Downloaded on 05-14-2024. Single-user license only. Copyright 2024 by the Oncology Nursing Society. For permission to post online, reprint, adapt, or reuse, please email pubpermissions@ons.org. ONS reserves all rights.

This material is protected by U.S. copyright law. Unauthorized reproduction is prohibited. To purchase quantity reprints,
please e-mail reprints@ons.org or to request permission to reproduce multiple copies, please e-mail pubpermissions@ons.org.

Provision of Individualized Information
to Men and Their Partners to Facilitate Treatment
Decision Making in Prostate Cancer

B. Joyce Davison, RN, PhD, S. Larry Goldenberg, MD, FRCSC, FACS,
Martin E. Gleave, MD, FRCSC, FACS, and Lesley F. Degner, RN, PhD

Purpose/Objectives: To determine if providing individualized infor-
mation to men who are newly diagnosed with prostate cancer and their
partners would lower their levels of psychological distress and enable
them to become more active participants in treatment decision making.

Design: Quasiexperimental, one group, pretest/post-test.

Setting: The Prostate Centre at Vancouver General Hospital in Brit-
ish Columbia, Canada.

Sample: Convenience sample of 74 couples. 73 men had early-stage
prostate cancer. Mean age of the men was 62.2 years, and mean age of
the partners was 58.1 years. The majority (> 50%) had received their
high school diplomas.

Methods: Respondents completed measures of decision preferences
and psychological distress at the time of diagnosis and four months
later. All participants used a computer to identify their information and
decision preferences. Computer-generated, graphic printouts were used
to guide the information counseling session.

Findings: Patients reported assuming a more active role in medical
decision making than originally intended, partners assumed a more
passive role in decision making than originally intended, and all partici-
pants had lower levels of psychological distress at four months.

Conclusions: Evidence supports the need to provide informational
support to couples at the prostate cancer diagnosis to facilitate treat-
ment decision making and lower levels of psychological distress. Future
research is needed to evaluate this type of approach in the context of
a randomized clinical trial design.

Implications for Nursing: The personalized, computer-graphic print-
outs can provide clinicians with an innovative method of guiding infor-
mation counseling and providing decisional support to men with pros-
tate cancer and their partners.

men and their families. Currently, prostate cancer isthe

most commonly diagnosed nonskin malignancy and
second most common cause of male cancer-related deathsin
North America (Jemal, Thomas, Murray, & Thun, 2002; Na-
tional Cancer Ingtitute of Canada, 2002). Etiology remainsun-
known, optimal treatment is controversial, survival rates vary,
and all prostate cancer therapies have an impact on quality of
life (Brawley & Barnes, 2001; McPherson, Swenson, & Kjdl-
berg, 2001; O’ Rourke, 2001). The diagnosis often is unex-
pected and particularly stressful for men and their partners as
they first adjust to the cancer diagnosis and try to make sense
of the various treatment options. Although the mgjority of on-
cology healthcare professionals believe that patients with can-
cer should be involved in making informed treatment choices,
asignificant number of men are presenting to physician offices
for treatment discussionswith little to no knowledge of thedis-

P rostate cancer poses a significant health concern for

Key Points. . .

0 The Patient Information Program computer program provides
clinicians with a method of assessing and providing informa-
tion to men who are newly diagnosed with prostate cancer and
their partners.

0 Evidence indicates that such an individualized information de-
cision support intervention assists men in becoming more ac-
tive participants in treatment decision making.

0 Provision of individualized information at the time of diagno-
sis lessens the psychological distress of couples after a defini-
tive treatment decision has been made.

O Further research is needed to explore how partners use infor-
mation and how satisfied they are with their reported level of
involvement in treatment decision making at the time of diag-
nosis.

ease or potentia treatment options (Onel et a., 1998). Treat-
ment choices often are made as a response to lay information
or aresult of abiastoward surgery asacure (O’ Rourke & Ger-
mino, 1998). Informal sources such asfamily, friends, and men
with prostate cancer remain the most frequently cited sources
of information used by men and their partners (Davison &
Degner, 1997; Davison, Degner, & Morgan, 1995).

Men with prostate cancer have been shown to prefer to
participate in treatment decision making with their physicians
(Davison & Degner, 1997; Wong et al., 2000), but the extent
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to which partners wish to participate in treatment decisions
and the influence they have on the final treatment decision
currently isunknown. Data exist to indicate that older female
spouses tend to ask more questions than their partners and
assume a more active role in medical encounters (Beisecker
& Moore, 1994). However, information is limited regarding
how younger or same-sex partners wish to be involved in
medical decision making. Investigators have demonstrated
that providing information to men who are newly diagnosed
with prostate cancer does result in benefits such asincreased
participation in treatment decision making, decreased levels
of anxiety, and improved communication of illness-related
information to family (Davison & Degner). The benefits of
providing information to partners are unknown.

Literature Review

Davison and Degner (1997) measured the effect of provid-
ing self-efficacy information to a group of men who were
newly diagnosed with prostate cancer and measured an as-
sumed-decisional role as the primary patient outcome. Men
received either awritten information package or an interven-
tion that consisted of awritten information package with dis-
cussion, alist of questionsthey could ask their physicians, and
an opportunity to havetheir medical consultations audiotaped.
Because the majority of men were married, they were encour-
aged to have their partners present during the treatment dis-
cussion with their physicians. The intervention resulted in
lowering men’ s levels of state anxiety at six weeks following
the treatment decision and men assuming more activerolesin
treatment decision making than originally preferred. Men re-
ported that all three parts of the intervention were important.
Married men from both groups reported that their wives read
all or most of the information package. This information in-
tervention was shown to be effective in helping men to as-
sume amore activerole in treatment decision making. The au-
thors suggested that further efforts be made to include spouses
inal treatment-rel ated information sessions and to study how
partners wished to beinvolved in the treatment decisions with
their spouses.

Men with prostate cancer and their partners experience a
variety of stressful events at the time of diagnosis that could
place them at risk for poor psychological and emotional ad-
justment. Fear of cancer contributes to anxiety, hel plessness,
and loss of control. In aliterature review by Northouse and
Peters-Golden (1993) about the impact of cancer on spouses,
three specific concerns were identified as universal to spouses
of patients with cancer: dealing with the fear and threat asso-
ciated with a cancer diagnosis, helping partners to deal with
the emotional repercussions of the cancer, and managing
changes and disruptions of daily life brought on by disease.
Additional concerns included lack of information, obstacles
encountered when seeking information to make a treatment
decision, perceived lack of time physicians spent explaining
treatment options, difficulties getting second opinions from
physicians other than urologists, and lack of information at the
time of discharge to deal with symptoms (Heyman & Rosner,
1996; Oberst & James, 1985; Oberst & Scott, 1988; O’ Rourke
& Germino, 1998).

The immediate postoperative period has been identified as
the most stressful for men with prostate cancer and their fami-
lies (Moore & Estey, 1999). Spouses and family members

have been identified as the two most important and available
sources of support. However, spouses should not automati-
cally be regarded as the natural support system because evi-
dence suggests that a mutuality of psychological response
between patientswith cancer and their family members exists
(Baider, Ever-Hadani, & De-Nour, 1995; Cassileth et al.,
1985). The degree of psychological distress also has been
shown to vary throughout the course of theillness. The crisis
of acancer diagnosis and treatment is not resolved for patients
or their spouses, even at three to six months postdischarge
(Oberst & Scott, 1988). In fact, the crisis has been shown to
worsen at the time of treatment and in the palliative care phase
(Cassileth et al.). Oberst and Scott reported that all surgically
treated patients with cancer in their study reported severe dis-
tress at 10 days postdischarge, with spouses’ levels of anxiety
being significantly higher than patients’ during hospitalization
and the predischarge period. In addition, Oberst and James
(1985) reported that the incidence of spouses reporting ill-
nesses and somatic complaints was increased 30-90 days af -
ter discharge, as concerns shifted to their own health and the
impact of cancer on their life. Costello and Kiernan (1993)
asoidentified admission for surgery and time of discharge as
extremely anxiety provoking for men with prostate cancer.
Currently, research isunclear asto whether ng and pro-
viding information to patients with cancer and their partners
at the time of diagnosis will lessen psychological distress.

Certain sociodemographic and disease-related variables
have been reported to be associated with level s of psychologi-
cal distress experienced by patientswith cancer and their part-
ners. Edlund and Sneed (1989) reported that although the
youngest group (< 50 years of age) experienced the most dis-
tressin learning of their diagnosis, the oldest group (> 70
years of age) experienced significantly less psychological dis-
tress than all other age groups. Baider et a. (1995) indicated
that male patients and their partners reported minimal
amounts of distress and appeared to be better adjusted than
couples where the patients were female. Stage of illness also
has been reported to be correlated significantly with adapta
tion among patients’ significant others, with spouses being
more distressed by the frequency of physical symptoms and
role limitations (Ell, Nishimoto, Mantell, & Hamovitch,
1988). More specifically, partners of men with prostate can-
cer have been reported to have significantly greater levels of
psychologica distresswhen their husbands' disease was more
advanced (Kornblith, Herr, Ofman, Scher, & Holland, 1994).
In contrast, Cassileth et a. (1985) reported that variables such
as age, sex, time since diagnosis, and clinical factors did not
have an influence on levels of anxiety, mood disturbance, or
global mental health of patients with cancer.

Conceptual Framework

Lazarus Transactional Model of Stress and Coping
(Lazarus & Folkman, 1984) provided aframework to explain
how men and their partners cope with the stress and uncer-
tainty of aprostate cancer diagnosis. Individuals use cognitive
appraisal to (a) evaluate how such an event affects their well-
being (primary appraisal or stress), (b) assess available re-
sources or options to deal with or mediate the situation (sec-
ondary appraisal or coping), (c) evaluate how effective
specific actions have been (reappraisal or modifications), and
(d) subsequently adjust to the stimul us-stressor (adaptation or
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outcome). Information seeking is identified as the most fre-
quent method individual s use to cope with and maintain control
over astressful life event (Cohen & Lazarus, 1979). Informa-
tion is conceptualized as aform of cognitive control because
it providesindividuals with away to interpret events and take
action to lessen the threat or impact of the event. The model
istransactional because individuals constantly are interacting
with their environment and making decisions based on per-
sonal and situational factors. Study hypotheses empirically
tested how providing individual s with the type of information
they preferred would help them to cope with the stress of a
prostate cancer diagnosis (as indicated by levels of psycho-
logical distress) and the extent to which they chose to assume
control in making atreatment decision. Lazarus and Folkman
suggested that to adequately measure coping, individuals must
be assessed at several points over time. Empirical testing of
how such an information intervention affects reappraisal and
adaptation will be tested in afuture longitudinal study.

Study Purpose and Hypotheses

The purpose of the current study was to determine whether
providing individualized information to men who were newly
diagnosed with prostate cancer and their partners would lower
their levels of psychological distress and enable them to be
more actively involved in treatment decision making. Re-
searchers hypothesized that at four months following the in-
dividualized information counseling session, patients and their
partnerswould report lower levels of state anxiety and depres-
sion, patients would report they had assumed a more active
rolein medical decision making than they originally had pre-
ferred to play, and partners would report that they had as-
sumed a more active role in their spouses’ treatment choice
than they originally had preferred to play.

Methods

Participants

A consecutive sample of 80 couplesreferred to the Prostate
Centre at Vancouver General Hospital was recruited for the
study. Several urologists practicing in greater Vancouver cur-
rently refer patients to the center at the time of diagnosis to
access informational resources. Criteriafor study participation
included patients who were aware of their diagnosis, had their
initial treatment consultation, were able to read and speak
English, showed no evidence of mental confusion, and were
in an ongoing relationship. “Ongoing relationship” was de-
fined as men who were married, living with common-law
partners, or living in same-sex relationships. Partners also
were required to speak and read English.

Instruments

The Patient Information Program (PIP) is a computer
program that was developed to measure information and de-
cision preferences of men with prostate cancer and their part-
ners. This was the first time PIP was used with patients and
their partners. PIP consists of two tools previously used to
measure decision and information preferences of men newly
diagnosed with prostate cancer (Davison & Degner, 1997;
Davison et al., 1995). A detailed description of the analytic
procedures involved in the development of PIP recently has
been published (Davison et al., 2002).

Thefirst part of PIP uses acomputerized version of the Con-
trol Preferences Scale (CPS), acard sort developed by Degner
and Sloan (1992) to elicit patients preferencesfor control over
treatment decision making. Thetool consists of five statements
about different roles that individuas can assume in treatment
decision making. The five statements are presented in fixed-
order pairsto participantswho are asked to select their preferred
choice. Previous use of CPS demonstrated that 82% of the de-
cisional preferences of men who were newly diagnosed with
prostate cancer fell into the psychologica dimension of apref-
erence about keeping, sharing, or giving away control of treat-
ment decision making to their physicians (Davison & Degner,
1997). Statements used to measure partners’ preferred rolesin
decision making were derived from the original CPS statements
(see Figure 1). All statements were changed to the past tense,
and a “pick one” methodology was used to measure the roles
patients and their partners reported they had assumed in the
treatment decision-making process. For example, the statement
“| prefer to leave al decisions regarding my treatment to my
doctor (partner),” now read “| left all decisions regarding my
treatment to my doctor (partner).”

The second part of PIP consists of acomputerized version
of apaper-and-pencil survey questionnair e previously devel-
oped and used by Davison et al. (1995) to assess the informa-
tion needs of agroup of men who were newly diagnosed with
prostate cancer. The nine categories and descriptive state-
mentsinclude prognosis (likelihood of cure), stage of disease
(spread and extent of cancer), side effects (possible side ef-
fects of treatment), treatment options (treatments available),
social activities (impact on work, daily activities, and social
life), family risk (hereditary risks of prostate cancer), home
self-care (healthcare needs during and following treatment),
impact on family (helping family members deal with cancer
diagnosis), and sexuality (treatment options and counseling
for sexual concerns). The information categories were pre-
sented in pairs using a Thurstone methodology (Thurstone,
1974) and in afixed order using Ross's matrix of optimal
ordering (Ross, 1974). Participants selected the one informa-
tion category from each pair that was most important that day.
Davison et a. (1995) previously had reported that this ques-
tionnaire demonstrated moderate agreement among profiles of
men who were newly diagnosed with prostate cancer asindi-
cated by Kendall’ s coefficient of agreement (W = 0.248).

The Spielberger State Anxiety Inventory (STAI-Y
Form), a 20-item self-report (Spielberger, Gorsuch, &
L ushene, 1970), was used to measure how participants were
feeling “at that moment.” Reliability coefficientsin the alpha

Active

| prefer to make the final treatment decision.

» | prefer to make the final treatment decision after seriously considering my
doctor’s (partner’s) opinion.

Collaborative

» | prefer that my doctor (partner) and | share responsibility for deciding
which treatment is best.

Passive

» | prefer that my doctor (partner) makes the final treatment decision but
seriously considers my opinion.

| prefer to leave all treatment decisions to my doctor (partner).

Figure 1. Statements in the Control Preferences Scale for
Patients and Partners
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coefficient range of 0.83—0.94 have been reported in studies
conducted with surgically treated patients with cancer (Oberst
& Scott, 1988), patients newly diagnosed with prostate cancer
(Davison & Degner, 1997), and patients being asked about
their prostate cancer screening preferences (Davison, Kirk,
Degner, & Hassard, 1999). Mean state anxiety scores for
working mal e and femal e subjects between the ages of 50-69
years have been reported as 35.72 (SD = 10.34) and 32.2 (SD
= 8.67), respectively (Spielberger et a.).

The Center for Epidemiologic Studies Depression Scale
(CES-D), a 20-item sdlf-report, was used to measure levels of
depression. Originally developed to measure depressive
symptomsin the general population, CES-D hasbeen used in
research on the psychosocial health of patients with cancer.
Each item is scored on a four-point scale (0-3), with higher
scores indicating more severe symptoms. The total score can
range from 0—60. Radloff (1977) recommended that respon-
dents scoring more than 16 should be screened for a diagno-
sisof major depression. Aninternal consistency reliability of
0.87 was reported in a 1998 study that was conducted to ex-
amine the psychometric properties of this scale in patients
newly diagnosed with cancer (Beeber, Shea, & McCorkle,
1998). A sociodemographic questionnaire was used to gather
personal data and record disease-related information.

Procedure

The present study used aone-arm, quasi-experimental, pre-
test/post-test design. Data collection commenced following
ethical approval of the study protocol by the appropriate in-
stitutional review committees. The first author provided an
explanation of the purpose of the study and obtained written
consent from each participant who had made an appointment
at the Prostate Centre to access information. The first author
conducted al interviews. Two couples who met the study cri-
teriarefused to participatein this study. Six of the original 80
participating couples dropped out of the study. Thisarticlere-
ports on data from 74 couples who completed interviews at
the time of diagnosis and again at four months.

At thefirst interview, each participant completed the socio-
demographic questionnaire, STAI, and CES-D measures and
was assisted in using the computer program. Patients com-
pleted one arm of the computer program that included mea-
surement of preferred rolein making atreatment decision with
their doctors, preferred role in making a treatment decision
with their partners, and information preferences. Partners
completed another arm of the computer program that included
two sections: preferred role in making a treatment decision
with patients and information preferences. Although couples
completed the paper questionnaires and computer programin
the same room, every effort was made to ensure all partici-
pants completed the study protocol without input from their
spouse or partner. For example, while patients completed
guestionnaires, their partners used the computer program.

Graphic printouts of each part of the computer program
were used to guide the individualized information counseling
session with each couple. For example, patients received a
graphic printout of the role they wished to play in making a
treatment decision with their physicians, the role they wished
to play in making atreatment decision with their partners, and
ahierarchical profile of the information categories they con-
sidered most important to discussthat day. Partners received
graphic printouts displaying the role they wished to play in

patients' treatment decision and ahierarchical profile of infor-
mation categories they thought were most important to them
that day. Different roles patients could play in making atreat-
ment decision with physicians were discussed in the context
of patients' preferred role. Preferred role expectations of each
member of the couple also was discussed.

Information categories identified by each participant as
being the most important wereidentified, compared, and con-
firmed. The type and amount of information provided in the
counseling session differed according to individual couples
information profiles. Information was discussed within the
context of each patient’ s specific disease characteristics. The
physician referral information included treatments recom-
mended, prostate-specific antigen (PSA) blood test result at
the time of diagnosis, histologic grade of cancer (Gleason
score), clinical stage of disease, and biopsy results. For ex-
ample, if side effects was chosen as a main information cat-
egory, side effects associated with each of the physician-rec-
ommended treatment options were identified, described, and
discussed within the context of how each would affect pa-
tients and their partners’ future lifestyles. All participants also
were asked to identify other methods they wished to use to ac-
cess additional information. Method choices included written
information and videos, as well aslists of suggested Internet
sites, questions to ask physicians, and local prostate support
groups. These supplemental resources were provided to
couples at the end of the counseling session. Participants were
encouraged to call their physicians to discuss specific ques-
tionsrelating to their disease and treatment.

All couples were telephoned by the first author approxi-
mately three months following the initial interview to arrange
second interviews at the center. At the second interview, par-
ticipants completed the STAI, CES-D, and CPS (pick one
statement) measures.

Data Analysis

SPSS 9.0® (SPSS Inc., Chicago, IL) was used to analyze
the data. The study’ s directional hypotheses were tested on a
one-tailed basis. Thurstone scaling data analysis was con-
ducted using the Statistical Analysis System® (SAS Institute,
Inc., Cary, NC). A 0.05 critical value of alphawas used to de-
termine statistical significance.

Coombs' (1976) unfolding theory was used to confirm that
patients and their partners did perceive their decision prefer-
ences along asingle dimension. This scaling method is based
on the theory of preferential choice. Participants were asked
to rank the statementsin terms of their proximity to their per-
sonal preference. Individual preference orders were unfolded
to determine whether they were consistent with the existence
of an underlying psychological dimension, providing adirect
test of the hypothesis that participants do have systematic
preferences about the degree of control they want in treatment
decision making, ranging from no control to complete control.
Preference orders fell on the dimension if they werein a se-
guence that captured the hypothetical rank order of the deci-
sional roles and the midpoints between them. The combina
tion of the five decisional roles and their midpoints produced
a dimension with 12 possible sets of 11 response patterns
each. Coombs set the criterion for accepting the dimensional-
ity of any particular scale at 50% plus one of observed prefer-
ence orders having unfolded onto the dimension. Several ar-
ticles have been published to provide a detailed description of
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the analytic methods (Degner, Sloan, & Venkatesh, 1997;
Mclver & Carmines, 1991).

Men'spreferred roleswith physicians and partner’ s preferred
roles with patients were found to be valid (according to
Coombs' [1976] criterion) at 62% and 81%, respectively. How-
ever, only 45% of men’s preferred roles with partners were
found to be valid. When an invalid sequence was identified on
the computer printout, participants were presented with alist of
thefive statements of the CPS, and they were asked to pick the
rolethey preferred. This choice was the same as the computer-
generated first choice in the majority of preferred role selec-
tions; patients with physician (86%), patients with partners
(88%), and partners with patients (100%). For example, 36 of
the43invalid “patients preferred role with partners’ werethe
same as the statement selected from the CPS.

Preferred and assumed decisional categories were collapsed
into active (A, B), collaborative (C), and passive (D, E) for
analysis. Chi-square tests were used to measure differences
between patients' and partners' preferred and assumed roles.
Chi-square tests al so were used to identify differencesin de-
cision preferences (assuming aless active role than originally
preferred, the samerole, or amore active role than originally
preferred) according to study demographic variables (age,
education, stage of disease, and treatment status).

Two measures of reliability were used in the analysis of the
computerized version of the information preferences ques-
tionnaire (Davison et al., 2002). Kendall’ s coefficient of
agreement demonstrated moderate agreement among profiles
of men (W = 0.31) and partners (W = 0.29) in their paired
comparative judgments. However, participants' individual
responses, as measured by the Gulliksen and Tukey reliabil-
ity measure, indicated high reliability for men (R?= 0.938)
and partners (R?= 0.946).

The STAI and CES-D are unidimensional scales and were
considered to have interval levels of data. Theinternal consis-
tency values of these scales, as measured by Cronbach’sapha
were as follows: (a) STAI-pretest (patients = 0.934, partners
=0.931), post-test (patients = 0.859, partners = 0.902), (b)
CES-D pretest (patients = 0.881, partners = 0.911), post-test
(patients = 0.923, partners = 0.94). Student-paired t testswere
used to identify differences between the pre- and post-test
scores of men and their partners. One-way analysis of vari-
ance statistical procedures were used to measure differences
in levels of anxiety and depression according to participants
who assumed aless active role than originally preferred, the
same role, or amore active role than originally preferred.

Results

Patient Characteristics

Seventy-four of the original 80 coupleswho agreed to par-
ticipate in this study completed both sets of questionnaires
(see Table 1). The second set of questionnaireswas mailedin
a self-addressed envelope to 20 couples who were unable to
travel to the center. One of the six couplesthat withdrew from
the study had a marriage breakup, and the other five did not
return calls or questionnaires. Couplesthat withdrew were not
remarkably different from the other couples.

The mean age of patientswas 62.2 years (SD = 6.9) witha
range of 41-79 years. Fifty-four percent of patients had more
than a high school diploma, and 51% were employed on a
full-time or part-time basis. Partners ranged in age from 29—

Table 1. Participant Characteristics

Men (N = 74) Partners (N = 74)

Variable n % n %
Age (years)

X 62.2 58.1

SD 6.9 8.8

40-49 2 3 12 16

50-59 23 31 27 37

60-69 41 55 29 39

70-79 8 11 6 8
Education

< High school 14 19 8 11

High school 20 27 22 30

> High school 40 54 44 60
Employment status

Full-time 34 46 15 20

Part-time 4 5 14 19

Retired 36 49 31 42

Unemployed - - 14 19
Residence

Urban 56 76 - -

Rural 18 24 - -

Note. Because of rounding, not all percentages total 100.

76 years with amean age of 58.1 years (SD = 8.8), and 60%
had greater than a high school diploma. The majority (61%)
of partners were not working outside the home. Ninety per-
cent of coupleswere married, and 10% were cohabiting. The
sample included one same-sex couple.

Seventy-three patients had clinical stage T1 or T2 prostate
cancer, 70% had Gleason scores of 6 or 7, and 70% had PSA
scores of less than 10. Radical prostatectomy was the treat-
ment of choice for approximately three-quarters of patients.
Fifty-one percent of patients had received definitive treatment
at the time of the second interview. Range of time to second
interviews was 3.5-5 months.

Preferred and Assumed Roles in Treatment
Decision Making

Patients with physicians. The magjority of patients had a
preference to play either an active (51%) or collaborative
(42%) rolein decision making with their physician. However,
asignificantly higher proportion of patients reported assum-
ing amore active role in making their trestment decision than
originally intended (C2[2, n = 74] = 15.02, p < 0.001) (see
Table 2). Age (< 60 yearsversus > 60 years) (C2[2,n=74] =
2.30, p>0.1), level of education (< grade 12 versus > grade
12) (c2[2, n =74) = 4.84, p > 0.1), and status of definitive
treatment at time of second measurement (completed versus
not completed) (C2[2, n=74] = 1.15, p = 0.56) were not found
to be predictive of assuming amore or less activerolein treat-
ment decision making than originally intended.

Patients with partners: Forty-seven percent of patients
wanted to either make the treatment decision alone (10%) or
after serioudy considering their partners’ opinions (37%), and
54% wanted to share the decision making with their partner.
Therolesthat patients preferred their partnersto play in their
treatment choice and the roles they thought their partners had
played were not significantly different from one another (C2
[2, n=74] = 2.76) (see Table 2). Definitive treatment status
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Table 2. Preferred and Assumed Roles in Treatment
Decision Making

Active Collahorative Passive
Control Preferences
Scale Statement? n % n % n %
Patient with doctor
Preferred 38 51 31 42 5 7
Assumed 58 78 10 14 6 8
Patient with partner
Preferred 34 46 40 54 - -
Assumed 44 60 30 M4 - -
Partner with patient
Preferred 2 3 41 55 31 42
Assumed - - 12 16 62 84
N=74

a2 See Figure 1.

(completed versus not completed at time of second interview)
(%[2,n=74] =0.56, p = 0.76) and level of education (< grade
12 versus > grade 12) (C2[2, n=74] = 1.03, p > 0.1) were not
shown to have an influence on the roles patients assumed
versus the role they originally preferred to play with their
partner. Theimpact of patients' ageswas not ableto be deter-
mined because of the small sample size. However, atrend was
identified for men who were older than 60 to have a prefer-
ence for their partners to be more active in the treatment de-
cision-making process.

Partnerswith patients. Partners had a preference to play
either a collaborative (55%) or passive (42%) rolein the treat-
ment decision making. In the passive group (n = 31), 23 part-
ners wanted the patient to make the decision after considering
their opinion and 8 partners wanted the patient to make the
decision himself. Only two women wanted to make the deci-
sion for their husband. A significantly higher proportion of the
partners reported assuming a more passive role in the treat-
ment decision than originally preferred (c2[1, n=74] =29.42,
p < 0.0001) (see Table 2). Of the 62 partners who reported
assuming apassive rolein the treatment decision making, 52
reported that the patients had made the decision after consid-
ering their opinion, and 10 partners reported that patients had
made the treatment decision themselves.

Levels of Psychological Distress

Compared to the time of the first interview, al participants
reported significantly lower levels of state anxiety and depres-
sion at the time of completing the second set of question-
naires. Partners’ levels of state anxiety were slightly higher
than previously reported values of employed femal e subjects
at the time of both interviews (see Table 3). Patients' state
anxiety scores were within the reported normal limits by the
time of the second interview. All participants reported depres-
sion scores that were within normal limitsat both interviews.

Patients' levels of psychological distressdid not haveasig-
nificant influence on the roles they reported assuming versus
therolesthey originally had preferred to play with either their
physician anxiety (F [2, 70] = 1.03, p = 0.36) and depression
(F[2, 70] =0.48, p = 0.62) or partner anxiety (F [2, 70] =
1.27, p = 0.29) and depression (F [2, 70] = 1.50, p = 0.23).
Similarly, partners’ levels of anxiety (F[2, 70] = 0.28, p =
0.76) and depression (F [2, 70] = 0.32, p = 0.73) were not

found to have asignificant effect on the role they preferred to
play with patientsin treatment decision making versustherole
they actually assumed.

Discussion

Results of this study supported the hypotheses that provid-
ing individualized information to these patients and their part-
ners at the time of diagnosis does have potential beneficial
effects, such aslowering couples' levels of psychological dis-
tress and enabling patients to participate more actively in
medical decision making. The hypothesis that partnerswould
assume amore active role in decision making than originally
intended following the provision of an individualized infor-
mation counseling session was not supported.

Patients in this study did report that they had assumed a
more active role than originally intended. Several possible
explanations could account for thisfinding, but the most plau-
sible explanation isthat providing information in the context
of acounseling session lowered their levels of psychological
distress; this enabled them to assume more control in the de-
cision-making process. Steginga et al. (2000) also reported on
the importance men with prostate cancer attach to information
resources and counseling services, especialy at the time of
diagnosis. Similar results were reported in two randomized
clinical trials conducted with men newly diagnosed with pros-
tate cancer (Davison & Degner, 1997) and men making a
prostate cancer screening decision (Davison et a., 1999). Men
in these studies reported assuming more active rolesin mak-
ing medical decisions than originally preferred following a
coaching type of information intervention. Although the find-
ing from the current study is that the patients and their part-
ners chose to be proactive, other factors may provide areason-
able explanation for their actions, because patients receive
information from multiple sources and the uncontrolled de-
sign of this study cannot confirm this conclusion.

Approximately half of the partners in this study had a
preference to play a collaborative role with their spousesin

Table 3. Levels of State Anxiety and Depression

Characteristic X SD t test p

Men (N = 73)

State anxiety

e Pretest 41.92 12.03 5.03 0.000
* Post-test 35.58 10.82 - -

Depression

¢ Pretest 11.49 8.21 2.42 0.018
* Post-test 9.21 7.93 - -

Partners (N = 73)

State anxiety

e Pretest 4510 12.23 4.60 0.000
¢ Post-test 38.32 12.14 - -

Depression

¢ Pretest 15.15 10.94 3.27 0.002
¢ Post-test 11.04 9.58 - -

2 Student-paired t test. One couple did not complete second set of question-
naires. Mean state anxiety scores for working male and female subjects be-
tween the ages of 50-69 have been reported as 35.72 (SD = 10.34) and 32.2
(SD = 8.67), respectively (Spielberger et al., 1970). Depression scores greater
than 16 were considered clinically relevant (Radloff, 1977).
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choosing a definitive treatment for prostate cancer. However,
the majority of partnersin this study reported that they had as-
sumed a supportive role. Most partners reported that patients
“made thefinal treatment decision after seriously considering
their opinions.” The most frequent rationale given by partners
for assuming this role was that it was not their body so the
final choice had to be made by their spouses, as they would
have to live with the consequences of the treatment chosen.
Similarly, O’ Rourke (1997, 1999) and O’ Rourke and
Germino (1998) reported that partners deferred treatment
decisionsto their husbhands and denied having an influence on
the definitive treatment choice. One explanation for thisfind-
ing isthat the additional information partners received made
them aware of the high degree of uncertainty surrounding
each treatment choice and that this knowledge resulted in
them not wanting to assume responsibility for the potential
consequences of such a decision. Perhaps these partners
should have been asked about how they used the information
to help them make sense of the treatments that are available
for prostate cancer. Still another reason is that partners’ lev-
els of anxiety precluded them from assuming more control in
the decision-making process.

Partners’ levels of state anxiety were lower at thetime of the
second interview, but still higher than working women in the
general population. This finding was not surprising because
amost half of the patients were recovering from surgery and
many of the partners reported that they were assuming more
household and daily responsibilities. At the time of the second
interview, partners al so expressed concerns about hel ping their
husbands deal with the impending treatment or side effects of
treatments and concealing fears of recurrence. Oberst and Scott
(1988) also reported that spouses of patients with cancer had
higher levels of distress from one to three months following
surgery when the spouses’ concerns started to shift from the
patient’ s health to how the illnesswas going to affect their life.
Perhaps another session may have been required specificaly for
partners to discuss their concerns and address more practical
issues such as home self-care and usual timing of medical fol-
low-up appointments. Because the current study only had one
same-sex couple, making any conclusions regarding differences
in how male and femal e partners cope with aprostate cancer di-
agnosiswas not possible. Providing pertinent treatment-related
homecare information and emotional support to partnersiscer-
tainly an areathat requires further study.

Limitations

Study design, sample recruitment, and generalizability to
other patient populations wereidentified as major limitations
of this study. Without a control group, investigators cannot
conclude with certainty that the benefits reported were actu-
ally the result of theinformation counseling session. Recruit-
ment procedures also were biased because urologists only
referred patients they thought would be interested in access-
ing information and willing to participate in such astudy. The

inclusion of all men at the time of diagnosisfrom avariety of
community urology practices would have been valuable, but
only men who wanted more information than was already
provided by their urologist cameto the center. In addition, the
demographic profile of couples attending this metropolitan,
university-affiliated center may not be generalizable to other
community urology practices. Cultural issues also were not
addressed because only patients who spoke and understood
English were asked to participate in the study.

Nursing Implications

Evidence exists to demonstrate the need to provide infor-
mation to patients who are newly diagnosed with prostate
cancer and their partners at the time of diagnosisto facilitate
treatment decision making. The PIP computer program used
in this study proved useful in focusing the information coun-
seling session and addressing questions and concerns pertain-
ing to information priorities and related concerns on that par-
ticular day. Using this categorical approach to guide the
delivery of information was found to be a reasonable and
time-effective means of providing decisional support in an
outpatient setting. This methodology also was able to address
the variation between what information healthcare providers
believe patients should receive versus what patients actually
want to learn. For example, some patients ranked sexuality as
the most important information need and wanted al informa-
tion provided within the context of how treatment choice
would affect this aspect of their lives. Additional information
resources also were found to assist individuals in addressing
guestions or concernsthat arose following the counseling ses-
sion. Physicians and other oncology healthcare professionals
could use this computer program to guide treatment-related
discussions. The efficacy of using this approach with other
newly diagnosed patients with cancer requires further study.

Summary

In conclusion, results of this study suggest that assisting
men and their partnersin identifying and discussing the infor-
mation they consider important at the time of diagnosisis
beneficial. Counseling couples at the time of diagnosis using
this type of approach enables couples to access information
that is both timely and relevant. A research study currently is
under way to evaluate this approach within the context of a
randomized clinical trial design.
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For moreinformation . ..

0 CaP Cure—Association for the Cure of Cancer of the Prostate
WWW.capcure.org

0O MEDLINEplus: Prostate Cancer
www.nlm.nih.gov/medlineplus/prostatecancer.html

0 Prostate Cancer Information
www.prostateinfo.com

Links can be found using ONS Online at www.ons.org.
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