they know |} havc two bags. Neither of them
have asked about-them or asked to see them or displayed any curjosity. Basncally 1
_ think they don't want to know. They don't want 1o see anything, :

Daryl: Life's going on as normal basigally, isn‘t {t? There hasn't been any behavioral
.changes in them, In fact, 1 thoughl they rmghl have hclped a bit more with their
mother not being 1oo well, but no, it's the same,

. Marge: If they prefer not to know 1'm just as happy toleave it as well, With a bit of
luck I.will get rid of one bag, which will be nice,

- " ‘ L]
" Marge had lost a significant amount of weight gotng from a presurgery weight of 120

4

pounds to 90 pounds, This was her literal loss but for Marge she was indeed experiencing a Joss

\

of her self, ' L.

When 1 saw how thin and emaciated 1 was, ycz that upset me but more than that jt

" upset me having to lean so much on Dérﬁ. I felt almost like an invalid when ] first
got home — having to lean and depend so much on someone else — even to lift you in
and out of a bath, . .

[

From a‘ position of. feeling an "open rapport” with the surgeon and seeing the
- . . .

exenterative surgery as "gxe best option”, Mérge has reflected on her surgery and her experience

. of the decisions she has made and she has a new persepective on the nature of the relationship

between'herself and the mediéal staff.

She fmds herself reﬂectmg on Lhe "what ifs", seefng in hindsight what alternatives

might have been followed Shethras a sense of being expenmented on, a betrayal of her trust,

»

thal "they know what: théy are domg
If 1 had’ gone to surgery after the f irst lot of radiation I do feel that there might liave
been a‘lot better chance of the bowel and of the vagina working. They now say they
~ would not go to the second course of radiation, the extended -radiation, if the first
course of tadiation did not work. They would go straight to surgery So I feel sort of
betrayed that they did not find that out on someone.else. ‘
Ll s

R
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On reflection Marge indicallcs that more discussion would have been helpful in mak.ing
more informed decisions. In rclrosﬁect she knows the questions she should have asked but feels
this information should have been forthcoming from the "experts™ — the medical team, She
rccognizes that of the information she received, she may have l‘illclrcd out some of thosc things
that she wasn't as receptive to hearing,

Marge: 1 also, as you know, felt very betrayed by Dr. T, that he tofd me that this
colostomy would only be tcmporary and then it was not temporary and 1 have a lot of
bad feelings about that, My recollection is that he said it would be temporary, He _may
have put some arca of doubl in my mind that 1 did not hear at the time because [vonco
trails off], -

Bev: Which is also understandable, You did not want to have a colostomy for the rest
of your life, .

V L
Marge: Yes, the way 1 understood it is perhaps 171l end up with only one ostomy, h
did not seem so bad,

Further Marge explains; ’
1t seems to me they act without really explaining to you the down side of anything, . .
. 1t made me feel that they thought I was just so dumb, They do not want to tell me
anything. That is just about what } felt at the end of it all. As though, well, she will
not be able to understand so we will not tell her, I think it must be what it boils down
to. They think people cannot understand so they decide what they think is best for you
without giving you any choice in the matter. Or they do what Dr. T. doesg and that is
he decides what he feels is best, So he tells you, 'this is what is best, don't worry about
that over there. That will probably never happen,'

For Marge the down side is two ostomies, and a non-functional neo-vagina that left

her with a deformity and scarring of her thighs due to the muscle graf'l lhatﬂwas used to create
the neo-vagina. She states: "l seem to have lost out all aﬂround. But I think that is the way it
works out sometimes.” Marge explairis how she experienced the decision making process
rcg;nding the exenterative sixrgery.

I think, though, that they should give people the choice. They should not just do what
they think is best, all the time. Although I suppose it is a huge responsibility that they
are carrying. If he had said to me, "we think we can save the bowel for-you but if we
do this vaginal procedure it may in some way put at risk the bowel”, 1 am sure, I
think, 1 would have said, because ! was so keen just to have one colostomy, do not do

. the vagina then. Concentrate on saving the bowel for me, 1 feel betrayed because 1
have ended up with two colostomies and.also the surgery to the vagina I felt was much

" .more expenmental than was ever really explained to me. Another doctor said they are
now waiting six months before they do the vagina construction. I think if 1 had been
allowed to wait those six months | may or may not have been in a better situation to
say to someone, ‘How big are these thighs going to be?' I never asked that. Nobody

——

4]



told me the scars were going to be 15 inches long and 1 do not remember them, telling
me about the deformity of the legs. 1 did not understand.how bad the legs were going
1o look afterwards and that things like playing tennis and this sort of thing were going
to be gone because my legs are not now as strong as they were, Really, if someone had
sald these are what the scars are going to be, that is how long they are going to be,
They are going to be fairly thick. You are going to have bulges at the top of your leg,
It may mean that if you are a person who spends a lot of time on the beach or if you
like to go swimming at swimming pools, it may mean that you are not going to be able
to do that as much, You will not want to do it as much, It may affect you with skiing.
If you are a person who goes to aerobics, you may not be able 1o go to those sort of
classes any more, , , , Often, they say afterwards, "Oh, well, that did not work," Well,
this is all those things that 1 did not tell you about and what you find out on your
own, But that is your business and that is your private life. Like the tennis, aerobics,
and the beach and all those sort of things, lhcy are your own private life and the
doctor is not probably the least bit interested in how-they are now. But you still have
- to think for yourself, ... . 1 think a lot of medical people say it is not our
responsibility, it is not our business_ We have kept you alive and you go away and exist
the best way you can and be grateful we have kept you alive. You know this seems to
be the way he [the surgeon] feels, and the way they operate, And maybe one cannot

expect any more than that. ., . . But, on the other hand, we can see that he is working
very hard to do what he fecls is best, what he feels has the best surglcal possibility of

working.

Marge is clear in stating there was a need for more information for her to experience
both an attitude and a process that facilitated her being a central part of the decision making
team, She contrasts this mr‘llier cxpericncé to a later one when she was needing to‘dt‘acide with
the surgeon about cilher,r;'aving a permangnt colostomy done or having f urther repairs done to
the rectal fistula thal“was not hc’aling. Maréé“é'xperienced this latter choice as her decision. A

question might be are there skills to be acquired in being a patient especially as one moves from
an acute episode ¥ a chronic illness? ~F

‘He told me about the vdgina operation what he wanted me to know and that was, we
can do this, and this is what we are going to do. He did not tell me anything he did not
want me to know because that would have clouded the issue on my deciding whether to
have it. He gave me a choice, do you want to have it or not, having only told me one
side of the whole thing. But when it came to November and he could not close the |
colostomy after all, I think he was very honest with me. He said "Well, we can do this
for you. These are the risks involved. This is what you will be faced with and you will ,
have a.tube down your nose and the tube into the neck. You will probably,stay.
whatever it was, three or four weeks", or whatever estimate he gave me. He I@Ht all

on the line and then it was my choice. I felt this is up to me to make the choice.’] have

not actually had any bad feelings about it. . . . I was really involved and he was really
honest about all the aspects and I was able to wexgl_n it all up. :

Throughout the first year after exenterative surgery there were recurrmg concerns —

pcnodlc fevers, vagmal discharge, some leg and back pain. This meant regular contact with the
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surgeon. When Marge learned tha‘l he wou!d be lgavin‘g the cancer clinic and relocating to
another city there was both fear and anger and acknowiedgcmcnl of his skill in dca]ing with her
medical concerns, She states:

You've gone a.long way and through a lot with this guy — a lot of scary things you

know nqthing about, Suddenly he's leaving, Course he's lcavmg for all of us at the

point where he's got us through it, :

There is hope that the medical concerns are in the past, thay she will not need someone

]like him in an ?ngoing way, A’l lhé same time he is seen’' as the person responsible for offcring,
life — p’roviding an oplidn as illness bcrsislcd. At the same lim‘c‘ he was also lhe.man, who
altere! her body — altered it in ways that had a deep impact on her <;wn sexuality, Together
they had been through a great deal. He had offered a lot and taken a lot, Perhaps (hc» i.hlcnsil)‘"

of this relationship is poignantly illustrated by Marge's statement: "1 felt like a disc.ardcd

mistress. How can you walk out on me?"  ~

Living with Ostomies

Much of the initial ostomy care was done conjointly by Marge and her husband, Daryl,

1 Together they had a shafed knowledge of the physiological aspects of living with two ostomies.

e early convalescent time at home they spoke of the ostomy care as a"we " -aclivity. Daryl

stated: "we're pretty confident with the whole thing now but we still change the bags-

,

together, " Daryl's early involvement with the ostomies allowed them a large degree of ‘openness

my

in speaking about concerns related to the ostomies.
Marge soon moves to complete self-care, Within two months Marge has returned to
working part-time in airline ground passenger service. She works a few shifts a month. She

“ eagerly anticipates having her colostomy reversed. Within:;hree months of the initial surgery

-

she learns thaﬂt due to radiation damage to her lower bowel she‘ﬁvill not be,f.able o have a

4

reversal done -and that the permanenl‘éolostomy will the done. As discussed earlier this is a

great disﬁproint’mem for her. Maige seés the colostomy as the part of the aftermath pf surgery’
most difficult to aoéépt. She: cleari)} states that if she'd had ‘a, choice between a functional

Ry
o
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vagina and functional bowel and rectum, she would have opted for a functional bowel and”

tectum and for no vagina,
N

' .
¥ a

Three months after surgery Marge is working two or three shifts a weck. She describes
her experience of being back at work, and caring for hervost'omies. Initially she lives with

constant\fear of a leakage or of embarrassment from uncontrolled bowel spunds, It's with real

determination that Marge faces this fear and catries out her work activities, |
Marge: l\t's really difficult, There's so many times when you're in a part of the
airport where there's no  washroom and you've got people with you and you're
responsible for these people. Sometimes they 're in wheelchairs and you can't just leave
them. Yesterday 1 was training on a new luggage belt. We had some luggage going
around and I had)somc luggage going around on the fragile belt as well and C.P.
wanted our luggage off that belt. This bag filled up again-and 1 was afraid it was
leaking but I had to get that luggage off because C.P. had a flight coming in and 1 'was
all tied up and I thought if 1 don't get to the washroom soon . . . .I was afraid the bag
was going (o burst because it did on me once before. 1 was still in hospital. I was
terribly embarrassed about the whole thing. 1t was my own fault: I didn'‘t go right
away, I was talking. It burst right outside. 1 was afraid yesterday that was going to
happen and a person would be in such a mess, : ‘ -

Bev: So you live in a kind of fear.

Marge: Yes, and also going to the public washroom at the airport. For us to use the
public washrooms. It's not easy. You've got so many bottles and people looking at you
filling this bottle and wondering what you're doing. To ‘not get anything on your
uniform is also tricky, a straight skift and fairly tight and I was worried I would get
something on it. It's really better to take the skirt off, I think, but you know what
they 're like, little cubicles. And, then of course everyone. is sitting and ‘you 're kneeling
on the floor — and you're kneeling down — oh gosh! Also the flgors are cold and $0 -
hard 'of course and there's no chair to sit by so you can do your bag. There you are
kneeling down on that stone cold floor. You get up with dirty knees and I thought, oh!
And I had to go three times in one four hour shift and I thought, I'm working again
tomorrow. Probably it'll be a lot easier. Sometimes it will be good and sometimes it's
not so good but I really found yesterday a strain. . . . But ths’re's no choice really. It's
a lot harder, I've realized, than staying at home. I realize that now but I feel that, if 1
7 quit my job now, I'll probably never go back., . - L ' '

. The fear and determination persist side by side as Marge continues in 'her job. One year
P ~. . . ’ ) K .

- later she ;epdns: ‘

My bags are an ‘ongoing nightmare. At meetings I sit in absolute terror because I have
no control over the' noise of the colostomy. I wish someone would rant and rave or
switch on a radio. That is a worry. I sit there paralyzed! Or, there is a lineup at the
ticket counter-and the bag fills. It's poking through my uniform — just a. big balge. I -
know 1've got to go and empty it. I started to get so nervous. Finally, I say: "one
moment please” and carry something over the bag. I dash out and empty it in a hurry:

* I'm a stinking mess. Sometimes I say: 'why are you doing this? Just quit.'. . . I guess °
I must get enough out of it and enjoy it.T wouldn't enjoy being at home. So far there

]



wouldn't work if | l had to wake up every few hours to check the urme

still sort of have hopes.occasionally that some sort of miracle might happen and that fistula will.

close and they would be able to rejoin my bowel. That is why 1 stopped himyfwhen he wanted to

-~

2

has been nothing so terrible 1 couldn’t cope.

i
.

In order to relax at night, Mar& continues to "hook into a night dralnage system, l_

ﬂ

o
ostomies you clearly sense that more than lhe diseased tissue has been laken away f rom her.

. R . ‘ , 5. * .‘.“;"'
‘Another thing that js very disruptive about these ostomles%lt is not that enjoyable to

be in bed any more, | do not think people realize how comfortable it js to get into bed-

and just sink into sleep ih any position you like until it is taken away from you, I

always slept on my stomach or quite often turned onto my.stomach in the night. I
cannot do that any more. 1 cannot sleep on my stomach begause of the drainage tube
and if I try and fllp’over the -whole thing flips apart of’ 1t gets all tangled up and backs

' up so I have trained myself 1o sleep on my back ar just to turn-dbnto 1he one side, and

although it is not too lernble it is not the same,

Marge continues to speak of further losses .
Often we used 10 stay in bed in 1he mornings and maybe in “the’ mormngs have somc
toast and coffee in bed just together. But I do not like to do thal any more. | am
attached to this machine and when I get up [pause]. Anyway I havg to get up and the

: ‘boyel bag has very often worked at night so I have to go right away and empty and -

deal with that and empty my urine bag, the overnight bag and this sort of thing. .We
have also lost that particular closeness that we used to have in the mornings. I found-
that quite a loss as well. Although it seems a very small part it still seems important.
You do not realize just how important these things are until they are suddenly gone.

' )

There is.a continued hope that somehow it may be posslble_to reverse the colostomy.
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As Marge speaks of lhe

ﬂl‘

" ~remove the rectum.” Further Marge expresses acceptance and acknowledges her ablhty 10 ‘cope

with her ostomles Unspoken is the nmphcauon that she does think about them at mght dunng

mnmate sexual Umes "Well, the bags are there 'l'he problems are not msurnloumable but they

def: lmtely mhlblt every area of you l1fe just about. But you can f orget about them actually l do

not think that I thmk about them dunng the day very much

N
. I

As Marge speaks wnthm the group about the ostomies,’ one woman commems thatv

several f nends have told her they would never know she had the bags. Marge repltes

N

People say that all the time. It. doesn t help me at all So what 1 know with clothes on .
I look okay. ‘You cani't wear clothes all-your life and protect yourself . You know 1
even went to a doctor the other day and he said to me he'd never exammed someéone

< with two stomhs. You feel like such a terrible oddity. Something almost: untouchable

My God the poor doctor. I m gomg to shock thxs poor guy.
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l' ‘}“
‘Socially, Marge found she’ was regaining her -confidence. At one point she recognized

she "was able to make it through an evening until l decide ].want to go home rather than until ‘
. R A

my body decides 1 have to go hOme The balance of control often (l' eels precarrous "It's not 50
much that you 're havmg problem it's worrymg you mrght ‘ /] :

\ :

The Sexual Self o ”
. e ! ‘ s #

Early in the recovery phase at home Marge began thlnkmg of hersell“ as only partlally a

- womdn. She felt that in the long term rf the vagina drd not last that the caring thing to do was

. ‘t
to separate from Daryl so that he would be "free o go 1o another relatronshtp wrth a full

. woman.” She began defmmg her marriage in terms of the sexual relatlonshrp She saw her h

hnsband as a good man who always did the right thmg and she wondered whether he was, m the

iy

marrrage now because he felt an obhgauon She could not conceive that he would want to be in’

the marriage if they could not have a full sexual relatmnshrp the way they had had before She

1

.does not want sympathy and obhgatron She f mds the rdea that her husband is attracted to her
o
‘unbehevable In her mdependent style she sees preciprtatmg a separatron as the logrcal

progressron
Two weeks later three months after surgéry the following statements were made in a

drscussron between Marge 'Daryl and myself. They describe how both of them. have lost

-~

confi xdence The old repertoxre of behavrors is at umes not possrble Some new ways. of relatrng
to each other are demanded by the srtuauon Daryl clearly acknowledges the changes that have

‘ occurred and ;peaks wrth admtratron of Marge and what he peroerves her-to have gone through

' - Marge My vagma is non- funcuonal And it's still uncornfortable it still swells up
" and there js a feeling of presstire in there and its drschargmg and I get pain "down there o
- as well, but the doctor thought that’ was a good sign, he said those are healmg pams ‘

'Bev A lot of tissue is trymg to connect. So. how are the two of you managmg
' sexually. in terms of expressmg that part of your relatronshrp"

. \Marge Well dunng the last few weeks we're startmg to feel a httle brt more like
‘,_,bemgcloser : L . | .

LIRS

!":-
£

: Daryl One I guess subdues the need anyway because there isa larger need You know o
: the sexual actron nwd ls very much lower m 1mportanee than the need for Marge to

@ .
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" recover. We re getting used to having a quality of life, We try to sup\port each other i m
, that. The actual need for physical sex is very much subdued. but I don't have a
] problem ‘with that. I don't think you have a problem with it because the alternatives

103.

.are so uncoml‘ortable aren't they? So you know I'm not havmg any problems at all in

that sense.'. , . at the moment they are a lot less important than getting’ Marge back to
normal quallty of life because there has to be qualrty of life. Survlval is not enough, is
".7 - K ' . «“
. L : L cof

i

t‘Marge: No.

’ i
A ' : . .. [

Bev: 1'm going to be the middle person for a moment and put forward some hunches

1,-have about that. I'm sure, Marge, ‘you're really questioning wha( is my -

" attracuvcness ‘my femininity and how has that been af fected by the sy cry.

Marge: Well, 'it's been affected tremendously l don't feel attractive.at aII |1 feel

3 muulated deformed I feel hke a bit of a freak.

.

" Bev: So therefore - 'you would find it hard to understand wh) l)aryl wbuld find you
- attracuve and wam to be close with you,

Y

Marge Oh yes, definitely. I mean now at the hospital, whenl go, if someone walks in.

‘while I'm unndressing 1 get very upset. When 1 used to have a normal ‘figure it

wouldn't worry me but now I don't like anybody to see me, two hugc thlhgs attached
. to me and lumps on top. of my "legs. So l don t feel in the least bu auractlve or
femining except for sometimes,
" Bev: So what s'it hke ‘when Daryl does cuddle you and want to be near wuh you?
‘ ,Marge Well that s a pleasant feeling but.
‘Bev Does Daryl know that?
. Daryl Oh yes

‘ Marge Yes I've let him lmow thal it does feel nice but I think I've lost some [pause]
I don tthmk it will come back. :

no ‘ ) N

| Bev You doh t thmlc that will ever come back

* ‘Marge: Not the wayl used to feel fenumne andsexy. - @

lBeqy‘ I'm heanng some of what you Jost is’ that behet‘ system, The lmportant part of -

" our sexuahty is how we *think about . “.f -

-

Marge I thmk after all I've been thrdugh you become bi-sexual 'shall: we say” Not, o

. femmme “dnd 1 haven t. transgressed to masculme ‘but you know ll ) maybe it's no
man 's land L y ,

Bev Rté I held a mirror up in front ol‘ you now I see you presentmg yourself as very
femmme 1 “see those thmgs and those bellef 3 about yourself are sull very much there

o Marge It does make me feel better to kecp up appearances I must say, if1 don t put‘-' -

- any' effort ‘into my. appearauee at all then it makes me more depressed. 1 find it's
. really good for me to put an’ el’fort mto my appearanoc l l'eel better and happxer I



*., more harm than good

discovered that but you know for the ,SEXY side [pause] . At this point if the'vagma is
- healed and it's no, longer discharging or giving any pam it still seems hard for me to
) conceptualrze how I would f eel very, sexual or how Daryl would find me altractrve with

- two bags on my tummy

x
‘Daryl We don’t dwell on it -too much, it's still early and Marge is still Marge to me,
‘not the fact that she: has two. bags or that she's lost something in her thighs is really
“not that important but 1 can understand why Marge feelsy it is so very rmportam
Really, Marge's feelings are most important at the moment and slowly we're building
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up sell -confidence again in that you'll go out and meet your friends, and go out and ‘

 meet the public which two months ago you drdn "t wam to do,
Marge Rrghl 1 suppposel didn 1. |

' Daryl But itis a. very gradual process and if one mes to rush rt 100 much it"can do

L ——

Bev: You're saymg Marge is the sanle Marge lO me and physrcally there have been

* &hanges but that doesn { change the meaning of who Marge is to me.

Daryl No there ) very major changes and )ou know how you feel about acceptmg it, .

o

‘Marge l don t think I 'm the same person atall.

Daryl: I don't thrnk either of us can be the same. person after all you 're been through
. What I try to do is give Marge reassurance all the time. No matter what anybody
says Marge is the one who came.through this. I was close to it but I didn't actually go
through it. . . . Marge needs the reassurance that says, "Hey, there is a qualrty of life
that we're shooung for and some enjoyment will come back into life.” Maybe not
exactly the same sort of enjoyment as before but something can be worked out. But of
course so close to it, it is very difficult to accept that and necessarily believe in jt
because where is the evidence. ‘All you have got is ‘the immediate memory of the
suffering and the inconvenience and the feeling that, gee what a life when every: day
you have to change two bags and go off to the hospital for an appomtment and.
[Margecutsrn] L s

S

Marge: -1 feel different to everyone else. Like a couple of friends of ours had some _

. pornographrc movies and wanted to kndw if we wanted to come over and watch them.
1 said, "Oh, my God, the last thing I can bear to watch is pornographic movie." 1 was‘
never that rnterested bef ore let alones ehow. I Just couldn't bear to watch.

- Daryl: We went to see the movie The Best Lmle W horehouse in Texas and we had‘
some réal concerns before we went that it was going to titillate, upset thé balance we.

- had established for ourselves. Was it gomg to lead toa degree of frustrauon? We‘ went -

and it ‘was hrghly enjoyable

Bev And“part of it rs rt 's done, you went to the movie and you had the expenence o
~ and it was fun It's each one of those events that burlds a httle more conf’ 1dence :

) Daryl And I guess my coneem is that we take rt one srep at a ume\ and not get. mto a,,b
_ situation where we take five steps -or all at once which gives a real problem wluch :

B really breaks down a lot of the progress that s been made

..__....' e et e St
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Nme months after surgery Marge has a chromc vagmal dlscharge and pam tn the |

vaglna and publc bone. A decision is made to remove the remaining vaglnal graf t and debnde'

_the area; Within a few weeks Marge reports that she f eels like a rebom woman, " free of pam ,
'She dechned any f urther graf tmg and f elt pleased that there was still a space above the vagmal

openmg She COntmued to douche and clean this area Marge descnbes the’ deformlty 1o her‘

upper thlghs due to using the muscle for the vagmal graf t as the most upsemng aspect "I'mso

thin jt looks awful and the flesh at the top is constantly rubbmg and the vagma dldn t work out
anyway " Further she’ stated "I dldn 1 fecl nearly S0 angry though when Laura descrlbed the‘ ‘
‘pain she had when they attempted mtercourse Sometimes. you think you 're the only one,”

Marge belleves the followmg inf ormatlon would be useful for other women who are preparmg

—

themselves for the af termath of reconstructlve vagmal surgery »

1 stlll have drscharge 1 would love to know when it ls going to stop. . . . If I was
'talking to anyone who was having the operation I would say 'be prepared to wear a |
.pad for at least nine months because you probably will. Nine months, one’year, two
years, who knows. Be prepared for six months of real ache and pains so that you
cannot bear the thought of anyone going near your vagina, not even touching it." This
" “was it with going for these examtnatlons I mean, I thought 1 was never going to stop
“hurting and aching there.

‘One year after exenterative surgery Marge reports that she and l\)'aryl "experimented ,
(ﬁith vaginal penetration " j : C ‘ S S |

Marge A few mghts ago we did try and it did feel extremely good. Datyl felt that i
really felf good as well. He was able t0.go in probably not more than an inch or maybe
a couple of inches and then it got painful for me. . But it seems as if perhaps if we -
" keep trying that something is gorng to be possible. Certamly it is not what it used tobe .
but it was something. There is some sort of ‘a cavnty in there. Whether ‘it- would. -
eventually actually, be deep enough I do not know . I really have relaxed qutte alot
. because the whole'area now has stopped hurting. . Wc felt good about it. ‘Although
it ' was only a little something it was quite'a big step to even get that far. I never would o
. have thought that I would have come this far to even try ever again. And the amazing. "
- part was, that it felt quite good and sort of familiar in a way. I know it has been well .
. Over a year, probably 18 months Yes, it has been 18 months since the tadiation and I
think it boosted Daryl's morale as well. .. . So it was a fairly big step and I felt that .
... there is a little bit of hope there and that thtngs might become a little better. But I .
v think Dr. T. feels that the area shouild’ be opened up surgically. Itis just with this
" * feeling of bemg so let down about.my legs, when he talks about doing anything to me
my reaction is you know, keep your hands off*me. Goodness knows what you will do
or what you wrll talk me into havrng done [feanng tummg control back to the
‘surgeon] ; _ . .

Further Marge tells me
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‘Marge: 1. sull have not’ managed to actually reach a clrmax yet over the period of ‘a
'year now lt has been exactly a year now the end of J une that I had the operauon -

Bew: When you 'say I have not felt orgasmic since, the surgery, 1_can believe that
because there is part of you that is just sort of experimenting with how far it feels
comfortable. We know when our head is jpst sort of observmg every movement it 15 '
really hard to JUSI lose ourself int6 a physn&logtcal Tesponse.

Marge This'has happened losmg myself in sex. Most of the time I was very relaxed
and most of the time I reached a chmax Lo :
| 1

Marge descrlbes a drchotomy between her desnre for sexual closeness and her current

»

l“eelmgs of unattractrveness Pnor to surgery Marge readxly experrenced a sense of

auracuveness She was an equal player in the sexual messages sent between a man and woman

Now: o
You flnd yourself repulswe and 1 find myself absOlutely repulsive most of the
time, . People only find me attractive because they do not know me. They do not

know that l have two bags You know Daryl strll seéms to f md me attractive.
.Bev Do you belleve that" Do you f md that hard to belreve"

‘ Marge l find that almost impossible to beheve really. . l really do not’ beheve It“ i

~ actually. I do not say that to Daryl but I really do not beheve it. You know, I.do .

- believe that he still does have some love and deep feelings for me, ‘otherwise he would -
not have done everything he has done and shared this with me. He is so worried ‘about
me and has been supporuve in everythmg , '

Bev~ So you ‘believe the lovmg but it is hard to beheve the physreal attraction to you.

Martge: Very much and in a way sometimes 1: ‘think that if he wére to meet someone.

" else and-want to be with Someone else and fall in love with someone else rt would be a

- tremendous relief for ‘me because I feel I have this responsrbtlrty on.my shoulders of

' him not being able to lead as good- a life as he could have thh someone else’, I haye’
, menuoned thrs to you before ' . S ‘

" Be" 15°°3 that mean a 800d sex llfe" Is that what the good life rneans" L

o Marge’-Yes*’”good sex life. And also someone who l‘eels good about themselves. Yes,
" - we have had all those: things. And we have had sort of, thére was a time when we -
© ' could have a real, should I say, real sexy evening with’ Just the two 'of us. Put:on
. .’som thmg slinky and just have fun together and that sort of thing. Well, that i is gone. .
. Youfcannot be sexy and slinky- with two colostomres It is. just not there. It is probably _
v . justa quesuon of attitude I guess, although- these things are physically theré. You
.- know. They . make sounds and’stuff -running into both Certainly always running intd
- ** one. The other one is :not always working.’ ‘So- you are not Just unagrmng ite i T
*“’think that it is only in regards to sex that the biggest problem comes. . .- 1 think it has
_totally destroyed my own sexuahty 1 do not think that there is any way of éver gettmg
.. that-back. I .do-not think, like sayif- Daryl did find someone else,'1 do not think that I |
e _would ever get involved wrth another man. I thmk that phase has gone that era [era
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of men finding me desrrable — even f antasxes are taken). A’lot of women do not in". ‘
fact have lives that evolve atound men so I do not think it would be a tremendous loss o
for me. | do not know if it will ever 80 thal far but 1. lhmk it mlght in years to come,

There are days when Marge descnbes herself as; "I m m 1L and 1 ‘take it out on, the kids and -

o

Daryl." Daryl confldes~ "1 think l can sometimes help. her by being a target for her anger, |

———

f‘eel helpless as I can't do anythmg physrcally

Men commue to acknowledge Marge S agracllvcness but for "Marge, even ﬂlrtmg

~ doesn't seem legmmale any more, .

JFlirting, it would have been a’ boos( o my morale before But now 1 think don't1alk
to me like that, I guess because I feel 1 dam not even a woman any more, 1t depresses
"me, | always want to rush off when anyone says anything Jike that. Like don't talk 10
‘me because I am not a whole person, It's as if 1’'m masquerading as a real woman, but

I am not. l donel know if* any other women [ eel hke lhal or just me.

A few months laler as Marge speaks wnh lhe others in the group she states;

Well we're drf ferent now. There is this nucleus the world and then there is def ormed

people, freaks, us around the outsidé and you can't get back in. There is no way back_

in. ., . . We dress up. We go out. Thal s all camouflage We fe all very atlracuve e
" women camouﬂaged ‘

y

!

Iate’r Marge ‘reflects on her ‘progress. She focuses on how she experlences her life riow

wnhout settmg expectanons for the f uture

1 guess you might say, you have come a long way, baby l have certamly come 2 long
way in thelast six or eight months anyway just building slowly up on little things. You
know, one day'at a time. Thmgs have been getting a little bit better and a little: bit
‘better but I feel now maybe n has reached a plateau Thrs is as good as it is gomg 10

get. S ‘ : o ‘ )

o FihiteAwﬁren’ess C

[

As Marge and Daryl made their mmal adJustmems to the exemeranve surgery therr‘ ‘
descnptions ot‘ thns process f reqvently ref erred toa normal reasonable hf e. For example o

. Marge You e left wondermg ami l ever gomg o be able to enJoy le e agam sort of
I"thmg‘ with a normal somf hfe within bounds o
. Daryl There has only been a month of reasonable hfe wnh the changes because the
.operauon was in June. July was spent in hosprtal or-at home in a very. weakened
- ‘condition, essentially an invalid and then" you started to get up and around. . . . You
can't fly around to the. normal sequence of ‘events like you could before. Marge can’r
- tush now. She's got to ‘ake time out to-do thmgsr Life has to go at a more relaxed
~‘pace wrth moreroom for unexpected changes. ST ERBT
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They have hOpe in an tncreasmg quality of life as healmg occurs on vanous /levcts .

A
Q \ ’
-physlcally, psychtcally and soctally The recurrence of difficulties is often dlscouragtng as they

hope for an rmproved future. Marge states~ Nothmg is so bad except when rt keeps on

1

happemng and happening and happemng You can go and have somethmg done and say 'right,
well, that sit, I'mf mtshed wlth ll but then agam and again there's problems. " A few months

after surgery Daryl describes a dtmtmshed vtbrancy m how they expenence life, "1 think the

sxtuatlon now 1s that the hlghs are nowhere near as hrgh and the Jows are Just as low, So the ,

. avcrage is sort of shif ted down There lS<lhlS struggle between the normalcy of life 1/she/we |

had bcf ore thc surgery now and the concern can hfe/l/she/we be or become normal wrth the

. changes brought about by exenterattve surgery. At one level Mairge expects she will neyer feel

normal agam At the same tlme both 'she and Daryl strive for what they descnbe as 2

N .

-~

reasonable quality of lrf e— survtval is not enough

Early in Marge s recovery she\made contact wrth another of the exenterattve patients,

o Thts was an important contact as she struggled with her own issues — someone who hterally

understood ‘what she was expertencmg

I don't know whether it's comradeshtp or suf fermg together, that kmd of thing. You
 know we were ‘both going through snmlar thmgs But it drd help me. 1 just feel
uphf ted by talking to her. . .

/\s soon as Marge was able she returned 1o part txme work . For her thts .was 1mmensely

lmportant in re establishing a reasonable ltf estyle She states: "I 'd be lost wnthout it and Ijust -

: "‘.feel tf 1 do qmt it, I probably won 't pick up the thread agatn 1 d just sort of stay home

-~

; Daryl recogmzes the unportance of Marge s return to the work force As he sees her f augue hxs

. own f ears of her revertmg to an unhealthy state come to the foref rbnt Marge reflects on thrs~ S

l am feelmg fme and lie says,. oh yes, you were a skeleton T had to carry around

i ‘everywhere.” He remembers me as a skeleton. I think perhaps that image is in'his |

s mind and when he seés me workmg a lot and doing a'lot he wornes about me. I, also
o t!iink though he s glad I'm not: dependent on htm now ‘ . .

Qre year after surgery Marge reflects on the year ’I'he underlymg theme rs 1 would not .

knowingly put myself through thrs

""0

To sum it up I: would say 1t has been hke living in a. dark valley thatl have not been ‘

-
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\
able to get out of. That ﬁasxcally it but even now 1 f eel as 1f I am Stlll in lt to some e
extent, not down to the bottom whete it has seemed at times as ‘though thiere :was
nothing for me any more, My head is up, 1 can see some light and I am starting to get '
a little bit more-out of life. But aver the Jast six months — year however long jt has
been, I have felt as though life does not hold anything. for me ~— as though there is
" nothlng for me. There is no enjoyment for me, There is the mechamcal getting up and
doing things and going to bed but no fun. No real enjoyment, . . . You would not.
ink that two colostomties, basrcally should .be that devastatmg but really it has been, .
l%ls as though, what is the point of just carrying on like this. These last two or three.
months ] have begun to feel that | can enjoy life. I can'look forward to doing things
in. But 1 think if' ] had it all to do over again 1 do not think 1' would doit. ] would
nof go far’ the surgery. . Pethaps just allow myself to die. But it 1reasy to say
looking hack not when you are. at that crisis point, 1 feel certain now that if the
cancer comes back anywhere else [pause] Dr. T. examined me and he feéls | have very
lumpy breasts and I am supposed to keep an cye on these lumps just to be sure that
they do not develop intg_anything, 1 feel that if there was anything llke that 1 would
not try and go theough any more, | would not say, so okay, take my breasts now-and -
stast all ; over agefhhAnd 1 think that if"I was back at the poml whcre l was before I
"~ would not g0 through it all r o

Further Marg‘e states; . . -
So just in general 1 feel 1 cannot get as much out of lll'e l capnot feel as good about
.myself |, , . It seems to have worn off now that I am so different frofn other people,
that 1 am not as good as other people and that | 'am not a whole person any more
" And that feeling has sort of gone.a bit just lately. .

4

As Marge reflects on the surgery and the ehanges llle‘; made in her hfe she adamamly a

states the need for moré consultatnon in her makmg an mform ‘ dectston Havmg gone through
this major crxsxs she is very aware of her need to he central in ma decrsrons abdut her own

\

life. She rs the ksurvrvor she knows the af termath One is no, longer falve of the consequences

there is no longer mnocent trust " om
They dld feel in the first place that the staumcs were farrly hrgh of the radxauon bemg
e successful but when you g0 through all that has happened to me you feel very betrayed
by the medical’ profession and I feel 1eally badly betrayed . There are. things that
you lose a.dd although each mdrvxd,ual one mxght not seem all that ‘important you put
‘all these ehmgs together and you realize.it is a f arrly big ¢ chunk of your life that is gone
through an operation you did not realize. Now if it.is explained to you that this is..
-going.'to be the-effects of this. Operat;on and you decide: to' go ahead and have. it
anyway — when you feel you- cannot- go to the beach or swxmmmg or skiing, or™ .
v 'whatever sports you do-— Well you decrded you know it was 'your decision. I do not L
. feel that 1 was given the choice’ or the’ opportunity of making that decision. I: feel
= ,posmve that.I would have. said, ‘hey, ‘wait a minute’ Row. These thmgs are very -
- important to me aad ‘being -able to-play a bit of squash and:tenmnis. with my husband-
~_and go. swrmrmng, and do some of aerobics with- the girls,” these things are reallm
unportant to 'me. They really need to- say, you are ‘faced with this: temble,.
. decision and we wxll talk it through 'With..you". You .can tell ‘them what you'ate .
o ‘.mvolved thh and: what is unportant 10 you éo help you make a- declslon about thcse S
; blg operatxons that you have to go through They should have more faetlrt:es there' -

"' *
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iy and they should give more hclp and guldance Instead of just bcmg there to cut you up
“land send you off on your way, That is the way it seems to me. But, maybe it would
‘have helped. Maybe it would not have made much difference ,anyway, But
’ﬁ‘ nyways | really feel betrayed. 1 feel you, walk in there and yoy are so innocent, You
ggust da not know, What Has come true is that I am still ahvc You know this is what

ihcy hoped for. But! o

S

&c’of the posnivcs lhat Marge has expcrienced emerging f rom her medical crises is a

growing depth of relan‘onship wibh her husband,

- This whole experience has brought us very very close together and made us appreciate
+cach other more, Certainly I have learned to appreciate him much more. It did bring a
1 closeness of the two of us togcther like we are in this together. This is the way Daryl
~ always felt about it and 1 felt‘a 1ot of the times. Sometimes we have felt like it"s the

" rest of the world agamsn\us when there was one disappointment after another,

{

Marge has aIWays onjoyed her career. It now also provides an important external focus,

"Someumes 1 think I'd commit sulcnde it i’ dldn t work,” Further she states:
-] reah) cnjoy it, When I am at homel have too much time to thmk and l start to fecl
sorry for myself 1 work by, choice. Financial necessity at times but also by chpice. ]
r md it much more satisfying to gb out and do a job and be paid. I do not have'time to
~ concentrate on feeling sorry for myself so it's better for me. 1 mean. how do others
- stop themselves from fecling sorry for themselves who .have been through what I've
been through.”

'
* .
i

Marge has thought about the possibili(y of her own death due to the cancer,

"Don't talk to me about dying " I felt that the first time when they said if you don't_

have: ;:hts exenteration you're going to die in about six months. I thrﬁ though 1
confx@nted,dmh ‘when Dianne [former exenterative patient)-died an that time
my pain was getling more persistent and then with Laura having a re #fice. . .. You

know though there is no good time to die. , ‘,’ 4

How has this cc.mfrontation with her own death affected Marge?“"l do things more

because 1'm well enough to do Lhem now. . . . I travel because I'm going when I_'m well

enough, I may net be here a year after.” Further "None of us are giving up and dying. We're

——————

~ just saying this is the attitude we're approaching it with — do what you can while you're well

enough to do it." o ' ' . ‘ -

-~ -

Marge expenenoes some ‘impatience with-others as she encountirs "the petty things

Ny

people spend time on: . . . Probably the traumatic experience we've {exenterative patient group)

been through;leaves s with the feeling — hell, it's not worth it."
4 a . ’ :
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With regard to her two children, Marge states: /
- What I'm trying to do now with my children is make them more independent — make

their own decisions. Like, 1 may not be here so you'll have to learn to do that, Learn
not 1o turn to anyone — to turn to yourselves, not run to me, Act as if 1 'm not there,

D. Pam
¢« Pam js a married woman,*forty-three years old at the time of exenterative surgery. She

and her husband‘ have two grown children and two grandchildren, Pam has spent most of her

married lifc working within the home and voluntecring in the community :
Pam describes her marriage as stable, Her husband has had a varicty of jobs in the
arcas of building construction and insurance sa!cs and frequently was scll.’-cmploycd, He's been
- a good providcr. for the family ‘and has had difficulty accepting those ti.mcs he has bécn
uncmployed temporarily, For the past two years he has worked for a courier ;crvicc\ One area
of concern for Pam is her husband‘s "drinking problem." . |

Prior to surgery Pam described herself as optimistic, energeiic ar;d liking to do things
for others, Her presurgery leisure activities included bicycling, swimming, camping, bowling,

)
and vqlunteer work.

My first meeting with Pam occurr;d a few days prior to surgery, She was already in
hospital and awaiting surgery, My first impression of Pam was of a pleasant, open woman. Her
face sh;)wed the sigﬁs of many years of #Ving, with illness.’As soon as she Jbegan to speak
though, the lines melted away and ‘§he .spo'ke in a trusting and disclosing mann?r; As we spoke
she indicated that she had hac& many med‘ical crisis points in the past and approached this one
with an attitude of trust and ‘hopefu'lness. She had t1;u5t in both_the medical advice she had

Jreceived Aénd in their skill and competency to do the surgery. I had a sense that she was t.el[ing
me and herself, "I've sprvived, ‘sometimes against the odds./ in the past. They have always
taken good medical care of me and I am again. hopeful that there will be a good outcome.” For

Pam there seemed to have been little questioning about whether or not to have the surgery.

Pam's main concern was how her husband, Doug was feeling about the surgery and how he
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would respond to her body changes. She was anxious that I speak with him but elso was
concerned that he would not say much, 1 hafl the sense that she wae hopeful that "somcone
" else” could facilitate their talking about difficult issues, I met with them together the following
day, reviewing their understanding 9(‘ the surgery and inviiing them to speak about lhcif
concerns and where possible answer their questions, Pam fcl( very encouraged, saying "l can't
believe it, 1 don't think I've heard him open up like that before.” For Doug there was more
‘ reservation about the surgery and its outcome, He was supportive of Pam and verbalized that

he had seen the decision as her's to make,

The Hospital Experience

Pam's first recollecﬂ‘tion is awakening in the Intensive Care Unit after surgery. She knew
that tﬁere was a possieility that she would not be able to have lhe‘surgery if the recurrent -
tumour had begun to spread either to the lymphatic system or to the pelvic szde wall. Without
the surgery she knew her chanccs of survival were Sllm She had been dealing with the idea of

N

her own death. "When I did wake up and tried to see the time or ask the time and found that |
had been in the operating room that long, that was a load off my mind," The length of time let
her know the shrgeons had been able to continue past the biopsy stage. A burden had been
lifted. In the Intensive Care Unit there was a f eeling of respect and safety, "Nothing came as a
surprise. In ICU, everything that they ldld me, where they filled you in, it was right!”
As Pm was recovering, the fears kept formulating. The pain medications seemed to
\ . ' ‘
intensify the struggle. Later she stated:
I think that >you should just try and put everything else out of your mind and think
about yourself. Go into the operation with a clear mind. A lot of silly dreams came-
into mind once 1 got on that morphme I was dreaming about things that were sort of
linked with things, and it just made it worse, blown up. I made it bigger and bigger.
‘The medication sort’ of exaggerated everything. .
For Pam there 1s a need to speak of her experience; to make sense of n to pass on hcr-

learnings to others who may follow o similar Joumey. Through the recovery period she

experienced much cbnf usion and a loss'Qf time sequencing.
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1 appreciated the nurse that suggested I start wrmng out a diary; even'if you have a
good friend that would come up and write down a few lines for you cach day, so that |
can sort of go back and see what réally happened. Maybe 1 can help somcbody else too
and 1 can maybe just run over something like that,

There are many setbacks in the recovery process,

Somewhere you think you are }ust rcally getting going and then some litte ihing would
come along, Like the other day, for instance, when the tube in.my uterus [some
misunderstanding of surgical outcome] had slipped out of place and that was a little
painful. I was sort of lgoking forward to getting out of bed the next day and gcumg
u - up and it put it off. I waited and probably enjoyed it just as much, You've got 1o put * |,
off a few things to enjoy a l“cw things too, .
The surgery is presented as a very major procedure with extensive recovery, Alg])ng with

this image was the fear of having a great deal of pain,

I find it wasn't nearly as bad as I thought it was going to be, I crpcclcd it tobea lol
more painful than what it was, | was so well Jooked after, not given a chance to get
- into any real pain, It means a lot,

While in hosprlal rest is 1mportanl Not only is there cxhauslron from thc actual
physical assault to the body but also lhe necessary constant care is cxhausung The support and
care of family and f rlends is impotant but can be overwhelming. There is little energy left to

take charge of this situation. Both family and staff are needed to take over a protective
K : N [ ’ .
function. This statement was made sixteen days after surgery:'

First thing, I would definitely stress it to your family not to have visitors. Cut it down
to your immediate family. Of course, that does not help either if you have a big
. family. I think that a family should arrange that before the operation has even begun.
Your hours of rest are most impogtant. That is the way that I feel and 1 have found
that out myself by overdoing it and I didn't éven overdo it that much either. You
definitely need your rest because they haye given you so much attention and care that
you do not rest that much when you are in hospital the first two weeks. Ii's tapering
off a bit now. Before it was, every time you turned around someone else was coming
through the door. "Oh no, not again. When is it ever going ‘to stop?” . . . |
apprecrated it when.1 was sleeping and they didn't allow anyone in the room. '

[

4
1
oo Pam has been dcalmg wrth cancer for many years and’ rs agam f acmg a’crisis pomt She
PR 4

alludes to the awareness that hcr death hes ahead Thrs is prcsented almost as one more rcprleve
-as though someone has decided it is not yet her death turn.

" Pam: There are lots of" days when l have had tears in my eyes lying here thinking
about different things.

" Bev: If thqse tears could speak, what would ‘they say?
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Pam: Thank God 1 am ali.ve.
Bev: The tears are related to that knowledge that you might have dted

Pam: Yes, | though( about that a lol because I told you I am-pretty lucky. I flgured
it is going 10 be my turn some time, but thank God that I am sllll ‘alive and so 1 have a
chance to be with my family and know that they are still here ‘ :

Perhaps the art of being a patient is sxmply that, The\ only thing I can do in hospital is

relax and be’ very patient with thmgs.

‘After hosbltalization Pam's husband. Pbug,.‘aslged her a very probing queslion. N Wha;
. ' T~ ' T " ‘
do you think 1 felt like while you were in the hospital?” During a subsequent hospitalization of

Pam's when he was having difficulty with her confusion related to an clectrolyte imbalance,
‘the f ollowmg conversauon occurred between myself and Pam's husband

Doug 1 know ] should be more consnderate than | am but as l satd 1 am a terrible .
one 1o go visil somebc;ly in hospital. 1 care and I'm doing my best. She thinks.1'm

' making fun of her but'I'm.just trying to-keep her on track. I guess that's what she
told the doctor and why he reamed me out. ‘

Bev: And, l would like to keep in touch because I think tlus is a really stressful tlme

for you, like you sit on the outside with Pam going through a lot, suffering, being

.~ confused. You want to help but you do not know how to do that and people have,
. expectattons of you. ‘Then you say Shey, hold it, I'm not sure that's me."

Doug: Ya. Well, this is it. She is -not going to have another one as far as I am
concerned, :

”l‘“ranslltion Home .

As Palrn anticipated the transition f rom hospital back to her home she. focused on her
colostomy and Vagmal reconstrucuon For her going home was .going back to the marnage to
her husband. Movmg l‘rom pauem to wnfe There was a hope that she could nd herself of or .
hide the colostomy The ma jor quesuon is how acceptable will be to my husband" |

I guess some of the ctrcumstanees that are involved with thns operation, like the.
colostomy, I am gradually accepting, but it is hard. But now I have gotten to ibe pomt :
.where I think in' three months it. will be off anid I will feel a lot better and if it is not
- by then, I can accept and get along with it. . . . I am'thinking of how I am going to
cope with it or hide it or somethmg right now wlnch is probably very. easy to do, but
‘at the moment it seems like it xs about the size of a football and it-is going to be hard
to get rid of it. :

‘I'here is a need to appear attractive in spite of the colostomy'. One has the sense that there is a
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game to be played: As. in a quarterback sneak‘ there is the illusion the ‘ball has been passed off

Ll

and the hope is the game will continue. without the oppositron knowmg where the ball is unul

you have. erther scored or made some appreciable forward motion,
\

There is the fear that if she is not as attractive as before her. husband may look ,’

.
'

' elsewhere The question appears to be how changed how altered am l'?

i mean 1 cerlamly am not -any beauuful woman, but you still like to keep your
-appearances up. It is all in what you learn and how you do it, It means a lot to a
woman, especially when you have been married for 28 years and you want your
husband to still look at you and not somebody else. It means a lot. . . , This is
something that I am gomg to have to find out when | get hiorne and when we are alone
and see how he is feeling towards something like this. : :

"There is an awareness of the need 10 also support her husband in this adjustment His
response is not predrctable but there is a behef thal the vagma will be of more mterest Pam

A Ra i

does not refer to her vagina specrf ically. instead referrmg to the plastic surgery. is my vagma

\

. . - ! A,'(
plastrc or real? . " ‘ C T ‘ O

He hasn't really asked to see it and 1. thought well I am noj going to push it on him
because he is a very curious person and I think that when he is ready, he will ask. I
still dori't know him, I cannot actually say I know him after 28 years, I get to know
- him day by day. . .". I know he is going to be curious, not only about this, but about
the plastic surgery that has-been done. And that, I think will probably come before the
colostomy. That is the way 1 feel about it, that he will want 1o see that before. .

After a period of time at home, sorne of the fears have been r'ealiped. There is some
feeling of isolation regarding the ostomies. There is a longing to share thoughts, feelings and
concems' openly with. her. husband, to have SO e open acknowledgement of her changed

appearance and altered function; a coming together nd seeing each other

‘Well 1 don't think it s been as bad as I thought it would be. I've been able to accept it
pretty good. It's been hard, I know that, really hard With Doug it's been the hardest.
If he could accept it — which he still ‘hasn't done, I don't think. He sull doesn't
-realize what ‘1've gone through.. 1 think. he doesun his own: way. That’s been the -
hardest part of all trying to get togethet with. him and talk about it more. He just
‘'seems t0 want to seem to bury-his head and not want to do’ that yet. “Otherwise it

* doesn’t bother me as far as having the colostomy ahd 1leocohdu1t I ve always been a
person who could aocept a lot ol‘ thmgs like that =

¢

One year after surgery Pam contmues to feel "a lot ol’ pr;pssure atound my rectum
Thrs is relreved somewhat by standmg and rnovmg about and by focusmg on other acuvrtles

¢ "I ma bundle of energy I ve got to be gomg constantly
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The Self ln the Medlcal Relatlonship .

Pam has had a ten yedr expenence thh her cancer Thrs has meant radrotherapy

L]

surgery and chemotherapy all prror to the last recurrance that led to the exenterauve surgery,
l‘read my last réport f rom‘the Saskatoon clinic, It said, Nothmg more we can do for this 37 -
~ year old‘w‘oman. ‘maybe you can.v’\ That's how they were. | was written of " | h
) This \vas seven years prior to the exent‘eration.fShe hadlgone‘ from no hope, v’tq new
optlons lo havlhg- survived against the odds Dr B. calls me his mrracle She speaks of her

 trust and conf 1dence m lhe medrcal care she has received since her move and this pervades the

‘e

stance ‘she takes 10, each new crrSrs "I've got so much good care here personal attennon not a

dlf l"erent doctor every time, When I was havmg more and more pressure I was seen within one
N P Ir toat . L

3 day and not. put of‘ f." When there was a decrsron to offer exenterauve sugery "Dr. T. plcked up s
. so fast and explamed my whole 10 year file to the residents. That encouraged me a lot and kept

(.
S me gomg " Her sense of bemg seen and treated as an 1nd1vrdual is rmportant and she develops a’

/
positive relauonshrp with her physrcrans.

il

There is an apprectatron for even the opportumty to wait. The waiting seems to be an
. affrrmauon of being, of bemg alive.

You have to aceept the fact that you are here, so you have to be patient. Now I have -
learned to be very patient. ‘Going to the cancer clinic I think taught me that. They.

- were good and 1 didn't mind waiting. I knew that it was going to accomplish
something in the end and. it did not bother me to wait. over there. 1 would g0 over
there now and I will wait, It makes me mad to hear patients complain because I think,
oh my gosh, you are complaining about waiting .when' you might be dead today if you

_weren't wditing, so if that is your attitude why. bother even being here becduse there
are lots of other people that would be willing to be in your Pplace. Stop and think of the .

L people who do not live i m Alberta or Canada, gettmg the care here that they do not m':

other places ‘ - ) co

*a
K

There has been a changmg development in the way m whrch Pam mvolves herself m her

— !

medtcal care. She is learmng to advocate for herself She acknowledges not only her symptoms '
‘ but also the gravrty of her dlness She has taken a new posrtron on, the health care team |

A ".l know’ now to say somethmg about it. I was a person who dxdn t.I'd Just go along]

. and suffer with it. Now I know. bettet, if something is ‘bothering me I'get it out right
~-away and tell him. If I hadn't said anything about this, 1'd still ‘be sitting here with it,

.or [nervous laugh] ‘maybe be in my grave. [gallows laughter]. Tt just seemed asif I .

\ never had enough trme at. the climc to talk to the dot:tors sol booked an appomtment R



at hlS of fice downtown and that S when he f ound the tumour

. For Pam there is always the awareness of others who are-also lll who need the doctor s

. dttention. The struggle lS ever present between havmg“her own needs met and not mf nngmg on

N

others needs

1 know they ll take the trme but 1 always feel like they re so busy. You just hate o
e up to discuss things. Yet'l know every doctor I talk to will listen,
ly good SO I thmk tl" anythmg else pops up it's not going to go too

" *
y

I*xperlencmg an openness ) talk wrth members of the health care team has been an

tmportant factor for Pam in copmg wrth prolonged mcdtcal concerns "You the doctors the'

” "

' nurses, hang someone to talk 1o, has been my brggest help, A person, has to talk to somcone,

then you feel better e

1]
T4

About 14 months after exenteratrve surgery there-is an awareness. by nPam and the other

, women wh% have had this surgery that their surgeon may be leavmg and estabhshmg a pracuce v

I *

in the southem Umted States As the group drscussron proceeds and each expresses her concern
regardrng the‘leavmg, Pam states: : \

There is always somebody. there'to replace him. Sure you've got to think positive sure
he's leaving. There's gorng to be someone else who'll pick up from him. It's hard to
change — he knows the case — but I 've had so many doctors. Maybe that's why I can
look at it that'way. They've all been good doctors. Some should have explained better.
'1 can blame mysglf for that too,, though. l should have asked rather than take thetr
word for everythrng

Underlymg Pam Sftrust that has developed with herself and the health care team, is the -
questton — how dld thts happen" "That's why I really stress to my daughter ’Don t wait a year

v

‘ i for a Pap test. Go every six months" 1 had it every year and somehow it got missed.”

. lemg wlth Ostomies

Pnor to leavmg the hospttal Pam had concerns, not about managmg her ostomtes but ‘
B the tmpact they would have on her husband and thetr relatlonshrp On her return home Pam s‘\ B

: ,°husband suggested she sleep in another bedroom untrl she had fully recuperated He was. '

| ‘ "fearful he* mrght bump me or hurt somethmg At mght Pam "hooks mto a mght dratnagel. ‘

v
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system" so that she does not have to worry about aWakening to empty the urine. Three years

post surgery thrs routine contmues and Pam expresses both an awareness of a need for a -

" redecision and some avordanoe of makmg a change l know I'll have to make the first move

" see her in hospital, in pain and then slowly recuperatmg At the same trme she beheved that

* without the colostomy he would find it easrer to be physrcally close with her and less concemed

Py

~

back mto the same bedroom but he has a waterbed niow and 1 don't like to Sleep on one,”
Elght months after surgery "Oh he's seen thcm yes but not really just to look at

them, that sit.J ust look and'look’ away, but never really askmg me quesuons about them

One month lateL,Pam entered hosprtal to have- surgery to possrbly .reverse the

colostomy Thrs drd not prove to be successf ul and due to complrcatlons Pam was hosprtahzed

again for approxrmately three months Pam s husband stated everythmg‘has gone sour since

and'] do not thmk they accomphshed a damn thmg . She s not gomg to have another

R
operatton as far as l m concemed Pam- understood how drff rcult it. was. for her husband to

with hurttng her or "bumpmg it.” I said to my husband, "I know you drdn t Irke me gomg in
f ”L was dorng it for you. 1 wanted to tmprove "myself to see if 1 could get rid of’ that

“colostomy." There is a belref that she is not as acceptable as she would lrke to be. A question

"

that might be asked is who keeps whom ata drstance""
One year after exenterattve surgery Pam has no difficulty wrth ostomy care. She speaks
openly of her surgery wrth close friends. She regards her ostomres as foreign not yet assrmrlated

into her body culture Therr functron is someumes unpredtctable and she cannot wrll them

I

under her control

1I'm a little self conscious of the bags sull 1 feel hke people notrce but I ve asked my .
~daughter and different people and they say "Ch, we don't hardly notice it at all” — till
- I start tooting [laugh] you know you can't control that. It starts acting up when I'm
*- . out in company. It's embarrassmg but they -realize. Most of our friends know what

© I've been through, what I've got. . . . I think anybody is like that little
‘ self -conscious) —vnth somethmg that s forergn to your body and that shows to some -
extent ‘ o : Do
." o ' . ot ' ' ) ‘.

Pam s sense of humour and practrcalrty are evrdent throughout her ad]ustment "The

Lo

’ fact rs it's convenlent sometrmes I call rt my pdrtable bathroom I don t have to stand rn lme e
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now. " With Pam there is a sense of wanting to hve with the ostomies wrthout havmg to take "

N — ——

them cothantly mto accountx

. The other day the bag had split open a bit and 1 just caught it on ttme 1 could Justt
feel it coming out. But otherwise 1 have never had any real trouble wnth it at all.’And
1'm very careless cause 1 should carry an extra bag all the time. and I don't and I keep
thinking jeepers what if something happened and 1 haven't got any supplies. 1 have 10
get alittle bag just- to carry. You never know, like the other day, but, At hasn't
happened before., » ' ‘ :

© ~Pam has returned to rnost of her post surgery letsure actrvmes walkmg bteycltng camping.
| and card playmg but swrmmmg l don i want 10.g0 swimming any more,” | |

" Two and a half years after surgery the area of greatest concern is still the mabrhty for
her and her husband to speak openly about the colostomy Pam then 1nterplets this srlence and

l
; tncorporales thxs mterpretatron into her evolvmg self - rmage "1've got a colostqmy He knows

: it s there but he just doesn't want 1o talk about 1t Maybe eventu&ll‘y he ll come’ out of it.
He Jokes about it the odd time but never really asks She spe)aks wtth hope that there will be a ,
change. Hrs open acknowledgement is important, im her adjustment to her altered body
f uncuon.. |

The Sexual Self '

a

Recogmtron of the presurgrcal relauonshtp clrmate puts current concerns into

“ perspectrve

We ‘used to be able to talk until he got into thlS dnnkmg Gradually it got worse and

* . 'worse over the years. I think how he feels cut off from sex. We've always disagreed -

' about that. He always says sex comes first. 1 always say.love. comes ftrst We always
. argue about that “ Co

At eight months post. surgery Pam s Second statement in.a conversauon was "Well‘

things are good at home not sexually, but otherwrse they are good Whrle feehng she had .

"o

recuperated well and her qUahty of hvmg was acceptable the area of sexuahty was_still very .

" forefront for her When 1 asked whether the changed sexual pattems had created much stress
R , between her and her husband she rephed SR K o "

When he gets dnnhng it's brought up but. otherwrse it's, you know rt ] not every
trme I ‘ma hard person ‘to hve with but we get along We re not fi 1ghtrng all the ttme

o . ‘1_-
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‘know that these two bags do bother htm o ‘ o L | «;'

oo . “0‘ [ N ) } S ’ L 120’,

When he's drinking I just ignore it. Hts dnnkmg has. gotten a lot Jess now. W /
got a lot of worries on our mind but tt s not nearly as bad. . I think it's goifig to - .
take a lot of time between the two of us, he's talking more and is close to me in the

last little while. Even when he's been drinking, he has, you know, kissed me and\ that.

1've helped him a lot and thtngs like that but I hope that the abuse [verbal] is goi

be an improvement for the: better ‘ n&

PR

‘Pertodtcally the sexbal contact wm culmmate in her husband eJaculatmg outside her vagma \'lt

/ .
ma\kes me feel a httle bll better that he doesn t completely 1gnore me, but I know, I defmttely
\

For Pam there ts both a longmg for and a fear of vagmal mtercourse There is a fear of

pam a fear of fatlure and the fear of rejecuon There contmued to be dtscharge from the'

vagmal graf L. I-or the ftrst year a dtlator was used darly to maintain the vtabthty of the vagma ‘

A

Pam s husband would also be mvolved pertodtcally in’ msertmg the dilator, Some bleedmg

i

.

: occurred with the use of the dtlator S o R : ‘ Ty

I think that ktnd of scares htm 100 because l start to bleed I think" he ftgures that
maybe he's going to do something wrong and maybe possibly that is me too. I, ina.
way | want to. have sexual contact with him but deep in my mind ] feel like somethmg
is going to happen. It sort of scares you, you know. I think a lot of it is my'fault too,
maybe if 1 made more advances towards him maybe. I'm probably watttng for him
which really isn t fatr because 1 should be.’ [voree tratls off]

At one year post exenteratton and after a recent unsuccessful attempt ‘to close a .

‘ vagmal rectal f tstula_and reverse th’e colpstomy Pam stat‘ES' l m wondermg 'what is gomg on

for me. I have constant pressure and pam in"my rectum, vagma and lower back If I'm .

" a,

‘standmg I'm .okay. Wor_se an 'than before there is constant pressure, " There ‘is the

‘uncertamty. the naggtng fear of reeurrance One side of the vagtnal graft has sluffed off.

£y

i .."We ve trted penetrauon and that ] tmpossrble I _1ust mn__,e_that A couple of ttmes 1t s
) been fme we ve had oral sex I haven t even been usmg dtlators I dtdn t know tf I was

healed mrs R '. ', o

e As ttme goes on the sexual expressxon conttnues There contmues to be ad]ustments to'
the ways m whtch Pam feels altered "I don t undress in front on htm I get a mghtgown on o
Half th'e ttme I dtdnt wear one before Pattems have changed She speaks of feelmg as

though there rs a non extsrent zone tn her body' "Doug avords that part of me. as though it .

T



121

wasn’t there,” This .z0ne, her abdomen ts the part of her body that through neoessity she must

b \

attend to regularly while at the samé ttme her husband ayords it both m a verbal and tacttle

~
-way, '
' N

There is the underlymg fear that there may be another loss 1o yet encounter Thls of ten

PR

emerges when Pam begms to focus on hcr altered body image a.nd their ‘changed sexual .
patterns, ln a group meeting one woman stated~ When fou have such a poo‘r body image you ‘
have all those doubts about your husband. Even 1f you have norlght Ygu feel so crummy
about yourself — how could anyone f md you attractrve” Pam s response was;

I went through that first time with cancer. I:verythmg happened ‘the children left .

home, we moved, I had my change of life, and ] wondered who else will Jcave, maybe

Doug. Even now 1 think Doug would sometrmes ltke to walk out on me. l think thc
' famrly holds him.. : :

‘ There isa contmumg sense of a holdmg back on bemg held and a wanttng to be wanted

Of ten l want to be cuddled or loved a little bit. 1 wonder why my husband isi" v domg
this. You want it. . I'm’ not the greatest person to be the first person to approach

it. I should. I want to be approached by.Doug — I feel neglected. We sleép in separate
beds. . . . I should be the one to initiate, to say "1 want to sleep with you tomghtt “‘"‘
Somethmg in t‘here stops me v | ‘ ) e ‘ '

Gee, there is one person that did not make’it; am I going 10 be the next one but you -

~ have to keep living anyway. 1 am going to live from day to day, enjoy myself and not
going to sit here and worry about it and mtss today or tomorrow

L ‘Fl'nite; Awareness

Pam‘was tn hosprtal. two weeks post-exenterauve surgeryat the time of this‘statement.ul‘iy this ,
: umeshe has"ldealt mth having had cancer. for over ten years. There are "a few bréaks m
’ "betwe‘en ‘and.‘thenj ,somethin'gvxelse”pops up. .. T've had s0 many operations.‘l“‘just sort of:

One year after surgery Pam has further developed thrs philosophy of ltvmg tn rthe

_ present She has begun to assrgn more pnonty to. self care She enjoys and appreclates ume, i ':' "

: wrth famtly There is. an attttude that each day is a gtft Lo s " 2

I m day to day now..I'm better off I don t thmk what s gomg to happen tomorrow l
don t plan anythmg If.I'm enjoytng ‘that. day.1- -enjoy it. . 1'mpretty. good at
keepmg my spmts up I. have odd days when I feel down l just go out and take a walk

. ',/,‘
BT
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to work it out — keep going. My daughter has been really good for helpmg me,
Brmgmg my granddaughter over can build my spirits up. . ‘

»

As ttme progresses thts then contmues to be present an acute awareness of today and

an awareness that tomorrow is unpredtctable "1 thmk ] say l better do this in case l m nol

o 'here-tomorrow Further:

I m put here on earth to be here a certain ttme and when my time comes 1'll be. gone

+ In the meantime I keep -asking for more thmgs I'm not a religious person but God's
given me this time — almost eleven years | mtght not have had, It's faith and positive

" thinking. 1 keep saying I 've got to live a little longer. 1" veegot to seethis done and this .

. 'done, It's kept me going. I try to live day by day Lots of time 1 push myself to'do :
'(hmgs Itis paytng off — Doug is not the same person he was two years ago

v

Onc of lhe other women in the group asked her if she thmks that.ts because of her changed

amlude

. Yes I speak up to him more — tell him how I feel: 1 get it out of my @stem. I've *
started putting myself first, then | think of ‘others. I have always’ put someone else
.ahead, trying to please people. I found I'm betier off to please myself than to please

. others. That is paying off ‘with husband and famtly . I avoid arguments now, 1
walk-away. They are a’ waste of | ttme S ’ - Lo

i

A rethmkmg and a remobtltzatton of resouroes occurs each time there ts a medtcal CrlSlS 5
' for one of the group For Pam there is a belief that she is m a wmnable battle and her past ‘
' expenence supports ner behef "1 just felt I was gomg to beat it made it last ttme I'n R

" make it again.” One member of the . group has a recurrance and the awareness of death, death‘ S

-

wrthout a name comes to the forefront "I've thought about IT more this week, Ltke I've been

'doing little thtngs I've put off for a long ttme I could 'g0 to the clmtc tomorrow and be told the'

’

' ‘same thtng )
At three vea./rs, Pam still has. chrome pain. For her there is always the questton ”Is the 7,, |

) ipam related to a recurrance of the cancer"" Somettmes the patn could become the total focus 1f o

.,

‘ "allowed 0., e o o t

tl wanted them to. do more tests on me, my pam They saxd "No we! ve done enough
for now. ".The patn continues’ though I live day to day. I keep active and I read.

“Neither the hypnosis ‘or acupuncture worked for pain. control You know though
'd go through the same as Laura — stmply to hve ' ‘, ‘ :

As Pam speaks at dtfferent ttmes and m dtfferent ctrcumstanees thrs theme recurs

ﬂ['; ‘? "I m just thankful to be ahve, that they ve been able to do somethmg And hfe goes on, "I m

ol C (,‘



~ working on my granddaughters to remember'me."
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o V. A THEMATIC DISCUSSION

)

o .
Thls rescarch is an exploration of the Jived-experience of four womcn an Laura Marge and
Pam who have undergone pclvlo( cx;r_]:erauve surgery, The prcscm chapter continues the
interpretive process, Common themes that emerged from the convcrsauonsllhal -occurred
bctwccn and among the women and mysell, will be presented, These themes are not discrele,
There is-an interplay between and among them and it is my contention (hal this overlap and
mﬁcractxon is consistent with the complexity of human experience, This chaplcr is a synlhcsns of

< :
the interactions between myselfl and these four women, As interpreterit is my task to look for

and present the commonalities in meanings, situations and bodlly expencnccs as deplcted by the .

women of lhls study and to cot\niumcale them to you, lhc reader. To paraphrase Bergsma el
/
al. (1982, p. xxii): in the final analysis, communication between you and me will result if ,lhe

et

ideas expressed resonate with experience.

'
4

Before focusing on the comimon themes that emerged in this study it seems relevant to”
8 3

give some attention to the recurring patterns, of the individual women, which influenced their
LN . :L"A . '
responses to the experience. 1 refer to this life pattern as personal posture. My und&étaﬁls

of the commonalities across the women's experience will comprise the balarice of the chapter.

, o (v
A. Personal Posture ) Son

" The notion of thematic dimensions to one's life is not a new one (Adler, 1963' Berne,

1972) W@nay speak of .this as personal style " "her signature of life-events,” or simply

% .
1sn 't that J'ust like her." Each of the women in this study had her own um%ue style which |

will now illustrate. . | ' .

.

124 o .
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n L

Mia: "1 should have gone home." .

Home is Germany. Germany for Mia js a feeling of the familiﬂ, of safety, of being
Joved and cared for, of being a growing child, the youngest child in the family and having a
father she could depend on, These early rlccollcclions also include her mother dying, and
political tensions that find Germa/py al war, There is simultaneously security and insecurity .

As Mia speaks of her cxfﬁcricnces with exenterative surgery this theme recurs, M’uch of
her cﬂcrgy has gone into providing secure environments for pthcr:s. Her home, making a home,
providing a home are an important focus for her, Professionally she has spent her adult life in

i ) ¢ .

a carcgivin; role, In her own medical crises there is an ongoing sensc of the sécurily~insccurily
dichotomy. Mia's focus is often on her family and being sure they aré cared for, "My famil);
didn't know what 10 do. The nurses should teach the family,” She finds sccurily in the crises, in
‘a trusting relationship with her primary physiciaﬁ. At those times when she feels mistrust in the
medical experience she can count on him to be her liaison with others, to interpret the events
and support her in her concerns, As hér physical status improves with no sign of recurreﬁl
disease she often verbalizes the pervadirié sense of .an insecure future, Often expressions of
security are immediately followed by expressions of fear, "I "\;c so much to be thankful f or. .

I'm optimistic. Although when | have pain that's a concern, The hard part ., . . is not knowing
what could come next,” As Mia is thankful for survival and fearful of recurrance she finds

. . A ’ !
herself "doing things the German way " and finds comfort in moving closer to'her roots.

p
Laura: "I t#ke my life anyway I can gét it."
Le.mra's' exenterative story is woven with a sense of active and proactive involvement.
She does not passively cncoumef Ehis experiénce. Ffom researc_r_xing the surgery and finding
someone to do it, to thersymbolism of wanting to wear her Polish Solidarity button into
sﬁrgery, to "experimenting” with interqourse. to seéking out lrcaunéntaltern_aﬁveg thn each
"last chance " was no longer effective, Laura's style is to go after life. She lives with limitations

but lives to'the limits. As she simultaneously anticipates both her own and her father's death

Ny
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from cancer she reveals "if he'd lived his life like ] 'd lived mine, having fun and doing things-n

between 1 wouldn't feel so bad,”

Marge: "It upset me having to lean and depend so much on someone cise”

- Early m life Marge learped to take carc of herselfl. "1 never knew what state 1'd find
Mom in when ] came home from school.” She has learned to count on herself, This belief is an
important part of her current l‘unctioning, She allovvs herself 1o be dependent only while
absolutely necessary, qnickly moving to self -care and indepcndcnt functioning. She returns to
work within three months of cxenterative surgery and rapldly resumes social contacts and
begins to re- engage in-inter- con‘unental travel, The crisis for Marge lS that the self she has‘\
always counted on is no longer present 10 her, She struggles with a new self, She experiences a
lack of vigour and exper.lencesﬂ a sigrill' icant ‘los’s of physical and sexual‘ attractivencss.' She
. interprets this as no longer beiné a "whole woman" ln her independent style she believes she '

should send her husband away so that he can lead a "full life", She beheves she would then not t

feel the burden of no longer being able to offer him the llfe they had had together. "I

.
~

sometimes thtnk he stays because he is a good man."

Pant:"'l'd just go along and suffer with it.”
Tolerant might best describe Pam's recurrent style. As she tolerates many crisis pointvs‘
in her life she does so with an underlymg trust that thmgs wnll be okay She has learned to
-accept diffi lcultles and dtsappomtments She has dealt with her recurrent cancer for more than
fourteen years. Often she would like to speak out more and ask [not demand] that her needs be
met. Historically in her marriage she has longed for .more open communlcatlon with her
| , husband but also has avoided conflict, apprectatmg other qualtues in him. She has tolerated hlS

dnnkmg pattems Since the exenterahve surgery she is more acutely aware of her pattem of

toleratmg and not verbaltzmg her needs. She made el‘f orts 1o acttvely change the pattern and

saw somé*posmve changes in her marital relationship. When her phys1cal symptoms increase
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(nausea, disorientation, or chronic pain) and her energy goes into coping with them, her
resolve to speak out and to advocate for hersell “is lost and the “suffering with .it"

predominates, .

\

B. Decision; A Critical Moment in the Exenterative Exgerience - _
. \ . n
Each woman in her own way stated her decision to have excnterative surgery in the

following manner; \1 just had todo it. It was a suvvlval chorce The dccisiv.on is voiced-as a
life or death choice. Mia agreed (o surgery based on her trust in her gyhecologisl‘slopihion. She
recalls Rim stating: ;‘l\ral is the only rva_v oulvand you ca.n really trust him . ., he's very good, "
With a differihg apera\ach to the dccision for cxenterative surgery, laura rescarched the
treatment oplione for ree‘hrrent cervical cancer, She concluded that this surgery offered her only
survival possibilily.‘The decision was rhade: now to find someone to perform it. Marge had
moved rorrr haying her carre‘eridiagnosed to considering exemeraliye surgery in jusi six rhomhs.
Each h‘nervemion had been lnsuccessf ul‘ in eradicating the tumor. Her decision was "baeed on

.
wanting "to get rid of the cancer and she stated: n s the best opuon ‘and it sounds like one

1 “
.can live a relauvely normal life -af terwards,” Hcr focus was on hf e after surgery and her fear of
erren surviving the surgical even\ wem unexpressed as she and her husband spoke wnh the
“surgeon. Pam' s decxsron was based on faith that the medical professron would have another
alternative that would treat her rec\urrem disease. Her decrsnon is perhaps best summanzed in
p

her statement: "I ve survrved someérmes agamst the odds in the past. They ve always taken

good medical care of me and I am agai

hopeful lhat there willbe a good‘oulcome."
) .The rriajOr. decision is viewed by the women almost asa rron-decision They spent little
.‘ume dehberaung the pros and cons. The nly alternative they attended to was onc that off; ered' _
'them hope of a cure Indeed they were making a significant decision. They emered into the
. decrsron makmg process f nghtened and di ‘uraged with therr fecurrent or persrstam drseasc
All the women had some dcgree of ambrvale:X towards therr past medrcal managemem They ’

_ agar'n reinvested their trust in the medical caregivers- who presented the exemerauve option.
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Later several ol‘ the women interpreted the mformatron they heard as without the operauon
you will wlll probably die. Wrth the operation you __y be cured, ln the process you __y have two .
ostomies and if you choose we would hke to.do a vaginal reconstrucuon After three to six
imonths you should be able Lo resume many ol‘ your prevnous activities.” -
It is not until sometime after surgcry six months 10 a year when they were beginning
| to trust. thal they were surviving when lhey were saying to themselves "I'm strll here”, that
they began .to reﬂecl on their decrston drf f erently Théir focus turned {rom survrval concerns 10
'»concerns about thelr quality of life, It wag at this junclure that they began to say "l should
have asked.” "I should have been told.” *I wish 1'd known.” "1'd like to have had the-choice
betvvcen certain aspec; of 'thc surgéry.” "1 did not realize how important some,things were." "_l '

A

drd not know how muth 1'd lose.” They were ‘now verballzmg a need for more information and
: lwere able to be specific about the nature of the information they beheve they needed rn their
own way, they each address,the issue of tnformed consent and bring into focus the nature of an

enllghtened choice.

C. Being Patient - /
The word.patient comes from the Latin root pati - to sufjér In the illness process often |
| the women saw patient as what they were rather than how they must act, It was as if the noun
‘ form had taken on’ the full meaning of the word. At parttcular times ‘in the exenterative
expenence*bemg a patrent subsumed all of the other roles in the women's lrves. Particular‘
behaviors and expectations are ascrihed to this role While b'elng a patient it may be aceebtable
to be dependent, to be egocentrrc in focus to have low energy, ‘to sleep longer and more a
frequently, to contnbute less. in socral mteracuons to do less self or other care, or to have |
altered body f unctlons Pam recalls her hosprtal expenence "The only thing I can do is relax
and be" very pattent wrth thmgs There is a context wherem these behavrors and ways of '

relaung to self and others are vrewed by the women as functronal and congruent to their

‘expenenee The dependency is expenenwd as legmmate The fatigue'ls overwhelmmg There 1s' ‘
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* an expectation that for'a limited time period the body will look and feel "diffefent”.

" Impatiénce sets in when the ‘expectations and contexts change. For instancev in, leaving ,

hospital the eapectation was leaving being, "a patient”, Mafge recalls " stood outstde my

house and sobbed l couldn' t get back in. . . . By the time 1 gol home l was . ured l

felt stronger in hospxtal Al home 1 expected to feel better than 1 did." Laura reﬂects on -

) the changed context and changed meamng for her. She says Athome, 1 don't like to hook up

oa mght dramage system, I feel too much hl;e an invalid."

'kor the women there is also 1mpanence with others. Attempts 1o show caring and

a
!

concern may be experienced as invalidating — as maintaining the "patient” role.~Laura's

comments poignantly illustrate this. "Some of the relatives keep me as an invalid. They-go"

B

hysterical if*- I do anythmg 1 can't live like lhat One has to do what one.can. ] need to do thiose |

| kmds of 1hmgs It makes your life feel normal, I have to know I can do thmgs I've always

[

done.” A

D. Communication: Speaking with Another o At

’

Throughout the exenterative experience each of the women stress the importance of

good information exchange. It requires an open reeiprocal attitude to listening, speaking, and

'

hearing. Speaking with others was a significant theme. Communication did, not always occur. T

heard the women saying'” "Sometimes | spoke but they didn't listen, sometimes 1 was af raid to .
speak someumes 1 wasn't ready to hear, sometimes they spoke and I listened. ox I spoke and i

'they heard sometnnes we_just talked together and someumes we dndn t have to speak These v -

- 'phrasesbrought into focus those times when mdeed there wastcommumcatlon and those times.

" “when attempts to communicate failed. -

| spoke but they didn 't hsten

Each of the women early in the 1llness process voxced concems about phys1cal

, symptoms that aJerted them to theu' state of dis- ease “For example. an s chromc fatlgue c

T



13(l
alerted her to a need for a complete physrcal exammatron She requested a Pap test only to be
K told it was not necessary and not to worry Srmtlarly. Laura s recurrent mqumes about her
chromc vagmal drscharge met with st}atements "it's not of fensrve and there is no problem
There was a dlsconfrrmatron of the information their own bodres gave them an mvrtatron to
“not ltsten to themselves. The experts were not validating their concer s. Later" after the
diagnosis yol' cant:er these experrences made it dif! frcult o mitrally trust professronal
| mformanon and Judgemerit, They felt a sense of betrayal m the trust they placed m the .
.professronal. The dichotomy between self knowledge and professronal knowledge had been "
formed Only as the’ credlbihty ‘of the health care professronal was percerved by the women,
| i were they willing to re- estabhsh a trusting relatronshrp that allowed a sharing of information. A
srmtlar scenario happened each time the information they gave about themselves was negated by
a health care professronal Laura recalls: "I had to argue wrth nurses about pain medrcation

V.

She sard the pain wasn' "t supposed to be there Well too bad lady 1 mean it is there

| "1 was al‘raid to speak"’

To speak to reveal what lS on’ one's mmd might invite a. response that one is not
prepared to hear Marge states: "I was afrard to ask Dr. T if anyone died in surgery Soren
~Laura 's husband teIls me: "Sometrmes she doesn t hke to get things checked out because she +
. doesn't want to know The same process occurs in the women s prrvate relationshrps Pam
‘'speaks of wantrng to move back into the same bed and bedroom with her husband bhe
acknowledges "I should be the one to 1muate to say 'I want to sleep wrth you tonight.’
Somethrng stops me." Illness escalates a sense of vulnerabrhty The nsks ol' speakmg openly

may be too great In tllness they may fi md themselves entenng into relationshrps inan rmparred

state and experrencrng a need to protect a fragrle balance

R . . . . .‘ *or
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"I wasn't ready to hea‘r"
o The mformauon may be grven but it may not be recerved Some mformatron may be ‘
blocked until one is-able to process it. For example Marge Speaks about her distress wrth
havmg two permanent ostomies. She states: "My recollectton is that he satd it would be
‘temporary. He may have‘put some doubt in my mivnd‘that I did not hear at the tirhebecause‘
[vorce trarls of f] The motrvauon for not heanng is not articulated but points to the need to |

repeat‘ stgnrf tcant mformauon and to check for understandmg. For the women so much of the
exenterative mf ormation they recetved was not only enurely novel but they were strugglmg wrth
the knowledge of recurrcm mahgnam dlsease and at the same ttmc tmagmthg the tmpact of the -

surgery that was being contemplated Perhaps Marge ) statement provrdes a summary when she

says: "You walk in there so innocent.”

‘“They spoke and 1 hstened" . ‘ .

When. inf ormatton ‘is heard and it accurately portrays the women's expertence it
| provrdes safety and offers the women the opportunity t6 feel more in control of lhe events that
are happening around and to them. Informatton is also important for interpreting body signals

which so often cause fear and uncertainty. Accurate predictions strengthen her. tfust in her own

‘ body as it progresses along narmql hnes and it also increases the trust in the prof essionals who

. predrcted the ef fects Laura rllustrates thlS when she says:

N

toa

‘ "I spoke and they heard"

.
b

I ye never been <very concerned"coming f rom intensive care to the room, only because
- they told me that you know you're going to feel this way. You're going to be scared.
You're going to be concerned whether or net we can take care of you”here .Idon't .
" think that was my conoem because they had brought tt up to me. ‘ a
Pam s comment further 1llustrates thrs when she says ‘ "Nothmg came'as a surprtse ln ICU' :.

everythmg they told me, when they f: rlled you in, it was nght

To voice concerns and experrence that they were heard was»rmportant to each of the

women They eaeh could readrly 1dentrf y the relatronshrps where thts occurred ln thctr health o

3.



~ care relattonshtps this was a srgmftcant criterion for them in judgmg the quahty of the care"
‘they received, Mia's statement illustrates thts Whenever she had a’ coneem she retumed to her
refernng gynecologtst because each time somethmg spectal comes up. 1 always have
somebody where I can.go and talk There is a need to talk. Pam states it this way, ‘ "Havmg

I

' someone to talk to has been my biggest help.‘A person has to talk’ to someone, then you feel
better " lt‘is not only the oppOrtunity to ventilate. lt also includes experiencing that‘\your words' o
precrpttate actton — have tmpact in the exchange ln contrast o Laura S. expertence of tellmg.
the nurse about her pain, Laura relates an incident where she [ el‘t heard "One ntght 1 started to :

’hemorrhage and that scared the dtckens out of me The nurses knew that and they called Dr T
toute suite. . They knew he was the only one {1'd trust] In the illness srtuauon there are
numerous times the women felt completely helpless and needed to depend on others not only :
' for thetr care: but also for thetr survival. Bergsma et al. (1982) address the srgmf icance of the
mterplay between dependency and tnformauon exchange. They suggest that the distance

’ between the degree of knowledge and the degree of dependency is the amount of power that can
| . be brought to bear on the relattonshtp ThlS equatton addresses the nature of mutually ’
sattsf ymg commumcatton o, o "

<>

"We talked ‘together and ‘sometimtes we didn " have to speak"

Occasronally there were ttmes when the women percerved there was a htgh deg"ee of
mutual understandmg When thts occurred wrth the health care professronals ,the ‘women
. experrenced a sensé of partnership in therr health care Marge recalls one such’ exchange H :

“lald it all on the 1ine e and then tt was my chorce I was really mvolved and he was really‘

:zr.honest about all the aSpects and 1 was able to werght tt all up. " Of ten thp shared understandtng U

',‘,‘-;;.-joccurred when there was trust tn the relatronshrp and a shared hrstory Laura recalls the ftrstr
o ttme after surgery that she and her husband attempted cortus "It s sull very expenmental you' v
L jknow A. lot of talktng Ltke "Yes How s that" Can I do thrs" No move up. Marge s

!_"aocount of speakmg wrth another woman who had hadv xentera"ve surgery underlines thrs |




s

sense of shared understandmg "1 don t know whether it' 's comradeshtp or suf fermg together
. You know ‘we were both going through’ similap thmgs NS | just feel uplif ted by talking to

her.” .

E. lncreased Body Consciousness
Masstve amounts of body tissue are removed in exenterattve surgery The surgery alters
.the women's body both physrcally and vrsually Due to, thts the women of thrs study/"

.
‘ expcrtenced profound changes in both bodily functlon and body tmage — netther body nor

bodrlv funcuon is famtltar — both seem to demand attentron

; TheObjectifiedBody B R IR ) L - . »
. The crises of  illness may predﬁ” tate a crisis rn one's self tdentrty Earher m the
dtssertatron 1 spoke of the need to provrde health care that addressed the body -mind- sptrtt
unity of persons Through illness, the women of this study encountered‘a personal crisis that.
".was experrenced as a dtsmtegratton of the body - self as a unif’ 1ed whole They drd not know thts
‘body It responded differently. /t functroned dtfferently It looked- dtf ferent: It repelled them.
‘ ‘Therr self - concept no longer was  congruent wrth it or it was mcongruent with thetr
self concept The body and body- tmage no longer fit the self and the self tmage The‘
'_ congruent body self tmage that had been passrvely present in thetr consciousness was now
: central in thetr conscrousness due 1o the radtcal changes madc by the surgery ( Bergsma et al ’
" _y 1982) It was as though the self observed the body " It was no longer my body ‘The body -
~) lbecame objecttf ted in an attempt 10, come to-a new f ormulatlon of seIf )
A Early in the illness proce!s Laura tllustrates the begmnmg separatton as she says "lt s ',
b“_‘lrke the .cancer is. happentng to someone else That s how I cope Shortly after surgery as |
. §
3 Laura sees her colostomy for the frrst trme she observes her body and wrthdraws "l lookcd
L then stuck the prllow over my f ace and crted my eyes out " leavmg the body to the nurse "to dor '
,her thmg .1 drdn t want to deal wrth it andl drdn t thmk l eVer would The\struggle to ‘

H



134

‘ mtegrate her altered body tnto a new concept of self had begun Stmtlarly the struggle was there
‘ for each of the women the struggle between observmg and carmg for the body and of rejecting

)

and requtred attendmg to. the body B ‘ ‘ | o, A

My Body/My Fnend — My Body/My Enemy

As f rrend the body is frequently perrpheral to one 's awareness The body and self are

one, Once a trusted ally in 1llness it becomes an untrustworthy enemy No longer able 10
Yo ‘

' rdentrfy with it and feel admrratron For it,. one may expenence lrvrng in’. constant fear and

‘ loathmg of one s OWn bodyQ)One s body is no longer a familiar home and it is experienced as an

unsafe place to dwell. For-thc ‘woren uthey had become an unwlllmg host for the cancer in
therr body An hrs Psychology of the Slckbed van den, Berg (1966) also ref ers to this pr0cess
He suggests the body becomes a stranger and a strange ruler mvades hlS quarters and makes
them u{unhabttable An evil retgns over this body and weaves tts way mto its tissues, organs
‘ wnth sores and swelhngs The body becomes a betrayal.” (p 45)

Laura descrrbes fearing her body "1 felt nervous about gomg home I wanted to‘go

" home but' there would be no one' to take care of me. I d had a fever R ' | had a’

~clot. in my leg. I was really worried . . can rt go to my bram and I'm gomg to keel over dead .-

' on the way home"" Lo SRR o

Months after surgery Marge relates the followmg "My bags arem gbsolute mghtmare

: At meetmgs-l stt in absolute terror because I have no control over the noise of the colostomy :

lsttthereparalyzed" | | | | - ‘
SexuaI lnttmacy for each of the women had been pnor to 1llness a‘ srgmfrcant and

. pleasnra-blepart of therr relatronship wrth therr husbands Three of. the f our, women expenenced

. *pam and chronlc drscharge t‘rom therr neo vagmas Intercourse was no longer a spontaneous S

" .. ¢ expressron of closeness Attempts were pamf ul and as one sard "Be prepared f or six months of

Y " -

E real aches and pams so that you cannot bear the thought ol‘ anyone gorng near your vagma not

R

“teven touchtng lt thh two ostomres and dxffrcultres thh thelr ,neo- vagmas they expenenced
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"their own bodies being barriers rather than vehicles to intimacy. :

»’\ - ‘ "

~ The Hidden Body
~— "I never un(lr‘ess in front of my husband now,"
" do, downrto'my .panties’."‘. |
"'l always keep a towel han(ly 10 cover myself "
o ‘gét ab night'ngn on. l‘lalf the time before 1 didn"t wear one."
o ln thetr most mttmate relauonshtp each woman expenences a necd to cover her altered
body There xs hope that 1[ lt S out ol" srght tt 's out of mmd‘ ‘As lLaura relates "l Ary to
f orget about them [ostomles] and 1 f tgure if he doesn't touch them then he doesn t, remember
that they" re there etther and then l feel all rtght l feel hke I used ta feel,”
It is not only the naked intimate body that gets htdden thts is the same body that_
partrctpates soctally Mta relates When they told sexual jokes I had 10 leave 1 couldnt ‘

f unction any more. Marge recalls "We were tnvtted to £0 wrth a bunch of other people to a ‘

condo 1n the mountams - hot tubs and whole blt 1 couldn t go and be that close ; Pam L

N e

states "I ask my f riends and they tell me they couldn U tell l have a colostomy Summarmng

thts Marge states "We dress up. We g0 out. That s all camouflage We re all very attractive

TN
.

' women camouﬂaged "
- Ilustrative though of the mdtvtdual responses to Stmrlar events is the f ollowmg

1 Marge Fhrtmg tt would boost my morale before Now it depresses me. | always ‘
. want to rush off. Like don't talk like that, I!m not a whole person lt 'S as lf I m -
3 masqueradtng as a real woman but I m not fa real woman] C

_1‘

" ‘Laura: You know I even got a few: wolf whrstles the other day downtown .‘That, .
used o0 bother me but at the ttme I felt hey. that s not too bad ‘ ;

{ Ttred of hrding her body Laura reveals to the group her plan to conf ront her f ears and‘ , .
~V challenges them to find . a way to do the same for themselves These are some exerpts from the‘

B conversauon "Has anyone come to deal thh how they look thelr sexualrty ina posrttve way

| l m talkmg about you and your mxrror not in clothes .1 want a real lee I want to~ .

E be able to be the way I wa‘s before wrth my husband I want to be able to take my clothes

4
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-

“off, . ’ It s not easy but we have to do 1t for ourselves . I should be able to start’ acting
.lllre a. real wife. " She then proceeds to tell them of the desensruzatron procq‘s she has, planned

to conquer her fear of her naked sensual sell‘

F. Mu'tilatiou — Destruction

In the strtrggle to gain"a new body~image ‘the»Women experienced their 'b‘odies as so.

altered that ‘they experrenced mutllatlon Mutrlatlon is what had occured to thetr bodres and

3 lunul such trme as a re- mtegrauon of the self and the body concept was achleved it" was

/

destructlon or fear of destructlon of the self that occured, These are Marge’ s word/\ Thts
- surgery destroys relatlonshtps because tt has destroyed me, Earlrer in the dtscusston I ref er o )
thc objecuf ted body — the split berween body and’ self A progressron in, the adapt@rron to
- bodrly assault lS the remtegratton of body and self The self may become def med by the body
partlcularly tf pnor to iliness the mdmdual placed a htgh prrorrty on physrcal attrrbutes or
- f uncttons It is as. though "I am my body and there is horror in what l ve become For others

there is a struggltng aooeptance Thrs is my body but who am 17" For others, even in the face

Ln

of fata] disease, body anmhtlatron it may not produoe the destructron of self but rather af firm

her own tndomttabtlrty

i

These are some, of the y’vomen's words:

"I find- myself repulsrve most of the time. . . . People bnly find me attfactiye because '
'theydonotlmowme L g B :

."l thtnk rt has totally destroyed my own sexuahty l do not thrnlr there is any way of -
. ‘getttngtt back " ‘ Ly ‘ ‘ iy ,

; "Well we're dtfferent now. There is this nucleus the world and then there is:
C deformed ‘people, freaks us around the outstde You can 't get back tn There is no;
y«waybackin"‘ ‘ ST R ST

I "When you have sueh a. poor body tmage you have all those doubts about your R
.- ‘husband. Even if you have no. right You feel so crumrny about yourself — how could R
anyone fmd you attracuye"" LA _} el 3 L

: ';;."l do feel altered I don t feel good about my body any more I was;’ up to the pomt' -
until yesterday. 1 didn't give a slut about where I was. going, Yesterday I-had a good

- hedrt'to heart talk with myself.... .1 gamed werght cause I didn't feel good about my. .
oL body. to keep hun at a clrstanee T m not ready to change my behavror yet but I m

R D

A 1“



lookrng at 1t Enough is enough and I' m wantrng sexual thmgs to be back
?

v

~"You know he s the One who muulated me and yet if it weren't for him 1 mrght not, be
ahve lt s a sort of Jove- hate relatronshrp [wrth surgeon and self],”

‘G, L(‘)ss
The most recurrent theme that emcrged from the conversanon with the women of the

P
1

study wa’s that of loss The women expenenced loss in the socfal, psychologrcal and physrcal

a A

realms of their ]tves Marge s words allude to the all encompassmg nature of loss assocxated

< with exenterauve surgery They aren t always that btg of thmg but when you add them all up

[

you've really. lost 2 lot The women speak of loss of " moblllty control tndependence

conftdence trust self -tmage sexuahty body parts bodrly functtons relationship role

energy, predrctabrlny and morale This theme pervades all of the other themes of the

‘exenterauve expenence It is as though the women in havmg pelvtc exenterauve surgery have L

grven up-a qualrty of life for an unpredlctable future. Cassel. (1932) in hlS commentary on the

nature of suf fer.ng tndrcates that losses associated with' illness can invade every aspect of the

mdtvrdual Hestates o L : o -

- Suf fermg is expenenced‘by persons, not merely bodies, and has its source in challenges
" that threaten the intactness of the person as a complex social and psychologtcal enttty

(p. 639) < .
. All'the aspects of personhood — the lived past, the famtly ] hved past culture

and society, Ioles the instrumental dimension, associations and relationships, the

body, the unconscious mind, the. political bemg, the secret life, the perceived f uture, -
' and the transcendent drmenston —are susceptrble to damage and loss. (p 643)

Perhaps the most obvtous concrete loss lo the w0men of thrs study is the loss of body e

Soe

ttssue — some whrch 1s dtseased and some Whlch 1s healthy The healthy part is sacnf 1ed in the
| hope of msunng that the cancer has been takcn f rom the body Earlter in. the dtssertauon the
' women 's words descnbe graphtcally the losses assocrated wnth thrs USsue loss and altered body
'functron Later in the exenterauve expenence the women had to deal wrth then‘ responses to the
"'loss of the man who had removed thetr organs and structurally had altered thetr bod:es and
who had offered a possrble cure He had not only deeply penetrated therr bodtes but was now

. eentral to' therr sense of hope and secunty For some he had beeome therr partner tn thls cnsxs. o



The severing of the relau‘onship by tht:'surgeon's‘relocatlon to another city was experienced as

another painful loss, The women's words indicate how extenslvcly they had woven him into

. their llves The loss ellcited more tﬁan fear of continuity of medical care,

"He's the one who's been inside my body."

-"It's a total dependency. . . You put evegything you Ve got into one person, . He
became more 1mportam ln my life than my husband, My life depended on hlm. '

\ \
471 felt like a dlscarded mistress, How can you walk out on me?"
] ! '
Only Pam, whose survival had bcen challenged many tlmes prior o exemcrative Surgery was

able to say: "It's hard to change but there is always someone there to replace him,"”

Central 1o the theme of loss is the expcnenwd loss‘tsf scxuahly As part of our North

' American culture‘ the women place an emphasns on performance, Sexuality is a complex

experience of self but it becomes reﬁef ined in terms of sexual function. The ostomies and the

loss.of the vaginal function with unsuccessful reconstructive surgery left the women focused on

- their limitations rather than their possibilities, Laura’s statement is: "I feel so much has

paopened down there. Is this a sexy part of the body or is this a problem in our lives,

ot

Evetything is concentrated. This is where the big deal is going on.” Then she says: "If my

o o ot . ] .
vagina wds the way it was, that would be enough, Everything would fall into place, Alternatives
just aren't the same. . . . I'm longing for it to be the way it was.”

_Thereisa loss of predlctablllty Normal is viewed as “the way it was before.” The body

G g,
N

has gone out of control before. It grew a cancer. The words could be: "when will it happen
agam" What else will happen without me havmg any control? My body has betrayed me, so
have the doctors in whom I trusted 10 identify medncal problems early in my illness. l@w

everything hz(s changed 1 now have to thmk about what I'm going to do and how I can,

- accompliste it. I no longer move about as freely or with as much confi idence or energy. I wonder

"about the future. It's hard to'plan. I get discouraged when I think about jt. Will I ever feel like

a 'real’ woman again?" For the-women Mia, | Laura, Marge and Pam, it is not simply'copiﬁg

" with innumerable losses 1t is acknowledgmg and gnevmg what has been. They suffer the. losses ‘

o ' v N
andmpanmoveon L A Qj

B
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H. Re-arrangement of Life Priorities ‘ } .
Pam, Mia, Marge and Laura each speak of the re-ordering and 'priorizing in their life
that has occurred since exenterative surgery, They have chosen not to participate in ‘particular

interactions, are often more focused in the present, and are more deliberate about their use of

.

time, ' u

Trivializing the Trivia .

Mia states; "Life is much more pleasant now, , . , Now it's not worth fighting over
‘lilllc things." Pam's Qords affirm this whén she says: "1 avoid argumnents now, 1 walk away,”
Sometimes the women fecl impatience when they flnd themselves in the mldsl of whal is
experienced as ln.vxalf One reflects: "the pct(y things pcople spend time on . . . leaves uskwith

the feeling — hell, it's not worth it." Another recalls: "some of the issues my friends talk.

about, ] think, give me a break.'l don't give a shit,”

An Enhanced Sense of Living in the Immediate Present

Pe‘rhaps‘bil's a f‘eeling of urgency, perhaps it's uncertainty aboul the future, o rhaps
lt s simply apprccxauon of thc moment bul whatever the motivation, eact¥of the women
express a philosophy of life lhal says: "Don’t delay Do it now. They speak aboul a shift that
has occurred duririg their illness. These are some of the ways the women have expressed ‘lhis.'

"None of: us are giving up and dymg We're Just saying this is the atutude we ‘e
approaching it with. Do what yoy can .vhlle you 're well enough todoit."

-

‘ "l m day to day now. I don't thmk what is gomg to happen tomorrow. I don't plan -
anythmg If I'm enjoying that day — I enjoy it.”

1 enjoy what I'm domg at home nghl now. ., . lllhink’ my klds have been without .
their mom long enough ' o -

"I travel because I'm gomg when I'm well enough

"You are Rappy with what you have . Before we wanted it dlfferem ll doesn t
. seem 1] much to matter. You take n as it comes.” . »

"I just enjoy bemg wnh my gtanddaughters



"Between the chemo we do 'things. We go to the park for a cookout or to the beach
and on the days I'm not well enough the kids come and color on my bed or read or
come into bed and we watch TV together. They jus‘t love to cuddle, so we do lots of

that.”
The -women each identify a significant external focus for them, For Marge it is the

work whereas for Laura it is to be at home for her children, Each of the women though

w0

“consciously choose where they want to focus their energy and attention. They discuss their

concern that without something meaningful “out there," they would focus too much on

themselves feel sorry for themselves and that was not how they wanted 1p use their time, As '

Pam says: llfc $ 100 short

1. Survival

N "

+ The choice to have exenterative surgery came out of a profound desire and will to

survive, The losses are encountered, tolerated, and eventually accepted all with a focus on a

perceived future. Hope dwells in this dimension of existence.

. Early- in the initial thematic discussion 1 refer to the perceived non-choice in

undergoing exenterative surgery. To survive supercedes all other considerations, Perhaps Pam's

statement "Thank God, I 'm still alive” underlines this, } :

There are times in the illness process when each of the women ouestions the quality of

their siirvival, like Marge's statement "I'm not sure I'd knowingly 80 through it again.” Or

Laura s statement: "the you've had enough time to be thankful for surgery — Thank God‘ o
l m ahve — all that beautiful stuff; it's not enough to be alive. I want a real life.” Each time, .

though that therr survival is threatened they choose to take whatever measures are neceSsary to

, conunue hvmg Laura dramatlcally tllustrates this with conunumg to choose what might be

consrdered drasuc mtervenuons Mta Marge and Pam observe her process admtre her

determmauon and courage fear the unoertatnty in therr own future but in Pam s words "I'd

do the same as I.aura justto sumve) , ' B

* . %

——

"
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J.\'Transcendence | ,

Each of the women acknowledges the reality of death in their own life. Sometimes the '
dealh awareness is more forefront than others. A new ache or pain, "bad news" — recurrence |
. ofrcance‘r in their own or a friend's body a special time she "wams to last forever”, someone
asking aboul next summer's plans are only a few of the lrrggers that begln the lhrnklng about

"life aflcr my dealh Each wants, her life to havc made a difference 10 lhe lives: and world
around them, They lookWo}fgr referred 0 as lhe lranscendcnl dimension in life; thal .
quality of being grealer or more énduring lhan an individual's life. It locates each of u‘s' in a far,
‘larger, landscapeA we might refcrv lo‘lhis‘ as sy‘mbolic immortality. Lifton (1979) states that it
~ involves the ’knowled'ge of death and "reflects a compclling, and universal l"nner quest for
continuous symbolic relalionship to what has gone before and what will 'conlinue after our
finile‘lindividual lives." (p. 17) The symbolism- may take'a variety of forms. !t may be
expressed through transmission of. cultural values and tradilions- lhrough biological
connectedness to the generauons that follow children and grandchrldren or through creative
works, those things that we do that others will remember us for. Each»of the women in the
study contemplates the meaning this has for her. They each express a desrre for a umeless
drmensron to their llf e, a connectedness 10 what has been and what will come after Lherr dealh

To pass on her German ways to nurture her children so that they would come 1o
know and apprecrate the tradmons of her homeland is rmportant to Mia. This focus intensif’ led .
after her exenterative surgery Il was as though there is an acknowledgement that the
| opportunmes were not hmrtless She wants her chrldren to remember her as a good mother
;‘ and hopes she wrll have the opportumty one day to know grandchrldren
Marge express'es a desrre to have her chrldren learn to act as'if she were not lhere In

" the event of her death she wants to know her cluldren can function mdependently thal aspect

. of her life that she S0 dearly clrngs to. She wants her children 10 understand thal in lrfe you

3

L

must "leam not to tum to’ anyone—- to' turn to yourself t ‘ SRR Lo
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Both Laura and Pam state a belief that their lives are part of a larger plan — God's

plan. Laura comments on her cancer:' "Maybe it was just me it had to happen' to. ... Maybe

that's just God's plan.” Pam states: "God's given me this time, almost eleven years 1 might .

o

not have had. .. .I've just got to see this done and this done."
Memones of therr ‘grandmother is what she's workmg on as Ram spends trme bemg

with and domg thmgs wrth her granddaughters Laura senses the influence she is havmg and has

had on her chrldrcn. She' too wants her children to have memories of their mother. Two years:

. after surgery and now with the recurrent disease Laura states: "I thmk about my chrldren 1

have a daughter who is two years old now I think, wrll she remcmber she had a mothcr"" Each‘

additional day provrdes the' opportunity for more memories and each one is worth flghtmg

L] .I °©
for. SO . Co \ N

K. Reﬂectlons on the Themes R
AS mterpreter of the four. women"s expertence of lrvmg with exenterative surgery, I
have endeavored to present the commonalrttes in meanings, srtuauons and bodily’ expenences

that were revealed to me-by. the women. Their expenenees may be viewed' as umque to the

-

phenomenon of exenterative - surgery due to the spectfrc challenges. that the illness in .

I3

e combmatlon with the surgery present to the women. Alternatlvely. though they are not umque

- The themes (structures) that emerged also speak to and confirm the underlymg structures that

others partrcularly the exrstentlahsts address as they focus on concerns that are rooted in an

tndmdual ] extstence concerns that often ‘come. to the forefront dunng times of personal :

\ ‘

,crises. Yalom (1980) addresses thrs perspectrve when he states

If we can’ brush away or "bracket the everyday world tf we reflect deeply on our
"situation” in the world upon our existence,-our boundaries, our possibilities, if we
arrive at the ground that underltes allother ground, we invariably confront the givens, ,
of existence, the "deep structures” . . . . "ultimate: concerns.” This, process of
reflection is often catalyzed. by certain ‘urgent experiences. These "boundary” or.
. "border”™ situations, as they are often referred to, include such experrenees as a
“-confrontation with one 's own death, some major trreversrble decrsron or the collapse ‘
. -of somelundamental meamng providing schema (p. 8) S T

It is not surprrsing that the cxenteratrve expenenee touches on other parallel expenences The o

0

. . .@
' %
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surgery may present an uncommon crisls but each of the WOmen encounters it with her own
historical background, her lmmedrate needs- and concerns and her percerved future; all of which
are rooted m a broader cultural context Thelr experience is part of the human condltlon
‘ There are parallels between the understandmgs arrived at in this. research and the
theoretrcal perspcctrves in exlstentral phenomenologrcal psychology, To explore these parallels 1
will turn f lrstly to the underlyrng principle of exxstenualrphenomenology ~~ Man and his wprld
are never separute ' Thcy are in conslam' dialogue This is often referred to as
embodxed bemg in-the- world Followmg thls l will endeavour to rllustrate the way in whxch
~ the women's experlcnccs address the "deep structurcs that are referred to in the existential
 literature. In order to do this I have' chosen to highlight th"e writings of two rnen who base, their

research and practlce on existential- phenomenologlcal concepts They are: lrvm Yalom (1978)

>

whose writmgs focus on the apphcatlon of these concepts to the practice of psychotherapy, and

R

Robcrt J. Lifton (1974, 1976, 1979)° who has extensrvely studied survivors of cnses-
‘(holocausts)' and employs- existential insights to understand the human struggle‘ with the
awareness of death in life.”

“The Embodied-Belngsin-th&World

Moss (1978) in his artrcle "Brain, body, and worldt perspectrve on body image" states:

_ For exxstentral phenomenologrcal psychology. the questron of who am I? is mseparable
from the question what kind of world- do I live in? To be at home with myself i is'to-be -
at home with my personal world. To be ill at ease with myself is to be ill at ease with _

- this or that region-of my -personal world. The continuous, essential unity of the

' individual, his body, and. his “world is ‘the basis. for the concept of . man as.
* embodied-being-in-the-world. 1n' this total structure no part can be understood in
, 1solauon from others (p. 92) : . S

Throughout the women 's descnptrons of thelr expenence one can sense the mtlmate_
mterconnectedness of the“ body, the self and the soc:al world The personal world has "
; body in space) the Elgenwelt (how I am myself m tlme) and the Mitwelz (howI am cmbedded '

. in mterpersonal agreements) (Keen 1978) lf we are to. come fo- an understandmg of the



women of thrs study, who each of them is for: herself and others we must explore what is the ‘
‘ meamngf ul orgamzatron of her personal world. |
Perhaps Marg‘e's state’ment "Thrs surgery destroys relatronshrps because it destroys
you,"‘ ‘most graphically 1llustrates the mterconnectedness of the Umwelt Elgenwell and
Mltwelt It was not the body that had been altered For Marge it was my body I am mutrlated
| l cannot relate to others thts way. lmtlally there was a depersonahzatron of the body.
Procedures were done to u——Brreﬂy this allowed the self-concept and the soctal world to remain
"‘ intact. The body may have been drsowned‘ as not. me. Her world had been orgamzed aroundj
havmg a functional vagma urcthra and rectum It is as. though she was now denied access to
her f: amrlrar world. The alterauon in the body must now be remtegrated into the personal world
that the body now mhabrts A perrod of reorganrzatron follows as each aspect of. her personal “
world ad]usts to the alterations. And 50" 1t 1s for each of the women We can begm wrth
’ .statements about any one aspect of the phenomenologrcal world and understand the women s‘
' experrence only as we account for the other aspects 'I‘here is both a crrcular and recrprocal

relauonshrp between an mdmdual and her world

Deep Structures

| Yalom (1978) ref ers to the deep structure of human e:tistence as "ultlmate.concerns"'

- the dread that underhes our exrstence He descnbes four ultimate extstentral concems death,

f reedom isolauon and meamnglessness lt is confrontauon wrth each of these facts of ltfe that

" | precrpttates conﬂrct for the individual. Death conoem is the tensron between the awareness of -
,- the mevrtabrlrty of death and the wrsh to contrnue to exrst Freedom is' the absence of extemal N

structures Freedom m the absolute sense rs a vord leavmg the mdrvrdual to be the author of .

hrs or her own world Exrstentral tenslon arrses as: one becomes aware of the sense of :

| ‘groundlessness wrth tts tnherent opportumttes of qhorce and responsrbthty and the desrre for

E ground and structure Isolatron rel‘ ers not only to mterpersonal and tntrapersonaﬁ 1solatton but

also to the fun df ental 1solatron that comes wrth the awareness that one enters exrstenee alone--‘-—- \
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‘and eyentually leavesl it alone ’I‘he conflict is theref ore the tension between awareness of this
| ulttmate tsolauon and one's desire for contact relatlonshtp and commumty, a wrsh to be part
'of a larger whole The f ourth exrstenual concern artses out of the tensron between meantng and ‘
- meanmglessness Whether one beheves in a preordamed destgn or not, each of us must find our
own meanings in life. )
- Each of th“e -,l"oifr' "ultimate concerns” appears 10 have btpolar themes death- ltfe‘
groundlessness ground tsolatton ~relationship, meamnglessness meamng lhave come to realize
that seemmgly btpolar themest far f rom bemg ltncar antagomsue dtchotomtes are crrcular“'
themcs — mergtng e@n overlappmg in levels of understandtng
1 mvtte you to reflect agam on the women's ltved expenence with pelytc exentcrattve
. 'surgery, For the women these "ultimate concerns” were woven through thetr descrtptlons of
' therr expertences lt lS not my intention to reanalyse the women's descrrpttve narrauves but
srmply o bneﬂy explore each of the concerns “illustrating it wtth the women s words Your
.own reflecuons may also highlight other tllustratrve passages f rom the women 's expenence
'Death. Ever present in the exenterative expertence ts‘ the tenston between the ‘awareness
of death and the desire to continue in lif e There may be parttcular urgent expertences when
each'of the women are confronted wrth thetr tmpendmg death (i.e., recurrence 'of disease, a
hemorrhage another s death renaI farlure) Often though the awareness of death is less '

. drrect and its ef fects more subtle..When- death anxrety butlds : each f] tnds her own way to deal‘ :
wrth tt She may be told of the possrbtltty of death only 10 deny 1t These are Laura s words .
"Even when they told me I dtdn t beheve them How dare theyx say such stupid- thtngs or T -

pretend it's happemng to someone else Somettmes though the death awareness moves closer —
"'Dtanne 'S death dldl’l t bother me. .. .1 dtdn)t know her lt was ltke watchmg TV and
‘ "f someone dtes If tt was anyone of you I'd be really scared and upset Laura has allowed the
o other to become part of her self her mitwelt Bef ore she could depersonaltze death now she was

T contemplatmg death commg to someone she knew someone who was a part of her world

| Others ftnd altemauve ways to plaee dtstance between themselves and death For Mta it is
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‘ becomlng’ more.and more 'lGerman doing thmgs the old way She states:- "l d ask myself
‘. why dl-dn't.l go’ home lt is a retreatmg tnto the famtltar that eases the tension of the ,
lunknown future or the mevrtable f uture Repeatedly the women expenence a partial death, A:
portton of them dres (brologrcally or soctally) and the remammg.self observes and gteves They
hve wnth the fear of further losses (deaths) whtle not only protectmg what remains but also

whrle partrctpatmg in creatrng newness (lrl‘e) in thetr personal world The most porgnant

' ‘tllustrauon of therr destre for ltfe is the dectsron ttself 0 have pelvrc exenterauve surgery

o There hf e and death strrve for ascendency Af ter surgery one can observe the focus'on life; the N
:destre for contmurty in the goals the women set for themselves those thmgs that are yet to be

© done (before death) — attendmg graduattons travellmg to Australra seeing grandchtldren

' havmg chrldren be old enough to remember Yet, through it all there is the reahty of death

'They exist srmultaneously exertmg therr mfluence on each woman

A

Freedom Inherent in the concept of f rwdom is the notgdn of the rndtvrdual s freedom

eate One s own li ‘ freedom to desxre to choose to act and to make persona'l changes .

lllness may. prectprtate ‘a rofound sense of helplessness and dtscouragement The ground" i
‘new and unknown‘ Often the challenge‘ for'the'women .of this study was to fmd ways of
: .tncreasrng thetr own ‘sense of power and control 'As Marge States: "You walk in there, so |
“narve They learned to ask questions to demand more rnformation to request time wrth thetr._ ,

physrcrans and to see. therr own medtcal charts Pam recogmzes the nwd for thts when she |

LR "I should have asked rather than take therr word for everythrng Laura further A |

“ tllustrates thts when she says "If you don t understand you keep on asktng They can come .

L :-to base them The most srgmfmnt chorce in thts expenence 1s the decrsron to have surgery The¢ -

" women expenenwd rt as a non decrston due to the percerved 1mmedracy of death Perhaps the' '

T-

o .‘L‘quesuon that most ratses the dread of groundlessness 1s "Why rs thrs happemng to me"" There : 3

e rs no answer but psychologically there rs a need to attempt to solve the questton Tlus perhaps 1sf ‘

' down to your level " lt is 1mposstble to make real chOtces untrl there 1s some ground on whtch ‘,

| the posrtive role of blamrng It rs more tolerable that thts ternble thmg has happened because of “ S

r\r _\. PN
N oyt
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‘ somethmg that has been done than to be at the _mercy of chance Eventually the question
_becomes How am Ito lrve wrth what has happened" There is a recogmtton that the why

unanswerable and that there are now chorces o be made as’ ltfe proceeds There are trmes

throughout the exenterattve experrence when the women recogmzc their chorces but are not yet ‘
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- prepared to take responsrbrhty for what their acttons could precrprtate Pam's words tllustrate -

* this when she States: l feelrneglected l should be the one o mmate~~t0 say "l wantto

" sleep wrth you tomghtl Somethmg in there stops me, Change is bcgrnmng when one recogmzes g

"

" there 1s a decrsron that can be made As Laura states "lt was easier 10 be fat and ugly and not,

‘ have 10 dcal wrth it [husband and sex] l m not ready e} change my behavror yet but I'm'

‘ lookmg at ll 1’ ve got 10 come to a dectsron Enough is enough Thus, the~struggle continues
‘ between the freedom to choose and .the -awarkness that wrth ‘chorce comes responsrbrlrty
"Sometrmes to will oneself to act is drf ficult.

lsolatlon lnterpersonal tsolatron is generally - experrenced as lonehness and is the

isolation from other tndrvrduals. lntrapersonal rsolatton‘occurs when one parttttons off parts of ‘

oneself (1 e, drsowmng a body part strfhng one's feehngs or desires, burytng one's potenttal)
There is an even more basrc isolation that belongs to exrstence — an rsolatton ‘that persrsts

'desprte the most gratrfyrng engagement “with other tndtvrduals and desprte consummate

"

self - knowledge and mtegratton (Yalom 1978, p. 355) Confrontation wrth death and f reedom ‘

, wrll undoubtedly tngger the expenence of thrs ulttmate tsolatron They brmg wrth them* the |

‘ awareness that no one can dre for us. and that ul.uma-tel-y we choose our own posture to: ltfe

: through our relanonshtps or m our mabthty to feel "whole wrthrn ourselves — when we no X

—_——

o longer feel at home in our bemg Marge S, words hmt at 1t when she says "I stood outsrde my ) .

v house and sobbed because I couldn 1 get back in. She teaches her chrldren ‘ "leam not to tum.‘ -

relanonshrps can ehmrnate rsolanon 'Ehey may co exrst Bugental ( 1965) states that a human‘ '

‘o ) . .‘ .'..

LA
-

v Often rt is dtfftcult o’ verbahze thts sense of exrstentral 1solatron It becomes known to us ‘

) o to anyone —_— tum to yourself Her leammgs may come out of a desrre to. guard agamst f urther' : o

R ‘v‘parn and betrayal or they may come out of her own hfe experiences of. alonenes§ No

.8



' bemg s basic rnterpersonal task is to be ‘at onee "a- part cof and a- part Srom™ (p. 308) As |
.reﬂected on mterpersonal 1solatron as 1t was experrenced by the women of this study, Marge s ‘
words graphtcally lllustrated the dynamtc mterplay between lsolatton and af f iliation, There is
lhlS nucleus the world and 'then there is deformed people f reaks us around the’ outsrde
There is both tsolatlon from the world and aff) lllatron wrth us around the outsrde Each of .
the women speaks ol‘ her own sense of 1solat10n and her longing f or relattonshlp The perceived
quahty of the: relatlonshrp with therr marltal partner 1s a srgmflcant factor in therr pelvic
exenteratrve experrence Sometlmes the 1solatron anxiety that emerged as they felt alxenated :
f rom thetr own body could be reduced as others not only acknowledged but made physical -
‘contact with them and the " non-existent zone of thetr body The challenge ol‘ relatronshrp is to o, "
learn to relate to another wrthout glvmg way to the desrre to slip out of 1solat10n by becomrng -

]

‘part of that other. But’ onelmu‘st also learn to relate to another‘ w1thout reducmg the other toa

i o

toolr a“defense against isolation (Yalom 1978 p. 362). The confrontauon wrth therr own
htologrcal ,ftmteness the pervadmg sense. that ultrmately they were alone in thls crrsrs the :
© constant challenge to re- evaluate therr pnorrtres and the desrre to continue to be in relatronshrp
k wrth others are all part of the women 's expenenee | |
Meanlnglessness Jung (crted in Jaffe 1970) commented "Meamng makes a great
many thmgs endurable — perhaps everythmg (p 146) How does one have meamng in life?
-Do ‘e ascnbe meamng to thmgs and expenences" Can we seek meamng" Do we drscover
\ meamng" Alternatrvely perhaps lrfe has no meamng (Sartre 1956) Frankl (1963) would clatm
; that meamng 1s essenttal for hfe Yalom ( 1978) states "one who possesses a sense” of meamng
f‘ | expenences lrfe as havmg some purpose or functton to be fulftlled some overrrdmg goal or "
‘ goals to whxch to apply oneself (p 423) The women s parttcrpatron m thrs study grew out of |

':' their destre that others could benefrt and learn from thetr shanng of therr experrence Pam ‘

: states "Maybe l can help someone else too Each woman estahhshes what 1s meanmgful for

B her, workmg. bemg wrth chrldren or grandchrldren berng a good mother What 1s rneamngful

o .:_‘-vshrfts as the women s hves are altered by t? surgery Mra rllustrates thrs when she says- "You o

\:..
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are happy with what you have Bef ore we were always [a thoughtf ul pause] you know we had to
‘have a second house You have to save and make some ‘more. ... we wanted it different, It

W doesn L seem so much to matter You'take it.as it comes Some shifts are not easily made The

I3

surgery may have brought about losses in bodrly f unction or mteractronal patterns that were :

experrenced as central to a meanmgf ul lrfe Laura states "1f my vagma was the way it was,
that would be enough Everythmg else would fall into place.” Or Marge speaks of separatmg
from her husband so he lS "free 10,80 10 another relauonshtp wrth a full woman Frankl

(1963) speaks of three meanmg Systcms (1) creatrve — what one accomplrshes or gtves to the

| world in terms of one’s creauons (2) cxpenentral — what one takes from the world i in terms of

IS

' encounters and experlences' ‘and (3) attitudinal — one's stand toward suff enng, toward af ate

-

~ that one cannot change One can. sense the rmportance of bemg creative in Laura 'S words

"Some relatlves keep me as an mvalrd One has to do what one can, , . .1 have to lmow I

" can do thmgs I've always done Her words also speak to the meamngf ulness ol‘ mdmdual

encounters "On the days I'm not’ well enough the krds come into bed They just love 10

v

'fcuddle so we do lots of that." And again her words resonate as she shares her bellel' about

what she must do "1 thmk it is my duty as'a wtfe mother daughter and f nend to go on as

,long as l can. I' take my hfe.any way l can get rt"' And so it is for each woman it is the

.
'

meamng that is there rrr the events of her life that grves her a lrfe story rather man merely a .

o hfe chronology It is her autobrography — her srgnature on lrfe

'v Survrvmg thﬁe’Cnses

l!\

P : ' . v ' . ‘ B ‘ . |

e

”:"'«"‘ W‘he expenences of four women Mra Laura Marge and Pam are the basls ol" this‘ L

| "“study They are the ones out of a group of eight women who are contrnumg to hve wrth the

.rmpact of pelvrc exenterauve surgery They are survrvors er ton (1976) descnbes a survwor an .

N

one who has come mto contact w1th death in some bodrly or psychrc fashron and has htmself‘ ‘-‘ o
: _-\iremarned ahve (p 114) Llfton (1976) has focused much of hts professional career on the ) _{_

o stuqy of the survrvors of what he terms extreme hrstorrcal srtuauons mvolvmg vrolence and“ _.‘,':1“



n‘tasslve dc‘ath" (i .., the bombmg of Hrroshtma and the Vtetnam war) (p. 26) He further
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states that man s task is to develop concepts tmagery and symbols adequate to gtve a sense of .

sngniflcance to hrs experience (Llfton et al 1976, p. 52) This inner. lmagery lS seen as

‘

' tmportam in shapmg a person 's evolvmg vrslon of self and the world They are mner gurdmg‘
f

‘plctures that are constantly changmg throughout the lrfe cycle Llf ton proposes an evolvmg

'dynamlc model of life- death tmagery orgamzed around three sets of opposrtes (1)

\
v

»connectton separanon (2) movement - stasis, and (3) )megrrty drsmtegrauon Life i images have,

'

: aspects of connectedness movement and mlegmy Death 1mages are assocrated with’ separauon

" . slasis and dlsmtegrauon. These images respond to changes in one 's personal ;,w0rld. Lifton et al, -

(1974) state: e e

If the condmons of a person 's life suddenly change death lmagery may intensif’ y Al a

‘a number of times in the life cycle there are “critical points” — major transitions that
" occasion a flare-up of death imagery. When the changes have to do simultaneously

with one’s own body and with the social world in which one lives, then one may easily .

lase confidence in the belief that’ anything is defi inite or teliable , ... There seems to ~ .

_ be nerther a comfortable world nor a known self (Lifton et al., 1974 P 52)
At thcse ttmes of cnses as the death rmages s;em forefront we also quest for forrns of
. mtegnty movement and connecuon that affirm life i in the face of death o I .
Survrvors are confronted with the. psychologrcal ‘task of accepung thetr loss and

"‘contmutng to ltve The grief pefsists unul new tmages and feelmgs take shape that allow the loss

to'be aocepted and a new f ormulauon of self and the world to be achteved How closely hfe and a

' death lte tn our bemg In allowmg the "death" to be complete there lS the opportumty for o

’ .renewal Perhaps the most untversal rehgrous symbohsm 1s that of death and rebtrth The image

L of rebrrth fmdmg ltfe ancw is mseparable from hope The conunmty of ltfe 1s an evolvmg

¥
[

‘ ;-;serteSofdeathsandrcbtrths TR }, B X oo ‘-: o
. ‘ As the women of thrs study speak of therr expenences wtth pelvxc exenterauon they
v ‘-":speak of thelr pam thelr struggles thetr fears 1n ways that parallel Ltfton s nouon of death

| unagery You hear thetr expenenee of bemg éeparated of bemg cut off frorn thetr known self

‘- ] and world an recalls "I was so lonely. It was just that nobody came I thmk what rt was : o

f — they all said I couldn t wouldn t ever survxve " In another realm Laura s words also

i

L

v
s

,0,



. 1llustrate her hved expernence of separateness from the self she knows and longs for: Strut :

. losses into one's expenence L thal a new formulauon of self and the world is arrlved at. The '

®
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‘there rs no way I ll strut around the room ylth po clothes on or wrth my two httle bags hangrng‘ o
' ‘around me, l don t thmk I ll ever do that in that way. . l don't feel about mysell‘ the way I

drd,before The women descrlbe thelr feelmg of being resmcted in their movemem —_ a sense v

of stasrs T hese are Marge s words: "ft upset me havmg to lean S0 much on Daryl havmg to

Jean and depend SO much on someone else Pam states; "1 don't have the energy 1 used to."

Laura 1llustrates how one can forgel about lrmuauon only fo have your body remmd you," I

' ‘never conscrously thmlr 1 have any llmrtauons thal l m not llke everyone else now | gCl 50

. ‘mad funousl) mad that I have to change plans for my bowels Perhaps the most prol“ound

'r
5 .

sense of death lmagery comes whcn -one experlences thal not only has her known world ‘

drsmtegrated but that there 1s a btologrcal dxsmtegranon occurrmg These are Mla ) words*

-

"The cancer came totally out of my control and 1 came completely out of control too, 1.

dndntaslrforn R ' Lo L ‘

assoclated wrth it, they also speak of. thelr hope, therr anumpauon of a future and therr. K

t '

en]oyment and apprecnatron of their- now. As mentroned earher the challenge is 1o mtegrate the

, death rmagery can have a re- creatrve funcuon As healmg (physrcally or psychologrcally)
occurs. the connectedness movement and mtegnty of lrfe 1magery become more f requent The

. .'women whtle feelmg drsconnected from the normal" world have a sense of commumty w:th,

[

. others who have had srmllar experlences Mia reﬂects thxs when she says "l found them really' s

st ‘"-gbod at the ostomy assocnatron Margearecalls "l dont know whether its comradeshlp or,

Even while the women 's words reveal thetr experlence of death and the lmagery.~

s suffenng together that kmd ol‘ tlung You know we were both gomg through srmrlar thmgs .

: "But it dld help me 1 Just felt uplrfted by talkmg to her Each of the women descnbe in therr,l . .

"own way a connectedness that has developed w1th thetr husband or: l‘amrly through thls crisis. . ¢

These are Marge s words. "The whole experrence has brought us’ very close together and made l;

i us appreciate eaeh other more Certamly I ve learned to apprecrate hun much mofe. Like

'.,ﬂ‘,“ .‘.g“ ' el T ‘l""'
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A

we're in this toécther." Pam states: "We argue less, . . . It's paying off. Doug's not the samic

person he was two years ago,” As energy returns the womén begin to. turn to activities that are
important to them, feeling less r(‘slricu:d by their bodies, Marge states: "' r]n getting so tha(

now I can go to a party and stay unul I decide to go ;athcr than when my b?dy dccides Even

when her body resmcti ber, Laura's words 1lluslrale how she focuses on llfc and movement,
N\ ) ]

"Even though 1'm not fcclmg grcat we go to the park or to the lake 1 like 10 go for plcmcs ‘

with the children. We take a lounge and I can lie there. We 're thére together,” The focus on life
has become more finely tuned, Priasities are establishéd and 'Lf)eny things” are not worth

taking time for, Pam states: "IT 1'm cmoymg that day — I enjoy it} . . . ]'*ve had eleven years

e

| mnght not* have had. Its faith and posmve wjmg, Mia reflects: "1've so much to be

thankful for — a stable home, family, dapghlérs doing well, pénsion, income, and a loving

husband. Somcday 1 want to hold a grandcmld ' o
Thc lmagcs of life and death entwine. l.auraspcaks Tﬂc} S no good—ume to die.
| look at others though and I feel better. I have my husband and my children.” The challcnge

thcn is to affirm life images after havmg been in conLact with death; to become more than Just

- genuine transf ormauon requlres we ‘experience’ our annihilation in order to prevem it, that we

'confrom and. conceptualize both our immediate ctises and our long range possnbxlmes for

renewal " (p 149) We may come 0 recogmze that every signifi 1cam step in human experience

involves some inner sense of death — dymg to the old in order to embrace the new.

- ! .
~ A , . .
. B .
o, B . v

y) . . N " . -
' In adark timé S . : i
The eje' begins to see. v

" Roethke (1982)

.a survnvor It is not only to remaln alive, it is to feel alive, Lif lon (1976) states “"Ultimately,

a



EPILOGUE: REFLECTIONS FROM THIS SIDF. OF THE RESEARCH |

Like the classical Greck actor called upon at the conclusion of the drama to speak directly to
e
the audience, 1 100 will speak briefly. not to conclude the drama (for most surely it continues);
but to reflect on the process that allowed me to explore the meaning of pelvic cxenterative
surgery in four womcn's lives, 1t is a gripping drama that did not allow me 1o sit comforlably‘
in the audience and observe jt. There was power in the horror and there was power in the hope.
.1 felt drawn to participate. The research grew out of the ‘question, "wha( is- life like for a
woman who chooses 1o, have pelvic exenterative surgery?" | wanted to grow in undc;rslanding of
‘her experience, The question poin‘led 0 a fnelhodology that would allow the women's
experience (0 guide the research. Thus, I chose a phenomenological approach as my questions
were what and how, not why. "What is the experience?” "What arg the meaning;?" "How do

"~ women live with it?" The writing of this dissertation, a communication of the, women's

-

experience with cancer and exenterative sufgery did not come easily. I was on new ground. My
academic preparation had been to do enlpirical research. Now, 1o Acommunicale my
undemandmgs rather than'to report the results, was my intent, In thxs study the rcadmg and
re-reading, writing and re- wntmg 1mmersed me'in the women's cxpenence ovcr and over agam
The methodology demanded my xnvolvement. » ,
Early i‘n ‘the"resea;ch process 1 had the opportunity to be'in attendance throuﬁhout one

of the women's surgery. 1 had never been awake in an operatmg room before. ] watched as
" the surgeon \gced his hands on her abdomen prior to her being surgncally draped for the
" operation.-I have no 1@? what was occurring wnthm him. He,appeared _meduauve and his touch
seemed almost like a cOnsecreatidn before he opeaed her. Im‘tially during the surgery I could -
stay. physmally present m the’ room only if 1 depersonahzed the process. Standmg directly by her,
\head 1 stopped myself from lg‘okmg allernately at her. face and then her body I sxmply
observed what was oocurrmg to the body As the surgery progressed 1 found mysclf askmg
.
I 5 -

. . 3
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" inwardly, "How much can be removed before the self is lost”" {This question would shout

again in my being when Laura S cancer recurred and she would have her right leg and a portxon >

o of hcr pelvis removed.) 1 stood in awe as organs and tissues were removed — understandmg

that they were now diseased but also being aware of the miracle of the intricacies of the body —

the miracle of, hfe It was 1mportam to me that each of us in the operating room might be

—_

honoring the preg /usness of what in order. 10 O‘Ter the possibility of contlnued life, was

t

bemgtaken away. In a matter of hours what had taken'years to develop and reach maturity was
gone. I l'ound mysclf speculatiné on the dWelling place of the human spirit, for to my untraincd'

eye, the porlnon of the body lhat was now exposed looked litle different from other. ammal

bodies when they :were opened and eviscerated It is four. years "later now; “some of these‘

observauons‘ and quesuons still haunt me.

« v

Asl reﬂect on my involvement wrth these women my hope is that thrs research honors
th&r courage and thetr despair; their strength and their f ragrhty thelr hope and their fear, all
of whrch they revealed and entrusted to me. The research has ‘uncoveredmany aspects of the
women's experience and yet what is essential to the experienee may"still remain hidden. What
has been learned? What is it like fi or a woman ‘to’have exenteratr\’e surgery" The quesuons pomt
to the open -endedness of the reSearch — the layers of understandmg to be explored. So fn a

r

sense the quesuomng is not frmshed lt cannot be. finished. Quesuons spring from the
v understandmg - '

The research emerged out of the questlon - "What is it like for a woman who chooses
to have pelvic exenterauve surgery?” The word that now - penetrates as I hear that quesuon
 within me is "chooses ‘Chooses implies a'decision has been made. The decision to have-
‘exenterauve surgery is far more complex than what the ratronal decrsron making process}
encompasses.—;léheﬁh"‘tf&deeth may negate the possrbilxty of choxce The research has
~_highlighted the questions — "What is mformed cohseﬁt“" and "How do we assrst these wornenh

m haking an enhghtened choree"" I' believe that an’ enlrghtened chmce mvolves havmg‘

_information about the nature of the treatment proposed mformation about ‘altemauves

I
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presemation<of the risks and benefits associated wnh both, and an opporrumty to speak about
life style patterns and values SO’ that the consequences of the choices can be explored. Above all
&ll requrres\an artitud&on behalf of .the medical personnel that there are joint decisions. to be
made, The r;rocess requires a‘dialogu‘e. 1t ‘req‘uires committing time to be present 1o the women,
offering support, hearrng queslions', repealing inf ormation and resr)ecling .individual patterns,

; Anolher question lhal arises is one of meaning. For me it is not only the existential
quesuon "Whal is the meaning of life?" But more the quesuon i$: "What lS meaningful
life?" and it pomls toa wrllmgnesslto hear the individual's mlcrprctation. 1 also lhink‘: "What
of those womcn who chcose not 1o have surgery?v.Whjar is their quality of life?"

As 1 reflect ‘on the research, 'l)musl‘ also ask, "What is good adjuistmem lo‘(hc
surgery?" Often the emphasis is o’n(coping.‘ not lon grrcving. What is normal in gricf often gocs
conirary to what we think of as good adjustment,‘Grief often makes others uncomf ortable. I
am aware | 'view life as a gift that is meant to be enjoyed not simply enduredv Grieving'is a way
beyond endurar.ce back into the enJoymem of lif e. Grieving is pivotal in the heahng process. lt

is the deep recognition of the loss that opens the ‘possibility for renewal

Srgmf icant in each woman's adjustment to the surgery are her “parmer's responses to

te

both the 1llness and the 1mpact of the bodrly alrerauons His support is critical as she atrempts
to reconstruct her concept of herself and her world An rmportant quesuon may be "What is
the lived- expenence of men whose partners undergo pelvic exenterative surgery"" I ‘hear Pam
saying: I wish our husbands could get together with you as a gr0up and talk about. how rhey |
are feeling. I don t know whether they would do rt but 1 sure thmk it would help.” o
My mrent is not to refiect on all the events of the research .process nor all the
implicauons.on quesuons rhat arise from it. I have hrghhghted some aspects- that speak to my
being in-the-world as the research evolved It has been a challengrng. emotional and rewarding
process I have been ennched by the women 's grf t of opening thelr expenence to me. I of| fer it
10 you — to explore your understan‘afrgs to cr&te your meamngs and to mfluence your

[y

" actionss ..

-
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. APPENDIXA

. CONSENTTOPARTICIPATE ' . .

RN

vt s . .

in a research study concerned with understanding the life
experience of women who ‘have under'gone a pelviC" v
exenterauon for treatment of persrstent pelvrc cancer.,

Thrs research study conducted by. Beverley Edwards of the Umversnty of Alberta

Faculty of Graduatc Studtes Department of Educauonal Psychology has been explamed to me.

t

1 agree to parucnpate nr the study 1 agree to be mtervrewed and to descrrbe my hved experience

A}

wtth pelvtc exenterauve surgery 1 understand that some mtervrews wrll be recorded on audio -

l“

tape I- also recagnize that ,previous conversatlons pnor to the dating of thts document have

occurred with the researcher I agree that this inf ormatton may be mcluded in the descrlpuon of

: thts llfe experrenee ln enehaﬂge—l‘ understand that w1ll recerve fwdback about the study

outcome when rt 1s completed
l f urther understand that
. Atry quesuons I have about the study will be answered by Beverley Edwards
All lnf ormauon is conf tdenual and my 1dent1ty wrll not be revealed
‘ My pamapauon is voluntary and I can dtsconunue my parucrpatmn m thxs study at any . B

o ume

i
o

On the basrs of the above statement I

agree toparucrpatemthe abovestudy o R

e



