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ABSTRACT

The discovery of a breast lump or other abnormality is a prevalent
female experience. Concern about the possibility o:“. breast cancer aﬁd
its effect on body image, quality of life, and personal relationships
often exists. To examine the ripple effect of the biopsy, diagnosis 7
and treatment of breast disease on psychological distress, marital
intimacy and social support, 56, married women who were scheduled for a
breast biopsy and their spouses were interviewed conjointly three times
over a six-month period using standardized instruments and a semi-
structured interview.

The. highest levels of distress for both husbands and wives were
reported at the pre~biopsy time period. Fear of breast cancer and its
consequences was rated as a primary concern by '71% of the wives' and 91%
of the husbands. At six to eight weeks post-biopsy, the level of dis-
tress dropped significantly for both husbands and wives, regardless of
the diagnosis, and remained at the ldver levels five to six months
later. |

No significant changes in marital intimacy occurred over time for
either the benign or malignant couples. Information dbtained from the
semi-structured interview found that positive changes, such as greater
appreciation for the spouse, were noted by 'couples following the diag-
nosis. These changes were reported more frequently by ‘the malignant«_
couples. Coping strategies such as obtaining support within the mari-
tal relationship and receiving information about the biopsy procedure “

and cancer treatment alternatives were commonly reported as helpful by
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all couples.

Women reportéd flaviﬂg more supportive relationships than men.
Statistical differences relatéd to time and diagnosis could not be
examined because of insufficient data . |

The results suggest that the ripple effect of the biopsy, diagnq—
sis and treatment of breast disease may have a profound 1'.nfluencé, not
only on the womaﬁ, but on her spouse as well. Inplicati&ns for health
care services which provide information and enhance marital communica—

tion are proposed.
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CHAPTER 1

INTRODUCTION

Statement of the Problem

"I have not been sleeping well. In the middle of
the night I keep thinking, 'what if' and I just go
crazy. During the day I can say I am not going to
think about it and I don't. But at night it's
harder not to think about it because you are just
lying there". (Woman, age 48, pre-biopsy)

A woman's discovery of a lump or other abnormality in her breast
often triggers thoughts of breast cancer and raises a miltitude of con-
cerns ranging from fear of dying to disfigurement and abandonment by her
partner. Numerous accounts in the popular literature describe this
intensely emotional response to potential signs of breast cancer. An
interesting study about perceptions of breast cancer found that 59% of
healthy men and 263 of healthy women thought that losing a breast was
the '"worst thing that could happen to a woman" (Peters-Golden, 1982).
For some women, the fear of the diagnosis of cancer or of breast loss

may result in waiting weeks, eveén months before consulting a physician

(Worden & Weisman, 1975).



Breast cancer affects 1 in 11 Canadian women and is the leading
cause of death of women ages 40-59 (Statistics Cana'1da, 1981). However,
80% of abnormal breast conditions, including tumors, are not malignant
(National Institutes of Health [NIH], (1982). Surgical removal of
breast tissue by excisional biopsy is frequently used to make an accur—
ate diagnosis. Anxiety levels of woxﬁen scheduled for a breast biopsy
have been documented as being extremely high (Scott, 1983a).

Given the results of the biopsy, the woman either escapes the
threat of breast cancer with benign results or has to deal with the
confirmation of malignant findings. With the diagnosis of cancer, sur-
gical removal of some or all of the breast tissue is initia*;:ed at the
time of the biopsy or shortly thereafter, requiring the woman to deal
with issues ranging from fear of her own death to concerns about dis;
figurement and sexual functioning. The critical time periods appear to
be after a lump is detected (Jamison, Wellisch, & Pasnau, 1978); the
first two months after cancer surgery (Worden & Weisman, 1977); and for
some women, an extended period of time after treatment is initiated
(Morris, Greer, & White, 1977);

Just as a stone thrown into a quiet pond creates concentric cir-
cles of response, the psychological impact of the biopsy and diagnosis
experience is likely to have a ripple effect on the woman, her spouse,
and even on the larger fémily and social relationship systems (Well-
isch, 1985). There is a growing body of literature which suggests that
these interdependent systems (i.e., individual, marital, family, and
social) are inevitably affected by illness of any kiﬁd (Grolnick, 1972;

Klein, Dean, & Bogdonoff, 1967; Olsen, 1970; Wricht & Bell, 1981).

~



However, no study has adequately addressed the mature of the reciprocal

relationship between the individual woman's psychological response to

the threat, diagnosis, and treatment of breast disease and the con-

comitant response of her spouse or her larger support system.

The importance of examining illness—in-context, which this study
addresses, reflects current excitement about the union of previously
separate areas of research and theory. The newly developing interest
in families and illness led to the creation of a new journal in 1983
called "Family Systems Medicine". As well, the area of "psychosocial
oncology" has emerged with emphasis on identifying psychological and
social factors for individuals with cancer, their families and involved
health professionals. The "Journal of Psychosoc;ial Oncology"”, estab-
lished in 1983, is an outcome of this new direction. |

The empirical studies and clinical observations related to female
breast cancer which have been reported in ‘the literature hav;a een
limited almost exclusivel§-/ to an individual focus on the post-diagno-
sis and treatment phases or ﬂue terminal phase. The individual woman's
physical and psychological adjustment to the diagnosis of breast cancer
and- surgical removal of the breast (mastectomy) has received wide -
attention in the literature (Ervin, 1973; Lewis & Bloom, 1978—79;‘
Meyerowitz, 1980; Morris, 1983; Morris, Greer, & White, 1977; Scott,
1983b). Except for the literature referring to the clinical indica-
tions for breast biopsy, little is known about the experience of the
individual during the critical pre-diagnostic time period when the pos-
sibility of breast caricer is a major concern. Variables which mediate

this pre-diagnosis experience have not been identified. Furthermore,



nothing appears to be known empirically about the hﬁsband's psychologi-
cal response to the biopsy experience or his need for information and
support.

From the perspective of a health care provider, it would be impor- -
tant to determine what impact the possibiliﬁy of breast cancer has on
fne marital subsystem. 1In most settings where women receive breast
care, the husband is typically involved only peripherally, if at all.
There is little provision for spouse involvement in the information
conveyed to the woman or in the decision-making process around treat-—
ment alteréxatives. A comprehensive listing of breast cancer services
identified only one program which provided women and their families
pre-biopsy education sessions (NIH, 1982). Describing the effect of
the threat of breast cancer on the marital couple would assist identi-
fication of marital dyads at risk and suggest mtervehtion strategies
which might be useful during the pre-biopsy and diagnosis phases.
Early assessment of the couple at the pre-biopsy stage may have the
potential of reducing distress and family disruption.

Generally there is a dearth of literature available on the impact
of the diagnosis of breast“ disease on the spouse or family. The dynam-
ics of the marital relationship may be influenced by and in turn influ-
ence each of the spouse's individual responses to the diagnosis and
treatment of breast disease. Several reports in the literature suggest
that the experience of breast disease carries significant risk of mari-
tal disruption (Grandstaff, 1976; Taylor et al., 1985; Wellisch, 1981)
but few studies have examined the variable of marital intimacy longitu~

dinally over the pre~ and post—cancer diagnosis phases. Empirical



validation of areas within the marital relationship which are reported
by spouses as problematic during the diagnosis and early treatment
phase of breast disease would provide direction for future program de-
VelOpznent and clinical :i_m‘:ervention.

Lastly, the variable of social support has been shown to be a
powerful factor in miﬁtenance of health and adjustment to illness
(Berkman & Syme, 1979; Cobb, 1976; Dean & Lin, 1977). Research has
~documented negative changes in sécial support as a consequence of the
diagnosis of cancer (Hinton, 1975; Peters—-Golden, 1982). Poor adjust-
ment to breast cancer has been associated with anticipated or actual
lack of support (Bloom, 1982; Funch & Mettlin, 1982). However, a re-
view of the literature by Lindsey, Norbeck, Carrieri, and Perry (1981)
which examilned social support and mastectomy l concluded studies were
weak m the conceptualization and measurement of social support. It
would be important to document the availability of social support dur—
ing the threat, diagnosis and early treatment phases of breast disease
using a standardized instrument. This c:ontribution to knowledge about.
social support as a moderator variable would assist in the development
of interventions which might be useful in helping 1ﬂf1e woman and her

spouse maximize their personal and social system resources.

Purpose of the Study

The purpose of this study was to describe the ripple effect that
the biopsy, diagnosis and treatment of benign and malignant breast dis-
ease has on the woman, her spouse, and the larger support system (see

Figtire 1). Several self-report instruments along with a semi-struc~



THREAT OF BREAST DISEASE
ABIOPSY)

INDIVIDUAL \
SUBSYSTEM
(DISTRESS)

MARITAL SUBSYSTEM
(MARITAL INTIMACY)
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(QUALITY AND QUANTITY)

DIAGNOSIS AN|D TREATMENT

[ ]
BENIGN MALIGNANT

BREAST DISEASE / BREAST DISEASE
' (BREAST CANCER)

Figure 1. Ripple effect of the biopsy, diagnosis and treatment
of benign and malignant breast disease on the individual sub~
system, marital subsystem, and social support subsystem.



tured interview were used to generate a description of the impact of
the biopsy, diagnosis and treatment phases using a longitudinal, re-
peated measures design. The study attempted to determine if changes
occurred over time from the biopsy to the treatment phase on the depen-
dent measures of psychological distress, miml intimacy and social
support. As well, the study attempted to assess whether changes were
different for husbands and for wives and different depending on whether
the biopsy revealed benign or malignant breast disease. The study ex-
tends knowledge regarding the impact of the threat of breast disease as
well as the diagnosis and treatment of breast disease on the individual

subsystem, the marital subsystem, and the social support subsystem.

i

]

Research Questions

1. What is the effect of the biopsy, diagnosis and treatment of
breast disease on the le;/el of psychological distress experienced by
both the woman and her spouse? ‘

2. What is the effect of the biopsy, diagnosis and treatment of
breast disease on marital intimacy?

3. What is the effect of the biopsy, diagnosis and treatment of
breast disease on the quantity and quality of social support reported
by the woman and her spouse? ' N

4. What is the relationship between psychological distress, mari-

tal intimacy and social support?

Definition of Terms

Breast Biopsy: refers to surgical excision of breast tissue for the



purposes of making a diagnosis of either benign or malignant breast

disease. Surgery is performed’ under a local or general anesthetic.

Breast Disease: refers to the presence of mn—mélignant breast tissue
-(e.g., cyst, fibroadenoma, lipama, etc.) or n;aligr;ancy (breast cancer).
If malignant breast disease is diagnosed, subsequent treatment. general-
ly includes surgical removal of some or all breast tissue (segxhental
resection, modified radical mastectomy, etc.) and axillary node dissec-
tion for staging purposes. Post-surgical treatment for breast cancer
(referred to as adjuvant therapy) may involve chemotherapy and/or
radiotherapy. Only Stage I and Stage II breast cancer were considered
;'Ln this study. (Staging is the process for determining. the type and
extent of cancer at a particular time to determine ﬁreatment options
and predict and compare outcomes. Stage I refers to a tumor less than
2 inches with no lymph node involvement and no evidence of metastasis.
Stage II refers to a tumor less than 2 inches with nodal involvement

but no evidence of metastasis [Knobf, 1984]).

Psychological Distress: for the purposes of this study, refers to the

presence of selected negative affective states reported by each subject .

on the Profile of Mood States.

Marital Intimacy: refers to the degree of closeness between marital

pai‘tners on a variety' of issues within their relationship (Schaefer &
Olson, 1981). Marital intimacy was measured by the Personal Assessment

of Intimacy in Relationships (PAIR) Inventory.



Quality and Quantity of Social Support: refers to the number and qual-

ity of interpersonal relationships which provide affection, affirma-
tion, and aid (Kahn & Antonucci, 1980). Social support was measured by

the Norbeck Social Support Questionnaire. -

Limitations

In designing the study, the investigaﬁor recognizes and acknowl-
edges the limitations of the study which are discuésed in the following
paragraphs. 7

The size of the sénple, the sampling procedure, and the nurber of
interviews during the biopsy, diagnosis and treatment phases impose
limits on the generalizability of the results.

The population for the study was confined to women who were seen
by nine Calgary surgeons, who spoke and understood English, who were
married, who were scheduled for a breast biopsy, and who consented to
‘being involved in coﬁjoint interviews with their husbands. This con-
venience sample was used because of limitations imposed by time, ex-
pense, and the notion of informed consent. Thus, the representative—
ness of the sample is questionable.

The time involved J.n data collection permitted sampling at only
three time periods in this longitudinal design: pre-biopsy; 6-8 weeks
post—biop;y (benign group) or post-surgical treatmel;lt (malignant
group); and again at 5 to 6 months. Given that the adjuvant treatment
of breast cancer can continue for as long as four years, an accurate
description of the impact of ﬁreatment for breast disease, specifically

malignant breast disease, is incomplete.
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Organization of the Thesis

This introductory' chapter has presented the mature of the problem
and the significance of this study in advancing knowledge about select—
ed variables related to the biopsy, diagnosis and early treatment
phases of benign and malignant breast disease. It has also explained
the purpose of the study, identified the research questions, defined
the terms used in this study, and acknowledged limitations to generali-
zability of the results. The next chapter provides a review of the
relevant literature and identification of the conceptual framework for
the study. Chapter three outlines the methodology used in conducting
the study. Chapter four presents a quantitative analysis of the vari-
ables and a qualitative analysis of the semi-structured interview. In
chapter five, a discussion of the study's findings is presented. In
addition, implications for future reseatch and for the practice of

counselling psychology are identified.
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CHAPTER 2

REVIEW OF THE LITERATURE

The purpose of the literature review was to provide a context for
the present stuay in relation to prior research and theories. This
chapter is broadly organized in the following manner: conceptual frame—
work of the study; overview of the health problem of breast aisease, and
review of the psychosocial aspects of fhe threat,'diagnosis and treat-
mentfphases of breast disease.

The conceptual framework for this study wag based on systems
theory. This theory was described and connected to the research ques-
tions of the study. A brief overview of the epidemiology and current
treatment of breast diseaée was included to provide an orientation to
the medical background of this topic. . -

The major focus of the literature chosen for inclusion in this
‘dhapter was confined to the psychosocial aspects of cancer, and more
specifically to the threat, diagnosis, and treatment of benign and

malignant breast disease. The selection of literature was guided by the
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following question: “"What psychosocial variables influence the experi-
ence of breast disease for the individual subsystem, the marital subsys-—
tem, and the larger social support subsystém?" A review of what is’
known about the specific variables of psychological distress, marital
intimacy and social support at the biopsy, diagnosis and treatment
phases was addressed. Both empirical studies and reflections of authors
on their own clinical experience or Observations were included. Figure
2 illustrates the organization of the topics and their subdivisions

within the psychosocial focus of this review of literature.

Conceptual Framework

The assumed reciprocai relationship betv-veen physical illness and
psychological processes upon which this study is based seems contrary to
our cultural norms about Qisease. Lewis, Beavers, Gossett, and Phillips
(1976) state:

In this culture, the magnificent discoveries of the
biological ‘scienc‘es are basic to the development of
a model of disease that is characterized by a focus
on the individual patient, a dualism ‘in which the

physical proceésés are considered separate from and
more 'real' than psychological processes, a search
for a single, specific cause for each disease and,

all too frequently, an episode-oriented system for
provision of health care. (p. ‘1-82)

This dualistic model is comprised of mind vs. body components, and

individual vs. contextual components with no relationship between the
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TOPICS
Threat of Diagnosis and
* SUBTOPICS Breast Cancer Treatment of
(Pre-Biopsy) Breast Disease
Individual Subsystem
Variables:
- Psychological Distress X X
of the Woman
- Psychological Distress X X
of the Spouse
Marital Subsystem
Variable:
- Marital Intimacy X X
Social Support Subsystem
Variable:
- Quality and Quantity X X

of Social Support

Figure 2. The organization of topics and their subtopics in the review
of the psychosocial literature.
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parts. A systems perspective clearly points to the fallacy of such
dualism.

The conceptual framework for t‘r.lis study was hased on | the "sys'texﬁs
view of man" (Brody, 1973). General systems theory postulates that the
world is comprised of component parts with camplementary, _hierarchical
relationships between the parts (von Bertalanffy, 1950) .' Living systems
are arranged from biological to societal levels (see Figure 3). 1In this
paradigm, a person is seen as a part of a hierarc;hy of nmatural systems.

General systems theory postulates that each level of the system is
organizationélly distinct, but there is communication between all lev-
els. Therefore, change at one level of the hierarchy affects change in
other levels of the system (referred to as upward or Jdownward causa-
tion). This modifies our conventional views of illness in several ways .
It is generally accepted that dysfunction in one organ system within the
body affects other organ si;stems as well, e.g., respiratory distress
signals compensatory effects of the circulatory system. However, this
concept helps bridge the traditional dualism between physical and psy—‘
chological processes as change in' ae level is now seen to affect change
in other levels. This contextual paradigm suggests that illness affects
both psychological and organic functions of the individual. - Moreover,
it suggests that the impact of illness occurs at several levels and that
there 'is interaction between levels (Beévers, 1983).

Viewed from this multilevel systems view, disruption in individual
functioning will also have an impact on the larger social systems. Cen-
tral to the thesis of this study is the notion that the disrup'tion in-

herent in the threat and diagnosis of breast disease probably began at
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BIOSPHERE
SPECIES

NATION/SOCIETY

CULTURE/SUBCULTURE

COMMUNITY/SOCIAL SUPPORT

FAMILY

INDIVIDUAL (Mind/Body/Conduct/Experience)
ORGANS

TISSUES

CELLS

ORGANELLES

MOLECULES

ATOMS

SUBATOMIC PARTICLES

QUARKS

Figure 3. The hierarchy of natural systems shown is adapted from
Brody (1973) and Engel (1977).
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the gene level of the system and crept upward, through, and beyond the
individual and soon involved the higher social levels of the system.
However, to view this effect as undirectional woﬁld be to deny that
downward éausation within systems also exists. It is speculated that
processes within the higher social system levels rréy contribute to the
predispostion and susceptibility of disruption (e.g., breast disease) at
the tissue and cellular levels.

In conclusion, systems theory challenges research to examine ill-
ness in context and to describe variables which may reciprocally influ-
ehce the predisposition, maintenance and adaptation to illﬁess at sever-
al levels of the hierarchy. This research study sought to describe the
experienée of the threat, diagnosis and treatment of benign and malig-
nant breas;t disease. The context of this illness was three levels of
the systems hiérarchy including the individual, marital, and social sub-
systems using a selected variable at each of these subsystem levels.
The interaction effect between system levels was examined by determining
if a relationship exists between the selected subsizstem variables of

individual distress, marital intimacy and social support.

The Health Problem: Breast Disease

Approximately 25% of women who seek advice froﬁ a primary care
physician do so because of a breast-related complaint (Townsend, 1980).
Once the abnormal breast condition is detected, a biopsy is often per-
formed to provide a definitive diagnosis. The method ;>f breast biopsy
is a current topic of debate; however, there seems to be a trend towards

increasing use of needle biopsy and excisional biopsy using local anes-—
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thesia (Scanlon, 1984). Excisional biopsy (surgical removal of the sus—
picious tissue for evaluation) was the only mode; of biopsy cons;idered by
this study.

A surgica{l biopsy can be performed under a local anesthetic or
under general anesthetic on either an inpatient or outpatien£ basis.
The excised tissue specimen can be examined two ways — either quickly by
a frozen secil:ion while the patient is still anesthetized or by permanent
section. A frozen section permits the biopsy and surgical treatment for
breast cancer to be conbined in ocne treatment (one-stage procedure).
This éljJninail:es the need for a biopsy as a separate operation and is
more acceptable to some women who do not wish to worry during the wait-
ing interval between the two stages. Permanent section provides the
opportunity for more definitive analysis and time for the patient and
her surgeon to consider alternative treatment methods (two-stage proced-
ure) if maligpant cells are reported. No studies have examined the psy—.
chological impact of a cne-stage vs. two—stage procedure. '

If the biopsy reveals benign breast disease in the form of fibro-
cystic disease, fibroadenoma, or other benign tissue, the woman is
usually examined regularly by her family physician and is encouraged to
practice routine self breast examination. ‘ She may also be advised to
avoid fo;ads oqntaining caffeine which have been implicated in the aggra-
vation of benign fibrocystic disease. " Women mth a histo'ry of fibrocys-
tic disease have a two- to four-fold increased risk of developing breast
cancer (Hutchinson et\ al., 1980; Lubin et al., 1983).

Recent HCanadian statistics indicate that the incidence of breast

cancer in females is 142.5 per 100,000 population (Statistics Canada,
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1981). Breast cancer kills more women aged 35~-54 than any cther disease
and it is the single largest cause of cancer deaths among women in the
Un:i:ted States (NIH, 1982). Silverberg‘ (1985) estimates that in the U:S.
in 1985, 119,000 new cases of breast cancer will be diagnosed and 38,400
women will die of the disease. There is grow_ing concern about £he
alarming increase in the incidence of this disease.

'fhe specific caﬁse or causes of breast cancer are not known but
there appears to be several factors that increase the risk of developing
ﬂqe disease. Increasing age, previous history of breast cancer, and
positive family history (women whose mothers or sisters have had breast
cancer afe twice as likely to develop it) are associated with a rela-
tively; high risk for breast cancer (Helmrich et al., 1983). Early de-
tection through breast self-examination, mass screening, and use of mam-
mography (x-ray of breast tissue) is emphasized and is the subject of
mach research.

If the biopsy has confirmed the presence of malignant cells, treat—
ment for breast cancer is initiated. The surgical treatment options
used for the treatment of primary breast cancer range from removal of
the tumor only (lumpectomy or segmental resection) to removal of all the
breast (mastectomy) and some axillary lymph nodes (modified radical mas-—
tectomy) which aid in the staging of the disease. Controversy surrounds
the choice of surgical treatment, particularly for early stage (Stage I
and II) breast cancer. The debate centers around the amount of breast
tissue which mast be surgically. removed -in order to control the disease
and yet maintain quality of life. Mastectomy is no longer synonymous

with breast cancer surgery. Steinberg, Juliano, and Wise (1985) found
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women who had only part of the breast removed (lumpectomy) showed better
overall adaptéticxl of their surgery and 1less functional change than
women who underwent a modified radical mastectomy. The lumpectomy
patients reported feeling less self-conscious about their appearance,
' received more emotional support from friends and were more open about
their surgery and sexual feelings after surgery than the ocomparison
group. |

Breast reconstruction is also becoming an option for women who face
breast cancer surgery. One study found that breast reconstruction at
the time of mastectomy or within one year had a positive impact on psy-

- chological adjustment and social adaptation (Schain, Wellisch, Pasnau, &
Landsverk, 1985).

Schain (1985, p. 201) sums up the treatment of breast cancer by
saying, "Today's breast cancer patient is not without choices. She is
faced with multiple options and often is ill-equipped to make measured
and informed decisions regarding the most effective and psychologically
safe~-guarding treatment”". This concern about participation in decision—
making about treatment has lled several U.S. states to legislate that
women be informed about alternate therapies.

A staging classification is used to describe the extent and progno-
sis of the breast cancer. Such classification aids in selecting the
surgical treatment used as well as the adjuvant therapy (radiation ther-
apy, chemotherapy, and endocrine manipulation) which is recommended. Tt
also provides a standard for researchers to compare and evaluate rates
of treatment and survival rates in patients with similar disease charac-

teristics.
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At the present time, there are still no definitive answers about
breést cancer tfeatment because funding for intensive, comparative re-
search only began in the mid-seventies. Surgical and adjuvant interven—
tions are usefﬁl in “curing" breast canéer in the short-term; however,
because breast cancer is a systemic disease and influenced by a mumber
of factors (e.g., number of affected lymph nodes, hormone receptor
status, etc.), cancer professionals are iitpcter;t to guarantee outcome
for the long-term. Yet among the solid tumors, cancer of the breast is
one of the most responsive to a wide variety of treéj:ment modalities.
The latest data on survival by stage indicates the five year survival'
- rate for Stage I (localized) breast cancer is 96%. For combined Stage

II, IITI and Stage IV (spread) breast cancer, the rate is 71% (Silver-

berg, 1985).

Impact of the Threat of Breast Disease

Individual Subsystem

Upon discovery of a breast lump, the immediate concern of the 1nd1—
vidual as well as the attending health professionals is whether the lump
is a symptom of cancer. There are few studies which have examined the
impact of the threat of breast cancer on the individual during the pre-
biopsy phase. 1In fact, theré appears to be little interest in the
experience of this pre~diagnosis time period except where it has been
included in prospective studies as the potential breast cancer subject
enters the health care system. The pre-biopsy period has also been
included in studies which used a control group to study the effects of

breaist cancer. The control group became those subjects who escaped the
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breast cancer diagnosis by recéiving benign results from the breast
biopsy.

A clinical description by Thomas (1978) suggests that the woman
responds to the discovery of a lump with shock and disbelief. "“A gener-
alized behaviourgl disorganization may ensue until either additional-
information is Obtained or some form of active coping is established"
(p. 58). The woman is often fearful of the outcome and anxious about
techniques and procedures which may be recommended. 3

No empirical evidence could be found which described the psycholo-
gical response of the husband to the threat of breast disease during the
pre-biopsy time period before the diagnosis was known. Thomas (1978)‘
suggests from clinical dbservation that the husband's response is not
dissimilar to his wife's reaction.-: He reacts with shock and disbelief
and feels excluded during. the pre~-diagnostic period. He too is fearful
of the results.

While 4 out of every 5 biopsies are benign, there is a feeling that
life is in limbo until the results are known. Often the pre-diagnosis
phase consists of waiting for an appointment with a specialist surgeon,-
waiting for the results of a mammogram, and waiting to be booked for the
biocpsy procedure. While this phase may take only a few days, for others
it can take several weeks, creating what Welch (198l) calls the ‘“worry
and waiting syndrome". Schain (1976) identifies the detection of a lump
and the period of delay as one of eleven psychosocial criées in the
breast cancer experience.

Variables have been identified from clinical experience that medi-

ate the psychological response to the threat of breast cancer. These
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include personalit.y, coping patterns, affective state, health beliefs
and practices, intellectual- and cognitive abilities, attitude towards
breast cancer, and self-concept ‘(Thomas, 1978). The degree of threat
which is perceived may also be influenced by a number of other factors
such as age, amount of support available, and previous experience with
illness or surgery. Kelley (1980) reported that women who had a meter-—
nal history of breast cancer experienced extreme and long-term anxiety
about cancer.

Of related interest to the concept of "threat of breast cancer" is
the finding that 25% of women with a breast problem. delayed presentation
to a physician by more than three months. Many reésons have been ad-
vanced: fear of breast loss; fatalism concerning the outcome; ignor-
ance; prior history of benign breast problems lulling the patient into
indifference; and embarrassment, false modesty and shyne'ss. These wcinen
tended to be older and of | lower socioeconomic status. There appeared to
be no difference between delayers and non-delayers with i‘espect to mari-
tal status, attitude towards doctors, experiencé of breast cancer among
family and friends, previous history of physical or psychiatric illness,
life crisis in the preceeding five years, interpersonal relations, and
work record (Magery, Todd, & Blizard, 1977; Worden & Weisman, 1975).

The theoretical work of Lazarus, Averill, and Opton (1974) has
emphasized the. mediating cognitive process of appraisal in determining
-what is perceived as threat. Three aspects of appraisal may be distin-
guished. Primary appraisal concerns the judgement that some situational
, outcome will either be harmful, beneficial or irrelevant. Secondary

appraisal refers to the perception of the range of coping resources
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possessed by which the harm can be mastered Hor beneficial results
achieved. Reappraisal, the third aspect, refers to a change in the ori-
ginal perception, say, from benign to threatening or vice versa. Such
reappraisal is a response to changing external or internal conditions.

This framework helps explain why women who find a lump in their
breast and are scheduled for biopsy may experience a signficant amount
of anxiety and other negative affects. Two studies examined the pres-~
ence of distress at the pre-biopsy time period. Scott -(1983a) inter-
viewed 85 women with benign results at the pre—biopéy phase and at six
to eight weweks post-biopsy to determine the level of anxiety and criti-
cal thirking ability. Anxiety levels of patients prior to knowledge of
diagnostic results were extremely hich. Group average was above the
norms for acutely ill iasychiatric patients and one~third of the group
scored cne standard deviation or more above the norms for medical-surgi-
cal patient populations. Six Qeeks ‘later, state anxiety levels were
found to be significantly reduced.

Maguire‘ (1976) included pre-biopsy measures in his study of 94 mas-
tectomy and 65 benign breast disease patients. On admission to the hos-
pital for biopsy, 40% of the women rated themselves as veryi anxious or
depressed. More research is needed to describe the response of the
individual at the pre-diagnostic stage and identify the variables which
mediate perception of the threat of breast cancer and enhance coping

resources to minimize that threat. .
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Marital Subsystem

No empirical evidence could be found which described thé impact of
 the pre-biopsy phase on the marital relationship. ‘

Only one study by Morris, Greer, & White (1977) asked women for
pre-biopsy self-report measures of marital and sexual satisfaction to
provide a base-line measure for comparison at later time intervals post-
surgery. "I‘he findings and limitations of this study will be discussed
in a later section of this review.

In an interesting description of Israeli women's concerns which
emerged in a post-mastectomy therapy group, Baider, Amikam, and De-Nour
(1984) reported that only 6 out of 24 married women ta].ked with their
husbands about the breast lump before seeing a physician. The reasons
cited for not involving the husband were that he was .too busir to be
alarmed and that he would probably react as if it were unimportant, thus
diminishing any sense of urgency about or preoccupation with tl;e hbreasrt
lump. Cultural norms may have significantly influenced -the experience
reported by this sample. Other themes which also emerged over the group
sessions led the researchers to conclude that the subjec£s' picture of
their husbands was one of weakness, vulnerability and inability to

assume a protective role.

Social Support Subsystem

While there are several studies which document the relationship
between social support and response to the diagnosis and treatment of
breast cancer, parallel literature which specifically focuses on the

pre-biopsy phase appears non-existent. There is a need to document
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longitudinal measures of social support over the illness experience.

Impact of the Diagnosis and Treatment of Breast Disease

Individual Subsystem

Little has been written about the consequence of hearing good news
about benign biopsy results, however, the individual woman's psychologi-
cal adjustment to the diagnosis of malignant breast disease (breast can-—
cer) has received wide attention in the literature (Ervin, 1973; Hughes,
1982; Morris, 1983; Scott, 1983b). However, Meyerowitz's (1980) review
concludes that the enormous body of literature is "disorganized, dis-
jointed, confus;i.ng, and inconclusive" (p. 126) and is based primarily on
clinical experience, small samples and anecdotal material.

Herz (1980) suggests that one of the factors that affects response
to illness is the nature of the illness itself. This is especially sig-
nificant | for breast diseaser because the breast is associated with nutur-;
ing, femininity and sexuality (Goin, 1982). Margaret Mead (1976) has
noted, “"the American culture...is so ocbsessed with the female breas£
that it has become the primary focus of a woman's total feminine identi-
fication" (p. 360). As well, cancer is often perceived to cause pain,
suffering and death. A study by Levin, Cleeland, and Dar (1985) found
that cancer ;Mas perceived as an extremely painful disease relative to
other illnesses. It is no wonder then that a waman facing breast sur-
gery may feel wulnerable, angry or depressed.

Beginning in the early 1950's, several studiés reported radical
mastéctomy patiénts experienced anxiety, depression and feelings of

shame and worthlessness (Bafd & Sutherland, 1955; Renneker & Cutler,
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1952~) . This led researchers to document the in-cidence and severity of
mood disturbance following mastectomy and correlate this to breast loss.

Morris, Greer, & Whith (1977) found that of 63 cancer subjec:ts, 46%
reported psychological stress at three months post-surgery. Twenty-four
percent of the subjects related the stress to 1oss/disfigurement, while
16% related the stréss to the :diagnosis of cancer. Gottesman and Léwis
(1982) compared breast cancer patients to surgery rpatients and healthy
female controls. The cancer group reported the highest degree of sub-
jective distress when compared to the other groups and significantly
high levels of helplessness.

Contradictory findings have been reported on measures of depress—r
ion. Krouse and Krouse (1981) found no significant depression among
mastectomy patients at one and two month intervals prior to and follow-
ing surgery. Worden and Weisman (1977) compared breast cancer patients
to other cancer patients and found little ‘d‘.ifference between the groups
on measures of depression and self-esteem. Only 20% of the mastectomy
patients experienced depression after a period of six months. They
argued that breast loss be conceptualized away from the narrow focus on
"femininity" towards the larger context of altered body image.

Support for the concept of body image came from Polivy's (1977) .
study which compared mastectomy patients to a benign breast disease
controi group and a general surgical control group on self-concept
measures. Results substantiated a decline in body. image and total self-
image in the mastectomy group which did not occur until several months
post-mastectomy. Rosser (198l) suggests that the literature to date has

been based more on clinical assumptions of women's reactions to breast
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loss than on the subjective meaning of the experience reported by women
themselves.

Other studies related to the impact of breast cancer have examined
changes in sexual functioning (Jamison, Wellisch, & Pasnau, 1978; Lief,
1978; Maguire et al., 1978) and fears about the recurrence :of cancer
(Northouse, 1981).

Several factors such as age, marital status, and stage of disease
have been associated with adjustment to breast cancer. Younger women )
seem to report more adjustment difficulties than do older women (Jami-
son, Wellisch, & Pasnau, 1978). Metzger, Rogers, and Bauman (1983)
found that younger women are more likely than older ones to fear recur-
rence and are more troubled by disfiguring surgery. They also found
that although married women were less depressed than widows or divorced
women, they still experienced similar mastectomy-related concerns of
disease recurrence and disfigurement. Silberfarb, Maurer, and Croutham-
.el (1980) found that serious emotional disturbance varied depending on
whether the disease was in a. primary, recurrent or final stage. A high-
er percentage of women (78%) reported emotional disturbance at the re—
current stage, followed by the final stage (54%) and the primary stage
(463%) respectively.

Only one study was found which included the spouse in a description
of the: impact of breast cancer. The concerns of marital partners were
identified by Gotay (1984) who examined the problems expressed by female
cancer patients and their mates (husbands, common—lawj partners, or close
male friends). The marital pair was interviewed individually. Of the

112 subjects, 24 were females diagnosed with Stage III and IV breast



28

cancer; the rest of the patient group had some form of gynecological
cancer. The top ranked concern for both mates and patients was the fear
of cancer itself which included fear of the diagnosis and concerns about
disease spread and recurrence. The second and third ranked concern of
the men in the early stage cancer group was dealing with their wives'
emotional reactions to cancer and fear of the death CE their wives.
This was similar for men of the advanced stage cancer group who cited
’fear of wife's death as the second most itrporl:ant concern.

" While evidence from published ‘plinical experiences, énecdotal
materials and scientific investigations supports that the illness
experience of breast cancer is stressful and requires numerous physical,
social, and psychological adjustments (Lewis & Bloom, 1978-79; Thamas,
1978), more rigorous research is needed. Most empirical studies used
convenience samples, retrospective designs and lacked comparison groups.
Furthermore, with the variety of breast cancer treatment alternatives
now available, investigators need to address the homogeniety of the
sample depending on the research question asked. For example, modified
radical mastectgmy patients need to be separated from segmental ¥esec—
tion patients in studies which examine negative affect or adjustment
attributed to the issue of breast loss. As well, characteristics of the
sample such as diagnosis, stage and duration of illness, énd prognosis
must also be considered. Many studies fail to account for these vari-
ables, collapsing the sample together regardless of the time since sur-
gery or stage of the disease. Wellisch (1984) suggests that the most
optimal research strategy is the prospective design where the same group

of subjects is interviewed sequentially.
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In the classic control group design;‘ differences between pre-diag-
nosis and post-diagnosis measures are attributed to changes due to the
illness experience. The failure to control for psychosocial influences
rattributable to relevant dénographic, medical or response-style vari-
ables is a serious methodologic flaw in the breast cancer literature.
For example, treatment of breast cancer with adjuvant therapies (chemo-
therapy, radiation therapy, etc.) has been associated with alterations
in emotional distress and lifestyle (Meyerowitz, Watkins, & Sparks,
1983; Silberfarb, Philibert, & Levine, 1980) which may be attributed to
the illness itself. Likewise, changes in sexual functioning may be
related to factors such as premature menopausal state caused by chemo-
therapy rather than the diagnosis of cancer itself. Bloom's (1984)
response to Ware's (1984) paper on conceptualizing disease impact and
treatment outcomes points to the utility of including the patient's sub~-
jective perspéctive. By including the patient's interpretation of what
al change means, less misinterpretation about the cancer experience may

occur.

Marital Subsystem

What effect does the diagnosis and treatment of breast disease have
on the marital system? A review of the literature exposes meagre and ‘
inconclusive findings characterized.by an over-reliance on non-objective
and idiosyncratic measures with data collected from the female partner
only. This is particularly; disappointing since the tools and methodol-
ogies for assessing marriage have been developed (Filsinger & Lewis,

1981). Again, the literature virtually ignores the impact of benign
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breast disease and focuses almost exclusively on breast cancer, The
marital relationship has been examined by using self-report measures of
marital adjustment and sexual satisfaction.

A longitudinal study of mastectomy adjustment using a benign com
parison group asked women to rate their marital relationship and sexual
adjustment on a four-point rating from good to very unsatisfactory
before the biopsy and at 3, ]:2, and 24 months following the surgery
(Morris, Greer, & White, 1977). At two years post-surgery, 76% of the
benign group reported the same rating of marital adjustment as at the
" pre~-biopsy interview. Only 6% reported their marriages had worsened.
Statistical differences were not found between the benign vs. malignant
women on the marital relationship measﬁre. In the area of sexual ad-
justment, 27% of the benign group and 32% of the malignant group report-
ed their sexual relationships had become worse over the 2-year follow-up
time. This study did not use measures with established feliability or
validity for examining marital or sexual adjustment and did not include
the spouse in the sample. Statistical correlations were not repbrteé
between sexual adjustment and psychological distress.

These findingé have been substantiated by Maguire et al. (1978) who
also included n‘éasures of sexual satisfaction in a longitudinal study of
mastectomy patients and benign controls. At one year, the mastectomy
group reported significantly higher levels of stressed sexual function-
ing. . ‘

Contradictory findings were reported by Gerard (1982) who explored
the effect of mastectomy on sexual functioning using a laboratory ex-

periment. The results on physiological and subjective measures showed
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no significant ‘differences between the mastectomy .subjects and matched
controls on variables such as sexual arousal and satisfaction. These
findings were limited by tﬁqe small, non-random sample (n=13) and the
varying length of time which had elapsed since the mastectomy. As well,
five of the mastectomy subjects had undergone breast reconstruction.

A recent study by Taylor et al. (1985) reported that the more dis-
figuring the breast cancer surgery, the more likely the woman reported a
decline in affectionate and sexual behaviour in her marital relation-
ship. |

Limiting a description of the impact of breast disease on the mari-
tal subsystem to the woman's sexual functioning only is a major weakness
of the studies reviewed. Bfansfield (1982-83) summarized the problem by
stating: | |

"Overall, the importance of assessing the marital relationship,
both in terms of quality and satisfaction, has been given

marginal attention. The result of this neglect is reflected

in the research methodology and the subsequent discussionsl of

the research findings which create the impression that sexual
functioning is an adeq/uate measure of relationship stability

and communication or a distinct entity untouched by other re-
lationship complements." (p. 206)
‘While anecdotal reports in the literature have emphasized that
husbands are affected by the diagnosis and treatment of breast cancer
(Gates, 1980; Grandstaff, 1976; Metze, 1978; Thomas, 1978), only two
studies were found which examined the husband's response. Wellisch,

Jamison, and Pasnau (1978) retrospectively studied 31 male partners or
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husbands of mastectomy patients using a mailed questidnnaire.r‘The re-
sponse rate was 15%. The average amount of time since mastectomy was 22
‘months. Those husbands who were involved in presurgical decision-making
reported greater sexual satisfaction post-surgery than those men who
were less involved. A significant nurber of men repoftedApsydhosomatié
and psychological reactions of sleep and appetite disorders and wofk'
disruption during their partners' diagnosis and surgery.

A recent report of gmelininary? findings by iewis, Ellison, and
Woods (1985) docgmented that husbands of breast cancer patients reported
fewer illness demands than their wives as measured by a Demands of Ill-
ness Inventory. The greater the extent the couple attributed the de-
mands to the woman's illness, the higher family coping was rated by the
husband and the higher the quality of narital relationship was rated by
the wife.

Wellisch (1985, p. 1§6) has proposed that several important vari?

ables affect the impact of breast cancer on the marital relationship.

" These include:

"(1) the status of the relationship before the cancer de-
veloped; (2) the longevity of the marriage; (3) the stage
of the breast cancer, especiélly as this influences the
éreatment‘required; (4) the point in the course of the
illness, i.e., primary treatment, recurrent or progress-
ive disease; and (5) the interpersonal skills available
to the partners, especially their ability to empathize
and commnicate".

In the particular area of marital communication and breast cancer,
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two findings are noteworthy. Jamison, Wellisch, & Pasnau (1978) found
that 89% of their sample of 41 women reported spending little or no tirme
talking about the emotional aspects of the biopsy and possible cancer
diagnosis with either the spouse or significant other prior to the sur-
gery. This occurred despite the fact that the women retrospectively
rated the time around the discovery of the lump as most stressful.
Eighty-seven percent of the women indicated that they did not talk about
emotional aspects while in the hospital either. Finally, in examining
the effects of chemotherapy on breast cancer patients, Meyerowitz, Wat-
kins, and Sparks (1983) found that 42% of their sample chose to ‘'be
" strong" and did not discuss their reac;:ions to their disease in the hope
of protecting their hﬁsbaqu or family members.

Literature which examined the im;;'>act of physical illness, including
other types of cancer, on the marital relationship was also reviewed.
Marital sat.isfaction was éxamined in a review by Peterson (1979) who
concluded that the presence of a physical handicap in the marital rela-
tionship increased marital stress. Higher marital satisfaction was
associated with clear and appropriate role expections with regard to the
abi'lity of the handicapped spouse. Mayou, Foster, and Williamson (1978)
found 24.1% of their sample reported improvement in their marriage in
the one year period following myocardial infarction; 55.7% reported no
change; while 20.3% reported a decrease in marital satisfaction.

Abrams (1981) reviewed three decades of literature on the marital
impact of adult-onset pa;raplegia. Examination of research on marital
stability, sexual interaction and marital satisfaction found no consist-

ent evidence of significant negative changes in these areas following
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the onset of the disability. Another study on the inpaét of home dialy-
sis on the marital dyad found marital satisfaction related to the
spouse's attitude and adjustmen‘g'; to the treatment program (Brackney,
1979). ‘

The importance of marital communication in negotiating the chal-
lenges of chronic illness such as éahcer was emphasized by Corbin and
Strauss (1984). Cooper (1984) found that the diagnosis of lung cancer
had an effect on the openness of'-conmunication between the marital
couple. Most spouses reported not sharing their fears and concerns with
the patien{:s; and more spouses than patients reported signs of stress
and feeling alone. -~ Baider and Sarell (1984) examined patient-spouse
communication about the illness of cancer and found no differences be~
tween agreeing and disagreeing couples cn variables such as gender, age
or diagnosis. Spouses tended to view the illness more pessimistically
‘than the patient.

In a similar study, Checkryn (1984) interviewed women with cancer
recurrence and their spouses to assess 1;.he communication exchanged be—
tween the marital dyad about the recurrence. No s:ignificant difference
on a marital adjustment scale was found between couples who talked about
" the recurrence and those who said they did not. Small sample size (n=12
couples) was a major limitation of this study. 2As well{ sample charac-
teristics such as various types of cancer, and number of the recurrences
(e.qg., first vs. third cancer recurrence) were not controlled for.

The needs of the marital partner during the illness experience have
not been sufficiently examined. Oberst and James (1985) followed forty

bowel or genitourinary cancer patients (who were mostly male) and their



35

spouses post—discharge and found that the spouses focused on the pa-~
tients' needs and lacked support themselves. Increasingly, the spouse
reported fatigue, somatic complaints and lessened ability to cope which
peaked at 60 days post-discharge and continued for up to six months.

This review substantiates the need for more information about mari-
tal subsystem response to the diagnosis and treatment of benign as well
as malignant breast disease. The variable of marital intimacy was chosen
for this study to describe the marital subsystem response. A growing
body of literature has described the concept of intimacy as a distinct-
ive feature of relationships reflecting the depth and breadth of person-
al information exchanged between a dyad which leads to the emergence of
higher order relational qualities such as interdependence, commitment
and caring (Chelune, Robison, 8; Kommer, 1984; Chelune & Waring, 1984).

Dictionary definitions of intimacy suggest closeness, familiarity
and affection. | Dahms (1972) asserts that intimacy in a relationship is
an evolving process where how the individuals relate t;) one another is
more important than what they relate. From a systems perspective, Perl;
mutter aﬂd Hatfield (1980) suggest that intimacy can be operationalized
as "intentional metacommunication and the possibility of second-order
change" (p. 19). Chelune and Waring (1984, p. 284) state, "classifying
a relationship as intimate or nonintimate involves not only an examina-
tion of the interactive‘behaviours that occur within it but, more impor-
tant, a consideration of the interactants' cognitive/affective expecta-
tions about these interactive behaviours".

Sullivan (1953) was the first to describe intimacy as an important

dimension of interpersonal relationships. Since then, several studies



36

have documented the role of intimacy in physical health of the elderly
(Lowenthal & Haven, 1968), and males with angina (‘Medalie & Goldbourt,
1976).

The link between intimacy and mental rwell—being has also been
studied. Brown and Harris (1978) found the lack of an intimate rela-
tionship with a significant other was‘ related to the development of
depression among women. Women experiencing severe life stress were 10
times mo;:e likely to become depressed if they lacked an intimate confi-
dant. This was supported by Costello's (1982) study which demonstrated
that the risk of depression was related to a specific lack of intimacy
in the marital relationship. Waring and Patton (1984) found clinically
depressed patients reported deficits in intimate communication with
spouses. Lower levels of intimacy have been related to negative mood
states in nonclinical couples as well (Waring, Reddon, Corvinelli,
Chalmers, & Vander Laan, 1983). Positive correlations have been found
between marital satisfaction and intimacy (Schaefer & Olson, 1981;

Waring, McElrath, Mitchell, & Derry, 1981).

Social Support Subsystem

During the mid-1970's, research documented the role of supportive
relationships in buffering the impact of stressful experiences on @ysi—
cal and mental health (Cassel, 1974; Cobb, 1976; Dchrenwend & Dohren-
wend, 1974). A comprehensive review of the social support literature by
Broadhead et al. (1983) indicates that the concept of social support has
become a central focus of health research and has been examined in three

ways: as an effect modifier against the stress of life events, as a
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direct determinant of health or illness (independent variable), and as a
dependent variable with its own .cauées and determinants.

A major weakness of the studies to da_te has been the lack of con-
census about how social support should be defined and operationalized.
Wood (1984) suggests the term “"social support" appéars to be a multidi-
mensional construct in need of further conceptualization and measurement
to establish the dimensions accurately. Definitions of support fre-
quently include emotional as well as instrumental aspects (Caplan, 1974;
Cobb, 1976; Kahn, 1979). A comprehensive definition by Kahn and Anton-
ucci (1980) refers to interpersonal transactions that include one or
more of the following: exprgssion of positive affect, affirmation or
endorsement of the person's beliefs and values, and provision of aid,
i.e., things, money, informtaion, advice and time.

Measures of 'social support also address the quality (c01j1tent of
interpersonal relationships) and quantity (size, duration and frequency
of ocontacts). Blazer (1982) found that quality was a stronger predictor
of heé.lth outcomes than quantity.

Specific types or sources of social support appear to be more’
effective in certain kinds of situations. A study by Morrow, Hoagland,
and Car:nrike (1981) found that for parents of children with cancer, the
sources of social support which were beneficial varied with the stage of
the child's illness. Woods and Earp (1978) retrospectively studied 49
mastectomy patients and included measures which examined the amount of
help available through the patier-1ts' social network and the willingness
of the social network to listen to the patient's concerns. The. "help-'

ing" support was more influential than the "listening" wvariety with



38

social support surprisingly correlated with the level of family income.

Besides being situatj:on specific, s;)cial support may also be influ-
enced by characteristics such as age, sex and marital status. A land-
mark Canadian study by McFarlane, Neale, Norman, Roy, and Streiner
(1981) described the distribution of social support by demographic char-
acteristics. The mean network size was found to be 9 or 10 persons.
Several categories of relationships were identified inclu_ldingr close
friends, work-related relationships, professionals, spouse, other fami-
ly, neighbors, and others. Age caused a decrease in both network size

and the amount of support received by persons over age 55. Women's net-

works were slightly larger- and had a higher proportiori of family and
friends, while men reported more work-related relationships. Married
individuals received the most amount of informal support as compared to
the nevermarried, widowed and divorced. Berkman and Syme (1979) in a
nine-year follow-up study found that marital status and contacts with
friends predicted lower mortality rates for both men and women across
all age groups.

What effect does the illness of breast diseasg have on social sup-
port? Only one study could be found which included wamen diagnosed with
benign breast disease in a description- of the social network's response
to illness (Morris, Greer, & White, 1977). Cancer in general, and more
specifically, breast cancer, has been examined in severai studies of
social support (Lindsey, Norbeck, Carrieri, & Perry, 1981). The husband
has been identified as one of the important people in the breast cancer
patient's social network (Ervin, 1973); however, no study was found

which examined the impact of breast cancer on the husband's social net-
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work.

A review of social support and the cancer patient by Wortman (1984)
suggests that social support affects and is affected by the cancer ex-
perience. Unfortunately, it appears that "the social relationships of
the cancer patients may not only fail to buffer them against the stress
of cancer, but may be an additional source of distress (p. 2341).
Whether this is because access to social support is limited by the ill-
ness as suggested by Bloom and Spiegel (1984) or because the individual
perceives supportive relationShibs to be less effective remains unclear.

An eafly, descriptive study of 21 post-mastectomy women over one
year found that the subjects felt alienated because they had few family
members and friends who were willing to discuss problems related to
breast cancer (Quint, 1963). A study of breast, lung and sarcoma can-
cers by Peters-Golden (1982) found that 72% of the ;a;ients reported
they were treated differently after people knew they had cancer. of
these, 72% said they were "misunderstood" by others, 50% said they were
"avoided" or “"feared",and 14% said they were ?itied.

In a theoretical analysis of the interpersonal relationships of
cancer patients, Wortman and Dunkel-Schetter (1979) describe a negative
circular communication pattern which ﬁay occur. They propose that the
social network (including health care professionals) may feel apprehen-
sive or uncomfortable about the diéease of cancer but believe that they
should be optimistic and cheerful in their interactions with the pa--
tient. This conflict results in behaviours such as physical avoidance
and strained, uncomfortable and closed commnication. The cancer pa-

tient interprets these behaviours as rejection and the negative pattern



creates a climate of commnication probiems and "conspiracies of si-
lence".

Research has suggested that this negative comminication pattern
need not always occur. Morris, Greer, and White (1977) asked benign and
malignant breast disease patients about frequency of contact with family
and friends on a four-point rating scale. A sigﬁificantly higher nmumber
of the malignant women (17%) reported an improvement in their interper-
sonal relationships at three months post-surgery than did the benign
comparison group (4%). However, at two years, the benign group also
reported improvement with 16% of the sample reporting ar increase in
interpersonal relationships. Silberfarb, Maurer and Crouthamel (1980)
found that 69% of the breast cancer patients in their study reported
positi&e feelings about the emotional support received from family mem—
bers and friends.

Social support may also have an effect oﬁ the outcome'of breast
canéer. Marshall and Funch (1983) found that social stress decreased
the length of time breast cancer patients survived, whereas social in;
volvement increased survival. Poor adjustment to mastectomy was found
to be related to an anticipated or actual lack of support (Bloom, 1982).
Funch and Mettlin (1982) reported that social involvement had a signifi-
cant independent effect on survival from breast cancer. Northouse
(1981) found those mastectomy patients who reported having fewer sup-
portive relationships had a higher fear of cancer recurrence.

In conclusion, social support appears to be an appropriate and
important focus of inquiry. Most of the research reviewed for this

section suffers from a lack of standardized measures. Frequently, the
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assessmeﬁt of social support was limited to frequency of contact (quan—
tity) or evidence of relationship disturbance. Sample characteristics
of women with b:east cancer were often a heterogeneous mix of age, mari- -
tal status and stage of illness. If social support is situation and
demographic specifJ;.c, more control needs to be made to ensure homogenity
of the sample.

While a specific instrument to measure social support in cancer
patients is not available, Wortman (1984) advises that ideally, measure-
ment should include distinct types of support by distinct providers,
quality as well as quantity of support, positivé as well as negative
support, the perspective of the provider as well as the recipient, and
the aspect of utilization in addition to availability of social support.
Comprehensive 'measurement would enable a better understanding of the
complex, reciprocal relationship between social support and health out-

comes.

Summary of the Literature Review

While ﬂlle preceding literature review indicates that a variety of
studies have examined aspects of the impac;t of the threat, diagnosis and
treatﬁlent of breast disease, a number of questions remain unanswered.

The pre-biopsy "threat of breast cancer" time period has infre-
quently been assessed using self-report measures of psychological dis-.
tress. As well, no study appears to have asked about the effect on the
marital partner by including the partner in data ocollection using quan-
titative and/or qualitative methods. What is the effect of having to

deal with the possibility of breast cancer on the marital relationship



42

and on the social support system? The present study assesses responses
of both marital partners on reliable and ‘vaalid measures of psychologicél
distress, marital intimacy and quality énd quantity of social sﬁpport.
Qualitative methods of data collection are also proposed.

Another quésﬁion is once the diagnosis is known, what effect does
this have on each spouse, on theif relationship, and on their larger
social support systems? Again, studies have primarily been retrospect-
ive and have only examined the impact of malignant breast disease on the
woman with few reports of the husband's experience. Do differences
exist between husbands and wives in their reports of psychological dis-
'tress, marital intimacy and social support? Do differences exist be-
tween the diagnostic categories of malignant vs. benign couples on these
measures? And do differences exist over time on these measures from
’just learning the diagnosis to living with breast disease? A prospect-
ive longitudinal design w1th repeated measures is proposed for this

study as a method to answer these questions.
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CHAPTER 3

The content of this chapter is divided into two sections: the re-

search design and the method used to conduct this study.

Regearch Design

Statement of the Problem

The problem addressed in this study was to dbtain a description of
the ripple effect of the threat of breast cancer on the woman and her
spodse. The description was aimed at indicating the level of individual
distress, degree of marital intimacy, and quality as well as quantity of
social support experienced by the marital couple during the pre-diagno-
sis phase. As well, a parallel description of the effecif. of the diagno-
sis and treatment phases of both benign and malignant breast disease on

the marital couple was addressed.



Design of the Study

This study was undertakeﬁ using a mnfexperinlental descriptive de—
sign. In descriptive research there is no possibility for control over
the independent variable (the experience of breast disease) or for ran-
dom assignment to groups (Polit & Hungler, 1983). The phenomena a're
described as they exist in their natural social condition. The rela-
tionship among variables is described in a descriptive correlational
design.

The limitation of this type of research is that while it describes
the qualities or characteristics of the phencmenon of interest, it
leaves cause-and-effect relationships ambiguous. This inability to re-
veal causal relationships is a major weakness of descriptive design and
carries with it greater risk of faulty interpretation of stuay results
than experimenté.l research. However, Schmale (1980, p. 44) notes that
psychosocial oncology research is not looking for cause-and-effect rela-
tionships but at "covariate, facilitating and inhibiting interreac-
tions".

While experimental studies are frequently considered more scienti-
fically rigorous, Siegel (1983) comnents about the importance of des—
criptive design in the progression of research studies from descriptive
to explanatory where the goal.is an integrated body of knowledge and
theory: '

| Finarlly it must be acknowledged that descriptive studies are
often regarded as less significant and therefore less. presti-
gious, which has often made researchers reluctant to undertake

them. This is an unfortunate and mistaken perception. Des-
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criptive reéearch usué.liy becomes the critical foundation for
later more complex studies. If that foundation_ is weak or
full of gaps, subsequent research is likely to be seriédsly
flawed. Ir;vestigators’ gndertaking the more complex studies
at later stages will be prone to fill in gaps in understanding
with numerous inferences, which, while often plausible,. might
prove unsubstantiated if data were unavailable [sicl. In addi-
tion, the statistical analysis applied to the more advanced
design studies are often predicated on certain assumptions
about tlj.e parameters of the population or phencmenon under
study w‘imic]"x can only be determined through careful descriptive
.research. (p; 104)

. Spinetta (1984) supports this view and asserts that, "In a field of
research as relatively new as ‘that of the rigorous application of the
scientific method to the péychosocial aspects of canceJ;', there is a need
to establish base rates for the frequency of psychological and social
reactions associated with various types of cancer" (p. 2224). Descrip—.
tive research is essential and legitimate. |

Quantitative and qualitative data were collected longitudinally;
from subjects about their experience at three time periods over six

months using repeated measures.

Method
Subjects
A convenience sample of fifty-six women who were scheduled for a

breast biopsy consented to participate in the study. They were required
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to meet the following criteria: married, with husband consenting to
participate in the study; aI;le to sgpeak and read English; live in
Calgary or the surrounding area; and if nalignancy was diagnosed, the
disease limited to Stage I of Stage II breast cancer.

A total of 112 sub_jects or 56 couples comprised the sample. Of the
initial 56 couples, 45 were diagnosed as having benign breast disease.
Thirty-six couples completed all three test sessions. Nine couples were
dropped by the investigator for various reasons. One couple did not
have the breast biopsy as scheduled, one moved to another province, two
were dropped because the husband's cooperation was suspect, and fi&e
were unable to be contacted within the necessary time frame for the fol-
low-up interviews. It is interesting to note that no couples requested
to withdraw from the study.

Eleven couples were diagnosed as having breast cancer. Eight ocom—
pleted all three test sessions. Three couples completed oﬁly the pre-
biopsy interview and were subsequently dropped from the study by the
investigator. One was dropped because the diagnosis revealed Stage IV
breast cancer; one had complications related to the breast cancer sur-
gery which necessitated a long and unusual hospitalization; and one was
initially given benign results only to be told later that an independent
lab investigation had revealed a small foci of malignant cells which
necessitated removal. ’

Medical and demographic information on the characteristics of the
research subjects was obtained from the surgeon's records and through
the inclusion of a personal information sheet and family genogram with

~the research instruments.
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Of the 112 subjects, the mean age was 44.1 years, with the range in
age being 21-76 years. Eighty-three (74.1%) subjects were employed,
five (4.5%) were unemployed, four (3.6%) were retired and 20 (17.9%)
were homemakers. 'fhe length of marriage for the 56 couples ranged from
1-51 years with a mean of 19 years. |
‘ Table 1 presents the demographic information on the subjects (and
couples) who were diagnosed as benign and malignant. Male and ermale
categories within each diagnosis are included. Pronounced age differ-
ences between the benign and malignant groups were reported. The mean
age of benign females was 40.3 years as compared to the mean age of mal-
ignant females which was 52.5 years. Similar differences weJ;'e reported
for the male benign group with a mean age of 43.4 years vs. the rr'ale
malignant group with a mean age of 54.09 years. Other demographic
information reported in Table -1, such as employment, race, :eligious
preference, and participation in religious activit:'%es, appears consist—
ent between the benign males and females as compared to the malignant
males and females. The benign couples (n=45) were married an average of
16.55 years, while the malignant couples (n=11) reported being married
an average of 29.36 years. Sixty-two percent of the benign couples and
72.7% of the malignant couples reported a net family income of over
$40,000.00.

In Table 2, the surgical procedure performed on the female subjects
is shown. Forty-one percent (n=23) of the female subjects had a biopsy
only with local anesth;asia; 37.5% (n=21) had a biopsy only with general
anesthesia. These comprised the benign group. Of the malignant females

(N=11), 3 subjects had a one-stage modified radical mastectomy; 3 had a



TABLE 1

Demographic Characteristics of Subjects

Benign (n=90)

Malignant (n=22)

Female Male Female Male

Age: 40.33 43.42 52.5 54.09
Education: 8-12 Years 57.8% 42.2% 45.5% 45.5%
13-16 Years 28.9% 33.3% 36.4% 18.2%

17-20 Years 11.1% 22.2% 18.2% 18.2%

More than 20 Years 2.2% 2.2% 0% 18.2%

Employment: Employed 60.0% 88.9% 63.6% 81.8%
Unemployed 2.2% 8.9% 0% 0%

Retired 0% 2.2% 9.1% 18.2%

Homemaker 37.8% 0% 27.3% 0%

Race: White 95.6% 95.6% 100% 100%
Asian 4.4% 4.4% 0% 0%

Religious Protestant 60.0% 62.2% 54.5% 63.6%
Preference: Catholic 24.4% 15.6% 36.4% 27.3%
- Jewish 0% 0% 0% 0%

Other 4.4% 2.2% 0% 0%

None 11.1% 20.0% 9.1% = 9.1%

Participa- Inactive 40.0%  48.9%  27.3%  27.3%
tion in 1-2 times/year 22.2% 22.2% 27.3%  27.3%
Religious About Monthly 11.1% 8.9% 9.1% 9.1%
Activities: Weekly 26.7% 20.0% 36.4% 36.4%

Length of Marriage:
Total Family

Net Income:

$15,999 and below

$16,000 - $24,999

$25,000 - $39,999 -

$40,000 and above

Couples (n=45)

16.55 Years

-

~

Ll
NIJO
o0 o0 a0 oo

Couples (n=11)
29.36 Years

9.1%
0%
18.2%
72.7%
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TARLE 2

Type of Surgical Procedure Performed on Female Subjects

Percent

Surgical Procedure . Frequency of Total

Sample*
Biopsy only, local anesthetic 23 41.1
Biopsy only, general anesthetic 21 37.5
Modified Radical Mastectomy, 1-Step Procedure 3 5.4
Modified Radical Mastectomy, 2-Step Procedure 3 5.4
Bilateral Modified Radical Mastectomy, 1-Step 1 ' 1.8

Procedure

Segmental Resection, 1-Step Procedure 1 1.8
Segmental Résectién, 2-Step Procedure 2 3.6
Bilateral Segmental Resection, 2~Step Procedure 1 1.8
No Surgery 1 1.8

*n=56 females.
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two-stage modified radical mastectomy, meaning they had a biopsy first
and then several daysN later had thé mastectomy performed. One subject
had a one-stage bilateral modified radical mastectomy as malignancy was
found in both breasts. One breast was remo_ved immediately following the
biocpsy under gengral anesthetic which diagn'osed ‘the malignancy. The
other breast was removed one week later'. One subject had a segmental
resection (lumpectomy) done in a ome~-stage procedure. Two subjects had
a segmental resection done in a two-stage procedure. One subject was
required to have a bilateral segmental (two-stage) resection when malig-
nancy was confirmed in both breasts. One subject was scheduled for but
did not receive a biopsy. |

One last description of the females who participated in the study
is that three women (two benign, one malignant) were pregnant at the
time of the biopsy and three other women (two benign, one malignant)

were -required to stop breastfeeding prior to the biopsy procedure.

Instruments

Data were gathered through ﬂle use of three questionnaires and a
semi-structured interview which were administered at various times over
the test period. The Profile of Mood States (POMS) provided a quantita-—
tive measure of the level of psychosocial distress experienced by each
spouse. The Personal Assessment of Intimacy :Ln Relationship (PAIR)
served as a self-report measure of the degree of relationship intimacy
" experienced in the marital relationship. The quality and quantity of
social support reported by each spouse was measured by the Norbeck

Social Support Questiomnaire (NSSQ). Finally, a semi-structured con-
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joint interview provided qu.alitative information about family structure;
underétandiﬁg and concerns about the illness; coping response to the
threat, diagnosis and treatment of benign and malignant breast disease;
and involvement of the social suppoft system. A detailed description of
each instrument is presented below. |

Profile of Mood States (POMS). The POMS, developed by McNair, Lorr

and Droppleman (198l), is a 65-item, 5-point adjecﬁive rating scale
which measures six identifiable mood states: tension-anxiety, depres-
sion-dejection, anger-hostility, vigor-activity, fatigue-inertia, and
confusion-bewilderment. A sum of the six factors gives a Total Mood
Disturbance Score (weighting vigor negatively). The adjectives chosen
for the instrument are meant to be easily understood by s;:lbjects having ‘
a grade seven education. Extensive factor analytic studies have estab-
lished the independence of the six mood states. Analysis for internal
consistency resulted in coefficient alphas of .84 to .95 for all items
’within each mood state. Test-retest reliability has ranged from .65 to
.74, |

The POMS has proven to be sensitive to change in n‘ood states in a
variety of clinical contexts, ranging from short-term psychotherapy
(Haskell, Pugatch, & McNair; 1969), controlled clinical drug trials
(McNair, Fisher, hKahn, & Droppleman, 1970), dental patients (Pillard &
Fisher, 1970), marijuana users (Mirin, Shapiro, Meyer, Pillard, &
>Fisher, 1971), and alccholics (Nathan, Titler, ngenstéin, Solo‘mon, &
Rossi, 1970). Results were congruent for different patient and normal
samples and for different rating time periods. Concurrent validity was

established through significant correlations with three clinically de-
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rived scores from the Hopkins Symptom Distress Scales (Parloff, Kelman,
& Frank, 1954). Normative data from either college student or psychia~
tric outpatient samples are available. The instructions with regard to
time set can be altered and for the purposes of this research the "past
week" format was used. The one-week rating period was chosen to depict
the typical and persistent mood reactions to the subject's present life
experience.

The POMS has Ieen used with a breast cancer sample by Bloom, Ross
and Burnell (1978). 1In their experimentél design they found post-mas-—
tectomy women in the intervention group were significantly more tense,
depressed, less vigorous and more confused than women in the comparison
group at 4-7 days after surgery. The experimental group reported less
negative affect two months later. |

~ In smm;ary,r the POMS was chosen because it appeared to be a reli-
able and valid instrument for measuring mood states and mood changes
over time and was therefclare included in this study as a measure of
psychological distress at each of the three test periods.

Personal Assessment of Intimacy in Relationships (PAIR). The PAIR

~

Inventory (Schaefer & Olson, 198l) is a 36—i£em self-report instrument
‘designed to assess five types of intimacy derived from the conceptual
dimensions proposed by Dahms (1972) and Clinebell and Clinebell (1971).
The five scales include: (1) emotional intimacy - the ease with which
moods and feelings are communicated and mutually experienced; (2) social
intimacy - the importance and role of friends in the relationship; (3)
sexual intimacy - the degree to which sexual needs are communicated and

fulfilled in the relationship; (4) intellectual intimacy - the degree to
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which ideas and beliefs are d.iscussed; and (5) recreational intimacy -
the degree to which interest in various leisure time pursuits is compat-
ible. A Conventionality scale used to detect a social desirébility re—
sponse set is also included. Internal consistency of items within each -
factor ranged from .70 to .82. Test-retest reliability has not been
documented.

The PAIR is administered individually and consists of two phases.
The subject is asked to provide a five-point (agree-disagree) rating of
the relationship describing "how it is" and "how I would like it to be".
Differences can be used to assess each partner's concerns about ‘the
relationship as well as differences in expectations between the m®1e~.

In terms of concurrent validity, positive‘ correlations were found -
with the Locke-Wallace Marital Adjustment Scale (Locke & Wallace, 1959)
and the Family Environment Scale (Moos, 1974). Further support for tijxe
PAIR was provided by a study which examined the role of marital intimacy
among psychiatric inpatients (Hames & .Waring, 1980) . Perceived intimacy
on the PAIR was found to be negatively correlated with a measure of non-
psychotic emotional illness.

The strengths of this instrument appear to be the identification of
various areas of relationship intimacy and the assessment of each
spouse's unique perceptions of an ideal relationship as opposed to an
absolute standard éf what "ideal" should be. Furthermore, the instru-
mént appears to measure the degree to which éach ‘spouse presently feels
intimate in the relationship and the degree to which each spouse would
like the relationship to be intimate. Thus, K scores are not of themselves

indicators of good relationship or poor relationship but are relative,
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depending on the perceived versus expected scores reported by each
spouse and between each couple. This emphasis on percept.:ion of intimacy
was chosen for use in this study ‘over other mafital relationship charac~
teristics :such as adjustment, satisfaction or happiness. ‘

Norbeck Social Support Questionnaire (NSSQ). The NSSQ, developed

by Norbeck, Lindsey and Carrieri (1981, 1983), is a self-report instru-
ment which measures multiple dimensions of social support. The subject
is "first asked to identify up to twenty-four "significant persons" in
nine categories of relationships (e.g., spouse, relatives, friends,
co-workers) . Eight questions are then asked about each person listed
such as, "How much does this person make you feel liked or loved?" and
"If you were confined to bed for severai weeks, how much oould this
person help you?"

The instrument hés three main variables: (1) total functional
(affect, affirmation and aid dimensions); (2) total network (number in
network, durétion of relationships, frequency of contacts); and (3)
total loss (number of categories of persons lost and amount of support
lost during the past year). Test-retest reliability ranged from .85 to
.92. High levels of internal consistency within items have been shown::
- total functidnal items .72 to .97; and total network items .88 to .97.
Total loss items have shown acceptable coefficients of .54 to .68.
Intercorrelations :among all items were .88 to .96. The instrument has
been documented to be free from response bias using the Marlowe-Crowne
Social Desirability Scale (Crowne & Marlowe, 1960). Concurrent validity‘
was obtained through moderately high correla-tions between another social

support questiomnaire on selected items. A small normative data base
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and construct validity have been established.

' This instrmnen£ was oonsidered to be a useful measure of social
support for this study because it is short, easy to administer and in-
cludes nrul_ti‘ple dimensions which focus on the quality as well as the
- quantity of supportive relationships in the individual's social system.
As well, it has been shown to be sensitive to predicted changes in
network composition over time.

Semi-Structured Interview. The semi-structured conjoint interview

was designed by the investigator as a means to engage the couple in the
research project and to supplement the information from ’cihe‘ quantitative
instruments. Based on the skills of family interviewing identified by
Wright and Leahey (1984), the questions have been developed to rdotairi
information about family structure, the couple's understanding and con-
cerns about the illness, individual and marital coping response to the
threat and diagnosis of breast disease, and involvement of the social
support system. A decision to interview the couple conjointly was based
on the rationale of wanting to dbserve the marital subsystem interactior;
and commnication and provide the opportunity for the spouses to hear
each other's concerns. The risk of conducting the conjoint ‘vs. separate
interview was that all concerns may not have been articulated with both
spouses present. FEach interview question will be discussed separately
in the nexﬁ section.

l. Family Structure. A .genogram or diagram of the family oonstel-
lation was a useful way to begin the first interview and engage the
couple in the research project. Besides dbtaining information about the

fanily structure, specific questions used to generate the genogram also
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provided information about several other important -issues such as: pre-
vious experience with illness; family history of breast cancer; the mm—
ber of family relationships available for support; and even self-fulfil-
ling prophesies about health. The question began with the investigator
saying, "It would help me get to know you by having an idea about who is
part of your family". Typical questions posed to couples included: How
old are .you? What do you‘ do for a living? How long have you been
married? How many children do you have? How old are they? Do either
of you have children from a previous relationship? Are you presently
being treated for any. illness? Tell me about your family origin. How
many brothers or sisters do you have? Where do they live? Are your
parents alive? Where do they live? How often does your family get
together? Who do you see most often? Are there any illnesses which
tend to run in your family such as cancer, heart disease, high blood
press{lre, diabetes? | v
| In order to erhance engagement efforts, the investigator began the
questions with the husband and then asked the parallel genogram Qques~
tions of the wife. Research which compared various methods of obtaining
fémily information by physicians found that the semi-structured genogram
interview was a useful and efficient way to cbtain family information.
The genogram interview resulted in four times as much family. information
as compared to the informal health interview with 96% of the subjects
responding favourably to it.:s use (Rogers & Durkin,.1984).
2. What do you folks understand aboﬁt the diagnosis and treatment
at this time? This question was asked at each of the three interviews

and set the stage for exploring what the ‘couple understood about the
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health problem. Moos (1982) identified seeking information about the
illness, treatment procedures, and probable outcomes as one of the cop—-
ing skills used to deal with an acute healtﬁ crisis. This question
allowed for an assessment of information deficits.

3. "Who have you told about the biopsy?" This quest.ion was de-
signed to be supplementary to the social support cquestions of the NSSQ
and was asked at the pre-biopsy interview.

4. '"What is your greatest concern at this time?" This question
was asked at each interview to assess differences between husbands and
wives and differences over time.

5. "What changes have you noticed in your spouse?" The answer to
this question reveals the coping response of each spouse to the poten-
| tial and actual diagnosis.

6. A related question posed to each couple was, "What has been
helpful for you as a couple in dealing with this situation?" This ques-
tion required the couple to cor;.sider problem~solving approaches used by
them to deal with the threat or reality of breast disease. This ques-
tion was asked at each of the three interviews. |

7. "In giving advice to health care professionals, what do you
need most at this pre-biopsy time?" This question was designed to
eiicit suggestions as to how health care services for this unique health
problem. could be improved.

8. "What changes have you noticed in your relationship?" Relation-—
ship changes over time following the biopsy were assessed as a supple-
mentary question to the PAIR Inventory. Another way of asking for the

same information was to ask the couple to rate their satisfaction with
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their relationship compared to most marriages they knew. It was sug-
gested that the rating be made on a hypothetical scale of 1 to 10 where
1 was least satisfied w1th the relationship and 10 was most satisfied.
Procedure

Women who met the previously described criteria and who were sched-
uled for a breast biopsy were recruited through surgeons' offices. It
is standard practice to be referred to a surgeon by a family physiéian
upon discovery of é breast lump which locks suspicious. In Septenber,
1983, _nine surgeons with admitting privileges to two general hospitals
in Calgary agreed to participate in the stgdy.

Subject accrual proved to be a major problem m this study. Data
collection began in September 1983 and was terminated in Octcber, 1985.
" In the initial plan, a standardized patient information sheet (see
Appendix A) was given to each surgeon as a way to introduce the study to
the patient and obtain the ‘patient's permission to reveal her name to.
‘the investigator. Weekly phone coni-;act with each surgeon's office re-
vealed that surgeons "forgot" or were "too busy" to give the patient the
information sheet. Another reason given for not using the patient in-
formation sheet was that the patient,  upon hearing that a breast biopsy
was indicated, was "too distraught" or "too emotional" and therefore
deemed inappropriate to be given the information sheet.

In January, 1984, the first subject was recruited. This subject
had many questions about the biopsy procedure and about alternative can-
cer treatments and was unable to be seen numerous times by the surgeon

in order to discuss these concerns. The surgeon's receptionist remem-
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bered the study and essentially referred the patient to the investigator
without the surgeon's knowledge as a way of assisting the patient with
her questions. 4

In March, 1984, the surgeons were asked if the investigator could
ensure subject accrual by being informed about appointments that were
scheduled to be seen for a breast problem. Permission was dbtained and,
when possible, the investigator or a research assistant came to the sur-
geon's office at the time ;.)f the appointment and waited for the patient
to be seen by the surgeon. This change in procedure made it possible to
engage subjects ‘and surgeons more readily through personal face-to-face
contact.

Confidentiality of the patient was maintained by withholding the
patient's name from the investigator until such time as it was deter-
mined that the patient fit the study criteria, required a biopsy for her
presenting breast problem, and upon discussion with the surgeon, agreed
to meet the investigator to learn more about the study. .The waman “was
then introduced to the waiting investigator by the surgeon, and the in-
vestigator proceeded to carefully tell thé potential subject about the
nature, purpose and requirements of the stuély. bpporl:unity was provided
for the subject to ésk questions about the research or ventilate oon-
cerns about just learning that she required a breast biopsy. Because a
conjoint interview with the woman and her spouse was an integral part of
this study, a discussion of how to obtain her husband's participation
ensued. Often the subject would offer to speak to the husband herself;
however, the investigator wouid occasionally request to contact the hus-

band by phone to personally explain the study and enlist his participa—
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tion.

Women who refused to participate or who suggested their husbands
would be .unwilling to participate were thanked for their time and were
assured that their refusal to participate would in no way inf]:uence the
care they received from the surgeon.

It is estimated that, for each subject who fit the criteria and
agreed to participate in the study, 4.5 hours of waiting time was spent
in surgeons' offices.

When consent to participate was dotained from the couple, an inter-
view was scheduled. Tﬁe investigator met with the couple in their home
or, if the couple preferred, at the Family Nursing Unit at the Univer-
sity of Calgary. Home viéits were made to the majority of couples and
included visits within the City of Calgary as well as the surrounding
area.

Following a verbal review about the nature of the. project, a con-
sent form was read and .signed by each spouse at the beginning of the
interview. Consent was also dbtained to audiotape each interview. .

Data were collected form each couple at three time period; over 6
months; pre-biopsy, within 2 weeks of the biopsy procedure; diagnosis,
6-8 weeks post-~biopsy for the benign breast disease group, and 6-8 weeks
post—surgéry for the breast cancer group; andr foliow—up, 5-6 months
poét—-biopsy or post—cancer surgery. 7

The couple was interviewed at each of the three time periods. Each
interview tock 1 to 2 hours and consisted of a semi~structured conjoint
interview with the couple which was taped. The interview was followed

by a request for each spouse to complete the written questionnaires
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independently, without sharing answers. This ensured that the marital
partners could not influence each other's response. The investigator
was available to answer any questions the individuals raised about the
instruments or the instructions related to them The instruments were
administered at the following times (see Table 3):

1. The pre-biopsy interview occurred within two weeks prior to the
biopsy. The timing of this interview was difficult to standardize be-
tween couples, as the hospital was responsible for scheduling the sur-
gery; time which was dépéndent upon many factors outside the surgeon's or
patient's control. The instruments administered at this tlme were the
POMS, PAIR, and the NSSQ. Each subject required approximately 45 to 60
minutes to complete the three written questionnaires. Rationale for
administering all three instruments was to provide a base~line measure .
at the onset of the illness experience when the threat of breast cancer
at the pre-diagnosis phase was a predominant issue. Jamison, Wellisch,
and Pasnau (1978), in a retrospective study of women post-mastectomy,
reporltedrthe most stressful time period claimed by &e women was immedi-
ately after the lump was discovered.

2. The second interview occurred at 6-8 weeks post-biopsy or post-—
cancer surgery when the diagnosis of benign or malignant was known
Worden and Weisman (1977) did a six-month follow-up study of newly diag-
noseq breast cancer patients and found that the women experienced most
distress approximately two months after learning the diagnosis. The
POMS was the only instrument administered at this time.

3. The last interview occurred at 5-6 months post-biopsy or post-

cancer surgery. Adjuvant treatment (chemotherapy, radiation, etc.) had



TABLE 3

Schedule of Administration of Instruments at Fach Time Period

INSTRUMENTS

TIME PERIODS

62

Pre-Biopsy Diagnosis Follow-Up
Within 2 Weeks ] 6-8 Weeks * 5-6 Months

of Biopsy

Post~Diagnosis

Post-Diagnosis

Semi-Structured,

Semi-Structured

Semi-Structured

Interview ‘Interview' Interview
POMS, POMS POMS
PAIR PATR
NSSQ NSSQ
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usuallj(y begun for most breast cancer patients by this time. For sub-
jects who received a benign diagnosis, a retrospective review of the
experience provided an opportunity to discuss any 'enduring change that
they attributed to the biopsy experience. All three instruments were
administered at this time period to complete the repeated measures de-
sign and to compare the responses on the POMS, PAIR and NSSQ with those
obtained at the pre-diagnosis time period. The same presentation of the
instruments used at the first interview was also used at the last inter-
view. With a repeated measures design, extranecus variables such as
history, maturation and testing may threaten the internal validity éf
_the study (Campbell & Stanley, 1963) and need to be considered when
results are interprete@.

The investigator, who was a registered nurse with a master's degree
in mental health nursing, conducted all the conjoint interviews. Re-
search assistants were employed to assist with subject recruitment .
These were registered nurses or mdérgraduate mursing students enrolled

in a research oourse.

Ethical Considerations ,

Subject consent was sought after a brief explanation of the pur-
poses, risks and benefits of the study. A consent form was signed by
both the woman and her spouse (see Appendix B). Opportunity was pro-
vided for the couple to indicate their desiré to receive a summary of
the results. No remumneration was provided to any subject.

The anonymity and confidentiality of information was respected by

assigning each couple a oode number. The information sheet which con-
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tained the subject's name and address and the consent form were kept
separate from thé instruments and transcripts of the interviews. No
identifiable‘ su}ojeét information will be used in publications or re-
search reports. FEthical approval was received from the University of .

Calgary Ethics Committee on September 12, 1983 (see Appendix C).

Treatment of the Data

1. 'Quantitative Analysis., Descriptive and ocorrelational proced-

ures of the Statistical Package for Social Sciences (SPSS) were used in
the analysis of the instruments. After preliminary examination of fre-
quency distributions, Pearson correlations were used to determine the
significance of the relatiohships between selected variables. Univari-
ate and mltivariate analyées of variance for repeated measures were
used to assess the significance of changes on the instrument scores over
the three time periods and the significance of differences reported by - '
sex and diagnosis on the variables psychologicél distress and marital

intimacy.

2. Qualitative Analysis. The information obtaiﬁed from the trans-
cripts of the conjoint interviews conducted at each time period was
categorized according to the questions of the semi-structured interview.
These reponses were coded and tabulated. Frequencies of responses to
selected questions were primarily used to further describe and enrich

the meaning of the subjects' scores on the instruments.
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CHAPTER 4

RESULTS

The results cobtained from the quantiteitive and qualitative analysis
of the data are presented and summarized in this chapter. Only the data
obtained from the 112 subjects (N=56 couples) who campleted the pre~ .
biopsy interview and the 88 subjects (N=44 couples) who campleted the

diagnosis andrfollow-up interviews are included in the analysis.

Part I: OQuantitative Analysis

5

The categories of time period (pre-biopsy, diagnosis, follow-up),
diagnosis (benign, malignant), and sex (female, male) were used to des—
cribe subject sc;ores an the three variables of psychological distress,
marital intimacy and social support. A descriptive analysis including
means and standard deviations and correlations is reported first. This
is followed by a reporting of the statistical pfocedures of wnivariate
and multivariate analysis which were used to describe the changes

on the wvariables. Interaction effects were examined first and if
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they were found to be significant, simple main effects were subsequently

examined.

Sample Means and Standard Deviations .

Psychological Distress. Tables 4 and 5 present the means and stan—

dard deviations for the benign and mallgnant male and female groups on
the variable of psychologlcal dlstress (POMS) at the pre-biopsy, diagno-
sis and follow-up time periods. = The POMS includes six mood states and a
total mood disturbance score (TMD).

Published normative data for a college student sample of 340 men
and 516 women are available ahd the authors advise the norms be used
with caution (McNair, Lorr, & Droppleman, 1981). Thé subjects' scores
on POMS were compared with the normative sample by converting raw means
to standard scores. McNair, Lorr, and Droppleman (1981) found no dif-~
ferences hetween males and females in their normative sample so one nor-
mative standard score was reported (M=50, S.D.=10). Figure 4 presents a

profile of all subjects' standard scores on the POMS é>ver the three time
| periods as compared to the normative standard score.

The means for the six mood states at the pre-biopsy time period
were found to be within £>ne standard deviation of the normative sample
mean suggesting an absence of psychopathology. Similarly>fojr the diag—
nosis and follow-up periods, all standard scores, with the exception of
confusion, remained within one standard deviation of the normative
sample mean. The standard score for confusion dropped to below one .
standard deviation for the treatment and follow-up .ti.me periods. The

amount of psychological distress at the diagnosis and follow—up times



TABLE 4

Means and Standard Deviations Obtained on the 7 Subscales of POMS by Male and Female Subijects of the Benign and

Malignant Groups at the Pre-Biopsy, Diagnosis and Follow-up Time Periods

Benign . Malignant
) Female Male Female Male
Mean S.D. Mean S.D. Mean s.D. " Mean S.D.
Total Mood Pre-Biopsy 31.02 39.82 . 119.04 25.74 23.27 31.46 31.81 44,15
Disturbance: Diagnosis . 12.19 24.39 12.08 26.95 9.87 28.96 4,25 22.76
Follow-Up 12.86 28.27 9.50 24.95 13.25 32.09 1.00 20.19
Tension: Pre-Biopsy 13.11 9.48 9.73 5.82 13.18 7.22 11.45 8.94
Diagnosis 7.63 5.09 7.66 5.51 6.37 . 5.42 7.00 7.34
Follow-Up 7.55 5.37 6.88 5.04 7.87 7.23 5.75 4,20
Depression: Pre-Biopsy 9.75 11.07 6.77 6.93 7.81 7.63 10.54 11.11
Diagnosis 5.52 6.69 5.44 7.05 3.50 5.04 5.12 5.08
Follow-Up 5.58 6.97 4.69 '6.86 5.50 8.12 4,12 5.41
- Angers: Pre-Biopsy 7.53 9.25 6.11 5.74 3.81 3.28 7.90 10.68
Diagnosis 4,63 5.85 6.00 6.68 4.00 4,78 2.62 4,53
Follow-Up 4,80 5.41 . 4.47 6.04 5.25 6.84 2.87 2,99
NOTE: Pre-Biopsy: Diagnosis: Follow-Up:
Benign Female n =45 Benign Female n= 36 Benign Female n= 36
Male n =45 Male n = 36 Male n =36
Malignant Female n =11 Malignant Female n = 8 Malignant Female n = 8
Male n=11 Male n= n= 8

8 Male

L9



. TABLE 5

Means and Standard Deviations Obtained on the 7 Subscales of POMS by Male and Female Subjects of the Benign and

Malignant Groups at the Pre~Biopsy, Diagnosis and Follow-up Time Periods { continded)"

Benign o Malignant
Female Male Female Male
Mean S.D. Mean S.D. Mean S.D. Mean S.D.
Vigor: Pre-Biopsy 15.66 6.47 16.84 5.41 15.81 7.79 14.54 5.66
Diagnosis 17.69 5.47 17.72 5.19 16.62 7.17 19.87 3.83
Follow-Up 17.30 6.19 17.69 4.59 15,12 8.27 19.87 5.13
Fatigue: Pre-Biopsy 8.95 6.78 6.95 5.48 6.09 6.28 7.63 5.51
Diagnosis - 5.86 5.02 5.55 5.75 7.37 . 6.06 4.25 3.45
Follow-Up . 1.27 6.46 6.05 4.47 4,00 3.96 4.00 4.14
Confusion: Pre-Biopsy 7.64 6.00 6.33 3.92 8.18 4.91 8.81 6.46
) Diagnosis 5.19 3.79 4.94 3.48 5.25 4.92 5.12 3.79
Follow-Up 4.94 4.26 4,77 3.20 6.12 4.67 4.12 2.41
NOTE: Pre-Biopsy: Diagnosis: ' Follow-Up:
Benign Female n =45 Benign Female n = 36 Benign Female n= 36
Male n =45 “ Male n = 36 ‘Male n =36
Malignant Female n =11 Malignant Female n= 8 Malignant Female n= 8
‘Male n=11 Male n=8 Male n= 8

89
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Figure 4. Comparison of standard scores of all subjects on POMS

subscales at three time periods with the normative standard score. -
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appears to be considerably lower than that reported by the normative
group.

Marital Intimacy. The scores on the variable of marital intimacy

(PAIR) at the pre-biopsy and follow-up time periods for the benign and
malignant male and female groups are presented in Tables 6 and 7. Five
subscales each of perceived intimacy and expected intimacy are reported
including a discrepancy score which describes the difference between
perceived and expected intimacy on each of the five subscales. The mean
score on the conventionality scale is also reported. Comparison of mean
scores on perceived intimacy at the pre-biopsy and follow-up times with
normative data .obtained from 192 couples (Schaefer & Olson, 1981) is
presented in Figure 5. The column chart shows the couples in this study
rated their perceived intimacy higher in all subscales at rboth time
periods than the normative couples. The conventionality score is also
much higher for ooupleé in this study at both time periods, suggesting a
socially desirable response set.

Social Support. Tables 8 and 9 present the means and standard

deviations for the benign and malignant, male and female scores on the
variable of social support (NSSQ) at the pre-biopsy and follow-up time
periods. The specific subscales which account for the total functional,‘
total network and total loss scores are included. The means cbtained on
the NSSQ by males and females at the pre-biopsy time period were com-
pared with available normative data derived from staff employees at a
university medical center (Norbeck, Lindsey, & Carrieri, 1983).

The initial question on the NSSQ asked the subjects to identify all

the significant persons in their lives who provided social support ar



TABLE 6

' Means and Standard Deviations Obtained on the 6 Subscales of PAIR by Male and Female Subjects of the Benign and

Malignant Groups at the Pre-Biopsy and Follow-up Time Periods

Benign Malignant
Female Male Female Male
Mean S.D. Mean S.D. Mean S.D. Mean S.D.
Pre-Biopsy: Emotional: P 69.51 19.96 74.04 15.15 78.54 14.99 68.72 18.66
’ E 83.73 12.57 80.08 13.84 83.63 14.13 82.54 11.90
E-P 13.72 17.58 6.09 13.86 5.09 11.18 17.60 18.78
Folloé;ljp: Emotional: P - 68.45 18.19 72.77 17.54 79.00 18.23 79.50 16.62
E 82.44 13.59 79.54 15.11 87.00 8.75 88.50 8.46
E-P 14.66 20.16 7.64 12.23 10.66 10.63 9.00 14.02
Pre-Biopsy: Social: P 68.26 20.18 63.73 18.01 74.54 16.22 66,90 14.86
E 76.53 15.71 70.53 14.29 82.00 12.80 74.54 12.55
E-P  8.45 16.90 6.42 15.48 7.45 14.91 6.80 6.26
Follow-Up:  Social: P 66.97 15.28 66.81 13.40 75.50 16.62 65.11 12.81
B 73.77 13.57 69.71 12.43 80.50 12.72 81.00 12.78
E-P  6.06 15.97 4,70 12.93 7.33 - 11.43 6.50 9.05
Pre-Biopsy: Sexual: P 72.66 1 17.27 70.93 16.95 70.18 17.00 62.90 16.59
E 82.13 13.55 79.91 13.60 82.90 16.20 78.54 10.62
E-P 9.31 16.32 8.47 15.40 12.72 14.51 17.20 19.04
Follow-Up: Sexual: = P 72.00 15.46 69.77 17.48 74.00 15.85 64.50 17.02
E 82.66 12.97 79.08 15.15 80.00 14,18 79.50 18.19
E-P 10.90 12.09 10.70 14,32 9.33 8.64 15.00 19.56
NOTE: ) Pre~Biopsy: - Follow-Up:
P = Perceived Benign Female n =45 *  Benign Famle n = 35-36
E = Expected Male n =45 Male n = 35-36
E-P = Discrepancy Malignant Female 1 = 11 Malignant Female n= 8
Male n=11 Male n=

TL



TABLE 7

Means and Standard Deviations Obtained on the 6 Subscales of PAIR by Male and Fen;ale Subjects of the Benign and
Malignant Groups at the Pre-Biopsy and Follow-up Time Periods (continued)

Benign ‘ Malignant
Female Male Female Male

Mean S.D. Mean S.D. Mean  S.D.  Mean S.D.

Pre-Biopsy: Intellectual: P 67.46°  18.48 66.40 16.36 71.63 21.72 67.09 16.57

E 78.71 13.62 75.82 14.74 86.54 17.73 73.81 14.23

E-p 11.04 18.92 - 8.47 14.94 14.90 15.08 8.20 23.44

Follow-Up: Intellectual: P 69.37 15.30 67.00 17.79 77.50 17.88 75.50 8.66

. E 81.50 11.55 77.48 13,01 84.50 11.60 82.50 9.05

E-P 12.42 13.96 11.64 13.97 9.33 14.67 7.00 12.42

Pre-Biopsy: Recreational: P 71.33 14.88 67.60 14.70 79.27 13.36 68.72 15.47

E 78.88 12.76 76.31 11.92 86.54 11.21 81.45 12.42

E-p 7.72 15.06 7.61 14.43 7.27 14.40 14.40 21.92

Follow-Up: Recreational: P 69.71 16.72 68.00 12,17 79.50 11.98 70.50 14.95

E 77.11 14.45 77.88 10.76 82.00 11.51 82.50 ©7.38

E-Pp  7.87 15.46 10.76 12.06 4.00 10.43 - 12.00 14.50

Pre-Biopsy: Conventionality: 65.91 21.12 67.82 18.23 72.36 19.55 67.63 12.95

Follow-Up: Conventionality: 61.02 23.79 67.83 17.78 70.50 22.72 77.00 10.41

NOTE: . Pre-Biopsy: Follow-Up:

P = Perceived Benign Female n=45 Benign Female n = 35-36
E = Expected Male n =45 Male n = 35-36

E-P = Discrepancy Malignant Female n =1l Malignant Female n= 8

Male n=11 Male n= 8

cL
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Figure 5. Comparison of means of perceiv'ed intimacy subscales (PAIR)

of all subjects at the pre-biopsy and follow-up time periods with

normative means.



TABLE 8

Means and Standard Deviations Obtained on Total Functional Subscale of NSSQ by the Male and Female Subjects of

the Benign and Malignant Groups at the Pre-Biopsy and Follow-up Time Periods

Benign Malignant
. Female Male Female Male
Mean S.D. Mean S.D. Mean S.D. Mean S.D.
Pre-Biopsy: ' .
Total Functional 233.81 105.77 219.76  105.27 243,81  50.15 213.20 120.13
Affect 1 43,66 20.86 37.39 18.45 44.54 10.47 36.18 19.31
Affect 2 41.36 19.75 37.13 18.18 43.72 11.63 36.54 19.76
Affirm 1 39.48 18.35 34.69 18.03 40.90 8.30 34.60 19.83
Affirm 2 39.77 18.94 34.69 17.50 40.00 8.63 34.60 19.83
Aid 1 40,60 21.37 39.79 20.59 41.18 10.89 41.30 23.73
Aid 2 34.20 17.50 33.13 17.06 33.45 9.22 29.60 16.52
Follow-Up:
Total Functional B 222.08 111,13 215.57 101,67 286.66 72,97 274.25 58.58
Affect 1 41,14 20.69 36.94 16.72 57.15 19.32 47,00 10.47
Affect 2 39.91 20.22 37.82 18,07 54.71 17.58 47.12 10.76
Affirm 1 35.05 17.87 34.88 16.79 49.83 10.68 43.50 7.80
Affirm 2 36.70 18.60 34.40 17.67 46,50 | 11.11 45.37 9.31
Aid 1 37.35 23.53 38.51 19.51 49.83 17.74 53.50 16.00
Aid 2 - 31.44 16.24 33.00 15.57 38.83 19.50 37.75 12.06
NOTE: Pre-Biopsy: Follow-Up:
Benign Female n = 45 Benign Female n = 34-36
Male n= 43 Male n = 35-36
Malignant Female n = 11 Malignant Female n = 6-8
Male n= 10 Male n= 8

L



TABLE 9

Means and Standard Deviations Obtained on Total Wetwork and Total lLoss Subscales of NSSQ by the Male and Female

Subjects of the Benign and Malignant Groups at the Pre-Biopsy and Follow—up Time Periods

Benign Malignant
Female Male Female Male
Mean S.D. Mean =~ S.D. Mean S.D. Mean S.D.
Pre-Biopsy: :
Total Network A 97.91 46.01 88.13 39,76 97.54 26.06 85.90  49.74
# in Network 10.33 4.96 9.32 4.39 10.18 2,67 9.18 5.01
Duration of Relationship 48.75 23.19 44,41 21.32 48.00 13.68 44,30 25.95
Frequency of Contact 38.82 18.57 34.39 14.81 36.36 10.80 32.40 18.76
Total Loss A 1.73 2.96 1.09 2.51 0.36 1.20 2.00 2.82
# Lost 0.84 1.67 0.48 1.42 0.09 0.30 0.80 1.31
Amount of Support Lost 0.57 1.05 0.41 0.95 0.18 0.60 0.80 1.13
Follow-Up: . .
Total Network B 93.38 47.43 88.48 40.68 122.83 40,72 115.25 30.02
# in Network 10.05 5.41 9,27 4.42 14.25 4.83 12.00 3.11
Duration of Relationship 46.91 25.16 44.68 20.51 61.00 19.32 58.12 15.67
Frequency of Contact 36.44 17.49 34.42 16.40 49.00 17.94 45,12 12.17
Total Loss B 1.60 2.35 1.63 2.45 1.62 2.38 1.62 2.26
# Lost 0.54 0.88 0.72 1.20 1,00 1.60 0.75 1.16
Amount of Support Lost 0.68 1.10 0.05 0.99 - 0.37 0.51 0.50, 0.75
NOTE: Pre-Biopsy: Follow-Up:
Benign Female n= 45 Benign Female n = 34-36 -
Male n= 43 Male n = 35-36
Malignant Female n= 11° Malignant Female n = 6-8
Male n= 10 Male n= 8

SL
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who were important to them currently. In response to this question at
" the pre-biopsy time period, the mean number of persons listed in the
network for the female group was 10.30 (S.D.=4.58)~-less than the norma-
tive ﬁean of 12.39 (s.D.=5.09) for females. Males reported 9.29 (S.D.=
4.47) persons, again less than the normative mean of 11.85 (S.D.=6.24).
Women reported more people in their networks.

Punctional properties of social‘Support were assessed by asking the
squects to rate each individual listed in their network according to
the amount of support provided on three dimensions: affect, affirmation
and short- and long-term aid. The mean scores of females (M=235.81,
S.D.=96.91) and males (M=218.50, S.D.=107;O6) in this sample for total
functional (quality of social support) were slightly less than those
reported for the norms of females (M=281.18, S.D.=121.53) and males
(M=263.26, S.D.=135.47). The number of persons listed in the network
plus the duration of the relationship and frequency of contact were com-
bined to give a total network score (quantity of social support).  The
mean total network score for the females (M=97.25, S.b.=42.65) and males
(M=87.71, S.D.=41.30) was also less than the mean reported for fhe norms
of females (M=111.93, S.D.=44.71) and males (M=107.68, S.D.= 57.63).

Of the total number of persons in the social support network list
at the pre-biopsy time period (N=1070), 57.56% were family or relatives,
32.42% were friends, 4.39% were work or school associates, 2.42% were
neighbours, 1.68% were health care providers, and 1.21% were clergy.

Scores at the follow-up time period were similar to the pre-biopsy
reports of social support for the benign group. Examination of the

means seemed to indicate that the malignant males and females reported
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an inqréase in the number of people in their social networks. This also
had- the effect of increasing their total functional and total ’ netwox;k
scores, making them more simi\lar to the normative means.

A visual inspection of the means and standard deviations for the
variables of psychoiogical distress, marital intimacy and social support
showéd high variation within group scores. Univariate and miltivariate

analyses were used to test the significance of difference between group

means.

Pearson Correlations

Pearson correlations beétween the variables of psychological dis-
tress, marital intimacy and social support were examined. The variables
included. in the correlation matrix were: the total mood disturbance
score (POMS); the perceived intimacy score for each of the five sub-
scales (PAIR); and the total functionai, total network and total loss
scores (NSSQ).

Table 10 presents the correlations between the identified variables
at the pre-biopsy time period. Table 1l presents the correlations be-
tween the variables at the follow-up time period. An inspection of the
correlations indicates that the pattern of correlation between the vari-
ables is similar for the pre-biopsy and folléw—up time periods. Psycho-
logical distress appears to be significantly negatively correlated with
perceived ex;lotional, social and intellectual intimacy. Distress does
not appear to be correlated wi£h social support. Significant correla-
tions are seen within the intimacy and social support subsciles as would

be expected. There is a significant positive correlation between per-



TABLE 10

Pearson Correlations of Psychological Distress, Marital Intimacy and Social Support at the Pre~Bicpsy Time

Period
Variables

Variables 1 2 3 4 5 6 7 8 9
Psychological X
Distress: 1. Mood Disturbance Score 100
Marital
Intimacys 2. Perceived Emotional —44%%% 100
- 3. Perceived Social ~209%*% 37%*4 100

4, Perceived Sexual =12 60**% 16 100

5. Perceived Intellectual =34%%%  gIkkK  A2kkH  50%%F 100

6. Perceived Recreational =17 41%%¥  24%% 33*%4  50**4 100
Social
Supports: 7. Total Functional =07 07 31**% 00 03 06 100

8. Total Network 00 -06 28%% -07 =01 07 a5%*% 100

9. Total lLoss 13 -17 -13 -01 -0l 02 -19*% ~19* 100

NOTE: Decimals have been amitted.

* p<.05
** p{ .01
*** ¢ .001

8L



TABLE 11

Pearson Correlations of Psychological Distress, Marital Intimacy and Social Support at the Follow-Up Time Period

Variables

Variables 1 2 .3 4 5 6 7 8 9
Psychological
Distress: 1. Mood Disturbance Score 100
Marital .
Intimacy: 2. Perceived Emotional ‘ -36*%*% 100 -

3. Perceived Social ~29%* 38**% 100

4, Perceived Sexual -10 Bl *¥  24% 100

5. Perceived Intellectual -33%* G7**H  3**H  gl¥*H 100

6. Perceived Recreational -13 45%%K  39%kH  A]kkR 5O¥xER 100
Social
Support: 7. Total Functional -07 =07 25% ~-09 -00 15 100

8. Total Network 00 -14 23* -09 -02 09 95%*4 100

9. Total Loss -05 ‘ ) 15 =12 13 ~06 01 -26% ~25% 100

NOTE: Decimals have been cmitted.

* p<£.05 - ]
** p¢ .0l ‘
*hk pg 001

6L
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ceived gocial intimacy and the total functional (quality) and total net-

work properties (quantity) of social support.

Univariate and Multivariate Analyses

Univariate and maltivariate analyses of variance were performed to
obtain a global picture of change in subject scores on the variables of
psychological distress and marital intimacy when the interaction of sex,
diagnosis and time was considered. The significgnce level of p .05 was
chosen to answer the research questions. Because of the limited malig-
nant sample size (n=8 females; n=8 males) at the follow-up time period
and the missing data on two subjects' reports of social support for the
follow-up time period, the social support subscales were not included in
the miltivariate analysis.

The BMDP compﬁter program 4V statistical package was used to ;ér—‘
form the univariate and multivariate analyses of variance because of its
ability to deal with an unequal n.

The variable of psychological distress (POMS) was measured at three
\time periods. A three-way Anova (2 X 2 X 3) with cne repeated measure
was used to analyze the main and interaction effects of Diagnosis (Be-
nign versus Malignant), Sex (Male versus Female), and Time (Pre-Biopsy
versus Diagnosis versus Follow-Up) on the total mood disturbance score
of POMS. Analysis of variance is the statistical tool that provides a
single composite test to compare all sample means simultaneously to
determine the presence éf statistically significant differences in the
data. |

" Results of the univariate analysis displayed in Table 12 revealed a



TABLE 12

Univariate Analysis of Variance with Repeated Measure of the Effects of Sex (Male Versus Female), Diagnosis

(Benign Versus Malignant) and Time (Pre-Biopsy Versus Diagnosis Versus Follow-Up) on Total Mood Disturbance

Score (POMS)

Approximate éignificance
Source of Variation - MS F Ratio at of F Ratio
Sex 479,184 .29 1,84 .5922
Diagnosis 24.75 .01l 1,84 .9030
Sex X Diagnosis 323.047 .19 1,84 6600
wepMs 1
Time . | 9029.55 20.16 2,168 .0000%***
Time X Sex 213.29 .48 2,168 .6219
Time X Diagnosis 1131.68 2.53 2,168 .0829
Time X Sex X Diagnosis 1652,68 3.69 2,168 .0270%
*kkx 1< 001
* p<,05
1

WCPMS - Within contrast pooled mean squares.

18
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significant univariate interaction effect of Time by Sex by Diagnosis on
psychological distress (F=3.69, df=2,168, p—-;.0270). Figures 6 and 7
illustrate the changes on psychological distress over time by presenting
the difference in slopes between the mean scores of the benign and mal-
ignant males and females. The means reported in these figures were .
obtained from the univariate analysis and are different from the raw
means because of data loss from the pre-biopsy to the diagnosis time
period. | 7 ‘

Differences between the groups over time indicated that benign
females (M=34.17) reported more distress than benlgn males (M=18.56) at
the pre-biopsy time; however, malignant males (M=45.88) were more dis—
tressed than the malignant_ females (M= 29.88) .at the same time period.
While the mean scores decreased over tJ_me for all groups as reported
below, the malignant females (M=13.25) and benign females (M=12.86)
réported higher distress scores at the follow-up time than the malignant
males (M=1.00) and benign males (M=9.50).

In addition to the three-way interaction, there was a significant
main effect for Time (F=20.16, 4df=2,168, p=.0000) iﬂdicating that the
group as a whole rated t.:heir level of psychological distress as being
significantly different over time. The total group means for thfe mood
disturbance score over the three time periods were 28.45, 11.22 and
10.44 respectively. This indicates the pre-biopsy scores on POMS were
significantly higher than the diagnosis and follow-up scores on this
measure. ‘

For the variable ofr marital intimacy, a three-way Manova (2 X 2 X

2) with one repeated measure was used to analyze the main and interac-
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Figure 6. Mean scores of benign subjects on total mood disturbance

(POMS) over three time periods.
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Figure 7. Mean scores of malignant subjects on total mood disturbance

(POMS) over three time periods.
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tion effects of Sex, Diagnosis and Time on the five intimacy subscales
of PAIR using the perceived intimacy scores reported at the pre-biopsy
and follow-up time periods.

‘The results 6f the three-way Manova with one repeated measure for
PAIR are displayed in Table 13. All multivariate main and interact:i;on
effects are shown. The results showed that the miltivariate interaction
effect of Time by Sex by Diagnosis was not significant (F=1.30, df=6,78,
p=.2679) and there were no significant main effects.

An examination of the univariate effects presented in Table 14
showed a significant interaction effect of Time by Sex by Diagnosis on
perceived emotional intimacy (F=4.36, df=1.83, p=.0398). This needs to
‘be interpreted cautiously in light of the lack of significance found for
the multivariate interaction effect. Figures 8 and 9 plot the emotional
intimacy scores of malignant males/females and benign males/ females at
the pre-biopsy and follow-up time‘ periods. Differences over time on
perceived emotional intimacy were not observed for the benign males,
benign females or the malignant females. However, the means indicaté
that the malignant males reported an increase in emotional intimacy from
the pre-biopsy (M=68.00) to the follow-up (M=79.50) time period.

It was also interesting to note that for the univariate main
effects there was a trend towards differentiating Diagnosis by perceived
social intimacy (F=4.16, df=1,83, p=.0446), and Time by perceived intel-
lectual intimacy (F=4.63, df=1,83, p=.0343). Again, these need to be
interpreted very cautiously in light of the lack of significance found

with the multivariate main effects for Diagnosis and Time.
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TABLE 13

Multivariate Analysis with Repeated Measure of the Main & Interaction Effects

of Sex (Male Versus Female), Diagnosis (Benign Versus Malignant) and Time (Pre-

Biopsy Versus Follow—-Up) on Perceived Marital Intimacy (PAIR)

Approximate Significance
Source of Variation i dat F Ratio of F Ratio
S: Sex 6,78 1.35 .2459
D: Diagnosis . - 6,78 1.77 .1169
SXD 6,78 .64 .6995.
T: Time 6,;78 1.35 .2474
TXS | 6,78 ' 1.53 | .1837
TXD | 6,78 .77 7 .5926
TXSXD ‘ 6,78 ' 1.30 +2679

*o & .05



TABLE 14

Univariate Analysis of Variance, F Ratio Results of Effects of Sex, Diagnosis and Time on Perceived Marital

Intimacy (PAIR) Subscales (Degrees of Freedom Ekiual 1,83)

" Significance Source of

of F Ratio Variation BEmotional  Social 7 Sexual Intellectual Recreationa_l Conventionality
NS S: Sex .01 .52° 1.50 07 3.34 .28
NS D: Diagnosis 1.61 4.16* .85 1.45 1.13 1.20
NS S XD 1.54 .02 .67 .00 .82 .34
NS T: Time 1.46 .01 .02 4,63% .51 .00
NS TXS 2.34 .70 .19 .27 .35 3.92
NS T X D - 2.48 .14 .97 2.38 1.44 .06

NS TXSXD 4.36* .30 .02 .01 .04 2.11

NOTE: *p< .05
NS = Not Significant

L8
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Figure 8. Mean scores of benign couples on perceived emotional

intimacy (PAIR) for time, sex and diagnosis.
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Part II: Qualitative Analysis

Subjects' responses to the questions of the semi-structured ocon-
joint interviews were a rich source of data. There was a diversity of
responsesy with rmultiple themes. The wording of categories came from the
responses to each question which were included at the three interviews.
The pre-biopsy period before the diagnosis was known, allowed the:re-
sponses of all 56 couples to be pooled together. Subsequent interviews
were organized by time period (diagnosis or follow-up) and by diagnosis
(benign or malignant). The subjects' responses are discussed in the

following sections.

Pre-Biopsy Time Period

Fifty-six couples were interviewed within two weeks prior to the
breast biopsy. None knew their diagnosis although they may have been
told that the breast abnormality looked “suspicious" or 'was nothing to
worry about". Coding categories were developed from the questions asked
during the pre-biopsy interview. Responses to each category were re;
corded and frequencies for each type of résponse were cbtained. Each
husband-wife dyad may have responded with more than one answer to a par-—
ticular question. The percentéges reported for rthe frequencies either
represent the percentage of the total couples (N=56) who answered the
question or the percentage of the total responses to the question when
more than one response pér couple was given. This distinction will be
noted as each question is discussed. Percéntages .were rounded off to
the nearest whole number for convenience in reportn':ng.

' The breast lump or other abnormality was found by the woman herself
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in‘54% of the female subjects (n=30). Sixteen (29%) of the subjects had
volunteered for the National Breést Screening Study and had their breast
rlumps detected by the professionals associated with the research pro-
gram. A physician detected the breast abnormality in eight (14%) of the
subjects. Lastly, two husbands were fesponsible for detecting the
breast lump. The breast abnormality had been discovered anywhere from a
few days to eight years prior to consultation with the surgeon who
recommended the breast biopsy. | |

"Who have you told about needing the biopsy?" was asked to assess
the involvement of the social support system during the pre-biopsy peri-
od. Table 15 presents the categorieé of relationships of the people who
were told about the anticipated biopsy. The responses ranged from tell-
ing the spouse only to "telling everybody!" As one husband said, "It's
all but been in the newspaper!". The nuclear family of spouse and
children were most frequently told (30%) followed by the extended family
(27%) which included sisters and brothers, parents, and in-laws.

In addition to peoplé ;;\mo were £old, some couples also identified
people they wished not to know about the impending biopsy. Eight
couples said they did not want their children to know. A couple with
older, married children said, "They can have a good summer until we know
for sure". Six couples said they did not want the extended family to
know, such as aging paren1;_s. Two wives indicated they wished they had
protected their husbands from knowing as it caused too mach worry. In
several cases, there was disagreement between the spouées as to who
should be told. "He tells everyone", said one woman' who did not lii{e

others, "talking about my problems". Misinterpretation was cited as a



TABLE 15

Who Was Told About the Biopsy
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Relationship Frequency

" Percent of Total

Responses®
Spouse Only 3 3
Nuclear Family - Spouse 30 30
- Children
Extended Family 27. 27
f Friends 23 23
Co-Workers 15 15
‘Briest~ 2 2

* Responses to this question total 100.
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reason for not telling some people. One husband said he had told no one
because, "they go away with a different opinion of what you've said and
next thing they have you dead in six months."

The primary concerné of both husband and wife at the pre-biopsy
time are presented and comparatively ranked in Table 16.  Only the top 5
categories were ranked. It can be seen that the most common concern is
the diagnosis of cancer. The particular fears varied from concern about
having a breast removed to fear of death. Moré men than women were’ con-
cerned about the quality of health and life expectancy issue. Comments
like, "I hope she is going to be OK" and "I cou].dn't live without her"
were offered by 16 (29%) husbands.

Four women (7%) as compared to no men specifically identified loss
of breast as a concern. As one woman remarked, "In my mind, I have cut
it off 50 thousand times". Not being as concerned about breast loss as
‘some other issue was included in the responses of six women and six men.
Comments like, "Actually the possibility of mastectomy doesn't even con-
cern me as mach as the big 'C'", speak to the priority of concerns. As
well, same macabre humour was noted when one husband said to his wife,
"If you have to have it off, we'll mount it on the wall".

More wives than husbands ident‘ified the breast biopsy itself as a
major concern. Waiting for the biopsy date or not knowing what to ex~-
pect during and aftef the p}:ocedure itself were the primary concerns Qf
20% (13) of the women. Three husbands were concerned about the surgery -
from the standpoint of loss of blood and discomfort with having "my wife
cut into". Only 2 out of the 56 husbands (3.5%) and 3 of the wives (5%)

had no concerns.
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TABLE 16

Description and Comparative Ranking of Primary Concern of Husbands and

Wives at Pre-Biopsy Time Period

Wife* Husband**
Primary Concern Frequency Rank Frequency Rank
Pear of Cancer: |
Diagnosis of Cancer Itself 14 1 17 1
Concern About Removal/Spread 2 NR 3 4
Concern About Quality of :
Health/Life Expectancy 10 2 16 2
Concern About Breast Loss 4 5 0] NR
Concern About Chemothefapy 1 NR 0 NR
Concern About Children 3 NR 0 NR
Results/Knowing What "Tt" Is 6 4 15 3
Fear of Biopsy:
Surgery/General Anesthetic 2 NR 3 4
Biopsy Procedure Itself- , 4 5 0] NR
Waiting for Biopsy Date 7 3 0 NR
No Concern: Co | 3 NR 2 5

NOTE: NR = No Rank
*Wife - n=56
**Husband - n=56
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Each spouse was asked to describe changes Observed in the other
spouse as a way of identifying individual coping responses to the threat
of biopsy. Changes noted in husband by wife are summarized in Table 17.
Percentages are reported for the total nuwmber of responses to this ques-
tion (n=56). 'IWgnty—fouf wives (43%) reported no observed change in the
husband. Thirty percent (n=17) of these responses reported positive
changes in the husbands' behaviour such as being more supportive, con-
siderate and affectionate. When one husband was described as being
understanding, he replied, "Well, there is no point in falling apart! I
feel if I worry about it, it will affect her too. So I'm not worrying
'about it. She is going to be alright!". A similar theme was woiced by
a wife who said, "He doesn't show his inner feelings. He tries to be
strong for me all the time no matter what. I wish he would let his
guard down once in a while." Fifteen (27%) of the responses noted that
the husband was worried and prgocéupied with symptoms such as irritabil-
ity, tension, and inability to sleep. |

Changes noted in wife by husband are presented in Table 18. Per;-
centages are reported for the total number of responses to this question
(n=65). Thirty—fo_ur‘ percent (n=22) of the responses reported no change
was obsérved in the wife. This doservation was acconpanied by comments
such as, "She's toughl!", or "She's really holding up well". Only two
husbands noted positive changes such as being more affectiocnate. ‘The
majority of the husbands' responses (63%) indicated signs of distress in
their spouse S}.lch as tension, cries easily, being on edgé, short—-tem—
pered and pre-occupied. These may be the behavioural outcomes of what

several women described as the "emotional rollercoaster" experience of
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TABLE 17

Changes Noted in Husband By Wife During Pre-Biopsy Period

Percent of Total

Changes in Husband Frequency Responses*
No Change 24 43
More Considerate/Attentive 12 21

e.g. "Phones more frequently"
"Asks me how I am doing"
"Helps without being

encouraged"
Very Optimistic/Reassuring 7 2 4
More Affectionate 3 5
Préoccupied 5 ]
Unable to Sleep 2 4
Very Worried 5 9
Started Smcking Again 1 2
Irritable - 1 2
Tense | 1 . 2

* Responses to this question total 56.
Percent has been rounded off to the nearest whole number.
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TABLE 18

Cﬁanges Noted in Wife By Husband During Pre-Biopsy Period

Percent of Toﬁal

Changes in Wife Frequency Responses*
No Change | 22 34 |
Tense ‘ 8 12
Nervous 3 5
Cries Easily | . 7 11
Grouchy : 2 3
On Edge | 4 6
Short-Tempered 2 3
Preoccupied/More Quiet 8 12
Smokes More 1 2
Difficulty Sleeping , 7 2 3
More Affectionate : | 2 _ 3
Started Smoking Again 2 3
Spends More Time With Children 2 3

* Responses to this question total 65.
Percent has been rounded off to the nearest whole number.
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time period.

"Who is most affeéted?" was another question posed to the couple .
during the pre-biopsy interview. Forty out of the fifty-six couples
said the woman was most affected by the experiepce because it was her
body that was experiencing the health problem. Ten couples identifiea
the ﬁusband as being most affected. A poignant explanation for this was
offered by one husband who said, "Mentally, I would say I am most
affected. 1It's easier to be the person needing the surgery than the .
person who is sitting there waiting for the answer or the situation to
get better. You are not at all involved. You have absolutely no ton-
trol over or nozinvolvement in what is going on. All you can do is sit
and wait". ’

Five couples idéntified both -spouses as being equally affected by
the anticipated breast biopsy. Finally, one couple said their young
children were most affected and were sensitive to the tension both
parents were feeling during the pre-biopsy period.

When asked what was most helpful to the couple during the pre-biop-
sy period, a variety of answers were offered with couples often identi-
fying more than one ar.lswer. These are sumnnarized in Table 19. The
factors identified camnot be seen as mutually exclusive categories. One
couple may have said they could count on each other for support and also .
have said they found keeping busy and not thinking about the biopsy to
be a helpful strategy. Percentages are regorted for the total number of
reponses cbtained for this question (n=87).

Coping strategies involving the marital relationship were repofted

by 40% of the responses. Specifically talking about it was suggested by
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TABLE 19

Factors That Helped Couples Deal with Pre-Biopsy Experience

Percent of

Total
Factors Frequency Responses*

Marital Relationship

Talking About It 13 15

Supportive of Each Other/Togetherness 15 17

Ability to Share Feelings Openly With Spouse 3 , 3

Knowing Relationship Will Not Change 3 3

Spending Time Together 2 2
Diversion ’ )
" Keeping Busy/Trying Not to Think About It 17 20
Information

From Reading, Fram Physician ’ 3 3

Talking to Nurse Researcher ]

re: Information 8 9
re: Being Able to Talk About It -3 3

Support

Support of Family & Friends 3 3

Belief and Trust in God 2 2

Prayed About It 2 2
Other

Don't Talk About It 5 6

Nothing is Helpful 3 3

Positive Thinking 1 1

Confidence in Surgeon 2 2

Haven't Tried Anything 3 3

* Responses to this question total 87.
Percent has been rounded off to the nearest whole number.
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only 15% of respon-ses. The nature and depth of the commnication was
often unclear.r It was difficult to know whether the couple were talking
about the in.strumental aspects of the biopsy or intimately sharing emo-
tional concerns. One couple explained their response by saying, "She
tells me what the doctors have said and I maybe ask for clarification on
some things. We haven't gotten into conversations like what happens if
you have to have your breast removed".

:Discrepancies between husband and wife in terms of communication
were also noted. One woman said, "I would like to talk about it but I
£ind that he is a very hard person to talk to. I think he is about as
emotiohal as a stone. He likes to pat his head in the sand whereas I
come from a family that blurts everything out and yells at each other".
Similarly, one husband said, "We don't talk much about the biopsy. I
like to take one step at a time. It is fine to try and plan ahead for
the future, but you can only go so far and then you start tripping your-
self up. She tends to look at the grim side of things: 'What if?, What
if?, and What's going to happen to the kids?' I don't like to dwell o
that sort of thing".

Counting on the support obtained from the relationship was also
identified as an important helpful factor by 25% of the responses. Per-
haps this aspect may have addressed shared emotional communication about
the biopsy. As one couple said, "We discussed it at home and cuddled up
over it". Another interesting response was that tﬁree wives ocommented
that they were assured that whatever the outcome of the biopsy (or
breast cancer surgery), they were not concerned about their husbands

leaving them. This they found very reassuring: "I would not have to
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worry about losing him".

Keeping busy and trying not to think about it appeared to be a
coping response (20%) found helpful. Information was reported as being
helpful by 15%‘of the responses. It was interegting to note that having
~an opportunity to talk with the investigator by virtue of the couple's
consent to péréicipate in the researdh project, was identified as a
helpful factor either because the interview provided information. or
provided the opportunity for the coupl? to talk about shared ooncerns
which they might not have otherwise done.

Finally, 6% of the responses suggested that not talking about it
was a helpful strategy. One husband advised, "We don't talk about it or
we would go crazy. My biggest concern right now is to keep her calm".
Another couple said that it was too premature to talk about. "We Jjust
have to wait to be told in black and white what the result of the biopsy
is. When and if we are confronted with it (cancer), we will sit down
and cry our eyes out and then we will discuss what has to be done".

Suggestions for health care ‘ professionals are presented in Table
20. Again, percentages are reported out of a total of 63 responses with
some couples identifying more than one response. Over half (57%) of the
responses said that more information (verbal or written) about the biop-
sy procedure itself and cancer treatment alternatives needs to be pro-
vided. One woman said, “I really don't know a whole lot about the biop-
sy at this point in time...nothing...just that they are going to remove
it... that is all I know". Another response again illustrates the need
for more information: "I have heard the word biopsy a hundréd times but

really what are they going to do? The doctor didn't say anything else.
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TABLE 20

Suggestions for Health Care Professionals During the Pre-Biopsy Time

Period
Percent of
. Total
Suggestions Frequency Responses*®
No Suggestions/Adequate Information Provided 7 11
Need for Information About Biopsy Procedure 31 49
and Cancer Treatment Alternatives
Need for Written Information About Biopsy/ 5 8
Cancer Alternatives
Need for Information About Prevention of 3 5
Breast Lumps/Breast Screening
Decrease Waiting Time for Biopsy 12 19
Opportunity for Whole Family to Talk About Tt 2 3
Need for Information About How to be Helpful/ 1 1
Supportive to Wife
Use Words People Can Understand 2 3

(e.g. "Benign"/"Malignant")

* Responses to this question total 63.
Percent has been rounded off to the nearest whole number.
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- So I walked out of there and went home and looked it up in the encyclo-
pedia and trled to get a little information out of there". A contrast-
ing view was provided by a woman who said, "I don't understand what will
be happening but I am a great believer that sometimes you are better off
not knowing some of these thing;s".

The next most frequent suggestion (19%) was to find ways to de—
crease the waiting time required between learning that a' biopsy was
advised and actually having it done. Some couples reported waiting up
to 6 weeks "in hell" for word about when the biopsy would be performed.

An interesting suggestion was provided by 3% of the responses ‘which
asked -for clearer wording to be used. Words used by health care érofes—
sionals such as "benign" and “"malignant" were rep'orted to be confusing.

One last observation about the pre-biopsy interview responses was
the amount of involvement the husband wanted to have with the surgeon
who was consulted about the breast lump. The investigator had pbserved
that the husband would occasionally accompany his wife to the appoint-
ment and would remain in the waiting area while his wife was seen by the
surgeon. None of the husbands who participated in the study saw the
surgeon during the pre-biopsy period. Of the thirty husbands who com-
tmented on this observation, 20 (66%) said they preferred not to be
ihcluded with their wives in a discussion with the \surgeon before the
biopsy was performed. Explanations ranged from, "It's too soon to get
‘ excited about this problem” to "I'm not good at that type of thing., My
wife will tell me what is going to happen". One husband said, "From
what I understand, there is no threat until the results of the biopsy

come back and we know fbr sure what we are dealing with. I'm not be-
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littling the surgery——certainly there is oconcern and apprehension, but
no threat and so therefore support is not required. To go and evaluate
her ability to understand and interpret what the doctor is sayingris not
necessary". Another husband suggested he, "would certainly like to meet
with the doctor after the biobsy if there is a problem”. 7

Ten husbands (33%) indicated they would have liked an opportunity
to talk to the surgeon. "I think I would feel a little better if I had
talked to hJ'.m"‘, one husband said. "I feel left out", was another hus-
band's response. An interesting response was offered by one husband who
compared the difference between having a child with a health problem and
having a wife who required surgery. "When one of the kids was sick, the
doctor stopped and drew a picture of exactly what would happen and what
the operation was going to be. But when it was my wife, I didn't get
that kind of involyement. I wasn't invited to the doctor's office and
told What was happening--that it ocould be bad or I didn't have to worry

at all. There was none of that in this situation.”

Diagnosis and Follow-up Time Period: Malignant Couples

The second interview occurred at six to eight weeks following
breast cancer surgery. This interview was called the diagnosis time
period because the diagnosis was known and the ben:Lgn and malignant
groups were differentiated. For this reason, the results of the inter-
views were organized into the malignant couples' experience at the diag-
nosis and follow-up periods followed by a presentation of the benign
couples' experience for the same time periods. Grouping like-diagnosis

couples together allowed for a comparison of changes over time.
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Eight couples who received the diagnosis of breast cancer were seen
in a oconjoint interview. The type of breast cancer surgery varied with-
in the group. . Two women had a segmental resection performed; the re-
maining six had a modified radical mastectonly, with one woman requiring
both breasts to be removed. At the time of the interview, six of the
eight women were receiving chemotherapy. Two were prescribed oral anti-
cancer agents only, ‘while the remaining four were also receiving intra-
venous medication.

In response to the question of who had been told about the diagno-
sis, all eight couples responded, "everybody". One husband spontaneous—'
ly answered, "the whole world!". "Anybody who wants to listen", said
one wife. "It involves so many people...the people I work with...and
people that my husband works with...and the people I play golf with...so
it is Jjust all the people that we are around all the time. Their reac-
tions have been just super. Not only did the women come up to the hos-
pital but the husbands came too. People were just wonderful". This
same theme was corroborated by all the couples. No one reported receiv-
ing negative reactions from the peopie who were told about the cancer
diagnosis.

A wide variety of problems were reported by the wives during this
time period. They included reactions to the chemotherapy such as:
fatigue, hot fluéhes, and flu-like symptoms; lack of energy related to
the surgery; discomfort from the mastectomy such as tightness,' numbness,
phantom sensations and arm pain; discomfort from the prosthesis; putting
on weight related to a decision to quit smoking; difficulty making a

decision about adjuvant treatment; and adjusting to breast loss. Con-
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cerning the last complaint, three of the six women who had received a
mastectomy specifically reported feeling umbalanced in terms of weight
distribution, feeling “frampy" and "sensitive" about the breast loss,
and needing to choose different clothes to wear than previously.

All but one husband in the group of eight men had seen ‘his wife's
scar. An interesting comment in this regard was made by one husband who
said, "I wasn't expecting such a large scar. It was different than what
I thought. I didn't expect to see the breast completely removed. I
thought they would somehow leave the breast, so I was a little bit
shocked to see it". The wife of this man described her decision to havé
him see the scar: "It was two weeks after I came home from the hospi-
tal. He wasn't quite ready for it right away. I was afraid to show him
too. One day I needed some flelp with my bandages because my daughters
weren't around. So, I saigd, 'Weil, you might as well see it now'. I
wondered what he would think. I wasn't too worried but I still had an
uneasy feeling." The size of the scar and extensiveness of the surgery,
particularly the incision in the region of the armpit to remove lymph
nodes, was also startling to several of the women. |

Changes noted in the wife by the husband were varied. The most
frequent change was signs of fatigue reported by ‘50% (4) of the hus-
bands. "She's getting back to her normal self" was a common expression.
It is interes_ting to note the choice of present tense ('"getting back")
versus the use of the past tense.

The wives reported positive changes in their husbands. Only one
wife indicated no change was dbserved in her husband at this time peri-

od. The remaining seven women said their husbands were "more support-—
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ive", "more loviné and affectionate" and "helped around the home more".

When asked what change had occurred in ﬁleir marital relationship,
seven couples (87.5%) repofted an improvement; one couple reported no
change. Responses included feeling closer, s‘paring more feelings and
affection, and appreciating each other more. One husband 'said, "I guess
you start to rea..li‘ze how temporal things are...you may have limited time
together. You really appreciate the other person more."

"What has been most helpful for you as a oouple in dealing with
this situation?", was another question asked during the interview. Re-
sponses (n=13) included support from friends and family (38% of respons;
‘es) and information from reading or from the nurse researcher (31% of
responses)'. Confidence in the doctor accounted for 15% of the total
responses. The remaining answers each accounted for 7.5% of the total
responses. They included keeping busy, religious faith and prayers of
others, and knowing marital partners could .support each other.

The last question asked at this interview focused on identifying a
present major concern. All eight couples (100%) said they were most
concerned about recurrence of cancer.

The follow-up interview occurred within five to six months follow-
ing breast cancer surgery. Again, eight coupleé participated in the
interview. The questions asked at this- time period were similar to
those asked at the diagnosis -interview in order to get a time perspect-
ive of differences in concerns and alterations in the relationship.
Responses of the malignant couples at the follow-up time period are
compared with those obtained at the diagnosis interview in Table 21.

Change in the wife noted by the husband indicates that 66% of the
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TABLE 21

Conparison of Responses of Malignant Couples at Diagnosis Interview
Versus Follow-up Interview

Category Diagnosis Interview Follow-up Interview
Response Frequency Response Frequency
Changes in More Tired - 4 Forgetful -1
Wife " Getting Back to Back t0 Normal -5
Normal -3 More Independent -1
Lifestyle Change Tired - -2
(exercises more, Short~Tempered -2
watches diet) -1 Spends More Quality
' Time with Kids -1
Allows Self to
Iean on Others -1
Positive Outloock - -2
Changes in More Supportive -3 Back to Normal -2
Husband Helps Around House No Change -3
More -4 More Helpful -2
More Loving -1 Sensitive to
Sensitive to Wife's Wife's Feelings =1
Feelings - -1 Quit Smoking , -1
No Change -1 Talks More -1
Changes in Become Closer - 4 Become Closer -2
Relationship Appreciate Each Talk More -1
: Other More -1 No Change -2
Talk About Back to Normal =2
Different Things -1 Appreciate Each
Share More Verbal ©  Other More -1
Feelings -1
No Change -1
Factors Keeping Busy -1 Support from Friends - 3
Helpful to Support from Friends Talking to Other
Couple in and Family -5 Couples -1
Dealing With Religious Faith and Talking to Women With
Cancer Prayer -1 Same Experience -1
Experience Knowing We Can Going Away By '
Support Each Other - 1 Ourselves -1
Confidence in Doctor - 2 Attitude of Husband - 3
Information From Getting Information -~ 3
Reading Co- 2 Time -1
Information From . Taking Responsi-
Nurse Researcher -2 bility Ourselves 1
Supporting Each Other - 1
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responses (n=15) to this question focused cn positive changes such as
returning back to normal, having a positive outlock, and becoming more
independent. Symptoms attributed to chemotherapy such as being tired,
forgetful and short-tempered accounted for 33% of the responses to this
question versus 50% at ﬁ'le diagnosis time period.

Changes in the husband's behaviour reported by the wife showed a
decrease in positive changes over time (from 90% of the total responses
to the question at the diagnosis time period to only 40% at the follow-
up period). Fifty percent of the total responses at the follow-up peri-
od suggestéd life had returned to normal or no change in the husband's
behaviour had been dbserved. One woman said that when she heard her
husband "growl", she knew that things had returned to rlor;txall

Similar results wefe reported for changes in the marital relation-
ship with the high frequeacy (87.5%) of reported positive changes at the
diagnosis period being reduced to 50% of the responses by reports of
"back to normal" and no change at the follow-up interview. A woman who
had reported an increase in expression of feelings between thé ocouple at
the diagnosis interview said, "we are getting back into the rut again".

Three couples remﬁed an endufing change in their children's be-
haviour which continued through the foilow—up period. Two couples spoke
of more yphone cails made to them by their adult children while one
couple reported that their adult children came to dinner less often and
when they did, they were more helpful in the kitchen.

Identification of factors which were ﬂelpful to the couple revealed
a similar theme when compared to the diagnosis time periodl. As well,

fear of recurrence was also presented as a major concern of all the
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couples at this interview.

An interesting cdbservation was made concerning the language used to
describe the cancer experience at ’dﬁis inter\}iew. Almost all of the
couples talked about having "had cancer" in the past tense as opposed.to
"having cancer now". One woman said, "I have to keep sort of reminding
myself of that because I don't think of nysélf as having cancer. As a
matter of fact, every timer I take my pills, I think it doesn't feel
right to me. I dread .going to the Cancer Center and looking at every-
body there...this is something I will have to get over". "I felt like
my wife had cancer and now it is gone", said a husband whose wife was

still receiving chemotherapy.

Diagnosis and Follow-up Time Period: Benign Couples

Thirty-six ocouples diagnoséd as having benign breast disease were
interviewed six to eight weeks following the biopsy. This .intérview was
called the diagnosis interview. The general theme of the responses of

both husbands and wives at this time period was relief at having escaped
| the diagnosis of cancer. The following comments speak to this mitiga-
tion of threat: "a great weight has been taken off my shoulders", "I
was more worried than I lét on", "You don't realize until it is over how
much “you are really worrying about it", and "I spent an awful lot of
emotional energy on not knowing the outcome". 7

When asked to describe the biopsy experience, several concerns were
voiced. Eleven couples (30.5%) commented on the lack of personal atten-
tion they received from the 'surgeon or other health care professionals

at the time of the biopsy procedure. The experience was likened to an
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"assenbly line" where the impersonal and casual attitudes of the
professionals seemed almost callous in their disregard of the importance
of the event to the patient ‘or hér husband. Women reported being
talked about, but not talked to especially during tl;le biopsy done with a
local anesthetic. "You listen to the comments of the doctors and nurses
as they talk to each other. No one tells you what is happening. It is
like you are not even there...and I heard him say, 'if we take too much
out, she won't have anything left'". '

Another concern was the lack of follow-up after the biopsy. Sever—
al couples said they were not told when to see the surgeon or when the
stitches were to. be removed. One woman said, "Nobody seems to care
postoperatively. You have the surgery and that is it. It is out of the
surgeon's ‘'realm and he doesn't care anymore. He has done his thing and
that is it. Instead of telling you what to expect, you have ‘to find out
yourself”. 1In fact, a third of the couples did not see the surgeon
~ again because the office nurse removed the stitches.and confirmed the
behign results. Two of the couples never did hear about the results and
were told to assume that if the surgeon did not request to see them, the
results were all right. This seeming disregard of the trauma of the
breast biopsy by the surgeon, in particular, led three couples to specu—
late about whether a female surgeon would, "react with more compassion
under these circumstances".

Waiting for the biopsy and then waiting agai'n‘ to know the biopsy
rgsults was another concern reported by 21 (58%) of the couples. As me
husband said, "Both of us were qui.te capable of handling any news, but

just the not knowing what was happening was the worst of it". Another
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response was, "The week following the biopsy before .I was told the re-
sults wa:s the worst week of all." Again, the impression the couples
received was that the health care professionals involved did not appre-
ciate how stressful this waiting experience was for them. Some couples
waited for up to two weeks before learning the diagnosis. Husbands
seemed to be affected by this waiting too: "It was a long week until we
got the biopsy results. I wasn't used to him sittingr around the house
so much--usually he was out doing things. I kept thinking how glad I
would be when we got the results and he got back to his routine. I
don't really know if he even realized that he was doing this, but I
dig". |

In conjunction with the biopsy experience, couples were asked if
anything had occurred which they had not expected. The answers to this
question are summarized in Table 22. Of interest were comments about
the uhexpected distress felt at the time of the actual procedure such
as, "I was so tense that I even got sick to my stomach while I was wait-
ing for the surgery": "I was just beside myself I was so afraid"; and
"It was more upsetting than I thought and very exhausting". Particular
comments about the after-effects attributed to prolonged errbtional dis—-
tress were also noted. One woman séid, "I was fine until I gét in the
car to go home and then it hit me. I started crying and shaking".
Similar responses such as "I ‘felt totally wiped out" and "I was a ner-
vous wreck" wete reported. One husband described the experience by
saying, "I thlnk she had kept herself up, a;tificially, for so long
before surgery that when it was over, she crashed physically, mentally

and emotionally".
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TABLE 22

Unexpected Events of Breast Biopsy Experienced by Benign Women

Percent of Total

Events Frequency Responses*
Effects of General Anesthetic 3 )
("drowsy", "nausea")
Hematoma 2 5
More Pain Than Expected 4 ' 11
Less Pain Than Expected 3 8.
Bruising | 2 , _ 5

More Emotionally Upsetting than

Anticipated 8 21
Decreased Ability to Breastfeed 1 3
Large Scar . 2 " 5
"Disappointed” about Benigh Results 3 , 8 A
Let-down Feelings Post-~op 5 13
Procedure Took Lénger Than Expected 7 2 5

Experience of Local vs. General
Anesthesia : ' 3 8

* Responses to this question total 38.
Percent has been rounded off to the nearest whole number.
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A related response was the feeling of “disappoiﬁtment" at finding
benign results. This experience was reported by three (9%) of the re-
sponses. "We had pretty well adjusted to expecting the worst and when
the results came back, I felt quite depressed. I coulcin‘t understand
this when I knew I should be so happy". Another comment suggested, "I
had already told myself this was cancer and I was up so high preparing
myself for it that When the doctor told me it was benign, I was glad but
it was like a disappointment. Tt took a week to come cut of this".

Questions which were similar to the pre-bj.opsy interview were also
included in the diagnosis interview to assess changes in response over
time and provide a retrospective review of the experience. The ques-
tion, "What changes have you noticed in your wife since the biopsy?" was -
directed to the husband. Answers to this question are presented in
Table 23. Of the 38 responses to this question, 42% of the responses
indicated no change in the wife's behaviour had been doserved. Fifty-
four percent of the responses indicated a positive change had occurred
such as, "more relaxed, less preoccupied, and back to normal self".
Only 5% of the respcgnses indicated a nega;tive change such as, "more
tired" and "spaceﬁz;".

Changes in the husbands as described by the wives indicated 42% of
the 36 responses to this question reported no change (see Table 24). 7
The remaining 58% of the dbservations spoke to the husband's rélief of
tension and greater appreciation of his wife expressed by answers such
as "He's being nicer to me", "He's helping more", etc.

Changes in the marital relationship following benign diagnosis are

outlined in Table 25. No change in the realtionship was reported by 78%
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TABLE 23

‘

Changes in Wife Reported by Husband (Benign) at Diagnosis Interview

Percent of Total

Changes ‘ Frequency Responses®
No Change 16 42
More Relazxed - , 7 18
Less Preoccupied 2 | 5
Less Dépressed : 1 3
Has Returned Back to Normal 5 7 13
More Concerned About Others o1 ‘ 3
Relieved 3 8
Positive Attitude - N 1 3 |
More Tired ' 1 3.
"Spacey" 1. 3

* Responses to this question total 38.
" Percent has been rounded off to the nearest whole number.
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TABLE 24

Changes in Husband Reported by Wife (Benign) at Diagnosis Interview

Percent of Total

Changes Frequency Responses*
No Change ' | 15 42
Appreciates Wife More 8 22
"He is nicer to me."
More Helpful Around the House 1 ' '3
Less Tense, More Relaxed 4 ‘ . 11
Sleeps Better 1 3
Relieved 5 14
Less Edgey 1 : 3
More Happy 1 ‘ 3

* Responses to this question total 36.
Percent has been rounded off to the nearest whole number.
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TABLE 25

Changes in Relationship Reported by Benign Couples at Diagnosis Inter-
view

Percent of Total
Changes Frequency Couples*

No Change in Relationship 28 78

More Satisfaction

Things Are Better 3 8
less Tension 1 3
Spend More Time Together 2 6

Less Satisfaction

Changed Sexual Involvement 1 . 3

Lacdk of Commnication . 1 o 3

* n=36 couples.
Percent has been rounded off to the nearest whole numiber.
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of the couples. As one wife said, "I don't think it (the biopsy experi-
ence) has brought us closer or any of those magical things you see on TV
shows" . However, 6 (17%) couples did report greater satisfaction
through answers such as, "tﬂings ‘are getting better" or '"we're spending
more time together". Two couples reported less satisfaction in their
relationship related to lack of communication and a change in sexual
involvement because of the _redness and scarring at the biopsy site.
When this particular wife was asked when she thought things would return
to normal for her, she replied, "I think when the redness goes away, I
hope. The breast is such a private part and a scar there is different
than being on a stomach, for instance. I feel it is, sexually speaking,
undesirable When it is scarred and red like this".

Similar to the pre-biopsy time period, couples were asked to iden-
tify what they had fouﬁd to be helpful in dealing with the biopsy exper-
ience (see Table 26). 'I‘wénty-nirie percent of the total 58 responses
indicated that ﬁalking about the biopsy or treatment options between the
couple was helpful. Whether this meant talking about instrumental
issues related to the biopsy or affective cnes as well remains unclear.
One couple repor;:ed talking about, "everything in relation to the sur—
gery, further surgery, and treatment. We even discussed death and that
type of thing". In contrast, another husband said, "We both communicate
very well. We never did discuss what would happen if it was cancer. We
believed it was going to be benign and if it wasn't we would talk about
that later". His wife responded by saying, "A lot of things I kept to
myself...I didn't want to worry him".

The experience related to participation in the research project
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TABLE 26

Factors Helpful to Benign Couples Reported at Diagnosis Interview

Percent of Total
Factors Frequency Responses*

Marital Relationship

Talked With Each Other 14 24
Discussed Treatment Options 3 : 5
Good Marriage- Relationship

"Someone to lean on" 5 9
Support of Husband 3 5
Information

Talking to Nurse Researcher
re: Information ‘ 10 17

re: Information to Talk Together :
About Biopsy 5 9

Information From Reading

~

Information From Doctor 3 5

Support.- A
Supportive Attitude of Friends 3 ' 5

Religious Faith and Prayers ' 2 3

Talked to Others (Learned About ,
Other's Experience) ‘ 2 3

Other

Positive Outlock

Not Worrying About It
Not Talking About It
Keeping Busy

=D BN
NoW N W

* Responses to this question total 58.
Percent has been rounded off to nearest whole number.
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also appeared to be of benefit to some couples. Twenty-six percent of
‘the responses identified talking to the nurse researcher as helpful be—
cause of the information provided and/or because it provided the couple
an opportunity to talk about the evént together. Three conversations
are presented to illustrate fhis finding:

Couple Number 1 - Husband: "I would have. to say that sitting

down and talking with you was the most helpful" Wife: "Yes,

it was just having someone here who had the answers...not knowing

the outcome ..but being able to tell us how to put into perspect-

ive what would be happening". Husband: "I felt better about it

Just because we were able to talk openly about it".

Couple Number 2 - Husband: "I think cur talk with you helped us

greatly. -No one ever tells you what to expect". Wife: "But some

people don't want to talk about it and you thought I was talking

about it too much". Husband: I think there should be more talk-

ing to someone who knows about it".

Couple Number 3 - Wife: "I think coming and talking to you was

helpful. You explained some of the things and it kind of put us

in touch with what was happening and helped us understand. It was

hard getting through to thé doctor to ask all of these questions.

Also, you were asking my husband and me questions that otherwise

we might not have asked each other. We had to listen to each

other answer the questions and that really helped."

Involvement of the social support subsystem in the information
about the results of the biopsy was assessed by asking, "Who have you

told about the biopsy now that did not know before? The gereral re-
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sponse to this question was thét because it was good news, a nurber of
new people had been told who were either more emotionallky distant than
close friends and family, such as co-workers, or people who specifically
weren't told before, such as extended family, éhildren and agiqg par-
ents. An interesting observation was made by one couple about their
friend's discomfort with knowing how to relate to them during the biopsy
experience: "One friend never called for four days and when she did
call, she said that she was just so scared that che didn't know how to
handle it. Even her husband could not even discuss it with her. We had
them over for supper last week so that he OOl:Ild see that I was really
OK. It's fumny how you get different reactions from people".

Finally, the couples were asked what changes they aﬁticipated for
themselves as a consequence of receiving benign results (see Table 27).
Thirteen (36%) couples said they did not anticipate any' change. Six.
women (17%) said they planned to practice breast self-examination eithetr
more often or more carefully. Ten oouples (27%) said the experience had
caused them to appreciate life and relationships ,nbre with resulting
changes in priorities or decisions about time management. Lastly, 6
(17%) couples reported lifestyle changes they planned to make related to
diet, exercise, etc.

The final conjoint interview occurred at five to six months post-
biopsy. This was called the follow-up J'_ntgrview. Again, similar ques—
tions were posed to the couple to assess changes over time. As expect-
ed, many other events had occurred for the couple over the ihtervening
months. A frequent response was, "The biopsy isn't on my mind very much

anymore", "It's like water under the bridge", or "It was like a hang-
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TABLE 27

Anticipated Changes as a Consequence of Benign Biopsy Results

Percent of

Changes | Frequency Couples*"
No Change 13 36 |
More frequent/Careful Breast ;

Self-Examination 6 17
Become Mére Aware of Own Mortality 1 3
Appreciate Life More |

"live today for today" 3 8
Take More Trips Together/

Do More Things Together 3 8
Re—-evaluate PHilosophy of Life 1 3
Spend More Time with Children 1 3
Spend More Time Together ‘ 2 6
Decided to Quit Smoking | 1 3.

Fat Less Fat in Diet 1 3 -
Decrease Caffeine Intake\ 3 8 .
Exercise More | 1 . 3

* n=36 couples.
Percent has been rounded off to nearest whole nurber.
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over--two days later you are all over it and then you forget about it".
However, while the bidpsy was something which had happened in the past,
several couples commented, "We have learned so much from it". ' ’

When asked to describe changes in themselves which they attributed
to the biopsy experience, half of the responses to the question :indica'.t—
ed that the biopsy hadt caused no enduring change to occur (see Table
28). Eight (20%) of the responses suggested there was an improvement in
the marital relationship: "feeling closer", "doing more things togeth-

er.ll

, and "greater appreciation for my wife". Other changes had to do

with the practice of breast self-examination and lifestyle changes. .One

woman poignantly said that the biopsy and cother e\uzents over the past six

mo;lths made her realize, "moments of the present are really precious".
Two verbatim dbservations which were ;)ffered about the biopsy in

retrospéct did not fit the above categories. They are presented below:

Woman: "I still 'feel angry about having the biopsy done. I

think ita was treated as minor procedure by the surgeon. "I'm

sure to him it was a very common thing, but to me it was a bit

of a shock and a bomb shell and I was really not aware of even

what questions to ask before I had it."

Woman: "If I had to have another biopsy, I would probably be

more forward and ask questions. I wouldn't take it for granted

that I was going to get any answers. I would be more aggress-—

ive in my questioning and not so damn placid. I would be ex—

pecting more from the medical profession."

Similar to the previous interviews, the couple was again asked to

identify what was the most helpful to them as a couple in terms of going
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TABLE 28

Changes Attributed to Biopsy Experience by Benign Couples at Follow-up

( Interview
Percent of
: Total
Changes Frequency Responses*
No Change | 20 50
App;:eciate Wife More ‘ .2 5
Do More Things Together 1 3
Feel Closer to Each Other . 4 | lf)
Notice News Items 1n Media re Breast Cancer 3 8
Wife Talks More Openly ' 1 3
Appreciate Life More 2 5
Check Breasts More Often | 3 8
Check Breasts Less Often “ 1 3
Eat Less Red Meat | . l .3
Drink Less Coffee 1 3
Decided to Seck Counselling 1 3

* Responses to this question -total 40.
Percent has been rounded off to nearest whole number.
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through the biopsy expel.:‘ience. Table 29 presents the responses to this
guestion. Similar themes emerged again making it evident that even five
or six months later, the couples still had some very clear ideas about‘
what they had found helpful. Talking to each other, support from hus-—
band and each other, and involvement in the research project accounted
for 61% of the responses. "Just knowing my husband was behind me and I
could talk to him and he didn't find it or me repulsive", was one
woman's response. Involvement in the research project provided one
couple a chance to, "discuss things that we really would not have dis-
cussed ourselves—-so many things would have gone unanswered". Anoﬂqer
couple said, "Having the conversation with (the investigator) left us

with a certain peace of mind". -

Summary of the Results

In this section, the results of the quantitative and qualitative
analyses are summarized and discussed in relation to the research
questions.

Research Question l: What is the effect of the biopsy, ‘diagnosis

and treatment of breast disease on the level of psychological distress
experienced by both the woman and her spouse?

Husbands and wives together reported the highest levels of psycho-
logical distress at the biopsy time period which dropped considerably at
the diagnosis time period and remained at the same lower level at the
follow-up time period. Comparison with norms indicated that the dis-
tress reported by both the woman and her spouse did not reach abnormal

levels, implying an absence of psychopathoiogy. The malignant husbands
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TARLE 29

Factors Helpful to Benign Couples Reported at the Follow-up Time
Interview

' Percent of
- - Total
Factors Frequency Responses®*
Marital Relationship
Support from Husband/Each Other 8 16
Talking to Each Other 8 . 16
Information
Involvement in Research Project 14 29
Positive Attitude 5 10
Information From Doctor 3 6
Support
Talking to Other People , 3 6
Support of Family and Friends 2 | 4
Found Out Results Same Day of Biopsy 2 4
Other
Confidence in Coping Ability 2 4
Keeping Busy 2 4

* Responses to this question total 49.
Percent has been rounded off to nearest whole nunber.
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reported the highest levels of distress at the biopsy time followed by
the benign wives, the malignant wives and the benign husbands. The
females reported higher distress at the follow-up timethan the males.

Qualitative results indicated fear of cancer and its consequences
were rated as the primary concern by 71% of the wives and 91% of the
husbands during the pre-biopsy period. The pre-biopsy time period had\
an effect on both women and their spouses. Seventy-one percent of the
wives and nine percent of the husbands reported that they were most
affected by the pre-biopsy experience as compared to their spouses.
Nine percent of the subjects indicated both spouses were equally affect-
ed, \ '

The presence of distress was éonfinned by changes in the wife's
behaviour as reported by the husbaﬁd and vice versa. A difference in
behaviour which appeared to be related to the preéence of psychological
distress was reported fof 63% of the responses used to describe the
wives' responses to the pre-biopsy period and 28%/ of the responses used
to describe the husbands' behaviour. This decreased to 6% of the .re—
sponses for the benign wives and 0% of the responses for the benign hus—
bands reporting distress at the diagnosis time period. For the malig-
nant couples, 50% of the responses for the wives and 0% of the responses
for the husbands indicated distress at the diagnosis time period.
Changes in the husbands' behaviour in a positive direction were
frequently noted by the wives at all tJ.me periods.

Research Question 2: @ What is the effect of the biopsy, diagnosis

and treatment of breast disease on marital intimacy?

The categories of perceived marital intimacy (e.g., emotional,
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social, sexual, intellectual and recreational) did not change signifi-
cantly over time, nor were differences noted between husbands or wives
and malignant versus benign groups. ‘There is some suggestion that
malignant husbands reported an increase in perceived emotional intimacy
from the pre-biopsy to the follow-up time periods. As well, the malig-
nant group of spouses appear to have reported higher levels of social
intimacy és compared to the benign group; levgls of intellectual inti-
macy appear to have increased over time for all groups. These findings
need to be interpreted very cautiously.

Qualitative results suggest that positive changes in the marital
relationship over time were reported by 87.5% of the malignant couples
and 50% of the malignant ‘couples for the diagnosis and follow-up time
periods respectively. The marital relationship of the.benign couples
appeared to be less affected. Only 17% of the benign couples reported a
positive change in the marital relationship at the diagnosis time period
which decreased to 13% reporting a positive change in the relationship
at the fqllon—up period. The majority of reséonses indicated no change
had occurred. ’

Factors considered helpful to couples were reported over the three
time periods. The category of dbtaining support from the marital rela-—
tionship by activities such as talking w1th each other and the category
of havin_g information about the biopsy procedure and cancer treatment
alternatives were reported frequently by both benign and malignant .
couples as being helpful. | '

Research Question 3: What is the effect of the biopsy, diagnosis

and treatment of breast disease on the quantity and quality of social
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support reported by the woman and her spouse?

Wives reported a slightly larger quantity and quality of social
st;lpport than did the husbands. Sources of support came primarily from
spouse and family, with a gradient of support supplied by friends, then
co-workers, then neighbours. Health care professionals were identified
infrequently as a source of support at both the biopsy and follow-up .
time periods. Statistical differences related to time, sex and diagno~
sis could not be examined because of insufficient data at the follow-up
time. However, examination of the raw data appears to suggest that the
malignant husbands and wives reported an increase in the quantity and
quality of social support over time. -

Qualitative results for this question indicate that a limiting of
news to the social support system may occur during_ the biopsy but that
once the diagnosis is confirmed, many people inside and outside of the
support system are told without negative  consequences.

Research Question 4: What is the relationship between psychologi-

cal distress, marital intimacy and social support? Psychological dis-
tress is negatively related to emotional, social and intellectual inti-
macy and does not appear to be related to social support. Social inti-
macy appears ‘to be positively correlated to quality and quantity of
social support.

Supplementary Information: Questions from the semi-structured

interview provided insight into the impact of the biopsy, diagnosis and
treatment of breast disease on the woman and her spouse. Several
couples reported that the importance of the biopsy experience is not

appreciated by health professionals. Suggestions for improving delivery
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of services in this area indicate a need for more information about the
ﬁiopsy procedure itself and the treatment alternatives if cancer is
diagnosed. Decreased waitiﬁg tiﬁe for the biopsy and for the results of
the bioésy were also suggested as ways to minimize the negative effects

of this experience on the couple.
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CHAPTER FIVE

DISCUSSION AND IMPLICATIONS

This chapter will include a restatement of the purpose of the
study, and a discussion of the results obtained. The limitations of the
study and the implications for research counselling will also be pre-

sented.

Restatement of the Purpose

The study had three main dbjectives: to describe the experience of
women and their spouses during the pre-biopsy time period when the diag-
nosis of breast cancer was a possible outcome; to compare the experi-
ences of couples who were diagnosed as having benign breast disease with
those couples who were diagnosed as having breast cancer; and to des-
cribé the ripple effect of these experiences on psychological distress, .
marital intimacy, and social support. Data collection points were with—
in two weeks prior to the biopsy, 6-8 weeks post-biopsy or post-cancer

surgery and at 5~6 months. Fifty-six husband/wife dyads were initially
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interviewed at the pre-biopsy time period. This number was reduced to

44 couples at the second and third data collection points.

Discussion of the Results

The effect of the biopsy, diagnosis and treatment of breast disease
on psychological distress, marital intimacy and social support was
assessed by doing a quantitative and qualitative analysis of the data
which were collected from the research instruments and the semi-struc—
tured interview. The findings reiated to each variable will be dis-

cussed in the following sections.

‘Psychological Distress

That the experience of breast' biopsy with its attendant fears and
concerns is a stressful experience for most women is not a new finding.
Similar reports by Scottr (1983a) and Maguire (1976) found levels of
anxiety and depression in samples of pre-biopsy women. That husbands
also appear to find the experience stressful has been speculated in the
clinical literature (Thomas, 1978) but has not been previously document-
ed. Large variation in the standard deviations on the measure of psy-
;:hological distress suggests that there may have been factors, other
than the biopsy experience itself, which had an effect on the subjects'
reports of distress.

One éuch factor may have been the varying degree of threat per-
ceived in the biopsy experience. The theoretical work of Lazarus and
Folkman (1984) emphasized that an event has the potential to create

_threat, harm or challenge, depending on a dynamic interaction between,
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several identified person and situation factors. A partial listing of
these - factors which also have the potential to be part of the pre~biopsy
threat include: previoﬁs experience with the event or that which has
been seen, read, or heard about; uncertainty as to vmgﬁqer the event
will occur or not which creates mental confusion from having to consider
first one possible outcome then another; the length of the anticipation
time; and the timing of the event in the berson's life situation.

Another factor relative to this sample was the finding that the
lunp had been discovered anywhere from a few days to eight years prior
to the ;Eirst interview. This may :also have affected perception of 'the
degree of threat present in this experience. All of these factors may
account for the high variabilitf of scores which suggests that some of
the subjects experienced more distress than others. Using the mean
score to test for differences does not allow .for examination of these
individual variations.

It was interesting to note that when the groups were differentiated
at the pre-biopsy time by eventual diagnosis, the malignant husbands
reported the highest levels of distress. One reason for this finding
might have been commnication from the surgeon concerning the serious-
ness of the lump. For example, the malignant group may have been toléi_l
t?he lump "looked suspicious”, thus increasing the Vsubjects' perception
of threat and affecting their level of psychological distress. As well,
the sample size of the malignant male group was small (n=11) increasing
the chance for the mean to be affected by extreme scoresr.

The levels of distress significantly dec;:eased from the pre-biopsy

to the diagnosis time and remained at the lower levels for the follow-up
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time, even for the group who had oonfirmation of malignant findings.
This finding suggests that it may be uncertainty about the ocutcome which
makes the pre-biopsy experience distressing, even more so than receiving
the diagnosis of :cancer.

Similar levels of distress reported for the benign and malignant
groups at the diagnosis time period (6-8 weeks post-surgery) were con-
sistent with those reported by Bloom, Ross, and Burnell (1978) who also
used POMS to test for negative mood states. At two months post-mastec—
tomy, the women in their intervention group had standard scores within
one standard deviation of the college norms for POMS with the exception
of the confusion subscale which fell below one standard deviation of the
standard score.

The suggested absence of psychopathology implied by these scéres is
contrary to the findings by Maguire (1976) who reported anxiety, judged
to be of psychiatric proportions, in 24% of the cancer group and 14% of
the benign group of women at the pre-biopsy time period. ‘Hwever; Vach~
on, Lyall, Rogers, Cochrane, and Freeman (1981-82) reported :low levels
of psyéhological distress in their sample of 64 women undergoing radio-
therapy for breast cancer. Both of these studies used instrm'nents other
than POMS to measure distress. What remains unclear is vhether the
amount of distress, albeit within "normal" limits, warrants intervention
by a mental health professional.

Contrary to what what would be expected, no correlation was found
between psychological distress and social support. The literature sug-
gests that social support is a moderating variable of life stress

(Cassel, 1974; Cobb, 1976); thus, a negative correlation between the
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variables was anticipated. The lack of a relationship between the POMS
subscales (and total mood disturbance score) and the total functional
and total network properties of NSSQ was also found by Norbeck, Lindsey,
and Carrieri (1983). In the development of the social support
instrument (NSSQ), they administered POMS to 75 subjects in conjunction
with the NSSQ to test for construct validity of their instrument. _ They
reported a low, but significant relationship between the total ioss
score and the depression and confusion subscaleé of POMS. These
findings led them to speculate that perhaps POMS is not a sensitive

measure of symptomatology for a nonclinical population..

Marital Ini:imacy

The quantitative findings related to marital intimacy suggest that
perceived marita:l intimacy was not differentiated over time between
males or females and between benign or malignant groups. This is simil-
ar to another study which found marital adjustment, reported by women o
a four—-point rating scale, unaffected by mastectomy (Morris, Greer, &
White, 1977). Several factors may have oohtributed to this finding.
Small sample size of the malignant group may again, have been a factor.
The degree of marital intimacy prior to the cnset of the breast problem
was unknown making it difficult to assess the impact of biopsy and diag- '
nosis experiences. The instrument (PAIR) was designed for diagnostic
use by marital therapists and may not have been sensitive to the speci-
fic changes experienced by couples dealing with an illness. Subjects
reported difficulty answering questions on this instrument, particularly

those related to expected intimacy, because of awkward wording and be-
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cause the use of double negatives cast doubt on which answer to choose
(e.g., strongly disagree or strongly agree). As well, a comparison with
the norm revealed a social desirable response set may have affected the
subjects' reports of their marital satisfaction.

Quélitative findings did, however, suggest that there were changes
in the behaviours and perceptions of the marital couple with regard to
their relationship, particularly for the small (n=8) group of malignant
couples. These changes were in a positive direction with greater appre-
ciation for the spouse a’nd for the relationship being reported. The .
higher frequency of positive relationship change reported by tl';e malig-
nant versus benign couples may be attributed to the small sample size
and also to receiving the diagnosis of a.potentially life-threatening
illness. Wellisch (1985, p. 196) described receiving the diagnosis of
breast cancer as, "a crisis that could jolt the partners into a recogni-
tion that their relationship will not last forever and now is the time
to work at support, commnication and mautual affection". 'fhese factors
might also éxplain the quantitative finding that malignant males, in
particular, reported an increase in mean scores of emotional intimacy
from the pre-biopsy to the follow-up intex;viev;. These data oconfirm
previous reports indicating positive change occurred in the marital
relationship following the diagnosis of breast cancer (Maguire, 1976;
Gates, 1980).

The finding that perceived social intimacy was correlated to quan-
tity and quality of social support is not surprising. The items of
social mtlmacy in PAIR describe the experience of having common friends

and sharing similarities in social networks. Thus, it is likely that



137

spouses who reported having friends in common and spending time together
with friends also reported higher numbers and quality of relationships
in their social networks. |

Negative correlations between psychological distress and perceived
emotional, social and intellectual intimacy were noted. It might be
speculated that couples who talked not only about the events of the ill-
ness (intellectual intimacy) but about their feelings as well (emotional
intimacy) experienced less distress than couples who did not use these
coping strategies to deal with the biopsy, | diagnosis and treatment of

breast disease.

Social Support

Findings of this study related to social support documented women
as reporting more people in their network and reporting higher quality
and quantity of social support than men. Other investigators have noted
similar findings (McFarlane, Neale, Norman, Roy, & Streiner, 198l).

The observed increase in mean scores of quantity. ar;d quality of
social support reported over time by the malignant ocouples contrasts
with reports from cancer patients who indicated a shrinking of social
networks with the diagnosis of cancer (Peters;Golden, 1982). However,
the sample size of malignant subjects was small and for this reason
extreme scores may have affected the mean. Procedures to test for
statistical differences in the means could not be done because of tﬁe
small size. As well, the instrument used to assess social support was
lengthy and required the subject to identify a listing of people con-

sidered important to them. With the stress of the pre-biopsy period,
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the ability to recall may have been impaired, thus accounting for the
increase of persons listed on the instrument from the pre-biopsy to the
follow-up interview. Conclusive results are therefore not available for
this measure. |

Qualitative results further document a low frequency of complaints
that the social network reacted to the probability or reality of breast
cancer by feeling sorry or avoiding the couple which does not support‘
the findings of Wortman and Dunkel-Schetter (1979). Both benign and
malignant couples in this study did, however, repoft a desire to with~
hold information from certain members of the social network until - the-
diagnosis was confirmed.

One final comment about the findings, in general, merits attention.
This study was original in its use of a conjoint interview and its in-
clusion of the husband in the longitudinal data oollection pointsrb,egin—
ning with the pre-biopsy time period. The similarities in responses
between women and their spouses of both benign and malignant groups were
more pronounced than the differences. It is clear that the pre-biopsy
experience creates stress and tﬁat the diagnosis of cancer requires
adaptation efforts. Furthermore, the parallel reactions of the husbands
emphasize the fact that the biopsy, diagnosis and treatment of breast

disease is a family affair.

Limitations of the Study
Several limitations to the data are presented under the following

headings: sample, instrumentation, and participation in the study.
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Sample

The subjects of this study were a non-probability, convenience
sample who self-selected themselves by agreeing to participate in the
study. They may have been more concerned about the possibility of
breast cancer, more self-disclosing, more interested in research, or
different in other ways from the couples who refused to participate in
-the study. In addition, oonfoundi'ng demographic and medical influences
cannot be eliminated in a non-probability sample. For these reasons,
the sampling procedure poses a serious threat to the extémal validity
of this study.

The malignant sample was small (N=11 couples) which decreased to
(N=8), limiting statistical power. This was particularly problemétic as
comparisons were being made to a much larger lenign sample of N=45
couples at the pre-biopsy time and N=36 couples at the diagnosis time
period. Detecting differences between the malignant and benign groups
based on such a small sample size was difficult. For example, small
nunbers and missing data precluded statistical investigation of differ-—
ences between groups over time on the social support measure.

'Although there was relative diagnéstic uniformity within the
groups, especially compared to much of the breast cancer literature,
still, there were vastly different amounts of time which had elapsed
from the time the breast problem was first detected. Reports varied
ifrom a few days to eight years. In addition, the malignant group of
wor;ten had experienced various surgeries, from removal of some breast
tissue to removal of both breasts. This treatment variability within

the sample may have had an effect on the women's responses which could
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not be isolated when the malignani; females were grouped together.

Nothing is known about the women and their spouses who refused to
participate in the study in terms of how they differ from the pfesent
sample. It would be interesting, but methodologically impossible, to
compare couples who are willing to participate in a study of this kind
versus those who are not.

Finally, resgarch has suggested a defensive‘ response style of deni-
al about the seriousness of the illness may be operative and functional
over the short-term in the breast cancer experience (Watson, Greer,
Blake, & Shrapnell, 1984). This may account for the relative lack of
prcblems fepgrted by the malignant group in the areas of psychological
distress, marital intimacy and social support. This may also account
for the frequency of the malignant ,couples' use of the past tense to

describe their experience of having "had cancer".

Instrumentation

The results of this study are based on self—féports of the subjec'té
and so are affected by pressures of self-presentation, social desirabil-
ity, interest in the study, etc., despite the fact that the investigator
was skilled in interviewing techniques.

Interviewipg -subjects in the pre-biopsy time period and using a
longitudinal design were deliberate design attempts to establish base-
line measures for the variables and to avoid data collection at only e
point in time. However, levels of psyclblogical distress, marital inti-
macy and social support prior to the onset of the breast problem remain

unknown.
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The issue of priority of causal influences also requires considera-
tion. Were the changes dbserved in the measures related to the stress
of the illness experience or to other events which occurred during or

preceeding the six-month testing period?

Participation in the Study

The experience of being invoived in the research project may have
affected the subjects' responses. In light of the fact that 15% to 29%
of the responses of both the benign and malignant groups rei)orted bene-
fit from talking with the investigator, the couples themselves may have
had ar different pre-~biopsy and diagnosis experierice than those not», in-

volved in the research project.

Inplications for Further Research

An increase in sample size is the primary issue for further re~
search. The present study was severely limited because of the small
malignant sampie. The first and most pressing reconméndation for furth-
er research therefore needs to be replication with a larger sample.
Multivariate analysis necessary to analyze | iaredictive variables is not
possible without a sufficient numiber of subjects. The problem with
acquiring an adequate sample size is that only one in four breast biop-
sies confirm malignant results, making it difficult to obtain a large
sample of breast cancer patients. The statistical corrparisoﬁ of larger
benign and malignant groups would allow for ge;leralizability of the
results.

Ideally, design considerations require a prospective study starting
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with an at-risk population in order te rule ocut findings related to the
threat or reality of the breast cancer experience as ogposed to premor-
bid functioning. However, this-is difficult and costly. Inclusion of
the pré—biopsy time period is an attempt to address this problem but is
itself fraught with subject accrual difficulties. -

Instrumentation is another issue for consideration by future re-
search efforts. Research using different data collection methods is
required ﬁo determine the effect of the biopsy, diagnosis and treatment
of breast disease on the marital subsystem. Self-report measures seem
to be one way to obtain information about relationship systems. Obser-
vation of marital interaction may ‘also be a useful indicator of the
relationship. As well, research on marital or family interaction may
eventually lead to identification of interactional patter'ns which pre-
dispose, precipitate or maintain the illness of breast cancer.

Another recommendation for further research is to explore differ~
ences in the high degree of variability dbserved in this sample. To
begin to understand why scores were varied with regard to psychological
distress, differences in perception of threat need to be examined more
closely. Variabiliﬁy of marital intimacy scores may be better under-—
stood by looking at differences between couples and within couples and
relating this congruence or lack of it to other variables.

Maguire and Van Dam (1983) address the issue of variability by
focusing on specific sample characteristics which should be identified
and accounted for by all psychosocial breast cancer research. They rec-
ommend studies should include the following descriptors of the sample:

"details of how the samples were dbtaind; how representative
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they were of the population from which they were drawn;

whether diagnosis was a 1- or 2—sta§e procedure; what phy-

sical treatments (with what complications) were given since |

diagnosis; the incidence of recurrent disease; whether

patients had a confiding tie, previous psychiatric illness

or preoperative depression; and the number and characteris-

tics of those who refused to take part". (p. 1740)

Following descriptive and correélational research, it would be in-
teresting to design a quasi-experimental study to assess the benefits on
several outcome variables of having couples involved in pre~biopsy coun—
selling as compared to oouples without intervention. Of particular
interest would be couples who receive the diagnosis of breast cancer and
whether early intervention at the pre-biopsy time period make a differ-
ence in their individual, marital and social adjustment to the breast

cancer experience.

Counselling Implications

The results of this Stl.:ldy suggest that couples frequently found
receiving information and dbtaining support from within the marital
relationship helpful in coping with the illness experience of breast
disease. ' These findings have implications for involvement of the spouse
or signficant other at ‘the pre-biopsy time i)eriod.

While the biopsy experience is not necessarily a crisis for every
couple, high levels of distress were reported by both husbands and wives
\;vhen the outcome of the biopsy was uncertain and the possibil:lty of

breast cancer a major concern. Seeing the couple together in a conjoint
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counsellipg interview during or shortly after consultation with the
specialist surgeon may be helpful in aﬁswering requests for information
and enhancing the couple's coping response to the threat of the biopsy.
This would rgqui‘re the cooperation of the surgeon and the mental health
specialist in the negotiation of complementary roles for the provision
of }}ealth care oriented to the couple versus the individual patient.
Maguire (1976, p. 391) speaks to this need by suggesting from clinical:
experience that surgeons may be, "reluctant to probe too deeply into the
women's reactions for fear that their inquiries might precipitate even
greater distress than [is] already present".

The role of the counsellor would involve assisting the couple to
deal with the impact that detection of a lump has on them, become aware
of the possible ramifications of receiving the diagnosis of cancer, and
utilize appropriate support systems (Lambert & Lambert, 1985). Th'e
counsellor must be skilled in marital counselling, understand the impact
of illness on families, and be knowledgeable about the medical proced-
ures and problems which are specific to the diagnosis and treatment of
breast disease.

The pre-biopsy counsellin.g interview would provide a unique oppor—
tunity for the marital partners to express their concerns to each cother
through the presence of a third party. Assessment questions could be
formulated to invite expression about feelings and concerns and allow
the couple to share sensitive issues that they may have been reluctant
to explore with each other. In this way, openness of marital subsystem
commnication may be enhanced.

An exploration of what the couple understands about the impending
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biopsy would not only assess the couple's perception of threat but would
also identify information deficits. "Much pat_:ient anxiety is a function
of their medic§1 misconceptions about the illness" (Kaplan, 1984, p.
2363). Difficulty processing information in an anxious state, the un-
certainty of the diagnosis, and lack of involvement of the partner in
discussion of the treatment alternatives often results in an incomplete
and unclear uncflerstanding. Morris, Greer, and White (1977) found that
when information, both affective and faétual, was received by Treast
cancer pa£ients, their fear was reduced. When information vwas not pro-—
vided, patients showed an increase in anxiety and hostility, and they -
adopted dysfunctional c_oping styles.

The counsellor could provide information as mneed indicates in spe-
cific areas such as: clarification of the purpose of diagnostic tests:
explanation of what to e}.{pect and anticipated sensory feelings during
the biopsy depending on whether the biopsy will be done in an inpatient
or outpatient setting, with a local or general anesthetic, using a one-
stage or two-stage procedure, and requiring special pre-operative pro-;
cedures such as needle marking; suggestions about the post—éperative
rrranagemen£ of pain, swelling, bruising, fatigue and suture care; and
discussing about how and when results of the biopsy will become known.

It is crucial that the oounsellor allow the couple to guide the
" amount of information vwhich is provided by asking them what they want to
know. Research on infém\ation’ desired by cancer patients suggests there
may be a need not to know which serves a protective function (Bean,
Cooper, Albert, & Kipnis, 1980; McIntosh, 1974).

'If requested by the couple, the counsellor may also be a resource
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for discussion of the query, "What if they find cancer?" The prevalence
of recent media attention and conflicting information about the treat—
ment of breast cancer suggests that this question must be dealt with
carefully and accurately. There are severéal publications which may be
suggested as recommended reading for the couple (Kushner, 1984; Morra &
Potts, 1980; NIH, 1982). |

The pre-biopsy interview might also serve to make couples aware of
resources available should they be needed later, particularly if the
diagnosis ‘of cancer is received. The couple rmay require assistance in
reviewing treatment alternafives, making decisions regarding the accept-
ance or rejection of available treatment, or dealing with the impact of
receiving confirmation of a potentially life-tl'xrea:tening illness.

The conjoint interview provides the potential for creatingr change
within the marital subsystem: Aj_ncreased understanding about what to
expect during the operative procedure; more realistic percepﬁions of the
illness; increased emotional commnication; and overt rather than covert
expression of what each partner needs from his or her spouse émd from
the larger support system. It also conveys understanding and apprecia—
tion for the fact that the ripple effect of the breast biopsy and diag-
nosis experience may have a profound influence, not only on the woman,

but on her larger relationship systems as well.
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PATIENT INFORMATION SHEET

WHEN YOU ARE FACED WITH THE THREAT OF BREAST CANCER, WHAT IMPACI‘ DOES
THIS HAVE QN YOU? WHAT EFFECT DOES THIS HAVE ON YOUR SPOUSE, OTHER
FAMILY MEMBERS AND FRIENDS?

These are research questions being asked by a nurse researcher at the
University of Calgary. Your surgeon has been asked to provide this
information sheet to women who, like yourself, will be scheduled for a
breast biopsy. The idea that you require a breast biopsy may have a
variety of thoughts and feelings attached to it. It is not the intent
of this research to create an inconvenience for you at this time.
Rather, it is hoped that you may see this as-'an opportunity to share. in
the development of further kncmledge about how families are affected by
illness.

The purpose of this study is to learn more about your: experience with
the threat of illness over a period of time. It involves asking you
and your spouse to answer a set of interview questions and a written
questionnaire. This would be scheduled at a time that is convenient to
you and your spouse.

At this time you are being asked for your permission to allow the sur-
geon to release your name to me (the murse who will be conducting this
research). There are several options available to you:

A. You may decide now that you would like the surgeon to forward your
name to me. If so, please write your, name, address, and phone mum-—
ber on the attached sheet and leave it with your surgeon. I will
then contact you sometime within the next day or so to further
explain the study and will set up an appointment to det together
with you and your spouse. Please understand that you are oly
giving permission to have the surgeon give me your name.

B. You may want some time to think about this request. Perhaps you'd
like to discuss it with your spouse, your family physician, your
surgeon, or others before making a decision. If so, you can tell
your surgeon of your decision at a later date. You may also wish
to contact me directly for more information.

C. You may decide now that you & not wish the surgeon to give your
name to me. If so, please indicate this to your surgeon. Please
be assured that your decision will not result in any detrlment or
prejudlce towards you.

Thank you for your consideration.
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QONSENT FORM

This research project, "Impact of The Threat of Breast Cancer" is being
conducted by a nurse researcher at the University of Calgary. Its pur-
pose is to learn more about your experience with the threat of illness
over a period of time. Specifically, this study is designed to learn
about the impact of this experience an you and your family. It in-
volves answerlng a set of interview questions and a written question-
naire that asks about your present thoughts and feelings and those of
your spouse. If you desire, you can discuss any other concerns you may
have following the questiomnaire.

IN AGREEING TO PARTICIPATE IN THIS STUDY, I UNDERSTAND THAT:

- over the course of the next six months, I may be asked to partici-
pate in a similar interview at three different times. These times
will be scheduled at a mitually oonvenient time with me and my
spouse. My participation will involve approximately two hours to
answer interview questions and a written questionnaire.’

- I have the right to refuse to answer any of the questions.
- information collected from me will be kept confidential.

- information about the study will not use my name, therefore my par-
©  ticipation in the study will be anonymous.

- I have the right to drop out of this study at any time and this will
not result in-any detriment or prejudice toward me or my spouse.

- the nurse researcher has the oorresponding right to termlnate my
involvement in this study at any time.

- if I would like further clarification and/or counselling during my
involvement in this study, prearranged services are available.

Date ' Signed

If you would like a summary of the results when they become available,
please check the box below and print your name and address in the space
provided.

Ll Yes, I would like a summary of the results. - ‘

Name:

Address:

Postal Code
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EDUCATION JOINT COMMITTEE ON RESEARCH ETHICS

CERTIFICATION OF INSTITUTIONAL
ETHICS REVIEW

This is to certify that the Education Joint Committee
on Research Ethics at The University of Calgary has
examined and approved the research proposal

by: (Applicant) \//d;r\/é/f/ Ma g&//

of the Department of: /M«/ %W

to: (Agency)
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