National Library

Y

The quality OfIhIS icroform is heavily dependent upon the
. quality of ‘the oridnal thesis submitted for microfilming.

ery effort has been made to ensure the hlghest quality of

LT producl\on possible.

e

-
If pages are mlssmg contact the university which granted
the degree. , *

- _
Some pages may have indistinct print especially if the
original pages were typed with a poor typewriter ribbon or
if the. umversnty sent us an inferior photocopy.

' Previously copynghted%atenals Uournal articles,, pub-
Iished tests, etc.) are not tilmed

Reproductlon infull orin pa*l of this microform is governed
by the Canadian Copyright Act, R. &C 1870, c. C-30.-

“

NL-339 (r. 88/04)

Blbllotheque nationale

I3

of Canada - "du Canada o . ; .
Canadian Theses Service  Service d s théses canaliiennes : * . \/
C ‘ORtawa,.Canada %\ ~ A
K1A ON4 g
- i ’ N\
. - v < 4 » :
&
— Q .’ 3
. .
W
, v
w 3 ! 4
-~ NOTICE ) AVIS N
" N .
-

alg qua%tig de cette microforme dépend grandement de Ia
qualité Je la théde soumise au microfilmage. Nous avons
tout fait pour assurer une qualité supérieure de reproduc-
tion.

RN
\

Sl manque des pages veuillez commumquer avec
lumvers:te quj a conféré le grade.

La qualité dimpression de certaines pages peut laisser a
désirer, surtout si les pages originales ont été dactylogra-
phiées a l'aide d'un ruban usé ou si l'université nous a fait
parvenir une photocopie de quallte inférieure.

Les documents qui font déja l'objet dun drout d'auteur
(3fticles de revue, tests publiés, etc.) ne sont ‘pas
microfilmés. ' e :

La yeproduction, méme partielle, de cette microforme est
SO m|se a la Loi canadienne sur Ie droit d'auteur, SRC
19v0, ¢. C-30. .



N ' - 46 .
THE UNIVERSITY OF{XLBERTA

R o
/' LIVING WITH CHEMOTHERARY: PERCEPTIONS OF HUSBANDS

& by

@PATRICIA SHARON WILSON
&

N

~ ATHESIS
* SUBMITTED TO THE FACULTY OF GRADUATE STUDIES AND RESEARCH
IN PARTIAL FULFILLMENT QF THE REQUIREMENTS FOR THE DEGREE

OF MASTER OF NURSING .

N

FACULTY OF NURSING

3 . EDMONTON, ALBERTA .

FALL, 1988
G



Permission has been ‘*granted
to the National Library of
Canada to microfilm this
thesis and to 1lend or  sell.
copies of the film. _

The  author (copyrighé owner) ’
has reserved ,/5ther
publicagion ,rights, and
.neither the thesis nor
extensive extracts from it
may be printed or otherwise
reproduced without his/her
written permission.

<

ISBN

-a
|

-~

L'autorisation a été accordée
4 la Bibliothéque nationale
du- Canada de microfilmer
cette thése et de préter-.ou
-de vendre des exemplaires du
£film.

L'auteur (titulaire du droit
d'auteur) se réserve les
autres droits de publication;

ni 1la thése ni de 1longs
extraits de celle-ci ne
doivent étre imprimés ou -

autrement reproduits sans. scn
autorisation écrite.

"

‘

0-315-45577-2

3



S
. THE UNIVERSITY OF ALBERTA
RELEASE FORM -

NAME OF AUTHOR: PATRICIA SHARON WILSON
“TITLE OF THESIS: LIVING WITH CHEMOTHERAPY:
v . PERCEPTIONS OF HUSBANDS

DEGREE: MASTER OF NURSING
YEAR THIS DEGREE GRANTED: FALL, 1988.

[y

Permission is hereby granted to THE UNIVERSITY OF ALBERTA LIBRARY to

reproduce single copies bf this thesis and to lend or sell such copies for private,
- scholarly or scientific research purposes only.
The author reserves other publication rights, and neither the thesis nor extensive

extracts from it may be printed or otherwise reproduced without the author’s written

~ permission.

(Student's permanent address)



s

I was angry at [my husband]. Iknew I shouldn't be, but I was.
knew it was awful for him too. Iknew that the relatives of sick

dying people have their own hell, and that sometimes it is a more
barren, lonely place than the hell of the person directly hit. I was"
perfectly aware that [my husband] shared the horror of my illness
without sharing any of the rewards. He suffered and he was afraid, ,
but no one pitied him, visited him, brought him presents, or made

him a star. Stardom in a hospital bed was small compensation for -
having [breast] cancer, but it was, as they say, better than nothing.

At least it gave me the right to be tempermental. ,

excerpt from Rollins, B. (1976). First, You Cry, New York: J.B.
Lippincott, p. 111. .



. \(; ‘ ’ ) N -
THE UNIVERSITY OF ALBERTA.
FACULTY OF GRADUATE STUDIES AND RESEARCH

ol
»

- The undersigned certify that they have read, and recommend to the Faculty of Graduate ©
Studies and Research, for acceptance, a thesis entitled LIVING WITH .
.CHEMO"I‘HERAPY: PERCEPTIONS OF HUSBANDS subﬁitted by PATRICIA

' SHARON)NESON in partial fulflﬂrﬁent of the requirements for the degree of

4

MASTER'OF NURSING.

DateZz/MMM// 1988 -



T

.. husbands during their wives' chemotherapy treatment for cancer. o \

ABSTRACT -

]

Chemotherapy, one of several methods used to treat cancer, has the potential for-

: causing distressing and uncomfortablz side effects Thls study explores and descnbes

the expenence of 11v1ng with a wife undergoing chemotherapy from the emic

~ perspective of the husband. Unstructured open ended face-to-face or telephone
interviews with fourteen informants were utlhzed to collect qualitative data. Data was

™ also obtained from the diary of one informant. The use of grounded theory facilitated

the generation of a three stage theoryt the threat, the fight and the veteran. These three

stages depict the process through which a husband expenences his wife's

" chemotherapy treatment. Recurrence of the dlsease begins the process agam

Buffering is the process by which husbands protect, simplify and reduce the stress of

day-to-day life for their wives, and it involves fwo active components: constant

vigilance and cognitive action. Husbands experience fear, stress and anxiety in -

response to the unpredictable effects of chemotherapy and (€ changes that occur within
the‘marital dyad. Their experience is influenced by repetitive paradoxical responses in
wich self—contradictions, such as, guarded optimisfn, prevajl. The husbands' coping
strategies depend upon pereeived Control: hbope, the degree of _responsibility assumed

for the.side effects suffered by their wives and their ability to be an advoczite for their

wives.

Addjtional study is needed to explore the inettning of fear-and the expression of

anger. Both are paramount for understanding the copi_ng ’str'ateéies of .hu:sbémds during

—
. —~—

their wives' chernotherapy. Itis also'essenﬁal,_that health care providers understand :

how husbands perceive control and how the lack of communication affects their coping

strategies. Asa result, more supportive measures might then be implemented for

AN
=
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I. INTRODUCTION

i Statement of thel;roblem

Cancer is a feared, life-thr.eatening illneés (Abrams, 1966). One in thr=e Canadians
will develop cancer during their life and will have a 40% chance of a ﬁVc-year survival
(Canadian Cancer Society, 1987). Although the response rate to t'reatment (ie.,
chances of a oure) is improving, the diagnosis of cancer continues to convey a threat of
"~ intractable pain, hopelessneés and a prolonged period of Yvasting away before death
occurs (I{IagSB.rom, 1983). Itis likely this nvegative connotation of diagnosis reflects
'thevlack of control over the disoase and the fact that one cannot alter the coufse of the
disease by changing personal oehavior (Abrams, 1966; Quint, 1963). This image
per51sts even thou gh more advanced and successful forms of trgatment, such as,
chemotherapy, have prolonged survival. We often assume that longevity is always a
desirable goal and that ne'ver methods of treatment are "good" and "desirable."
However, the roality is that newer treatment modalities carry many adverse ahd
sometimes unrelenting side effects over which the patient has very little control. It
oeoomes imperative that ways be found to heip patients and their families live with the
side effects of treatment in order to enhance the quality of life for the patier’lt.;

Chemotherapy is one of several methods used to treat cancer. Chemotherapy is
advantageous for the patient because it is most often given ih an outpatient department
and the patient can remain in the}'r hon:e environment and still retain conﬁol over the.o
decision to contmue working (King & 'I‘aylor 1987). Chemotherapy is advantagcous
for the health eare system in that health care costs are reduced (King & Taylor, 1987)
~ When chemotherapy is gwenmmeatment for cancer, the illness is characterized by
 relatively stable, non’symptomatic periods between treauncnts’ and acute symptomatic |

episodes during the period of time the chemotherapy treatment is administered. While



syrhptom_atié vpen'bds hecessit‘ate immediate action, nonsymptomatic périods ﬁ:qucntly
cxhibit ‘residual effects lef: over from acute symptomatic episodes. Therefore, cancer
‘ meef§ the criteria for chronic illness (Epp, 1986). For health care providers tr;ing to
m_&t the needs of tile patient and_family,\thc impact and co-existence of both the acute
and chronic aspects of chemotherapy freatinent f:l.ncer r_ep'rese'nts a challenge.
Chemotherapy ié mostly administered during the intenncdiate stagé of .advancing |

cancer. This stage of life with cancer involves intégrgting one's lifestyle with the
illness and has not been adequately ’réSAearch:d by nurses. Most of the research
regarding psychoéoéial responses to chemotherapy reflects ;}de traditional medical

mu- el and focuses on the sick person. Recently, more investigators have begun to
focus on the needs of the family. The intermediate stage represents a penod of ime
when social relationships, family relationships and one's perspectives on life and health
change (Parsons, 1977). Itcanbe a ;'ery disrupting fime for the patient and the.
members of the family (Weisman, 1979). For example, altered communication patterns
may occur whicﬁ interfere with the-family's ability to exchange informaﬁon and
| resources with each: other (Lewis, 1986). Increased role tension and interpersonal
conflict and tension have been réport;d by t}he marital dyad, and an increase in the
pati_ent'é symptoms increases the emotional tension for other family_.members (Klein,
Dean, & Bogdonoff, 1967). | °,
| Increashg numbers of patients receive chémotherapy on an outpatient basis and
return to their home environment after receivi'ng treatment. Patients and their families
organize their day-to-day lifestyle around chemotherapy treatments. ‘The altéred pattern
in the organization of family l‘life is especially important when one considers the length
of time ’ov_c':r which chemotherapy is given. Although the important role of the family in

meeting the needs of the patient with cancer has received considerable attention in the

research literature (Giacquinta, 1977, Hampe, 1975; Kristjanson, 1986), the needs of
| . o »

~



the famﬂy as théy experience the chemotherapy treatment for cancer has reccivedv véry_ _

_ little attention Family concerns are primarily for the comfort of the patient, arid these
concerns revcal that health care prowders need more information about the family role
in supporting cancer patlems as well as approachmg the family with a caring attitude.
Famlhes rank their own needs as mfgnor and less important than patients. Veq little 1s
known about how chemotherapy affects the day-to-day lifestyle of fami'ly rﬁembers or
how family members affect the impact of the illness for the patient. 7

- Chemotherapy has the potential for dis&esé‘mg and uncomfortable side effects

.because itis destructivé to 'no‘rmal cells as well as cancer cells. Indeed, patients have
indicated that minimizing the side effects is the most problematic area of geatment
(Lauer, Murphy, & Powers, 1982).. Weisman and Worden (1975, 1976) found that
patients who can express their concerns and accept support from others are more able to.
cope with their illness trajectory. The s.pouse isvoften the most important person
influencing the patient's respbnse to the cancer and the side effects of treatment
(Fernsler, 1986; Giaccjuinta, 1977, King & Taylor, 1987). Patients also derive support
from spousal cdmmunication (Chekryn, 1984). For the fémale patient, her husband is
frequently an active participant in caregiving (Wellisch, Jémison, & Pasnau, 1978).
Thus, a woman will be mor’e likely to turn to her husband for assistance in maintaining
her physical and emotlonal well- bemg durmg chemotherapy treatment. Husbands place
a high priority on their w1§;es adJus,tment to mastcctomy and adopt a protectwc
guardian. role (Sabo ' Brov/vn‘ & Smith, 1986). The husband becomes the most
important pivotal source /for mamtammg family life within the home, especially during
periods when side effccts disrupt the w1fe S role within the farmly The cancer |
experience is stressful not only for the patient but for the spouse who is attempting to |

provide support for t}ie patient (Goldberg, Wool, Tull, & Boor, 1984, Sabo, Brown, &

- Smith, 1986). Because a husband is such an important influence affecting thé

e
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responses of the patient, it is 'irxgportémt to discover how the family, and in particular,
the hl_isband, copes with the chemotherapy process. The ultimate outéome is to
enhance the quality of life for the patient and-the family as they learn to live within the |

limitations imposed by the cancer and the effects of the treatment for cancer.

Purpose and Rationale
The purpose of this research is fo explore the huébé.hd's cxp.crience during his
wife's chemotherfl/py treatment. The described cxgcriences will be devglop.ed into |
patterns of behavior§ which caﬁ then be assessed by nurses. In order to provide
effective nufsing cate, nurses rﬁust clearly understand the husband's experience and the
?;ctors which influence the husband's expcrienceb during his wife's chemotherapy
treatment. This study providesfa bz\gi_s /f\gg gnderstanding the experiences of the
husband whose wife is receiving chemotherapy treatment for cancer from the emic
perspective of the husband. The signiﬁcance of this research is to provide inlformaﬁon ‘
that will enable nurses to effectively plan and implement nursing care strategies that
will assist husbands in developing coping strategies while their wives are undergoing

chemotherapy treatment for cancer.



. REVIEW OF THE LITE]%ATURE
( /

Cancer fepresems an abrupt and feared assault on the well -beiné of the patient and
the family. As a result, the diagnosis of cancer disrupts and altcrs family life. The
purpose of this-review is to augment and elaborate on tﬁc husband's experiencc. of his
wifé's chemqtherapy treatment for cancer using empirical documentation of spousal -
r:sponse to the diégnosis and tréatment of cancer. Mostof the literature dealing with
‘spousal resporise io cancer was non-Tesearch based, and althou gh thé\/literatufe
identifies personal coping strategies dealing with the effects of caﬁcer, the lack of
systematic rigor in problem definition and research methods represents a gap bvetweven
the anecdotal and the research literature. In this chapter, research literature from
nursing, family, chronic care and other health related fields are reviewed while the
anecdotal accounts are éxcluded; ’ .

~ The presence or absence of sécial support for the patient is a crucial factor.in the
patient's adaptation to cancer. Patients who lived longer tend to maintain cooperative
and mutﬁally responsive felationships, especially during the terminal stage of disease
(Weisman & Worden, 1975). The spouse must not be overlooked as the poter_m'al
primary social support"for the patient (Cherkyn, 1984; Smith, Redman, Burns, & |
Sagert, 1985). The pattern of the patient's adaptation tq cancer is not independent of
the marital relationship, and the spoﬁse is often the key to the patient's success or
. failure to adapt (Dyk & Sutherland, 1956). It is this researcher's contenﬁon that the _
spouse faces tremendous difficulty when attempting to proilide support for the patiént. -

' Several deficiencies were noted in the research literature. Often the sex differences
of sﬁousesWéte not reported. When investigators examine spousal rcsp_dnse, this lack
of riger leaQes one assuming the expex'ierice"is fhe same for Both the husband and the

wife. Therefore, unless sex differences in spousal response are reported specifically,
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these findings indicate that the spousal response for husbands and wives are
1nterchangeable Investigators who focus on the husband‘s expenence and the

~ non- panent experience do’ not clarify the mterv:evwng techniques utilized for data
collection. Those who interviewed the couple as a unit do not discuss the limitations of
this approach. For example, one partner may be fearful of disclosing too much in front
of the other panner, Or One partner may assume cont191 and speak for the other. If and
when this occurs, the investigator fails to understand the experiential q:eaning of the ‘
experience for‘ea'ch of the partners involved.- Many of the reported ﬁnciings are base&ﬁ ‘
on small sample sizes usmg tools of undemonstrated reliability and validity.

i,* For the purpose of this dlscussxon the research studies under review are divided
into categories according to the stage of 1lIness, site of cancer, treatment gf cancer and 4

I

side effects of chemotherapy treatment. Selected concepts inherent in the spousal

response pattern are also reviewed.

Selected Concépts Inherent in the'Spouse Response Process

Many of the concepts asspciated with experiencing cancer originate in the literature
on chronic illness which fdcxjses on the interaction of the individual, family and -
environment.c4"ancer has been considered a chronic illness, and as such,‘these '
concepts are important for understanding the cancer experience.

Coping &

Coping has been de{med as any effort to mana'E(-S demands or conflicts that tax or
exceed the internal or external available resources a pe%son has at hand (Folkman &
Lazarus, 1980). Copmg strategies are multidimensional in that they occur over time
and are affected by salient variables such as stress, the environment and individual

personal characteristics (Panzarine, 1985) Clearly, stress is an important criterion

influencing copmg abxhty lees of cancer patients have been shown to experience
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greater stress, helplessness and physical health prz)blcnis. They neglect their own
health more than wives of myocardial infarction patients (Vachon, Friedman, Formo,
Rogers, Lydall, & Freeman, 1977); Family members report difficulty with
concealment of feelings, acquiring information and coping with helplessness
(Northouse & Northouse, 1987). '

Stress is a complex process involving constant cl_lanée (Lazarus & Folkman, 1986).
The acknowledgement of stress depends on’ repeatedly observing the interaction of the
environment a‘nd.thelperson, over time (Lazarus & Folkman, 1986). In a stressful =
B encoﬁnter, both problem-focused and emotion-focused coping are 1ise_d, and
cbﬁgeptualizing coping solely in terms of defensive or problem—solv'm g actions is
inadequate (Folkman & Lazarus, 1980). Problem—focﬁsed coping.ipcludes seeking
information or help and inhibiting or taking direct action. Emotion-focused coping
includes using humor, avoidance, detachment or blaming behavibr (Folkman
Lazarus, 1980). Men persevére in more problem-focused coping longer &ﬁomen,
but they do not differ from wngen in using emotion-focused coping within similar
situations (Folkman & Lazarus, 1980). Family members focus their attention on the
needs of the patient énd deny their own needs aswell as thoughts of the future (Parkes,
1975).

Marital rgéﬁonships are important for harmony in the family life. Maritai tension
creates illness and sorﬁatic symptoms in the well spouse a. iis exemplified by

N
nervousness, fatigue, role tension, anger and depression (Klein, Dean, & Bogdonoff,

t

1967, Sc'hrnidt', 1978). Spouses of myocardial patients demonstrate role tension with '

‘ covert an ger_‘and bitter’neés becéuse!,ekpressibn of ;esentmcnt of increased role demands
is pexccivcd as being harmful to the patient. Spouses become overly protective,

| anxious and dep‘reéséd- (Stern & Pascale, 1979). Tension in thc'mar_ital dyad is.

stressful for the well spouse (Klein, Dean, & Bvogdonoff, 1967; Schmidt, 1978; Sterﬁ

&

S



& Pascale, 1.979). Maﬁtal difficulties found to occur before illness escalate during
| convalescence (Flor, Turk, & Scholz, i987). Well spguses fear talking about the fatal
. aspect of the illness and cope by decréasing communication with the paﬁcnt (Stern &
i’ascalc, 1979). Two indicators of social support, pefccption of family‘cohesivehcss
and the amount of social contact, have direct effects 091‘1 coping and indirect effects on
adjustment of the patient to breast cancer (Bloom, 1982). Bloom (19&2) concludes that
_the coping _rriediates the relationship between social suppoft aﬁd adjustment for patients
with breast cancer. |
Social Support As A Buffer” -‘-5‘) A
Lazarus (1966) identifies a threat as the crucial variable affecting?;:ychological
stress. ’A threat is any situation which a person evaluates as being harmful or
potentially hannfulI. This paradigm focuses on the individual's perception of the
situation.. Thus, the individual who perceives a lack of control, suchas, when a
“harmful situation is perceived, experiences greater degrees of psychological stress. The
model developed by Lazarus (1966) describes coping behaviors for dealing with stress’
which are aimed at reducing or eliminating the threat or altering the perception of thé '
harmful situation.b |
Soqcial support, a characteristic of the social situation, buffers the effect of stress
(Revénso_n, qulman, & Felton, 1983). Social support acts as a buffer by changing
- the perception an individual has of a situation, by enhancing the individual's coping
abilities or by reducing the individual's degree of reaction tg, the situation (House,
» 1981).4Social support acts as a buffer for depression (Woods & Earp, 1978) ancis 1e

. "y
fear of recurrence (Northouse, 1981) in caneer patients. On the other hand, womén

who experience mastectomy assert that the social support extended to them is
: ‘¢ -, .

t

inappropriate due to the mistaken assumption that her most salienTcontern is the loss of

I ~ her breast rather than the fact that she has cancer (Peters-Golden, 1982). Social

%
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’ ) o/
support, in the form of a planned counselling and information program enhance the
adjustment ‘of'patiems after breast surgery (Bloom, Ross, & Burnell, 1978).>
- Husbands with higﬁer levels of social support have fewer adjustment difficulties

coping thh their wives' mastectomy, particularly during the immediate postoperative

- period (Northouse, 1988). Husbands of cancer patients receive less support from

health care providers than patients and gain more support from their wives than from
family or friends (BeIl, 1986; Northouse, 1988). The>success of marital adjustment to
cancer was better for those who expressed satisfaction with their relationship before the
cancer episode (Lichtman, Taylor & Wood, 1988). The rel'ationshipl between the breast
cancer patient and her husband seems to be especially important to the patient's
emotional adjustment (Jamison, Well‘isch‘.& Pasnau, 1978; Lichtmém, Taylor & Wood,
1988; Vess, Moreland & Schwebel, 1985a, 1985b; Weisman, 1979; Weisman &
Worden, 1976). The most frequently expressed need of farmhes caring for the patient
with cancer in the home is the desire for a place they could go outside the home to
d'iascuss their fears. bThis clearly in,di‘cates the family's need for social Support oﬁtside
the home environment (Hinds, 1985). Spouses often deal with double anxiety as they
listen to the patient while experiencing their own anxiety and their own incréasing sense
of aloneness (Welch-McCaffrey, 1985). | ‘F
Chronicity |
If one defines a chrohic' illness as one requiring prolonged adaptation and havin g

iifestyle lumta%ons then rccelvmg chemotherapy consntutes a chronic situation.

Cbronic 111ness in one partner increases the responsibilities in the home for the othcr
(Ekberg, Griffith, & Foxall, 1986). Couples who are able to work together
collabf)ratxvely to manage chrpmc illness are lee to prevent, \s?lve or cmcungvent
problem:s associated with the\rlllncss (Corbin & Strauss, 1984). -Spouses do experience |

symptoms of depression, anxiety, fatigue and role tension during the patient's illness,

{
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Thus, illness cxcrts& changing effect bon farnily members who do not have the illness
(Goldstem Regnery, & Wcllm 1981; Klein, Dcan & Bogdonoff 1967). In spite of
bemg together with their wives almost cﬁnstantly, spouse burnout in husbands
produces feelings of uselessness, wanting to leave home, lonelincss and social isolation
(Ekberg, Griffith & Foxall, 1986).

Chronic pain also impacts on family members. When examining the effect bf
chronic pain on the spouse, Rowat and Knafl (1985) found increased symptomat_olbgy,
feelings of alomler_less, helplessness and ﬁnéei‘tainty as to ;ﬁat to do for fear of f:ausing
harm to the patient. Sppuses with high distress scores describe environmental changeé,
éuch as, keeping the stress level down, as copi}lg strategies designed to protéct the
patient from undue stress and to decrease poténtiall 'pa.in. Husbands who havel been
dealing with the chronic pain for a longc;.r time period and whose wives continue to
work exhibit lowewistress scores. Spouses with lower distress scores report using
avoidance or ignoﬁng behaviors to cope with the patient's pain. Foxall, Ekberg and
Griffith (1985) found spouses who live with chronic illness of longer duration '\:vith
partial or total disability do not adjust well. Loneliness and social isolation arefound to
be attributes of the lower adjustment process. Chronic pain produces considerable
chaﬁge in marital and sexual satisfaction (Flor, Turk, & Schol‘z, 1987). The dysphoric
m'god of spoﬁses is diréctly related to their perceived negative appraisal of the patient’s
pain, lack of life control and maﬁtall‘dissadsfaction (Flor, Turk, & Scholz, 1987). The
central theme of the chronicity hterature is that of uncertainty in relauon to the
adjustment to chronic pain and the unphcat:ons for family life.

Normalization ,
Normahzauon 1s a term used to descnbe how families attempt to manage their

A
family life when one member is ill (Knaﬂ & Deatrick, 1986). Normahzatlon can be {,{x )
o

deﬁned using four characteristic behaviors: 1) acknowledglng the existence of the



impainnent' 2) deﬁning the family life as. essenu'ally normal; 3) deﬁning the social
consequences of their 31tuanon as rmmmal and 4) engagmg in behav1ors designed to
demonstrate the essential normalcy of the farmly to. others
' Thorné (1985) 1nterv1ewed fam111es copmg w1£l1 cancer and found they focus on
K normalcy. They value normalcy and percetve themselves as mamtammg it through
| strategic choices. Families artlculated a shared belief system or philosophy, a coping
style and a successful "positive attitude" Wthh tegether merged to develop their umque
sense of nonnalcy and d1gmty when adaptmg to and managing the cancer experience.
‘ Antncnpatory Gnef

Anticipatory grief is a;rocess which provides-a means by which an mdrvrdual
vrehnqu1shes a key person and fills the voxd created by that person s death even though a
bereavement has not been expenenced (Avenll 1968 Lmdemann 1944, Welsman '
1979). Antlcrpatory grief is either a positive or negauve adapuve response to
impending loss and provides a r{:hearsal for the bereavement role (Siegel & Wemstem
1983). Itis cited as a normal and expected component of coping; however the
process of how it mamfests itself in famxly members is. not descnbed (McCorkle &
Donaldson, 1986; Welch 1982). One i mvestlgator utilizes a sample of adults from all
stages of cancer progression and finds anticipatory gnevmg begms at dlagnog\s and
remains throughout hfe (Welch, 1982) Factors affectmg ant101patory gnef in farnxlres
1nclude hospitalization on a specialized oncolog;umtorpast experxence wrth death of
an immediate famtly member (Welch. 1982). A limitation of the anticipatory grlef

research is found in the consistent sampling of elderly and bereaved who do not

constitute the experience for other populations.

Stage of the Disease :

Cancer is described as having three distinct stages: the diagnostic stage, the
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intermediate or middle stage and the terminal stage (Edstmm & Miller, 1981). The
emphaisis of research is on the initial, late and recurrent stages. Thereisa scafcity of
documentation con<erning spbtisal response during the intermgdiate stage of cancer
progression wher cher. .otherapy is commonly axiministered Research focuses on
spousal response to treatment rather than on the coping strategies of spouse; or thé
management of daily activities in the home. The stage of disease affects the degree to
which the spouse assumes the patient's role and the amount of tension created between
‘ thé mafital couple ‘(/Jamison, Well@l’asnau, 1978; Silbgrfarb, Maurer, &
Crouthamel, 1980# Wellisch, Jamison, & Pasnau, 1978).~ Families of cancer patients
perceive cognitive needs such as informatien giving to be the most important in all
phases of ihe cancer illness (Tringali, 1986).
Diasnostic Stag;

During the diagnostic lstage, spousal depression is reflected in their lack of social
- interest outside the nuc_léar family (Goldberg, Wool, Glicksman, & Tull, 1984).
Uncertainty over the patient's readines‘s to die,' existential concerns, personal
restlessness an ' anxiety are also described (IGerminq, 1984). Existential concerns -
| ‘encompass those aspects of personal vulnerability associated with the purpose and
méaning of life, death'and the dying prdcéss (Lewis, 1986). Spbusés express fear )
about the uncertainty of the disease progression, specifically during the early and late
stages, fear about the future and fear associated with the uncertainty of waiting ( Gotay,
1984; Wright & i)yci;, 1984). Waiting is described as a lack of control (Bell, 1986).

Hospitalizatioxi produces family responses of fedr, anxiety, distress at observing
symptoms, absorp’tion with getting infoxmaﬁion and wairing (Welch, i981b; Wright &
, Dyck; 1984). Lovejoy ( 198:6) found the\‘ specific responses of s‘hock, uncertainty,
: acciominodation, immersion and awateness. Uncertainty evokhés helplessness and '
© negative embﬁbns, such as; guiit, fear or anxiety. Accommodation represents changing

X

7



13

- priorities and activating coping strategies. Immersion represents a process of
heightened sensitivity and fusion with the patient which results in the family member
neglecting himself. Awareness is an awakening when preparation for the future begins
and control of the reality of the situation is regained.
Recurrent Stage |

Spog_sées whose ill partners are dealing with recurring disease are uncertain about
the fh,t(ﬁre, have existential concerns, express anger and feelings of injustice and )
exkperience anticipatory grief (Chekryn, 1984). The primary concern is feaf of
recurrence (Bell, 1986). When these fe.eling's become part‘of the spousal reality, they
produce tension concerning the future disease trajectory, even though many feel
re‘currencc fosters marital closeness (Chekryn, 1984). As the disease pfogr_esses
watching someone suffer from pain, fatigue, weight loss or nausea is difficult Mﬁght
& Dyck, 1984). Spouses need to be kept informed of changes in the patiént's ..
condition and to be reassured of the patien.t's comfort (Wright & Dyck, 1984). The
need to be with the patient, talk to the patient and be heipful to the patient dominates the
actions of the spouse (Wright & Dyck, 1§84).‘ Patients find it difficult to talk to their
spouse when they do not share the sAme meaning concerning recurrence of the disease. -
In spite of this and even though they are unable to openly share feelings about having-
cancer or about bereavement issues with their spouse, pa_tienfs do récognize the
important role of spousal support. Patients readily talked with the interviewer, and thif
exemplifies their need to communicate With someone (Cherkyn, 1984). Patieﬁts with
reéurrent cancer are equally distressed at the times of initial djagnésis and djaign'osis of
re:urrence. They do not find recurrence to be more distressing than the initial diagnosis
(Weisiaan & Worden, 1985).
Termin.1 Stage |

Severa! investigators interviewed spouses during the terminal stage of illness

1



(Dracup & Bfeu, 1978; Hampe, 1975; Hb’well, 1986; Stetz,1987). The terminal
illness of a partnér is the most stressful life event for Spouses. They need to be with
their partner and to be kept informed of their parmar's condition (Hampe, 1975;
Howell, 1986). Spouses experience decreased health and disturbed thought processes
which progress to feelings of helplessness, fear and a need for personal emotional
support (Grobe, Ahmann, & lstrup, 1982; Howell, 1986; Krant & Johnson, 1978;
Stetz, 1987). Spouses are often told of the gravity of the illness before the patient, and
although the patient should be told, telling the patient is dependent on the spouse
(Hinton, 1981). This added responsibility constitutes an added stressor for the spouse.
Spouse caregivers in the home experience the personal demands of standing by and
managing tr.2 household, finances and physical care of the patient (Stetz: 1987).
Husbands are reluctant to get involved with the physical care of their wives and cope
poorly with physical care because of their fear of causing harm (Dracup & Breu, 1 978,;
Hinds, 1985). The responses to observing the patient and standing by helplessly make |
spouses realize the need to find a way to cope with their inability to alter the patient's
illness (Gérmino, 1984; Krant & Johnson, 1978; Sietz, 1987). When patients are
hospitalized, spousal concerns relate to the unmet comfort needs of the patient and to |
lifestyle changes, such as, concern about being alone (Hampe, 1975; Howell, 1986)
Conﬂxctmg research ﬁndmgs regarding communication between husband and wife -
raise questions about the need to discuss and share thou ghts about dying between
partners. Spouses share in giving and receiving emotional support to the exclusion of
other family members (Hampe, 1975). Hinton (198 lv, 1980) reports that
communication about impending death made nc difference in the closeness of the
| couple's relations‘hip. Evidence suggests spouses hv;ve been unable to vent their
feelings with health professionals, and this lack of opportunity to talk with someone

outside the family impedés their grieving process (Hampe, 1975).
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Bereavement issues are reported in sé_vcra] studies. Krant and Johnson (1978)
found that \’;/hiie é majority of family members think of t};c possibility of the patient
dying most have not discussed this with the patient. The discussion with the patient is '
inﬂuenf:ed by whether the patient believes dying is imminent and whether the patient
and the family member understand what is happening. No published data were found
to demonstrate that the inability to discuss these issues with the patient alters the quality
of life fo; either the‘patient_ or for the family merﬁber. Families who have poorer
Communi%ation patterns between family members and the patient, do not want the
patient to die at home. The family members want the health care system to be
responsible for patient care. Hinds (1985) reports that family members express fears
related to dying and dealing with the patient's fcar of dyirfg. Although they seldom .
~seek assistance family members need assistance to deal with their 6wﬁ and the patient's
fear of dying. Giacquinta (1977) found that family responses in the te.rmina.l stage Of’
disease include impact, functional disruption, search for meaning, >inuform‘i.ng others,
engaging emotions, reorganization and framing memories. These findings suggest a
procéss of reminiscing and reframing of thoughts about the person who was ill.

"Throughout all of the stages of canqef progression, the fear 6f death ‘arlld uncertainty

_prevail (Germino, 1984; Gotay, 1984; Krant & Johnson, 1978; Welch, 1981a). This
-review of the literature indicates that frequently patient and spousal needs are
non-convergent or out-of-phase with each other (Germino, 1984; Gota‘y, 1984; Lewis,
1986; Northouse & Swain, 1987). Unfortunately, the liferamre dealin} with the |
spouse is based on patient information obtained with questionnaifcs. It appears the
researchers have been using the wrong data to répresem spousal experiences. This is
relevant for nursing assessment and nursing intervention with families of cancer
patiznts because the target and scope of most intervention is focused on the patient's

\-;sb
needs and not on those of family members, such as, the husband. Stetz (1987) was the

\
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first to report a distinction between the difficulties experienced by husband versus wife ’
caregivers and found husbands are most concerned with the day—to—day management of
the household and finances. The lack of research concemning the experience of the well
husband and the existence and differentiation of the husband's or wife's .response to

" cancer represents a gap in the theoretical literature. Without specific research
concerning the husband's reSponse:, effective nuréin g infcrvenn'ons designed to help thg

husband cope with his wife's cancer and chemothérapy experience cannot be rigorously

tested or utilized in clinical practice.

Site of the Disease
The rr;ajor thrust of previous research focuses on the psychosocial impact and
coping responses of husbands when their wives have breast cancer (Asken, 1975;
Klein, 1971; Lewis & Bloom, 1979; Wellisch, Jamison, & Pasnau, 1978). The Cfff;C[
_of breast cancer on marital relationships has been studied extensively, with inconclusivé

findings. For example, the longer, more stable marriage may show less strain

(Jamison, Wellisch, & Pasnau, 1978), greater strain (Wellisch, 1985) or ma): improve -

after breast caficer (Bell, 1986; Gates, 1980: Grandstaff, 1976; Leiber, Plumb,
Ger: ng, & Holland, 1976). Couples whao have an unsatisfactory‘marital‘
relationship before surgery are more vulnerable to problems after surgery (Wellisch,
1}98‘1)..‘ Lichtman (1982) found that when maﬁtal discord occurs it was due to differing
views regarding adjustment and coping strategies. In one study, wives notice either no
; change in their husbands fol~lowing‘survgery 6r a positive cl?ange, such as, being more
considerate, affectionate and supportive.(Bell,'. 1986). There is no»evidence m the I
| literature of any négative changes in husbands' béhavidr from the wives" perspective.

An interesting phenomenon in .. communication pattern of spouses is illustrated

by the double bind situation (Gates, 1980). This no win situation is one in which the

{
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- husband is given ¢ - radictory messages concerning\sexual contact. The husband is
thwarted in an attempt to provide reassurance to his wife through sexual contact and
becomes frustrated and feels rejected angéyictimized. The husband distances himself
from his wife in order to defend himself. '[%is results in the husband becoming
distressed and the wife losing her support syStem.

Only one longitudinal study was found which interviewed husbands of cancer
patients who had undergone mastectomy (Pfefferbaum, Pasnau, Jamison, & Wellisch,

1977, Wellisch, 1981; Wellisch, Jamison, & Pasnau, 1978). Most husbands are not
included in the decision-making regarding surgery and wish' they could be more
involved. Husbands who are involved in decision-making are more support'ive and
fesolve the emotional impact of mastectomy faster than their wives (Wellisch, 1981). A
disturbing finding is that most of the husbands suffer from some form of
psychosomatic reaction, such as, changes in their appetite, sleep pattern, weight,
fatigue or some form of work related difficulty (i.e., lack of concentration). Unable to
adjust, some husbands find their marital relationship deteriorating. A large number of
husbands report their sexual response is affected. Maguire (1981) found periods of
stress to be highest for husbands during hospitalization and surgery. Anbther stressful
time for husbandé is when 'vie,wing their wives' ﬁudc body for the first time after
mastectomy, and many never see their wives unclothed after the mastectomy (Wellisch,
‘1981). Husbands are reported to be as distressed as their wives following mastectomy
(Baider & De.-Nou_r, 1984; brthouse & Swain, 1987). For families, better adjustmént
is predicted by more expres{iixeness and less conflict and moral-religious orientation
(Spiegel, Bloom, & Gottheil, 1983). Families cépe with metastatic breast cancer with
conspiracies of silén'ce often found to be more harmful than beneficial (Spiegel, Bloom,
& Gotheil, 1983). | | |

A OPerst and James (1985) interviewed couples where one spouse hat surgery for
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bowel or ge;litoun'nary cancer. Well spbuses report exhaustion and disruption in
lifestyle brought about by the need to take the patient to hospital for further treatment.
Well spouses report being uncertain about the efficacy of treatment, especially when
improvement is not dramatic. Rarely helpful with physical caregiving for long periods,
spouses are found to be most-helpful during initial homecoming from the(hdspital.
Husbands expreés a need to be constantly cheerful and hopeful for the pa;ient, which
escalates their anxiety and interferes with their ability to cope with daily activides. As a
result, husbands experience én]bivalcnt feelmgs of anger and guilt. For example, they
respond with anger because often-they hdve actual physical symptoms of distress of |
which their wives are vinually unaware. Guilt is evident when husbands think of
themselves rather than concentrating all their energy on the patient, and some question
their own self-image as a ;good person. Well spouses perceive a lack of support from
all sources, including health professionals.

7 "Spouses of paticnts who have undergone abdominoperineal resection with
colostomy react i{} a ménncr simila} to that described above (Dyk & Sutherland, 1956).
Spouses conceal their fearsf,}fﬁnimize the danger of disease progression and encourage
hope for the patient. The needs of the patient dominate and the goal of maintaining the
patient's self-esteem is expresse:i. Many spouses have not seen the colostomy due to
the patient's shame and modesty and bgc'ome annoyed at the social seclusiveness of
their wives. Husbands who see the ostofny are not as repelled as their wives are of
themselves. |

Cooper (1984) imerviewed coupleé experiéncing lung cahcer ahd_ fouhd spouses do
not share their fears with patients, report increased signs of stress and do not share the |
patient’s perception of closeness in the marital relationship since diagnosis. Spouses

experience loneliness, helplessness, anger, hopelessness, vulnerability and guilt. Hope

_1s important io spouses because it indicates the disease is treatableHelplessness is
3 AY \ :
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associated with "empty-handéd_ness" <\)f-"t}.1~e lack of control over the disease

progression. When considering social support, spousés and not patients, are more apt
to reach out to others outside the nuclear family for'support and/or someone to talk
with. Quinn, Fontana & Reznikoff (1986) found spouses of lggg cancer patients coped
by us}ng wish-fulfilling fantasy, self-blaming denial and emotional expression.

These findings suggest the needs of spouses may be unmet and overlooked by
health profeésionals. Most of the literature focuses on the patient as an isolated
individual and overlylfﬂﬁ“é' éoncurrent response of family members. The revealed
vulnerability of the spouse is in direct obposition to the key role of supporter and
* provider which health care providers expect him to take within the marital dyad and

within the family system.
-~ Treatment of the Disease

Surgery %/

The most common treatment mb’ ality in the research literature is surgery. Surgery
represents a physical assault on the'bod)’r which may not nf:ccssaﬁly have a succeszul
outcome. Husbands involved in decision-making about[the choice of sur-gery offered
for breast cancer are less anxious and depressed both pre-operatively and
postoperatively (Morris &’Royle, 1988). Therefore, involvement in the treatment

- produces less stress for husbands. Husbands find the hospitalization period to be most
stressfui due to feelings of exhaustion and role strain as they struggle to fulfill work, |
hbme and visitation responsibilities (Oberst & James, 198‘5; Northouse &- Swain,
1987).or due to the emotional shock of the possibility of their wivé‘s' death (Grandstaff .
1976). _

Aft-j,r hospitalizétion, Oberst and James (1985) found the disruption in lifestyle and

the role change needed to deal with the disruption is accompanied by increasing anger

'
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and resentment. Incidences of illness and somatic complaiﬁts escalate from fatigue to a
multitude of physical problems. A significant finding is t_hat spouses expend:nergy
worrying about their wives' symptoms while wives are unaware of the distress
husbands experience. Many husbands hide their distress, while others want to be
noticed; but they also feel they cannot burden their wives with their own probJems.
When considering the efficacy of surgery as a modality of treatment for cancer, Oberst
and James (1985) found that unceftain;y begins to increase as postoperative tirglc
increases. Baider, Rizel and De-Nour (1986) found that husbands are less satisfied
than wives with the surgical treatment during the hospitalization.
- While the emofional distréss of patients decreases, spouses experience incr_éasing
emotional distress as postoperative time progresses (Oberst & Jémes, 1985). Although
. Wi\}es had bowel surgery with resultant ostomy, spouses have no feelings of
st gmaﬁzation toward the ostomy although they report a reluctance to iell others because
of feelings of sdgmatiza;jon toward the cancer (Oberst & James, 1985). The spouse is
of prime importance to the ostomy pz;n'ent coping with an altért::d body image. This is
particularly evident in relation to resu‘mpti,on‘.of normal sexual activity (Dyk &
| Sutherland, 1956; Gloeckner, 1983). A substantial number of spouses react with féar‘
of injuring or causing pain to the stoma after surgery, and this affects resumption of
sexual activity. These findings indicate the need for further research to identify |
variables affecting the husband's response postoperatively so that effective nursing
interventions can be planned to decrease the emotional distress experienced.

The double bind situation described by Gates (1980) is reflected in the findings of
Oberst and James (1985). Husbands feel increasing emotional distress and become
angry at their wives for being so egocentric and not perceiving the distress eXperienc_cd
by their husbands. Once angry, husbands become overcome with guilt feelings, which

- in turn make them more attentive to their wives in order to absolve the guilt. Grandstaff
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(1676) defines a pattern of husband response which includes denial, anger or
frustration, depression, a sense of grieving or mourning and fear in which the
TESPONSES are intermittent and often cyclic in nature.

W}ﬁle wives are hospitalized, husbands feel they are well informed (Oberst &
James, 1985). However, unless they accompany their wives to follow-up
appointments, they have no access to the physician, and their only souree of v
" infomgnation is throu gh their wives. S?puses experience distress, anger and frustration
at the lack of support, especially from health pro_fessiohals.

Chemotherapy »
! Chemotherapy may be used as adjuvant therapy or as a primary treatment modality
for cancer. ‘Marital relationships, particularly in relation to communication and
adjustment to receiving chemotherapy, have been the subject of research investigation.
There is a paucity of research exploring the €xperience of either the patient or spouse
during chemotherapy, and response to_chemotherapy is described entirely from a health
provider pefspective. : |

-Hart (1987) found family members describe the need to change the @es of
activities they share with the patient due to side effects experienced as a result of
chemotherapy The greatest stress for fam11y members is associated with the mmal
diagnosis, and the least amount of stress is experienced by those who have been 11v1ng
with the diagnosis more than twenty months. Spouses want more mformanon about
the chemotherepy and the probable course of disease progression, and they look to the*
physician for this information. Once a phyéician is chosen by a couple, spouses report
they believe that they must trust the physician. This implies spouses feel chemotherapy
1sa situa_tion in which they have littleb control (Cooper, 19845. Physicians inform
famil ¥ r__r_zembers of the diaghosis and the fzfrniljr responds w'ith. feelings of helplessness

-in dealing with the prognosis. Family coping responses are aimed at eliminating or
T '



reducing the ant101pated threat and only 2% of the coping responses are behaviors
a1med at a]termg the perception of the threat (Cooper, 1984). Family members
consciously advocate actual behavioral responses based on.the reality of the threat
rather than denying or ignoring the existegce of the ‘thneat.. When chemotherapy
patients are depressed, they seek out nonfamily significant others (.e.,a friend) to
share their feelings with, and Hart (1987) hypothesizes that patients are trying to protect
famlly members from the feelmgs they are experiencing.
Patients and spouses of both sexes are reponed to have‘an increased desire for
\'inllysical closeness and a decreased desire for sexual intercourse while receiving
~chemotherapy (Leiber, Plumb, Gerste'nzang,.& Holland, 1976). Female payents have | \
the highest levels of depression. They are also more likely ro@ affechional
needs met by their husbands, while the needs of husbands whose wives are receiving
chemotherapy are poorly met and infrequently expressedl (Lieber, Plur'nb, Gerstenzang,
& Holland, 1976).
Rediotherapy e
The patient receiving radiothéraﬁﬁs? ambulatory and usually responsible for
self-care. However, endesirable side effects develop.as the treatment progresses and
-depe'nding on the degree and type of cell damage, .the_ patient becomes quite ’
incapacitated. The research literature focuses on tﬁe patient response (Christman, 1987;
Dodd, 1984a; Eardley, 1985a, 1985b, 19850, 1985d; Forester, Korhfeld, &P&,
| 1978; Karlsson & Anderson, 1986; King, Nail, Dreamor, Strohl, & Johnsor, 1985; '
Kubricht, 1984; Peck &Boland, 1977), while the family response is not investigated

This i 1nvest1gator found no re}\‘;vg}]t studies regardmg the experience of either the patient

or the spouse dunngqamothempy
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Side Effects of Chemotherapy

Chemotherapy produces very unpleasant side effects, such as, hair loss or
excessive nausea and vomiting. Research literature focuses on the patient, with studies
on visual physiological Ssymptom management (Cline, 1984: Coons, Leventhal,
Nerenz, Love, & Larson, 1987; Cotanch & Strum, 1987, Duigon, 1986; Kennedy,
Pacl_card, Grant, & Padilla, 1981; Rhodes, Watson, Johnson, Madsen, & Beck, .1987;
Rhodes, Watson, & Johnson, 1986; Rhodes, Watson, & Johnson, 1985), body image
(Baxley, Erdman, Henry, & Roof, 1984) and self-care (Dodd & Moon,‘ 1981; Dodd,
1982a; 1'982b; 1983; 1984a; 1984b; 1988; Fernsler, 1986). Unfortunately the literatur_e
excludes the psychological disturblances accompanyih g chemotherapy. This-
investigator found no.rele\(/ant studies regarding the experience of either the patient or

the spouse during chemotherapy, and the research literature focuses entirely on the

caregiver perspective. "

“Hart (1987) found that fatigue is the side effect causing tﬁe highest level of stress
for family members during chemotherapy, with the nausea and vomiting second. |
Ti}omas (1978) found that when chemotherapy is used as adjuvant therap); thé family

~ shares a feeling of ambivalence about the efficacy of chemotherapy due to the

‘demoralizin g effect it has on their lifestyle.

Of particular interest to this researcher is the experience of the husband when his

‘/’)“\\ wife is uhdergoing chemotherapy treatment for cancer. The lack of research utilizing a
/ bsample of patients receiving chemot}'ieraﬁy is representative of the scarcity of

information régarding the non-medical problems, the invisible scars of chemotherapy,

fori toth the patient and the spouse. Althohgb interventions for the side effects of

' /

chemctherapy are offered, there is a gap in the research representing studies to validate

the inte1 ventions.

.
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\(\Summary fz

Although cancer is a heterogeneou"sdisease of thultiple stages and types, most

. research does not afidress the changes inherent in the disease transitions. Freqoently, ’
data collection is based oh one interview at one particula\r stage rather than continuing
data collection over time. The one-shot approach ignores the changing nature of the
disease progression and the husband's experience with thischange. The review of the
literature indicates. that as’pectsv of daily life and the marital relationsh;’p can be affected
by chemotherapy, yet the impact on the spouse is unclear.

Clearly there is a need to study\the husband's response to hlS wife's long-term,
outpaoent chemotherapy treatmer\t for cancer. The husband traditionally works outside
the home and is not present in a caring role for the majority of \the day. In order to do
so, he has to assume an adaptive role chan ge. The prolonged nature of chemotherapy
treatment, with it's accompanying disabling side effects, makes this an important topic
for investigation. Although the side effects of the chemicals used for chemotherapy
varj/ according to the drug and the individual's response, the effects are always evident
in some form, and the reality of the husband's emotional involvement cannot be .

A ignored. From this review of this literature it is zrpparent that.the husband is at risk for

problems of health and adjustment. | |



Research Questions -
- The following research questions investigate the husband's experign(ce during his
wife's chemotherapy: : o
1. How does the husband describe his experience of living with a wife who
undergoes chcmothcrapy treatment for camcér?~
2. What appears to influence the husband's res'pohse, to hlS wife's situation?
3. What personai strategies does the husband describe as most helpful in

responding to his wife's situation?

1
\



III. METHOD

In this study, the research questions were most appropriately addressed uging
qualitative methods of data collection and analysis. A qualitedve research method was
designed to deseribe the experience of living w1th a wife undergoing chemotherapy

R from the emic perspective o-f the husband. The subjecti've nature of the husband's
experience along with a lack of knowledge about the experience of husbands whose

)
- wives are undergoing chemotherapy, indicated the need for an inductive approach.

: Grouﬁded Theory
Exploring the expenence and dlscovermg what is important to-the husband whose
w1fe 1s undergoing chemotherapy was obtained through the use of grounded theory
method; and working with 1nduct1ve and deductlve reasoning in a systematic way
(Glaser, 1978; Glaser & Strauss, 1967). Grounded theory was used because little is
- known about this subject area and quantitati\re analysis is unrealistic since variables.
‘relevant {o'the concepgts ly}ve not been identified (Stern, 1980). Grounded theory
- methods e'nabled the researcher to discover the dominant patterns of behaviors relative
to thefspecific context under study and encouraged the use of creative thinking in the
precess of generanng potential hypotheses (Field & Morse 1985). The method
allowed & the collection of data to be modified as 1nterv1ews progressed, and thls

facilitated the clarification of potential hypothes»eé-ie'volving' from the data.

\ . ' . T
‘ T r‘P':-' ".ég)‘“

Sample’ %ﬁectxon
RV R
. The selection of a purposeful nonprobabxllty sample of husbands whose wives
were experiencing new and/or recurring treatmem situations requmng chemotherapy for

any kind of cancer was determined by**he research questions. A nonprobability’sample
b . ’

26
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allowed the sefection of informants who were eager to be‘goo_d informants and who

were willing to talk and share experiences. In order to be included in this study,
' informants had to have a wife or pannéi in a permanent relationship who had
undergone cheinotherapy,and were able to speak on thié télepﬁone without inéuning'
long-distance charges. Infoimants determined the nature of their personal relationship
‘with the woman receiving chemotherapy. A sii‘en gth of the sample was that the
population was not limited to a strict or legal definition of a marital relationship. This
factor strengthened thé'variability of respons‘es w}iile. facilitating and enrichir.; the data
analysis. |

Informants were deiiberateiy sought from the community by advertising for

volunteers. Direét contact with husbqa_nds, as opposed_ to referral from a ph_\'<iciari ora.
spouée, was preferable to reduce potential bias. Newspaper articles and circulars |
désicn'ibing the purpose of the study and requesting volunteers were published and
available in places, such as, wig shops, where potential iriformants might see them.
Volunteers were réquested to initiate a telephone co: :act with the investigator to indicéte
their interest in pamcxpatmg in the research. Previous to initial contact, mformants ‘
were randomized to either 1nterv1ew method so that appomtments for 1ntemews could
be mutually agreed upon. Consent requestmg permission to conduct the interviews
and to.tape-record the content of the interviews was obtained. Fifteen informants met
the incliisidn criteria an'd were deemed sufficient to obtain an apprbpriate and adequate
amount of inforinati(in to saturate the categories gvolving from data. The biographicala
characteristics of the informants are }iresented in Table 1. A total of forty-eight
interviews, ranging from twenty minutes to two hours, and one diary were included for
data a.:alysis. The diary was “included because of ihe appropriateness of the data and
the inab-lity to verbally interview the informant due to geographical distance from the

interviewer. The average age of informants was forty-seven years, the average len gth

gt
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TABLE1 . \\
INTERVIEW METHOD AND
CHARACTI%RISTICS»OF INFORMANTS
Characteristics Interview Method
Inf‘ormant" Agein  Yearsof  Total Months of Undergoing Interview )
-Years - Marriage = Chemotherapy  Chemotheérapy = Method

1 46 20 90 2 Currently ' Telephone

2 32 12 15 Currently Telephone

3 46 .12 3 Cumently Telephone

4 - 44 | 12 X Currently Face—to—fﬁacev
5 46 20 - 8 Curently ~ Telephone

6 32 1 3 Currently , Face-to-face

7 60 4 16 Completed Telephone
& | 65 37 14 Completed Face_-t.o-face
9 54 37 ~ 24 ComPleted Face-;o-face |
10 48 14 11 | Completed Telephone
11 50 L2 4 Completed ~ Telephone
12: 43 \22 10 _ Completed ' Telephone
13 49 25 26 " Completed ~ Face-to-face
14 46 10 9 Completed Telephone
15 nkl 9 - 11 Completed Diary

>

' INot Known



of marriage was seventeen years, and the average length of time living with a wife
receiving chemotherapy was seventeen months. Of the fifteen informants’ wives, six
: were currently undergoing chemotherapy and nine had completed chemotherapy. Six
of the nine wives who had completed chemotherapy were deceased at the tir‘;e of study
completion. ' .
Data Collection
Unstructured, open-ended interviews facilitated sharing the husband's expeﬁence
of living with a wife enduring the chemotherapy process and enabled‘the investigator to
explore the meaning of t};Q exﬁpgrienc_e for the husband. Unstructured, open-ended -
interviews were chosen because they allow the interviewer to proceed from the general
to the speciﬁc as directed by information the informant deem_s important. Open-ended
" interviews are particularly useful when conductin.g exploratory research (Field _and
-Morse, 1985). The researcher asked descriptive questions following the ethnographic -
interview process. Fieldnotes and mémos further supplemented data collection.
Two'methods of imervie\a;ing were chosen to expand the ﬁchnéss of data ob@
by the interviewer. The telephone method was chos=n because informai. . were
accustomed to speaking on the teléphonc and could choose the'timc and physical sem’ng
in which the; telephone conversation would éccuf. Telephone interviews have been
found to have résponses consisteﬁt with face-to-face interviews (Janofsky, 1971;
Kegeles, Fink, & Kirscht, 1969). Interviews were tape-recorded to facilitate later
transcription. However, the predominant reason for choosing telephone interviews
was to proyide the informant with anonymity. Norris (1986) describes the
appropriateness of teléphone interviews for providing the context of 'anonymity.v.»

Ancnymity facilitates the private and unseen release.of emotion alon g with the sharing

' . of pri~ate feelings and thoughts about a sensitive topic (Warwick & Lininger, 1975).

* Colomtotos (1969) found informants are more willing to admit to socially undesirable
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L}

behaviors and i.T less likely to overstate socially desirable behaviors on the telephone

+

than during face-to-face interviews. This researcher recognized telephone interviews
nevgated the feedback obtained from the nonverbal behavior accompanying the

informant's verbal response. The possibility that face-to-face interviews would reflect

data of a different content or a different emphasis due to the nonverbal cues picked up

by the interviewer during the conversation led to the use of the face-to-face interview
rnethod. Informants were randomized to an interview mcthod by tossin g acoin prior to
beginning the study. The investigator intr\oduced the predetermined interview method
during the initial contact with the rnfonnant. | |

Informants were not eager to participéte, and the investigator actively sought
informants for a period of seven months before the ongoing data analysis indicated
s?nuration of categories, As data collection progressed, it was necessary to examine the
inclusion criteria for the sample population. As the search for informants continued, -
three informants refused to participate in the research dué to the randomized intérview
method, and two informants refuéed to be tape-recorded. Of those who refused on the
basis of the interview method, their decision not to parricipate was made beéause they
did not want to have to meet with the investigator and preferred to re'mair] anonymous.
Another informant was reluctant to be interviewed oﬁ the telephone and preferred to
meet personally. On evéluation of the need for randomizing the interview method, the *
investigator decided to offer informanrs .their choice of either telephone or face-to-face
interview method rather than lose a potential informant. Of the five informants offered
their choice of interview method, four chose the telephone interview method and one
¢hose the face-to;face intervicvr‘/ method. As data ‘analysis continued, informants
indicated their reluctance and personal difficulty talking about their ex;;en'ence of their
wives undergoiﬁg chemotherapy. They felt others would be more w.illing‘ and able to

share their experience with the investigator retrospectively. Therefore, the investigator
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expahded the selection criteria to include those husbands who had experienced their

wives' chemotherapy.

Reliability and Validity

Reliability was enhanced by deliberately selecting informants according to research
needs and having the researcher consistently conduct all interviews. This process
enabled the researcher to more accurately probe inconsistencies in data collection and to
clarify vague or ambiguous meanings expressed by informants during interviews. The
nonprobability sample ensured optimal reliability and validity. The assumption that all
informants were not equally able to 'share information relevant to the purpose of the
study enabled the researcher to choose informants who were more motivated,
interested, knowledgeable and willing to be interviewed over time (Morse, 1986). THe
informants were able to supply copious amounts pf comprehensive and relevant
information which was appropriate to the research. This data saturated the categories
_ | so that no new informatioh added to further understanding the patterns and themes of
information inherent in the categories. The nonprobability method of sampling ensured
the information was accurate, precise and complete (Morse, 1986). Intemal validity
was ensured through grouﬁ_ding the data in the reality of the context dependen£
situation. The use of methods, such as actively seeking r{egative cases, which were ¥
inconsistent with the evolving patterns and themes of data and utilizing theqretical
sampling of the literature further strengthened the internal validity of the findings.
Repeated interviews over time were used to corroborate recurrent or changjng data.

Data Analysis
Taye recordings of interviews were uanscﬁped verbatim. As interviews

progressed, the researcher developed questions based on previous interviews. These

s
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questions reflected the ongoing, constant comparative analysis between informants.
Interviews became semi-structured in an attempt to validate comments made by
informants in earlier interviews. The systematic analysis of the transcripts im)olvcd
inidally coding behavioral responses of husbands and using constant comparison to
look for commonalities or negative cases across all of the interviews. A negative case .
was representative of Lhé husband whose experience would clearly refute the theme or
pattern of behavior émergir; g from the majority of the interviews (Field & Morse,
1985). The undefstanding of the husband's behavior which evolved from the data
represented the reality of living with' a wife undergoing chemotherapy. |

As the data collection continued, similar data were coded and grouped to-form
categories. Categories were linked among theniselves and compared to existing theory
in order to form potential hypotheses. Data collection continued until categories were
saturated’and new data did not add to the current understanding. Secondary informants
were not used to confirm evolvingvpattems of husbands' responses as the use of
constaﬁt comparison adequately validated the bngoing analysis.

Eventually, a core variable called Buffering evolved. Grounded in the data,
buffering explained the major behaviors of husbandS; This core variable represents the
pattern of behavior of husbands relevant to the context of the fnan'ta] dyad and fdrms'

the basis of a grounded theory.

Ethical Considerations
The purpose of the study was explained during the initial telephone conversation
initiated by t.he .in‘formam. The investigator established a research relationship with the | .
informant by 6xpiaining that the focus of the study was on the individual informant and
not on the wife receiving chemotherapy. Informed consent for either }ace-to-face or

 telephone interview was obtained at the time of the first interview (Appendix A and
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Appendix B). The consent form clarified the right to withdraw from the study and the
 right to terminate an interview or to refuse to discuss a topic if the informant so desired.
Informant confidentiality was ensured through coding informants' names so that only
the codes appeared on transcripts of the interviews or in reported findings. Specific
details concérning each informant were changed in writteq reports so as not to identify
the informant in any manner. Original tapes‘v,were kept in a locked cupboard during the
progress of the study. It was anticip‘ated.that the process of expressing one's
experiences with chemotherapy woﬁld be beneficial to the informant. In ordef to
decrease the likelihood of potential risk, harm or.emotonal rauma for the infofrnant,

information regarding counselling and professional services was available to the

informants at the discretion of the investigator.
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IV. RESULTS: THE THREAT AND THE FIGHT

The purpose of this research is to describe the expericncer of living with a wife
undergbin g chembthcrapy from the emic perspéctive of the husband. This experience
is a process (figure 1) of three essential componc.nts: the threat, the fight and the |
emergence as a veteran. All informants did not proceed to the fourf_ﬂ component of
recurrence, but those who did began the process again. Thus, the process is cyclical _
and repetitive in nature.

In human experience there is usually a core variable that explains the meaning of the
data (Glaser, 1978) and it has three essential characteristics: it'occurs frequenty and it
links and explains the variation of data (Hutchinson, 1986). The basic social structural -
process (BSSP) described by Glaser (1978) and Glaser and Strauss (1967) is a type of
core variable as it explains the variation in behavior evident over time in the data. The
- BSSP that emerged in this study is buffering. Buffering is a process by which
Husbands are able to set up a protection surrounding their wives which acts to simplify
and reduce the stress of day-to-day life during the wife's chemotherapy treatment for
cancer. The buffering process (figure 2) is a very delicate one, (e. g., similar to
walking a tightrope) and husbands have to be constantly reassessing their Strategies of
buffering and developing new ones. The assumption underlying the buffering prdcess
1s that when one has é positve atitude toward the outcome of chemotherapy treatment it
will be less stressful for t-¢ wife an- influence her length and quality of life. |

Buﬁ‘ering requires personal attributes, which include patience, persistence,
understanding, compassion and a caring marital relationship. It is nota passive role,
but rather involves two acntive components: constant vigilance and COgnitin action.
Vigilance consists of wétching others and observing the wife's response to ,

chemotherapy and her interactions with others. Cognitive action consists of

{
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Figure 1. The Process of Living with Chemotherapy: Experiences of Husbands.
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Figure 2. The Process of Buffering.
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interpreting these perceptions and then planning an action to bugffer. Cogniﬁve action -
involves either anticipating or reacting to a sthuation perceived as hérmful to their wives'
well-being. - ‘ i

In order to make the wife's cancer less stréssful, husbands use buffering
behaviors to reduce or eliminate any potentially harmful threat, to enhance the éoping
abilities of the wife or to alier'the wife's perception of the threat thus r‘nakinig it less
harmful. Examples of buffering behaviors reducing or eliminating potentially harmful
threats were: guarded optimism, second-guegsing, taking charge, resisting disruption,
treading lightly, omitting the truth, preserving self and orienting to the future.

Examples of buffering behaviors enhancing the coping abilities of the wife were:
supporting, cherishing, assuming a passive rble, maintaining motivdtion, using humor
and orienting. Examples of buffering behaviors altering the wife's perceptioh of the
threat were: makiné seﬁse; bei.ng positive, normalizing, being there, adding on and

disguising 'one’sfeelings.
THE THREAT

The threat from the suspicion of cancer is ominous and impendiﬁg but not clearl
©_identifiable.” Informants responded to the threat by suspecting and finding out as
depicted in figure 3. These responses are emotive and instrumental.
Suspecting

Informants became apprehensive that something was "not right” and worried about
the well-being of their spouse. Becoming aware, worrying and Bcginning to act are
inclusive of suspecting.
Becoming Aware

While some informants were unaware of any abnormal change in their wives'
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Suspecting
Becoming Aware
Worrying

Beginning to Act

!

Finding Out
Becorriing Informed

Facing the Fact
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Figure 3. The Process of the Threat Experienced by Husbands Whose Wives Receive

Chemotherapy Treatment for Cancer.
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bodies, most suspected something was no>t right. All informants were not advised of a
problem by their Wives. One wife did not want to tell her husband because of his own
prevailing health problem. Although no conclusive evidence supportcd his suspicion,
one. informant intuitively suspected his wife's abnormality was cance;. When
informants encouraged investigation by a physician, an easy course of treatment was
expected;. | .

Worrying

Initiallvy, the attitude of "not worrying" prevailed. Informants were convinced by
their wives' responses (particularly when she was a nur.se), a previous benign biopsy
and the physician's attitude of "nothing to worry abou‘t." Often cancér was not
considered because it had never been encountered before. Past illnesses were minor
and easily cured, and informants assurﬁed that this would be the case again.

Worrying became evident v'vhenxdoubt about the gravity of the problem ensued.
Doubt was introduced when the physician stated his need to biopsy. For example, the -
physician met one informant in the haliway just after his wife was taker;to surgery and
told him that "it d1d not look good."” In addition, doubt and worry were ampliﬁcd when

* the couple received conflicting information‘ about the diagﬁosis or when the wive ' re ..
- safraid. - NX

: . : S
%, An undercurrent of sadness began. Apprehension and dou®t increased with
Y 4 . ~

o

, f’%dng; Worrying was particularly evident when it took a prolonged period of time to
i i T _—

ehfy a diagnosis. For ekample, a four-month wait for a definitive diag'nosis occurred

for two informants: “Dther factors aggravated the growing apprehcnsion, such és, the

wife's decision to seek another medical opinion(s), the men‘tion of sufgery or when

farﬁi]y members kept asking for news. One informant worried about cz{nccr as soon as

any surgery Was w ‘ed because his grandmother had worried about cancer before

her gallbladder surg. . For ¢ nother, the doubt became overwhelming when his wife
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was sent to see a spcci'alist'who practiced in a setting devoted to serving péoplc W1th
cancer. |
Beginning to Act » _
Worrying prompted fur'! er responses. For example, when a physician advocated a
"wéjt and Watf:h" approach, one couple became afl gry and increased their attempt to
find a surgeon to perform a biopsy. Others phoned ghe physician's office for feedback
| when they felt they were waiting too long for the results from tests:

Waiting for results from the lab was really a torture situation. It was
extremely stressful when you suspected very strongly, and yet nobody
had come out and said this is what it is. When you're waiting for the
phone to ring, you're wondering. It was very stressful waiting to hear.
You felt so damn helpless. Phoning didn't seem to help. Nothing
seemed to help. , -

Self-discipline was important to,‘éontrol the imagination and not think the worst:

" It's the unknown, the not knowing, which was the most stressful. It's
fear of the unknown; fear of your mind starting to go off in all
directions. You imagine all kinds of things. That's. where you have to
say hold it. You've got to use self-discipline. Say to yourself that you
don't know those things, so don't let your imagination start going wild
on you. You had to be aware that it was happening in order to control
it. It took so long for the diagnosis to be confirmed. :

Stress associated with waiting was so great that one informant required increased
medication to avoid aggravating an already existing heart condition.
Finding Out

Finding oyt meant becéming informed of the diagnosis of cancer and facing this

fact. The knoxiledge represented a sudden change fromm the uncertainty of suspecting:

Now you knew what it was that you had to deal with, you were not

guessing. You were not always hoping®~d at the same time realizing
that the hope may be a “ilse hope. You + re not going up and down like
a yoyo. Now you were in the drink and you damn well had to swim.
You were not wondering - "+ you were going to cope with it if you

~ happened to fall in the w. You iell in the water and you found that
you were swimming No' .« was a matter of what you had to do to stay
afloat and head for si... .. if you can see it. SR

Informants were overwhelmed by the speed wiri which things happened. Once told



about the diagnosis, they ;verc transformed "from the frying pan into the fire pretty
quick” and felt the necessity to make decisions about treatment immediately.
Becoming Informed

Informants were advised -of the diagnosis of cancer by either their wife or thé
physician. “Although in one instance, the informant had to qhesn’on his wife to learn of
the diagnosis. Sometimes the physician informed the couple together. Being |
summoned to the physician's office was perceived as an ominous sign. For example,
ore physician had his nurse telephone the patient and request that she and her husband
come to his office that same evening. The situation was frightening because the wife, a -
nurse, knew this approach usually meant "bad news." When the husbanc arrived home
from work, she was overwrought. He was dismayed and tried tc comfort her although
he felt "totally unprepar.ed" for \yhat was to come. Another hu.sband had always

o

accompanied his wife to past appointments even though he had never been invited into
the physician's office. A sudden request to join them’ gave }Zlm no time to prepare.
When the physwlan Chose to tell the informant alone, it was for the purpose of
- delegation. Husbands were delegated to either inform their wives of the diagnosis, take
them to future appoinmeﬁté or make sure they weré admitted for treatment. wa
infqnnams met with the phy‘sician when their wives were not p{esen't. The physician
~ met with one informant as he*was coming from his wife's gurgé'“ry to inform him the
extent of the diéeas'e and to verify that the diagnosis was canéerf Another physician
telephoned an in%ormant asking him to come to the hospital where hvé persQnall}"_
informed him of his wife's diagnosis. -
| /Zt was always "horrible and awfﬁl" to find out about a diagnosis of caiger or
_Tecurring cancer.’ Iriformahté felt more in control when they had time to "get oneself

e

together.” The perception of control was an important factor i in, ) "5&/ the informants

~ responded. Being informed on the telephone allowed one husﬁand to regain control



py)

faster and facilitated his ability to take advantage of hi“s”in‘tvuiti.vc ability to comfort his
wife. "Telling your wife she has cancer never géts -any easier," but one inférmant felt
he could intuitively find better ways to "soften the blow" for her than the physician.
For exﬁmple, privacy was important. Thé informant could allowvhivs wife to cry while
holding her aﬁd comforting her in the privacy of their own environment. Informants
believed physicians were not at ease with nor knew how to deal with someone who
cried. | |
- In order that the wife would not have to relive the shock with eacﬁ new teiliqg of
 the story, informing others was an impor‘faﬁt aspect of the experience. Husbands
| usually informed children and signific‘z:int others. ;I‘he husband's role of informing
othérs helpéd family and friends get over the initial shock and decreased the energy
expenditure for his wife. N

The d»aays subsequent to finding dut the diagnosis were "the most tense period."”
V&;aiting and wondering about t.he extent of canéexl progression produced "emotional
wrecks.” Determining the extent of disease meant enduring a battery of diagnostic
s éés’t‘s’. Unrelenting fear, unlcl:ertaiﬁty and shock converged for what seemed, an endless
time dpan. Spouses mino‘réd{éach other's anxiety:

I was tense, she wasténse. She got tenser from me and I got tenser
from her. ‘We just kind of went around in a circle for a while.

Finally, in order to;-;l?_eiibu'sef'ul in providing support and strength during the fight, this
i'nforrhant decidc;g;'vt;hat he must stop mirroring his wife's fesponses.

| Surgeryéﬁféh occurred quickly after diagnosis. Surge-’v s conducted as two
episodeﬁéf ablopsy followed by more e}xtens‘ive surgery or one episode of majbr
smg?r;r A ;biopsy was conducted either in the physician's office or in the hospital.
Yg’hen done in a physician's office, the patient went home afterward to await the result.
o %formgmts reported that wives often responded adversely when waiting for results.

.When surgery was elective, informants waited during the operation for news from
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the phy51c1an They felt confident about the surgeon 's ablllty but waited with guarded
opnmzsm and dreaded hearmg the prd'gnosxs Guarded optimisin was the paradoxxcal -
procezss of preparing to expect "the worst tlung that could happen but pmjecnng only

- positive thoughts when with wives. The worst scenario (i.e., the wife's death) always

: lurked in the back of the informant's mmd

Fmdm g out'the results of surgery before wives provided mformams with time to
get use to the sltuauon lees were usually informed by the surgeon, although in one
instance the mforzmant was delegated to inform hlS wife. After hearing the prognos1s,
* informants were forced to acknowledge thelr own terror, despair and sadness The

1n_ten51ty of these responses necessnated measures designed to "cover up” the depth of

their feelings without trying to hide their response entirely

Intensive surgery ‘involved hospltallzanon and offered a repneve but this was often

very distressing and constituted one of the WOTSt aspects of the expenence for many of

the informants. The reality of Lhe situation was remforced by watchmg their wives
.mcur daily changes of equlpment and dressmgs Driving from home or work to
hospital allowed a qu1et penod of ime which some used to secretly Cry and express
their despair. |
Facmg the Fact
Informants descnbed expenencmg fear, helplessness and "total shock." They we.re
afraid their wives' dea_th was imminent. They described being thrust into a new -
situation with no choice: "There was nothing you could do about it." Many were
unahle to cry and one inforrnant reported he had not cried since. Many descdbed bein g
emotionally numb, " from head to toe": |

The first couple weeks was real shock and despair. Just like someone

knocked the wind out of you. You're just totally disillusioned and .

totally thrown for-a loop.

A feeling of uncertainty prevailed as informants felt lost and unbalanced, lacked

¥



direction and did not know which way to turn.

Facing the fact heralded changes. One informant changed from someone who was
emotionless and never talked about himself to someone able to express feelings more
openly, such as, more.compassion towards his wife—more than he had for years.

. Many reported increased closeness and strengthening of the marital bond.
Questions, such as,what is cancer? and what do I know of cancer? were
. d
formulated:
The worst nightmare was her succumbing to the disease. The worst
nightmare is cancer not being cured and that it metastasizes somewhere
else in your body. That's the worst nightmare, Particularly in the
wrong place, it's game over. That's the worst nigh#nare, without a
doubt. '

Cancer was closely related to death in many informants' mind:

will she die, pr not might she die, but when she dies, or how long is
this going to 'go on before she dies?

As soon as ygu hear\,cancer, it was immediate, that she may die. Not

ﬁesc thoughts were reinforced wheﬁ a phys_ician spokle of statistics for survival or a
specific survival time. Suddenly forced té recognize that cancer kills, infofmants were
forced into a life-threatening situatioﬁ. Never really k,nowing anybody who had cancer
or had survived the disease lent further crédence to prevailing thoughts of death. With
no idea of what to expect or how to begin to cope with such a crisis, the experience was
devastating, Informants were vulnerable because they often cared so much and felt lost
in their ability to act'mamrely. Thcy were overcome with gﬁef, and while recognizing
this, fhey often did not know what to do. | |

Seekihg a cause was one of the first questions an informant asked after the
diagnosis of cancer was confirmed. Consideration was-given to heredity or far;lily
| history, diet, stress, smoking, use of the birth control pill, age, prcvioﬁs\breast

surgery, previous experiences with cancer both within the family and/or within the

realm of friendships, excessive use of alcohol or medications and chance. Younger
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_inforrhants had assumed it was a disease restricted to older people. Many wondered
whether they may have caused the cancer. This frightening consideration often

F)
o &prevaﬂcd for a long time-and, in some cases, was never definitely discarded. Those

!:t‘ "y B o
‘who had good marriages were most susceptible to the idea of causation and carried a gay ‘
sense of gtﬁ for their presumed role in causing their wives' cancer. How could they

* legitimately rule themselves out as a causative factor when there was no proof of a
definitive cause? For example, "I'd like to think that I didn't have anything to do with
it, that it wasn't rﬁy fault but I wondered.”

Why my wife and not me? Informants saw themselves as the more likely victim:

If I expected anybody to get cancer it would be me because I've

consumed enough alcohol, have smoked grass . . . I would be the one

that would be more likely to have something like that happen to them.
Informants carried the burden of guilt that it was not their disease. Those who had a-
good marriage began to absolve themselves of the guilt by sharing ownership of the
illness and responsibility for the treatment. For example:

I keep saying we felt, like I guess I feel like this is my disea'se too.

That's because it's so drastic. It's a fight that she has to undertake, so

it's partly mine too. It's a psychological thing, the helplessness for the

husband. This is not just her disease, it is my disease too.

Wh'éfﬁ_-analyzin g the differences between themselves and their wives, the wife became
Q2 ‘A%a-‘ et

thcxf"‘;ﬁ?k one" and the husband the "healthy one.” This differentiation was faster when
husbands perceived they had less ideal marriages.

What do I do now? reﬂected.a sense of responsibility. Frequently, the couple
decided on a plan of action together. When the marriage had not been particularly '.
close, spouses bégan to re-establish their marital bond. When the marital dyad was not
harmonious, their relationship did not grow stronger and, in fact, weakened with the
strese of enduring the éhemothempy treatments.

When infbrmed of the diagnosis after major surgery, informants described feeling

unstable and inconsolable. On seeing his wife, one informard found himself weak,
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- dizzy and shaking with the fear that she was going to die. He had no time to pause and
reflect because he felt an obhganon to inform the family mmbbdlately Making use of
different sensory pathways, that is; sg:elng his wife's condmon and hearing himself tell
others, helped him face the f;ét and feinforce the reality of the situation.

Informants als: became angry. They had not chosen to have the illness and felt
helpless. For some the anger was never resolved: - .

- You feel so damn helpless. You can't buy a cure for her. You can't
create a cure for her. It's such a helpless feeling, cancer.

It troubled me a great deal, the anger, resentment. It's a very mixed up

time, you don't know what your own emotions are. You are going

around in circles. You don’t know what the hell to think. . You don't

know what to feel. A very confusing time.
Several husbands believed earher treatment may ‘have influenced the extent of the
. disease, and they were angry at the events, the waiting and the delay pn'or to diagnosis.
The frivolity of a new mam'age was "taken away' from one couple. The dilemma was
who could one be angry at? The physician controlled the treatment and the nurse
controlled the caregiving and getting angry at them might affect the care one's wife

received. Consequently, they got angry at "things", such as, the disease or the

treatment institution.

THE FIGHT

The Canadian Cancer Society widely ru'."*cizes the slogan stating that "cancer can
(B

be beaten."” What rhigh't this imply to a person and/or family living with cancer? Té&r
suggestion that cancer is an entity one can fight and beat indicates that cancer is
éomething one does not passively want to experience. The irﬁphcadon is that cancer
can be overcome. This analogy of battling or fighting is something which must ensue

- if one }s to win. Thus, fighting is equated with wim{ing. A further implication in the
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slogan is: if one ﬁghts then one can beg\}}apefm of beating or curing the cancer. This
fighting process provides hope. Fmally, the slogan also places the onus on the person
to do bartle and win rather than on th. caregivers or the therapy. The demand that one
" must fight in order to succeed assumes that if one works hard enough then one will
succeed. When one does not win the fight, the blame is s not placed on the careglver or
the therapy because the caregiver and the therapy are not fighting the bétle The only

- ones left to blame are the patient and the Spouse. Husbands f@ey are respon51b1e
for 1dent1fy1ng these "ways" to assist thelr w1ve§to beat cancer. The outcome is an
encompassmg sense of responsibility to seek ways to win and an overwhelrmng sense
of guilt when they do not appear to be winniné. Thus, as illustrated in figure 4,
husbands resolved to help their wives "take on" the fight, were inducted into and

endured the chemotherapy and ﬁnallzed the chemotherapy treatment by completing the

last administration of chemicals wit i
* Resolving to "Take On" )
Resolving to take on the fight comprised knowing, achieving a sense of control,
crying and taking on guarded optimism: |

You ve resolved that she has it. You have to take it on, ﬁght it and try
to beat it.

The shock happened and then you kind of resolved yourself into the

fact that you're just going to have to fightit. You're just going to have

to do whatever's necessary—surgery, chemotherapy, radiation. You

just get resolved into saying, we have to do whatever we can to solve

the problem here. Let's go for it.

~ Admitting to knowing "she has it" did not imply understanding. Understanding

‘came slowly as informants progressed through the fight and internalized a personal
meaning of cancer. Personal differences were influenced by unresolved anger and the

type of marital relationship. Those who were possessive of wives vowed to remain

loyal to the ﬁght; whereas, those who were angry reacted by being stubborn about

a
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Figure 4. The Process of the Fight Experienced by Husbands Whose Wives Receive
Chemotherapy Treatment for Cancer.
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giving up) as they vowed to help "do whatever's necessary to stay alive.” | @

Realizing the situation was not imminently terminal for their wives provided time
and motivation to fight. Resolving to fight provided a sense of control. Participating
meant there weré things one could do to help even thouéh guarded optimism surfaced.
"A g@ cry" oft;:n signified i;litiating the resolution to ﬁght. The initial cry represented
a méans to relieve shock and express sadness. Afterward, husbands had to "getit

2y

together” because ‘they felt a sense of respons’ibility t<; act for their wives and family.
Inducting
Inducting represented the period leading up to and experiencing the initial chemotherapy
treatment. Inducting is comprised of initiating and orienting.
Initiating : o SN
Even though infoi;?"rnams were happy to have their wife home Wi&’l them, c“éming
home after surgery was traumatic. Unsure of what was expected, t};ey frequently
asked what was the ﬁght way to act? One of the biggest hurdles of coming home,
postoperatively was exposing the incisional scar. ﬁis was especially true after breast -
| surgery, and the longer it was deferred, the more anxious husbands became. Several
informants/asked their wives to show them the scar, and many found it was more
~cosmetically acceptable than -expected. One husband described the year following
* surgery as the hardest for personal stress. Factors affecting this included financial
difficultes incurred when changing a job, young children involved in extracurricular
activitieg requiring his parental assistance and his own inability to decline any request
for his time and energy. | ,
Sexual relationships did not resume for some time after surgery. The major
influencing factor was fear of causin g further pain and discomfort in the sufgical site.
)

When pain after surgery was severe, the couple did not sleep together in the same -bcd.

A

!

B
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The decision\gg sleep in another bed was usually made by husbangis because they Wcre
afraid of uncé)r;gciously hurting their wives during the night while asleep. After breast
surgery it took time to convince wives that they continued to have sexual attractiveness:

I don't know how long it took her to really believe that I still thought

she was beautiful, that T was still sexually attracted to her. That took her

a while to get over that part of the shock.

_When the cancer was inoperable, husbands reported wii(es to be devastated and
tearful for a long time. Surgery was perceived*to be a more efficient treatment thz -~
either radiation or chemotheraby. 'Fear and doubt increased when husbands asked why
surgery was not an option and never received & satisfactory answer. Sometimes there
was a substantal period of time between surgery and chemotherapy given for a
recurrence of . - cancer. At other times, surgery was immediately followed by
chemotherapy, especially when cancer had spread to surrounding lymph nodes or .
beyond. The treatment of surgery plus chemotherapy was termed a "double whammy." - .
The "dggble whammy" alluded to the experience of the pain associated with surgery |
plus the illness assgciated with chemotherapy.

Héw was treaiment decided? Alternate methods of Ueaﬁnent, other than
conservative rpedical methods, were considered, but the timfte allotted to learn of |
alternatives was limited. When the physician and/or specialist suggested conventional
treatment, husbands felt compelled to decide and to begi)n treatment irnmediatgly. The
lack of knowledge and the inability to "make the problem go away" cot_npoundcd their
feeling of powcrléss to affect a cure for cancer. The situation offered.no choice but to
trust the physicians and to orchestrate what was necessary to solve the problem. |

'I:hC ?Q-uplc decided together or the husband concurred with his wife's decision to
acquiesce to the physician's firm suggestions for treatment. Informants usually "played

.it safe” and did not align with a treatment that opposed either the physician's or the

# .
wife's wishes. The furthest informants ventured was to suggest seeking second and

\ N
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i
sometimes third opinions from different physjcians. One’ informant wanted his wife to
seek a further medical opinion, but she refused. He felt the need to pursue this and
approached the physician without her knowledge. In return for his inéépendént action
of concern, the informant was scverelly rebuked by the .physician who thréaterl‘ed to
withdraw his responsibilit); f& care. The husband learned abruptly that he could not be
a participant in his wife's treatment without jeopardizing &e care she received from that
parﬁculaf physiéian; He also learned not to verbalize or questioh any aspect 6f his
wife's medical treatment with the physician. The lack of information (i.e., being kept
in the dark) was one of the mott punitive states many husbands c;xperiénced.
Informants believed chemotherapy had to work to put their wives' cancer "into
check" and enable a fairly normal life. Husbands were inundatéd with information of
chemotherapy and "everything was too fuzzy.” Making sense of and rationalizing the

use of chemotherapy were strategies husbands used to deal with the information

- overload and establish trust in the efficacy of chemotherapy. Husbands tended to dwell

on statistics when they were advantageous and to compare cancer to other diseases that

~ were incurable or more unsightly in order to make their situation less threatening.

* Husbands relied héavily on "experts” when deciding to take chemoiherapy.

Knowledge about what chemotherapy was, how it was given or what effects to expect

af}i’g{_{ﬁg&em’nem was minimal. When, jOint decisions were made by the couble_,
h'i:;bands felt their acceptance of chemqtherapy was a foregone conclusion. Eveﬁ when
wives were fearful aftcrsegm g the ef%ec;s of chemotherapy with-vbt‘:hcr people, "there :
v:las just no two vf/ays about it." One informant, who felt anythihg was better than the
stat{§d¢s for survival without chemqtherapy,‘ciescribed "just living in blissful
ignémnce" before experiencing the first chemotherapy treatment. Chemotherapy
‘offered as treatment for recurrence of cancer was accepted immediately. Although the

impact of recurrence of cancer was as devastating as the initial diagnosis, the

~ - p

jorg
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|

informants had become conditioned to living with the cancer. Chemotherapy
représented hope for prolonging life or for curing the disease, and thoughts of "giving
up" were intolerable. | '

Orienting

Onenttng to the first chemotherapy treatment influenced coping strategles during

x
subsequent treatments. The ﬁrst meatment was the tlme to "learn under ﬁre and the

~ information gained helped to decrease anxxety concernin g the unknown.

Anticipating Chemotherapy

It doesn't compute until you start secing it happen. You know l[_]USI
doesn't register. After seeing the first session and seelng everything
happen, the [followmg] ones were a lot easier to cope with because you
knew what was going to happen.

Until I actually saw what it was domg, 1 really didn't have much of an
: ldea ‘

Chemotherapy was percelved as a kind of radiation which they did not have a
"clue" about, but "the name did not sound great“" Although the husbands knew the

Rurpose and eftects of chemotherapy, they did not know how to respond or what to

-

i

= ':.:":expect &mng the first treatment. Powerful or tough dru gs were these potent enou gh
to cause hair loss. They wondered, but never asked, why chemotherapy was not
begun after surgery (treatment usually beganﬂone month after recuperatlon from
i surgery) Side effects were expected to appear quickly and were nervously awaited.
%1 - The physwlan was a powerful influence on the husband's outlook, parucularly if he
o jev“f‘:"ewaS conﬁdente_‘hemotherapy would "do the job." Being positive did not allow the
intrusion of any doubt, and this in turn, enhanced trust and hope in treatment.l One
~ informant asked the physwlan | |
How long has, she got to 11ve‘7 He sa1d [the physician] don't you ever
ask me that question again because I'm not God. Don't you ever ask

me that quesuon agam

* The physician's punmve rqsppnse effectively stopped the informant from asking the
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question again, even after several recurrences of his wife's cancer. The informant's
response was not one of anger but one that accepted the physician's direltive.

Going to Chemotherapy | |

Accompanying their wives to initial chemotherapy treatment was a monumental
decision. The decision was influenced by,the wife's request, the personal need to
understand the treatmient, hlS own health, work commitments and familiarity with the
treatment facility. A sense of foreboding and death were associated th]’rban/ccr and

- husbands were aware -of the need to resolve this attitude before they could be of
assistance‘to their wives.

Initial learning experiences vaned because everythmg was new. Informants looked
for the "norm" or "the right thing to do" as they became familiar with the ntuals of

‘going to chemotherapy They asked quesnons and watched how their wives responded
on entering the treatment facility and during treatment, what other husbands did dunng
treatment, how the chemotherapy was given and how the physician and nurses
interactedé%vith patients and families. Consciously formulating buffering strategies
began. They noted other patients, particularly their ages, skin color and Qhether they
had experienced hair or weight loss. Informanrs felt alien in a world where their wives
belonged. Patiente .stared'at them, nurses did not talk to them and often there were no -
other husbands present. The experience reinforced their need to align to the reality of
their wives' situation and highligh,fed the life-threatening aspects of the disease.

The response to the treatment facility‘was varied and often reflected anger toward
the disease or previous treatment. Many irritially hated the trean_ﬁern facility while
others were pleasantly surprised at finding patients to be friendly, ordinary people.

_ Expeotatrons of patients looking sad, depreésed or very ill were not fulfilled. Long"

periods of inactivity were not uncommon, and husbands began to appreciate waiting as

an integral part of chemotherapy. @
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F ollowmg Chemotherapy »

Commg home involved ﬁlhng prescriptions and then waiting for something to
happen. Husbands did not respond to the initial chemotherapy experience until their
wives were résting in bed. In retréspe,ct, they described a lack of time, energy and
mental awareness to absorb everything. In one case, the initial experience was
devastating as extreme side effects were cipeﬁenced imrriédiately; whereas, few
symptoms other than fatlgue were expenenced by other wives. Husbands watched to
determme how long their wives were ill, when the illness began and subsided and
when their wives began to feel good again. They watched when they perceived their
vigilance was not notéd by wives._ Having no preﬁous experience to fall back on,
husbands tried to predict their wi.ves' needs. There was little théy could do, and many
~ felt clumsy, helpléss and in the way as they hovered over wives. The need to help
competed with the need to protect the wives' privacy. In a dCClSlOﬂ -making role, one
informant had to decide whether or not to call the physician-when hei perceived his
wife's illness was too.intense. - | |

Informants considered changing Work commitments to be with wive$ during
treatment, to leam‘about the type of cancer their wives had and to ’spénd more time with
their wives. Many fel; inadequate due to their own lack of kn“gMedge and became
frustrated with the questioning of others. In retrospect, informants realized they were
giving far more information to others than was expected, and they had unrealistic ‘
self—;axpcctations. They were in the bind of trying to pléase all the people all the time PA |
and not wanting to be rude to anyone asking questlons out of genuine concern.

~ Often wives awakencd during the night. Informiants felt they should be awake thh
‘wives and as a result became very tlrcd. Wives read voraciously. Informants tried to
keep up with the reading focusin g on cancer, which included medical publications,

biographical novels and popular mégazines. Popular television documentaries and
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biographies were also sources of information, Disbuﬁs}pn between spou's‘es’- was‘
ongoing and served to bring the couple closer. Informams I:ead to find a cure , % )

Whenever the need arose, shopping for a wig was a task 7

A

enduring. It was important for the wig to match the wife's hzurstyle and colo? so that o

. ﬁ -t Yo
others could not tell if she had experienced hair loss. Maintaining norrnalcy,

particularly to those outside the family, was an ongaing copingstrategy. Informants ’L o*
nervously anticipated their own reactiob to their wives' hairl loss. They expected wives

to watch their reaction an'd tried to prepare for this: "If she can deal with it that well,

then | better bg able to." The fear of!lettin'g wives.down and of not being equal to their
ability to endure.t‘he effects of the chemotherapy created a trefn_endoﬁs_ strain for

husbands.

ks
e

Increasing amounts of time were spent with wives, often excluding fﬁends and
family. Several informants tbok early retirement or quit their employment. The focus
of dbabily life was the wife's needs, which.was particularly difficult for those who
eontinued to work as they had to divide their loyalty between their job and their wives;

Informants began to take on a doer Tole which enabled them to part101pate even

“though they were not actually the receipient of chemotherapy. The doer role enabled
them to receive feedback for caring tasks. Doing allowed physical expression of caring
_inthe form of tasks as they were often unable to share emotive aspects of caring
wnhout'crymg or becommg emotional. Some learned that crying with wives was a
rmstake ; purncularly 1f it had not been an acceptable or shared response between the
couple before diagnosis. Iriformants felt guilty talking about their own feelings' when
they perceived their wives to be going through so much more than they were. Taking a
submissive position was something informants beheved was necessar;, , u} if
perpetuated the,guﬂt they felt bein g healthy. It was perceived wives wanted husbands

to bestrohg and in control of their feelings. As a result, info_rmants were quiet and

+
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supportive, while constantly trying not to show a lot of the intensity or depth of their

PR

underlying feelings.



V. RESULTS: ENDURINd AND FINA!JIZING THE FIGHT
s ,
B % Endurmg

I'm taifiing about the cancer experience. As far as the chemotherapy's
sconcerned, I consider it all a part of the same ballgame.

Enduring was the encounter with the chemotherapy treatment for cancer. Figure 5 °
depicts how the quality of the marital relationship inﬂuenced the strategies utilized to A.
ﬁ ght and endure the side effects of chernotherapy. | |

Those who enjoyed a goodvmarital relationship were active participants and shared
the canc\er experience with their Wives. They accepted thediseas.e as "their disease,"
were empathetic to their wives' suffering and erhphasized "being positi\'/e" (cell a).
Those who were in a poor marital relationship stayed to help their wives but were not
hopeful of curing the cancer. They respected the decision-fnakin g of others and abided
by the .desires of their wives who were deoendent u'pon them (cellb)

Those who had a good relatlonsh1p, but 1ndu1 ged in self—plty were convmced their
wives could not endure the fight wnhout the1r presence They were: skepncal toward
the chemotherapy and not overly posmve in thexr outlook They made their wives

‘ dependent by takmg over for them (cell c) Those with poor mamages felt no
ommltment or compa551on toward their wives. and took no respon51b111ty for
supporting them. These men eventually left because the 51tuat10n became too difficult

1o endure and often, they had found someone else for. whom they cared (cell d).

A .
a4

" Quality of Marital Relationship

o . ‘ . 2
. + _
. —
Participator’ Helper -
Strategy for a o )
Enduring c 1 d.
- Controller Deserter ]

;

Figure S.  Typology Illustrating the Relationship Between Quality of Marital Relationship

@ and the Strategy for Enduring.
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St’rdggling with Suffering |

The purpose of "enduring” the fight was generally for the benefit of the wife who

~ had cancer.
" What s struggling? Struggling was described as:

When you're thrown into a pool and you can't swim, and you don't
have a life preserver, that's the way I felt for a long time. In other
words, struggling. It was hard to get up in the morning knowing that
_you were going to have another one of those days which was

S unprfghctablc

&l
k g Bottom line was that you're gomg to get chgfnotherapy, you're
L *c;m‘g to get sick, and hopefully it's going to hefp you extend your life.
“You suffer for two and a half days once a mongh, and you play the
numbers game, whereby two and a half days \a month might give you

a little longer to live.

The pain of watching somebody that you love going through pain,

going through agony, that is the hardest part. That 1@@ hardest part of
the whole thing to deal with that. That was my hardest part — it'wasn't
the caring, or the cleaning up, or helping her to the washroom, or '
getting the pills.

It hits you when the person that's beside you gets sick, has never been
sick;and goes through chemo, and comes home and vomits, and holds
her teeth in her hand. You start seeing a person so differently. You
know, you haveto help them to the washroom because they're dlzzy
Then you rcaLl get to love somebody beyLond their physical bemg -
and du*mg {he later stage as the disease was progressing:
o * It was 'hell on wheels, watching her go downhill. Hardly being able to
talk and eat. Just wasting away in front of your eyes, and in really
terrible pam There didn't seem to be much they could do about it.
Struggling involved apprehending; waiting and committing. The struggle permeated
life and indulging in ohesélf was impossible because "the only trouble was she had it
and I didn't." Some husbands bccame obsessed with the struggle.
Apprehendmg the Struogle |
How s strugglmg assessed ? The awareness of each other's needs was essential to
the husband’ s confidence in perceiving his wife's responses. Informants assessed
struggling by being vigilant of wives responses to chemotherapy. Evaluating the
wifé's response and one's own response to chemotherapy comprised apprehending.

N
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Evaluating Wife's Response
~ Examining Beliefs
The following beliefs were expressed with openness and certainty. Husbands
*could not have éndured the chemotherapy as well as their Wiyes. Wives were stronger,
tougher and more resilient, partiéd@y in relation to pain and patience. Husbands
would be more demanding and despairing in a similar situation. Wives had a more
understanding nature and were more nurtun'dg. One informant felt that he "would find
it much harder to be that positive about myself than I am about her." Husbands would
not make good patients as the "littlest thing that goes wrong with me is a major crisis.”
Many were unce_rtain whether they could endure chemotherapy. One informant, whose
wifedied after sixteen months of intermittent chemotherapy, was adamant: he would
not take chemotherapy unless the disease was in the "very initial stage.”
Grieving
Even though wives expressed fear of dying infrequently, by watching their wives
grieve, informants were forced to realize that the situation was life-threatening.
Informants _repoﬁed wives began reading obituaries in newspapera, and some arranged
- théir own funeral. . One wife introduced the subject of dying by warning her husband
that forty percent of spouses die within a year following their wives' death. He
. recalled, "This hit me like a ton of bricks. I just shutdri'ght up. She was telling me that
she was going to dfe " Although he perceived her boncem. for him, the.corisidcrau'on
of her death was too overwhelrnmg for h1m to. con51der Another w1fe slowly shifted
household and famlly respon51b111tles onto her husband as she prepared for her death.
Second- Guessmﬁ A

Secor?d-guessing was putting yourself in the other person's position to understand

. their experience. Informants found the technique helped them to be:



... much more conscious of some of the things that I think I do, or I
want to do, or that I do unconsciously. Itry to be a little more
conscious about what I'm doing, to be more supportive. I try to put
myself in my wife's position and ask the question: What would I .want
me to be like if I were her? : :

Nurses or physicians were unavailable to answer ques'tionvs‘,_and informants found it -

difficult to refrain from asking wives for information. ‘The dilemma 'was that one

PPN

always wondered if he was rxght when sesond—guessmg It 1nvolved belng empathetlc S

and perceptive while recogmzmg he could not do everythmg to please h1§“ w1fe One

u.

informant became aware of forcing hlS own joviality when hlS w1fe really wanted S
.\ ¥ . 3 ,.'_"

privacy. This strategy helped mformants be less intrusive. L
C hangzng in Response to Chemotherapy ‘ o |
The intensity of "bemg ill" was dependent on the drug type and-‘dosage. As |

chemotherapy progressed, the struggle was more dlfﬁcult for those whose w1ves were

“*hot improving. Changes in physical appearance became more obv10us and. Included

,ab .

u'ﬁchanges in weight, skin colour and texture, gums became tenc}ér in Lhe mouth and
"puncture marks" or brulses appeared on arms. Changes brought one back to reallty,
and wives were described as looking very sad and deb‘ilitated‘._ One informant»knew his
wife suffered terrible "pain in her arms from being tortured so damn many times, her
_arms werejust like a pin cushion." It was extremely sad for him to see that she "kept
her arms covered because she did not want to be seen that way." Some developed a
constant body odor. The changes most frequently mentioned as particularly unpleasant
were those associated with ternperament, hair loss, fatigue and nausea.
The "Chemo Crazies" ~
Informants were amazed at the rapidity wnh which Lhexr wives' temperament would
dramaueally change While watchlng this as well as recogmzmg the loss of theu
wives' sense of humor, the effects of the drugs became ingrained. One informant
described his wife asa "Jeekyll and Hyde" and "an animal” as she screamed one minute

and was compassionate the next. At one point, he had to hit her to "bring her out of her
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hysteria."

During cherriotherapy, depression was expecfed, but the me gnirudc of the actual
response was not. Husbands were unprcpared for the extreme changes as moods
swung "up and down, jike a yo-yo". lecs cried easily and were emotionally frail. A
lack of understanding promoted anger as informants tncd tofind a loglcal reason for the

‘behavior. One informant, who did not believe his wife was in a life-threatening
‘position, could not justify her behdvior and became angry, while another labelled the
beehav_,i,‘qruthe "chemo crazies." Tﬁe physical effects Wc;uld come and go, bu; the "mood
swingé were always there." When one was tired, they were "very hard to handle.”
Patience and understanding were needed as husbands tried not to "hate” wives or "hold
a grudge." Some felt exploited, others said "she was just venting ﬁusuadon at the one
closest to her." One wife announced her intention to think only of herself, which was
hurtful because the husband thought he was already putting his wife first. Assuming a
passive role, informants did not argue or say anything in response to the temperament

changes and would "back away" or "accept it" because mood swings "were not her

Informants did

@

"losing hair was a major trauma" for wives. Waiting for the event(\las more stressful
~

t perceive hair loss as the worst effect of chemotherapy, but

“than seeing wives wnhout halr although this was something to get uszd to. The wife's
_concem was to normalize, to wear a w1g that was similar to her own hh: style so that
others would not. notice Often, the husband was the only one to see hlS wife bald.

- Some were frightened the halr loss was permanent Others responded, "The fact that

.she lost her halr{ Well it's. not‘Very nice, but it’ s not the end of the world. It's < »ing to
grow back ThlS amtude was reinfo 1f they had talked to other women ur. ler~  1g

(>
chcmotherapy qur loss was a very personal matter and not to be dlscusscd W1Lh

/-
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{others. Informants resented the question, "Has she had any hair loss yet?" Hair vloss

meant "powerful” drugs were working, and this was consoling because not all drugs

were powerful drugs causing hair loss.

Husbands reported wives were horrified with the hair l»os.s’and watched husbands
responses closely. ‘Many women lost hair all over their body and descdbed_ﬂtemselves
as "feeling neutered” or "like a eunuch " Somen'mes humor was used 'to counteract the
sadness of hair loss, but often informants laughed with tongue in cheek.

While receiving chemotherapy, some husbands noted some v@ives wore an ice pack
over their head to retard the drastic hair loss_, whtle others did not. Halr loss was
usually preceeded by extreme headaches and'oc_Curred about three weeks after initial
treatment with the "'powerful" drug. Hair loss happened qui'ckly, and hair fell out
drasncally in massive amounts. It bothered informants because it bothered their wives.

Although condrtloned to ba}dness as a common phenomenon for men, husbands were

-,devastated because they knew how sensitive their wives were about their appearance

Wives cried to express their loss and relied on their husbands’ comforting measures to
re-establish their self-esteem as.-a Woman and wife. Informants worried about being
unworthy and letting their wives down.§ vHusbands reported hair loss was something
wives never accepted, but they- “r:ebounded" as lon;;T as "nobody really noticed.”
Fatigue - |

~ Weight loss due to nausea of 'lack of nutritional intake made wives appear drawn
and fatigued. Informants who savt/ their wives with matce-up on, hair done and dressed
to go out forgot the stamina their wife had was limited. 399'{51 events became ouite
infrequent as wives did not feel like "doing anything." ‘\\\

Husbands perceived,wi\—/es to be more dependent, and they responded with a desire

tostay around the home, which, for some, was confining. Informants were often

alone because wives were in bed. Some described it as "living alone," even though



not wan‘t‘&; es taking more medication than required. One wife did not reveal her need

for sleepln 1115 and the husband was angry at being kept in the dark. Husbands
worried that body defences would beccomprormsed by taking too much medication.
Nausea
Watcﬂing and listening to nausea Was difficult. One informant described it as
"bloody hell" because there was often no réspite between treatments. Nausea and lack
of appetite persisted after cessation of vomiting. Wives were concerned about their
appearance, and husbands were consistently trying to preserve their wive's self-esteem:
She didn't want me to see her without her false teeth. It used to break |
my heart. I wanted to_scream. T just wanted to yell, because to see
that—her worrying about me. That's the hardest part.
Most wives wanted privacy in the washroom when nauseated or vomiting, while others

found the husband's presence comforting. Informants felt "impotent" in their

helplessness as they were delegated to an "observer” role in the home. They worried -

- about choicing and were fearful of leaving the home:

It's a terrible thing, when you start getting out of the liquid vomit into
the dry heaves. It's even worse, you just sit there and what can you do?
It's just a helpless feelmg — it's just a terrible helpless feeling.
Driving sometimes ‘induced nausea. Frequently, vomiting began during the drive home |
after treatment, whiéh necessitated a receptacle to use in the car . While one exceptional
wife had learned to control her nausea through mind control, for most wives, the
nausea quickly'pro'gressed to a state described as being "violently ill because there was
no control of the throwing up, the gagging, and the nausea.” For many, it was days

before they were able to "operate on their own." Although marijuana was sometimes

helpful, nfedication to counteract nausea was ineffective. Wives not "violently ill" were

-
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| considered "lucky" and "fortunate.” One informant administered injections to control
the vomiting which were mu‘umally beneficial.

The inability to eat was also worrisome. Informants felt guilty prepari? g‘. food for
themselves when the odors associated with food preparat: . 1 or the noise fa closing
door would precipitate nausea. The nausea was depressin’ because "it er:ght reality
right home, right now. It's not hidden. She's sick, there’ -t no two ways about it."
Many worried ;ha't wives were losing the "fighting spirit” ar.  were "almost ready to
give up." For increasingly longer periods after nausea subsided, informants "could tell

\he was not feeling good" even though wives "would not really say."
\\Fighting o i

Motivation and determination to fight was reinforced for those who were told by the
physician, "She did not have too much time to live." Informants were proud of their
wives' determination, fortitude and stren gth: "She seemed to have lots of ﬁght in her.
She was bound and determmed it wasn't going to get the worst of he\l‘*ancLLhe/oamed
on." Informants were also surprised by their wives: "She was res\olved to the fact that
she was going to be sick.” When extra medication was required, one wondered how a
person could possibly "take it" and consume so much. Increasing admiration fér the .
acceptance of needles, the "poison" and its effects were evident: "I never fi gured that

\_
she would take as much abuse as s she’was able to. She always looked so sad." They

-~ believed their wives would never senously consider not enduring treatment or ending
their own lives.
Supporting
Informants assumed the "supporter” role and learned to accept the situation more
easily because wiQes were "so good." Some were freed of their need to be in the home

with wives when they perceived wives liked to "suffer in silence" and did not "want me

to be around that much." Others were forced to recognize the enormity of the situation
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when ﬁomally independent wives suddenly bcéame dependent. Most husbands‘
recogriized' wives were doing their best to endure the chemotherapy, often with no hope '
of not experiencing side effects. It was difficult to project hopefulnéyvhen sadness,'
permeated their thoughts. For others, the suspicion of hopelessness reigned as they felt
their wives were "giving up" the fight: "It was very hard to see my wife in that

condition knowing that she was accepfing anything. I believe she had, in a sense,
accepted her fate." n

The passive role allowed husbands to observe wives coping responses without
interfering and to focus on "what she wants." This opened the door to planning and
implememihg theif own strategies. It was believed that working wives were provided
relief in that work was an effective "escape.” Work interests provided distraction and a
"reason” to endure and live with the c.:an‘cer experience, while those who did not-work,
or were unable to work, tended to "worry or brood about it more."

Several informants saw their wives withdraw intova "sick world" which isolated
th'emv from the "healtl.]y‘world" of the husband. Recognizing this re5poﬁse helped
husbands appreciate the depth of fear and need for protection wives experienced. The
lack of communication between the two "differént worlds" k2pt husbands in the dark,
wondering why this was happening, and if they were being J)u%ished.

Going to treatment was traumatic for all informants because wives "hated"
chemotherapy: "She'd rather not go, and she would be silent durir.ig the trip to the
treatment facility.” Some were "fanatical" about getting to treatment on the exact déy,
which often became more flexible as time progressed and personal priorities changedl
When treatments were posrponed',' fear often subsﬁmed the philosophy of positive
thinking- adopted by husbands. The philosophy assumed the power of the mind to
control the situation and was a most effective coping strategy tc. husbands. They were

fearful that a setback caused by the postponed treatment would affect their fight to



mamtam the positive attitude. :

When wives talked about the cancer expex‘ienCe in detached and depersonalized
clinical terms, informants were surprised. On rauonahzmg depersonahzauon
husbands suggested that talkmg about feelings could be cmouonally upsetting and
energy depleting while the fear of death made _1t "hard on a person." Talking about
fcelmgs could lead to a "poor me" atdtude which most husbands found appalling. They
noted wives stopped crying at one identifiable point during the chemotherapy and had
no other outlet to éxpresé fear. Wives often wanted to do things about wﬁich
informants were hesitant. For example, wives wanted to continue dﬁ'ving the car, and
husbands were frightened that the residual effects of chemotherapy could potentially
cause an accident.

| Recognizing Own Response

Expressing Love

Husbﬁnds did not recognize the enormity of their wives need to feel loved.
Husbands expressed their feelings of love and were surprised when wives decl’;ed
they needed to hear it more. The most intimate time for CXpréssing lové was usually in
the privacy of the bedroom. Some did not sleep together in the same room and 16st this
opportunity. Initially, spouses were awake d_ﬁﬁng the night, but a$ lreatfnents '
progressed, informants needed sleep to sustain t}iéir em‘p10ymem. Wives weré up
nightly, and many informants found this activity disturbed their sleep. Although they
were together in the home more, spouses engaged in solitary tasks.

Expressing Suffering | | /

Tﬁe reluctance of husbands to legitimize their own suffering was évident: "I really
don't like to see her suffer. I just have a difficult time hfmdling that, but you handle it."
One informant measured himself by his wife's response: "If she. felt good, I felt |

good." He also responded as a mirror image:
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. When she was suffering with her cancer, in her bad times, I felt pretty
bad too. When she rallied and was feeling good, cheerful, then it
seemed as though I was too.

The submissive, one-down position husbands assumed served to hide their own
suffering and placed less stress on their wives. For example:

" ‘When things bothered me, I suffered in silence. I accepted it and I dealt
with it alone. But only in matters that affected my wife and L.

Creating Emotional Turmoil

When ongoing treatment showed no indication of improvement, helplessﬁess
~ became particularly despairing:

It was extremely difficult to see what was happeningto my wife as a
result of the chemistry. It was terrible. There was not a damn thing you
could do about it. It was really horrendous, it's a horrible experience. 1

hate to think of what it was like for her.

I'd rggher jibedbaiffered it myself. If I could have taken the drugs for

rrence after a lengthy period of disease freedom:
Rt ondition reélly hurt me. It was bad enough to see her -

ith the disease, and then something else on top of that, it was

just too much.

The unceﬁrtain outcome magnified hélplessness: "Her life was %tantly threatened, it .
wasn't as‘ though she was out of the woods.” When intense side effects did not occur,
informants became pes-simisticv, wondering wheﬁ they would start and if their wives
would be able to endure them. | -

Informants could not witness pain, the sight of a needle or injections. Pain was
assessed by facial expression, body movements, eyes and verba}; response. The
difficulty was often not with the present "real pain" but with thoughts of future pain
they feared wives would experience. For many, crying represented weakness, pain,
~ sorrow or. lack of control. While crying was not incohsolable, husbands felt inadequate

because they did not know how to comfort someone crying. Crying was like a pain "in

their heart,” but they were not free to express it because they had to be strong.
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On exp’eriencir;g their’ own drain of energy, informants were horrified to imagine |
the physical and emotional trauma their wives miust be enduring: "I felt a lot of sorrow
for her. Itis extremely hard to explain, when you love somebody and watch them go
through agony, or turm01l in their mind." After five consecutive days of treatment, one
husband had to help his wife bathc and dress to prepafe/for treatment. He became
extremely depleted as he also maintained employment. Husbands were frusnzife'd with

their lac@f .control and their inéhility to solve the problem of chemotherapy:

When yBu re right in the middle of those treatments you really can't see
-the light at the end of the tunnel-it seems. And then it becomes a big
_problem.

For example the unpredlctabrlrty of missing a treatment due to low blood counts was

ol

dlsgouragm g- The 1mag1ned effect led husbands to ask "Would the cancer

proliferdte?” or)Would.the body's defenses bounce back to enable the next treatment?

Living day-tE;-day was important. Taking fhll advantage of each day was the rule.

If the wrfe felt well then it was a good day; if the wife didn't feel well then so be it.

e -Reathg thﬁt’@ne could not make 'all thmgs better” grew to acceptance as mformants

_leamed to live with the lack of chorce. “You have no choice, you simply just do the best
youcan." One had to trust "they [medical personnel] are doing everything they can.”
It became easier: to say "whatever is going.to happen, I let happen, I tion't try and fight
it'too much." this attitude allowed informants to,mov /ﬁrom fighting the 1nev1tab1e to
usmg energy consu‘uc,tlvely Short term goals as, planmng for hohdays were

the only future plans made as lon g term goals became nonexrstent .

\ ®

Fear and sadness were always evident: "You're always scared, I was aiwas/s :afi»rai'dt

' Deep‘ in your mind; you knew she wasn't going)to get well and.'you were so afraid of
‘that.” For some, Tepressing anger conserved‘_energy, while others realized anger was
destructive when not expressed: "It could get‘r\‘n‘e down.” Often there was no one with
whom one could express anger. For some; physical expression"of anger was the only

\
-
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outlet as they broke doors or put their fists through walls. - Inanimate objects were
‘always the subjects of a\buse.' Others were able to find a private place to yell or scream,
but many felt they could not afford the time to do this. Trying to tumn the anger into
l.making sense was‘ more palatable and conducive to helpful behavior. Most "never got
rid of the anger"” or accepted the disease and its treatment of ciemotherapy because if
one accepted this then hooe was gone. When hope was gone, then one "gives up” the
- fight which was not acceptable to the inforrn@’gts. ‘
For many, sadness could not be hidden. Confusion reigned because sadness was
not directed toward any one partlcular loss. Sadness often produged tension, anxaety,
frustration and physical illness because it was ongomg and unforgivingly relentless
Tears would often be a ramification of sadness. Informants were sad for w1ves,
families and themselves. They }ook care not to let sadness overwhelm them and cause
‘depression or the in-ability to ﬁght. ' h
Changing Lifestyle
Chemotherapy forced a change of lifestyle and became the foc:s of daily living:
It filled our lives. Chemo took a lot of your life. The pills after the
being sick, then worrying about going back the next time. I guess that's
all part of it. : -
Lifestyle changed to the pomt where it was descrlbed as not normal"
| It seemed ltl\e just the time that she got everythlng back to what you'd
call normal, where she's got her appetitg, then it's tlme for the chemo
again. :
. For some, every treatment was "alwa_ys so different, so new whlle others felt they
‘had about a "week of good health relat1vely speaklng between tneatments Changmg |
soaahzanon pattems left some husbands feehng isolated, wh11e others dehberately
- 1solated thetn;eh;es Many wanted to socialize gtore but could not bgcaUSe wives were

"quite often sick" or V_dldn t want to." Sometimes after socializing, wives got ill with

nausea and vomiting, and the informants' reluctance to socialize after this was because
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of the consequences to someone other than themselves. The principle of consecne. ce
also applied_to holidays. Chemotherapy was scheauled to accommodate holidays,
which gave an "extra week ef holidays." Howe;/er, on retu}ning, "she had to »~y for
it" as treatments were scheduled closer together until the missed treatment was
accounted for. | | |
Husbands were not prepared for the sudden change in lifestyle:

You had to change your l'ifestyle a Whole bunch. On those days you

obviously couldn't plan on going out. You had to be around to take

care of your wife. ' 5
The unpredictability of response to treaiment was disrupting. One newly married
couple found the cancer experience interfered with establishing their identity as a unit,
altheugh it helped to establish their relationships with extended family. They were

“denied the control'to make decisions about parenthood. Chemofherapy "took up so

o

much of ﬁouf life." Seme wondered if the physician realized how much chemotherapy '
requlred of one's life because/sxckness lasted day and night, often with no period of
~ reprieve for days. For others, a reprieve never occurred because it was constantly "on’
their mind." For those who worked, time was at a premium: "Your life is se full at the -
: time;' between my wife and WOrk, there'wasn't spare time to do anything elee."
Inforrriams were aiways aware of the passage of time. » .
Many became "calendar watchers," admittin g "it's terrible to live to a calendar.”
‘The caler;;'élar dominated daily liQia gas it‘was somefhing oné c})ul_d use to nofmalize_\life :
and "i(eep track of what was going on". Ahhough the actual daily response to B
treatment was con51stent1y unpredlc:able one ¢ould determiné how many days the .
fswkness would last. The drastic chan ge from being well before the treatment to the \
illness followm g treatment and back to bemg well again aftcr the effects of the drugs

had passed was unbelievable. The day of treatment was dreaded. Tt was important to

plan ahead:
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You just knew that you were going to be home all weekend. Your wife
was going to be awfully sick. There's not a heck of a lot you can do -
about it. There s a reason for this, so just hang in there.

« "A reason"” legitirruzed staying home. Husbands compared themselves with wives in
terms of: who was most optimistic or pessimistic? more positive or negative?
stronger? under most stress? happier or more sad? |

When secretly wishing to stop chemotherapy, informants chastised themselves:
"How could it bother me when she was the' one going through‘it?” Suffering was often'
expressed as feeling sorry, which implies grieving for something that has been lost and
regretting not having done more in the past. Thus, many husbands could not do \
enough for wives, while others mourned the loss of a mutually giving relationship.

Husbands perceived themselves as the "givers" or "doers" and wives as the "takers.”

. ‘h’en wives were stronger the giver" role was not possible. ‘Husbands felt at fault

a ' ‘ use they were no longer stronger or more giving than. their wives. When not
' helping "enough," informants became vulnerable 1o feelings of guilt.

Informants "settled into the chemotherapy itself," becoming resigned to the reality
of chemotherapy' "I have to a certain exte’nt gotten used to the fact that she's sick all the
time—kind of try to cope w1th it ' One. husband coped by "taking care of ~myself and“
gomg oht doing thmgs more than I have before.” Sexual relanonships decreased and
many 1nformants mterpreted the decreased sexuality as a loss of mterest in themselves
They had difficulty discussmg this with anyone, especmlly wives, and their concerns

B ) . . . f
were most often never resolved Sometimes wives were not receptive to any-form ot;

. touch., Informants felt reJected when the tactile response often one of the most mumate,

3

_ways of expressmg caring, was rejected

Informants learned t6 be prepared for wives refusing to go to treatment, which was
& .
con sidered a natural reaction to something SO unpleasant Some felt compelled to

. respond. One husband "had to be mean," "blunt” and msulting" before hlS wife

would agree to go. Most got anxious hearing "I want to die" because they felt this

-
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meant their wives were "gi\"ing up" Informants described a protective role'
- I've always been very protectlve of my family. If I could relieve them
going through any problems I wou]d I would try to solve them, try to
shield them.
Tolerating others in the family was'difficult. Children were often described as
demanding, self—cehtered uncaringvand inept at -maintajning household chores. For
yormger mformants parents were supportive and he]pful in managmg the household
. whereas for older informants, parental influence was not helpful because estabhshed
methods of coplng considered parents as outsiders. Grandchﬂdren became 1mportant
and one couple moved their re51dence to be closer to grandchildren. |
Pérsonal coping strategles varied. Eating smokmg and/or dnnkmg excesswely
were used, but if wives noted excessive habits, pth’er_ways of coping were devised e
because wives were not to: WO@. Some read the obituaries, in-particular’the age and
cause of death, while others avoxded this "like the plague.” When the cause of death
was not noted, husbands looked for the recipient of contributions to determine the
* cause of death. One husband ingested his wife's medication to try and understand her
response. The ability to changé was surorisin g: "You think you know yourself well,
| but you really don't until the actualthjhg happens to you." They learned to be flexible,
yvhieh enhanced "becorrting a better person." ‘Irllformar‘lts'felt somethih_g good had to
come out of the expeoence, and they took hetter care of themselves antl their ﬂviv\es.
Relating 10 Others
. Few informants attended group meetings because although helpful for sharing
expenences w1th others in similar situations, they’ were not at ease discussmg thClI'
N .personal concerns with strangers Those who attenc@d felt they did "not recelve as
much a§, they gave to ,others, Sometlmes the meetings had a self—consohng, 'poot me"

attrtude which did not support the phrlosophy of posmve thinkin g husbands had

adopted as a ‘coping strategy.



73

Relatives and friends gave too much support, making some wives feel like an
"invalid" and subsuming the husband's doer role. Visiting increased and was stressful
for those who wanted privacy. Although people did not always know what to say,
most informants took strength from thg caring and prayers offered on their behalf. For
" some, old friends were lost and new friends gained because wives were not always |
| receptive or amiable. Informants felt acquaintances, those who were not considered,
r;riaends, used avoidance because they did not know how to respond or were afraid of

the emotional response they might receive. When acquaintances did say something,

1nformants found some will come and talk w1th me, sort of like a bereavement, as if

"How is your wife?", because contmually answenng "no change" never seemed to be
enough. Rarely did anyone ask informants how they were doing.
Mamtammgﬂealth

ﬁ,\f—' -

On recognizing the stress the; were experiencing, mformants no longer took health

oA

for granted, and they womed that 1f they got srck they would compromlse their wives'
.health Husbands compared thetr 111ness to that of wives and- reahzed that to watch
‘suffenng was 10 hope you did not have to endure the same expertence "l used to feel
~ guilty about saying to myself thank God itisn'tme. I surely wasn't glad that it was

my wife. That guilt was really hard to shake or understand.”
) D - . . Lo B B
E Bezng Informed ' ‘ s ‘

s
¢

Informants often felt in the dark in terms of the information they recetved fmm -

WL

either the physwran or wives. For example husbands d1d not understand the nece551ty

“for contmulng chemotherapy when there was no indication of 1mprovement Those -
-~ . L Js

who accompamed their wives during the phy51c1an s examination perceived themselves

P L

as more knowledgeabk's- than those who waited outside. Wives were often .
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uncommunicative after seeing the physician, and informants were reluctant to questioh.

Asking rendered the standard neutral reply, "Oh nothing." Sometimes wives would hot '

allow hpsb}mds to be present. These husbands wondered why. Was she deiiberately

keeping information from him? Was she punishing him for being the well one?
Husbands .were told by wives not to ask too many questions, s; they would often

ask a nurse when wives were not present. Nurses were perceived to be noncommittal

and honinforrnati.ve."“Mdst husbands had no contact with physicians and\pefeefr(ed

_physicians as being too busy. Some approached a nurse asking to see the physician,

but they were not satisfied: Being in the dark made informants feel vulnerable. When

wives were not sharing feelings, then how could husbands? Informants felt they had to

withhold feelings, and silence was stressful becausé’ they breally wanted to divulge their

concerns. Sometimes they supported wives seeking counselling services, but they

were not willing to seek help for themselves because the wife was the "ill" one. Over

time intl”ormant’s learned to live with being in the dark and "sort of 'got use to it.”
Initially, informants questioned the amount of knowledge they needed to have: =~ «

"The more you read, the more fnghtemn git becomes " "Fmdm g a happy medium"

was the 1deal Later, informants were grateful rhey knew and.were familiar with the |

terrr_unology as it helped them conVerse intelligently with others.’ Becomln_g‘ _

: knowledéeable helped 'the'm rationalize and accept behavioral chan ges in their wives‘.

" For sc.)rn'e,the acquisition of knowledée was like a staircase; the more knpwledge

gained, the more aware they became of future evenrualities If cancer recurred, the

~ stairs left to step on became fewer. Those whose w1ves were enduring recurrence )f

G cancer were treated as "experts' ' because their expe”ﬁence of chmbmg this pamcular

. staircase was somethmg others had not encountered. -

Oriénting 1o the Future A | .

Considering outcomes, an aspect of accepﬁng, forced one to think of the future.
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| Informants preferred to hve day by—day, to stay posmve and deal w1th reallty They
planned secreuvely and alone, rarely djseussmg the future w1th anyone The secrecy
offered comfor_t and secunty. Some felt guilty, as 1f they were g1v1ng up” when

e admittin g wivels‘were not going' to "get well.” Recurring disease often hastened

. orienting to the future Unable to do this, some informants found death was as

' shockmg as the diagnosis. They were unable to tolerate thoughts of dymg, 'shrugged
them off" and never accepted the cancer experience.

“y Facing the fact involved considering the termirality of the cancer experience even

s

Athough "hopefully,’it won't be foralong time.” "The day was coming" when
3 -‘ chemotherapy‘would be ineffective and stopped. >While informants dreaded this
moment and experienced a "terrible sense of doom" as the recurring disease
: progressed, they acknowledged their lives would not end when wives died. They had '.
to plan for the.time following death because, when the time came, they might be ‘
overwrought and una};le tq{ﬁct coherently. They desperately "hoped"” wives would be
there forevEr ALtem"éte methods of treatment, intentionally not pursued, were
considered. Hope was waning, and they would have "tried anything" to prolong theirj
wives' life.

. Overwhelming sadness accompanied thoughts of missing wives. Hu)soands,"felt
bad" thinking of death. when wives were alive'and fighting, but they could not dismiss
the thoughts that wives "might not make it." Many'continued to think" of a‘ short term

- future only: "I know next year will be better or "I think T can folerate her [her
behav1owr another four months." Others were unable to fathom-anything beyond
daily living. Those who w1tnessed wives rece1v1ng hfe support measures were more
apt to talk about the future. The phys1c1an who prompted an informant "to think of his
life too" freed him tc think of the future without the accompanying guilt.

T

Preparing for the worst scenario included secretly considering questions such as:
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Were wives going to become sicker and die? Informants refused to discuss issues of

dying until the wife initiated the conversation. Maintaining the positive attitude to

facilitate fighting was essential. Discusstng the worst scenario while undergoing

g rreatrnent was the same as speculating about death, which info@ants félt would
neutralize hope for recovery. éome thought they "should" discuas it because others
expected it, and they wondered if they were denying the possibility of death? Their

-answer was no. They acknowkﬁdged the existence of the cancer, but: "I know it's

.' there I know that it could be dggﬂy But, we'll deal wrth that when we have to."
Therefore, not dlscussmg dying With wives was both a buffer and a shared coping

- strategy. Talking openly about the future facilitated the acceptance of death. Some felt’
justified when wives completed wills or ehecked.%out existing insurance policies, while
others became agitated by these action§ whic“h th perceived to be "giving up" the

fight. Most did not want to consider losing t}tw s to cancer. Preparing for the

worst scenario involved planning: "What will "Many felt guilt-ridden considering
“the question and "blocked it out"; however, itkept reappearing and demanding

~ consideration. | | . ‘

.Pla}tﬁ.’ing for later illness include‘d concerns about comfort and suffering pain .

Informants began planmn gto accommodate their wives* w1sh to remain in the home by

- considering financial costs, nursmg care services and home management. Unfamiliar
with carmg for someone in settings other than an acute care hospital, informants
expressed fear of the unknown wh11e~t:ty1n gto be pracncal Major concems mvolved
the ablhty to carry on w1th the1r job, manage the home, help chrldren respond to thetr

mother and ﬁnd careglvers to allev1ate phy51cal suffermg The greatest comfort was to

. look to others who had surv1ved the ﬁght Informants feared their response to pamful :

'suffermg Concerns were compounded when earlier experiences with pain had been

-difficult. Some had witnessed other-s‘expenencmg unconttolled pain, and memories

i
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lingered.” One informant dic 10t want his wife to be disoriented or iit"a morphine haze

because he wanted her to be able to share her thoughts and feelings with him.
Plannmg Jor death was somethmg no one felt comfortable talking a&ut “What
“would happen when someone dled" Who would they call? ‘What would happen after
someone died? Would his wife want h1m with her? If so, how would he know?
Informants reported guilt thinking about such questions and experienced fear of the
unknown at the same time. Thmkmg back to past expenences or seeking out those
who were known to have experienced death helped some informants, while others had
made decisions about death previous to the carrcer experience:
Death was a SUb_]GCt that we sort of eased into. As time went on, we
found that it was the topic that came up most often. It was also the top1c
that seemed to give the most comfort after it was discussed. '
Many thought about how diaries kept by wives could benefit others, and they fotind
solace in this. | | )
Planning after death consisted of short term goals; although when young children
were present, more long termtllalannin g was necessary. Loneliness invaded thoughts of
the future, and husbands_vu:sedvcoping mechanisms, such as, "working twice as hard to

fill the void," to deter loneliness. Daydreaming, which offered fantasy, relaxation and

enjoyment, was curtailed because of the guilt and this "almost m‘orbid‘feelings of

enjoymg themselves." Daydreams: 1ncluded manymg again, where they would live, &:
S
what work they would be doing and how their family would cope. S RPN

Waiting - ST o : &;

P L
. '1\' "

The waiting game was timeless, ﬂuctuanng with the "ebb and.flow of the dxseé? e T
. R

The whole thing was a walnng game for me — wamng for results, g £ e
waiting to see if there was any improvement, waiting to see if she was L e T
- “getting worse, waiting for the end of the chemotherapy It went/on and

onandon. = , .

Wamng was ongomg and endless unless one con51dered death an acceptable end It o

was frusnatmg because doers felt comfortable problem solvmg and actmg, whereas
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waiting was a passive activity. Informants waited for their wives to get ;eady,‘fo:a,.g ]
parking place at the treatment facility, for the physician to see their wives, for the -
results of the blood work, for the treatment to be ovér and for perscriptions to be filled.
Waiting was incessant, prolonged, boring, extrc‘mely irritatihg, anxiety provoking and
expected. Informants accompanying wives for admission to hospital had to wait for
blood tests before they could be certain of admission. The conflicting pressure to
return to work and the desire for the treatment to be completed made the hours of
waiting seem longer. .
- Most ihformants waited in the hall during treatment, while some sat with their
wives. Wives were rﬁore resigned to waiting; Informants often offered to get drinks
¢~ acks for ines but rarely talked with anyone else unless the other person initiated a
conversation. They rarely took a book to read but sat quietly watching nurses or
physicians with the patients and families. Walking in the hall or questioning why they
were being asked to wait so long were strategies t;) break the monotony.

Waiting was a time when "everything went through ybur mind, moétly about
cancer. That was all you thought about." The lack of choice was fmstfat.ing: "You
have to sit and wai; your turn. What else can you do?" One wife missed her treatment
because she was angry with waitiﬁg and left. Husbands wondered how won;en who
came alone managed to wait without "someone to lean on." Several found waiting
especially schsfﬁl because the physicians were uncommunicative. They waited,
hoping to hear sbmething positive, but they were never told anything.

The fight was'mgasu;?d by the results of diagﬁosdc tests which were not routine
but contrélled by ;hg physician. | Unéertainty abé% wl{en the tests'would be done or

""how the tests aré going to work out" influenced-waAjgting: "It was always the same
everytime. It was always hdping and praying that things are still going to work out."”

One couple had to wait eleven months before the CAT scan: ."Up until that point, we
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did not know whether there was any hope or not. It is in that period of time that people
find themselves in total distress."”

Anger at the system, the lack of compassion of health care providers and the long
wait for results of tests influenced coping. Informants perceived a lack of compassion
in bei;lg forced to wait up to five days to get test results. It was demeaning when scans
were not shown to them, particularly when wives, usiﬁg creative visualization, needed
to, see the scans. Trying to obtain infonﬁation, by phoning or personally requesting,
was often unsuccessful. The anxiety of spouses increased és’ they mirrored each other.

Committing

While all informants decided to commit themselves to help wives endure the fight,

@
AR

factors influencing their decisions varied. The length of marriage implanted a sense of

‘/“"faimess in that they had been together through adversity before and it would be

(e .

imprudént not to stay. Informants-thbught of themselves, knew they would not like to

“ be alone and felt sorry fof@é’fﬁen who were alone. Other factors influencing the

decision to commit were moral values; guilt, the determination of wives to fight and the
length of the chemothc;,rapy treatment. In‘m‘ost cases, the resolution to fight, madé
when the threat was imposed, Was firm and not negotiable. Factors which inﬂuenceﬂd a
re-evaluation included the promise of inheritance, pr_evious successful chemotherap N
and a genuine compassion or love for wives. Indecisiveness was influenced by
frustration and anger with their wives' temperment, a belief the illness was not
life-;hrea_géning, a new job, a lack of love for the wife and a liason with someone else.

Informants were aware of husbands who had separated from wives. Their

consensus regarding the reason for leaving was the increasing stress in conjunction

-with an inabi'lity to respond positively to the wife's behavior. The uncertainty of the

outcome of treatment along with the prolonged period of waiting associated with "not

knowing what's going to happen" was indeterminable, "So I can see how easy it would
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i be _]USt to walk out and say, see you later, you know, it's your proble@"
Implementing Strategnes " . '3;
Informants began to plan and implement ways of buffering. When the ability of

husbands to implement strategies was compared with their resolution of anger, attitudes

became eviden; (Figure 6). .

Ability to Implement Strategies _

+ - -
Abilityto T Acceptance b‘- Apathetic
Resolve : . ? :
- Anger Dorhineering Cynic

Figure 6. Typology [lustrating the Relationship Between the Husband’s Abilit' -0
Resolve Anger and the Ability to Assist his Wife Endure Chemothera;. . #

:Fhose who dissipated their anger maintained a positive attitude (cell a). They were

able to grow within the limitations imposed by the cancer expen"ence and were

' aocepting of the need to participate. Husbands who released their anger’but were not
able to implement strategies were lacking in self-control (cell b). These husbands were -
often lackin g in emotion and physically ill. Their concern was often focused on
them§\e_l_ves, and they projected a lack of concern for others. VThes’c husbands were
minimally involved in helping their wives. Husbands who suppressed their anger were

| , often stressed (cell.c). If employed, they spent an increasing amount of time at work.

- They uéually accompanied wives to treatment and never seemed able to do enough for -
their wives. These husbands were-alwayé rushed, had very high self-expectations and
did not like to discuss the cancer experience. In the fourth cell husbands who either

represscd their anger or were unable to 1mplement effectlve strategies werc bitter and



81

negative (cell d). They felt likc‘ failures because they got very little positive feedback.
They never spoke with anyone about the cancer experience, and they withdrew when
others wz'mtcd to share experiences with them. . ' )
Husbands\ assisted wives by softening the blow, resisting disruption and preserving
self. Sdftenin g the blow involved strategies which were supporting, endearing and -
dg}sig‘ned to make day-to-day life easier. Resisting disruption invol\}cd denial of those
| behaviors‘kﬁqwn to disrupt. Prg:servin g self inQolvcd strategies to help himself.
éoftening the Blow
Informants provi@‘d supportiv‘e care: ':You dc; whatever you have to for someone
you love to make it as easy as possible." "Everything I did was strictly for my wife. 1
lféd to do everything»to maké it easter.” Thé philosophy was that "anybody who had
cancer must also have a fear of death that was second to none." They believed:

If you want to survive the situation, you really have to turn yourself into
something that can be helpful to the person that's sick.

You just can't go through that kind of experience by yourself. There's

just too many things happening emotionally and physically. You need
someone that is close to you.

Even when resisted by wives, effective caring had to be contim\x/qu& constant,
consistent and persistent. Being there, cherishing, normalizing, being positive, taking -
charge and édding on were perceived to be supportive.

Being There » ,

Being there meant one had tg be egotistical, believe in himself and the necessity 9f

| his role and become an "insider” who knéw and understood chemotherapy. Husbands

said: "She wants me with her. I waﬁt to b; u't})le_r'e. It's a mutual thing." The cahcer
experience often isolated the couple, and they‘ had to support each other:."I go home
with the anticipatikn of helping her cope. Iknow I have got to help." Being there was

a self-expectation, and one perceived to be expected by wives. For example, one

informant did not like hospitals, but he did accompany his wife for treatment.
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Changing es was inv&lvfd, such as with one hus;ghnd who had to be a friend
because hlS w1fe talked with no one else. ‘Being there meant knowmg enough to leave’
- wives alone and not hover over them suffocatln g thelr mdependence Some took early
reuremegt or demed themselves enjoyable leisure activities. Being there was often

9 evaluated by the residual gullt they could expenence if they did something else.

.

Bemg there and irn g ready for chemotherapy became routine. Informants
"stocked up" on liquids.or food wives could tolerate. Som%times conversation would

dwell on the site for chemotheragy injection, but usually, dlstracu was used to "take

the edge off the evening." A secret underlying sadness; which was never-verbahzed

“> W .
a]ways accompanled gettlng ready. , v‘ . ' . 6 Z

<8
Experiences duringbchemothérapy d';ffered according to the setting. Although they

« became exhausted from travellin g and worried about what was going on in their
e 3
g LY \

. absence, when thelr wives were hospltahzed husbands never felt "in the way.: One

informant, who had visited and foun(f his wife on life support machines looking "ready -+
N

b
o todie," was always fearful of entering the hospital. Another witnessed an emergency ™

“in which the patient died, and after this, he wanted to bt with his wxfe constantly.

e

M\Recewm g treatment in a facility that offered small separate rooms had the advantage of

© privacy, the ablhty to stay?nth the wife comfortably during treatment, the ability to >

open a wmdow for ventrlatron and the ability to feel free to "come and go" when a
nurse was present. But these rooms were hke_ jail cells” after fourteen months of
chemotherapy. In most cases, chemotherapy was given to everyone together in a small

o~

outpatient room. Informants felt inadequate in their attempts to allay.their wives

i

~. nervousness. Rarely did couples touch, such as, ﬁoldmg hands, or talk a jot together

-

Mos: did not accompany wives to see the Tysrman and those who did had requested
to do 50. ~One in.ormant accompanied his wife until she asked him not to.

#urin g chemotherapy infusion, informants were present when wives requested
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this. Several had prepared an audio tape of rc;,laxing music for wives to listen to. Many .
7 felt "in the way" of nurses due to the size of the room, availability of chairs to sit on,

and nu{pber of panents in the room. Some waJted in the hall until needles were mserted

for chemotherapy, and then they entered tJhe treatment room. The clinic Was’ alvt:ays

LV

-~

busy, and informants worried that e other women would be resentful of them when
- . . . » m'

their own husbands were not present. One informapt saw women alone and crying

after treatment which reinforced his determination to be with his wife. Crying was

‘
rarely seen, but Signs of nervousness and anxiety were observed. During tr@atment,

mformant§ hung around furuvely ﬁndmg excuses, suc'h as, going to put money in the
parkmg meter, to get outside. They wantgd to be there but became Claustrophobxc
bored, restless and ached to leave. Those who lad been accompanying their wives for
some time recognized familiar faceés. One inforr_na.nt, who felt he had hope to offer ‘
because he had been enduring treatment for a lon g time, would start conversations with 4
' others. Overall, rnany felt that it was not a place where Lhey should be and felt ignored
by the nurses until the nurses began to recognize them as familiar faces.
’ They beliéved it was "hartler for the survivor to go there than it was for the patient”
becatxse "they felt-among their own kind." The cancer institution was appreciated as
"everyhody was in the same boat" and not "moping." Watching children &/as difficult
because they "didn’t seem to appreciate what was happemn g or why they were there."
Older people seemed very "stron g and bold and accepted the fact they had cancer.™
"After- s€eing it over and 0ver " informants were less fearful of ;'chatting with other
women [patlents] who wgre all very friendly." Realizing that time and expenence had
mellowed}he experience for them, many found&he familiarity comforting. One '
1nformant whose wife died, never fe&it comfortable and said, ”There was never

anythmg good assoc1ated with the place. How could there be?" H e felt every patient

had an extremely "sad look." After treatment "one should not desert soi \cone when

<

"k
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they're in trouble and or leave them alone." Some felt wives-should not drive hOme ’

L

alone "under the 1nfluence of chemotherapy and made caﬁm someone was with them.

Cherzshzng S

&’

Chenshmg consisted of nurtunng, listening, touching, humoring and doing.

Informants éhanged becoming more attentive compassuonate and cons1dcrate They

A S

wanted "to be able to do more" and no longer took their wives "for gramed Emotions
of affection, gratitude and love were similar to the "honeymoon stage’' ‘of newlywcds
L]

Informants found solace in the mantal relationship even though thexr sexual relationship

had decreased. Although the "opportunmes were always there to be unfaithful" and '

~ there was "no question about it, the thought sure enters your mind," most informants

were loyal. Often, childhood experiences affected their faithfulness. For exarhplc,
one informant's mother had been abandoned by her husband, leaving her with two
small childrefi, and he remembered what that abandonment had been ch for his
moth:'}r. - “

| The basic feeds of rést, sleep and nutrition were considered most frequently. For
some, touch took on healing powers z;s back rubs, neck rubs and hugs became relaxing

and comforting, but other wives resisted any form of touch,, Partial and sometimes

total abstinence from the sex act was initiated by the wifé. Informants provided

physical care, such as, bathing or taking care of homemaking tasks. Work behavior
'cha}lged', and working overtime hecame nonexistent. -“When unable to be there,

: hus_bands"a'sked friends or relatives to stay, or they hired someone to care for their

wives in the home. - o

Nurturing included caring, loving and supporiing to make wives "feel better.” A
self-awareness not to overdo cheerfulness or "cheapen themselves" was evident.
Husbands knew too many compliments given unwisely would sound dishonest or

"phoney." Wives were depressed and dissatisfied with themselves, causing them to

t
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question their husbands'love. Therefore, how a compliment Was given influenced the
wife{'.s self-image. Many 'believed'they came to love their wives more deeply and
wanted to convey this. They tried not to be patronizing and leamned not o say T
undefstnnd how yon feel." How can anyone really understand unless they have
experlenced it? Wives were pampered and some spent a great deal of nloney 'spoiling”
wives. The ' spoﬂm g" by spendmg money gave satisfaction and positive feedback
because it was something to "give up" just as thejr wife was "giving up"” a lot of her
energy to undergo chemotherapy. Most expressed the notion that Fhere wés "nothing I
wc;n't do. If she wants something, I doit. Anything within my power, I'll do." One .
informant was told hy his wife that he was doing too much, and upon reflection
realized that, at the time, he was.not listenin g nor could he have chan ged. Informants
wanted "to make her well" and expressed "feeling lost." They "hoped" that what they
were doing was enough, that it was "the right thing."

Husbands perceived wives‘. needed to have someone nearby who leved them.
Wives feared bemg alone or abandoned more than the1r spouse having an extmmamal
affair. Informants were present in the home for lon ger periods. They rushed home
from work and being there became imperative to malntammg trust in the relationship.
Many telephoned wives daily "to give her a chance to talk." |

For some, caring meant accepting changes and éssuming passivity, such as,
following a new (h'et they did not like because it was important to wives or accepting
anger by ignoring caustic remarks. The approach became one of "trial anderror."
~ Humor "lightened things up a little bit," reduced "tense snuanons and was somethmg‘
. to take her mind off her problems " Some wives lost their sense of humor, malcmg it

difficult to judge how and when to try "to be funny "A smlle offered 1mmed1ate
| feedback: "The best ume Ihave really, is when she laughs."

Wives wanted to discuss theg readm g and wanted someone to listeh: "I learned to
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. keep my mouth shut through sheer cxpericnce I'd often just sit there and not say 2
word for two hours." Listening, a learned rcsponsc 1nvolvcd "smmg nearby and
glvmg eye contact, " but this was not comfortable for those used to action. 'Listening
had two outcomcs. it helped wives "vent some of their problems and get them out .of
the way," arid informants learned what their wives were thinking about.
| Normalizing ' \
- Normalizing was maintaining a lifestyle as closely as one could to the way it was

befpf‘e the cancer experience. Informants tried to "do the same thing every day thatI .

_ nofmally do" around home because nonnalizing was supportive in its f’amiliarity. |
Althou gh some expressed frustration with doing everythm@lome mamtenance was
important: "You don't stop living because something has changed within the farmly
unit." When chxldren were 11v1ng in the home, tasks were delegated. Informants
beheved "pitching in more" with tasks "made things easier" for wives. Weekly
rouunes such as, going to church, were maintained even when wives did not
accpmpany the family. Somctimes a more devout belief in. God became apparent.

Social interaction provide‘d healthy distractions from the cancer experience. Getting
out of the home made oné feel less isolated and withdrawn and created "a little bener

‘outlook n life. Inforrnants believed wives needed to "get out once in a while" because
they were alone so much, and they "needed a chance to enjoy life:" Usuélly, social
activities decreased because wives were in bed earlier and the conp_le often‘isolated
themSelvés intentionally. Mest informants missed socializing with others. |

Children neédcd to be informed of the illness. Older children were info;med'i'n ‘
greater detail than younger children. Infonnants,-who usually told _children, would not‘
share their mother's suffering. Telling a daughter that her mother was facing the

- possibility of ._dy.ing was devastating for one in'f6ﬁrjant, and even when he knew his |

Wifc was dying, he never xoid his daughter "exactl'y-”. D'anghters cried and were not

~
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cé.lrn in their acceptance, \;/hile sons tended to be more stoic and calm Because of the
coricentration on the marital dyad older ch11dren were often 1gnored Husbands with
yj:nger cfnldren assumed "mothering tasks." Normalizing was parucu]arly 1mponant ‘
when small chxldren were present because the couple felt bound to dlSCL’lSS what would .
happen after the wife's death. Informants found planmng for the future comfomng
because it provlded distraction, allowed the wife to voice concerns and be influential in
her children's future and provided the informant with direction. ﬁ'This situation « |
facilitated open discussion of the gnrlxre and deaﬂl?bet\;een snouses, which, for oﬂaefs,
are silent and tabeo s‘ubjects.-- After chemotheraby, it was important to keep _children |

" from waichin g wives fight because wives did not want their children to see them

.sufferin g.
Some informants felt they ‘:'short-changed" their own parents. In many instances,
in-laws were mefe involved and "put up a good front like eQery;@ody else, trying to
" keep things as normal as possible." One husband found the indeasing intimacy with
* . in-laws more comforting and suppomve than hlS own family. | )
~ Acting in a way percelved to be expected by others was stressful because one had to’
act "normal” and not walk around depressed. Husbands had to keep up a good front"
. because others would de.tect their unhappiness and av01d‘them. When they talked about
the cancer experienc.e, friends cried easily, so husbands had to be eareful who they
" talked with. Appcaﬁng "positive” and congg about winning the f g+ as important
" because Wives-would sense .a_nything less nnd become discdumged. " |
: Taking Chafge | ,,
Taking charge were isolated behaviors. Takmg charge usurped the doer role in that
husbands made a quick Judgment about the value of somethlng and became totally
comrrufted. Anger was often the impetus, such as when one informant called the

-

"Minister of Health and "had a fight with him" because his comments in the newspaper
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’ reflected a lack of understanding of the oancet experience. AnomchouuoHoo the
televisionbiographics his wife saw so that she only watched those which had a "happy
_ending." Taking charge was often legitinﬁzed by a wife‘s request. One wife requested
her husband "get me out of this hospxtal " but the physxc1an sajd she was dehydrated,
needed fluid, and would not be dlscharged until the next day He remembered "w
- checked out at midnight." £
Irtformants won'ied-about "pilfs" wives were cxpectcd to consume and assumed the
task of maklng certain pills were taken at the right tlme whxch was very difficult when
husbands worked One wife telephoned her husband crying because she had fallen
, asleep and missed a p111 Takmg charge involved a series of actions %o 1dent1fy which
pill was missed and what to do about it. Another described taking charge during the
physician's appointment wh‘ere his rolé ‘was to remind his wife of instances of duress -,
when she forgot to inform the physician: He knew the physician would then question

his wife in more depth. When someone upset wives, they were no longer welcome in

the home. For example, a relative used to about "all the peopie who did not make

it" and was told not to visit or to talk wjth the wife again.
'Being Positive .
Being posin’ve allowed one 1o be hopoful in the face of guarded optimismand |
allowed hvmg one day ata nme " Bezng posmve was confidence-building and helped
| temporanly rcpress the fcar of the cancer cxpcncnce Informants thought both spouses
must be positive to be effectwe | . - '

Do not let whatever is happening get to you SO that you start feehng S
negative. Once you start feeling negative then you have a problem. Ifit = -
was both of you feeling negative, somebody else will have to come in

and get you back on a posmve note. .

.

Being positive was a source of suppon becausc "if I was posmve about thmgs and
trying to make my wife posmve then she would feel better. In tum I would feel

better.” Bcncﬁts were "you dont get so upset about little thmgs anymore"” or you d1d
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not think of it as such a bad diseerse anymore." Being positive was believed to affect
length of survival and presumed "the getting well process was within oneself" not 3nly
within the realm of the riedical model. |
Being positive was difficult te generate when experiencing recurring disease or
;treatme.nt cancellation. Often, being positive was the strategy used to "pull” wives outt
of moods. When one spouse was not as positive as the other, they "hoped that it was
“ never on the same day." To prevEnt this, it was important to recognize what the other

. \
spouse was feeling and try not to be "down" at the same time. Therefore, this strategy.

‘ @meant the couple had to trust each other and not keep secrets. The assumption was that

\

keeping secrets from someone who knew the other so well was impossible because
~ they would "pick that up right away.” When one did have a secret it was very
stressful anh guilt- producmg For example, on€ 1nformant had been informed of his
wife's length of survival time by the physician. 'Rhe secret of knowing made him
nervous of his wife's potential resentment. - |

Being positive in the face of dismal statistics was difficult, so informants
radonalized them as meaningless orvdenied them‘; "We will not be one of those
statistics”. The trepidation magnified when physicians did not offer any guarantee or
positive encouragement. Informants looked to nurses for hope but perceived nurses
"didn't want to be responsible for throwing out a ray of hope.;' They learned to follow
"orders" and not ask questions because they really did not want to find out something
'that wou'Idv'make them "more negaﬁrle or more uncertain " .. _A.
Bezng posmve meant findihg reasons.to be hopefu] such as, seelong out

mformrmon about successes w1th chemotherapy Talkm g w1th someone who had

ﬁmshed chemotherapy and could go back to th

was enriched when wives felt better, believed/they were going to get better or went into

remission. One informani believed hope was conditional, but being positive left no

i normal life" 1nsp1_red hope. Hope

e



S«room for doubt. Another did not like his wife "wondering" because "wonde'i“vln'g&:‘vas’

_ like looking hope in the face" and left room for doubt. Although one informant ; |
believed not making long-term goals implied being less hopeful, being posltl've_ was
,making reachable short -term goals. Praying or going to church helped some stay
posmve because it helped them accentuate the positive things about living. Comparing
oneself to others often made one feel ' Tucky.” Some "soaked up" all the "positive
vibes" friends and relatives projected to enhance hooefulness.

Being positive was energy depleting. One infornlant described it as self-teac. ‘ing or
brainwashing which bﬁecame an inherent Part'of his lifestyle. Itinvolved ''self-control
and not letting the mind get out of control" or stray to negative thoughts. Self—control

~ involved knowing the self well enough to control the negativism. l;or some, it took
"double the effort" because they had to be positive for themselves as well as for their
wives. They maintained they were always hopeful that something "might turn up" to

“help wives. Infortnants believed if they implemented stmtegi; to help themselves
remain positive, then they could influence their wives with beigg positive. The worst
dilemma was when one was not hopeful and not able to perpetuate being positive:

Addtng On

Adding on was bein g innovative, trying altet'native means to augment conventiona.l
treatment. Addmg on allowed the couple to experiment, within reason, and gave them
some measure of choice and control Adding on increased the chances of a better )
outcome of reatment. Often, the emphasis was on practhmg those methods chosen

) vcontmuously and, 51multaneously, 'putting them all together” so that they could:_act as
~catalysts for each other. N e el R

) Reading "everything they could get their hands on"‘. and discussing approaches with
the nurse or physician encouraged innovaﬁyf{creatjiity. Methods included: creatiVe

T . . : NS '
visualization and imagery, dietary regimens, relaxation therapy, prayer and the belief



that one can heal oneféelf wrth God's help, cessauon of \smokmg, mcreasmg
' 'contrlbuuons to the cancer somety, exercrse (such as yoga or medrtatlon) seelcmg

i

couﬁselhng services, spbrruttmg to healmg ceremonies and wearing a magnet or
grounding stone. | |

Resisting Disruption

Wives experienced periods 0{ ennui and were vulnerable. Informants were never ,
aware of when these would occur and felE they must maintain self-control at all times to
be helpful. They believed their wives at&tude of determination and optimism helped
make rhe cancer experience easier for themselves. In repayment, resisting disruption
enhag:ed normalization. One informant related that he

. tried everything in his power not to;cry, or show any emotion
towards her disease or her condition, to go on with life as if nothing -

happened, but deep down you know you are doing it for a reason.

Informants wanted to be the closest person to their wives and did this by disguising

~ their feelmgs and treading lightly. In retrospect, one husband sa.ld "I did what1

thought was best for her, what was right, at the time." Informants had to demde for
themselves what this "right" thing was because ,talkmg to other husbands in similar
situations was rare. | |

Talking about feelings threatened self-control, "I tried to do a good job of hiding
my feelings from her. I never wanted to show weakness.in front of her."(Cryin gin
front of wives was unforgivable beeause it exemplified a lack of self-control. One

informant reported he "did break down once and she really worried," while another

perceived his wife was "just barely hanging on to her sanity" and his crying would
push her towarc  anity. Crying was "feeling sorry for yourself." Losing control,
becoming impatient and above all being' patronizing, condescending or intrusive were

behaviors not to emulate with wives. }
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Dzsguzsmg One s Feelings
Showing anger or doubt would 1mpcde the ability to fight, and informants bcheved
one had to be devious in disguising these emotions: "She would pick that up right
away. That is one of the things that scares me." One informant said he "felt he was
wearing a mask," and it was "very stressful being somebody that he was not.” |
| It was difficult to "try and keep back the tears.” Informants were not embarrassed
to cry, but they beiieved wives needed someone who was "calm, sure and uollected for
soiidity."' Husbands needed the security of knowing wives could depend on them "not
to crumble in front of her," so they focused n proggttingthe opposite of what they
were feeling and tried to be cheefful. They cried by themselves, secretly, but they also
had fo recognize that no matter how much they tried to "hide it,"” aomedmes "the real
you was going to show, and you could not do anything about it." One infofniant said,
"I learned not to cry, or show efnotion, which has‘carried on in my life today.”
Informants néver considered sharing their feelings with wives: "I did not think I
could‘ever unload that on her.” It was easier for informants to talk about "after she was
gone" than while she was alive, and some "cannot remember ever telling their wives
how they felt about it." Many of the informants éaid, "The person who has cancer is
carrying the biggest load in the world, and just bareiy hanging in there." Most V/vanted
to talk: "I wanted to tell somebody. How does somebody. get that feeling ‘out of their
stomach, of watching someone you love going through chemotherapy?” Several tried
to talk but found wives did not Want to listen' One wife told her husband to "shut up."
Guarded optzmzsm was never (tcusscd When hearing of a test result, one was
hesitant to become ecstatlc because you were not sure if it was real or not."

Informants were pleased and simultaneously doubtful. They hoped it was real but were

afraid to be optimistic: You can only put yourself in so many ups and domiﬁ
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rreading Lightly |

Treading lightly involved strategies to av.oidl unpleasantness. .Husbands_toolc; the
passive, supporter role. Treading lightly vyas the ability to communicate in a way that
one did not say "thg wrong thing" or express something in."the wrong way." The |
wrong way was learned l'thr'ough past experience or through "trial and error." They had
. tobe very careful because once something was said or done it could not be undone.

_ One informant described a concern over ﬁnances when his wife,had been attending a
psychologist for counselling services - After six visits, he had asked his wife if she felt
-better after talking with the psychologist. She quickly asked why w1thout commenttng
on his enquiry. He did not have time to formulate an answer and 1nst1nct1vely showed
her the bill for services, whtch made him feel guilty for bnnglng it up 1nstead of just
paymg the bill. After tlus 1nc1dent his wife would not con51der gomg back to the e
psychologist or ﬁndmg someone else who might not be as expenswe to talk with., Any
- persuasion on hrs part met wrth a neganve reply The 1n01dent was devastaung for him -
| because he was afrald he had 1mpeded his w1fe s ability to cope with the chemotherapy. ,
experience. - . '

Many became so dlstmstful of their own abtllty to respond that they were afrald to
| talk Solutions mcluded becomlng 'listeners”, waiting. uhtrl w1ves talked to them not -
trymgvto start conversanon " avoiding the "wrongs". by domg more nghts" and
‘ hopmg for the best. _Although mfonnants were ttym’?’normalrze their hfestyle they
“were aware of thmgs they should or should not do. They walked a trghtrope trym gto. |

create a hfestyle with "balance” so that neither spouse became upset or anxious and
every emouonal crisis was averted. One’ mformant descnbed itas "[feehng] hke I was -
walkmg ({n" ggshells a lot." Treadzng Was "It's got to feel safe, or

Idon't do anything at all." Anger presented a dllemma Some would leave rather tl§an

argue, others acted normally and "snapped back,” although ina "shghtlyrmlder way. :
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‘The dilemma was that they wanted to no.rmalize life and certamly did not want to make
 their Wives fee] like invalids. They wanted to "'let‘ her know that t};ere wasn't any cause'.
~ to speak to me that way" but not to argue. The dipldmatic approach was spurious.
| Treadzng llghtly allowed for the doer role, and husbands recelved the feedback -
neetled for their own self-esteem They could not allow the role rcversal of wives
comforting or pleasmg them: "I did not want her comfortmg me, that would be bad "
Above all, they did not want wives feeling he]pless They wanted wives 10 be free o
- be selfish.
Dmcussmé sexual response was difﬁault due to an unsureness of how sexual
" intimacy shou.d be shared Some couples resumed sexual 1?111macy but.not to the
- degree they had enjoyed before the cancer experience. Those who did not resume '

- sexual relationg Beliévedmmeir wives felt sexually inadequate due to the changes brougvht |

| about by the surgery or chemotherapy. Some wives experienced pain on irllt'er-cqurse,
whilﬂi;:" others felt neutered and Auna'ttractive.. The dilemma was that informants did not
want wives to interpret the lack of sexual ihdmacy asa re.fl_ecrion‘of their lovi& for them.
S“omebinforman‘ts had to be careful not to commun{icate any romariticism because w.ives
might infefpret this as a sexual innucndo and find it threatening or frightehing. While
some couples talked about their abstinence openly,‘most found talking difﬁcul/t,.‘T It was
a pain\ful discussion for husbands because the sexual response 'was integrated with hbw
they iden_tiﬁed as part of a marital couple, and it bécarﬁe morg difficult if the couple did
not usually share‘personal-faelings with each oﬂler. Taking the path that offercd the
least emotional upSe_t for his wife was perceived to relieve,her of any undue stress, that
is, not discussing the sexual responge at all.

Omitﬂng the Truth

Omzmng the truth was used when mformants could not say something positive or

comphmentary Everythm g was evaluatﬁd with an awareness of being controversial.

»
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For c){ample, they could not tell their wives‘ they were looking gxeat ‘when she looked
ill, so they would not say anything. Opher strategies inclu@fd distracting discussions to
oﬂlef'topics or refocusin.g by telling wives of the lo§e they felt for them fathcr than
dwell on appear;nce. Omitting the truth was defens_ive, for example, when husbaqu

did not inform wives of increaséd dn"n}dng' or sr'noki_ng habits or when having a

’ ” o ) - ) - . 4.
[ relationship with another woman. The strategy was justified by protecting wives from-

_more' suffering and allowed husbands to continue even thou gh expressing cuilt.

Preserving Self |
Infoxmants‘becafne "self-supporters” to maintain control. A self-supponef _
cohserves énergy, maintains motivation and sharpens his helping skills.
. Conserving Energy -
Self—cc?ntroi was an important ingredient inﬂueﬁcihg the behavior of husbands. For
many, the need fo(r self-coritrol was ’upl;ermost in their minds: "You police you:r wn
‘ thinking. You have to“bc your own policeman. When you don't want to think about -
Something, that's iy,hen you have to tﬁm it off." vThrough conserving energy and
releasing ter;sion, informants were able to maintain self-control. For some, se'lf;co.
culminzi;ed in thinking positively and affected how they projected themselvels. A |
strategy for méimainin g self—éontrol was finding a way to release the cumulative
tension. One informant had a "switch” he was able to turn off and on that helped him
concentrétc on his work —during'work hours aad on helping his wife while at home.
The "switch" helpéd "block everything élse out." Many released ténsioﬁ by finding a h
private plac‘e to yell, scream or cfy: "It is amazing at how the energy and fension flows
out of you. You heal yourself." Fdr anoﬂler, self~contrdl meant controlling his own'u‘.
mind, and he used meditat: , < “hypno< : or yoga to change the conscious state of

his mind to what he wanted .. 1o ve.
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Keeping Busy -

| Keéping busy was one way to focus thoughts on so&nething else. Wives, who
~stated or infcrred their desire to be alone, gave husbands permission to thinkf;)?
'lihemselves, an‘d some felt "happy to get out' on their\iwn. Going tqand from work
Ayis their only private time for introspection and the secret expression of sadness.
Work, the most common way of kéeping busy, was an "escape” from the

‘_ﬁel.plessness they were experiencing. Work offered total immersion, and they "didn't

have much time to think abouf their own problems.” For one informant, who

communicated very little with his wife, work represented "peace or companionship"

- not available at home When a job offered travelling opportunmes for those who
excelled, the expectatlon to excel introduced pressure to succeed at work because
"trips" became g(;als the couple planned and looked forward to. Work prov1ded a -~
different mxlleu with different things to do and think about Work was like ' steppmg

-into another world"; but as soon as they left work and got in their car to go home, the
"real world" of the cancer experience was back. Reﬁrement was not _u alternative for
most husbands, and work was a legitimate part of their time away from home.

. Although working was a necessity, many expressed guilt at being away from their |
wives. One informant, even though he needed the money gained by working, felt that
he was "plishing his wife away when he went to work." ) |

Several employers did not accommodate the needs of husbands, and work became
#n intense s&esser producin ga lot of an ger. Two husbands changed employment,
two took an early retirement and another was ready to quit during this study Many
remained because of semonty, age and the need for i income or because they felt they

" had a0 ch01ee. Others had flexibility in their work hours and colleagues who helped

thern when needed. . .. ' | ' ’
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.Healthiness ‘

Exc;cise, in the'form of group sports, such asl, hockey; or indi\"idual~ sports, such
as, running_, swimming or tai chi, was ‘relaxing‘.a's it "helped‘ to get rid of frustrations."
Active sports kept the energy level "up" during the day and helped them sleep
| , throughout the night. Exercise was sclfiindulgen?; and allowed time to think. For
éome,/ the enjoyment from exercising was undermined by gu‘i’lt as infomiants reaiizéd f
they were enjoying sorn'etffing‘ that their wives could not enjby. Most resolved this
dilemrﬁa by‘rationalizihg their ability to sgppbn depended on energizing themselves.
Mds; wanted to be feeling “the best I can if I am going to be of any use. I can not
afféra to get sick." They took care of themselves with proper diet, sleep and exercise.
Although many had periods of indulging, all informants becéme more aware of the
~ need to look after themselves so that they could be "useful” to wives.

-Sleép was an escape duﬁ\;lg‘cﬁses; however, most intentionally.stayed éwake
during'nigh‘ts when wives were ill after chemotherapy. One informant found ';power
naps” .aken before going home from work qssenﬁal to his survival. Sleep was -
important because, when tired, it was easier to feel negative or sorry for yourself and
more difficult to maintain a posiggve attitude.
| Seeking Out

°
o

Seeking out people to talk with led to a sense of personal satisfaction. Talkin g was
doing something to find a‘sense of meaning in the cancer experience and was described
as "sharing your burden." Through sharing, one cémc to uﬂdemmnd more a the
»cancer"experiqnce and was able to formulate question'é. Asking questions was one way //\‘
of cbming to understand. Most sought a male rather*thé.n a female to talk "at." Talking
"at" required a good listener, whercas talking "with" required a hstener and a talker.

Talking "at" let informants "lay out their emotions, their feelings." Talk:ng was

panicularly useful when feelin g "angry” or 'down." The attributes of someone choseh
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to talk "at" were that he was caring, loving, cornp'assionate and knowledgeable about
what the informants were going through. A‘good listener did rot interfupt or question
what was being said. ” . -

It often took the wife's prodding to make the husband rea ize that he should seek
help. The proddlng freed him to talk with someone else since he was not betraymg her
by doing so. Often, seeking out involved talking with someone they had not known
before, and this allowed them to express feelings that they could not verbalize to

. someone they knew. They were free to let "fthe stream of consciousness to go" without
feeiing they were "laying a trip” on a friend However most informants did not want
or were not ready to talk, and they admitted that even if someone had approached them,

\&ey may not have talked about such private thoughts. Others stated that it would have
been better for them if they had found someone tg,talk to, such as, "an outsideg’; who
was not ,hanng the experience with them personally, and would have appremated a
little bit of p- ompnng " They reiterated the need to trust and like the person

One institution offered a meeting for husbands held one morning a week, with the |
leader being a clergyman. In order for husbands to avail themselves of this

_opportunity, treatment had to fail on the specific day. One husband found the group to
be like a drop-in centre. Althou gh he was welcomed and talked with anotherﬂhusband,
he did not feel this was helpful for himself. He had not known what he expected to
find helpful, but he knew that he did not find it there

Talking was con51dered acceptable when the focus remained on the wife. One
informant, who de'scribed himself as "tense” and paralyzed with fear during g the whole !
illness, never talked openly with anyone. Bitterness and anger endured, and he wanted
everyone "to stay away from him" because the last thlng he wanted was "sympathy" or

"anybody feeling sorry for me." Talkmg meant bemg the recelplent of sympathy,

which might, in turn, make him feel sorry for himself. In the past he had ‘always
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talked with his wife" and "was not used to talking with a stranger.”" He admitted to
| feeling "not right” about going to tflk with someone and felt that he would be divulging

secrets or being weak. His staten%ent "Who was I going to talk.‘to?"- implied that he
ri;aliy did not know where to turn at that time: "My mind was soAscrewed up anyway
but; to try and straighten it out, it would have been definitely too much He did have
one good experience when a nurse approached and talked with him. However,

following their talk, he felt he had said too much, felt weak for having talked to

| someone about his difficultie - and felt like apologizing to the nurse whom he never saw

again. In contrast, another inforinant felt Lhe\heea t6 talk about' the cancer expeﬁgnce
right from the beginning. He felt he "could not pretend that nothing was happening,"
and talkiné about it meant he was not denying his wife's illness. He told his boss,
which relieved him of trying to "hide" thé knowledge from others. Telling his boss
also enabled some ﬂel;cibiljty and security at work, that is, if his wife needed hir;l eﬂd‘ he

had to leave work urgently, his boss would be more understanding.

Most adhered to a code of secrecy established to curtail their own self-interest, and

only one informant found that talking helped him deal with his wife's rejection. He felt

lonely and stated that "bringing everything out in the open" was "mentally healthy,"

\w@Ch implied that not talking about it could cause mental illne‘ss/He was gojng "stir

crazy" s_faying in the home as his wife withdrew ﬁom any interaction. The intention to

seek professiorial counseIlixlg,.éxpressed with "if somebody mentions to n&e that T am

changing or séem to be getti'ng weird" indicated the need to remain normal and sane.

Perceptions of others were important. Informants thought they were coping, an'd when

others told thqm what they were doing, they were surprised. Receiving feedback from

others was unl\)ortani’ to gaining insight into ways of conserving and channeling energy.
Maintaining Motivation |

Compassionate and supportive friends were gratifying. They knew "you were
. .
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hurting" and "did little things" to show caring. Caring nurtured mformants who could
then remprocate with their wives. Remmdmg oneself of how it felt to be the recelplent
of such warmth was catalytic and stimulatcd further exchange. Husbands needed to be
acknbwledged in orde_:i' to mai‘r{tain their own self-esteem, and they rarely said "no" to
any request from family members.  The best rhotivator was to say "I am doing the best
that I can." When one could say this, ‘then' he need not feel guilty about anYthing and
could protect his self-esteem. Looking for feedback from physicians was ongoing
because informants percei'vedvlittle was given. When physiéians "looked pleased"
withoﬁt verbalizing anything or said :She'll be alright,” informants were ecstatic.

One informant described himself in a "social worker role” when talking with other
husbands. BAy giving them hope, he réinforccd his own detcmﬁnation to be hopeful.
Hefping others did not help his own positive attitude because they were always
discussing someone el-se's problems. Why did he not share his own problems? He
wanted to motivate others, but he found it difficult to ask for help because he was the

"expert" who had been expenencm g chemotherapy for years. He felt he should know
how to help himself. These high self—expcctatlons were reﬂected in what he expected
oﬁ physicians and nurses, and one of his constant frustrations was that they were
cénstantlly‘failing him.

| Knowing "that more people are surviving” and seeing people who "have conquered
_ thls problem" help;d supply Iegiti'maté and inspiring proof of success. One informant

“‘;felt knowing he was moving physically closer to his nuclear family after chemotherapy
made a differcnce. For some, knowing statistics hélpcd, but for others, statistics were
dismal and not helpful. Knov_ving those who administered treatments, becoming‘
familiar "with the place and the people" and normalizing the routine of chcmotherapy
maintzined motivation. Keeping notes helped keep thinés in perspective. Nurses,

perceived to ignore informants, were not particularly helpful. Rationalizing that nurses
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. were there to spend time wit}; their wives did not make it any easier to accept.

Sharpening Helping Skills ,

Controlling anger sharpened helping skills. Once anger was identified, it could be
controlled, but many were unwilling to acknowlédge and express their anger. They
were angry at "the torture” imposed by the chcmothcrépy aﬁd lifestyle chan ges forced
upon them: "I was mad, I was damn mad! I was mad at hfe I was mad at cverythmg
I had to give up my job. I had to do.all these things I didn' twant to do " As one man
said , "Anger is something you don't want to repress. You can become really

| disgusted with yourself." When una;blc to express;. anger, husbands had to "try very
hard not to get angry at their wives," which indu;:ed more stress. Anger was described
as "bad," "negative thinking," "stressful" and a "killer" that one must be careful of
because it has "a sort of bitterness about it." Anger was associated with helplessness
"you can'tldo anything about.” Conversely, releaée of anger was relaxing and
rewarding. Most informants felt Lhéy never got rid o% their anger but learned to deal
with it through self-control. One of the most effective means was to "a110\v.zv" the u'mé to
cry, to "fall apart” and then "suck it up, and take it full again.” |

Husbands tried to determine the effectiveness of a helping strategy. They.
"watched" for signs of saﬁsfacﬁon, such as when their wives srhiled or were more
"cheery" in their demeanor, and for tenseness, such as by body posture and facial
expressions. Sometimes informants received feedback from a third party, such as
when a mother-in-law said that her daughter told her she was "very lucky" to have such
an attentive husband. A smile was worth everything because it reinforced the
worthiness of their role ahd made them feel "that it was worth it". ‘Being appreciated
was "one of the benefits." When a wife said "did I ever tell you I love you" or "I feel
so safe when you are around me," thie informant knew he was doing the right thing.

Helping inappropriately, such as when informants became too protective, made
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wives d:cpcndenL A sign of overprotectiveness was when informants had difficulty
leaving wives alone and invented ways of leaving which made sure they were still
involved. One man used to write down the times when his wife's pills were due and
then phone her from work to make certain she took them. Another used to do all the
cooking and cleaning so that nothing was left for his wife when she was alone. This
was problematic for some because they set themselves up for feeling guilty when they

* recognized wives had become dependent. |
| Finalizing -

There were two spec1ﬁc emotive responses during the ﬁnahzm phase\ relief and
despair. Husbands were relieved their wives "made it" or finished, arid there was also -
"luck" associated with being alive and together as a couple. Many did not talk about -

‘their relief, but "aft;:r’a while, you learn how to talk about it" because "time has healed
the wound." Husbands did not have to 1dem1fy with bemg the healthy one any longer
because they perceived their wives to be better Time allowed 1nformams to "calm
down," and they were relieved at no longer having to live by a calendar.

- Needing to find something good in the experience, many felt the family unit and
marital dyad were stre.t;;thencd. Others saw the experience "as a bit of an omen" which
made them realize "life was a gift." Many ff:lt1 they were being given the chance to
change their lifestyle and were going to take the opportunity. Some began to put their
wives "on a pedestal” as "‘j'you did not really appreciate her tll you almost lose her."

For several informants, the end of treatment meant despair because che-motherapy
was no longer éffective in fighting the cancer. In most cases, it was stopped by the |
physician, leaving the spouse no choice or control. One informant questioned the value

.of the chemotherapy and was told it nﬁght prolon.g' his wife's life for a few days. He

did not want her suffering more unnecessarily and considered her quality of life before

death. He discussed the efficacy of the treatment with his wife and left the decision to
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- her. She chose to deny’treatment and return hbme, which was a relief for both

spouses. In another case, the wife dcnied treétmcnt saying, "[1] would rather die than
go through this, that this [is] absolutely no way to live. Living [is] good, but this [is]
horrible." She had been chduﬁﬁg intermittent chemotherapy for six years, with a cancer
that progressed insidiously. Her husband said, "I was as relieved as she was when she
decided no. We had discussed it, and sh’s was prepared to die." Another wife had shut

herself away "in her own little world," and the spousés "were apart’ even though the

N
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husband was with her.
. Several considered I"did life eﬁer g0 baék to normal?" as waiting for tests continued.
| One inforr;lant described being optimistic but not eager for more chemotherapy. He felt
it would be "as bad as the first tifne all over again.'; Guarded optimism surfaced as
husbaﬁds hoped to "maintain this holding pattern.” Part of t;c problem was that "an
énd was not in sight.” They saw themselves waiting forever for tests results, and it
was "always going to be é little traumatic.” Trying to be realistic, one informant saw
his wife returning for future "shots of chemo” until "they find a better way of dealing
with it." Many felt "chemotherapy was better than death,” and as long as it was given,

the cancer was being treated and death was being denied.

<3



VI. RESULTS: THE VETERAN

Husbands emerged from their wives' last administration of chemotherapy with a
sense of fulfillment regarding the fight and the finality of making it through. They
recognized changes wrought by the chemotherapy and gained a new perspective on the
nature of waiting or marking time. Figure 7 depiéts this process.

| | Making it Through

Being a veteran of the chemotherapy experience had lasting effect§rbecau:; of thc
unforgetable memory of such a devastating experience, One can never forget that |
cancer can be deadly, and husbands reverted back to "the waiting game again, Is it
~ going to develop in another part of her body?" and hoping, "we hope we do npt have to
repeat it again." Some celebrated reaching "the top of the mountain” by doing
- something pleasurable, such as, taking a holiday witn their wives.

Informants all expressed pride and admiration for their wives. For example, \I
think that is just incredible, to go through that hoﬁendous experienge and still cor:e out
with a sense of humor." They were Iin awe of their wives and wondered if they.could
endure as well. Waiting to find But if the fight had been. succcssf.ui was stressful. The
first check-up and set of diagnostic tests would be thé best positive indicator, aﬁd the
couple waited anxiously. - Although some continued to talk of "cure,” many considered
the words "control" aﬁ,t'li""rcrrliSSion"' to be oore applicable to their fight. Asone
husband explained, "A lot of people think that a cancer, once cured, cannot return, but
a cancer can return as it is within the system."” His wife had no expen'eﬁced récurrence
and had been trc'a‘ted‘with one-course of chemo&erapy treatment lasting fourteen '
montis. These thoughts reflect guarded optimism, which is forever prevalent.

Tt was no longer the immediate stress of having to worry about getting through the .

chemothefapy and my wife 'gettir; g better," or as one informant eXplajned, " am not as
. , ' . '
} : 104
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THE -VETERAN

Making it Through =~ &
Recognizing Changes
Marking Time

s

RECURRENCE
Initial

Multiple

Figure 7. The Process of Emerging as the Veteran and Potential Recurrence Experienced
by Husbands Whose Wives Receive Chemotherapy Treatment for Cancer.
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tense anymore because I feel pretty confident aboﬁt the situation.". Informants had
learned to accept "the thing" and wanted to "have fun" because they had made it
through, too. It was time to get on with living "some soﬁ of normal way of life." |
Satisfied they had done the "best that we could s6 far” indicated that it was not over yet
but they were "trying to be optimistic."” Some wanted t6 "repay the favor" with othe;s
not as fortunate. One couple had endured "heavy" chemotherapy for three months and
considered themselves "lucky" they were able to "get it over with quickly.” They
begén to think of "_gétting involved" wifh helping others almost immcdiatgly.

Informants debriefed as they evaluated and assessed things they would change.

" Changes included not interfering with wives lifestyle to such an extent and not letting

their own day—to-ddy life revolve around the "doer” role to the exclusion of everything
else. They were left with more time and energy. One informant became so subsumed
in his role that afterward he stated, "Maybe I'm lost, maybe I got lost as a result of this
devastation. Idon't know what the heck 16 do with myself now."”

»

Stress increased as check-up times came near. It was hard to relax until after the

first check-up. The worry about recurrence was something which some adapted to,.

while others could not "relax until about five years from now. If you can make it to
five years, you have probabiy had the problems cured." The bdlief of the "magic

five-year point" predominated,-and calendar watching continued. Although |

chemotherapy was "a means to an end," the uncertainty of "how it is all going to turn

out" or the "not knowing" was the "hardest part, without a doubt."
Recognizing Changes

Guarded optimism reappeared as informants wondered if wives would ever return

- to their "old selves", the way théy were before the chemoti#®rapy began. Informants

believed thoughts of "noi'malcy" were idealistic, and they wondered if .thcy were "just

gooling themselves." Wives were not as self-centered: "we are not | anymore, we are
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w'?l and we are together.” At this time, husban"dé decided "things were going to be .
okay." “The biggest physical change was the growth of fine ha'ir,'which some had
believed might never é’fow back. One hﬁsband described this event as the "réal turning
point” for his wife. Skin color irhprovcd daily with better sleep patterns. Strer{gth and
' stamina improved as wives began to do more. |

The most significant changes for informants were the emotional ones: "She is more:
like she used to be." The regrowth of hair was considered to be,th_e greatest factor
contributing to th'e stabilization of the wives' mood. Several described their wives as "a
different woman," being moré/o/utgoiri g, partici;;étin gin diffe;ent activities and starting
to "come out of that shell shé was in." Physicians w’z)irncd. spcial, emotional or physical -
chapgcs would be unexplainable, and informants w;:re coﬁstantly vigilant for these.
Some changes happer_ied quickly, such as, the hair growth, v;/hile others, such as,
e}t@tional changes, happeﬁed slowly. Changes were noted up to two years after the
chemotherapy treatment was finished. A chan gé in memory and slowed mental process
was most noted by informants.

Husbands expeﬁenced residual anger. They were angry ‘ét-"thingsa" or "others” '«

rather than at themselves, their wives or the nurses. Anger was directed toward the

'Jphysician.or situations, such és,‘having to move their residence closer to the family or
the treatment facility. Of those whose \;&ives died, many were angry "at what o
happened"' and missed their wives. One informant left the Roman Catholic church
" becausé he could not understand how a loving God could do such a thing to his wife. .
Relivinéﬁt"i;e experience, through talking about it, was emotionally depleting.

. Informants described changes in themselves. Changes were attributed to their
determination that their wives were "getti{lg well." Changes included a gréat;:r freedofn
to enjoy life, using a pﬁysician for personal health féster and more often and a change

in patience and tolerance of others. Many described "things do not seem to bother me

-
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as much anymore," while resentmerit of employers for causing personal stress during

the cancer experience escalated. Emotional changes occurred, particularly in the way

- . LA

they’ﬂl"ooked at the world ardu‘nd themi. Comments ranged from "it made a new mian out

of me" to "everythm g was totally different.” One informant’described seeing other

, husbands change as he watched them dunng his w1fe s illness. He noted changes in

the way they talked with people, and he saw everxpne go through a stage of feeling
sorry for themselves. He believed that everyone went through the recurring stage of
"feeling sorry for hlmselF' and that some times were worse thAn others. Hg stated that
the expenence elther made husbands more sensitve, more In tune’ w1th other people's
feelings, more open- Eunded "orit made them "extremely hard, bltter and 1nsensmve tov.- '

other's feelings.” He contended that the husband who went through chemotherapy

. with his wife had so much gomg on around h1m "so much emotion, so much action,

so much happening" that one had to change i in response. -
Many. strategies informants learned became entrenched within their personal coping -
repertoire. For example, bitterness continued for one informant. He explained that»h'e

could probably change his attitude, but it would take more effort than he was willing to

~expend. Others described aging and changing career goals as a result of the ¢ancer

experience. Nightmares expenenced dunng the cnemotherap{ began-to sub51de

Most connnued with the posmve phxlosophy of living day to- day and adhered to the
philosophy that some thing good came from gomg through adversxty They beheved the
expenence made them better men and better persons to live with. As one mfoxmant -
said, "It was an mterestmg experience. You would hke_ everybody to go through it and
gain the experience but not have the emotional upset.” Many stated their lifestyle had
been one in which they had taken too mueh for“graun’tedandvowed to change. Qmem
recognized they had learned ;"_not to say the wfong thing"; whereas, before the

experience, they would have said whatever was on their minds. Others improved in

13 - Py
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~ their ability‘ to "sit and listen ., people, and fe¢l their feelings" with more insight and |
| sensitiyity. Mahy experienced the freedom to dream and make long-term plans: "We.
. are making plans for the new year:and it is nice to look ahead again." »
| v Marking Time
‘Waiting was looking‘for the unexpected and ne\ter knowing if the cancer was going_
to recur. Husbands were thankful chemotherapy was over and hopeful of a cure, but
they were afraid to be too optimistic, believing they migiht be denying reality. As time,
passed, good check-ups were tallied, and‘this fear decreased. - v, .
With no more chemotherapy to plan your days around, life got back to "normal.”
Wives were often back at wark and ahle to rnanage homemaking. The couple could
now spend their money on things they enjoyed doing, and holidays or trips became
frequent The abthty to go out for an evemng was somethmg to look forward to. The
“couple socialized rnore and did not feel the need to 1solate themselves from friends. Tt
was easier to "talk freely and openly about the situation, w1thout fear of breaktng
" down." Thoughts were naturally opumlsnc and posmve Informants were more .
confident as check- ups passed with no- ev1dence of cancer. Memortes of the horror
faded and orientation was to. today and tomorrow. Inforrnants began setting goals for
.t‘he future so that wives would ]ook forward to more pleasant things rather than look
back at the unpleasant effects of chemotherapy. E ‘
Waiting was stressful because without treatments there was nothin gto ﬁght the
cancer if it was growing lThe ﬁrst feW"Check¥ups gavea sense of security in that
‘ SOmethm g was bemg done, and the couple expertenced 1ndtcators of successful
treatment. The pertods between check-ups were sﬂent and uneventful un]ess symptoms
developed. Dlagnosttc tests, ;uch as, acans, were done w1th check ups usually in

three-month intervals after cessation of chemotherapy. The time seemed lengthy, and it

was very:difficult to keep hoping when wondering "Is it getting better?”
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Sometimes informants were unable to protect their wives. One wife went for a job
interview and had to identify her health status and health history. The empioyer asked
about her probability for survival. Another practical application was realized when
applying for a loan. The loan was denied because of the possible loss of the wife's
earning power if the cancer recurred. Life insurance was denied. '

The fear of recurrence "crept into their thoughts every so often," but when this was
weighed against having come through the chemotherapy and the fact that their wives
looked well, these thoughts were repressed with less arid iess effort as time progressed.
Thoughts such as "the feelmg that I might have to go through that again someday |
scared the hell out of me" were kept secret. One mformant sa1d "If 1 had my druthers, |
I'd certamly prefer to live out of thls snuauon I could hve without IhlS stress." It was
more drfﬁcult to repress- these thoughts when you knew someone who haS_]LlS[ had
cancer recur or who has dled from cancer: "There are always those fears m the back of

your mind, that thmgs are not gomg to be the way. you really want Whed wives
womed the same response was. mggered in husbands. t s |
Husbands drd not want to "dredge jt up and go through the pain they had already
gone through " However when with "an ms;der " they were empathettc and carmg
"An insider” was someone who was a survrvor or who ltved wrth someone who had
' cancer%An out51der was someone who had no idea what the dxsease was or the.
expertences ghat people go through One mformant said, ' | .‘

4

I really care for the- msrder who had to live with someone who has the
disease. Ireally feelfor'them. I know exactly what they are gomg
through. I‘try to give them help and encouragement o s
Informants felt they had done everythmg they could do and "thanked God thexr w1fe
had no had anythmg show up.” Many beheved this was thetr acceptanCe stage - That.

is, once the fi ght was over, they could look back and abcept it, but they could not

accept it whlle gomg throu gh,the fight. Informants were euphonc, ,wh;.le wives often
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commented on death and dying, such a§ "I myight notrbe here next-year," and husbands
"were not sure how to react” to such a“comr‘nent. | |

When considering "what if" cancer recurred, the unénimous response was that.it
would be worth it to go through chemotherapy again because it would mean prolonging
life. They really did not want to consider "what if" because they were concentrating on
being optimistic and positive, but it was "easy for me to say, I am not the one who
suffers.” All informants believed wives would choose to undergo chemotherapy againf

I know that my wife would not want to gd ihrough it.again. She did not

like going through it the first time, but if it's a necessary evil, then |

suppose that she would go through it.
Planning for recurrence did not occur: "We will have to deal with that particular
conflict at that time." Informants were more concerned-with the test results than with
" observing wives for visible body changes.

Some became political advocates for cancer paﬁents. Strategies included writing
letters to Members of Pariiament, campaigning for funds, campaigning for a better
facility and wﬁﬁng letters to the institution offering ways to improve t* i~ ~are. One
informant, who cannot go near the clinic without feeling physically ili, - .unpaigned for
funds for the Cancer Society. Interest in anything to do with cancer grew.‘as they
continucd to read current news and medifi releas¢s about cancer. Parents considered the
risk to children and practicec ,revention, such as, making sure c\hildren went to a
reliable physician for check-ups and by teaching self cxérriination, beéause \"you just
hope you do not get it. T would be deQastated if my children got cancer."”

For those whose wives 'had rejected chemotherapy or who had the treatment
stopped by a physician, there w1s "no wonderment a;nymore"-bec':ause they lgnew why
chemotherapy was stopped. One husband felt,_happier to be the one looking after his
_wi_fc in the home: "You are there ahd’ you can do everything a_at has to be done right

now." He wanted to be with his wife without hospital personnel amuﬁd interrupting
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_ their closeness. 1t was easier for friends to visit in the comfortable atmosphere of their

home. At this point in treatment, husbands believed their wives had accepted the fact

that their disease was Ieading to death and that the point of dying was "not far off."

RECURRENCE
. 8
The indication of a diagnosis of cancer in some other part of the body recycles
informants back into the process of the threat, the fight and the veteran. |
Initial Recurrence |
After chemotherapy, waiting for the three ‘mombbcheck-up with the physician and
for an indication of success or fa:lure of the treatment was stressful. Informénts
wondered whether the cancer was spreading and often imagined it was. They looked
for signs of disease progression and considered the difference between curing and
controlling the cancer. Controlling the disease meant stopping the progression of
cancer without curing or eradicating it completely. Metastases, or the spreading of
cancer within the body, was always feared, banicularly to the bone, ‘ll‘iver and pancreas.
Metastases to the brain was not considered. Recurrence meant the disease was
winning, death was inevitable and "the days were numbered.”
Any amount of waitin‘g became even more difficult once the cancer started
spreading:
It seemed as if you were getting back on that old jreadmill again.
Now you know what it is. Your hopes were not'ls it or isn't it
spreading but rather, is it or isn't it getting better or worse? You
were always hoping that there was some sign of rernission or some
sign that something was working. '
When waiting for test results, couples sat quietly and did not talk about remission. Test

results were awaited impatiently because they were a measure of disease progression .

and something upo?which husbands based their hope. Several compared it to the
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inevitable demise of the AIDS victim. During this penod the time spent wamng was
worse than any other time because now there was nothmg concrete, such as, surgery or
chemotherapy, to adapt to. One informant reported that the "big five-year obstacle
was almost insurmountable, and he was very uptight all the time" because it was
something he had to think about and plan for constantly. For another informant,
' ﬂndiug out meant waiting because he had been informed by the physici‘an‘that his
wife's death was imminent. She lived longer tban expected, and all he could do was
wait patiently while trying t‘o be supportive. In this case, he had trusted the physician's
prpgnosis and as a result he had to deal with the guilt associated with présumptuously
preparing for his wife's death. |

Even though the three month check-up had passed, suspecting behaviors continued.
Some wives found abndrmalities, and husbands began to worry in earnesf. One
’ informant, whose wife found a breast lump, "prepared for the worst” only to have "it
turn out well." Others reassured their wives, telling them to go back to physicians they
trusted. One informant, whose wife found "lumps on her neck," examined these,

ame worried and acted. The couple went to the physician who offered medication
fof stress headaches, implying the symptoms were the wife's fault and not due to any
disease progression. Although the physician did not positively diéghose their
suspicions, he did suggest more chemotherapy. In this case, finding out' was'\)ery
subtle, and facing the fact was made more difficult. The physician was not perceived
as being truthful. Some experieuced existential concerns about death. These concerns
were often due io the increased kriowledge acqgired going through the chemotherapy
process, such as, learning that metastases always occurs prior to death.

Acting out in response ;tlo hearing something uneXpected frorb the physician caused
anxiety for one husbar. . His wife isolated herself more than before and withdrew into

her own "world." He tried to second-guess her responses in order to understand
' .
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them. Worry was evident in concerns about a missed treatment, its effect on the

cancer, his responses to his wife's moods and how he could implement strategies to
cope with recurrence. Strategies included preserving self and considén'ng the future,
his changing lifestyle and relaﬁonshiﬁs with others and his own emotional turmoil.
One wife became angry, and the husband let her decide about further chemotherapy,
although he had no doubt she would return for chemotherapy. He rationalized her
anger toward the cancer was being displaced on the physician and tried to implement
strategies to facilitate her decision for further'chemotherapy. |

Sometimes the first exposure to chemotherapy was as a treatment for recurrence.
One iﬁfonnant des‘cribed the "process of emotional Jetdown" he experienced during
chemotherapy. He felt that the worst part of the experience, which lasted six years,
was during the struggle with suffering stage even though chemotherapy prolonged life
for another year.

Remission, or cessation of the cancer progression, was a great relief. One
informant said, "It felt as if a great burden had been lifted off of our shoulders.”
Another informant described remission being as good as a cure. Living with

~ uncertainty and waitin g became integrated into day-to-day living. Looking to others tor
inspiration took on new meaning a§ informants were hopeful of controlling the disease.
| Multiple Recurrence

Being informed by the telephoﬁe was helpful for those ﬁﬁding out about recurring
cancer. The underlying assumption was that the informant would tell his wife about the
extent of her disease. For one informant, this approach allowed him to express
disappointment- privately before telling his wife, and he felt better prepared "to handle .
it." He felt he could tell his wife in a more humane manner than the physician bcéause
he coulg tell.her when; wheré and how he wanted, and this allowed him to maintain

9

control of the situation. , L 8
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Even though the "ring of familiarity sounded [on being informed]," the response
was still one of devastation and despair. Although informants felt "better equipped”
knowing what to expect and what to do, the response of shock and fear never lessened.
Some stated that they were better equippéd because they had not gone directly from
surgery into chemotherapy. Others described being able to’z;ccep't the disease more
readily because they had been through the fight before and lived with it longer. One
was never prepared because the experience was nev.er the same. The fear of dcath'.was
just as acute. Acquired coping skills, learned during the period of reprieve since initial
chemotherapy, included the need to be more assertive when asking questions’albqut the
disease.

Witnessing a couple whose cancer had returned was difficult and fade one realize
that "it could end at any tirhe, without warning" and "nothing was guaranteed about
remission.” Husbands wondered why some cancers retr.eat while others advance:
4"Wa\s their cancer going to retreat?" Previous success with recurrence was motivating.

Inforxhants expressed a "'hardehing," which increased with each recurrence:. "l am
hardening myself to accept the fact that she mizht not be here. I can not say that Iam |
giving up becaush we keep fighting every day." The hardening wés preparing to "get
ready" for the day when cancer recurred.

Often, clhemotherap).{ became "magic medicine” and was no longer feared because
"it'gave my wife yéars longer than we expected her to have." Another informant
thought his wife was coming out of remission ana was told by a nurse "it's a lot harder
to get into remission the second time, and even if you do, it does not usually last vgry
long." He could not bring himself to tell his wife, and he carried this burden of |
information alone. Informants expectéd that "someday” the cancer would not be

controlled. Ahhough each recurrence was "different;" they went through the same

process again:
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I don't see how you could learn anything about how to control your
emotions or how you are feeling. You are going to feel what I feel,
absolutely devastated, no matter how many times you go through it.
It's not something you ever get used to, that is, in the sense that it
would be easier the second time a_rgcund. I'm human, I'm not a _
machine. I'm not dealing with mechanical duplication, I'm also dealing
with emotions. S
If you felt a certain way the first time around, it's not going to be easier
just because you have been there once. You can't say I've been through
it once, so the second time is easier. Could even be the second time is
harder because now you are a person who has a tendency to preconceive
the facts as they were.

Once a success had been achieved, one became more committed to being positive,
hopeffl and living day-t'o—day: "As her treatments worked, we would récognize it
working. We would say let's not get morbid. Let's stay alive. Let's stay alert. Wwe'll
keep going. We'll keep making plans.” The philosophy remained "we will deal with
that when we come to it" because they did not want to ruin "today." -

There was a different emphasis placed on the phases of enduring: "We're just over
the shock again, and getting back into the fighting mode. We are trying to talk about it
a lot, and face the facts." Diagnostic tests were not as important. One husband was not
as a/ggﬁ:essive about getting test results because he dreaded them and avoided facing the
fact. Another, whose wife refused to attend the physician's interpretation of diagnostic
tests, went to get the test results alone. Taking them home to his wife was hard
because they had always received the results together.

Informants emphasized orienting to the future and being positive more than before.

They considered "what it was going to be like without her," especially when children
were preserit in the family. One informant became less committed, decreased his help
and withdrew into himself; whereas, other informants remained committed. Thus,
recurrence was a time for re-evaluation of their committment to endure the

chemotherapy.

Emutions were close to the surface, and informants recognized their need to let
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them "overflow, when by themselves." Stress §vas incredible while informants waited |
for test results and for physicians to determine "how to fight" .o‘r"to initiate the
teatment. Trust in the physician's judgment was crucial to cmotiohal adjustment.
Informant§ needed to feel confident and secure in what the physician said about the
control of the diséase progress‘ion with chemotherapy. One of the most
anxiety-provoking situations was when the blood count was not high enough to allow
chemotherapy, while without chemotherapy, the cancer contmugzd to grow.

Talking about dymg was taboo: "I never wanted to admit it, but deep down I d1d
We never talked about it." One informant, whose wife became progressively sicker,
remefnbered qﬁesu’oning the efﬁcaby of treatment. His wife had given him her
chemotherapy schedule, and he replied, "I don't think we are going to go." She told
him "yoﬁ have nothing to say about this." He felt rebuked and guilty saying to himself,
"She is right." He learned to disguise his responses affer that. Another, whose wife
endured repetitive chemotherapy, related, "i worried, at home or Whenever we were
together. We did not talk about it, but it was constantly on our minds."

Several factors influenced the husband s ablhty to implement strategles These
included the number of recurrences, the length of time between recurrences and the
length of time the disease had been progressing. As the length of the cancer experience
and the frequency of recurrences increased, informants found it mo.re. difficult to remain
"positive.” They became more introspective when the physician or the wife implied a-
lack of "positiveness” about controlling the disease. Husbands were grieving while
trying to maintain the outer facade of being positive.

Informants began "conserving energy" because they were fearful their wives were
dying. They wanted to be ready to deal with the crisis 6f death. They began t‘b surmise
what it would be like and thought of plans they migh‘t( have to initiate. They were

ambivalent about secretly getting ready, but they knew they had to resist disruption if
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they were going to be helpful. Husbands were fearful of their wives dying and felt
guilty as they tried tb make concrete plans to prepare: "Maybe I s‘hou'ldn"t‘b'e thmkmg
about these things". Negative thoughts prevailed, and they worried about "becoming
more positive." One informant said, "I don't know how I would be able to handle it if
I was all by myself, that is, if my wife was not able to keep fighting." They really did
not want to think about this until they had to, but that was ﬂmost impossible to do: "I .
was worried about my wife dying. I thought about how I would copeg" Many coped
by keeping busy and by helping others endure the battle. Others said that their feelings
~ changed for the betéer due to the personal strength they had developed to overcome tﬁis
"horrible experience.” They never resolved "why" their wives had to go through this
"punishment," and many remained angry, believing chemotherapy to be worse than the
disease.

Concrete strategies included gathering more information. When acquiring
knowledge, spouses depersonalized the i}lness, which helped control emotional -
response in the presence of each other. The initiation of treatment and establishment of
treatment roptine offered securituy. Hope, inherent in either initiating or continuing
treatment, offered longevity and enhanced being positive. Being positive was related
to how one lived life and what they did to resist giving up, while being hopeful was
related to the attitude one had toward controllihg the diséase and longevity. Thus, one
could be posin';'e without being hopeful.

What did husbands fear?

Informants feared giving L{p the fight because they did not want to lose their wives
and believed fhe loss of their wives would be "absolutely and completely devastating.”.
They feared watching théir wives die or s‘uf.fér with pain. They feared the "emptiness”
that would be left when their wives succumbed tb cancer. They feared for their families

J
'

and how they would manage. The greétest fears for husbands were the loss of hope
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and of being positive because they were afraid their wives would notice and be

Y

adversely affected.
SUMMARY OF FINDINGS

The experience of husbands whose wives undergo chemotherapy is best
understood as a :hrec stage process: the threat, the fight and the emergence as a
veteran. Throughout this process, husbands engage in buffering behaviors designed to
be protective and supportive. Buffering is a process wifh whichvhusbands deliberately
assess actual or potential harm to their wives and then éognidve}y pl-an and implement
_strategies designed to buffer and maintain the well-being of their wives.

The Threat .

The"total” shock, fear and loss of control associated with the diagnosis of cancer is
devastating. The "wait and watch" approaéh by some physicians illustrates the
helplessness the informants of this study were forced to accept. Gaining control began

- as a paramount strategy to deal with the cancer experience. As well, the paradox of

playing it safe and entertaining thoughts of guarded optimism began. Informants did 4

not want to oppose the wishes of their wivés or the physician, but they experienced
doubt about their wives' ability to live with cancer. The I;Tlffeﬁng process began as
husbands worried that their wives would sense the depth of ;:eir/'sa/dncss and t}w doub_t_“_,‘
and uhcenainty they had about the outcome of the cancer expgfience. Informants

described "mirroring" their wives anxiety, and the stress informants c;éperiencéd in this
h'fé—threaten'm g situation is clearly evident. ) |
Inforrhams began waiting,. but the empbhasis in this sﬁagc of the process was on

responding to the confirmed diagnosis of cancer. They desperately tried to gain control

by acquiring knowledge and making sense of or rationalizing the situation. The
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helplessness the informants felt due to the situation was expressed as anger.
. _ ‘The Fight

Admitting to the diagnosis and deciding to fight provided informants with a sense
of control. They believed they could help, but guarded optimism was always present.
They were afraid to be too hopeful and compensated by becoming obsessed with the
stru ggle to endure their wives; chemotherapy. During the fight, the desire of husbands -
to exhil?it self-control and some measure of situational éontrol was an underlying
theme. As husbands struggled to buffer the effects of chemotherapy for their wives,
they also stmggledAtp maintain control of their own feelings of helplessness. Being
kept in the dark and the informants’ perception of the lac&/bff communication with their
wives and with health éare providers exemplified their feelings of helplessness and
powerlessness. In most cases, informants had to learn to accept the laék of control and
dm{se strategies to accommodate the situation..

Tﬁ some degree, sadness and fear were always present. With their ability to defer
their'owr} expression of emotion and focus on buffering, informants displayed )
tremendous self-control. They assumed a passive role, espeéially when the effects of
chemotherapy were most dramatic. While this role had a buffering function, it also
allowed them to hide their own suffering. Although the informants only discussed
issues related to dying when their wives introduced such topics, they ‘certainly thought
about them. A conspiracy of silence surrounded dying as. néither spouse initiated or
discussed the "worst sccnaﬂo" related to cancer. The doer role helped informants focus
%m the wife and reduced the stress caused by high self-expectations and guilt.

Several factors were poténﬁaily debilitating for informants. They were
overwhelmed by compassion and empathy for their wives, and in most cases, the
marital relationship became closer and stronger. Along with this, thé informants' sense

of responsibility increased self-expectations, and this stressed informants to the point
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where they were fearful of disappointing their wives or not being equal to their wives'
admirable response to thmofherapy treatment. Informants were constantly fighting
feelings of guilt created by being the healthy bystander watching the effects of
chémothcrapy. Their wives' mood swings and nausea were the most disturbing
emotional and bhysical effects for husbands to endure, and the lack of socializing and |
Ioneliness were frequently mentioned lifestyle effects. Part of the loneliness was
self-inflicted as ihformants rarely shared their concerns, feelings or emotional
responses with anyone. They spent the majority of their time working‘ or at home.
Informants were left to engage in solitary events when wives were ill or sleeping.
Some found this aspect of theb experience\lonely and socially isolating.

" Inorder to acquire control, fér example, to make appropriate decisions based on
adeduate knowledge, inforrﬁants felt they must be knowledgeable about the kind of
cancer theif wives had and the prbgress of cancer growth. Their abilfty to copé was
dependent on the information they were able to acquire. Often, due to the attitude of
health care providers and their wives, access to information wasA blocked and
sometimes completely inaccessible.

Many coping strategies were plénned and implemented. Strategies‘func'tio‘ned as
buffers, suéh as, those designed to soften the blow or resist disruption. Withbut the
maintenance strategies included in preserving self, the buffering process would have
been ineffective. That -informants ré’cognizbd the importance of these béhaviors was a
strength, but their inability to talk with others abor* their anger, fears and concerns .
af)pears to have been detrimental to their ability ¢ .aapt to such a stressful situation.
Informants may have overcompensated with keépin g busy and focusing oﬁ their wives
~ in order to deny these feelmgs, but the feelings always came back to haunt them during
"q'uiet moménts. Some wiAshed they had been able to talk to someone else, an outsider,

- and recognized that remaining silent was impeding their ability to cope with the cancer
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experience. Denial and the philosophy of live for today and not tomorrow sccméd to be
the essential ingredients in being positive. Being positive was the philosophical basis
of day-to-day lifest)jle and revealcd an effort to overcome the paradox of guar'c'ied
optimism. Bleing positive incorporated trust and hope in the efﬁc,;acyv of chemotherapy.
Unfortunately, being positive was often ena?ted with considerable effort because of the |
| constant awareness that chemotherapy might not be successful in eradicatin g their
wives' cancer. ) |
The Vgteran
Although»i;jk‘formants described relief and happiness whven the chemotherapy qu
over,lthey were also doubtful and feéarful about the progress of the disease. The
perceived lack of positive feedback from health cart‘a. providers was detrimental. They .
had to continue to genérate being positive -for both their wives and themselves, and they
experienced a serious lack &nergy. Without the doer role to keep them physically
‘active, many felt lost for something to do.. They had focused all their enefgy toward
buffel;ing and this changed as wives became more independent. The change waé
disturbing and pﬁzzling as informants re-evaluated their réle. ‘-Ahger began td be
expressed. As had been too occupied before 16 actually L'h;nk about what the cancer
experience meant to them, some felt this was t,ge time of accepting the reality of their
wives' cancer. Thﬁs, in order to accept the iii;xess, it had to have a personal meaning
for them, and this could not be determined withoug time, thou gﬁt and a less-stressful
environment. They needed to find something positive tﬁa; evolved out.of the
' cxpeﬁeﬁce. Often this was reflected as a grpwth in thémse.lves and in the way the
‘world around them was-perceived. As they considered themselves experts, many
wanted to become involved in helpingbthers’ experiencing chemotherapy treatment for

[
cancer.
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7 Recurrence _
Recurrence restarted the process of the threat, t.he ﬁght and-the emergence of the
veteran. Although "better equ1pped" about what to expect thSotal devastauon and -
loss of control recurred. Metastases was feared because 1t was synonymous W1th ‘ "
death Death was a topic Wthh was never discussed between spouses and thlS was,a

very stressful time for lnformants as they desperately tt‘ted to think posmvely and

' second—guess their wives responses Worry was evident but not dtscussed Wamng T

>
began agam Test results ‘became prOtal mtlestones upon Wthh dec1srons were madc

for further chemotherapy It was a rehef to begm chemotherapy agam because 1t meant

the cancer was bemg treated thus hope was still alive. Informants becarhe hardened" o

to thmlcmg about the future w1thout their wives, but they never ltked the 1dea They d1d c

- not feel as guilty thmlung of the future because it was becorrung a short term reallty
Perhaps because they had become so energy depleted and could not deny their own
feelings anymore, 1nfor_mants were more aware of their need to conserve energy_. They
| _ were forced to step out of their long standlng plan of strategy of living day to—day and*

-

being positive and became vulnerable.
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Hypotheses Generated for Further Research

From the preceeding data, and mterpretanon the followmg hypotheses were

idennﬁed' ’ N S

1.

)

Husbands who assume the passwe subrmsswe one- down _posmon -during

. chemotherapy are more hkely to feel xsolated lonely, cbnﬁned and depressed.
'Husbands who eXpress guarded optmusm are less hopeful

. Husbands who exemphfy bufferxn(7 behaviors will express ‘more percelved control

) I3
.of the sxtuatlon and appear less powerless,g
* o

Husbands who are adequately mformed will be less anxious. .. /

Husbands who verbahze their fear w111 perCewe more snuauonal control and CXPress

- n)ore guxlt.. .
U a - .



‘ o ~ VIL DISCUSSION

The. ﬁﬁdings in this sfudy-r_eprcsent the first time the experience of husbands whose
wives have underg:)nc chemotherapy fbr'cancer has been documented and specific
| stages of developmcht idenﬁﬁcd. These findings héve then been juxtaposed to the
_ progressive stages of cancer and the treatment modality of chemotherapy (see
Figure 1). o S
In t‘his chapter, the method of grouﬂded theory is discussed as well as the strengths

and limitations of the two interview methods. Implications for nursing practice and

-nursing research are suggested.

\ Evaluation of Method
Grounded Theory
The methéd of grounded theory facilitated lﬁe generation of a three stage theory
depicting the I.JI‘OCCSS through which husbénds e&xperienced chemotherapy as a treatment
for their wives' cancer. The method allowed the interviewer the flexibility to-fully
explore and uriderstang; the husband's exper,ience because interviews continued until
one was satisfied with the richnes.s of the data and the saturation of categon'eé. The
exciting‘ challenge of constantly comparing ﬁﬁdin gs across informants was enhanced by
thé'freedor\n' to use creativity along with inductive and deductive reasoning to elicit more
information “a‘n.d to ask the "right" questions.
The questioning techniques were important because data were self-reported. The
- validity of [héf research was dependent on the intensity and accuracy of the self-report.
The use of repetitive imeryiews and effective quc?stioning Echniques enhanced the
creative and reasoniné skills of"ihé interviewer. Wh\ilé saturating categories, opposing
; ‘ ¥ .
“views were considered as well as constantly looking for the rationale to explain

behaviors. Hence, the evolving theoretical framework fit the descriptions provided by
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informants. The strength of the grounded theory method was in the goodness of fit
between the process depicted in the theory and the data obtained through interviews.
The use of constant comparison, an adequate sample sizc and repetitive quesu’oning
over several interviews with informants increased the validity of the findings. The use
of informants who had previously experienced chemotherapy served to enrich the data
because the interviewer had the opportunity to verify findings between those describing
- chemotherapy from the retrospective perspective and those describing chemothefapy
from a current perspective. | |
| . The ﬁndings were exploratory and .ent themselves to further research. This method
made no attempt to quantify data, and the findings obtained with this particular sample
nvill not be replicated exactly by another inyestigétqr. However, the grounded theory
method lent itself to the generation of hypotheses which can be tested in future studies.
Depending on the research questions, further qualitative or quantitative methods may be
used to gather more data to extend the existing theory. For example, if one wanted to
question the incidence of guarded optimism with husbands who(wi;s are feceiving
chemotherapy, a survey method may be approprniate. *
Interview Method
The assumption that the use of two inte»vrvi‘ew,ing methods, those of face-to-face and
telephone, would expand the richness 6f the data obtained by the interview was not as
expected. The information shared by informants in this study was highly emotional.
The telephone interview method offered a méans of sharing the experience while
maintaining control-through anonymity. “
‘ Face-t-o-Fac"e | o ‘
Contrary to expectation, face-to-face interviews were more difficult to arrange, |
shorter in length and less productive in terms of the’ depth of discussion and variety of

topiés. Although informants were friendly and eager to tell rgheir story, it took longer to
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jain their trust. They were nervous and intimidated, particularly when they, became
emotional during the interview. When this ocz&md, the informant changed fhe topic of
discussion and valuable data was lost, while dross (informantion not relevant to the
topic being studied) increased. The method of grounded tﬁeory assumes constant
comparison of data across informants. This was difficult as some informants became
emotional and changed the topic or refrained from talking about certain emotional
issues. In view of the results of this study cqncerhing the need for informants to
control their emotive responses with wives, this finding was not surprising. The
consistency of information obtained varied within the individual interview but was

- validated during future interviews. .

The investigator had to keep one eye on the tape récorder to make sure it was

‘running properly and that the tape did not need to be turned or changed. This

- necessitated breaking eye contact with an informant who was already nervous and
watching the interviewer for nonverbal cues. A nervous_inforrﬁant and interviewer
made note taking difficult. Jotting down hotes was a useful strategy during long
discursive passages of dialogue. Note‘taking facilitated the skills of this interviewer in
that one could listen more intently and formulate more meaningful questions based on
pertinent i>nfo‘rmat‘ich>n shared by the informant. For example, an informant may mention |
five different topiés of conversation within one single dialogue, and thé interviewer did
not want \to interrupt his train of thought by questioning during the dialogue. -
Therefore, questioning skills and resultant data obtained through interviewing was not
aé rich during face-to-face interviews as it was during teiephone interviews.

A preparatory strategy was to prepare potential questions for each individual

interview. These questions were formulated to probe ‘areas of 'inCOﬂsistency, fégative

cases or data obtained from another informant. However, the use of prepared

questions was difficult during face-to-face interviews. The questions could not be kept
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in view of the interviewer becaﬁsc the paper on which -thc questions were written made
the informant nervous. Infonnams acted as if it was a hidden agenda for the interview,
and they waited for the interviewer's questions rather than telling their story.
Telephone
Telephone interviews provided the anonymity Which gave informants permission to

become emotional if they so desired. Informants had control of the setting in which the
interviews took place. They did not have to feel self-conscious about losing control
because they could disguise emotive responses. The issue of choice was important
because the findings of this research have indicated that informants are really given very
little option for coﬁUollin\g personal choice during the chemotherapy experience. ’I;})C
telephone interview gave informants the control to be emotional or not, .and this opﬁOn
seemed to enrich the data.as it widened the scope of information they were willing to
share with the interviewer. The advantage of anonymity for the interviewer was that
nonverbal cues, such as with the nervousness associated with the first interview, were
not being picked up and possibly misinterpreted by the informant.

| Telephone interviews minimized the time spent in travelling and allowed for more
subjects to be interviewed in one day. In keeping with the findings, .h_usbands did not
‘want to spend time away from their work or their wives. The informants were willing -
to volunteer their experien'ces but were_n.ot willing to travel to the intéviewer. The
worry and logistics of finding a quiet private place to meetwith informants was not
necessary with the ielephone method. Informants decided when the interview would be
most private and advantageouls for iilem. Thus, there were rarely interruptions during
telephoﬁe interviews; whereas, during face—té—face interviewsl, interruptions were H

usual. -
.

While both methods allowed self-disclosure, all of the informants using the

telephone method of interview volunteered comments regarding their belief that

ro
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participation in the study was of personal benefit. These informants expressed their
feeling of finally being given the opportunity to discuss all their concerns and feelings
with someone who was listening in a nonjudgmental manner. - Telephone informants
stated that they had discussed tdpics during the ’intérviews which they had not disclosed
to anyone else. This was not indicated with the face-to-face informants. Tﬁe telephone
format seem;d to ensure a therapeutic interaction with negligible risk for informants. |
Alt.hough the face-to-face format was more threatening due to the informants’

opportunity to ebserve both verbal and nonverbal cues, regardless of the method, the
‘imerviewer was nervous when interviewing a new informant. While nervousness
abated after the initial interview, ;he face-to-face method continued to be more difficult
when trying to project a nonjudgfnental response to statements shared by informants. It
was the contention of this inveétigator that the best format for data collection, using this

‘sample of informants and with this interviewer, was the telephone interview format.

Critique of Findings
The discussion of the findings will focus on thfee major results: the husband's
response of buffering, the changes that occurred within the man'ta_l dyad and the
husband's response of fighting.
Buffering and the Changing Marital Dyad
" When the family is Qiewed as a dynamic system, the emphasis is on the
interrelatedness of family members and the mutual affect they project toward one
another. The prime purpose of the family is to support its members
(Northouse, 1986), which, along with the traditional protector\role of the husband,
supports the finding that informants want to buffer and protect their wives. When a
change, such as an illness, occurs in the system, the family must make a-compensaidry ’

response to adapt (Leahey & Wright, 1985). A family is-able to create a balance
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’ between change and stability through its ability to adépt (Wright & Leahey, 19é4). For
example, informants' roles were redefined to include tasks such as making meals or
cleaning the home.

Normalcy is representative of the tendency families have to balance change and
stability. When an illness d;'stﬁrbs the system, normalcy is altered, and after the
temporary disturbance has bassed, normz;lcy is restored. When an illness is prolonged,
such as with chemotherapy, the disturbance to family stability_ becomes greater and
more sustained, causing Lh:e family to shift to a new and different level of balance
(Wright & Leahey, 1984). The family reorganizes :;nd finds new strategiés to create a
balance between change and stability. Husbands in this study were in a state of
constant change with very little stability because they never knew what reactions to
expect from their wives. Developing and evaluating effective strategies to recreate
normalcy was difficult. From the husband's perspective, another aspect of normalcy
was that family members try to project themselves as "normal” and want others to
perceive them as "normal.” The findings of this study not only allude to normalcy
being a "within family" phenomenon but it islalso indicative of how the behavior of
family members is interpreted by others outside the family system. Normalizing refers |
to behaviors ah individual uses to continue'what is percéived to be a normal life
(Miller, 1983). The iﬁndings of this stud)'/ indicate the process of normalizing to be 4
strategy used to méintain the facade of normalcy while hiding the husband's feelings of
disruption. | | |

The marital dyad is referfcd to as the spouse subsystem when considering family
systems theory. According to Minuchin (197;1), the spouse subsystem plays a role in
supporting spouses and provides a resource for coping with stréssors-constantly
affegzrﬁ\:‘g the family. The spouse subsystem has boundan'es which protect it from other

subsystem demands within the family which could disrupt its functioning. Although
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-husbands in this study were part of families in various developmental stages, the

| function of the spousal subsystem became very important. Husbands strengthened the
~ spouse subsystem boundary in order to enhance buffering their wives to the pbint of
excluding others. The spouse subsystem boundury became rigid and impermeable,
which was confining and isolating for the hﬁsbands.

A dyadic relationship., such as the spousal subsystem, needs to experience balanée
with degfees of symmetry and complementarity based on equality of ‘st_atusl for each
partner (Wright and Leahey, 1984). Husbands in this stuvdy tended to take a one-down
position to their .wives and relinquished a relationship of equal status. Husbands let
wives take the position of providing instructions and husbands took the role of doer.
This relationship was not satisfying because of the lack of reciprocity. As
chemotherapy progreéséd, couples became more attuned to coping with the effects of
chemotherapy aﬁd varying degrees of complementarity and symmetry were established.
Howéver, the lack of reciprocity continued to be present during the time wives
experienced the most disruptive side effects. This investigator hypothesizes that the
taking charge behavior of husbands was a response inherent in re-establishing
symmetry after the effects of chemotherapy had subsided. Husbands also felt that they
mirrored or reflected the responses of their wivé;, and this is supported by the concept
of circular causality (see also Minuchin, 1974). This récip_rocal pattern between spouse
and pétient was alse, noted by other researchers ( Klein, Dean, & Bogdonoffi 1967;
Neuhring & Barr, 1€30). - |
The Fight

Neither the fight nor the imperative strategy of being positive have been noted in the
cancer literature reviewed by this investigator. Although spouses have been
interviewed, their responses have been grouped and quantified according to the existing

r
theoretical frameworks, suc'i as, grief theory. The fight will be considered in terms of
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powerlessness, hope, advocacy and victimization.
Powerlessness
Helplessness has been described as "the perception that one's own actions will not.
significantly affect an outcome" (Miller, 1983, p- 38). This powerlessness is
situationally determined and ciifferent from the stable personality trait of locus of
control. Coping strategies may vary depending on the locus of control of thq individual
and the perceived degree of personal control one has to affect the outcome of 'the
situation. Therefore, determining the personal meaning of control for individuals, that
_is, ‘Whether the individual sees the Acontrol of the situation dependent on the situation
itself or why the situation occurred, is irportant. Althovugh husbands considereq why.
cancer afflicted their wives, they were rot preoccupied with this and chose to
concentrate on the situation of their wives' chemotherapy treatment for cancer and how
to buffer her from the effects of the chemotherapy.

While personal control has been a focus in :1e literati re or. patient response (Lewis,
Haberman, & Wallhagen, 1986; Lewis, 1982; Slaby & Glicksman\, 1985;
Wemer-Beland, 1980), the consideration of control for the well spouse has not been
considered. Wemer-Beland (1980) illustrates the need to control as a response to the
helplessness felt by someone with chronic illness. A similar struggle seems to be
apparent for the husbands in this study.

Informants.whc; had a sense, or an illusion, of control were less anxious. An
‘illuéion of control was created through the use of behavioral‘, cognitive and decisional
strategies similar to those specified by Averill (1973). In some cases, such as, when
the threat was p‘erceived to be less harmful, these strategies were benehcial in creating
control of the situation. However, many husbands experienced learned helplessness as

they endured the repetitive unpredictability of their wives' response to chemotherapy.

Helplessness has been described as a syndrome which mimics depression and

2

L
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represents a failure of mental coping mechanisms (Miller, 1983). This description
supports the finding that husbands reported signs of clinical depression and loneliness
during those times when the chemotherapy side effects were the most debilitating for
their wives. The results of this study also indicate situations within which husbands
expressed feeling both powerless and in control simultaneously. Although contrary to
the literature, the occurrence of perceived personal control of the situation along with
powerlessness to control the disease outcome seemed to motivate informants to fight
harder.
Hope
. "Hope" is the Thing with Feathers

That perches in the soul

And sings the tune without the words

And never stops :

Atall.
Emily Dickinson, Life 32 from Part 1, Life XXXIII

Hope 1§ an intrinsic component of life and a v.alued, private and powerful resource
for décreasing powerlessness (Miller, 1983)! Hope is anticipating the future and
having something to look forward to (Hickey, 1986; Hinds, 1984). Hope restoress
poWer and is a potent aspect affecting how one maintains a positive attitude (Miller,
1983). Conversely, hopelessness is a barrier to optimal quality of life and growth
(Brandt, 1987). Hope has been referred to as an emoti(;n, an e’xpectatif;n, an illusion
and a disposition (Miller, 1985). Hope nurtures and is the salient qﬁality of av

"survivor” attitude (McGee, 1984). Hope is the ingrediem that enables an individual to
. move ﬁdm a state of weakness and vulnerability to a state of growth, with the ability to
live as fully as possible (McGee, 1984; Miller, 1985). Hope is highly 'subjective-

(Breznitz, 1986; Bruss, 1988), multidimensional and process oriented (Dufault &

Martocchio, 1985). Dufault & Martocchio (1985) present six dime_n'si‘or‘ls of hope:
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afféctive, cbgnitive, behavioral, éfﬁliative, temporal and contextual to demonstrate the
dimensions and scope of hopé. Hope is metaphoriéa] and has been referred to as a
protection, a bridge leading one from darkness to light, an intention without fear, a
rewarding end in itself (in that, hoping reduces fear and worry, Breznitz, 1986). Thus
hope becomes a means of coping with ongoing stress. The ﬁhdings of this study
indicate that hope is a significant feature of the fighting attitude of husbands. )

Brandt (1987) found that women receiving chemotherapy exhibited low levels of
* hopelessness. The finding of this research indicates that hopelessness fluctuated with
husbandé and was always present to some degree in their feelings of guarded
optimism. The paradoxical feelings associated with guarded optimz's‘m were certainly
more frequent during those ﬁeriods when wives were suffering visibly and for longer
periods of time. Breznitz (1986) suggests that hoping can thrive concurrently with total
helélessnéss in stressful situations. A degree of hopelessness was also evident in
husbands' coping béhaviors. Those who were more doubtful and least hopeful v - .
those who were often unable to set future:goals and represented ghe
"giving-up-given-up" complex described by Engel (1968). The findings of this study
indicate that the uncertainty, worry, doubt and antici‘patory grief informants éxpressed
were all affective behaviors indicative of hopelessness, and they reflect the feelings
expressed in guarded optimism.

Husbands thought of hope in terms of cure or cpntrol of the cancer and of returning
to their previous lifestyle. Vaillot (1970) believes thgt hopé inspireé someone "to be"’
through utilizing internal resourcés and the strength of others. Although strategies
which the informants implemented to instill hope weré similar to those described by
Vaillot (1970), this view of hope is very different from that expressed by informants.
The finding that what husbands were saying was not congruent with what they were,

doing warrants further investigation.
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Hopelessness reflects a feeling of giving up (Miller, 1983). What is one giving up?
Because husbands believed that hope was necessary for cure of control of the cancer,
they believed that any indication of hopelessness would be admitting a loss of control
for cure and admitting to impending dea_th. Informants wcré aware that their wives
were sensitive to their feelings and were fearful of reflegjn g any indication of
hopelessness. Bruss (1988) supports this notion ah\ci/stﬁtes hopelessness can be more
detrimental to the patient than the disease process itself. Husbands had to fight their
own feelings of hopelessness and project hope constantly to their wives, and this |
became stréssful and guilt provoﬁng. Guilt an_s introducec - rh the initial awareness
of guarded optimism because they were faced with themir feelings‘of hopelessness z;nd
felt the.need to hide these from their wiv;es. It is this investigator's contention that ‘
informants had to constantly reinforce the need to fight, or be hopeful, as a motivation )
strategy for themselves as they continued buffering. |

Advocacy =

The buffering process involved the perception of an advocacy role. The findings
indicate husbands wanted to be advocates'for their wives‘, but they were in.capable. of
fulfilling the role as defined by Kohnke (1982). That is, théy never had the knov cdge
to inform their wives, to their own satisfaction, of ‘what was in\;olved with
chemothérapy and cancer. The supportive aspect of advocacy represént-s what-
informants slpent-their energy .and time trying to fLellfiH. In order to t;e supportive,
husbands felt they had to be loyal and present in the home. In order to defend the -
decision to undergo chemotherapy, vhusbands had to fight to find efficacy in the
treatment as they were constantly faced with the "horrible" undesirable side effects.
Often husbands fell into the defending and‘rr‘;scuing position described by Kohnke
(1982). The husbands believed their wives expected them to fight for them, such as,

<)

- seeking out Knowledge for them.
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~ The traditional male role in the family is oné of accepting responsibility for other

family members. This self-responsibility was compounded for those who were feeling
guilty. Guilt was most frequently a product of eiiher hiding their feelings of
helplessness and guarded optimism or for being "healthy" while their wives were "ill"
and enduring the effects of chemotherapy. The increase in self-responsibility was
evident in their detenﬁihation to fight and endure alohgside their wives.

Victimization

The literature on victim blaming can be used to suppoft the ﬁghdng attitude of
' ‘husbands (Allison, 1982; Labonte & Penfold, 1981; Wik1¢r, 1987; Wortman, 1983).
Husbands believed that by helping thei.r wives decide‘to undergo chemotherapy they
assumed responsibility for the horrible side effects. The literature clearly'impli_es the
negative connotations that victim blaming can have for the decision-maker (Allison,
1982; Wikler, 1987). The husband, through his involvement in the decision-mz{king
process, interﬁalized an awareness of the self-imposed risks in accepting the
chemotherapy. The husbands also recognized. that there was an aspect of individual
choice for which he had to accept responsibility, regardleés of the advice of the
physician. Those husbands who assumed self—respénsibility felt aﬁgited _ic; be loyal, .
protective and supportive, t_hat.ié, to stay and help their wi\;és. They felt tesponsible -
for taking on the fight with their wives, and this action is consistent with the literature.

A

Some husbands shared ownership of the disease and the chemotherapy with their

Oy

wives, which further illustrates their committment to self-responsibility. Husbands l{ad
ver)lf fittle or no control over the situation of chemotherapy, but they pérceived
themselves to be partially liable for the effects of the tréatment. In addi.tion, the -
findings indicate husbands deviate from any a,spéct of self-interest and focus all their
ens 1 helping their wives. This single mindlessness left no option but to persist in

thew  crminztion to help their wives overcome the effects of the chemotherapy.



' Impllcatlons for Nursmg Practrce
The ﬁndmgs of thrs research have several unplrcauons for chmcal pracuee The
o overall 1mp11cauon is that husbands whose w1ves are rece1v1ng chemotherapy for cancer o

&

“need some assmtance to cope more effectrvelywrth the canCer expenence This is not
1o say that thcse mfonnants are coping 1neffect1vely because the data 1nd1cates they do
contlnue to functlon in socrally accgptable ways at work and w1thll§ the hOme
However husbands do expenencea great deal of stress and anxrety, whrch makes:
them vulnerable to 1neffecuve coprng Nurses can 1mplement interventions to help

husbands develop more effective copmo strateg1es dunng thetr wives chemotherapy

treatment for cancer
Th_eThre'_at-

‘-D'urin g the“thre'at: consideration must‘be given to find means whereby husbands can’
assunre more control in the predragnostrc and draonostrc penods An effectxve strategy
' may be to ﬁnd means of 1mpartm0 the ltnowledge whlch the chent feels in need of

rather than what the health care provrder thmks 1s arpropnate The ﬁndmgs 1ndlcate )
1nformants are overwhelmed wrth knowledﬂe but they still felt dlssatrsﬁed wrth what
they were able to.understand and retdin. Perhaps husbands need to have'the ch01ce of
SCCl(ln" out a deswnated person w1th whom they can, talk elther personally or by
telephone and dlscuss the questrons to: whrch they may be seeldng answers\ These k
e ﬁndmgs indicate husbands may have an 1nd1v1dua1 preference for one format and - |

. should have the op‘ron to. ch
Whrle the current wend in nursrng practrce suppons the hol1st1c approach toward the
patlent and fanuly the ﬁndrngs of fhls research mdrcate that very few measures are |

L taken to assess ervene with husbands of | anents reeemng chemotherapy These

.~

y ﬁndmgs clc - dmate that *le husband is 1nﬂuenced by hlS wrfe s chemotherapy

treatrnent for cancer and is.in need of support Sources of rndlvrdual and grOUp support .



The ﬁrst 1s that husbands are concerned pnmartly about thetr w1ve§ and wagt to be w1th
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, may be helpful to 1mpart knowled ge and to get feedback concermng the SuCCesses. of

others who have had chemotherapy However,. .one must keep in mtnd two factors

__thetr wwes Husbands are not gomg to have the tlme,or the mottvatton no be away

. from their wives, for lengthy penods of* ttme Secondly, thetr knowled ge of cancer. ts

: 'rrummal They need to know the basrc temunology and the information concemtng e

Y RN

o .therr wife's kind of cancer Therefore counselhng must be 1nd1v1duahzed

'b-‘-TheFlght e

health care prov1ders both phvsmtans and nurses and f: tster feedback from the

‘are in need Dunng the frght husbands expenenee a great deal of streSS\whtch

. mama,l sexuallty and comrnuntcatton pattems along W1th unpredlctable changes in .

- husbands. I—lusbands w1ll not 1muate contact beoaus _t}l‘gy feel their w1ves should have

. 'ba515 dunng the ume'\\mveﬁ.zxecetvm g che'

' husbands tend to stay in the hallway rather tl'Fan accompany thetr -wives dunn g

I
. PR . 2 . " R L PRI N .

Informants werétued and depleted of energy They need posmve feedback from C _

°

dlagnosnc tests Wthh they percetved tobethe lOSI in tportant tndtcators of dlSCaSC T

L o R
P

progre551on and success w1th chemotherapy L e s . .

A | P . P

o

Spouses were not equal in’ thetr status or in thetr abtltty to support each other s

Healt,h care prowders need to recogmze these dtscrepanmes in order to help those who

e

> ~-
appears to. relate 10 deahng w1th chan ge. Everythmg in thelr envuonment is chanomg, A
5 .

and thetr only stabtltty seems to be in the workplace The ﬁndmgs mdtcate changes m

K

Lo ,

, wwes temperment and personaltty as' the’y response o the chemotherapy treatment
A Husbands ‘are fnghtened“ to say anytlung, and asa: res?ult they usually talk to no one "

They do not know what to expect and are constantly v1gtlt{nt trytng to assess: the

rtght way to respond Nurses and phy51c1ans nee( f spend rnore ume w1th

= . “w _‘.,,_a—— .

pnonty Therefore nurses w111 need to 1n1ttate an assessment perhaps on an on gomg

& erapy The ﬁndtngs mdlcate that

RN S
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chemotherapy infusion. They feel out of place and do notusuaily talk to any_oné else.
. AThey have indicated group sessions would not be helpful during the fight be‘caust IN
way in which they project themselves to others outside the family must be "normal.”
- There is no doubt that husbartds. experience many stressors during the fight ar_td that
they deny their responses while focusing on those of their wives. There is a necessity

for more planned attempts at offering support to husbands in the hospital setting during

their wives chemotherapy treatments for ancer. .
The findings indicate that the spousal onspiracy of silence, which limits
o COmmunication concemingthe ftlture.and ssues of dying during the fight, had deﬁrtite
“functions to buffer the stresses p]aced on botk the wife receiving chemotherapy and -her
.  husband. Therefore, this should be respected and not tampered with. Instead, other
ooutlets for husbands must be found because the¥ indicated the need for discussion
o outside th.e marital dyad which could be labelled as legitimate by both Spouses. Data
1nd1cates that men were more likely to talk with other men rather than with women.
Keeping t}us n mmd nurses may use planned rather than chance opportunities to.
‘ mtroduce husbands whose wives are in srmllar stages of chemotherapy Given the
E optlon husbands would then be able to decide how to use the peer as mentor or
whether to becor'ﬁe involved at all.
The Veteran
Dunng the emergence as a veteran, informants were more relaxed because the
' chemotherapy was completed and they felt freer 10y talk with others about their

expenence This was a penod of renewal wheu iusbands reviewed thelr experience

thh chemotherapy and began to set new goals. Their fears and doubts were still

present but knowmg the treatment was over and seeing their wives 1mprov1n g rapidly
Serve_d_' as posrtlve,md‘icators of successful treatment. Informants described this as a

‘ umefbr acceptirtg what had happened, which may be why they are able to talk about



. a 140
| o g
the experience more easily. Some felt 1et-down, with a lack of energy and a feeling of,
being lost because they ‘;ho IOnger had the.doer rol¢ dominating their day-to-day’ %
lifestyle. This change was stressful and indicated the vulnerablhty of informants during
this penod of renewal. They are more ready to take advantage of group support during
[hlS stage as they are eager to help others and talk about their expenences Those
husbands who had taken early retirement to help the1r wives endure chemotherapy were
parueularly wvulnerable, and nurses must become more attuned to assessing the1r need.
The ﬁndmgs 1nd1cate that the couple facing multiple recurrence should be offered

assistance to help them discuss issues related to death and dylng They need help
attempung to break down the wall of sxlence they have consplred to erect between them
' concerning.these contenuom issues. At this time, the p0551b1]1ty of dymg becomes a
’:reality ‘that is pamful to dlscuss because the future is growmg shorter and they have no
othef choice but to try to talk about it. Havmg denied themselves the luxury of talkmg |
about issues surroundlng dy1n° for so long, the couple needs help to begm For the .
husband, his worst n,ightmare was that of his wife succumbmg to the disease, and he is
. very resvistant to discusg'mg this openlyl for fear it will happen W'aiting takes on a new |
dlmensmn of anxlety and fear. ‘Health care providers need to learn more about thls
aspect of the husband s experlence because the fmdmgs of this study 1ndlcate these .
fears grow in magmtude while remamngust as difficult to talk about. Some
mformants descnbed a "hardemng, Wthh is a defense husbands use to help them cope
with the ant1c1pauon of losing thexr_wxves. The findings also 1nd1cate .that staying
hopeful and living day-to-day continue to be important for husbands. Perhaps at this
time, more than any other, health care providers need to be a’ware_of how these positive -
‘coping strategies can be enhanced.

. Primary nursing should offer the patient and the husband planned and continuous

guidance provided by one nurse from admission through disehafg‘e. “The essential
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elements of the primary nursing model are accountability, autonomy, coordination and
coinprebensiveness, and it assumes a more collaborative role with the physician | |
(Hegyvary, 1982). If desired, the husband §hould be able to establish an ongoing,
consistent and trusting relationship with the primary nurse. 'fhe primary nurse, present
during the é:h'emotherapy treatment, could talk ’privately with the husband at this time -
witieh would be more timely for the husband's needs. The primary nurse has the
opportunity to tailor her/his skills of observation and communication to the needs o; the
~ husband. The husband would have the opportunity to ask questions and share his
concerns. For example, the primary nurse would be able to identify the husband's
need f(')x:“more immediate feedback from difignostic tests. Inresponse to this, the
pnmvy nursoe would collaborate more directly with the physician and assume
' r¢spon§ibility for ensuring the communication of test results to the husband. Above all,
she/he woulzi %et to know the patient and her husband, be able to interact with the
husband as a person and be more sensitive to his vulnerability and his.concerns. The
primary nurse must be more attuned 1o the skills of active listening. The husband
strivii':ﬁg to maintain self-control will need a nonjudgmental listener who is not
‘ aggre;;ively encouréging selffd'iSélos'ure. He will need a pri'mary nurse who is
empathe[ic,‘\willing to answer his questions and interested in his experience of his
wife's cherhotherapy treatment for cancer.

Waiting alone in the hallway during chemotherapy was found to be distressing. A
specific foom, such as a drop-in centre, should be available for husbands to meet and
collaborate during the time their wives are receiving chemotherapy. This would allow
those who ﬁﬁd comfort in peer group support to become more self-directive.

“Husbands would have a sbeciﬁc place they could go to for quiet conversation, and they

would not be left in the hallway feeling "in the way" while their wives receive

| cherhotherapy. Instead of becoming more anxious watching others, husbands would

1
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be given the opportunity to do something to reduce their own anxiety while continuing

to accompany their wives to chemotherapy. While the peer group may not be the most '

_effective way in which to help husbands during the fight, it has potential during the

threat and the veteran stages. The comradery of the peer group may offerggmfort to

. '@husbands throughout the chemotherapy expeﬁence in that it offers the opportunity to

CEE el

discuss issues with other husbands which they have been unable to share with their
wives. It is also important that information for counselling services be more visible and
available for vhusbands. A drop-in centre would be the ideal location for this type of
information.

Since telephone interviews were proven to be an effective communication mode for
husbands in this study, a telephone hot-line should be introduc¢d for husbands whose
wives were receiving chemotherapy. Volunteers should include thos¢ husbands who
were retired and in the veteran stage, or whose wives had not survived. These
husbands would be knowledgeable z;lld experienced in the process of living with a wife
who experieﬁced chemotherapy treatment for cancer and their ability to empathize with
those going throhgh the process could be invaluable in meeting the needs of husbands

such as those who volunteered for this study.

Implications for Nursing Research
The findings of this researéh provide new insights into the husband's fear
throughout the chemotherapy experience. While some studies have foqused on the
meaning of the illness (Chelqyn, 1984; Gétay, 1984; Howell, 1986; Pafsons, 1977)
for these informants, the meaning of fear must be 'd¢1ineated as it is clearly different and
demarcated for each of the three stages of their non-paﬁent experience of cancer
chemotherapy. Once the meaning of fear has been described, additional study is |

needed to;identify those factors which constitute adequate coping with their fear during
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their wives' chemotherapy and to explore whether or not methods of coping can be
predicted. ThlS study should be replicated to mﬂlude men with cancer who are
receiving che otherapy in order to determine 1f the response of their wives is similar to
ntffom. husbgnd§ It is possible that this type of study will show that fear

inﬂuenges the lack of control informants feel during this experience and that strategies
for enhancing personal control should be designated for the individual rather than the
situaﬁon. . |

The findings of tﬁis current study indicate spousal communication, particularly with
setting long-term goals or issues related to dying, is minimal. Spouses do not share
their feelings; instead, fhe well husband listens to his wife. When the wife is receiving
chemotherapy, the communication betWeen couples needs to be studied. Longitudinal
follow-up is needed to clarify interaction during the three Stages of the process. This

would identify if any one stage is more stressful or obstructive to communication and

what changes occur between stages as the ¢ancer and the chemotherapy progress. This

would also establish whether or not spouses are aware of the horror and devastation
each is experiencing or if there are ways the nurse can help the hfxsband or wife deal
more readily with these responses. An untapped area of research concerns that of the
family. For ekample, how do other family members interact with and respond to the
husband whose wife is expen'encing chemotherapy for‘ cancer?

Valuable information can also be obtained from research using an experimental

design. One variable which seemes to influence the husband's response is his ability to

express anger. An experiment. design to evaluate hysband response t _.,1::0 :

designed to explore feelings of anger would pave the way for the develoﬁ/rhent of

effective strategies to help husbands experience their wives' chemotherapy treatment fg/;\
cancer. An experimental group ‘would attend counsellin g, while a control group woul

experience chemotherapy without counselling. Also, the importance of studying

g‘:
s,
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husband responses during the three separate stages delineated in this study should not
. - .
Generally the niirse was found to be insensitive to the needs of husbands

be overlooked.

experiencing their wives chemotherapy treatment for cancer. Future research needs to

look at how nurses can interact with husbands in .4 more humanistic manner.
. /

wives undergo chemotherapy tre‘tltmenf for cancer has been delineated into three stages
(i.e., the threat, the fight and the veteran), and juxtapdsed to the stages of the medical
model of treatment for cancer. Grounded theory \,,vas used to analyze transcriptions of
data obtained through the use of open-ended, unstructured interviews<. The method
allowed the intewié@to continue conc;urrent data collection and data analysis until
.categories were saturﬁled and the evolvin_g_medretical framework fit the descriptions
provided by informants. When compaﬁﬁg the use of telephone and face-to-face
interviev;/ formats, the telephone format was fqund to be the better format for c}ata
collection with this particular investigator and with this sample of informants.

The findings of this study contributé to the literature by exploring the experience of
non-patient husbands as their wives responded to chemotherapy treatment for éancef._
While experiencing ongoing unpredictability and constant change, varying degrees of
helplessness were expressed by husbands .dun'ng the three stages of their wivyes‘
chemotherapy experience. Helplessness was associated with fear and the lack of |
situational control. Husbands engaged in a process of buffering which acted to
simplify and reduce the stress of day-to—géy life for their wives and gave them a sense

of situational control. They focused all their energy toward buffering strategies

designed to protect their wives from the "horrible" effects of chemotherapy. Husbands

a
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became very protective of their buffering role, and many resented any intrusion even

from relatives or friends.

ne of the most effective buffering sé'ategies was being there because it was

i X

their love mc/>re frequently. The buffering sfrategies of normalizing and being positive
were stressful for hasbands. They peréeivcd they had to act "normal” with others and
not walk around looking depressed. They #ad to "keep upva good front" because

others would detect their sadnessgand axoid them. They had to appear positive and

confident about winning the fight at all times because wives,would sense anything less

and become discouraged, with the potential of "giving up" the fight. Also, being

positive was one of the only ways, along with the use of humor, that husbands were

able to "pull” wives out of their unpredictable moods. These strategies were always
Jjuxtaposed Qith the fear that they were "fooling themselves" or setting themselves up
for a bigger shock because they were not preparing themselves for the worst scenario,
the death of their wives. |

Husbands found themselves caught in the paradoxical situation of guc/zr'ded
optimism, in which they projected a positive attitude to their_wives while wondering
about the efficacy of being so positive. The;l)al;adox of playing it safe and having |
guarded optimism created stress. They did not want to oppose the wishes of their

wives or speak of their doubt concerning the efficacy of the chemotherapy. They feared

this would be detrimental and, in a sense, unfaithful to their wives. Guarded optimism

has not been documented as such a powerful influence on the husband's behavior in

previous research findings. This paradoxical phenomenon reappears in varying
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degrees as he witnesses the effects of his_wife‘s chemotherapy. wum,.huébénds
initiated the buffering process and worried that their wives could sense the depth of
their doubt, sadn.ess and uncertainty. Bufferlng was often the only action the'y'could
take to help their wives and, at the same time, gain situational control so that ktheir own
sense of hefplessness abated. Husbands assume_:d a passive role and focusedggll
thoughts andyactions on their wives rather than expressing their own suffering?‘
compassion and sadness.

" The marital couple was Bound in a conspiracy of silence, within which neither
discussed issues surrounding dying or.the future. Husbands wanted and neéded to
plan for the future, and so they planned secretively and alone. For most, the secrecy
offered 'é“'o,mfon and security, while others felt guilty, as if they were "giving up" on the
thought of their wivies getiing well. Surp@singly, this conspiracy of silence also
appe'sgs to inhibit any sharing of emotion. Many husbands ra’;ionalized that sharing
emotion would be téo upsetting or energy depleting and could adversely affect the
fight. It was necessary to hide theirlown suffeﬁng in light of the suffering experienced
by their wives. Therefore, the expression of their deepest emotions was kept private.

‘Husbands had high self—expectations as they admired their wives' response to the
"horrible" effects of chemotherapy and they wanted to respond equall'y well. Th;:y_
experienced guilt at being the "healthy" bystander. Coping sﬁategics were always

P evaluated in terms of their ability to buffer, and they willingly took a submissive
one-down position in relation to their vw‘i‘ves. Short -term planning was the nc .
because thinking of t_he"future was taboo. The logicai extension of thisw  » e
day-to-day and develop a positiv/e philosophy. Even though thinking 0” - “uturc was
taboo. this po‘sitive philosophy helped husbands stay hopeful. The fin: .5 sugges:
the most vulnerable period of time for husbands occurs when the chem - a0V is

finally over. Emerging as a veteran created vulnerability because their doer rcz &. . the
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buffering process were changing.
\jJ * The most disturbing effect of chemotherapy fot the husbiand was the unpredi
temperment and mood swings of his wife, a finding previously undocumented.
Husbands v :rz constantly amazed at how QUick and drastic the mood changes could
be, and they were nes'cr able to discern any predictable pattern. Nausea was an
» uncomfortable effect ctue to the sense of helplessness husbands experienced when
listening to and watching the rgtching and vomiting experienced bv their wives. Wives
were always ill for some period of time after chemotherapy adrrtintstratjon, and £}
husbands felt responsible for st‘gying home and olose to their wives. The c'ar_tcer .
experience often isolated the couple, artd for some, the lifestyle changes associated with
heing isolated and lohely were patlticularlly difficult. Surprisingly, husbands did not
perceive hair loss as the worst effect of chemotherapy. Rather, they were more
f concerned with finding the "right” way to act in order to buffer their wives oxperience“.
All informants were prottd of the determination, fortitude and strength shown by wis/es
endyring the effects of the chemotherapy and concluded they did not think they could
endure the sufferirtg as well.
Maintaining self—cohtroi was mandatory, to buffering. Talking about emotional
| ‘revsponses threatened self-control and was believed to be a sign of weakness. -
Husbands believed wives expec‘ted and heeded them to be strong, and they had to "try
and keep back the tears” because crying was a sign of weakness. Several tried to share i
thetr feelings but found wwcs did not want to listen. Husbands descnbed rying to
avoid any emotional crisis was like walkmg a ttghtrope Self-control was thought to: be
a precursor of the philosophy of posifive thinking they adopted, and above all, ..
husbands had to project themselves as being positive. Husbands rarely sought out
someone to talk with, but when they did, they preferred someone they did not know,
someone who was a good listener and a male rather than female. They did not talk to_

Sh
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others because talking meant divulging secrets and being unfaithful to their vs;ives.
Talking could potentially make‘ one feel sorry for himself, lead °to weakness and
undermine self-control. i

Husbands frequently lacked the knowledge tfley expccte'd“(‘)f themselves concerning
the kind of cancer their wives had and the chemotherapy. | Some.felt they were kept
vulnerable, deliberately in the dark and were placed in a situatibn of learned
helplessness. They learned nof to be too assertive and not to ask too much or they
would be told even less by both wives and healtl_l care providers. Some reported |
feeling guilty asking questions or seeking supp:an because they were the healthy ones,
*and health care providers should be spending thei\r time with their sick wives. One of
the most disturbing situations was when ffiends ana acquaintenances asked about their
wives and they did not feel knowledgable enough to answer properly. Afterward, the
self—irﬁposed préssure of "having to know" everything was recognized, but during the

threat and early fight with their wives' chemotherapy, this was a major stressor for

“husbands. Sometimes husbands were ambivaievnt about "knowing." On the one hand,

the more they knew the more frightened they were, while on'the other hand, the more
they knew the more they could anticipate and buffer for their wives.

Informants unanimously reported that marital bonds were strengthened through the .

. 9 :
chemotherapy experience even though some wives withdrew from their husbands into

their own "sick world.” All reported varying degrees of pain and sadness along with

24

compass_'iqn?fti”bf the suffering their wives were enduring. They did not like to see their

wives suffer or cry. Thus, most informants would do anything to buffer the
 experience, even to the point of retiring from employment.

Husbands were prbblem solvers and felt comfortable in this role. They took care of . -

their own health in order to be able to continue buffering the experience for their wives.

This was the only way husbénds could rationalize thinking of themselvcs'.dun'ng the
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chemotherapy. When they did sometﬁin g énjoyable, sémcthing their wives could not
do, they suffered guilt feelings. Many situations did not lend themselves to pr'oble’m
solving and, throughout the chemotherapy experience, waiting was one situation which
most informants found intolerable.

3

:he findings indi‘cate’ husbands experience a great deal of stress, anxiety and fear,
and they deséﬁb¢d being changed by their wives' chemo[l&er‘apy experience. It was
important that gomething good was rationalized out of sucha Pen‘ible experience.
"AZ:ceptahce"did not begin for husbands until the final stage of the process. Their
reﬁorted readiness to accept was inﬂuenced by the experience of watching their wives
suffer the horrible side effects of chem;)thert?'py treatment for cancer. ‘Husbands needed
support in coping with the un'preldictable responses of their wives and with their own
- lack of situational control. The implications for nursing pi.iactice and nursing research
suggest the need to explore why nurses were unable to: a551st the husband n these
endeavours. The prlmary nursing role is suggested to en})ance effectlve nursing
. intervention helpful for husbands e)\penenmm7 the1r wives chemotherapy treatment for
cancer. The fmdmgs indicate that the reality of the husband's experience cannot be
ignored by nurses and that different nursing interventions are appropriate to assist
“husbands during each of the tﬁhree stages of the process of living with chemotherapy.
This qualitative study contributes to the péixcity of research expljcating the experience of
' : the husband whose wife is living with and receiving che,mothefapy. The findings

.exemplify a three étage theory depicting the husband's-experience which should be

. utilized in further testing.
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~ APPENDIX A
UNIVERSITY OF ALBERTA
FACULTY OF NURSING
Informed Consent for Fac'eb-to-Face Interview
Project Title: Living with Chemotherapy: Perccptioné of Husbands

Investigator: Sharon Wilson, R.N., Candidate for Master's in Nursing
" Telephone: 432-8233 ’

+ Faculty Supervisors: Dr. J. M. Morse and Dr. 1. D. Forrest

Telephone: 432-6250

\

~ The purpose of this research project is to increase nurses' understanding of the
experiences of men whose wives are currently undergoing chemotherapy or who have
just finished chemotherapy. Two to four interviews will be required, each lasting
approximately one hour. Interviews will be tape recorded. During the interviews
questions will be asked regarding your experiences and feelings about what it is like for
you when your wife is receiving chemotherapy.. Your name will not appear in any
written account of the'study. Written information provided by the’participant will be
kept by the researcher in an anonymous form. ’

| There may be no direct benefits to the parti‘ci.pant of this study, but the information that
you give us may be helpful in the future for nurses when supporting husbands in
similar situations. ' ' v

This is to certify that, I : _ :
hereby agree to participate as a volunteer in the above named project. I understand that
there will be no health risks to me resulting from my participation in this research ,
project. I give permission to be interviewed and for the interviews to be tape recorded.
I understand the tapes will be erased when no :ofiger needed for ongoing research or
educational purposes. I understand that { am free to deny any answer to specific '

" questions and that I may stop the interview at any time and withdraw from the project.
I have been given the opportunity to ask whatever questions I desire, and all such
questions have been answered to my satisfaction. '

I give permission for the use of any writteninformation which I may choose to give to
the researcher and understand that my name will not be associated with that’
information. :

Participant

Researcher

Date
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+ APPENDIX B

UNIVERSITY OF ALBERTA
FACULTY OF NURSING . -

Informed Consent for Telephone Interview

Project Title: Living with Chemotherapy: Perceptions of Husbands
Investigator: Sharon.Wilson, R.N., Candidate for Master's in Nursing
_ Telephone: 432-8233 - "
Faculty Supervisors: Dr. J.M. Morse and Dr. I.D. Forrest
Telephone: 432-6250

I want to thank you again for your interest in this nursing research project. The
purpose of the project is to increase nurses' understanding of the experiences of men
whose wives are currently undergoing chemotherapy or who have just finished
chemotherapy. — :

Consent . .

I will be asking you many questions about yourself, your family and your experience
with chemotherapy. I will be doing two to four telephone interviews dependin g on my
need to clarify topics we have discussed together during previous conversations. The
interviews will last approximately an hour or longer. I plan to tape record the
interviews. ‘ :

During the interview, if you do not wish to answer any questions you may refuse, and
you may stop the interview at any time and withdraw from the study. Your name will
not be used in any written account of the study and the tapes will be erased when no
longer needed for my ongoing research or educational purposes.

\ N .
Do you have any questions?

Are you willing tc be interviewed?

Participant' Name: ;

Interviewer Signature:

Date:

Is this a convenient time to talk with you? If not, can you suggest another time for me
to phone back. : = .
'
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