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ABSTRACT 

To date, there has been minimal research that has rnea~u~ed husbands' information 

needs when their wives have recently undergone surgery for breast cancer. In addition, 

there has been no research that has examiRed husbands' surgical treatment decisional role 

prefereuces and the relationship between husbands' informabonal needs and their surgical 

treatment decisional role preferences when their wives have recently undergone surgery 

for breast cancer. 

The purposes of this two phase descriptive survey were: to test a version of the 

Control Preferences Scale modifieci to index husbands' surgical treatment decisional role 

preferences (CPS-H) when their wives had recently undergone surgery for breast cancer; 

to describe husbands' informational needs and their decisional role preferences when their 

wives had recently undergone surgery for breast cancer, and to examine the relationship 

between husbands' information needs and decisional role preferences. Hanks' Structure 

of Knowledge Mode1 of Family Decision Making was applied as the conceptual 

h e w o r k  of this study. 

In the tira phase of the study, six husbands assessed the CPS-H for clarity and 

apparent int emal consistency . Analysis in accordance with unfolding theory indicated that 

the CPS-H formed a unidimensionai scale. 

In the second phase of the study, a convenience sample of 70 husbands completed the 

Family hventory of Needs-Husbands (FIN-H), the CPS-El, and a sociodemographic 

questionnaire. An open-ended intewiew was conducted with the participants to faciiitate 

expression of concerns related to information needs and surgical treatment decision 

making. 

Phase two resdts supported the unidirnensionality of the CPS-H, with 70% of the 

participants indicating that they had systematic preferences about the degree of control 
.. 
ll 



they desired about their wives' surgical treatment decision mal8ng. The intemai 

consistency of the FIN-H, as measured by Cronbach's standardized alpha coefficient was 

.95. Factor analysis suggested that there were five subdimensions to the RN-H. 

R e d t s  of this study indicated that the majority of husbands preferred a coilaborative 

decision making role with their wives and the physician in their wives' surgical treatment 

decision making, with 50% of husbands achieving their preferred decision making roles. 

Husbands' decisional role preferences were not associated with demographic and disease 

related variables. Husbands' highest ranked uifomtional needs were related to emotional 

and physicai w e  needs, and their lowest ranked needs were related to family relationship 

issues. There was minimal variation in husbands' highest and Iowest ranked needs 

according to dernograp hic, disease, and decision making role variables. Ho wever, a 

profile of husbands a greatest risk for not having their needs met were identifieci. 

Clinid implications and recommendations for future nursing research are presented 

on the basis of this study's hdings. 



ACKNOWLEDEGEMENTS 

This study codd not have been accomplished without the continued encouragement, 

support, and input of rnany individuals. It is with profound appreciation that 1 make the 

foliowing acknowledgments. 

To my thesis cornmittee whose research and clinical expertise transcribed ideology 

into reality, 1 extend my heartfelt gratitude. To Dr. Linda Kristjanson, whose mentonhip 

provided the impenis for this thesis and whose academic guidance, continual 

encouragement, and positive reuiforcement maintained my motivation. To Dr. Lesley 

Degner, whose sense of humour, optimism, and infectious enthusiasm for nursing research 

made my thesis experience a less arduous task To Dr. CLiEord YafFe, for his thought 

provoking questions and clinical expertise, and for his wihgness to facilitate nursing 

researc h. 

Special gratitude is extended to the couples who participated in this study and shared 

their expenences during a particularly stressful period. Recruitment of participants was 

facilitated through numerous individuds at each of the recniitment hospitals. 1 greatly 

appreciate the tirne and effort taken by nurses and unit clerks during their extremely busy 

work schedules. 

A special thank you is extended to Marilyn Kilpatrick who wiliingly shared the gamut 

of her thesis experience and provided me with a template for my thesis project. Mariiyn 

facilitated my study through her knowledge of the practical reaiities of a student research 

project, and through her unfailhg emotional support and encouragement. 

To Barbara Bilodeau, whose devotion to and advocacy for breast cancer families 

provided inspiration for this project. Barbara was always available as a sounding board 

and facilitated major aspects of my academic experience. 

To Bryan Mueller, who spent rnany hours assisting me with data entry and analysis 

and who willingiy shared his expertise in computer analyses. 

iv 



To Leo Cheung and Catherine Njue, statisticai consultants, Manitoba Nursing 

Research lnstitute who made important contributions to my understanding of statistical 

analyses. 

To the numerous fiiends and coiieagues who supported and encouraged me 

throughout my academic endeavon, and who listeneci to ali my trials and tribulations. 

To my family whose love and support provided the sustenance for my academic 

endeavours. To my daughter, Kirsten, who vicariously experienced my academic pursuits 

and supported me not oniy through encouragement and emotiond support, but through 

her technical assistance and acceptance of an ofien dîstracted parent. To my parents, 

whose value for lifelong education was supported through emotional, physical, and 

hanciai support. 

Finally to the Canadian Cancer Society whose award of the Maurice Legault 

FeUowship provided the hancial support that enabled me to conduct this study. 



TABLE OF CONTENTS 

Page 

.............................................................. CHAPTER 1: Statement of the Problem 1 

................... Introduction ,....... ...-..-..-....-..-..... 1 

Research Problem ............................. ,,.. ................................................. 2 

...................................................................................... Purpose of the Study 5 

Research Hypotheses ...................................................................................... 7 

Significance of the Study ............................................................................. 7 

Research Questions ..................... ... ........ ,.., .............................................. 8 

Summary ................... .. ................................................................................. 8 

CHAPTER n: Conceptual Framework ..................................................................... 10 

Introduction ...................................................................................................... -10 

Farnily Decision Making .................................................................................... 10 

Structure of Knowledge Model of Family Decision Making ............................... 11 

CEAPTER III: Literature Review ............................................................................ 15 
Treatment Choices ................... .. ......................... .. .................................. 15 

Factors AfEecting Choice ....................................................................... 15 
Psychosocial Outcornes of DifFerent Treatment Outcornes .................. - 1 7  
Choices and Outcornes .......................................................................... 19 

Spouse/Fady Responses to Iiiness ........................ .. .................................. -22 

Significance of Monnation for Family/Spouse .................................................. 26 
Information Needs of Husbands of Women with Breast Cancer ........... 31 

Decision Making ............................................................................................. 32 
Rational Decision Making Models ..................................................... 33 
Decision Making Process .................................................................... 33 
Health Care Decision Making .............................. ... ....................... 35 

Treatrnent Decisions in Life-Threatening Illness ................................ 36 
vi 



Idormation and Treatment Decision Making ...................... ... ....... 39 

Role of the Family in HeaIth Care Decisions ......................................... 47 
.................................... F a d y  Involvement in Health Care Decisions -48 

............................... Spousal Involvement Ui Breast Cancer Decisions -50 

(SBAPTER IV: Methodology ......................... .. ..................................................... -55 

......................................................................... .................... Introduction ... 55 

................................................................................................ Instrumentation -56 
.................................................................... Control Preferences Scale -56 

................... ......................... F d y  Inventory of Needs-Husbands ... 56 
....................................................... Sociodemographic Questionnaires 57 

Pilot Study- Phase 1: Sarnple. Method. and Analysis .......................................... 57 

Phase II: Population, Sarnple. and Setting .......................................................... 59 

................................................................................ Phase LI: Data Collection 60 

........................................................ ..................... Phase II: Data Analysis .. -61 

Ethical Considerations .............................. ... .... .... 
..................................................................................................... Introduction -66 

..................................................................... Phase 1: Pilot Study Data Andysis 66 

................................................................................... Phase II: Data Analysis -67 
.......................................................................... Demographic Statistics 67 

.............................................................. Data CoUection Circurnstances -67 
........................................... Demographic C haracteristics of Participants -69 
............................................ Dernographic Characteristics of the Women 70 

........................................................ Instrument Administration Variables 72 . . Non-Partmpant s ................................................................................... -73 



........................ Husbands' Preferred Roles for Participation in Decision Making -75 
Decisionai Role Reference According to 

...................................... Demographic and Disease Related Variables -78 

.................................................................. Reliability and Validity of the RN.H -80 
........................................................... Lntemal Consistency of the FIN-H 80 

..................................................................... Intemal Validity Estimates -80 

............................................................. Ranking of Needs Accordhg to Means -83 
Ranking of Needs According to Means by 

..................... Demographic, Disease and Instrument Related Variables 83 
Number of Needs, Sum Score of Needs and 

.......................................................... Extent to Which Needs are Met -96 

.......................................... Information Needs and Decisional Role Preference -101 
.................. Ranlring of Needs According to Decisional Role Preference 101 

Surn Score of Needs, Number of Needs and 
......................................................... Extent to Which Needs are Met 102 

....................................................................................... CHAPTER VI: Discussion 105 

..................................................................................................... Introduction -105 

Interpretation of Findings Accordhg to Research Questions ............................. 106 

...................................................... Husbands' Preferred Roles of Participation -106 
Husbands' Comments on hvolvement in Decision Making .................... 108 
Cornparison of Findings with Decisional Role Preferences 

........................................................................ of Oncology Patients -110 
.............................................................. Amal Versus Preferred Role -111 

Decisional Role Preferences According to Demographic 
.......................................................... and Disease Related Variables -112 

........................................................................ Information Needs of Husbands 113 
......................................................................... Highest Ranked Needs 113 

Husbands' Cornments about Highest Ranked Needs ............................ -113 
Empincal Support of Priority Need Findings ......................................... 115 . . 

...................................................................... Replication Cornparison -116 
........................................................................ Lowest Ranked Needs -119 

Empirical Support of Lowest Needs Findings ....................................... -120 

Information Needs Acwrding to Demographic. Disease and 
......................................................................... Instrument Related Variables 121 ... 

VLU 





LIST OF TABLES 

Page 

1 . Spouse/Family Response to Ilhess .......................................... -6 

2 . Significance of Mormation for FamilylSpouse ................................................... ..2 8-30 

3 . uiformation and Treatment Decision Making ...................................................... -40-45 

4 . Frequency and Percent Distribution of Sample According to 
....................................................................... Postoperative Day of Data Collection 68 

....................... 5 . Frequency and Percent Distribution of Sarnple Acwrding to Hospital 69 

6 . Frequency and Percent Distribution of Husbands According to 
........................................................................... .......... Demographic Variables ... -70 

7 . Frequency and Percent Distribution of Women According to 
Demographic and Disease Related Variables .............. .... .................................. -71 

........ . 8 Frequency and Percent Distribution According to instrument Related Variables 73 

9 . Frequency and Percent of Demographic and Disease Related Variables 
of Women whose Husbands Declined to Participate ............................................... -75 

1 0 . Husbands' Preferred Role According to First Card Selected ................................... 77 

1 1 . Husbands' Actual Role According to Fim Card Selected ........................................ 77 

12 . Prefened Decision Making Category Versus Actual Decision Making Category ..... -78 

13 . Husbands' Prefemed Decision Making Roles Acwrding to Dernographic 
and Disease Related Variables ........... .... ........................................................ -79 

1 4 . Factor Analysis of the FIN.H ................................................................................ -82 

15 . Highest and Lowest Ranked Needs According to Means ......................................... 83 

16 . Highest and Lowest Ranked Needs According to Means by Age ............................. 85 

................... . 1 7 Highest and Lowest Ranked Needs Acwrding to Means by Education -86 

18 . Highest and Lowest Ranked Needs Acwrding to Means by Occupation ................. 88 

19 . Highest and Lowest Ranked Needs According to Means by Residence .................... 89 

20 . ffighest and Lowest Ranked Needs According to Means by 
.................................................................................. Number and Type of Surgery 91 



2 1. Highest and Lowest Ranked Needs According to Disease Stage .... ... . . . .. .... -.. .. ... ...... 93 

22. ffighest and Lowest Ranked Needs According to 
Postoperative Day of Data Collection.. . . . . . . . - -. . . . . . . . . . . . . . . . . . . . . . . . . . -. -. -. . -. . . -. . . . -. . . . . . - . . -. - - - - -94 

23. Highest and Lowest Ranked Needs According to Individuals 
Present at Data Collection.. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . - 9 5  

24. Sample Means and Standard Deviations Accordhg to the Extent that 
Highest Ranked Needs were Met.. . .. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . -. . . . . . . . . . . . . . . . . . .. . - ... .. ..-. .. . -97 

25. Sum Scores, Mean Number of Needs, Number of Unmet Needs and 
Percentage of Unrnet Needs According to Demograp hic Variables.. . . . . . . . . . . . . . . . . . . . . . . . -99 

26. Sum Scores, Mean Number of Needs, Number of Unmet Needs and 
Percentage of Unmet Needs According to Disease Related Variables.. . . . . . . . . . . . . . . . . . . .IO0 

27. Surn Scores, Mean Number of Needs, Number of Unrnet Needs and 
Percentage of Unmet Needs Accordhg to Instrument Variables.. .. . .. .. ... ....... . . ... . . .. 100 

28. Highest and Lowea Ranked Needs According to Decisional Role Preference.. . . . . . - 1  02 

29. Sum Scores, Mean Number of Needs, Number of Unmet Needs and 
Percentage of Unmet Needs According to Decisional Role Preference.. . . . . . . . . . . . . . . . . .!O3 

30. Decisional Role Preferences of Husbands of Women with Breast Cancer Versus 
Decisional Role Preferences of Women with Breast Cancer ...... .. .. . ... .. .. .. ....... ........ 1 10 



LLST OF APPENDICES 

A Structure of Knowledge Mode1 of F a d y  Decision Making ................................... 161  

B . Degner and Sloan's Control Preferences Scale ....................................................... 162 

C . Family Inventory of Needs-Husbands Scale .............. .... .............................. 163 

D . Kilpatrick's ( 1 995) Factor Analysis of FIN-H ....................................................... -165 

E+ MoâEed Role Preference Statements ...................................................................... 166 

F . Psychological Dimension of Preferences for Control over Treatment Decisions ....... 167 

G . Ideal Point of Psychological Continuum for Control over Treatment Decisions ...... -168 

H . Valid Permutations of the Control Preferences Scale .................................. .... ...... - 1  69 

1 . Request for Permission to Release Names ...................................................... 1 7 0  

J . Patient Consent Forrn ........................................................................................... -17 1 

K . Patient C hart Data S heet ................ ,.,. ........................................................ 1 73 

L . Disclaimer for Husbands ......................................................................................... 174 

M . lnforrnation Sheet for Husbands ............................................................................. 176 

N . CPS Data Collection Form ..................................................................................... 177 

O . Pilot Test Permission to Release Narnes ............................................................ 1 7 8  

P . Pilot Testing Disclaimer .......... .. .......................................................................... 179 

Q . Pilot Test - Cl* ................. .. .......................................................................... 180 

R . Pilot Test - Apparent Internai Consistency ........................................................... 181 

S . Resources for Husbands ........................................................................................ - 1  82 



CHAPTER 1 

STATEMENT OF THE PROBLEM 

In 1996, there wiU be approximately 18,600 Canadian women diagnosed with breast 

cancer (Canadian Cancer Statistics, 1996). A cancer diagnosis not ody a@êcts the women 

but reverberates through the entire family unit (Baider & Kaplan De-Nour, 1988; Hïiton, 

1994; HoweU, 1986; Kristjanson & Ashcroft, 1994; Lewis, 1990; Northouse, 1992; Sales, 

199 1 ). The fear, anger, uncertainty and helplessness that are engendered by a cancer 

diagnosis are not confineci to the patient but extend to family members (Tringali, 1986). 

Both patients and families experience physicai, psychological and social distress 

throughout the cancer experience (Burbie & Polinsky, 1992). 

Hack, Degner and Dyck (1994) suggest that patients with cancer may gain a sense of 

control over their ihess by acquiring information and participating in treatment decision 

making. Investigators have explored infonnation needs and desire for participation in 

treatrnent decisions in women with breast cancer (Bilodeau, 1992; Hack et al., 1994; 

Luker et al., 1995). However, there is limited research about fàmilies' and in particular 

husbands' infonnation needs and their desire for involvement in treatment decisions when 

their wives are diagnosed with breast cancer. 

The a h  of this research is to examine husbands' preferences for participation in 

treatment decisions and their needs for information when their wives have recently 

undergone nirgery for breast cancer. The research problem chosen, the purpose of the 

study and the significance of the research will be addressed in this chapter. 



- 
The diagnosis of breast cancer has a ripple effect from patient to family and may have 

a long term impact on their lives (Hardwick & Lawson, 1995). Families "serve as the tirst 

line of support, numirance and interpretation of the cancer diagnosis for the patient" 

(Lewis, 1986, p.269). The f d y  in turn impacts on the patient's response and adaptation 

to the cancer expenence (Cooper, 1984; Howeli, 1986; Lewis & Bloom, 1978; Sholevar 

& Perkel, 1990; Tringali, 1986). The family is expected to provide the patient with 

emotional support, while attempting to deal with ramifications of the diagnosis for 

themselves (Gray-Price & Szczesny, 1985). 

The diagnosis of breast cancer has a major impact on the patient's husband (Zahiis & 

Shands, 199 1). Husbands are usuaily the closea family member and are fiequently a 

major source of emotional suppon to the woman (Baider & Kaplan De-Nour, 1988; 

Chaitchik, Kreitler, Rapoport & Algor, 1992; Hannum, Giese-Davis, Harding & Hatfield, 

1991). Husbands have a double duty of supporting their wives and other f d y  members 

(Lewis, EUison & Woods, 1985). However, empKical fierature suggests that spouses of 

patients with cancer experience emotional distress similar to or greater than their partners 

(Baider & Kaplan De-Nour, 1988; Baider, Rizel & Kaplan De-Nour, 1986; Northouse, 

1989; Oberst & James, 1985). Baider and Kaplan De-Nour's ( 1988) study of patients with 

breast, colon and testicular cancer and their spouses found that husbands of female cancer 

patients were more ernotionally distressed than wives of male patients. 

Northouse ( 1992) reviewed studies on the psychological adjustment of women with 

breast cancer and their families. Northouse found that the diagnostic period was 

extremely stressfûi for patients and their spouses. The diagnostic period was viewed as 

moa stressfil given the expectation of making treatment decisions, while coping with the 

emotional m o i 1  of the cancer diagnosis (Northouse, 1992). 

Eighty percent of breast cancers are diagnoseci at stage I or II (Waltman, 1994). A 

stage 1 or II breast cancer diagnosis presents options for local and systemic therapy, which 



may have fa-reaching implications for the woman and her spouse (Hilton, 1994; 

Kalinowski, 199 1). Treatment decisions that affect one member of the family have 

consequences for ali family members (Blusteh, 1993; Hardwig, 1990; Morra, 1985). 

Despite the curent ernphasis on fdy-centered health care, wornen with breast cancer 

tend to be treated as solitary decision makers and not as part of a f d y  unit (Blustein, 

1993; Lewis & Bloom, 1978; Nelson, 1992; Valanis & Rumpler, 1985). 

Women's decision making abilities under stress may not be effective (Hack et al. 

1994; Northouse, 1992; Valanis & Rumpler, 1985). Husbands, by vunie of their 

closeness and intimate knowledge of the patient, may act as a resource for helping women 

make treatment decisions @lustein, 1993). In addition, they may act as an advocate and 

put women on a more quai footing with health a r e  providers (Blustein, 1993; Nelson, 

1992). 

Empirical evidence has show that patients who are involved in treatment decisions 

experience less anxiety and depression (Faliowfleld, Hall, Maguire & Baum, 1990), 

improved role and physical functioning (Greenfield, Kaplan & Ware, 1985), increased 

satisfaction with treatment decisions and care received (Cassileth et ai., 1989), and a 

higher degree of hope (Cassileth, Zupkis, Sutton-Smith & March, 1980). Morris and 

Royle (1988) found that husbands suffered less anxiety and depression when they 

participated in breast cancer treatrnent decisions. 

Husbands have been show to be iduential in breast cancer treatment decision 

making (Kilton, 1993; Margolis, Goodman, Rubin & Pajac, 1989; Ward, Heidnch, & 

Wolberg, 1989) and often act as CO-decision makers (Hilton, 1994). HïIton's ( 1994) 

examination of famiy decision making processes conceniing &y breast cancer treatment 

found differing degrees of famiy involvement in the decision making process. However, 

prediagnosis decision making patterns were carried into the cancer situation. Her shidy 

was not exclusive to the spousal role, but did place emphasis on couple decision making. 



Hilton suggests that health care providers shouid recognize the importance of spousal 

involvement in decision making to support previous decision rnaking patterns. 

Assessing husbands' preferred roles in breast cancer treatment decisions is the initial 

aep to providing husbands with an opportunity to be forrnally involved in treatment 

decisions. Husbands who want to be involved may then reap the benefits associateci with 

participation in treatrnent decision making and may provide decisional support to their 

wives. 

Accordiig to Lazanis and FoIkman (1984) information seeking is a prime mode of 

coping with threatening events. Ernpincal literature indicates that information assists 

family members to cope with the anxieîy and stress of the cancer experience (Adams, 

199 1 ; Meissner, Anderson & Odenkerchin, 1990; Northouse, 1989; Wingate & Lackey, 

1989). Jassack ( 1992) and Meissner et al. (1990) suggest that the information needs of 

patients and f a d y  mernbers are not necessarily identical. Each partners' concerns and 

information needs should be assessed rather than assuming that their concerns are identical 

(Northouse, 1989). 

Kilpatrick ( 1995) examined the information needs of husbands of women newly 

diagnosed with breast cancer. The highest ranked information needs were related to 

immediat e care needs and communication issues. Husbands wanted honest specific 

information about the disease and treatrnent, and wanted to know that the best possible 

care was being given to their wives. Addressing the information needs of husbands of 

women with breast cancer enhances their feelings of control, decreases their anxiety, 

prepares them for their supportive role and facilitates participation in decision making 

(Adams, 1 99 1 ; Brandt, 1 99 1 ; Tringali, 1 986; Zahlis & Shands, 1 99 1 ). 

Shidies that have examined the relationship between patient's preferences for control 

over treatrnent decisions and patient's desire for information report inconsistent findings. 

Cassileth et al. ( 198O), Demis ( 1987) and Hack et al. ( 1994) suggea that information 

preference and desire for decisional control are correlated; a greater desire for wntrol 



indicating a greater desire for information. However, other researchers found no 

correlation between information seeking and decision making preferences (Blanchard, 

Labrecque, Ruckdeschel, & Blanchard, 1988; Ende, Kazis, Ash, & Moskowitq 1989; 

Sutherland, Llewellyn-Thomas, Lockwood, T ritchier, & Ta, 1989). The inconsistency of 

these findings highlights the need for assessrnent of husbands' information needs and their 

preferred roles in decision making. - 
Investigators have examined the relationships between women's preferences for 

involvement in breast cancer treatment decisions and their desire for disdtreatment 

information (Degner et al., 1997; Hack et al., 1 994). However, to date, there has been no 

work to measure decision making preferences of husbands of wornen with breast cancer 

and no work to examine the relationships between husbands' Somation needs and their 

desire for involvernent in breast cancer treatment decisions. A review of the literature 

related to instruments usefûl for measuring these constructs revealed several instmments 

that had been used and tested in a variety of populations. 

The tool chosen for measuring decision making preferences is Degner and Sloan's 

(1992) Control Preferences Scale (CPS). 'The CPS is a valid and reliable measure of 

preferred roles in heaith a r e  decision making (Davison, Degner & Morgan, 1995; Degner, 

Sloan & Venkatesh, 1997). The tool is theoreticaüy based, as it was developed on the 

basis on Degner and Beaton's (1987) descriptive theory of We-death decision making. 

The tool has been used for patients with cancer, for the general public, (Degner & Sloan, 

1992) and for women with breast cancer (Hack et al., 1994). 

Degner (1984) suggests that previous tools utilized to measure wntrol over health 

care were not designed to specincally elicit preferences for control over treatment 

decisions. The CPS offers greater vhability for responses about roles in treatment 

decision making than previous tools which offered subjects only two dichotomous 



alternatives (Hack et al., 1994). Subjects found the tool to be simple and interesthg 

@egner & Sloan, 1992). 

The tool consists of five cards which describe roles that the patient and physician can 

assume. The cards offer varying degrees of patient involvement in treatment decisions 

(active, collaborative, passive). In the active role, patients are the major determiners of 

treatment decisions. The collaborative role depicts a shared responsibility for treatment 

decisions by the patient and the physician. The physician is the major determiner of 

treatment in the passive role. This tool is specik to the patient's preferred role, so the 

tool will be modified to index the husband's preferred role in decision making. 

The tool chosen for measuring husbands information needs is Kilpatnck's (1995) 

FIN-Husband (FIN-H). This tool was chosen as it is the only tool that specifically 

addresses the information needs of husbands of women with breast cancer. However, this 

tool has not been used to examine the relationship between husbands' information needs 

and their desire for involvement in breast cancer treatrnent decisions. 

The FIN-H is based on the Family Inventory of Needs Scale (FIN) developed by 

Kristjanson (1993) to address the needs of f d y  members of terminaiiy il1 patients. The 

FIN-H was found to be internally consistent, clear, content vdid and stable over a short 

tirne interval (24 hours) (Kilpatrick, 1995). Kilpatrick found that FIN-H to be succinct 

and easily administered in a short time frame. The FIN-H consists of thirty items 

addressing husbands' concerns and need for information. The tool assesses the degree of 

importance of the thvty items and the extent to which husbands perceive that their 

identifid needs are met. 

The purposes of this study are to: (a) modify Degner and Sloan's (1992) Control 

Preferences Scale to index husbands' preferences for participation in treatment decisions 

when their wives have recently undergone surgery for breast cancer, (b) pilot test the 

modified control preferences sale to detennine the reliability and validity of this modiied 

scale (CPS-H), (c) describe husbands' role preferences for participation in treatment 



decisions when their wives have recentiy undergone nirgery for breast cancer, (d) examine 

information needs of husbands of women who have recently undergone surgery for breast 

cancer, utilking Kilpatrick's (1995) FIN-Husband tool, and (e) examine the relationship 

between husbands' desire for idormation and their preferences for participation in 

decision making. 

On the bais of previous empirical research that has shown a relationship between 

information needs and treatment decision rnaking preferences in oncology patients, the 

foUowing hypothesis has been fomulated: 

1. Husbands who prefer an active role in their wives' surgical treatment decision 

making will have a greater need for information (on the basis of nurnber of 

identified priority ne& and means of priority needs) than husbands who prefer 

a coilaborative or passive role in their wives' surgical treatment decision making. 

ce of 

Although there is a paucity of literature related to families' involvement in cancer 

treatment decisions, existing literature suggests that many families are involved in decision 

making (Hilton, 1 993; Hilton, 1994; Stetz, 1993). However, families are not always 

formally acknowledged by health care professionais as having a role in decision rnaking, 

and as such are not always included in patient-physician treatment discussions. Hiiton's 

(1994) examination of farnily decision making processes concerning early stage breast 

cancer treatment found v m g  degrees of family participation in decision making. 

However, pre-diagnosis decision making patterns were maintaineci in the cancer situation; 

couples were usually congruent in their participation, both either participating passively or 

actively. Hilton suggests that breast cancer treatment decisions are not usually solely 

patient matten, so health professionals rnust recognize the importance of family 



involvement. Health care professionals shodd assess and respect husband's wishes 

regarding involvement in treatment decisions. 

Literature reviews of families' cancer experiences report that families feel ignored by 

health professionals (Sales 199 1 ), rely on indirect routes to obtain information 

(Northouse & Northouse, 1987)' and continue to have difncdty obtaining desired 

information (Kristjanson & Ashcroft, 1994). Assessing and addressing husband's 

idormation needs assists them to cope with stress, prepares them for thek supportive role 

and facilitates their participation in decision making (Adams, 199 1 ; Tringali, 1 986; Zahlis 

& Shands, 1991). 

ch 

The research questions to be addressed in this study are: 

1) What is the reliability and validity of the modified Control Preferences Scale? 

2) What are husbands' preferred roles for participation in treatment decisions when 

their wives have recentiy undergone surgery for breast cancer? 

3) What are the information needs of husbands of women who have recently 

undergone surgery for breast cancer? 

4) What is the relationship between husbands' desire for information and their 

preferences for participation in decision making when their wives have recently undergone 

surgery for breast cancer? 

Summarv 
To date, there is a dearth of literature in the areas of idormation needs and preferred 

roies in treatment decision making of husbands of women who have recently undergone 

surgery for breast cancer. This study wiil contribute to an understanding of husbands' 

idonnation needs and their preferred roles in breast cancer treatment decisions. 



Awareness of husbands' information needs and their preferred roles in decision making is 

the initial a e p  to designing and testing appropriate interventions for this population. 



CHAPTER II 

CONCEPTUAL EXAMEWORK 

o d u m  

According to Lobiondo-Wood and Haber (1990), a conceptual framework provides a 

context for examinhg a problem and serves as a guide for interpretation, evaluation, and 

integration of the research findings. This section includes a brief review of research that 

has examined farnily decision making, and a description and rationale for choice of the 

proposed framework. 

The search for a conceptual framework that would include the variables: husbands' 

need for information and husbands' preferred roles in breast cancer decision making lead 

to exploration of family decision making literature. Farnily decision making literature 

focuses on couple's decision making and the variables that influence this joint decision 

making process. 

Family decision making has been examined fkom a variety of perspectives that 

include: spousd response consistency (Monroe, Bokemeier, Kotchen & McKean, l98S), 

communication patterns (Krueger & Smith, l982), power (Corfinan & Lehmann, 1987) 

decision m a h g  noms (Hodihan, Jackson & Rogers, 1990) and gender roles (Scanzoni 

& Szinovacz, 1980). One study was guided by equity theory, others had fiameworks that 

were exclusive to home purchase decision making, and Mme did not have an explicit 

conceptual fiamework. The majority of the reviewed studies implicitly or explicitly were 

guided by Scanzoni and Szinovacz's ( 1980) f d y  decision making mode1 (Gerrard, Breda 

& Gibbons, 1990; Haber & Austin, 1992; Kinsbury & Scanzoni, 1989; Quails, 1987; 

Wagner, Kirchler, Clack, Tekarslan & Verma, 1990). 



Scaoroni and Szinovacz's f d y  decision making mode1 acknowiedges that variation 

in spouse's decision makhg roles affects the process of f d y  decision making. However, 

this mode1 does not attend to the significance of information in the decision making 

process. 

del of F a m i j w  
. . 

The fiamework chosen for this study is Hanks' (1993) Structure of Knowledge Mode1 

of Family Decision Making (Appendut A). Hanks states that farnily decision making is a 

complex process that includes multiple decision makers, variable access to information, 

unpredictable outcornes, and individual and farnily variation among styles of inquiry and 

structure of knowledge. 

Within the f d y ,  member's individual leamhg styles innuence individual decision 

making styles and in tum influence decision processes and outcornes. Individual leamhg 

and decision making styles are mediated by socialization. Variations in leaniing and 

decision making styles among famiiy members can either strengthen or hinder the decision 

making process. 

As farnily members interact during decision making they create a shared system of 

inquiy that results in a structure of knowledge characteristic of the f d y .  Individual 

family members ciiffer in their perceptions of the components of a decision (time to make 

the decision, amount of information needed, and potential risk). The impact of any single 

component on a decision is determined in part by the role acted out by the family member 

presenthg hisher perceptions of that component to the family. Family members may have 

different roles in decision making. Individuai family members may be deemed experts in 

certain areas or may have assurned decisionai responsibility for specific types of decisions. 

As family members interact in their various roles and with their various perceptions of 

decision to be made, they corne to a collective definition of the decision. Once a collective 



definition has been determineci, the family will either pursue additional information or 

adopt a course of action on the bais of available information. 

Hanks suggests that the complexity of famiy decision making is cornpounded when 

the f d y  (a social organization) interacts with other o r g k t i o n s  fieaith, education) 

that have dissimilar orientations toward decision making. Hanks suggests that familes are 

at a disadvantage due to the foiiowing dinerences in the interacting systems. 

The tradition of professional supremacy places the family in a situation of unequai 

power and control in decision making. Families and organizations often cliffer in levels of 

experience with a particular decision and Vary in the values and d e s  that guide decision 

making. Farnily members oflen have no experience in the organizational context, and have 

minimal or no knowledge of the organizational decision making processes, d e s  or goals. 

Conversely, organizational participants have minimal knowledge of family decision making 

beyond the assumptions that they b ~ g  fiom their own f d y  life. Families and 

organizations have differential access to and understanding of decisional information. 

Organizations ofien juNfy decisions on the basis of rational choice, whereas family 

decision making has an emotional component and c m o t  be achieved using oniy rationai 

criteria. 

Hanks suggests that communication between f d y  participants and organizationai 

participants is key to facilitating family/organizationaI decisions. Decision making requires 

a fiee exchange of information. Both organizational units involved in decision making 

need equal access to: "(1) the information necessary to make a rational choice and (2) 

knowledge of the values and feelings that may make non-rationai choice more 

appropriate" (Hanks, 1993, p.235). Both units need to understand the perceived values of 

outcornes that may result in different weighting of those values by each participant in the 

family/organizatiod decision process. 

This framework was chosen because it depicts a cornmon process of farnily decision 

making, but aiso acknowledges a structure of knowledge/decision making that is unique to 



each family. The fhmework recognkes that f a d y  members Vary in their idonnational 

requirements and their decision rnaking roles. This supports the need for individualwd 

assessrnent of famiiy members' idormation needs and preferred roles in decision making. 

The contextual variables involved when a fàmily interacts with an organization in decision 

rnaking highlights the importance of communication and information sharing between 

health care professionals and family members. 

The tool (FIN-H) that will be used to measure husbands' information needs is not 

exclusive to decision making idornation. However, Kilpatrick ( 1995) found that 

communication issues and immediate care needs were the highest ranked information 

needs of husbands of women newly diagnosed with breast cancer. Husbands wanted 

honest specific idionnation about the disease and treatment (Kilpatrick 1995). One can 

only assume that this type of information was required to facilitate their involvement in 

treatment decision making. 

Husbands also wanted to know that the bea possible care was being given to their 

wives (Kilpatrick, 1995). Empiricai literature indicates that farnily members require 

information that wiil help them cope with the stress and anxiety of the cancer experience 

and information to prepare them for their supportive role in addition to information that 

facilitates decision making (Adams, 199 1 ; Northouse, 1989; Tringali, 1986; Wingate & 

Lackey, 1989; Zahlis & Shands, 199 1 ). 

Summarv 
The conceptual framework of the proposed research and the fhmework's applicabiiity 

to the issues of husbands' ùiformation needs and preferred roles in hast  cancer treatment 

decision making have been described. The contextual variables that influence 

family/organizational decision making have been exploreci. The proposed fiarnework will 

guide the study as the researcher attempts to identifjr husbands' preferred roles in breast 

cancer treatment decision making and the types of information they desire about their 



wives' ihess. By identifyiog husbands' preferred roles in breast cancer treatment decision 

making, health care professionals may be able to enhance families' decision making 

processes. By i d e n m g  husbands' information needs, health care professionals may be 

able to provide information that will facilitate husbands' involvement in treatment decision 

making, decrease their anxiety and enhance their ability to support their wives. 



This iiterature reviewed for this study wiU be presented under the foilowing four main 

topic areas: breast cancer treatment choices, spouse/family responses to illness, 

sigmficance of information for the family/spouse, and decision making.. Each area wili be 

examined separately . 

Treatment Choices 

"Treatment of breast cancer is based on the stage of disease at diagnosis: 

approximateiy 80% of breast cancers are diagnosed at Stage I or iI.. . " (Waitman, 1994, 

p. 15). Treatment of Stage 1 and II breast cancer includes surgery and adjuvant systemic 

therapy for some patients (Waltman, 1994). Modifieci radical mastectomy and the breast 

c o n s e ~ n g  treatment of lumpectomy plus radiation have been show to be quivalent in 

tems of local controi and overd s u ~ v a l  for the majority of women with Stage 1 and LI 

breast cancer (Kaiinowski, 1 99 1 ; Kinne, 1 990; Long, 1 993 ; Margolis, Goodman, Rubin & 

Pajac, 1989; Wakman, 1994). 

The majority of women with Stage I and II breast cancer make their initiai treatment 

decision with respect to the type of surgical intervention. This section of the fiterature 

related to treatment choices is categorized into three subgroups: (1) factors that influence 

a woman's choice of surgical treatment, (2) psychosocial outcornes related to type of 

surgical treatment for women and their husbandq and (3) the ef[éct that participation in 

treatment choice has on the psychosocid adjustment of wornen and their husbands. 

Choice 

Although many women are medicaliy eligible for either lurnpectomy or mastectomy, 

survivorship is not the only factor considered by women when selecting surgical treatment 



(Schain, 1990). Valanis and Rumpler (1985) postulate that a woman's choice of treatment 

is influenced by four factors. The four factors are: media, physician, family and fnends, 

and the woman's resources and her ferninine identification. 

Empirical studies have also examined factors that influence women's choice of 

surgical treatment. Sample sizes in the six reviewed studies ranged fiom 20 to 1 19, with 

oniy two studies havhg greater than 50 subjects. Factors that innuenced choice of surgical 

intervention were assessed by questionnaires or semi- struchired interviews. 

The majority of the studies reporteci that women who chose breast conserving surgery 

showed greater concerns about maintenance of body integrity than women who chose 

rnastectomy (Ashcroft, Leinster & Slade, 1985; Margolis et al., 1989; Morris & Royle, 

1988; Ward, Heidrich & Wolberg, 1989; Wolberg, Romsaas, Tanner & Malic, 1989 ). 

Women who chose modified radical mastectomy were influenced by their concems about 

the efficacy of lumpectomy, the side effects and inconvenience of radiation therapy, and 

the possibiiity of a second surgery (Ashcroft et al . 1985; Margolis et al., 1989; Moms & 

Royle, 1988; Ward et al., 1989; Wilson, Hart & Dawes, 1988 ). 

Two of the aforementioned studies examined the influence of partner's feelings on 

the woman's choice of surgical treatment. Ward et ai. (1989) found that a greater 

percentage of women who chose lurnpectomy were iduenced by their partner's feelings. 

In contrast, Margolis et al. (1989) found that a greater percentage of women who chose 

rnastectomy were influenced by their partner's feelings. Although these studies are lirnited 

by small samples (n = 22 & 70, respectively), the tindings niggest that spouses are 

influentid in women's surgical treatment decisions. 

Choice of surgical treatment has been related to women's concems about body 

integrity, su~vorship, convenience of treatment, and parnier's feelings. Providing 

husbands with the information they desire and respecting their desue for involvement in 

treatment decision making may enhance communication of feelings about treatment 

options between a woman and her husband and facilitate treatment decision making. 



o f 0  

According to Schain ( 1 WO), the psychological consequemes of breast cancer 

treatment have been examineci more than any other single organ site malignancy. Schain 

suggests that it may be attributable to the high incidence of breast cancer and "to the fact 

that the female breast is imbued with special nurturant and semal connotations" (p.9 17). 

One of the reasons for breast conservation treatment was that the psychologicd sequalae 

would be less severe than after breast amputation (Fentiman, 1995). However, the 

foflowing empirical studies do not fUy  support this hypothesis. 

The six reviewed studies that have compared the psychosocial outcomes of women 

who had a lumpectorny to women who had a rnastectomy had sample sues that ranged 

f?om 52 to 1 19 ( Fallowfield, Baurn & Maguire, 1986; Hughes, 1993; Omne-Ponten, 

Holrnberg, Burns, Adami & Bergstrom, 1992; Steinberg, Juiiano & Wise, 1985; Taylor et 

al., 1985; Wolberg et al., 1989). Five studies had more than 65 subjects. These studies 

exarnined various psychosocial outcomes (overall global adjustment, d e t y ,  depression, 

self-image, sexual hction, uncertainty, and hnctional status) and employed a variety of 

instruments. The tirne h e s  for data collection ranged fiom 8 weeks to 16 rnonths post 

surgical intervention. 

AU of the studies indicated that there were minima1 differences in the various 

psychosociai dependent variables between women who had a lumpectomy and women 

who had a mastectomy. Taylor et al. (1985), Steinberg et al. (1985), and Wolberg et al. 

(1 989) reported that women who underwent a lumpectomy reported better semal 

relations than women who underwent a mastectomy. However, Omne- Ponten et al. 

(1992) found a higher rate of sexual disturbances for women who had a lumpectomy than 

wornen who had a mastectomy. 

Four recent literature reviews suggest that there are minimal differences in overall 

psychosociai outcomes between modifieci radical mastectomy and lumpectomy (Carlsson 

& Hamrin, 1994; Meyerowitz, 1 993; Royak-Schaler, 199 1 ; Wainstock, 1 99 1 ). However, 



the rnajoniy ofreviewed studies indicated that women who chose breast conse~at ion 

surgery had a more positive body image than women who chose mastectomy. 

Only two of the reviewed studies compared psychosocial outcomes of husbands of 

women who had breast consexving nirgery to husbands of women who had a mastectomy. 

A retrospective study by Baider, Rizel, and Kaplan De-Nour (1 986) compared couples' 

psychosocid adjustment post lurnpectorny (n = 2 1) and post mastectomy (n = 20). 

Cornparisons of women's responses showed no Merences in anxiety, depression and 

overall psychosocid adjustment. 

There were no significant dierences in depression or overail adjustment between 

husbands of women who undenvent lumpectomy and husbands of women who undenvent 

mastectomy. Husbands of women who had undergone lumpectomy were somewhat more 

anxious than husbands of women who had undergone mastectomy. Husbands in both 

groups reported more adjustment problems than their wives and were less satisfied with 

the care their wives had received than were the women. 

Ornne-Ponten, Holrnberg, Bergstrom, Sjoden, and Burns ( 1993) examined the 

psychosocial adjustment of husbands of women who had a mastectomy (n = 36) and 

husbands of women who had breast conserving surgery (n = 20) at four and thirteen 

months poa  surgery. Results were marghaiiy more favourable for husbands in the breast 

conserving group, with husbands reporting slightly less aruciety and depression than the 

husbands in the mastectomy group. Emotional distress was high in both groups and for 

both groups, increased over tirne. The investïgators suggest that type of surgery is not the 

major determinant of husbands' psychosocial outcomes. Anecdotal information from the 

study showed that husbands felt disregarded by rnedicai staff, and lacked information 

about their wives' disease and treatment. 

Although these studies of husbands' psychosocid adjustment are limited by smail 

samples, findings are consistent. Type of surgicd intervention does not appear to affect 

the psychosocial outcomes of husbands of women with breast cancer. The literature 



suggests that women and their husbands experience psychosocial distress irrespective of 

the type of wgicai treatment for breast cancer. Ganz (1 992), suggests that the key to 

psychosocial adaptation may be related to the opportunity to participate in choice of 

treatment . 

The thûd sub-category related to treatment choices explores the eEect that 

participation in treatment choice has on the psychosocial adjustment of women with breast 

cancer and their husbands. Empirical evidence has shown that patients who are involved 

in treatment decision making experience less amciety and depression (Fallowfield, Hall, 

Maguire & Baum, 1990), improved role and physical fiinctioning (Greenfield, Kaplan & 

Ware, 1985 ), increased satisfaction with treatment decisions and care received (Cassileth 

et ai., 1989 ), and a higher degree of hope (Cassileth . Zupkis, Sutton-Smith & March, 

1980). The following studies compared psychological outcornes of individuals who were 

provided an opportunity to choose treatment to individuals who did not have an 

opporhinity to choose treatment. 

Levy, Herbeman, Lee, Lippman, and d'Ange10 (1989) examined mood aates and 

funaional status of Stage 1 and II breast cancer patients at three to five days and three 

months post nirgery. Ninety-three women were randomly assigned to mastectomy or 

lumpectomy treatrnent and ninety-eight women were given a choice of surgical treatment. 

Seventy percent of the women given a choice opted for mastectomy. 

Results indicated there were minimal merences in mood states and no ciifferences in 

functional status between women randomly assigned to surgical treatment. in the group 

offered a choice, fiinctional status was similtir, but women who had a lumpectomy 

demonstrated overali higher levels of emotionai distress three months post surgey than 

women who had a mastectomy. In addition, women who had a lumpectorny reported iess 



ernotiod support from sisnificant others than did women who had a mastectomy. 

Emotiond distress was not attributable to adjuvant therapy or extent of disease. 

The investigators suggest that making a choice within the context of a perceived 

unlaiown is threat producing. Poa  surgicai monitoring of the conserved breast and 

knowledge of the need for radiation therapy may suggest to women who have undergone 

a lurnpectomy that they are still harboring a malignancy in the spared breast. 

In another study by Faiiowfield, Hall, Maguire, and Baum (1990) comparisons of the 

psychological outcomes of women (n = 269) treated by surgeons who offered a choice 

whenever possible and women treated by surgeons who favoured breast conserving or 

mastectomy surgery were made. In contrast to Levy's et al. (1989), Fdowfield et ai. 

found that women treated by surgeons who offered a choice, irrespective of treatment 

choice, showed less depression and anxiety than women treated by surgeons who did not 

offer a choice. Sixty-two of the 1 18 women treated by surgeons who offered a choice 

were eligible to choose their surgery, forty-three chose breast conservation. There was no 

significant merence in anxiety or depression between women who were eligible to choose 

and those who were not eligible to choose surgical treatment. The researchers suggest 

that surgeon type and the manner in which treatment decisions are made are as influentid 

as surgical choice on psychological adjustment. 

Thiriy women and their husbands were studied prospectively to assess whether choice 

of surgery (mastectomy or wide excision plus radiotherapy) affected anxiety and 

depression pre and post operatively (Morris & Royle, 1988). Twenty couples were given 

a choice, and ten were not offered a choice because tumor position mandated a 

mastectomy. Preoperatively and at two months postoperatively, women and husbands 

offered a choice d e r e d  less anxiety and depression than couples not offered a choice of 

nirgery. Although the trend continuai until one year post surgery, the di-erences 

between the groups were statistically insignificant. 



ïhere was no significant difference in amiety and depression between women who 

chose mastectomy or wide excision plus radiotherapy. Anxiety and depression were lower 

in the seven women who chose mastectomy compared to the ten women who had received 

mastectomy for medical reasons. Moms and Royle conclude that choice may be beneficial 

for both women and their husbands. However, they recommend that treatment choice 

should only be offered after treatment counseling and in conjuoction with m e n  

information. 

Wallston et al. (1 99 1) explored the interaction between patients' level of desire for 

control over treatment decisions and the effect of choice of antiernetic treatment for 

cancer chemotherapy (n = 78). Thirty one percent of the patients had breaa cancer. 

Patients were randomly assigned to choice and no choice groups. The Krantz Health 

Opinion Survey and a seven item desire for control scale were combined to assess the 

patients' level of desire for control (high, moderate, low) over health care. Emotional 

distress (aruciety and negative mood states) was assessed pretreatment and &er each 

chemotherapy treatment. Physical distress (pain and nausea) was assessed immediately 

after each treatment . 

Patients with moderate levels of desire for control @FC) demonstrated l e s  anxiety, 

negative mood, and nausea when given a choice than when not given a choice. Emotional 

distress was the most sigdicant variable. There were no significant dserences in physical 

or emotional distress in patients with high and low DFC, irrespective of opportunity for 

choice. 

Wallston et al. (1991) suggest that the impact of choice depends on the relevance of 

control and how much control the choice provides. Thus, in patients with low DFC, 

choice is not relevant and may have minimal impact on their outcomes. In contrast, 

patients with high DFC rnay need to take control rather than be given it. The findings of 

this study highhght the need for individual assessrnent of degree of involvement desired in 

treatment decisions. 



The aforementioned studies suggest that an opportunity to make a choice about 

treatment when an individual desires to do so may have a positive effect on psychological 

and physical outcornes. Knowledge of husbands' desire to participate in breast cancer 

treatment decisions is the initial step to affording husbands the benefits associated with 

participation in treatment decision making. 

Spouse/Family Responses to Iüness 

A diagnosis of breast cancer not only affects the woman but reverberates through the 

entire famiy unit (Baider & Kaplan De-Nour, 1988; Hilton, 1994; Howeil, 1986; 

Kristjanson & Ashcrofi, 1994; Lewis, 1990; Nonhouse, 19%; Sales, 199 1 ). The fear, 

anger, uncertainty, and helplessness that are engendered by a cancer diagnosis are not 

confined to the patient but extend to f d y  members (Tringali, 1986 ). Both patients and 

families experience p hysical, psychological, and social distress throughout the cancer 

expenence (Burbie & Polinsky, 1992). Previously cited literature has show that spouses 

are not protected fiom the psychological impact of their wives' cancer treatment. The 

following midies will expand on the responses experienced by spouses and families of 

cancer and chronically il1 patients. 

Early studies of spousal responses to chronic illness (Klein, Dean & Bogdonoff, 

1967) and mastectomy (Baiber & Kaplan De-Nour, 1984; Wellisch, Jarnison & Pasnau, 

1978) reported that spouses experience emotional, physical, and vocational distress. 

Weihsch et a1.(1978) found that husbands' symptom distress occurred pior to 

rnastectomy and continued during treatment. Baider and Kaplan De- Nour ( 1984) found 

that husbands and wives reported similar problems with their vocational and domestic 

environments, sexual relations and psychological distress. Couples' scores were highly 

correlated, with the level of distress of one partner being indicative of the level of distress 

of the other partner. Husbands' adjustment became worse over time and with the addition 



of treamient. Table 1 presents studies that have examined spousaVfamiy responses to 

cancer and snidies that have compared couples' psychosocial adjustrnent to cancer. 

Table 1 

es to I l l m  

Author. Year Purpose -le Variab les 

Cassileth. Lusk Stmuse. To determine the de- n = 2û1 oncobgy An%@ 
Milex. Brown. and Cross. of compatbiüry between outpatients and the* 
( 1985) the psychosocial status of next- of -kin hrnone Mood Disturbance 

patieats and theu chic. 
relatives. Chbal Mental Healîh 

67% were spouses. 
To eiucidate factors 
associated with 
psy chosocial status and 
distress m patients and m 
theirrelatives. 

Major Findings: Patients' and relatives' scores for each variable were found to be significantly correlateci 
: an..ety ( r 4 -28 .  p = C0.0001 ), mood disturbance ( r = 0.42. p =4.00000 1 ). and global mental health 
( r = 0.40. p =<0.0000 1). Mutuaiity of psychological response between patients and their relatives were 
found through aII phases (active treatment. follow-up. and pail;ttive therapv) of the cancer experience. 
Psychological distress was higher in active treatment than follow-up and highest during palliative care. 
--------U_uI_---- --------- ------------ 
Author. Year purpose Sample Variables 

Oberst and James (1985) To &scribe the n = -U) patients with Emotionai Distress 
magnitude and pattern newiy diagnosed bowel 
of crisis development and genito- cancer Physical Symptoms 
e'rperienced by both and their spouses (40 ) 
patient and spouse. k m  a large urban cancer 

center. 

Major Findings: The primary concern voiced by both patients and spouses pnor to discharge and 10 days 
pst discharge was the patientsT health. However. spouses' anxiety chiring the hospitai period was 
signifïcantly higher than patients' an.xiety. Spouses had a higher incidence of emotiond problems at each 
post discharge i n t e ~ e w  (10.30. and 60 days post discharge) ttian did the patients. The ahviety seen in 
spouses before discharge was repiaced depression in the post discharge periods. Ali patients reported 
physical symptoms (wound discornfort. bowel problems. fàtigue, anorexia . and insomnia) at 10 days post 
discharge. 75% of patients reportai the same qmptorns at 60 days post discharge. Dnring the hospita1 
period spouses reported fatigue and anorcuia By 30 to 60 days post discharge, spousal incidence of 
iiiness d t e d  and incIuded reports of vague diffiise pain , indigestion. exacerbation of p d s t i n g  
medical conditions. and a variety of minor ailments. Spouses reported distress, anger and frustration 
about the la& of support they received h m  health care professionals. 



Table 1 (cont'd) 

To describe f w  n = 105 f w  mdms h t i o n s  
niembers' responses to of aduh patients wiî.h 
patient hospitalizatiion cancer in two m . r  Phy sical Symptons 
in cancer units. teaching hospitals. 

56% were spouses. 

Major Findings : Patients were in hospimi at various stages of their iilness: diagnostic (4 1%). 
complications (3!J0?).and palliation (18%). Content anai* of the inteMew data indicated that fimilies' 
responses to hospitalization of patients with cancer were: shock, uncertainty. accommodation immersion 
and awareness. Uncertainty produced the negative emotions (guiit, fear. anxiety. and w o n )  and the 
physicaI symptoms (fatigue. insoxnnia. and eating disturbances ) reported by W y  members. 

- --- P -- 
Author. Year Purpose Variables 

Northouse and Swain To examine the n = 50 woaien who were Mood 
t psy chosocial adjustmznt hospitahd afkr their 

of wonien who undergo initial umstectomy and Synptom Distress 
umstectoq and th& their husbands (50) h m  
husbands during the four hospitais. Riole Functioning 
initial and adaptation 
phases of breast cancer. 

Major Findings: Patients' and husbands' mood adjustment scores did not signrficantly differ (F (1.59) 
= 1.33 . p = .25 ). In addition, patients' and husbands' symptom distress scores did not sigdicantly differ 
( F (1.49) 4 - 0 2 ,  p =.90 ). However. there were signifïcant ciifferences between patients' and husbands' 
role functioning scores ( t (49) 4.43.  p <O.ûûû 1 ). Patients had more problerns in domestic. vocational, 
and social d e s  than did their husbands. 

Baider and Kaplan To examie the n = 117 patients with Psychosocial Ad jus t~n t  
De-Nour ( l m )  interaction and bxelist, cobn. or testicular 

adjustnient of coup ks m cancer and their spouses 
which one partner has ( 1  17). 
cancer. 

62 coup les were adjus h g  
to brieast cancer. 

Major Findings: Couples within each of the diagnostic groups reported similar numben of probiems on 
al1 psychosocial domains (health ,vocationai, domestic. s e . .  extended W y ,  social, and psychologicai 
distress). Correlation of patients' and husbands' scores indiateci that either both partners coped weU 
together or had m a q  problems together. An hterestùig hding  h m  the study was tbat husbands of 
female patients were more distriessed than wives of male patients. 



Table 1 (cont'd) 

Author. Year 

Northonse (1989) To assess the n = 11 couples who had Mood 
psychosocial participateci in a previous 
adjustnient of w o m  study that had assessed Syuptom Dis tress 
with b w t  cancer and theirpsychosocial 
their husbands over an adjustnient at 3 and 30 Roie Functioning 
eaended period of tk. days post nmistectomy . 

To cornpare couples' 
levek of adjusbrient at 18 
mnths post surgeq with 
their kveb of adjustment 
3 days and 30 days post 
surgeq-. 

Major Findings: Appro.uimately 35% of the women and 24% of the husbands reponed moderate to severe 
dinress levek at 18 months post- surge- M e n u '  and husbands' mood scores did not significantiy 
M e r  h m  one another ( F (1 .-KI ] = 1.59. p = 0.22) a m  ail three data collection times. Cornparison of 
patients' and husbands' symptom dinress scores mer the three time points found no signincant 
difference between the partnen (F ( 1. U) 1 4.06. p 4 - 8 0  ). There was a dinerence benveen patients and 
husbands in the number of d e  adjunment problems reponed acmss Mie. Patients reporteci more role 
problems than husbnnds ( F Il. 401 = 14.69. pc0.001 ). There were no signincant relationships between 
demographic f ~ o r s  (age. emicarion length of marriage ) or medical hctors (type of surgery. recuftence. 
current treatment )and mood and synptorn distress among women. However. younger husbands (r  4.42. 
p<O.O 1) and those who had been married for shorter periods of time (r = 0.33. p 4-03 ) had l e s  positive 
mood States than older and longer rnarried husbands. 

Author .Year Purpose Variab les 

Northouse. Laten. and To e&e the n = 74 w o m  who had Hopelessness 
Ri=ddv, (1995) df iemces  in a k t  recmnce of th& 

psychosocial adjustnient breast cancer and their Uncextainty 
of patients and spouses hus bands (74). 
during the recumnt phase Social Support 
of breast cancer. 

Symptom Distress 
To examine the 
differences m patients' Rob, Functioning 
and spouses' pmxptions 
of the recunence. Pe~iception of Reçurrence 

Major Findings: There were similarities ( d e  hctioning. hopelessness. assessxnent of sympom dimess) 
and dinerences (perceptions of the recurrent ilines. uncertainty. emotional dimess. and perceptions of 
support fiom famïiy and friends) in partner's responses to recurrent breast cancer. The majority of 



husbands (56%) . in mntrast to their wives. f m d  the t h e  of initiai diagnoSs was more distressing than 
the time of recurrence. Women reported more emotional distress than their husôands. 
Husbandds reported more uncertainty than their wives and lower Ievels of socid support h m  W y  and 
firiends. The investigators suggest that husband's u n c e r m  may be relateci to their iimited contact with 
health care professionals and their indirect access to illness information. 
P p- 

The iiterature indicates that spouses of cancer patients experience physical symptoms 

and psychosocial distress as a result of the illness experience. Studies have reported both 

intracouple simiiarities and intracouple difrences in psychosocial responses to cancer. In 

some instances, spouses' psychosocial distress has been greater than patients' 

psychosocial distress. Husbands of women with breast cancer have been shown to 

experience psychosocial distress. Husbands are usudy the closest family member and as 

such are fkequently the major source of emotional support ( Baider Bt Kaplan De-Nour, 

1988; Chaitchik, Kreitler, Rapoport & Algor, 1992; Hannum, Giese-Davis, Harding & 

Haffield, 1991). Husbands are expected to support their wives while coping with their 

own responses to the iiîness experience (Lewis, Ellison & Woods, 1985). Iihess should 

be viewed as a marital rather than individual issue (Baider & Kaplan De Nour, 1984). As 

such, both patients and their spouses should be considered and supported by heaith care 

professionals throughout the cancer expenence. 

Inclusion of spouses in treatment decision making provides spouses with the 

opportunity to cornmunicate with the health care professionals. Spouses may be more 

inclined to discuss their own concerns and seek information and assistance ifthey have 

established an initial relationship with heaith care professionals. 

Significance of Information for Famüy/Spouse 

This section wiii explore iiterature related to the significance of information for 

families/spouses of patients with cancer and the information needs of husbands of women 

with breast cancer. Empiricai evidence in the previous section has mggesteci that spouses 

of patients with cancer have difncuity obtaining information. Information is "one 



mechanism for coping cognitively with change, uncertainty, disabiiity, and crisis; and for 

gaïning control over heaith reiated events" (Lenz, 1984, p. 59). Empirical literature 

indicates that idormation assists f d y  members to cope with the anxiety and stress of the 

cancer experience (Adams, 199 1 ; Gotay, 1984; Meissner, Anderson & Odenkerchin, 

1990; Northouse & Northouse, 1987; Northouse, 1989; Wmgate & Lackey, 1989; Wright 

& Dyck, 1984). Lnforrnation also facilitates families' participation in decision making 

(Adams, 199 1 ; Truigali, 1986; Zahlis & Shands, 199 1 ). 

Early research related to the significance of information for the family suggests that 

families utilize information as a coping mechanism; families desire information about 

treatment options; and families have difnculty obtaining information (Gotay, 1984; Morrq 

1985; Wright & Dyck, 1984). Gotay (1984) examined coping mechanisms of spouses of 

women with early and late stage breast and gynecologicd cancer. Spouses of early stage 

patients coped by seeking information and direction nom physicians. 

Wright and Dyck ( 1984) inte~ewed the next of kin of hospitalized patients with 

cancer (n = 45) to determine family members' concens. One concem was difficulty 

O btaining information. Forty-nine percent of the participants indicated that they had 

ditficulty obtaining information fiom physicians and nurses. Lack of information 

contributed to their uncertainty and anxiety. 

Morra (1985) analyzed 2,500 c d s  fiom a Cancer Monnation Service and found that 

the majority of family members asked questions about treatment. She suggests that 

questions about treatment may be related to the fact that famiy members are ofien not 

present when treatment information is provided, as they have not been Uicluded in initial 

treatment decision making discussions. Table 2 presents M e r  çtudies that have 

examined the significance of information for families/spouses of patients with cancer. 



Table 2 

Author. Year 

Tringali (1986) Toidentifythecognitive. n=ZSfam@members Descriptive 
eniotional and physicai of oncoiogy outpatients 
needs perceived as  h m o n e  chic. 
important by f w  
mmbexs of patients with 18 were spouss.  
cancer during three 
phases of ibess  
(diagnostic and ûeatnmt. 
fobw-up and recuniwce). 

h4ajor Findings: Cognitive (informationai) needs were important to family members throughout the 
cancer e.uperience. 76% of the ne& identintxi as most important in a.ü tbree phases of illness were 
cognitive and 25% were emotional needs. Families in the initial and recurrent phases of iiiness wanted to 
know facts about the disease. treatment. e-vpected synptoms. patient progress. and probable outcornes- 
Fandies in foUow-up treatment indicated tbat information about patients' progress and probable 
outcornes was most important. Tringali suggests information facilitates families' participation in decision 
m a h g  and prepares them for their supportive d e .  In addition. information aliows for cLarification of 
information given to the patient but not retained by the patient due to anxiety. 

Northouse (I!?û9) Two of the foudoid n = 50 husbands of Descriptive 
purposes were : wonien who bad 

undergone mastectoq 
To identiff. factors that at four hospitab. 
heiped husbands of 
worrien who had 
undergone amstectomy to 
cope with the ilhiess. 

To determine which phase 
of iiiness (befori: s u r p y .  
during hospitakation. or 
at ho= after s u r g e ~ )  was 
m s t  sti~ssfill to 
hus bands of women who 
had undergone 
m s  tectouy . 

Major Findings: Emotioaal support from famiiy and fnends nas tfie most important factor that he1ped 
husbands cope with their wives' illness. Health care professionais were seldom r e m  as sources of 
emotional support. information mas another important factor identüïed as helpfiil in coping with their 
wives' illness. Husbands wanted &Mesi information about pmec&es and wanted to have their 
questions m e r e d  in understand;tble tenns. The majority of husbands (50Y0) found the preoperative 



period most stressfiil, while 44% found the hospitai phase most messfui. The preoperative phase was 
consiâered stressfiil due to uncertainty, hsufKcient information and the need to make treatment choices 
with minimal contact or guidance from health care prwiders. The hospitai phase was considered stressful 
due to the uncercainty of the surgical outame. 

Author. Year Sample 

Meissner, Anderson & To examine the n = 189.755 cak to a Telephone Survey 
Odenkirchen (1990) information needs of Cancer Information 

signifïcant others of S e ~ œ  h m  sienificant 
patients with cancer. others. 

Major Findhgs: The three most frequent subjects of inquiry were : information on spedïc cancer sites . 
treatment iaformation and achiœ on how to get a second opinion. The fourth ranked information need 
was information on counseling services for patients and signincant othen. There was a signincantly 
larger volume of caiis h m  signifiant others (189.755) than diagnosed patients (89,876) during the data 
coliection tirne fiame. The investigators suggest that this difference in volume indiates that significant 
others fee1 they have imufiïcient information, which may be bue to hck of communication with health 
care professionals. In adctition. the investigators believe that the number of caik h m  signincant others 
reflects their desire to be active participants in the patient's care and act as patient advocates. 

- ---U__--_UIU-- 

Anthor. Year Purpose * k  iksign 

Zahk and Shands (1991) To idente the deniaods n = 67 male partners of Quabative 
that a diagnosis of  b m s t  wonien diagnosed with 
cancer p l a d  on the breast cancer within the 
patient's partner. previous 2 112 years. 

Major Findings: One conceptuai domain identifïed by partncrs of women with breast cancer was 
-negotiating the illness e.perrience". This domain inciuded becoming ecfucated about the iiïness. arriving 
at a treatment &sion and dealing with physicians. Men felt they lacked knowledge about the disease, 
but fdt pressured to undemand the disease so they could assin in treatment deasion mahg Treatment 
decision making was identifiai as a stressfirl tirne due to lack of information h m  physicians and / or a 
diversity of opinions. 

Hihon (1993) To e?ramine the issues, n = 12 partnered families Qualitative 
pmblens. and chaknges ofwonieo newfy 
of fadies of wonien diagnoseci wïth breast 
newfy diagnosed with cancer. 
brieas t cancer h m  the 
t k  of diagnosis to one 
year post diagnosis. 

Major Findings: Being informed and making treatment decisions were two of the categories identifiai 
under one of the major themes Taking Gare of the Cancer". Being informeci and mahg treatment 



decisions were most significant in the diagnostic and treatment phases of the cancer experience, but were 
also relevant throughouî the year- Most families wanted to be informeai about aii aspects of the cancer 
euperience, while some families preferred minbal information Families reporteci a iack of information 
about the disease, treatment. and prognosis. Several families did not know how to access information. 
were unsure of what to ask and some were afiaid to ask. Other f d e s  felt overwhelmed and could not 
think clearly when taiking to the physician. Specinc information prob1ems were: lack of ciarity of 
technical information. discrepant information. inabiiity to understand information. and inappropriate 
timing of information Families were v e y  involved in treatment W o n  making. Some fiimilies had 
Little difncuity making decisions, whiîe other families found it a challenge. Decision maLing was most 
dficuit when the families received cisering opinions h m  their physicians. 

An early literature review by Northouse (1984) indicated that families of cancer 

patients feel fiustrated in their attempts to communicate with medical staff and feel 

excluded from the focus of medical care. More recent literature reviews report that 

families feel ignored by health professionals (Sales, 199 1), rely on indirect routes to obtain 

information (Northouse & Northouse, 1987)' and continue to have ditnculty obtaining 

desired information (Krîstjanson & Ashcroft, 1994). Northouse and Northouse ( 1 987) 

suggest that the f d y ' s  lack of contact with hedth professionals not only iimits their 

access to informatio~ but makes them feel peripherai to the treatment process. In 

addition, iimited contact prevents f a d e s  fiom developing rapport with, and seeking 

support nom health care providers (Northouse and Northhouse7 1987). 

In conclusion, the literature suggests: families want information throughout the cancer 

experience but especially in the diagnostic and treatment phases; families have difficulty 

obtaining information, particularly due to minimal contact with health care professionais; 

information assists f d e s  in coping with the cancer experience; and information 

facilitates families' involvement in treatment decisions. 

Husbands of women with breast cancer found the peoperative period most stressful 

due to lack of information from heaith care professionals. Assessing and addressing 

husbands' information needs when their wives are diagnosed with breast cancer may assist 

them to cope with stress, prepare them for their supportive role, and facilitate their 

participation in decision making (Adams, 199 1 ; TNigali, 1 986; Zahlis & Shands, 199 1 ). 



Ne& of Husbands of W m  w i m  Cancer 

Luka et al. (1995) state that there have been severai problems in assessing 

idormation needs since individuais have a tendency to say they want as much information 

as possible about al1 aspects of their care. Luker et d. suggest that receiving the right 

amount and type of idiormation is especially important for individuals with cancer, due to 

the emotional constrallits on information processing. hvestigators have explored the 

prionty information needs of women with breast cancer (Bilodeau & Degner, 1996; 

Degner et al., 1997; Luker et ai., 1995). However, there has been lirnited research on the 

types of information that families and in particular husbands of women with breast cancer 

desire during the cancer experience. 

A study by Kilpatrick (1995) examined the information needs of husbands (n = 84) of 

women newly diagnosed with breast cancer. The sample was recniited fiom one tertiary 

care and three community hospitals. Kilpatrick developed a tool (Family Inventory of 

Needs-Husbands or FIN-H ) which consias of thmy items that address husbands' 

concems and information needs. The tool assesses the degree of importance of the thirty 

items and the extent to which husbands perceive that their identified needs are met. 

The majority of husbands (62%) completed the tool fkom one to three days d e r  their 

wives ' surgical intervention (lurnpectomy / mastectomy ). Overall, husbands rated 2813 0 

needs as having some degree of importance . The highest ranked information needs were 

related to communication issues and immediate care needs. Husbands wanted honest 

specific information about the disease and treatrnent, and wanted to know that the best 

possible care was being given to their wives. Younger husbands (<60 yrs. ) reported a 

greater mean number of information needs (29130) than older husbands (>60 yrs.)(26130). 

Husbands of women classified as ciinical stage O reported a higher mean number of needs 

(29.5130) than husbands of women classified as clinical stage 1-2, 3, or 4. Husbands with 

less than high school education had a greater percentage of unmet needs (54%) than the 

percentage of unmet needs (29%) reported by husbands with greater than high school 



education. Husbands of women who had had a previous lurnpectomy /mastectomy 

reported a smder percentage ( 15%) of unmet needs than the percentage of unmet needs 

(43%) reported by husbands of women who had had an initial surgical intervention. 

Kilpatrick found that most husbands wanted to be included in all discussions with 

health care professionals. However, several husbands stated that they felt disregarded by 

health care providers and lacked information about their wives' disease and treatment. 

Some husbands felt that the information they received had been filtered by their wives. 

Kilpatrick believed that many women did not want to wony their husbands, so may not 

have shared their concems with their husbands, 

Kilpatrick suggests that husbands have some of the sarne questioniconcems about 

disease and treatment as do their wives. However, they also have questions/concems 

related to emotional support for and interaction with their wives. Jassack (1 992), 

Meissner et al. (1990), and Northouse (1989) concur and suggea that the information 

needs of patients and family members are not necessarily identical. Therefore, each 

partner's concerns and information needs should be assessed rather than assurning that 

they are identicai. 

Decision Making 

This section of the literahire related to decision m a h g  is divided into three 

sub-sections. The first section provides a brief description and critique of rational decision 

making models. The second section, health care decision making, wilI describe how 

treaunent decisions are made in Life-threatening hess, and the relationship between desire 

for information and preferred roles in treatment decision making. The third section, the 

role of the family in health care decisions, wiiI discuss the fàmüy's role and involvement in 

heaith care decisions and spousal involvement in breast cancer treatment decisions. 



The earliest decision theorists were mathematicians (Edwards & Tversky, 1967). 

However, decision malang has been explored by several other disciplines such as 

psychology, sociology and political science (Zey, 1992). The various theoretical 

approaches have produced numerous normative models of decision making that prescribe 

what people ought to do (Pierce, 1993). However, rational-choice rnodels based on 

economic theory have ben theoretically generalized to explain decision making behavior 

by nearly all social science disciplines (Zey, 1992). Rational choice models assume that 

decision makers choose their course of action on a rational basis by evaluating the values 

and probabilities of the consequences of each available alternative (Janïs, 1982). 

Pro- 

"Decision making is a process by which a person, group or organization identifies a 

choice or judgment to be made, gathers and evaluates Uiforrnation about alternatives, and 

selects fkom among the alternatives" (Carroll & Johnson, 1990, p. 19) . Rational decision 

making rnodels describe decision making as a process that occurs in a series of fairy well 

defineci stages. Although authors label the steps differently, there is similarity in the 

sequence of the process (Janis & Mann, 1977; Marquis & Houaon, 1987; Strauss & 

Clarke, 1 992). 

Carroll and Johnson (1 990) outline seven assumed temporal stages of the decision 

making process. The stages are : recognition, formuiation, alternative generatio~ 

information search, judgment and choice, action, and feedback. ( recognizing 

there is a decision to be made), formulation (explorhg and classdjnng the decision 

situation and understanding the relevant objectives of the situation), e v e  

( e x p l o ~ g  possible alternatives), iinon ( i d e n m g  the attributes of the 

alternatives), 7 ( labeling the attributes of the alternatives and 



cornparhg of alternatives), ( acting on the decision), and feedback.(receiving 

idormation about the outcome of the action) 

Carroll and Johnson state that this process assumes decision malcers foIIow a rational 

procedure for making decision. in addition, it assumes that individuals know their 

preferences and available altematives and have access to information about the 

consequences of aIl alternatives. Carroll and Johnson suggest that the aforementioned 

assumptions are not necessarily tme, and that actual decision rnaking may frequently 

diverge from the rational model. 

Zey ( 1992) concurs and outlines three limitations to the "rational" decision making 

process. The fira being that the process assumes that individuals only make 

self-interested choices. She suggeas that individual's choices are influenceci by signifiant 

others and also have implications for s iwcant  others. The second limitation is the lack 

of focus given to the significant role that habit, values, and emotions play in decision 

making. The third limitation is that the rational decision making process is insensitive to 

the cognitive limitations of individuals. Attentional or memory limitations may cause the 

individual to act on insacient or irrelevant Uifonnation. Too much or too complex 

information can also limit comprehension. 

Janis (1982) suggests that rational decision making models do not account for 

decision making that occurs in stressfil situations. Rational decision making models 

reflect decision rnaking for ordinary choices (Janis, 1982). A iife thratenhg diagnosis 

creates stress and choosing a treatment alternative cannot be viewed as an ordinary choice. 

In addition, Janis suggeas rational decision making models are vaiuable for "prescriptive" 

purposes, but run into difficulty when they are proposed as "descriptive" models that 

explain how people actually do make decisions. 

The conceptual fiamework for this study, Hanks' (1 993) Stmcture of Knowledge 

Mode1 of Family Decision Making achowledges the aforementioned criticisms of rational 

decision m a b g  models. Individual family members are viewed as having various learning 



and decision making styles that influence their decision making process. Decisions are 

made through family interaction and are infïuenced by individual decision making roles and 

individuai perceptions of the decision. Decisions are innuenced by f a d y  members' values 

and emotions. Family decision making is compiicated when families interact with an 

organization çuch as the health care system. Hanks suggeas that families are 

disadvantaged by unequal power and control, and merentai access to and understanding 

of decisional information when they rnake decisions within an organizational context. 

The following iiterature examines the "actuai" decision behaviours of patients 

confronted with Me threatenïng illness and the relationship between desire for information 

and preferred role in treatment decision making. 

In the past, physicians made heaith care decisions with minimai or no input from 

patients. This paternalistic decision making mode1 was believed to distinguish the 

professional from the lay person (Castledine, 1995). Patients were expected to assume a 

passive dependent role, while physicians were expected to utilize their medical knowledge 

and act in the bea interest of their patients. 

In recent years, the Unbalance of health care decision making power has been 

chdenged by ethicai, legal, and social forces (Sutherland, Lleweliyn-Thomas, Lockwood, 

Tntchler & Till, 1989). The present emphasis on patient autonomy and 

self-determination; the formal legal requirements conceming the exchange of information; 

and the consumer rights movement have fostered a trend for more patient participation in 

health care decision making. Health care professionals are expected to interact with 

patients, and provide adequate information in order that patients may participate in 

inforrned decision making. With the emphasis on patients' participation as inforneci 

decision makers, health care decision making research has focused on examinhg patients' 



desire for and use of health care information, and their degree of participation in health 

care decisions. 

A qualitative study by Degner and Beaton (1987) contributeci the foundationai work 

in the area of decision behaviour when confkonted with a We-threatening illness. Degner 

and Beaton ( 1987) examinec! how treatment decisions are made in Me-threatening iiiness 

through a 4 year study of 14 health care settings in the province of Manitoba. Their 

descriptive theoty was based on a qualitative andysis of We-de& decisions fiom the 

perspectives of patients, families, and heaith care professionals. The theory described four 
. . 

patterns of control over decision making: p r o v i d e r - c m  deciyanmalnng ( the health 
. . care professional had h a 1  control over the treatment design ), --CO- 

making ( the patient had finai control over the treatment design ), famiy-cantrolled 
. . 

&muunhg ( families exert control over the design of treatment for the seriously ili 

patient ), and w y - c o a  deusianmalang . . 
( a shared control over the treatment 

design). 

Degner and Beaton found that patients and f ' i e s  exercised linle, "if any, control 

over b d  decisions about treatment" (p. 135). Participation in treatment decision making 

was limited by lack of information and assistance in interpreting provideci infornation. 

The sequential process of decision making was not examined. However, the information 

barriers outlined would preclude patients from following the tenants of rationai decision 

making models. 

On the bais of Degner and Beaton's study, Degner and Russell (1988) utiüzed two 

card sorts to examine the preferences of sixty oncology outpatients about alternative roles 

they might want to play in treatment decisions. The patient-physician alternative and the 

patient-famiy ait ernative card sorts presented four vignettes which described various 

patterns of control over treatment decision making. Control patterns ranged fiom patient 



keeping control, through shared control, to giwig away control. The rnajority of patients 

(66%) chose control patterns that were closer to keeping control than giving away 

control. The most preferred pattern in the patient-physician alternative was shared 

control. Patients were more willing to give decision responsibility to the physician than to 

family members. 

On the basis of Degner and Beaton's (1987) and Degner and Russeil's (1988) work, 

Degner and Sloan (1 992) developed a card sort tool to measure preferences for 

participation in decision making dong two dimensions ( patientlp hysician, and 

familylphysician). The purpose of the family/physician dimension was to elicit whom the 

patient would want to make treatment decisions if they became too iIl to participate. Each 

dimension was evaluated by a card sort procedure which had five cards describing five 

potential roles in decision making. Role preference ranged fiom patiendfdy keeping 

control (active), through shared control with the physician (collaborative), to giving away 

control to the physician (passive). Degner and Sloan used the card sorts to compare the 

role preferences of newly diagnoseci cancer patients (n = 436) and members of the general 

public (n = 482) in regards to cancer treatment decisions. 

The rnajority of patients (59%) preferred the physician to make treatment decisions, 

29% wanted a collaborative role and only 12% wanted an active role. in contrast, 64% of 

the general public preferred an active role in treamiem decisions. The researchers suggest 

that a life threatening illness influences decision making preferences and lads to a Iess 

active role in treatment decisions. Both groups wanted the physician and family to 

collaborate in treatment decisions if they were too il1 to participate. 

Only 15% of the variance in preferences was accounted for by sociodemographic 

factors. Age was the most important predictor in both groups with younger people 

wanting a more active role. Younger cancer patients also wanted more M y  

involvement than the general public. Level of education only iduenced the patient group, 

with increased educational level predicting increased decisional involvement. Women with 



reproductive cancers preferred a more active role than men with reproductive cancers. 

Gender effect was not seen in other types of cancer. Fernde cancer patients preferred 

more famiiy involvernent than the general public. Stage of disease and symptom distress 

were not related to role preferences. The investigators niggea that the best clinical 

approach is individual assessrnent of role preference. 

A qualitative study by Pierce ( 1993) described the decision making of women (n = 

48) facing treatment for breast cancer. She found five empirical indicators of decision 

behaviour: perceived salience of alternatives, decision confiict, information seeking, risk 

awareness, and deliberation. Perceiv- is the extent to which a person becornes 

aware of and is attracted to a particular alternative on the basis of information provided by 
. . 

the physician. P- occm when the decision maker considers more than one 

option, and is motivated to take action (e.g., seeking information). Information seeking 

occurred when women were unable to discriminate between alternatives or experienced 

codict. Bisk awar- was the degree of uncertainty involved with each option. 

't ' Delrberation occurs while the decision maker seeks and evaluates the alternatives and 

gathers information required to make the choice" (p. 25). Deliberation only occurred when 

women considered more than one option. 

Pierce formulateci three decision making styles on the basis of individual variations of 

the aforementioned empiricai indicators. The three decision making styles are deferrer, 

delayer, and deiiberator. Deferrers (4 1 %) were influenceci by the salience of an 

alternative, aiiowing them to make quick con£iict -fie decisions. Deferrers frequently 

deferred to physicians' judgments. Deferrers were older than women in the other groups, 

with an average age of 56 years. 

Wzpxs (44%) considered and deiiberated about at least two options, jumping fkom 

consideration of one option to another. When one option dominateci, they made a choice. 

Like deferrers, delayers minimdy sought idormation and were satisfied with their 

decisions. The mean age of delayers was 45 years. 



and 

Alternatives had more qua1 salience for deliberarorr (1 5%) and they sought specific 

technical information. They processed large amounts of information before they were 

comfortabIe and several deliberators went against popular or professional opinion to get 

their preferred ueatment. Deliberators experienced the greatest psychological distress and 

needed more time to d e  decisîons. Pierce suggests that the deliberator is closea to 

rationai models of decision making. However, this decision making style was only present 

in a smd percentage of subjects. 

Although Pierce ( 1993) found elements of the rational decision making process in her 

study, a large percentage of subjects did not conform to the sequential seps outlined in 

the rational decision making process. Patients varied in their preferences for type and 

amount of information, and the degree of control they exerted in the decision making 

process. 

The literature on "actuai" heaith care decision making suggests that individuals Vary in 

their approach to treatment decision making and do not always utilize the criteria of 

rationai decision making models. The foliowing section examines the relationship between 

desire for information and preferred roles in treatment decision making. 

T r T  . . 

The basic notion of decision making purports that there are two essentiai elements to 

decision making: laiowledge and preference (Levine, G&, Markham & MacFarlane, 

1992). Health care professionals are required to provide patients with the information 

they need to participate as informed decision makers. In addition, health care 

professionals are expected to encourage patient involvement in decision making. 

However, the previously mentioned research niggests that there is individuai variation in 

patients' desire for information and decisional wntrol. Several studies have examinai the 

relationship between information and decision making preferences. In addition, some of 

the studies have examineci medical and sociodemographic characteristics related to 



information and decision making preferences. Table 3 presents midies that have 

investigated the aforementioned variables. 

Table 3 

Author, Year Purpose 

Cassileth. Zupkis, To expiore the degree to 
Sutton- Suith, and March, which patients p ~ f e r  to 
( l m )  beconie i n f o r d  about 

and participate in dkai  
decisbns. 

To determnie niedical and 
dempphic  
charactexistks relateci to 
mfomiation and decision 
d l 3  
pref-ces . 

To determine ifa 
rektionship exkted 
between hopefuiuess and 
idonnational and 
participation preferences. 

n = 256 hospitaltded and 
outpatient (59%) 
oncolow patients. 

Reference for 
paIticipation: two 
dkhotomus alternatives 
(ieave the decision to the 
phy sician or participate m 
dais ions) 

Infomiation prieferences : 
1. five pomt scak with 
range h m  "no more 
details than needed" to 
"as tmny details as 
possiblew 
2 desk for "good "or 
"good and bad" 
idormat ion 

Hopefiihess -Beck 
Hopekssness Sc& 

Major Findings: The majority of patients (67%) prefened to participate in treatment decisions, 71% 
wanted detaiied information. and 85% m t e d  di information -good and bad". Participation in treatment 
was desired by patients who were younger @<0.00 1) and better echrcated (pCû.00 1). Detailed information 
was sought by younger m . 0 0  1) and better echicated patients. Patients who wanted "gcxxi and bad" 
information were younger ( ~ 4 . 0 5 )  than patients who ody waated "go& information. Patients who 
wanted cietaileci information and wanted to be invob-ed in ciaision milking were more hopefui. There was 
a strong positive correlation between preferenœ for detailed information and âesire to participate in 
decisions (p<0.000 1 ). 



Table 3 (cont'd) 

Author. Year Rupose -le 

Blanchd. LaBiecqae. To examine idonnation n = 439 hospitalnled 
Ruckdeschd,.and and decision rriaking aduh patients 
Blanchard. (1988) preferences of withcancerh 

hospitakd aduk patients a teachmg hospiiai 
with cancer 

To detemine =dical and 
derxiographic 
characteristks of patients 
who prefer to pmticipate 
m their care vers os 
patients who prefa 
a mre authoritarian wdef 
of care. 

Frefezence for infonrmition : 
desire for 'good" or " good 
and bad" infomiatjon. 

Preference for 
participation: two 
dichotomous alternatives 
( kave decision to 
physician or participate in 
decision ). 

Major Findings: The majority of patients (92%) warited ail  information (good and bad) and 69% of 
patients wanted to participate in decision making 75% of patients who wanted ai l  the information also 
wanted to participate in decision making. The iwestigators suggest that pderence for information does 
not equate with preference for participation in decision making Patients who participated in decision 
making were younger ( pc0.00 1) and had a poorer prognosis ( ~ 4 . 0 5 )  than pztients who did not 
participate. Male gender w 0 . 0  1) and a marrieci status (p<0.01) were positively correlated with 
non-participation in decision making. 

Author. Year Purpose Sanp le 

Ende. Kazis. Ash . and To examine decision n = 3 12 xmdical patients 
Moskowitz (1989) rnalong and idormation h m a  p- c m  

p~ferences . facility. 

To idente characteristics 
that mfiuence preferiences. 

Autonoq Preference 
Index a l5fteen item 
decision rilaking scale and 
an eight item idonnation 
SC& ( for both scales 
totak were adjusted to 
m g e  fiomû-100. with O 
comesponding to lack of 
desire for decision 
makiug or infonimition ) 

Major Findings: The mean score for desire to participate in decision making was 33.2 + or - 12.6. The 
mean score for desire for information was 79.5 + or - 11.5. There was no correlation between patients' 
desire for information and their prefiérences for decision making. Younger age (p4.00 1) and higher 
educational level (p<0.0 1) were positively iISSOCiated with a desire for participation in decision malang. 
Younger age m.00 1) and higher &carionai level @<O.OS) were positively associateci with a greater 
desire for information. Although less signidicant than the aforementioned variables. other demographic 



variables (higher incorne. higher occupational statu. and unmarried status) were associateci with a greater 
desire for decinonal control. 

Table 3 (cont 'd) 

Author. Year Purpose m k  lnstnunents 

Sutheriand, Lleweiiyn- To detennine how activeiy n = 52 oncobgy patients 
Thomas. Lochwood. patients seek intonnation h m a  ambulatoly caxe 
Triichkr. and TiIL abont their heahh statos. factfitv. 
( 1989) 

To coupare patient's 
" idealw preferwce for 
participation m matnient 
decision making with their 
" actualw eqxxience. 

To conipari: the desire for 
infon~iation with the 
actual rok patients play m 
txeatmnt decision 
making. 

Prefexence for 
Participation 
QuestionnaiFe : 5 pomt 
scaie rangmg h m  
physician assunËng fit1 
responsibiky to patient 
assumine fhii 
responsibihy for decision 
rrwlring. 

Idormat ion Seehg 
Questionnaire : 18 linear 
analogue scaks about 
type. m u n t  . detaii of 
nifoumition and d e p e  of 
active idormation 
seekmg. 

Major Findings: The majority of patients (63%) beiieved the physician should assume responsiiility for 
decision making, 27% d e s i d  a sbared respo~l~l'bility. and 10% wanted to assume responsibiiity for 
decision making. 77% of patients participateci in decision making to their desired extent. 83% of the 
patients who reporteci a lack of congruence between a d  and preferred participation indicated that their 
actual participation was Iess than their preferred participation. The mean of the summary score of the 
subscales of the inhnation-seeking questionnaire was 72.6 with a range of 0- 100 and a S.D.. of 29.5. 
There was a trend for increased information seeking with increased preference for decision making. 
However. 63% of patients who had high information seeking scores preferred minimal involvement in 
decision making The ïnvestigators suggest that the need for information may be related to factors other 
than desire for active involvement in decision making. 



Table 3 (cont'd) 

b c k ,  Ikper and Dyck 
( 1994) 

To examine the n = 35 wonm with Preference for Control 
reiationships between stage 1 and II breast Card Sort @gner & 
patients' preferences for cancer h m  two Sban. 1992) 
mvohenient in treatnient oncology chics. - Patien t-Physician 
decision making and their diniension. 
pxef-ces for 
infomiation. Reference for infomnition 

C d  Sort: p x e f m c e s  for 
diagnostic.prognos tic. 
and treatnient-rieIated 
mfomiation. 

Seni-stmctured interview 
patients elaborated on 
their preferences . 

Major Findings: The majority of patients (57% ) preferred a collaborative role in decision making, 23% 
wanted an active d e .  and 20% a passive d e .  Ectucation was the ody sociodemographic variable that 
correlated with decisionai role preference. Better educated women preferred a more active role (pCO.0 1)  
than women with less education. There was a sienificant relationship between decision making 
preferences and infoimation preferences, Active and cohimrative patients consistently wanted detailed 
information. Passive patients varied in the amount of desired information. Some m t e d  minimal 
information and others wanted detailed information. 



Table 3 (cont'd) 
Author. Year Purpose -le Instniniwts 

hvïson,  Degner.and To detemine w h e h r  n = 57 mrn diaposed Ref-çe for Control 
Morgan. ( 1995) a ~elatibnship exists wiîhprostatecancer CardSort(Ikgner 

between preferences h m  a commniîy un> bgy 8tSloan.1992) 
for mvolvenient in chic. -Patient-Physician 
decision nwlcing and type d k s i o n .  
and arno un t of p r e f d  
information. Categories of Monnation 

Refmces : 
1. nme categories 

p~sented: importance 
d e d  by presenting two 
choices at a t k .  
2. nme categories rad id  
by anmunt of infomiation 
desired m each category 
(4 point M Scale t= 
a b s t  nothing, 4 = ahriost 
evqthing ) 

Major Findings: The majority of men (57.9%) preferred a pasive decision making d e .  23% a 
collaborative role. and 19% an active roie. The three preferred categories of information were: 
information on disease advancement. likelihood of cure. and types of treatment avaiIabIe. The majority of 
men (>50%) wanted a fair bit of information to ahost evegbing on eight of the iaformation categories 
Men who chose the collaborative card and the card "pbysician to make treatment decision only afler 
serious1 considering my opinion" wanted sigmkantly more information on the three preferred categories 
of information than men who chose the other three cards, Recent diagnOSIS(P<0.0J). less 
ecfucation(p<0.09), married status(p<O. 15). and an earlier stage of disease (F0.49) were correlated with a 
preference for a passive role in treatment decision making The investigators suggest that the high 
percentage of men who chose a passive decision making role may have been reIated to the efféct of their 
wives' attendance chring chic  appointments. WÏves asked physicians more questions tban their 
husbands asked and may have assumeci more of the decision making role for their hust.rands. 



Table 3 (cont'd) 
Author. Year pum= 

Degner, Kristjanson. To detenmine the degree 
Bowman, Sloan, of control that women 
Camiere, BiIodeah with breast cancer 
Watson. and MueUer, wished to assume in 
( 1997) treatment dezision 

-g 

To determine the exten 
which women believed 
they had achieved their 
preferred level of control. 

To determine the -pes of 
information judged to be 
most important by 
different groups of 
women 

n = 10 12 women with 
breast cancer h m  4 
on~logy  cIinics. 

Merence for Control 
Card Sort m e r  and 
Sloan. 
1992 ) 
-Patient-Physician 
dimension. 

Categories of lnformation 
Merences: nine 
categories presented 
information ranked by 
presenting two choies at 
a tirne. 

Major Findings: The majority of women (55%) preferred a coiiaborative decision making d e .  22% 
preferred an active role. and 34% preferred a role. On& 42% of women beiieved t h e  had 
achieved their preferred level of control in treatment decision making. Women under the age of 50 
(p=.000). with greater than high school education @=.ûûû), who were married @=.O1 1). who had a 
lumpectoq (p=.000), and whose £ k t  language was English (p=.029) were more likely to prefer active or 
coilaborative d e s  in treatment decision mahg The most important predicator of preferenœs m s  
educational level: women who had greater than high school education were three times more likely to 
prefer an active d e  in decision making than were women with l e s  than high school education. The 
highest priority information needs were: information relateci to chances of cure. stage of disease. and 
treatment options. There were no ciifferences in information needs by educational IeveL stage of disease at 
diagnosis. or the d e  that the woman acruaily assumed in decision making. 

-- ---- 

Studies that involved patients as participants had ~ample sizes that ranged £tom 

35-1012, with only four studies having less than sixty subjects. Six çtudies found that the 

majonty of patients did want to participate to some extent in decision making (Blanchard 

et al, 1988; Cassileth et al., 1980; Degner et al., 1997; Degner & Russeii, 1988; Hack et 

ai., 1994; Pierce, 1993). In contrat, four studies found a greater percentage of patients 

who preferred that their physician make the treatment decision ( Davison et ai., 1995; 

Degner & Sloan, 1992; Ende et al., 1989; Sutherland et al., 1989 ). However, Ievels of 

decisional participation were based on Merent measurernent tools, Merent medical 

decisions, and Merent patient popuiations. Studies that examined the discrepancies 



between actual and preferred roles found that the a d  level of decision making 

participation was less than what patients desired ( Degner et ai., 1997; Sutherland et al., 

1989). Baseci on reponed levels of participation, patients with cancer may desire more 

involvement in medical decisions than other patient populations (Blanchard et ai., 1988; 

Degner et al., 1997; Degner & Russell, 1988; Hack et al., 1994; Pierce, 1993). 

Educational level was found to be the most predictive sociodemographic variable 

related to preference for decisional controi, with patients with higher educational levels 

preferring greater control over decision making (Cassileth et al., 1980; Davison et 

al., 1995; Degner et al., 1997; Degner & Sloan, 1992; Ende et al., 1989; Hack et al., 

1994). Age was also found to be related to preference for decisional control, with 

younger patients preferring greater control ( Blanchard et al., 1988; Cassileth et al., 1980; 

Degner & Sloan, 1992; Ende et al., 1989; Pierce, 1993). The two shidies that examineci 

patients' desire for family involvement ifthey were too ill to participate reporteci different 

findings. Degner and Russell (1988) found that patients were more willing to give 

decision responsibility to the physician than to family members, whereas Degner and Sloan 

(1992) found that patients preferred the physician and f d y  to collaborate in treatment 

decisions if they were too il1 to participate. However, the wording of the role preference 

statements in the family/physician dimension in the two studies was not identical. 

The majority of studies that examineci preference for idonnation found that al1 

patients desire to be well informed. However, Hack et al. (1994) found that some patients 

desired minimal information. Cassileth et al. (1980) and Hack et al. (1994) suggest that 

desire for idormation and desire for decisional control are correlated: a greater desire for 

control indicating a greater desire for information. However, other researchers found no 

correlation between information seeking and decision making preferences (Blanchard et 

al., 1988; Ende et al., 1989; Sutherland et al., 1989). 

In summary, patients desire disease and treatment related information, and some 

prefer to be involved to varying extents in treatment decision making. When decisional 



role and informational preferences are known, health care providers can respect patients' 

wishes and gear theû communication and decision making accordingly. Individual 

assessrnent of preferences is key to promoting individualized care (Waterworth & Luker, 

1990). 

Empirical literature indicates that husbands of women with breast cancer are involved 

in treatment decision making to vaqing degrees, and have expressed a need for disease 

and treatment related information. Information assists husbands of women with breast 

cancer to cope with the stress of the cancer experience, prepares them for their supportive 

role, and facilitates their participation in decision. However, the iiterature on preference 

for control over treatment decisions and desire for disease related information is exclusive 

to the patient's preference or patient's preference for f d y  involvernent ifthey are too iil 

to participate . Husbands of women with breast cancer, iike their wives, should have their 

preferences for Uiformation and decisional control assessed and respected by heaith care 

professionals. 

. . . . 
of the Fa& in n e  D- 

î h e  final section related to decision making wiU explore the family's role and 

involvement in heaith care decisions and spousal involvement in breast cancer treatment 

decisions. Consulhg the famiy in health care decisions has generally been viewed as a 

medicai courtesy, and the family is thought to have neither ethical or legal authority in 

treatrnent decisions (Jecker, IWO). Ethicists have suggested that the prevalent ethic of 

patient autonomy ignores family interests in treatment decisions (Bludein, 1993; Hardwig, 

1990; Jecker, 1990; Nelson, 1992). Hardwig (1990) contends that the current 

individualistic mode1 is isolathg and destructive to both patients and their families. 

Constraints on patient autonomy such as anxiety, depression, and fear may &ect the 

patient's ability to make decisions (Bluaein, 1993). Families can act as resources and 

enhance the patient's decisional abiiities because of their intimate knowledge of the 



patients' desires and values, and their shared history (Blustein, 1993; Hardwig, 1990; 

Jecker, 1990; Nelson, 1992). Families can aiso act as advocates and put patients on a 

more equal footing with hdth care providers (Blustein, 1993). 

Individual decision making research overlooks the ways in which f d e s  enable 

autonomy to function meaningfully (Jecker, 1990). The patient's identity is constituted by 

f d y  relationships, and the patient may be too enmeshed in their relationships to be 

singled out as the sole decision maker (Blustein, 1993). Brody (1978) (as quoted in 

Jecker, 1990) suggests that the farnily provides the patient with an avenue for "bouncing 

off" ideas and disceming the values that influence decisions. Values emerge from dialogue 

with people whose opinions and reactions are cared about (Brody, 1978). 

Literahire related to the farniliy's role in health care decisions is ofien anecdotal in 

nature or related to the decision making role the family assumes for f d y  members that 

are unable to make uiformed, competent decisions . The following studies examine the 

role of families in the health care decisions of competent adults. 

. . oh- Care D m  

Pratt, Jones, Shin and W&er (1 989) examineci perceptions of decisional autonomy 

and decision making processes among sixty-four caregiving daughters and their elderly 

single mothen. Decision areas investigated ranged fkom routine daily decisions to major 

health and financial decisions. Although mothers had the final say in a.ü decisions, 

daughters were highly influentid in major health and financial decisions. Daughters had 

the moa sigmficant intluence in major health care decisions. The daughters' knowledge of 

the mothers' preferences was the most frequently cited reason for involvement in decision 

making. The investigators suggest that decisional values and preferences are embedded in 

social relationships and as such f d e s  play a role in supporting an individual's decision 

making autonomy. 



Sims, Boland, and O'Neill (1992) used a grounded theory methodology to examine 

decision making from the perspective of fâmily caregivers (n = 17) involved in a home 

health care program. Analysis showed that familes tend to maintain previous roles in 

decision making to obtain a sense of cornfort and support. When caregivers were forced 

to bc sole decision makers, the loss of mutual decision making led to feelings of isolation 

and burden on behalfof the caregïver. Decision rnaking processes did not resemble 

rational models of decision making. Values7 expenences, and ernotions provided the 

fiarnework for decision making. Information was filtered through this framework and 

options were evaluated by this fhmework. 

A sh~dy by Ebell, Smith, Seifert, and Polsineli (1990) explored how patients (n =339) 

arrived at decisions regarding Do-Not-Resuscitate (DNR) orders. The majority of 

patients indicated that the physician, spouse, and children would be included in the 

decision m a b g  process. Spouses were ranked as the most vaiued advisors. Patients 

expressed a desire to consult with their physicians about DNR decisions. However, only 

eleven percent had discussed their wishes for DNR aatus with their doctors, while 

forty-four percent had discussed their wishes for DNR status with their f d y .  

A qualitative study examined the experiences of patients and spouses undergoing 

experimentai veaunent for advanced Liver cancer (Stetz, 1993). Spouses were found to be 

CO-decision makers, and assumed shared responsibility in seeking out and entering 

treatment regimes. Three midies related to reproductive issues concur that spouses are 

co-decision makers (Bean & Egelhoff, 1984; Frank, 1989; Miller, Shain & Pastq 199 1). 

Couples were iduenced by their spouse's feelings and beliefs and acted as a unit in 

making decisions. 

The conclusions of this review are: families/spouses Muence health care decisions; 

the family's knowledge of patient's preferences provides support in decision making; 

farnily health care decisions are iduenced by values and emotions; spousal input into 

decision rnaking is valued; and spouses ofken act as CO-decision makers. 



* .  
oh* D- 

The titerature on spousal role in breast cancer decisions is limited. However, a few 

studies have documented the value of spousal involvement in treatment decisions and one 

study has examined family decision making processes with respect to surgical treatment 

for early stage breast cancer treatment. 

Weliisch, Jarnison, and Pasnau (1 978) assessed factors related to husbands' 

adjustment poa mastectomy (n = 3 1). One aspect of the study examined the husband's 

degree of involvement in treatment decisions. F i - s i x  percent of the husbands viewed 

themselves as being involved to quite or a very considerable extent. Twenty-three percent 

indicated that they wished they had been more involved. 

Men who were more involved rated their sexual satisfaction higher than âid less 

involved men. Men who were not involved demonstrated a greater degree of emotional 

disruption than men who were involved in decision making. However, the investigators 

suggest that it is more important to ascertain the couple's normative pattern of decision 

making, than to impose intensive involvement on al1 husbands. 

Vaianis and Rumpler (1985) reviewed literature to examine the factors which 

duenced women in their breast cancer treatment decisions. Families and spouses were 

viewed as having a signifiant intluence on the women's treatment decisions. The authors 

suggest that excluding a spouse nom treatment decision making has the potentiai for 

creating fiction in the couple's relationship. Valanis and Rumpler maintain that spousal 

involvement in treatment decisions provides support for the woman when making 

decisions, and is crucial for post-surgicd sexual adjustment. 

A qualitative study by Hilton (1994) examineci family decision making processes in 

relation to early stage breast cancer treatment. Forty-one of the m-f ive  families 

intemiewed included spouses as family members. Family decision making patterns were 

similar to those described earlier by Pierce (1 993) in her study of women with breast 



cancer. The four major patterns found were: deference to physician, minunal exploration, 

joint engagement, and extensive deliberative examination. 

Deferrers showed negligible involvement in the decision making process and deferred 

to the physician for decision making. Spouses were either not involved or also deferred to 

the physician. These familes sought minimal information and some considered 

information to be threatening. Deferrer families were passive in their prediagnosis 

decision making and had private decision areas (certain decisions are the sole 

responsibility of the f d y  member directly affecteci by the decision). Deferrer families 

were generally older and had lower levels of education than the families in the other 

pattems. Deferrers were generally satisfied with the health care team. 
. . Minimal were also quite passive, being rninimally involved in treatment 

decisions. These families were satisfied with minimal information and generaily foliowed 

the physician's recommendation. Prediagnosis decision making pattems were generaliy 

passive, but less so than deferrers. Like deferrers, these families were generdy oider and 

had less education than families who showed more active participation. Minimal explorers 

were usually satisfied with the health care team. 

families engaged in moderate joint decision making. They often 

followed the physician's recornmendation but only after they weighed the alternatives. 

Joint engagers moderately searched for information, sought opinions of other family 

members, and sometimes sought a second medical opinion. Information was viewed as 

helpfid because it gave them a sense of control. Prediagnosis decision making pattems 

were mixed, but generdy active and hvoived other family members. Joint engagers were 

younger and better educated than respondents who fit the prevîous two pattems. 

Satisfaction with the health Gare team varied arnong these families. 

Families who were categorized as extensive. deliberate were actively 

involved in decision making. They tended to question the physician's recommendation. 

They undertook extensive information searches, sought the opinions of other f d y  



mernbers and fiiends, and oflen sought second medical opinions. Technical idormation 

was viewed as critical to decision making because it provided a sense of control. 

Prediagnosis decision rnaking patterns were generally active and rational, and involved 

other farnily memben. Like joint engagers, these families were younger and better 

educated than deferrers and minimal explorers. The familes in this category were 

fiequently dissatisfied with the health care team. 

Approxhately haif of the familes participated to some degree in the decision making 

process. Couples were usuaiiy congruent in their participation, both either participating 

advely or passively. Prediagnosis decision making patterns were maintained in the cancer 

experience. ". . . Sunilarity of views and the presence of private decision areas often 

determined the arnount of information shared by the partnerf' (p. 14). Treatment decisions 

were usudy joint, hvolving the spouse or whole family. Hilton suggests that health care 

providers shouid assess the importance of spousaVfamily involvement for decision making 

and support previous decision making pattems. 

in conclusion, spouses are often involved in breast cancer treatment decisions; 

spousal involvement is beneficial for both the patient and spouse; prediagnosis couple 

decision making pattems influence breast cancer treatment decisions and as such should be 

supported by health care professionals. Assesshg each partners' preferred role in 

treatment decision making is the initial aep to facilitating couples' previous decision 

making pattems. 

Summarv 
This chapter has outlined the rationale for this study. Literature related to breast 

cancer treatrnent choices, spouse/farnily responses to iiiness, signincance of information 

for family/spouse, and decision making has been reviewed. The literature indicates that a 

diagnosis of breast cancer creates physical, psychological, and social distress for both the 

woman and her husband. 



Husbands of women with breast cancer report that the diagnostic period is most 

stressful, due to lack of information, and the expectation of making treatment decisions 

while coping with the emotional turmoil of the diagnosis. Empiricai research reports that 

husbands influence breast cancer treatment decisions and are ofien involved in treatment 

decision making. in addition, couples' prediagnosis decision making patterns are often 

maintainecl during breast cancer decision making. However, husbands are not always 

formdy acknowledged by health care professionals as having a role in decision making, 

and as such are not always included in patient-physician treatment discussions. Lack of 

inclusion in treatment âiscussions limits husbands' abiiity to obtain desired Uiformation; 

may prevent husbands fkom developing rapport wi& and seeking support fiom health care 

providers; may rnake husbands feel peripheral to the treatment process; and may hinder 

their ability to assist their wives in treatment decision making. 

Husbands of wornen with breast cancer have been shown to have some of the same 

disease/treatment information needs as do their wives. However, husbands also have 

information needs related to emotional support for and interaction with their wives. 

Literature indicates that information assists husbands of women with breast cancer to cope 

with the stress of the cancer experience; prepares them for their supportive role; and 

information facilitates husbands'involvement in treatment decisions. 

The literature suggests that patients with cancer may gain a sense of connol over their 

illness experience by acquiring information and participating in treatment decision making. 

Participation in treatment decision making has been shom to have a positive effect on 

psychological outcornes for both women with breast cancer and their husbands. However, 

empirical research indicates that there is individual variation in patients7 desire for 

information and their preferred roles in decision making. Therefore, the best clinical 

approach is individulized assessrnent of information needs and decisional role preference. 

To date, there has been no research that examines husbands' preferred roles in breast 

cancer decision making., and no research that examines the relationships between 



husbands' information needs and their preferred roles in breast cancer treatment decision 

making. 

Knowledge of husbands' information needs may assis health care professionals to 

address their information ne&. Addressing husbands' information needs may enhance 

their ability to cope with the breast cancer expenence, and may enhance their abiiity to 

assis their wives with treatment decision making. Knowledge of husbands preferred roles 

in breast cancer treatment decisions may encourage health care professionals to inciude 

husbands in treatment decision making to their desired extent and may facilitate previous 

couple decision making patterns. 



CHAPTER N 

METHODOLOGY 

A descriptive survey of husbands of women with breast cancer was undertaken to: 

describe the information needs of husbands; and to mod@, refine and test a tool to 

measure husbands' p r e f e d  roles in their wives' surgical treatrnent decision making. The 

Control Preferences Scale (CPS) ( Degner, Sloan & Venkatesh, 1997) previously used 

with women with breast cancer, was modified, tested, and used with husbands of women 

who had recently undergone surgery for breast cancer. The goal of methodological 

research is "to develop an effective, serviceable and tnistworthy instrument that can be 

used by other researchers and to evaluate his or her niccess in accomplishing this goal" 

(Polit & Hungler, 1991, p.216). 

A methodological study was chosen because the CPS had not been previously tested 

with husbands of women with breast cancer. Modification and testing of the tool occurred 

during the pilot phase of the project. In the second phase of the study, a descriptive 

design was used. A descriptive design was chosen as it met the following criteria, as 

outlined by Brink and Wood ( 1989). 

1) The variables exia in the population, and are single variables arnenable to 

description. 

2) There is little or no literature that describes the variables in the population. 

3) Previous research provides the rationaie for the present study (p. 126). 

This chapter wiU include a description of the instruments, methodology, data 

analysis, data collection rnethod, the settllig, sample, and approaches to protect human 

subjects. 



The research data was obtained using the following three instruments: Control 

Prefèrences Scale - Husbands, Family hventory of Needs - Husbands, and a 

Sociodemographic Questionnaire. 

A - d  

The Control Preferences Scaie (Degner, Sloan, & Venkatesh, 1997) was modifieci 

for use with husbands of wornen had recently undergone surgery for breast cancer. The 

CPS consists of five cards containing statements that describe five potentiai roles in 

decision making that a patient could assume when interacting with the physician about 

treatment decision making (Appendix B). The role preference statements range from the 

patient keeping control (active) through the patient sharing control with the physician 

(coiiaborative) to the patient giving away control to the physician (passive). The 

CPS-Husbands role preference staternents range from husband and d e  keeping control 

(active) through shared control with the physician (coliaborative) tu giving away control 

to the physician (passive). As previously mentioned, the CPS is easy to administer and has 

proven to be a reliable and valid measure of preferred roles in health care decision making 

(Degner, Sloan & Venkatesh, 1997). The procedure for administration of the CPS is 

described under the Pilot Study. 

B - I n v a a  

The Family hventory of Needs - Husbands (FIN-H) was developed by Kilpatnck 

(1995) to iden* the information needs of husbands of women newly diagnosed with 

breast cancer (Appendix C). Kilpatrick found the FIN-H to be clear, content valid and 

simple to administer. Intemal consistency reliabiiity as measured by Cronbach's alpha 

coefficient was .91 at time 1 (initial interview) and -93 at tirne 2 (24 hours later) 

(Kilpatrick, 1995). Kilpatrick's factor anaiysis suggested that the FIN-H is a 

multidimensional scale with five subscaies (Appendix D). The RN-H consists of thuty 

items addressing husbands' concems and need for information. The tool assesses the 



degee of importance of the thirty items and the extent to which husbmds perceive that 

their identïiied ne& are met. 

Each participant was asked to read each need aatement and rank the importance of 

each statement by placing a number fkom one to five in the first column (one king not 

imponant and five being extremely important). M e r  rankhg the degree of importance of 

the need suiteme* participants were asked to place a check mark in either the second, 

third or fourth column i n d i c a ~ g  whether the need had been met partly met or unmet. 

C - c  

The literature suggested that age (Blanchard et al., 1988; Cassileth et al., 1980; 

Degner & Slow 1992; Hilton 1994; StniU, Lo & Charles, 1984) and educational level 

(Degner & Sloan, 1992; Hack et al., 1994; m o n ,  1994; Stnill et al., 1984) influenceci 

preference for control over treatment decisions. Kilpatrick ( 1995) found that husbands' 

age, education, and occupation and their wives' stage of disease, type of surgery, and 

number of surgeries iduenced either the number of identified needs, the type of identified 

needs or the number of unmet needs. Therefore, participants were asked for data 

pertaining to these preference for control and information variables (Appendix M). 

S- M e  1 : Sample- 

The CPS @egner,Sloan, & Venkatesh, 1997) was modifieci to index the husband's 

preferred role in treatment decisions (Appendix E). A pilot study was used to establish 

the reliability and validity of this modified tool. 

A pilot midy is used to pretest the methodology, instruments, directions, and data 

recording forms (Brink & Wood, 1989). A srnail sample of the detined study population 

is used as subjects for the pilot study (Brink & Wood, 1989). Six husbands of women 

with breast cancer were recruited fiom the Breast Cancer Action support group to act as 

pilot test participants. The panel was asked to assess the modified role staternents for 

clarity, and consistency. Following an explanation of the pilot study, husbands were 



provided with a written disclaimer (Appendix P) and an explanation of the clarity and 

apparent intemal consistency measures (Appenduc Q & R). Husbands were then asked to 

cornplete the CPS-H with the folîowing direction: 'Wow would you have preferred to 

participate with your d e  and the doctor with respect to your d e ' s  surgical treatment 

decision making ?" 

Imle and Atwood's (1988) method for assessing a t001's clarity and apparent interna1 

consistency was used to pilot test the modSed CPS. M e  and Atwood used the term 

apparent intemal consistency to refer to the judgement made by content experts that the 

items reviewed represent the same constnict. Me and Atwood suggest that an item 

should be retained if agreement among raters is equal or greater than 70%. 

The Control Preferences Scale (CPS) is based on the hypothesis that individuals have 

systematic preferences about keeping (active), sharing (collaborative) or givhg away 

(passive) control over health care decision making (Degner, Sloan & Venkatesh, 1997) 

(Appendix F). The modified scale was analysed in accordance with unfolding theory as 

desaibed by Degner, Sloan, and Venkatesh . The premise of unfolding theory is that each 

individual has a specific position on a hypothetical psychological continuum calleci an 

"ideal point" (Degner, Sloan & Venkatesh, 1997) (Appendix G). The ideai point (1 scale) 

can be detemineci by presenting successive paired comparisons of stimuli fding on the 

continuum. The individual's successive choices on either side of the ideal point becomes 

meshed into a simple order and represents the rank order preference (Degner, 1984). 

According to Degner, Sloan, and Venkatesh, three dinerem research procedures have 

been used for administration of the CPS. The authors state that the ''fixed order 

presentation " is useful since subjects can locate their ideal point in general terms ( active, 

collaborative, passive) in their paired comparisons and the order effects are held constant 

across ail subjects. The revised CPS consists of five cards, each describing a role (active, 

collaborative, passive) that the h u s b d  could assume in breast cancer decision making. 

Each card is labeled by a letter (kB,C,D,E). The order of the cards in fixed presentation 



is as follows: B,D,C,&E -beginning with the first two cards: B and D. Husbands were 

asked to select the preferred card. The preferred card was placed on top of the 

nonpreferred card. The next card (C) was compared to the prefémed card . If the husband 

still preferred the previous card over the new one, the previous card was fiipped over and 

the new card was compared to the next one in the stack. If the husband preferred the new 

card, the new card was placed between the two cards in the new stack, if the previous 

second card was preferred, the new one was placed last in the new stack. This process 

continued until the husband's entire preference was unfolded into his rank order 

preference. 

There are 120 dflerent ordered permutations for any five point hypothetical 

scale/metric, but there are only eleven valid ordered permutations (Degner, Sloan & 

Venkatesh, 1997) (Appendix H). Deteminhg the proportion of the preference orders 

obtained that f d  on the hypothesized dimension provides evidence about whether or not 

the revised stimuli form a unidimensional scaie. If 50% plus one of the pretest subjects 

preference orders fa11 on the metric (valid permutations), then the revised scale is justifiai 

@egner, Sloan & Venkatesh). 

n : PO- s e  
The population for this study was all married and common-law husbands Living with 

women who had recently undergone surgery for breast cancer and were residing in the 

province of Manitoba. A consecutive sarnple of seventy husbands (over 18 years of age 

and able to read and write English) of women who had recently undergone surgery for 

breast cancer was used for the second phase of the study. FoUowing approval £tom the 

facilities involved, the sample was recniited fkom five Winnipeg hospitals (Grace General 

Hospital, Health Sciences Centre, Misencordia Generai Hospital, S t . Boniface Generai 

Hospitai, and Victoria General Hospital). 



The number of women diagnosed with breast cancer and treated at a health care 

facility in Manitoba has steadily increased from 7 12 in 1992 to 76 1 in 1994, and 1996's 

estimate of new cases is 760 (Canadian Cancer Statistics, 1996; Manitoba Cancer and 

Research Foundation Statistics, 1992, 1994). ln 1995, approximately 67 % of al1 breast 

cancer surgerïes occurred in the five previously mentioned urban recruitment facilities 

(Manitoba Cancer and Research Foundation Statistics, 1 995). Approximately 62% of 

women who are diagnosed with breast cancer iive in urban Manitoba (Manitoba Cancer 

and Research Fondation Statistics, 1995). Approximately 45% of all Manitoban women 

diagnosed with breast cancer (mal and urban) are mamiecl or living with cornmon- law 

husbands (Manitoba Cancer and Treaîment Fondation Statistics, 1995). Using the 

aforementioned estimations, there will be approximately 342 Manitoban women diagnosed 

with breast cancer who are married or living with a common-law husband in 1996. A 

sample size of 70 wül represent approhately 20% of Manitoban men who are married or 

living comrnon-law with women who have been diagnosed with breast cancer. 

Therefore recnitment of 70 participants fiom five settings was feasible. A sample 

size of 70 was sufficient to test the instruments and generate hypothesis related to 

information needs and decision making preferences of husbands of women who have 

recently undergone surgery for breast cancer. 

II: Data C m  

The researcher contacted each of the five facilities several times per week to assess 

the number of potential participants undergoing breast cancer surgery. Following surgical 

intervention for breast cancer, head nurses, charge nurses, or nurses assigned to the 

patient asked women (whose husbands met the eligibiiity criteria) for permission to have 

their names submitted to the researcher. The researcher then approacheâ the woman to 

explain the study, prior to discussing the shidy with her husband. The woman was asked 

to provide written consent to contact her husband and access her medical record. The 



woman was also asked for assistance for contact arrangements with her husband. The 

medical record was reviewed poa discharge for information related to type of surgery, 

stage of disease and prognostic indiators. 

The researcher contactai the husband in person or by phone to explain the study; 

f o d y  invite him to participate in the study; and to determine a t h e  and place for data 

cokction. FoUowing explanation of the study and disclaimer, the husband was asked to 

complete the sociodemograhic questionnaire and the FIN-H Scale. The Control 

Preferences Scale- Husbands (CPS-H) was then admuiistered as outlined in the pilot 

study. Once the CPS-H preference order was obtained, husbands were asked to pick the 

one card that was closea to the role they had achiaily assumeci in their wives' surgical 

treatment decision making. 

[f the wife was present, the husband was given the option of remaining in or leaving 

the roorn while the instruments were being completed. in the few cases where the 

husband asked his d e  for input for completion of the instruments, the couple was 

remindeci that there were no right or wrong answers and that this study was eliciting the 

husband's opinion. The length of tirne spent with each participant ranged fiom 20 minutes 

to 2 hours. This time included an explanation of the study, the disclaimer, and the data 

collection tools; a n s w e ~ g  questions related to the tools as participants completed the 

tools; and listening to questions, concems, and diagnostic histoq tiorn both the husband 

and d e .  

Participant accnial began October 22, 1996, and continued until July 2, 1997. 

Quantitative methods of data analysis were used in this study. Descriptive aatistics 

were used to summarize the sample according to sociodemographic variables; to describe 

the mean, standard deviation, and fiequency of the items on the needs sale; and to 

describe the fkequency of the categories of decisional role preference (active, 



collaborative, passive). Parametric testing was used to determine how the independent 

variables (e-g., age, education, stage of disease, category of decisional role preference) 

affectesi the dependent variables (number of needs surn score of ne&, and extent to 

which needs were met ). The FIN-H was assessed for interna1 consistency reliability using 

Cronbach's alpha coefficient. The reliability and validity of the CPS-H were anaiysed by 

unfolding theory. 

The foilowing research questions were addressed in this study: 

1) I n d y :  to w:: 

CO 

The expert panel of judges assessed the role statements for clarity and apparent 

internai consistency. The unidirnensionality of the CPS-H was analysed according to 

unfolding theory. 

2) -' huçbands'referredrnlesfor ckcls.wns wh!aA& 
. *  . . . . 

br- 

Husbands' decisional preferences were analysed in accordance with unfolding theory. 

Rank order preferences were "unfoldeci" to obtain the sa le  position of the role 

statements. The role preference orders are called individual d e s  (1). The unfolded scde 

is cailed a joint scale (J) because it represents both the individual and the role statements. 

"The object is to search for the J scale that best represents the 1 scales in a unidimensional 

space" (Degner & Russell, 1988, p.3 7 1 ). The combination of five decisional roles and 

their rnidpoints generates an ordinal score ranging fiom 1 - 1 1 (Degner & Sloan, 1992). 

The lower the score, the greater the preference for control over decision making. 

Husbands' scores were used to classifi their decisional role preferences as: active, 

coliaborative, or passive. Discrepancies between preferred and actual roles were used to 

caiculate a discrepancy score for each husband. 



The distribution of husbands' role preference scores accordhg to husbands' 

demographic variables (Le., age, education) and their wives' disdtreatment variables 

(Le., stage of diseasey type of surgery) were wmpared ushg the Fisher's Exact Test 

3) W h a t o f f N o f t h e s -  ofNeeds--m 

Scale? 

The intemal consistency of the FIN-H was assesseci using Cronbach's alpha 

coefficient. The criterion level for the coefficient alpha was -80 and above, as suggested 

by N u d y  (1 978). Nunnally also recommended that 50% of the inter-item correlations 

within the scales shouid be between -30 and .70, with item- to- totai correIations between 

.40 and .70. 

4) are m h Q h a v e  
. .  . 

breast caser? 

Husband's overaii information needs were ranked according to means to determine 

their priority information needs. The highest and lowest ranked needs were identifid and 

presented in table format. 

5) To w-ve the b m  

Mean number of ne&, mean number of m e t  needs and percentage of unrnet needs 

were Uustrated in tables. Pearson's correlation was also used to examine the relationship 

between subscales (total needs, sum score, and number of unmet needs). 

vanables? 

Husbands' idormation needs were ranked in order of importance by means, 

according to subjects' demographic variables (i-e., age, education) and their wives' 

diseaseltreatrnent variables (i. e., stage of disease, type of surgery) and variations in data 

collection (Le. postoperative day of data collection, and who was present at data 

collection). The importance of husbands' information needs by means, acwrding to 

demographic and diseasekreatment variables were compared to detennine ifthere are 



Merences in th& priority needs. The t-test statistic and ANOVA were used to determine 

Merences between the independent variable subdivisions and the dependent variables. 

7) i ~ t h e ? b e n v e e n L L  
7 

. .  . . . . 

Husbands' priority information needs, their number of identifiai needs, the sum 

scores of their identified needs and their number of unrnet needs were compared to their 

decisional role preferences (active, collaborative, passive) and presented in table format. 

Husbands' role preference categories were included as independent variables in the 

ANOVA analyses outiined under research question #6. 

c- 

This research proposal was submitted to the Faculty of Nursing Ethical Review 

Cornmittee, University of Manitoba, Winnipeg, Manitoba in September, 1996 for approval 

pnor to data collection. Verbal and written explmations of the study and expectations of 

the participants were given to all women and their husbands. Women and their husbands 

were informed that participation was voluntary and that they may withdraw at any time. 

Assurance was provided that non-participation would not infîuence m e .  

A written consent for participation in the study and permission to access medical 

information was obtained from the women. Copies of signed consents were and are 

currently being stored in a locked drawer, accessible only to the researcher. Women and 

their husbands were assured of confidentiality of information. The women's medical 

information, the sociodemographic and FIN-H questionnaires, and the CPS data were 

identified by a code number, not by name. Women and their husbands were assured that 

their names would not appear in any written document. 

Only the researcher and thesis advisor had access to any identifying data. Data wili be 

stored in a Iocked drawer for at least seven years. The data will not be used beyond this 

study. A copy of the patient consent form, the husband disclaimer form, the patient chart 



data form and the data coiiection instruments were submitted to the Faculty of Nming 

Ethical Review CoIlltnittee and hospitai access cornmittees for approval in September, 

1996. 

A breast cancer diagnosis creates stress for both the woman and her family. A 

woman's hospitalïzation and surgical intervention compounds the stress engendered by a 

breast cancer diagnosis. Therefore, the researcher Uiitially approached the woman so she 

could decide whether the intent of the study or her husband's time involvement would 

create additional stress. 

It was anticipated that participation in the study may create tension for the husbands, 

if they have not been able to actualize their preferred role in treatment decision making. If 

tension was expresseci or observed, the researcher encouraged the participant to verbalize 

their concerns, and asked the participant if he wished to be referred to a resource for 

fùrther discussion of his concems. 

It was also anticipated that husbands who participated may also desire information 

related to their identification of unmet needs. Husbands were provideci with a written List 

of informational resources (Appendix S) and a booklet entitled "'Sharing: A Family's 

Guide to Breast Cancer". Participants were also given the oppominîty to receive a 

written surnrnary of the study renilts. 

Summarv 
This chapter has described the methods that were used to conduct a study of 

husbands' preferences for participation in surgical treatment decisions and their need for 

information when their wives have recently undergone surgery for breast cancer. 



CHAPTER V 

RESULTS 

This midy was comprised of two phases. Phase I involved the modification and pilot 

testing of the CPS-H. The information needs and decision making preferences of 

husbands of women who had recentiy undergone nirgery for breast cancer were examined 

in phase II. 

The results of phase 1 and phase II of this study are reported in this chapter. This 

chapter describes the sociodemographic characteristics of the sarnple, and the findings 

related to each of the research questions. 

Phase 1: Püot Study Data Analysis 

As described in the previous chapter, six husbands of women who were members of 

the Breast Cancer Action support group participated in the pilot test of the CPS-H. 

Participants were first asked to rate the clanty of the modified CPS aatements (Appendix 

Q). Ail six mernbers of the panel agreed that the modifieci role statements were clear, and 

none of the participants provided any comrnents with respect to the claiity of the 

statements. 

With respect to the apparent intemal consistency measure (Appendix R), al1 six 

participants agreed that the modifieci role statements described a variation of the same 

message. Five of the six participants agreed that each of the modified role statements 

described a single message. The cumulative responses for clarity and apparent internal 

consistency met M e  and Atwood's (1 988) cnteria for percent agreement (equal or 

greater to 70%) for items' clarity and apparent internal consistency. 

To determine whether the CPS-H revised role statements fonned a unidimensional 

scale, husbands were asked to complete the CPS-H. Husbands were asked to complete 



the scale with the foliowing direction: " How wodd you have preferred to participate 

with your wife and the physician with respect to your wife's surgical treatrnent decision?" 

The CPS-H was adrninistered in the '%ed order", as describeci in the previous 

chapter. The results indicated that five of the six participant's preference orders were 

valid permutations. The valid preference orders observai in the pilot test were as foiiows: 

ABCDE (2), BACDE (2)- BCADE (1). Degner, Sloan and Venkatesh ( 1997) stated that 

if 50% plus one of the pretest subjects preference orders are valid permutations, then the 

revised scale is justified. The results of the pilot test inâicate the CPS-H forms a 

unidimensionai scale. 

Summarv 

Results of the pilot test indicated that the previously determined critena for clarity, 

apparent intemal consistency, and unidimensionality of the CPS-H were met. 

Phase 11- Data Analysis 

Demographic S tatistics 

Cire- 

From October 22, 1996 to July 2, 1997, a total of 70 husbands of women recently 

diagnoseci with breast cancer agreed to participate in the study. AU participants were 

husbands of women who had undergone surgery for breast cancer within the previous 33 

days. Ninety- six percent of data collection occurred within 14 days of  surgery. Variation 

in time of data collection occurred for a variety of rasons. Severai women who had 

undergone lurnpectomy were discharged within twenty-four houn and were approached 

for permission to release their names to the researcher just pior to discharge. The 

researcher did not contact these women until they had a few days to adjust to being at 

home. Husbands contacted in person at the hospital or by phone de tedec i  the most 

convenient date and time for data collection. Data collection that occurred beyond 14 



days was due to canceilation of rurai appointments due to inclement winter weather 

conditions. Table 4 illustrates the frequency and percent of participants according to three 

coilapsed categories of post-operative day of data collection. 

Table 4: Frequency and Percent Distribution of Sampie According to Postoperative 

Day of Data Coiiection (n = 70) 
Day foiiowing surgery Frequency Percent 
Day 1 26 37.1 % 
Day 2-7 26 37.1 % 
Day 8-33 18 25.7 % 

Participants were recruited fiom five Winnipeg Hospitals: Grace General Hospital, 

Health Sciences Centre, Misericordia General Hospital, St. Boniface General Hospital, 

and Victoria Generai Hospital. The variation in the numbers of participants fiom the five 

facilities outlined in Table 5 can be aîtributed to the following factors. The timing of 

initial access to each facility varied due to each institution's administrative time 

constraints. Participant recruitment began at : the Grace General Hospital and the 

Victoria General Hospital in late October, 1996; St. Boniface General Hospital and 

Hedth Sciences Centre in the middle of November, 1996; and at the Misencordia General 

Hospital in the middle of December, 1996. Elective surgery was canceled at the 

Misericordia Generai Hospital, St. Boniface General Hospital and the Health Sciences 

Centre fiom one to three weeks due to the flooding of the Red River. The low number of 

participants fiom the Health Sciences Centre can be partiaiiy explaineci by the researcher's 

dficuity in the monitoring of potential participants. Although the researcher had 

recruitment arrangements with the three units that usuaily cared for women with breast 

surgery, breast surgery patients were assigned to a unit on a postoperative basis. Ifdl 

three units were fidi, postoperative breast nirgery patients were assigned to a variety of 

other surgical units. In addition, the Health Sciences Centre appeared to have a larger 



proportion of patients who did not meet the eligibiihy requirements. Table 5 outlines the 

frequency and percent of participants fkom the various fkdities. 

Table 5: Frequency and Pemnt Distribution of Sample According to Hospihi 

Hospital Freq uency Percent 
Grace 2 1 30.0 % 
Victoria 
St. Boniface 
Misericordia 13 18.6 % 
Health Sciences Centre 7 10.0 % 

c- of Parti~ipants 
. . . . 

The foUowing table (Table 6) demonstrates the demographic characteristics of the 

husbands. Twenty-two husbands (3 1%) were 50 years of age or younger, 26 husbands 

(37%) were between fifty-one and sucty-four years of age, and twenty-two husbands 

(3 1 %) were sixty-five years and older. The rnean age of husbands was 5 8 years. 

Forty-one participants (59%) had a high schooi diploma or post secondary education, and 

29 participants (4 1%) did not have a high school diploma. 

Participants' occupations were classified as retired, professional, labourer and other. 

The majority of husbands in the "other" category were self-employai or worked in sales. 

Forty- one percent of the sample was retired. Seventy-one percent of participants iived in 

the city of Winnipeg. The majority of participants (57%) were of British or European 

descent and 89% of the participants identified English as the language they spoke at home. 

Severai participants who were bom in Canada questioned the need for identification of 

ethnic background. Four participants identifid their ethnic background as 'bther" and 

wrote 'Canadian". Participants who spoke a language other than Engiish, or spoke 

English and another language at home were placed in the "other" category. 



Table 6: Frequency and Percent Distribution of Husbands according to 

Demographic Variables (n=70) 
Characteristic Frequency Percent 

Age 
37- 50 22 31.4 % 
51 -64 26 37.1 % 
65 -84 22 31.4 % 
Education Level 
Less than high school 29 41.4 % 
Graduated hi& school 17 24.3 % 
Greater than high school 24 34.3 % 
Occupation 
Retired 29 41.4 % 
Professional 10 12.9 % 
Labourer 18 21.4 % 

Other 13 24.3 % 
Ethnic Group 
European 18 25.7 % 
British Isles 22 31.4% 
French 9 12.9 % 
Abonginal 3 4.3 % 
Asian 2 2.9 % 
ûther (includes Canadian) 16 22.9 % 
Language 
English 62 88.6 % 
Other 8 1 1.4 % 
Residence 
Urtian 50 71.4 % 
Rural 20 28.6 % 

C C  . . 

The following table ( Table 7) outhes the demographic characteristics of the women. 

Twenty-four women were fifty years and younger (34.3%), twenty-six women were 

between the ages of fXy-one and si*-two (37.1%), and twenty women were between 

the ages of sixty-hee and eighty-two (28.6%). The mean age of the women was fi*-six 

years. Fi-nine women had undergone their fint surgery for breast cancer. Ten women 



were experiencing their second surgery for breast cancer, and one woman had a 

prophylactic rnastectomy following a previous surgery for breast cancer. Forty-five 

women (64.3%) underwent rnastectomy, versus twenty-five women (35.7%) who 

undenvent lurnpectomy. 

Chart idormation with respect to each women's primaty tumor was reviewed and 

categorized according to the TNM staging criteria (Waltrnan, 1994). TNM staging 

criteria included the foUowing: tumour size, lymph node involvement, and presence of 

metastasis. Women were categorized by clinical stage of disease (Stage O, 1,2,3,4) 

according to TNM ciinical staging for breast cancer (Waltman, 1994). One woman was 

categorized as Stage 0, thrty-five women (50%) as Stage 1, twenty-eight women (40%) 

as Stage 2, and six women (8.6%) as Stage 3. 

Table 7: Frequency and Percent Distribution of Women According to Demographic 

and Disease Related VaRables (n=70) 
Characteristic Frequency Percent 

Age 
35-50 24 34.3 % 

Number of surgery 
First surgery 59 84.3 % 
Second surgery 10 14.3 % 
Second for prophylaxis I 1.4 % 
Type o f  surgery 
Lumpectomy 25 35.7 % 
Mastectomy 45 64.3 % 
CIinical Disease Stage 
Stage O 1 1.4 % 
Stage 1 35 50.0 % 
Stage 2 28 40.0 % 
Stage 3 6 8.6 % 
Stage 4 O 



Va&ki  

Mormation related to administration of the research instruments was also coliected. 

This uicluded: location of data colleaion, who was present at data collection, and the time 

required for administration of the instruments and discussion. Data collection occurred in 

hospital (n =37), at the participant's home (n =32) or the participant's place of 

employment (n = 1 ). In the majority of cases (63%) wives were present when their 

husbands completed the data collection tools. In four of these cases, data collection 

occurred in the presence of the d e  and a son or daughter. The length of tune spent with 

participants ranged fiom 20 minutes to 2 hours (included explanation of data collection 

tools, completion of data collection tools, the time spent answering questions and 

concerns expressed by both the husband and d e ,  and listening to the couples' 

experiences since diagnosis). 

The exact tirne spent with respect to explanation of the data collection tools and 

completion of the data collection was difncult to meawe, as at times instrument 

cornpletion was interspersed with discussion of the participant's experiences. The 

approxhate tirne for explanation and completion of the data collection tools ranged frorn 

15 to 40 minutes. The length of time spent with participants was generally longer if the 

wife was present at data collection and when data collection occurred at the participant's 

home. However, even ifthe wife was not present during completion of the data collection 

tools, the majority of wives engaged the researcher and their husband in an experiential 

discussion following completion of the data collection tools. 



Table 8: Fnquency and Percent Distribution According to instrument 
Administration Variables (n = 70) 

Characteristic Frequency Percent 
Location 
Hospital 37 52.9 % 
Husband's Residence 32 45.7 % 
Husband's Work 1 1.4 % 
Individu& Present 
Husband only 26 37.1 % 
Husband and Wfe 40 57.1 % 
Husband / Wife and 4 5.7 % 
SonIDaughter 
Length of Time 
O - 35 minutes 12 17.1 % 
36 - 40 minutes 19 27.1 % 
41 - 50 minutes 15 21.4 % 
60 - 75 minutes 11 15.7 % 
76 - 120 minutes 13 18.6 % 

Four women who agreed to meet with the researcher declined to participate in the 

study. ïhree of these women decluied to participate because they felt the intent of the 

study would upset their husbands, and one woman declined because she did not want the 

researcher to have access to her chart. Three other women stated that they would agree 

to participate in the study if their husbands agreed to participate. However, these women 

did not want the researcher to contact their husbands, prefenuig to have their husbands 

contact the researcher if the husband was interested in the study. 

Five husbands of women who had provided witten consent to contact their husbands 

and access their medical record declined to participate in the study. Two women 

contactai the researcher by phone to indicate that their husbands were 'hot interested " in 

participating. One husband stated he was 'hot interested" afler the study was explaineci to 

him over the phone. One husband of a woman who preferred to have her husband contact 



the researcher if'he was interesteci in participatin& did not contact the researcher. The 

only husband to refuse to participate foliowing an in-person explanation of the shidy 

stated that he did not Wte questionnaires. 

Table 9 illustrates the demographic and disease related variables of women whose 

husbands deched to participate, but who had provided a written consent to access their 

medical charts. Two women were less than forty-five years of age, two women were less 

than skty years of age, and one woman was less than sixty-five years of age. Ali of the 

five women had undergone their first surgery for breast cancer. Three women had 

undergone a mastectomy, one woman a bilateral mastectorny, and one woman had 

undergone a lumpectomy. Two women were classified as Stage 1 disease and three 

women were classified as Stage 2 disease. Three women resided in a iural area, and two 

women resided in an urban area. 

The demographic and disease related variables of women whose husbands deciined to 

participate in the study was fairly similar to the demographic and disease related variables 

of women whose husbands agreed to participate in the study. However, there was a 

higher proportion of women who had undergone their first surgery and who resided in the 

mral area in the non-participant group than in the participant group. 



Table 9: Frequency and Percent of Demographic and Dhease Rekted Variables of 

Women Whose Husbands Declined to Participate (n=5) 
Characteristic Frequency Percent 

Hospital 
St. Bodace LL 7 40% 
Grace 2 40% 
Victoria 1 20% 

Age 
35 -50 
5 1 -62 
63 -82 
Residence 
Urban 
Rural 
Number of surgeries 
First 
Second 
Type of surgery 
Mastectomy 
Lumpectomy 
Stage of disease 
Stage 1 2 40% 
Stage 2 3 60% 

Eusbands' Preferred Roles for Participation in Decision Making 

Decisional preferences were analyzed according to unfolding theory. Unfolding 

theory is based on the theory of preferential choice. Individual preference orders are 

"unfolded" to ascertain whether they are consistent with the existence of the underlying 

psychoIogical dimension, providing a direct test of the hypothesis that husbands had 

systematic preferences about the degree of control they wanted in their wives' surgical 

treatment decision making, ranging f?om no control to wmplete control (Degner et. al., 

1997). Preference orders feil on the dimension if they were in a sequence that captured 

the hypotheticai rank order of the decisional roles and the midpoints between them 

(Degner et al., 1997). For exarnple, the husband who had the most extreme desire to keep 



control would have arranged the role statements in Appendix E in the order ABCDE, and 

would have received an ordinal score of 1, indicating that he wanteâ the highest degree of 

conîrol in decision making. The person with the next most extreme score would have the 

preference order BACDE, having crossed the midpoint between A and B, and would have 

an ordinal score of 2; and so on using the mode1 as described by Coombs (1976). The 

combination of 5 decisional roles and their midpoints produces a dimension with 1 1 

possible valid preference orders' thus generating the ordinal score range from 1 to 1 1 

The preference orders of 49/70 of the husbands (70%) unfolded ont0 the 

psychological dimension about keeplig, sharing, or giving away control over decision 

making to the physician. Valid preference orders observed in this sarnple were as foIiows: 

ABCDE (4.3%)' BACDE (10%), BCADE (5.7%), BCDAE (4.3%)' CBDAE 

(14.3%)' CDBAE (1 5.7%)' CDBEA (7.1%), CDEBA (4.3%), DECBA (1.4%), and 

EDCBA (2.9%). Coombs (1976) set the cntenon for accepting the dirnensionality of any 

sale at 50% plus 1 of observed valid preference orders. The critenon was met in this 

sample, with 70% of preference orders falhg directly on the dimension. 

The majority of husbands (54.3%) preferred a colîaborative treatment decision 

making role with their wife and the physician in dieu wives' surgical treatment decision 

making, 27.1% preferred an active roi+ and 18.6% preferred a passive role. Husband's 

a d  treatment decision making role was deterrnined by the husband indicating which of 

the five decisionai role statements was closest to the husband's actual role in their wife's 

surgical treatment decision making. Twenty-seven husbands (38.6%) indicated that they 

had assumed an active treatment decision making role with their d e  during their wives' 

surgical treatment decision making, 28.6% a collaborative role, and 32.9% a passive role. 

Tables 10 and 1 I ùidicate the fkquency and percent of husbands' prefemd roles and 

actual roles in their wives' surgical treatment decision making according to the first card 

selected. 



Table 10: Husbands' P r e f e d  Role According to FiRt Card Sdected (n=70) 
Preferred Role Freq uency Percent 

Active: Card A 4 5.7 % 
Card B 15 21.4 % 

Collaborative: Card C 38 54.3 % 
Passive: Card D 6 8.6 % 

Card E 7 10.0 % 

Table1 1: Husbands' Actual Role According to First Card Selected (n=70) 
Actual Role Frequency Percent 

Active: Card A 3 4.3 % 
Card B 

Coilaborative: Card C 
Passive: Card D 

Card E 

Discrepancies between preferred and actual roles were used to calculate a discrepancy 

score for each husband. The husband's first choice f?om the card sort procedure was 

subtracted fiom his actual role, yielding a score that could range nom O (no discrepancy) 

to 4 ( 4 steps of discrepancy). The greatest discrepancy occurred if the husband wanted 

the most active role (A) and believed he had actuaiiy played the most passive role (E), or 

vice-versa. 

Fifty percent (50%) of the husbands achieved their preferred roles in their wives' 

surgicd treatment decision making. Fifkeen husbands (2 1.4%) believed they had assumed 

more control in decision making than they had desired. Twenty husbands (28.6%) 

believed they had achieved less control in decision rnaking than they had wanted. 

Agreement between preferred and actual role was most evident for husbands who 

preferred an active decision making role. There was a large discrepancy between 

preferred and actual role for husbands who preferred a coilaborative decision making role 

Sixteen of the thmty-eight (42%) husbands who preferred a coiiaborative role actualiy 

assurned a passive role. The largest discrepancy (54%) between actual and preferred role, 

occurred when husbands prefmed a passive role but had actudy assumed a collaborative 



or active decision making role. Table 12 indicates the discrepancy between husbands' 

preferred decision making category and husbands' actual decision making category. 

Table 12: Preferred Decision Making Category Venus Actual Decision Making 

Category 

Actual Role 
Preferred Role Active (27) Collaborative (20) Passive (23) 
Active ( 1 9) 15 3 1 

Coilaborative (38) 8 14 16 

Passive ( 13) 4 
Received more 
control 

than desired 
Received less control 
than desired 

Bold numbers = congruent roles 

Cornparison of decisional role preferences according to sociodemographic and 

diseasdtreatrnent variables using Fisher's Exact Tea indicated that demograp hic and 

disease related variables were not signincantly related to decision making preferences of 

the husbands in this çtudy. As indicated by Table 13, the overall preference for a 

collaborative role in decision making is seen in al1 the subdivisions of the major variables- 

with the exception of a minimal difFerence in two of the subdivisions (professional, and 

British Isles). Four of the ten husbands in the ''professional" occupational category 

preferred a passive role, in comparison to the three husbands in this category who 

preferred a coilaborative role. Ten of the twenty-two husbands who identifieci their ethnic 

ongin as 'British Isles" preferred an active role in comparison to the three husbands who 

preferred a collaborative role. 



Table 13: Husbands' Preferred Decision Making Roles According to Demographic 

and Disease Related Variables 
Characteristic Active CoUaborative Passive 

19 38 13 Ail Husbands 

Age 
37- 50 
51- 64 
65- 84 
Education 
< high school 
High school diplorna 
> high school 
Occupation 
Retired 
Professional 
Labourer 
ûther 
Language 
Engiish 
Other 
Ethnic Group 
European 
British Mes 
French 
Aboriginal 
Asian 
Other 
Residence 
Uhan 
Rural 
# of Surgeries 
First surgery 
Second surgery 
Type of Surgery 
Lumpectomy 
Mast ectomy 
Stage of disease 
Stage 0- 1 
Stage 2 
Stage 3 



Relinbüity and Vdidity of the FIN-8 

FIN-H 

Internai consistency was assessed using Cronbach's alpha coefficient. Nunnally 

(1978) suggested that a scale demonstrates intemal consistency reliability when values 

equai to or above .8O are obtained. Numdy aiso suggested that 50 % of inter-item 

correlations within scales should range from .30 to .70, with item to total correlations 

ranging from -40 to .7O. Items greater than .7O suggest redundancy of information, and 

items less than .40 do not significantly contribute to the scale. Intemal consistency of the 

FIN-H as measured by Cronbach's standardized alpha coefficient was -95. Therefore, the 

standardized alpha coefficient satisfies the above criterion for intemal consistency 

reliability . 

The inter-item and item to total correlations are as follows. The item means ranged 

fiom 3 -33 to 4.87 with a standard deviation ranging from -38 to 1.5. AU items on the 

scale demonstrated an alpha of -91 or greater, with 23 of the 30 items (77%) achieving 

item to total correlations between -40 and -70. Six items (5, 24, 1 1,6,22, and 23) 

achieved item to total correlations of.  7 1, -7  1, -75, .76, -80, and .8 1 respectively. Item 20 

obtained a low item to total correlation (.26). 

The majority of items (24 1 30) achieved greater than 50% of inter-item correlations 

between .30 and .70. Items 18, 19,20,28,29, and 30 did not meet the preset inter-item 

correlation criteria. However, the majority of items (80%) did correlate with one another. 

Factor andysis of the FIN-H scale by Kilpatrick (1995) revealed five subscales 

(Appendix D). Factor analyses using principle axis factoring with promax rotation were 

conducted with this study's data to assess the intemal construct validity of the scale, and 

to compare to the factor structures reported by Kilpatrick. Criteria for factor analysis 

estirnates of construct validity were factor loadings of at least -40. 



Squared multiple correlation coefficients were used as initiai communality estunates. 

Examination of the scree plot (plot of the variance accoumed for by each extracted 

factor), suggested that between 4 and 6 factors were responsible for the underlying pattern 

of correlations found within the 30 items. Examination of the eigenvaiues revealed five 

factors greater than 1 .O. The five factors accounted for 79 percent of the total item 

vari ance. 

The promax rotationai method was used to determine the finai item factor loadings. 

Item factor loadings ranged fkom .40 to .9 1. AU item factor loadings met the preset 

criteria of -40. Need # 20 ' 0e  told about people who codd help with problems" loaded at 

.40. Need #18 " help with my d e ' s  care while in hospitai " loaded as -43 on Factor 1, 

but dernonstratecf a minimai difFerence (.09) in factor loadings on three factors ( 1, 2, and 

5) .  

Rotated factor solutions were qualitatively analysed for clinicaily meaningfil 

interpretations. The anaiysis illustrateci in Table 14 reveals five factors containhg three to 

nine items on each factor. The five factors were exarnined to determine the foUowing 

labels: 1 ) Initial disdtreatment communication with health professionals 

2) Emotionai and physicai care needs 3) Family relationship issues 4) Ongoing 

communication with health professionals 5) Husband and M e  interpersonal 

communication. 



Table 14: Factor Analvsis of the FIN-H 
Description of Needs in each Factor with the Factor Loadings for each N d  

Factor 1: Initial Diseasflreatment Communication with H d t h  Professionals 
Need # 22 -know specific facts conceming my d e ' s  treatrnent -87 
Need # 5 -how exactiy what is being done for my wife -8 1 
Need # 1 -have my questions answered honestly -76 
Need # 21 -know specifk facts conceniing my d e ' s  disease 
Need # 2 -know specific facts conceming my wife's future 
Need # 7 -have expianations given in terms that are understandable 
Need # 1 7 -feel included by healt h professionals 
Need # 18 -help with my d e ' s  care while she is in hospital 
Factor 2: Emotional and Physiciit Care Needs 
Need # 9 -fed there is hope 
Need # 10 -be assured that the best possible care is being given to my d e  
Need # 3 -feel that the heaIth professionals care about my wife 
Need # 23 -know what side eEects are caused by the treatrnent 
Need # 24 -how how to provide physical care to my wife 
Need # 1 1 -know what symptoms are caused by the illness 
Need # 25 -how how to provide emotional support to my wife 
Need # 16 -have information about what to do for rny M e  at home 
Need # 13 -know the probable outcome of my d e ' s  ihess 
Factor 3: Famüy Relationship Issues 
Need # 28 -know how to approach changes related to sexuality 
Need # 29 -know how to touch my wife 
Need # 30 -know what to expect of my d e ' s  energies 
Need # 19 -have someone be concerned about my health -56 
Need # 26 -know what to say to the children -4-4 
Need # 20 -be told about people who couid help with problems (financial, household) -40 
Factor 4: Ongoing Communication with Health Professionah 
Need # 8 -be told about changes in treatment plans while they are being made -83 
Need # 15 -know the names of the health professiods involveci in my d e ' s  care .8 1 
Need # 12 -know when to expect symptoms to occur 
Need # 4 -be informed of changes in rny wife's condition 
Factor 5: Husband and Wife intexpersonai Communication 
N d  # 6 -know what treatrnents my wife is receiving 
Need # 14 -how why things are done for my wife 
Need # 27 -know how to t a  to my d e  about the d i s d i e s s  



Raoking of Needs According to Means: 

Assessrnent of the FIN-H demonstrated item means that ranged fkom between 3.33 to 

4.87 with standard deviations ranging between -3 8 and 1.5 0. The five top ranked needs 

in descending order of importance were: 1) feel there is hope 2) be assured that the best 

possible Gare is being given to my d e  3) h o w  what side effkcts are caused by the 

treatment 4) know the probable outcome of my d e ' s  illness 5) h o w  how to provide 

exnotional support to my d e .  

The five needs ranked as least important were: 1) be told about people who could 

help with problems (hanciai, household) 2) have someone be concemed with my health 

3) know how to approach changes related to sexuality 4)  know what to say to the 

children 5) know how to touch my d e .  The means and standard deviations of the 

highest and lowest ranked needs are illustrateci in Table 15 

Table 15: EIighest and Lowest h n k e d  Needs According to Means (n=70) 
Eighest Ranked Mean and Standard Lowest Ranked Mean and Standard 
Needs Deviation Needs Deviation 
- feel there is hop 4.87 -38 - help with problems 3-33 1.48 
- best care for wSe  4.87 .38 - concerned my h d t h  3.40 1-50 
- side effects of treatment 4.81 .43 - changes se.Yuality 3.88 1.29 
- outcome of illness 4.78 .53 - what say to children 4. 10 1.30 
- provide ernotionai 4.76 -49 - how to touch 4.10 1.23 
support 

The following tables (Table 16 to 23) illustrate the highest and lowest ranked needs 

by the following demographic, disease, and instrument related variables: age, educaîion, 

occupation, residence, number and type of surgery, stage of disease, who was present at 

data collection, and the postoperative day of data coliection. Husbands in aiI categories 

ranked the needs "have someone be concerned with my hdth'' and '0e told about people 

who could help with problems" as two of their lowest priority needs. Husbands in ail 



categories except husbands who resided in a niral are% listed ' h o w  how to approach 

changes related to sexuality" as one of their lowest ranked ne&. The ovo other lowest 

ranked needs varied among categones but were one of the foliowing needs: 'cknow what 

to say to children", %elp with my d e ' s  care while in hospitai", know how to touch my 

de" ,  and "%el included by heaith professionals" (the last need ody indicated by husbands 

who had a high school diplorna). 

Husbands in all categones were able to identq five needs that were of low priority 

(accordhg to means). However, husbands in several categories pnoritized six to eleven 

needs as high priority needs, on the basis of ne& with the same mean and standard 

deviation. 

Husbands in ail categories ranked the need 'Teel there is hope" as one of their top 

priority needs. Husbands in ail categories except husbands who were placed in the "other" 

occupationai category listed '%e assured that the best possible care is being given to my 

wife" as one of their priority needs. Husbands in al1 categories except husbands whose 

wives had stage three disease listed ' k o w  what side effects are caused by the treatment" 

as one of the top priority needs. 

Table 16 indicates that husbands in ail three age categories listed "%el there is hope", 

'Be assured that the best possible care is being given to my wife'', and " know what side 

effects are caused by treatment" as priority needs. Husbands less than fifty years of age 

also listed "know specific facts conceniing my Me's future" and "how how to provide 

emotionai support to my wife' in the five top priority needs. Husbands less than fifly 

years reporteci higher means for their highest ranked needs than did husbands in other age 

categories Husbands 5 1-64 years of age iiaed "how the probable outcome of my s e ' s  

illness" and "know exactiy what is being done for my wifè" as their fourth and £ifth highest 

ranked needs. Husbands 65-84 years of age listed seven (mean and standard deviation the 

same for four needs) priority needs. In addition to the needs listed as cornmon by 

husbands in all age groups, husbands over the age of sixty-five listed four priority needs 



related either to initiai or ongoing communication with health care professionals or to 

physical and emotionai care needs. 

Table 16: Eighest and Lowest Ranked Needs According to Means by Age 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Needs Deviation Needs Deviation 

Age 37- 50 
-feel there is hope 

-best care for wife 
-side &écts of Ru 

-provide emotional 
~ppo'-t 
specific facts future 

Age 51-64 
-fel there is hope 
-&st Gare for wife 

-si& effects of RK 
-probable outcome 
-e.YaCtly w hat king 
done 

Age 65-84 
-feel there is hop 
+est care for wife 

-outcorne of illness 
-side of R'i 
- condition changes 
- s_Mip€oms caused 
by iiiness 

ancemed my 
health 
-help with problems 
-changes se?ruality 

-how to touch 

-help with care in 
hospital 

-help nlth problems 
ancerneci my 
health 
-wht say to children 

-changes se .d i ty  

-how to touch 

-help with probiems 

ancemed my 
health 
-changes se?cualiv 
-how to touch 
-what s a y  to children 

sDecific facts Ru 

Husbands in al1 three educational categones Listeci three of the same needs as 

priority needs (hope, best care for wXe, and side effects of treatment). Husbands with less 

than a high school education were the only educational categov to list "have explanations 

given in terms that are understandable" listed as a priority need. Husbands who had a high 

school diploma listed " h o w  how to provide emotional wppon to my d e "  and 'Teel that 

h d t h  care professionals care about my wife7 as priority needs. Husbands with greater 

than a high school education iiaed needs related to husband and wife interpersonal 



communication (know what treatments my wife is receiving and know why things are 

done for my wife) as priority information needs. Husbands with greater than a high school 

education did not List "know the probable outcome of my wife's illness" as a priority need, 

whereas husbands in the other two educational categories had liaed this need as a priority. 

Husbands who had more than a high school education reported higher means for their 

prionty needs than did husbands in the other educational categories 

Table 17: Eighest and Lowest Ranked Needs According to Means by Education 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Needs Deviation Needs Deviation 

< High school 

High schod 

-outcorne of ihess  

-fel there is hope 

-best care for wife 

-si& effects of Rv 
-condition changes 
-understandable 
terms 

-fel there is hope 
-best care for wife 

-feel health 
professionals care 
-changes in Ru 
-side effects Ru 
amorne of iilness 
-provide emotional 
W'Prt 

> Eigh school 
-best care for wife 

-side effécts Ru 

-c facts Ru 

-what Ru wSe 
receiving 
-feel there is hope 
- why things are 

-heIp with problems 

concernecl my 
health 
-what say to children 

changes se.Wity 

-how to touch 

-heIp with pmblems 
concerned my 
health 
changes se-niality 

-feel included by 
health professionals 

soncerned my 
health 
-help with problems 

changes s e d t y  
-how to touch 

-help with care in 
hospi ta1 
-- -- 

Table 18 shows that husbands in al1 occupational categories listeci more than five 

needs as pnority needs, on the basis of similar means and standard deviations. Husbands 



who were retired listed six priority needs, four of which were related to emotional and 

physical care needs and two needs which were related to either initial or ongoing 

communication with hedth professiooals. Husbands categorized as professionals iisted ten 

priority needs (4 with a mean of 5, and 6 with a mean of 4.9). The priority needs of 

husbands in the professionai category were related to the following categories of needs: 

four emotional and physical care needs, two initial disease and treatment communication 

ne&, two ongoing communication needs, and two husband and wife interpersonal 

cornmuIlication needs. 

Husbands categorized as labourers, iisted seven priority needs, al1 of which were 

related to emotional and physical care needs. Husbands in the "othei' category iisted 

eight priority needs. Four needs were related to initiai disease and treatment 

communication with health professionals, three needs related to physicai and emotional 

care, and one need related to husband and wife interpersonai communication. 

Husbands who were categorized as labourers and professionals iisted 'know how to 

provide emotional support to my wife" as a priority need, whereas, husbands in the retired 

and other categories did not List this need as a priority. Husbands categorized as 

professionals were the ody husbands who did not list 4cknow the probable outcome of my 

d e ' s  iiiness " as a priority. Husbands in the professional category reported higher means 

for the highest ranked needs than did husbands in the other occupational categories. 



Table 18: Highest and Lowest ILioked Needs According to Means by Occupation 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Needs Devia tion Needs Deviation 

Retired 
-feel there is h o p  

-best possible case 

-condition changes 

-spedic facts Ru 
side effects of Ru 

Professional 
-what Ru receiving 

lbest possible care 

-provide exnotionai 
support 
-c facts future 
-condition changes 
-e.uctiy what done 
-feel there is hope 
-why things done 
-medic facts Ru 

Labourer 
-feeI there is hope 

-best possible care 

+utcorne of illness 

-side effects Rir 

- professionals care 
qmptoms of illness 
-praide emotional 
=Ppon 

Other 
-outcorne of illness 

-feel there is hope 

-side &kas of Rv 

-specific facts fbture 

e-xactiy what done 
-what Ru receiving 
-understandable 
terms 
-qeatic facts 
diseas2 

-heIp wi th problems 

conçerned my 
heaith 
-what say to children 

&anges sexuaiïty 
-how to touch 

concerned my 
heaith 
-heIp with problems 

-what say to children 

-help with care in 
hospi ta1 
-changes se.YUali' 

ancerne-  mp 
health 
changes se.Yuality 
-help with pfoblems 

-how to touch 

-help care in 
hospital 

concemeci my 
health 
-help with problems 

changes sexuaiity 
-what say to children 

-how to touch 



Husbands who resided in the city of Wuinipeg Liaed priority needs that were the same 

as iisted by the total sample. Husbands who iived in a rurai area iiaed six needs as priority 

needs (three needs with the same mean and standard deviation). Four of the rural 

residents' needs were the same as listed by the urban residents. R d  residents ranked 

'0e informed of changes in my d e ' s  condition7' and 'Aave expianations given in terms 

that are understandable" as additionai priority needs, but did not include 'know how to 

provide emobonal support to my wife' as had the urban residents. 

Table 19: Highest and Lowest Ranked Needs According to Means by Residence 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Neeùs Deviatioa Needs Deviation 

Urban 
-best Gare for wife 

-feel there is hope 

-provide emotional 
~ PPort 
-outcorne of illness 

Rural 
-fiel there is hope 

- k i t  care for wife 

-outcorne of Unes 

-si& effects of Rs 
andition changes 
-te= 
understandable 
-what to do at home 

-help with probIems 
ancerneci my 
health 
-changes se.Yuality 

-what say to children 

anccrned my 
health 
-help with pmbfems 

-help with care in 
hospital 
-what say to children 

Table 20 indicates that husbands whose wives had undergone their first breast surgery 

and husbands whose wives had undergone a second breast surgery listed four of the same 

needs as priorities. The four identical needs were related to emotional and physicai care 

needs. Husbands whose wives had undergone surgery for the tirst time iisted six priority 

needs with the remaining two needs related to ongoing communication with health 

professionals. Husbands of women who had undergone a second breast surgery listed 



eleven priority need, each need with a mean of 5 .  Husbands of women who had their 

second breast surgery, liaed an additional tbree needs related to emotional and physical 

m e ,  three needs related to initial disease and treatment communication with health 

professionais, and one need related to husband and wife interpersonal communication. 

Table 20 shows that husbands whose wives had undergone a lmpectomy and 

husbands whose wives had undergone a mastectomy listed four of the sarne priority needs 

which were related to emotional and physical care. Husbands whose wives had undergone 

a lumpectomy lined six pnority ne&, two of which differed fiom husbands whose wives 

had undergone mastectomy. Husbands of women who had undergone a lurnpectomy 

Listed the foilowing additional needs: ''know how to provide emotionai support to my 

wife', and ''fkel that the heaith professionais care about my d e 7 ' .  Whereas, husbands of 

women who had undergone a mastectomy listed '0e informed of changes in my H e ' s  

condition" as a priority need. Husbands whose wives had undergone a mastectomy 

reported slightly higher means for their highest and lowea pnorïty needs than did 

husbands whose wives had undergone a lurnpectomy. 



Table 20: Highest and Lowest W k e d  Needs According to Means by Number and 
Type of Surgery 

Mean and Mean and 
Highest Rmnked Standard Lowest Ranked Standard 

Catqory Needs Deviation N d s  Deviation 
1st surgery 

-feel üiere is hope 4.85 -41 -hel~nlth~roblems 3.35 1.42 
-best possible care 4.85 -41 ancemed r n ~  3.37 1.48 

heaith 
-side effécts of Ru 4.78 -46 changes = . t y  3.83 1.33 
-outcorne of ilines 4.74 -58 -what~tochildren 4.05 1.30 
andition changes 4.7 1 .49 -help with care in 4.10 1.20 
<hanges in Ru hospitai 

2nd surgery 
indudes one woman 

with curent surgery -feel there is hope 

for prophlyaxis 

Lumpectomy 

Mastectomy 

-best possible care 

+utcorne of iiiness 

-side effécîs of Rv 
-provide ernotional 
support 
-exactly what done 
-what Ru receiving 
-understandable 
terms 
-what to do at home 
-specific facts Ru 
- how provide 
ohvsical care 

- f d  there is hope 

-best possible care 

-fed there is hope 

-best possible care 

-side effects of R'c 

condition changes 
-outcorne of iilness 

-help with probIems 

concemed my 
health 
-what say to children 

-changes sexuali'l 

-help with care in 
hospital 

ancemed my 
health 
-help with problems 
changes sexuality 

-how to touch 
-wbat say to children 



Husbands of women whose clinical stage of disease was 0- 1, and 2 identifieci four of 

the m e  priority needs, a i l  of which were related to emotional and physical care needs. 

Husbands of women whose chnical stage of disease was stage three, listeci two priority 

ne& (feel there is hope and assured of best possible care for d e )  that were the same as 

husbands of women classified as stage zero to one and stage two. Husbands of women 

classified as aage three disease also identifïed the following as priority needs: feel health 

professionals care about m e ,  be informed of changes in wife's condition and, know what 

symptoms are caused by the illness. Husbands of women who were classified as stage 

two, listed seven priority needs, whereas husbands of women whose clinical disease stage 

was 0-1 or 3 listed five pnority needs. Husbands of women classifieci as stage zero to one 

and stage three had slightly higher means for their highest ranked needs than did husbands 

whose wives were classified as stage two disease. Husband whose wives were classified 

as stage zero to one had higher means for their lowea ranked needs than did husbands of 

women who were classified as stage two or three. 



Table 21: Highest and Lowest Ranked Needs According to Means by Disease Stage 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Needs Devia tion Needs Deviation 

Stage O & 1 
-feel there is hope 
-best possible care 

Stage 2 
-feel there is hope 

-best possible care 
-provide emotionai 
support 
-outcorne of iUness 

4de effects of R'r 
-specific fàcts Rx 
changes in R. plans 

Stage 3 
-feel there is hope 

-best possible care 

-feel professionals 
care 
andition changes 

-help with problems 
ancernedmy 
heaith 
-what to children 

-changes se.waliiy 

-how to touch 

ancerned my 
health 
-heIp with problems 

-how to touch 

-wbat say to chiidren 

-heIp with problea 2.8 3 1 -60 
ancerneci my 3.00 1-67 
heal th 
-help with a r e  in 3.50 1.64 
hospital 
-changes se.wality 3.50 1.51 

what sq to chiidren 3 -67 1-75 

Table 22 indicates that husbands in the three categories of postoperative day of data 

collection listed three of the same needs as priority needs (hope, best care for d e ,  and 

side effects of treamient). When data collection occurred on the &a postoperative day or 

8 days postoperative and beyond, husbands iisted ' b o w  the probable outcome of my 

d e ' s  illness" as a pnority need. Husbands who completed the FIN-H on the first 

postoperative day also listed 'know specific facts conceming my wife's future'' as a 

priority need. Husbands who completed the FIN-H fiom 2-7 days postoperatively 

included the following as priority needs: "have information about what to do for my wife 

at home" and "know how to talk to my wife about the diseasehrllness". When data 



collection occurred fiom 8-33 days postoperatively, husbands listed "know how to 

provide emotional support to my wife' as a priority need. When data collection occurred 

fiom 2-7 days postoperatively, husbands reported slightiy higher means for priority needs 

than did husbands who completed the FIN-H on the first postoperative day and on 

postoperative days 8-3 3. 

Table 22: Highest and Lowest Ranked Needs by Meaos According to Postsperative 

Day of Data Collection 
Mean and Mean and 

Highest Ranked Standard Lowest Ranked Standard 
Category Needs Deviation Needs Deviation 

Day 1 
-feel there is hope 

-best care for wife 

+utcorne of illness 
-si& &ects of Ru 

-speciflc facts future 

Day 2-7 
-feel there is hope 
-best care for wife 

-what CO do at home 

-WC about disease 

Uay & 33 

-best care for wife 

-feeI there is hope 
-side &cts Rs 

-provide emotionaI 

ancerneci my 
health 
-help wîth problerns 
changes s e d t y  

-how to touch 
-what say to children 

-heIp with problems 
-concernai my 
health 
-changes se.wality 

-help with care in 
hospi ta1 
-wbt say to chîidren 

-how to touch 
-what say to children 
-help with problems 

support 

Table 23 indicates that when completion of the FIN-H occurred with oniy the 

husband present or when the wXe and children were also present, husbands liaed three of 

the same priority needs (ali related to physical and emotional care needs). When husbands 



were done during completion of the RN-El, they identifieci an additional two priority 

needs related to emotional and physical care needs, and one priority need related to initial 

disease and treatment communication with health professionais (feel professionals care, 

what to do at home, and explanations in understandable terms). When completion of the 

FIN-H occurred in the presence of the wife and children, husbands listed the following as 

additionai priority needs: probable outcome of illness and be informeci of changes in wife's 

condition. Husbands who completed the FIN-H when they were alone reporteci higher 

means for both their highest and lowest ranked needs than did husbands who completed 

the FIN-H in the presence of their wife and children. 

Table 23: Highest and Lowest Raoked Neecis by Means According to Individuais 

Present at Data Collection 
Mean and Mean and 

Highest Ranked Standard Lowest Raoked Standard 
Category Needs Deviation Needs Deviation 

Husband only 
-feei there is hop 4.96 -20 
-whattodoathome 4-96 -20 

side &ects of Rv 4.96 -20 
-best possible care 4.92 -27 
-health professionais 4-92 -27 
care 
-understandable 
tenns 

Husband/ Wife 
& Child 

-best possible care 4.84 .43 

-feel there is hope 4.82 -45 
-outcorne of iiiness 4.77 -48 
-side effm of RK 4.73 .50 
-changes in 4.73 .50 

-help with problems 
ancerned my 
h d t h  
changes se.Yuality 

-what say to children 

-how to touch 

concerned my 
heal th 
help with problems 
-changes s e - 4 -  

-how to touch 
-what say to children 

condition 



As previously mentioned, there was minimal variation among the demographic, 

disease, and instrument related categories with respect to the identification of husbands 

lowest ranked needs. The majority of husbands in al1 the categories identitied three of the 

same highest ranked needs. Husbands who were class~ed as being professionals and 

husbands of women who had undergone their second surgery listed the greaten number of 

priority needs ( 1 0 and 1 1 respectively). 

er of Needs S a  Score _ a f N e e m  to N- 

The theoretical range for the nim score of items on the s a l e  was 30-1 50. The mean 

surn score for this sarnple was 1 3 5 -43 (s-d. = 1 3.25) with a range of 87- 1 50. The 

theoretical range for the number of needs that were "somewhat important " to "extremely 

important" was O - 30. The mean total number of needs for this sample was 29.36 (s.d.= 

1.19) with a range of 24 - 30. 

Number of needs reported as compared to number of needs unmet were pro-rated out 

of a possible 30 needs. The extent to which each need was met was ranked as foliows: O 

(not applicable), 1 (not met), 2 (partly met), or 3 (met). Lfthe importance of a need was 

ranked as a 2 or higher, husbands were asked to what degree they beiieved the need had 

been met at this point in time. The mean prorated number of unmet needs for this sample 

was 6.53 (s-d. = 6.28) with a range of 0 - 20.4. According to Table 24, husbands reported 

that two of their priority information (feel there is hope and assured of best possible care 

needs) were extremely close to being met, and their other three prionty needs (side effects 

of treatment, probable outcome of iilness, and how to provide emotional support) were 

partly met. 



Table 24: Sample Means and Standard Deviations According to Extent that 

Highest Ranked Needs were Met 
Means and Standard Deviations of 

Eighest Ranked Needs Extent Met 
feel there is hope 2.63 -64 
assureci of bea possible care for wife 
side effects caused by treatment 
probable outcome of d e ' s  illness 
how to provide emotional support to d e  1.97 .87 

There was a low moderate correlation between the prorated sum xore of needs ( .37, 

p = .O0 1 7) and the prorated total number of needs, indicating that husbands who indicated 

that they had more needs also rated theù needs as more important. The prorated number 

of unrnet needs was slightly negatively correlated ( -26, p = -03 1 0) with the prorated totai 

number of needs, indicating husbands who indicated they had greater number of needs, 

also indicated a smailer number of unmet needs. Therefore, husbands' indication of their 

need for information was not necessarily indicative of a perceived lack of information, but 

rather an indication of information that is needed when their wives have recently 

undergone surgery for breast cancer. 

Merences between the subdivisions of the demographic, disease, and instrument 

related variables with respect to the means of the dependent variables (mm score of needs, 

total number of needs, and number of unmet needs) were analyzed by the t-test for 

independent samples (two groups) or one-way ANOVA (three or more groups). Multiple 

cornparison techniques (hrkey and least squared ciifferences) were used to evaluate 

independent subdivision variables that demonstrated a hornogeneity of variance in the 

means of the dependent variables. The level of significance for mean scores of the 

dependent variables was Alpha = .OS. 

When husbands were alone with the researcher during completion of the FIN-H, they 

had a significantly higher (p = .O 12) sum score (1 39.96) than the sum score (1 32.75) of 



husbands who cumpleted the FIN-H with the additionai presence of their d e  andfor 

child. Husbands of women with Stage 3 disease reported a significantly (p = .O 18) greater 

number of unmet needs (13.27) than the number of unmet needs reported by husbands of 

women with Stage 0- 1 disease (5.59,  and Stage 2 disease (6.35). 

The foiiowing tables (Tables 25 to 27) austrate the sum score of needs, the mean 

number of needs, and the mean number and percentage of unrnet needs according to 

demographic, disease, and instrument variables. The range of mean number of needs 

reported according to husbands' demographic variables was 28.8 - 29.6, and the range of 

percentage of unmet needs was 14%- 29% . As previously indicated, husbands who 

resided in mral areas reported a smaiier number of needs as important than husbands who 

resided in an urban area. However, husbands living in a m a l  area reported a greater 

percentage ( 10%) of unrnet needs than reported by husbands in an urban area and the 

highest percentage (29%) of unmet needs with respect to other demographic variables. 

Husbands who were classified as professionals reported the iowest percentage (14%) of 

unmet need with respect to the other demographic variables. 



Table 25: Mean: Sum Scores, Number of Needs, Number of Unmet Needs and 

Percentage of Unmet Needs According to Dernographie Variables 
Sum Mean # Percent 

Category Score Mean # Needs Unmet Needs Unmet n 
Age 
37-50 136.45 29.6 5 -6 18.9 % 22 
5 1 -64 135.8 29.3 7 23.9 % 26 
65-84 133.95 29.1 7 24% 22 
Education 
< high school 136.38 29.4 7.3 24.8 % 29 
High school 128.41 28.8 6.9 23.9 % 17 
diplorna 
> high school 139.25 29.7 5 -4 18.2 % 24 
Occupation 
Labourer 135.28 29.4 7.3 24.8 % 18 
Other 138.7 29.5 6.4 21.7 % 13 
Professional 1 3 8 29.7 4.1 13.8 % 10 
Re tired 133.17 29.1 6.9 23.7 % 29 
Residen ce 
Rural 132.95 28.8 8 -4 29.2 % 20 
Urban 136.42 29.6 5.8 19.6 % 50 

The range of mean number of ne& according to disease related variables was 

29-29.6, and the range of percentage of unmet needs was 17%- 46%. Although husbands 

of women with Stage 3 disease rated their identifieci needs lower as cornpared to ail other 

disease related variables, they reported the greatest percentage of unmet needs. Husbands 

of women with stage 3 disease reported twice as many unmet needs than did husbands of 

women with Stage 0-1 or Stage 2 disease. 



Table 26: Mean: Sum Scores, Number of Needs, Number of Unmet Needs and 

Perceotage of Unmet Needs According to Disease Related Variables 
Sum Mean # of Mean # of Percent 

Category Score N d s  Unmet Needs Unmet n 
# of surgery 
1st 134.39 29.4 6.8 23.1 % 59 
2nd 141 29.3 4.9 16.7 % 10 
Type of 
surgery 
Lumpectomy 13 3.24 29.4 6.2 21.1 % 25 
Mastectomy 1 3 6.64 29.4 6.7 22.8 % 45 
Clinical Stage 
Stage O & 1 139.14 29.6 5.5 18.6 % 36 
Stage 2 132.11 29.1 6.3 21.6 % 28 
Stage 3 128.67 29 13 -3 45.9 % 6 

According to Table 27, the range of mean number of needs according to instrument 

variables was 29.2-29.5, and the range of percentage of unmet needs was 19%- 26%. 

Although husbands rated their identified needs higher when data collection occurred 

between day 2 and day 7, husbands reported a greater number of unmet needs when data 

was collecteci on the first postoperative day. 

Table 27: Mean: Sum Scores, Number of Needs, Number of Unmet Needs and 

Percentage of Unmet Needs According to Instrument Variables 
Sum Mean # of Mean # of Percent 

Category Score Needs Unmet Needs Unmet n 
Present at 
data collection 
Husband oniy 139.96 29.5 6 20.3 % 26 
HusbancVother 132.75 29.2 6.8 23.2 % 44 
Post-op day 
Day 1 134.04 29.2 7.5 25.7 % 26 
Days 2-7 139.3 1 29.4 5.6 1 9% 26 
Day 8+ 13 1 -83 29.5 6.4 21.7 % 18 



Information Needs and Decisional Role Preference 
. . 

of Needs Ac- to D n  

Table 28 indicates that husbands who preferred a collaborative role in their wives' 

surgical treatment decision making listed five pnority needs, whereas, husbands who 

preferred an active or passive role listed seven pnority needs. Husbands in the three 

preferred decisionai role categories identified two of the same priority needs (assured of 

best possible care and side effects caused by treatment). Husbands who preferred an 

active or coiiaborative role listed 'feel there is hope" as a pnority need. Husbands who 

preferred an active or passive role listed '?cnow what treatments my d e  is receiving" as a 

priority need. Husbands classified as prefeming a collaborative role were the oniy 

husbands to identify "know the probable outcome of my d e ' s  illness" and "know how to 

provide emotional support to my wife" as priority needs. 

The priority needs of husbands who preferred a coiiaborative role were all related to 

physical and emotional care needs. Husbands who preferred an active role liaed four 

prionty needs related to emotiond and physical care needs, two priority needs related to 

initial disease and treatrnent communication with health profession al^^ and one priority 

need related to husband and wife interpersonal communication. Husbands who preferred 

a passive role listed two pnority needs related to emotional and physicd care needs, two 

priority needs related to initial disease and treatment communication with health 

professionals, one related to ongoing communication with health professionais, and two 

pnonty needs related to husband and wife interpersonal communication. Husbands who 

preferred a passive role reported a higher mean for their highest ranked needs (seven 

needs with a mean of 5) and a higher mean for their lowest ranked needs, than husbands in 

the active and collaborative categories. 



Table 2û: Highest and Lowest Ranked Needs by Means According to Decisional 

Role Preference 
Mean and 

Highest Ranked Standard 
Category Needs Deviation 

Active 
side &ecu of Ru 4.84 -37 
-what Ru 4.79 -42 
-understandable 
terms 
-feel there is hope 4.79 .42 
+est possible care 
-what to da at home 4 .79  -42 

-specrfic facts Ru 4 - 7 9  .42 

Coiiaborative 
-feel there is hope 4.89 -39  
- ks t  possible care 4.87 -41 

-provide emo tional 4.74 -50 
~ p p o r t  

Passive 
-condition changes 5.00 0 

s p e c i n c f a c t s f u ~  5.00 O 
specific facts Ru 5-00 O 
-what Ru receiving 
-best possiile care 5.00 O 
-why things done 
-provide emotional 5.00 O 
W P r t  

Lowest Ranked 
Needs 

Mean and 
Standard 
Devia tion 

-heIp with problems 

-how to touch 

-help with care 

-heIp with problems 

-what say to children 
-how to touch 

-concemeû my 
health 
-help with problems 

-help with care in 
hospital 
-changes sexuahty 

-what say to children 

e of Ne&- N d e r  of N e e u  Fa- to Ne& are b& 

As indicated in Table 29, husbands in aii three decision making categories reported a 

s i d a  number of needs. However, there were difEerences between the categories with 

respect to the sum score of needs and percentage of unmet needs. Husbands who 

preferred a passive decision making role reported a significantiy (p = .009) higher sum 

score (143.08) for identified needs than the sum scores reported by husbands who 



preferred a collaborative role (1 32-58). Husbands who preferred a passive decision 

making role reported the highest percentage of unmet needs (29%), as compared to the 

percentage of unmet needs reporteà by husbands who preferred an active role (1 8%) or a 

collaborative role (22%). 

Table 29: Mean: Sum Scores, Number of Needs, Number of Unmet Needs, and 

Percentage of Unmet Needs According to Decisionai Role Merence  
Sum Mean # Percentage 

Category Score Mean # Needs Uamet Needs Unmet n 
Active 135.89 29.7 5.2 17.8 % 19 
Coilaborative 132.58 29 6.4 22.1 % 38 
Passive 143.08 29.7 8.7 29.3 % 13 

Summâry 

The results can be summarized as follows: 

1 . The CPS-H revised role statements forrned a unidimensionai scale. 

2. The majority of husbands preferred a collaborative decision making role with theû 

wives and the physician in their wives' surgicai treatment decision making. 

3. Ftfty percent of the husbands achieved their preferred decision rnaking roles. 

4. Husbands' decisional role preferences were not associated with demographic or disease 

related variables. 

5. The FIN-H was found to be intemdy consistent and 80% of the items correlated with 

one another. 

6. Factor analysis results suggest that the FIN- H is a multidimensional scale with the 

following five subdimensions : 1 ) Initial disedtreatment communication wit h health 

professionals 2) Emotional and physical care needs 3) Family relationship issues 4) 

Ongoing communication with health professionals 5) Husband and wife interpersonal 

communication. 

7. Husbands' highest ranked needs were related to emotional and physical care needs 



Husbands' Iowea ranked needs were related to f d y  relationship issues. 

8. There was minimal variation in husbands' highest and lowest ranked needs according 

to demographic, disease, instrument, and decision making role variables. 

9. There was a low moderate correlation (-37, p = -001 7) between the sum score of needs 

and the total number of needs. 

10. There was a slight negative correlation (-26, p = .O3 10) between number of unmet 

needs and total number of needs. 

1 1. Husbands of women with Stage 3 disease reported a statisticaily sipficant (p = .O 1 8) 

greater number of unrnet needs than husbands of women with Stage 0-1 or Stage 2 

disease. 

i 2. A profile of husbands who were at greatest risk for not haWig their needs met were 

identifieci. Husbands who were older, had less education, lived in a nual area, were 

retired or worked as labourers, were married to women who had undergone their first 

surgery for breast cancer and /or had Stage 3 disease, and preferred a passive decision 

making role reported a greater percentage of unmet needs when compared to 

husbands within their respective variable categories. 



CHAPTER VI 

DISCUSSION 

The purposes of this study were to: (a) m o w  the Control Preferences Scaie 

(Degner, Sloan, L Venkatesh, 1997) to index husbands' preferences for participation in 

their wives' surgical treatment decisions when their wives have recently undergone 

surgery for breast cancer, (b) assess the reliability and validity of the modifieci CPS scale 

(CPS-H), (c) describe husbands7 role preferences for participation in theû wives' surgicai 

treatment decisions when their wives have recentiy undergone surgery for breast cancer, 

(d) describe information needs of husbands of women who have recently undergone 

nirgev for breast cancer, utilinng Kilpauick7s (1995) FIN-H tool, and (e) examine the 

relationship between husbands' desire for information and their preferences for 

participation in theû wives' surgical treatment decision making. 

This study was guided Hanks' (1993) Stmcture of Knowledge Model of Farnily 

Decision Making. Hanks7 framework recognizes the existence of multiple decision makers 

in fàmily decision making, the variations in each f d y  member's access to and 

informational requirements for decision making, and variations in each family member's 

decision making roles. 

This chapter will begin with a discussion and interpretation of the study's findings in 

relation to specific research questions. Clinical implications with respect to the findings 

will then be presented. This chapter wiU conclude with a discussion of the study's results 

in relation to strengths and limitations, and implications for fuhûe nursing research. 



hterpretation of the Findings According to Research Questions 

les of 
. .  . 

To date, there is minimal research that has quantitatively measured husbands' 

participation in their wives' surgical treatment decision making. Wellisch et al's (1978) 

study of factors related to husbands' adjustrnent poa mastectomy did examine husbands' 

involvement in their wives' surgical treatment decision making. Wellisch et al., found that 

56.6% of husbands viewed themselves as being involved to quite or a considerable 

extent", while 43.3% of husbands viewed themselves as being "only very little" or 'bot at 

dl" in their wives' surgical treatment decision making. In retrospect, twenty-three percent 

of husbands in this study indicated that they wished that they had been more involved in 

their wives' surgical treatment decision making, and 3.3% of husbands wished they had 

been less involved in decision making. However, the measurement of husbands' 

participation in decision making was not evaluated in ternis of preference for participation 

with d e  and physician, but rather was based on a four point decision making involvement 

scale that ranged fiom 'hot at dl" to 90 a very considerable extent". Comparison of 

Wellisch et al's results is difficult due to the ciifferences in measurement scales. However, 

both studies found that the majority of husbands preferred to have some degree of 

involvement in their wives' surgical treatment decision making. 

Hilton's (1 994) longitudinal qualitative midy of family decision making processes 

about early stage breast cancer treatment found four major family decision making 

patterns: deference to physician, minimal exploration, joint engagement, and extensive 

deliberative examination. Deferrer and minimal explorer families deferred to the physician 

or were minimaily involved in surgical treatment decision making. Joint engagement and 

deliberate examiner families engaged in moderate joint decision making or were actively 

involved in decision making. Hilton's study was not exclusive to spousd involvement in 

surgical treatment decision making, however, 74.5% of the f d e s  i n t e ~ e w e d  included 



spouses as family memben. Hilton did not report the percentages of each pattern of 

famiiy decision making, but did report that approximately halfof the families participated 

to some degree in women's surgical treatment decision making. 

Again, direct cornparison to the current study is dBcuit due to the type of andysis 

and timing of data collection (prospective versus retrospective). However, this study 

found a greater percentage of husbands (67.2%) who panicipated to some degree in their 

wives' surgical treatment decision malcing than the percentage of husbands (approximately 

50%) who participated to some degree in Hilton's çtudy. In addition, the current study 

found that 28.6% of husbands would have preferred a greater degree of involvement in 

their wives' ueatrnent decision making than they had achieved. 

Ali three studies report that the majority of husbands prefer to be involved to some 

degree in their wives' surgical treatment decision making. iVellisch et d.'s (1978) findings 

were similar to the findings of this study if coilaborative and active patterns of decision 

making can be equated to " quite" and " a very considerable degree of involvement". The 

higher percentage of husbands who felt they were involved in their wives' surgical 

treatment decision making in this study, as compared to Hilton's study may be explained 

by the different methodologies. In the current study, husbands indicated their degree of 

decision making participation by choosing a card that bea expressed their actual 

experience. Whereas, Hilton assigneci the degree of decision making involvement based 

on her observations. 

Stetz's ( 1993) study of the experiences of patients with b e r  cancer and their 

spouses found that spouses were CO-decision makers with respect to treatment decisions. 

Three studies related to reproductive issues (Bean & Egelhoff, 1984; Frank, 1989; Miller 

et al., 1991) found that couples were joint decision makers. Couples were influenced by 

their spouse's feelings and beliefs and acted as a unit in making decisions. 

Davison et al. (1995) investigated the decision making process of men with prostate 

cancer and found that wives asked the physician more questions than did their husbands. 



Although the majority of men prefened a passive role in treatment decision making, the 

researchers suggest that the husbands' passivity may have b e n  because their wives 

assumeci more of the decision making role on their husbands' behalf. Hilton (1994) hund 

that when family members were involved in breast cancer treatment decisions, decision 

making was usuaily joint, involving the spouse or whole family. The families in Hilton's 

study varied in the amount of time and information needed to make a decision. 

Aithough involvement or participation may have been defined and measured 

differently in ail three shidies, the studies concur that the majority of husbands want to 

included in their wives' surgical treatment decision making. This study quantitatively 

measured husband ' s preferred and actual participation roles with their wife and phy sician 

with respect to surgicd treatment decision making. However, the rnajority of husbands 

aiso provided insight into how they viewed their involvernent in decision making. Alrnost 

70% of the husbands indicated that they had attended at least one of their wives' 

preoperative physician appointments. Several husbands stated that both husband and wife 

asked the physician questions. Some husbands stated they asked questions because their 

wives were too stresseci to do so. A couple of husbands assisteci their wives in preparing 

written lists of questions prior to physician appointments. 

A few husbands initiated referrds for a second opinion. Some husbands initiated 

information searches through various community resources, the Intemet, andor fiends 

and f d y .  A few husbands asnimed the responsibility for reading information, as their 

wives were having diaiculty concentrating or coping with the information. 

Husbands' major area of involvement in decision making was discussing surgical 

treatment options with their wives. Ody a handful of husbands stated that they did not 

disatss treatment options with their wives. Husbands who indicated that they were not 

involveci in discussion of treatment options made statements as foilows: " It's her body, 



her decision" and Y trust her to make the right decision". Some husbands indicated that 

their adult children were aiso involved in the surgical treatment discussions. One of the 

younger husbands in the midy stated that his d e ' s  parents participated in treatment 

discussions. Several husbands indicated that while they were cornfortable discussing the 

pros and cons of the surgicd options with their wives, the final decision was up to wives. 

Husbands also indicated that they were involved in decision making by supporthg their 

wife's choice of surgery, even when the surgical choice was not what the husband wouid 

have preferred. 

Husbands varied in their perceptions of whether they believed they had enough t h e  

and information for decision making. Some husbands of women who had surgical 

intervention within a week of a definitive diagnosis believed a week was insutfcient to 

assimilate information, whereas, other husbands were pleased with the rapidity of surgical 

intervention. Some couples exerted greater control over the decision making t h e  period 

by seeking additional information resources and second medical opinions. However, once 

the decision was made most husbands desired a limited tirne period for surgical 

intervention. Waiting increased anxiety, and questionhg of their surgical decision. One 

husband stated 'kaiting is very dificult, each day you feel worse". 

Husbands' insights and concerns about how they participated with their wives in 

surgical treatment making is supported by Hanks' (1 993) f d y  decision making mode1 

and also by previously mentioned empirical research. Hanks contends that famiy decision 

making includes multiple decision makers who interact to create a shared decision making 

process. Lndividuai family members may assume Merent roles in the decision rnaking 

process and Vary in the arnount of decisional responsibiîity asswned for specific decisions. 

Individual family members also Vary in the amount of time and amount of iriformation 

needed to make a decision. Variations in individual member's leaniing and decision 

rnaking styles iduence the fmily's decision making processes. 



The majority of decision making research is exclusive to the patient's preference for 

control over treatment decisions or f a d e s '  involvement in treatment decisions when the 

patient is unable to participate in decision making. However, the current study's finding 

of husbands' strong preferences for some degree of participation in their wives' treatment 

decision making is simiiar to findings of several studies that have examined oncology 

patients' decisional role preferences (Blanchard et al., 1988; Cassileth et al., 1980; Degner 

et d., 1997; Degner & Russell, 1988; Hack et., 1994; Pierce, 1993). With the exception of 

Hack et ai. (1994), recent studies that have used Degner and Sloan's (1992) CPS for 

measurement of decisionai role preferences of wornen with breast cancer report a higher 

percentage of preference for a passive role, than reported by the husbands of women with 

breast cancer in the current study (Beaver et al., 1996; Bilodeau & Degner, 1996; Degner 

et al., 1997). Table 3 1 indicates the percentage of decisional role categories found in 

studies that utilized Degner and Sloan's CPS to examine women's breast cancer decisional 

role preferences. 

Table 30: Decisional Role Preferences of Husbands of Women with Breast Cancer 

versus Decisional Role Preferences of Women with Breast Cancer 
Study Act ive Collaborative Passive 

Current study 27% 54% 1 9% 
(husbands) 
Hack et al., ( 1 994) 23% 
Bilodeau & Degner, 20% 
( 1 996) 
Beaver et al., (1996) 20% 
Degner et al., ( 1 997) 22% 

The higher percentage of preference for a passive role in treatment decision making 

indicated by women with breast cancer as compared to the husbands of women with 

breast cancer in this study, may be explained by the personal threat imposed by a cancer 

diagnosis. Degner and Sloan (1992) compared the role preferences of newly diagnosed 



cancer patients with members of the geneml public with respect to cancer treatrnent 

decision making. F i -  nine percent of patients in the study preferred a passive role in 

decision making, in contrast to 64% of the general public's preference for an active role in 

cancer treatment decision making. The researchers suggea that a life threatening illness 

influences decision making and may lead to a less active role in decision making. Ln 

Beaver et al's. (1996) study, 46% of women with benign breast disease chose a 

collaborative decision making role in con- to the percentage of women (28%) with a 

breast cancer diagnosis who chose a collaborative decision making role. 

Although husbands of women with breast cancer can not be equated with members of 

the general public or women with benign breast disease, the absence of threat to one's 

own body may allow for a more active role in decision making. Husbands may also feel 

they need to advocate for their wives, and as such prefer a higher degree of participation 

with the physician in treatment decision making. However, husbands' actual role in 

decision making was ofien less pariicipatory than they would have preferred. 

c 
Two recent breast cancer studies have examined the discrepancies between women's 

actual and preferred roles in breast cancer treatrnent decision making, and similar to the 

cument study report a preference for more participation than actually achieved (Bilodeau 

& Degner, 1996; Degner et a1.,1997). Degner et ai. (1997) suggested that the discrepancy 

between actual and preferred roles may be related to women feeling that they really do not 

have a choice in the face of a lie threatening ihess. Similady, husbands of women with 

breast cancer may moderate their preferred level of participation in light of the magnitude 

of the decision and the unpredictability of decision outcornes. The finding that over haif 

(54%) of the husbands who preferred a passive role but actudy assurned a more active 

role is interesting. As previously mentioned, perhaps these husbands assurned a more 

active role than desired because they were assuming an advocacy role on behaifof their 



wives. Altematively, husbands may have believed that a more active role is an expectation 

of their gender. 

Rob P r h c e  Ac- to Dernoaïlahic V- 

Demographic and disease related variables were not associateci with husbands' 

preferences for participation in their wives' surgical treatment decision making. The 

strong preference for a collaborative decision making role was seen in the majonty of ail 

the subdivisions of the variable categories. 

Education and age have been found to be the most predictive sociodemographic 

variables related to preference for control for women with breast cancer. Women with 

higher education levels preferred a more active role in decision making than women with 

lower educationai levels (Beaver et al., 1996; Degner et al., 1997; Hack et al., 1994). 

Younger women preferred a more active role in breast cancer decision making than 

women who were older (Beaver et al., 1996; Biiodeau & D ~ p e r ,  1996; Degner et 

ai., 1997; Pierce, 1993). However, as previously stated the educational level and age of 

the husbands in this study did not demonstrate a relationship to preference for decisional 

role. Perhaps demographic variables are not prdctive of decisional role preference when 

decision making is on behalf on another and/or when there is an absence of personai bodily 

threat. 

An interesting finding in this study is the preferred role preferences of husbands 

classifieci as professionals. Although there were only ten husbands in this occupational 

category, four of the ten "professionai" husbands preferred a passive role in their wives' 

treatment decision making. Based on the assumption that a professional occupation 

would require a higher level of education and the empirical hdings of decision making 

research, it was anticipateci that a lower percentage of "professionai" husbands would 

have preferred a passive role. The greater percentage of preference for a passive role 

expresseci by ''professional" husbands may possibly be explained by an assumption that 



"like attracts": Le. wives of husbands in this occupational category would also be 

professiondy employed a d o r  have a hi& level of education. 

The literature suggests that women with higher educational levels generally exert a 

greater degree of control over breast cancer decision making. Ifhusbands felt that thek 

wives were actively assuming decisionai responsibility for treatrnent decision making, they 

may have believed that participation on their part was unwarranted. Altematively, 

husbands' belief s in their own expertise as professiods rnay have lead thern to believe 

that the physician was best suited to determine the treatment decision. 

Information Needs of Husbands 

d Ne& 

Husbands in this study indicated that their highest ranked information needs were 

related to emotional and physical care needs. Three of the highest ranked needs (feel there 

is hope, assured of the best possible care for my d e ,  and know the probable outcorne of 

my d e ' s  illness) may be viewed as information that helps a husband cope with the 

helplessness, anxiety and uncertainty engendered by a cancer diagnosis. Husbands aiso 

wanted information related to the side effêcts of treatment and wanted to know how to 

provide emotional support to their wives. Knowledge of treatment side effects may be 

related to feelings of uncertainty, but rnay also be related to husbands' concems for their 

wives' physical well being. Husbands' need to know how to provide emotionai support to 

their wives may reflect their need for assistance in supporthg their wives through the 

cancer experience. 

During the poa uistnirnent cornpletion discussions, 15/70 husbands specificaily stated 

that their greatest concem was for their M e ' s  health and w e k e .  One husband stated 

that he felt emotional carehedside manner was as important as physicai care. Husbands 



often commented on their perceptions of the physician's interpersonal and communication 

skills and whether or not the physician portrayed a caring attitude. Husbands also 

commented on their perceptions of the care and caring attitude of nurses. Husbands who 

commented either had a very positive or very negative experience with physician or 

nursing care practices. Although husbands did not rank " to feel heaith professionals care 

about my wifey' as a priority need, researcher observations and husbands' comrnents 

indicat e that health pro fessionals ' attitudes are extremely important to husbands of women 

who had recently undergone surgery for breast cancer. Perhaps being assured of the best 

possible care was interpreted as both physical and emotional care needs. 

Physicians' preoperative attitudes and interpersonal skills appeared to be more 

important than postoperative physician and nursing care aspects. However, having an 

opportunity to speak to the surgeon following surgery was also Mewed as important to 

many of the husbands in the study. Again, husbands who commented about this aspect of 

physician care either had a negative or positive experience. One husband who was upset 

that the physician had not spoke to him afler surgery stated '7 know he can't tell me much, 

but he could at least tell me how she was after surgery". When husbands did have an 

opportunity to speak to the physician fier the surgery, they were most appreciative and 

expressed a greater confidence towards physician care. With respect to nursing care, 

husbands appeared to evaluate nursing care by: inclusion of husbands in explanations 

about care procedures, information sharing, caring attitude towards wife, and discharge 

care instructions. Husbands' anxiety and helplessness may be lessened ifthey feel that 

health care providers are providing appropriate care to their wives, and care about their 

wives' or the couple's welfàre. 

In relation to the needs: to feel there is hope, know the probable outcome of my 

d e ' s  illness, and know the side effects of treatment, one husband expressed these needs 

most aptly '? think the worst, so I need to know everytbg or be reassured". Another 

husband stated '7 need an idea of what is going to happen, what to expect". Severai 



husbands reported the anxiety they experienced waitiug for pathology results. These 

statements reflect the uncertainty that husbands expenence when their wives are diagnosed 

with breast cancer. 

. . . 
of NeedsEindings 

Although there is Limited research related to the information needs of husbands of 

women with breast cancer, literature related to f d l y  and spousal information ne& of 

oncology patients support some of the empirical and observational findings of this study. 

Literature suggests that husbands are the frequently the major source of emotional support 

when their wives are diagnoçed with a Me threatening iilness (Baider & Kaplan De-Nour, 

1988; Chaitchik, et al., 1992; Hannum et al., 1991). Northouse and Swain (1987) found 

that concems expressed by husbands of women during the early stages of ihess were 

related to ernotional issues. As such, husbands require idonnation that will allow them to 

cope with their ernotions and uifonnation that will assist them in the emotional support of 

their wives. 

Oberst and James (1985) reported that the prirnary concern of spouses of patients 

post surgical intervention for bowel and genitourinary cancer was the patients' health. 

Kristjanson ( 1989) reported that the major concern of fiimilies of oncology patients in the 

acute phase of illness was to receive information related to the patient's care. Northouse 

(1989) reported that the major concern of husbands of women who had undergone 

rnastectomies was survival of the disease. Another concem identïfied by husbands was 

thek wives' ability to cope with the emotional ramifications of the iihess and the loss of a 

breast. Husbands found the diagnostic penod most stressful due to feelings of uncertainty 

and indecisiveness about treatment options, mciety about the unknown, and fnistrations 

with waiting for diagnostic tests or results. Husbands' po~operative anxiety was related 

to the uncertahty of the extent of the breast cancer. Hilton's (1993) qualitative shidy of 

families of patients with breast cancer, similarly reports on the hi& degree of uncertainty 



experienced by family members in the diagnostic period and the postoperative anxiety 

related to whether the nirgery '@t it di". 

Tringali ( 1986) found that tgmily members of oncology patients ranked the following 

needs as one of the top 12/53 information needs: #3 feel there is hope, #5 assured of best 

possible me ,  #7 treatment symptoms, and #12 probable outcome of üiness. Tringali 's 

publication of findings did not lin al1 53 need statements, therefore it is uncertain if the 

need "know how to provide emotional support to my wife7 was one of the need 

statements or if it was not ranked as a high priority need. Wright and Dyck (1984) report 

that NO of the four primary concems of famiy members of hospitatized oncology patients 

were: 'fear of the hture" and 'i~aiting'~. These two concerns were most acute just prior 

to and after diagnosis. Waiting for treatment and diagnostic results lead to feehgs of 

anger and hstration. 

The FM-H was developed by Kilpatnck and Kristjanson and used by Kilpatrick 

( 1995) to describe the information needs of husbands of women who had recently 

undergone surgery for breast cancer. Kilpatrick had husbands complete the FIN-H twice, 

the first tirne in the presence of the researcher and then within 24 hours of initial 

instrument completion (husbands mailed in the second completed questionnaire). 

Sixty-two percent of the husbands in the study did the initial completion of the FIN-H one 

to three days post surgical intervention. The husbands in Kilpatrick's study identified the 

foilowing five priority information needs at Time 1: 1) to have my questions answered 

honestly 2) to be assured that the best possible care is being given to my wife 3) know 

the probable outcome of my wife's iihess 4) to know specific facts concerning my wife's 

hture 5) to be idionned of changes in my d e ' s  condition. Time 2: 1) to know specific 

facts concerning my d e ' s  fùture 2) to be assured that the bea possible care is being 



given to my d e  3) to feel that health professionals care about my d e  4) to be uiformed 

of changes in my d e ' s  condition 5) to have my questions answered honestly. 

F i  percent of the husbands in the current midy completed the FIN-H nom the first 

to third postoperative day of their wives7 surgery. Only two of the priority needs 

identified by the husbands in Kilpartrick's study at time one (probable outcome, and best 

possible care), and one of the priority needs at time two @est possible a r e )  were identical 

to the priority needs identified by husbands in the current study. Kilpatrick classified the 

priority needs of husbands in her study as needs related to immediate m e  needs and 

communication with health professionals. Husbands in Kilpatrick's study appeared to 

have a greater number of needs related to communication with health professionals than 

husbands in the current study. However, knowing specifk facts about my wife's fiiture 

may be viewed as similar to knowing the probable outcome of the illness. 

Pnority needs similar to those reported by Kilpatrick were reponed by Hilton (1993)' 

Tnngali (1986), and Wright and Dyck (1984). Family members of oncology patients 

(Tringaii, 1986) ranked similar information needs as follows: # 1 questions answered 

honestly, #2 informed of changes in condition, and #4 feel personnel care. Wright and 

Dyck (1984) found that family members of oncology patients rated '?O be kept informed 

of condition", '?O be informed of an changes", and 'kceptance, support, and comfort 

fiom nursing stafY' as their est, third, and sixth priority needs. Hilton (1 993) reported 

that families of women with breast cancer found that lack of general breast cancer 

knowledge and lack of specific facts related to theû own situations was an information 

issue, particulariy for f a d i e s  in the diagnostic phase of illness. 

Husbands in Kilpatrick's shidy and husbands in the current study did pnoritize needs 

related to the immediate care needs. However, husbands in the current çhidy did not 

idente  needs related to communication with health professionais as had been identifieci by 

the husbands in Kilpatrick's study. The merences in needs related to communication 

with health professionals identified by husbands in Kilpatrick's midy and the previously 



rnentioned empincal studies may be explaineci by the foilowing reasons. hiring the t h e  

b e  between the studies, there has been an increase in the media's dissemination of 

generai knowledge about breast cancer. In addition, women7s advocacy groups have put 

increased pressure on health professionals with respect to communication of disease and 

treatment information. 

Fifty percent of the current study's data collection occurred d e r  the third 

postoperative day. Husbands' emotional care needs may take precedence over hedth 

professionai communication issues once their wives have initiaiiy recovered from surgery, 

and the couple is at home wahing for pathology results. Although husbands did priontize 

"know what side effects are caused by treatment", this need may also be reflective of the 

timing of data collection. Husbands whose wives had undergone a lumpectomy were 

probably womed about their wives7 future radiation treatments. Husbands of women who 

had undergone a rnastectomy may have anticipated the need for adjuvant treatment in the 

absence of the pathology report, or may have been inforrned of the probable need for 

adjuvant treatment . 

According to Hanks7(1 993) mode1 of family decision making7 communication with 

health professionals and the receipt of factual information is essentid to arriving at a 

decision. Postsurgical information needs may shift fiom information needed to make a 

surgical decision, to information that facilitates living with the surgical decision, coping 

with the illness, and uiformation required to make additional treatrnent decisions. 

The lack of identification of communication needs with heaith professionais, may also 

be reflective of the majority of husbands' expenences with health professionals. As 

previously mentioned, approximately 700h of the husbands in the current study 

accompanied their wives to at least one preoperative physician appointment. 

Approximately haif of the husbands who accompanied their wives to appointrnents 

indicated that they felt included by the physician in treatment discussions. Several 

husbands asked questions during the treatment discussions and some came armed with a 



List of written questions. Some of the husbands who initiated a second opinion did so 

because they did not feel included in treatmeot discussions, a d o r  disliked the physician's 

interpersonal and communication skills. - 
Intimacy issues (how to approach changes related to sexuality and how to touch my 

d e ) ,  disruption to family role functioning (be told about people who could help with 

problems: financial and household), personal weli- being (have someone be concerned 

with my health), and communication with children (what to say to children) were ranked 

by this sample as the lowest priority needs. Husbands fiequently commented that they 

were not concerned about themselves, only about their wives. However, husbands 

appeared to be pleased with the researcher's questionhg about their well-being. One 

husband stated 'You are the first one to inquire about how I'm doing". A few husbands 

did express concems about their personal well being, but indicated that they were trying to 

suppress their personal feelings. Comments like: " I don't want to burden my wife with 

my concerns7' and cc 1 need to be up for my wife, but I'm a basket case", reflect husbands' 

subjugation of their feelings. 

With respect to intimacy issues (how to approach changes to sexuality and how to 

touch d e ) ,  several husbands made comments when they were ranking the importance of 

the two need statements related to these issues. Many husbands indicated that while 

intimacy issues were important, they did not take precedence over cognitive and emotional 

care information needs. Several husbands indicated that intimacy needs were an 

interpersonal issue between husband and wife and did not want, or expect an extemal 

source of information on how to deal with intimacy issues. Older participants often 

laughed when they came to the intimacy questions, stating that their marital relationships 

were not based on intirnacy issues. However, a few of the younger husbands whose wives 

had undergone a mastectomy did express fears related to intimacy issues by the following 



comments: 1 used to always like to pinch her boobs now I'm anaid to touch her ..... I'm 

&aid of hurting her or being rejected "and " my Me's breasts have always been 

important to my s e 4  satisfaction, how can 1 hide my feelingsy7. 

Disruption to family roles (help with financiai and household problems) were rarely 

cornmented on by husbands in this study. Hoviever, a few husbands did comment on the 

strain that their MeYs  iiiness did impose on n o r d  family iùnctioning as demonstrated in 

the following comments: 'My d e  is the focal point of this household", and 'Tm having 

ditnculty baiancing support of my wife with caring for my children and doing my job". 

Communication with children (what to say to children) was not rated as a pnonty 

need by the majority of participants, however, the mean age of husbands in this sample 

was fifty- eight years. However, several husbands stated that adult children were involved 

in treatment decision making and others stated that daughters had either accompanied 

their mothers to physician appointments with or without the presence of the husband. 

Several husbands also indicated that adult daughters had initiated ùiformation searches and 

were used as a source of information. As indicated in the next section, husbands under 

£ifty years of age did not list " knowing what to say to chiidren" as one of their lowest 

priority needs. 

Therefore, the low ranking of the need to cornrnunicate with children is probably reflective 

of the older age of the children of the majority of participants. 

. . 
Dort of Lowest- 

The majority of literature related to the needs of family members of oncology patients 

focuses on priority needs, rather than non-priority needs. However, a few investigators 

have reported similar hdings with respect to needs that are viewed as a lower priority. 

Husbands in Kilpatrick7s ( 1995) study reported the same five lowest ranked needs as did 

husbands in the current study. Three stuclies related to the needs of families of oncology 

patients found that hancial and household problems were considered low priority needs 



(Tringali, 1986; Wright & Dyck 1984; Wmgate & Lackey, 1989). Husbands in 

Nonhouse's (1989) study of couples poa mastectomy reported that sexual and marital 

ramifications of surgery were insignincant compareci to their concems about their wives' 

survival. Lifestyle concems and conceins related to children were less of a concem to the 

husbands than they were to the wives in Northouse's study. 

Husbands in the current study ranked 'Y0 have someone be concemed with my 

health" as a low priority at fhis point in the .  However, literature indicates that spouses of 

oncology patients do experience physical and psychosocial distress throughout the cancer 

experience. Spouses of patients with bowel and genitourinary cancer reponed a higher 

incidence of amiety and depression than reported by the patients at 10, 30, and 60 days 

postdischarge (Oberst & James, 1985). By 30-60 days postdischarge, spouses had an 

increase in physical symptoms (indigestion, vague dinuse pain), and reported anger and 

hstration at the lack of support they received from health professionals. Husbands rnay 

rank the need for concem about personai health higher once they have recovered fiom the 

initial shock of the diagnosis and surgical intervention. 

Information Needs According to Demographic, Disease and Instrument Variables 

There was minimal variation among the demographic, disease, and instrument related 

variables with respect to husbands' lowest ranked information needs. Husbands in alî 

categories were able to idente five low priority needs. The vast majority of needs ranked 

as low priority were related to famiy relationship issues. Husbands in several of the 

independent variable subdivisions identified 6- 1 1 needs as high pnority information needs. 

However, the vast majority of the highest ranked needs accordhg to al1 the independent 

variables were related to physical and emotionai care needs. 

Husbands in the professional occupational category and husbands of wornen who had 

undergone their second surgery listed the greatest number of priority neeâs (10 and 1 1 



respectively) and the highest means for their pnority needs. These findings rnay be related 

to the srnd number of husbands in both of these categories (1 0 professionals and 1 1 

second surgery). However, there were oniy 6 husbands of women who had Stage 3 

disease and there was not the sarne increased nwber of priority needs and there was oniy 

a minimal ciiffierence in the means reported for priority means between husbands of women 

with Stage 0-1 disease and husbands of women with Stage 3 disease. 

The higher means reported by the youngest husbands (GO), and their need to know 

spec5c facts about the future and know what to say to children is not surprishg given 

their families' place in the Mespan. Husbands over the age of 65 Liaed a greater number 

of prionty needs than husbands in the other age categories, and indicated more needs 

related to disease, treatrnent, and condition communication with heaith professionals. 

Perhaps older husbands have greater concems regarding their wives' physical ability to 

cope with the disease and treatrnent andor had been less proactive in information seeking 

than husbands who were younger. 

Husbands with greater than a high school education prioritized more needs related to 

treatment specific needs than did the other educational categones and were the oniy 

educational category to prioritize needs related to husband and d e  communication. 

Perhaps a greater degree of forma1 education assists husbands to concentrate on 

Uifonnation related to specific points in the cancer experience and the decisions to be 

made according to the phase of illness. Husbands with greater than a high school 

education may have assigned a higher prionty to idormation needs that would assist them 

to deal with adjuvant decision making and support of their wives in the post surgical phase 

of their iihess. 

'Professionai" husbands listed the greatest number of pnority needs in the 

occupational subdivisions and also prioritized a couple of needs in al1 of the needs 

classifications except for needs related to family relationship issues. Perhaps husbands 

who are professiondy employed are adept at dealing with large amounts of information 



and require more information to provide a global understanding of a topic than husbands 

who are not professionaiiy employed. Like husbands who had a greater than high school 

education, husbands classified as professiods indicated three needs related to treatment 

specifics. 

The difrences in the priority needs identified by rural and urban residents rnay be 

explained as follows. Rural husbands' need to have explanations given in tems that are 

understandable rnay be related to the average level of education of the mral participants 

(55% had les  than a high school education). Rura! participants rnay have had a greater 

need for information about changes in their wives' condition and what to do for their 

wives at home, as their access to physician (surgeon and oncologist) and nursing mppon 

is limited as compared to urban participants. 

Husbands of women who had undergone their second breast surgery were the only 

husbands to Est 'laiow how to provide physical w e  to my d e ' '  as a priority need. The 

greater number of priority needs and the higher means for priority needs reported by 

husbands whose wives had undergone their second breast nirgery rnay be related to the 

increased anxiety caused by the need for a second surgery. ï h e  high number of physical 

and emotional care needs and the need to know how to provide physical care rnay be 

related to husbands' previous experience with their wives' post surgicd needs. 

The single difference in the pnontization of needs reported by husbands of women 

who had a lumpectomy (emotional support) to husbands of women who had a mastectomy 

(changes in condition) rnay be explained as follows. Perhaps husbands of women who had 

a mastectomy had already been dealing with the emotional ramifications of surgery in their 

surgical treatment decision making and were now more concemed about potential changes 

in their wives' condition. The slightly higher means for the highest and lowest priority 

needs reported by husbands of women who had a mastectomy as compared to husbands of 

women who had a lumpectomy rnay be related to the extent of surgery and the longer 

penod of recovery ftom surgery. 



The startling difference in the prioritization of needs among the husbands of women 

with varyhg stages of disease was that husbands of women with Stage 3 disease did not 

list any needs related to treatment. Perhaps husbands of women with Stage 3 disease had 

anticipateci the need for M e r  treatment and had already sought information related to 

adjuvant treatment. Aiternatively, husbands rnay have been aware of a poorer prognosis 

for their wives, so were most concemed with information that assisteci them to cope with 

emotiond and physical care needs. 

The siight changes reported in the priority information needs in relation to the day of 

data collection suggests that husbands' priority needs rnay change according to the phase 

of the cancer expenence. The dserences in the highest and lowest ranked means 

accordhg to who was present at data collection niggests that husbands rnay feel more 

vulnerable when they were alone and thus rate theù information needs as more important. 

e of N w  to N e e w e  

Some of the study's independent variables were statistically signdïcant when 

compared to husbands' surn score of needs, and the extent to which identified needs had 

been met. Statisticdy signifiant and clinically s i w c a n t  findings are presented in the 

foilowing paragraphs. 

Although there were no signifiant dinerences in the number of unrnet needs 

according to educational level, there was a trend for the number of unmet needs to 

increase as level of education decreased. Husbands with greater than a high school 

education rnay have more of their needs met for the foliowing reasons: post-secondary 

education rnay enhance husbands' comprehension of information, their information 

seeking and clarification skills, and rnay minimize feelings of knowledge and educational 

inequality between the husband and health care professionds. 

With respect to occupational categories, husbands who were retired or classifieci as 

labourers reporied the greatea percentage of unmet needs, whereas husbands who were 



classified as professionals reported the lowest percentage of unmet needs. The same 

explanation that accounted for the merences in unmet needs according to educational 

level can be used for the reported merences among occupational categories, if one 

accepts the following assumption. Husbands who were classzed as labourers and the 

majority of husbands who had reached the age of retirement probably had less f o d  

education than husbands who were currently employed as professionals. 

Although husbands who resided in urban areas reported a greater nurnber of needs 

than did rural residents, rural residents reported a greater percentage of unmet needs than 

did urban residents. The difference in unmet needs can be partidy explained by 

differential access to information in the urban and rural settings. An additional explanation 

rnay be the educational level of the rural participants. The majority (80%) of husbands 

who resided in a rural area had not gone beyond a high school education, and 55% of rural 

residents had less than a high school education. 

The only statistically signincant finding related to disease variables was the clifference 

in unrnet needs according to stage of disease. The elevated percentage of unmet needs 

reported by husbands of women with Stage 3 disease rnay be related to the receipt of 

presurgical diagnostic information. AU of the women who had Stage 3 disease had 

undergone mastectornies, and al1 of their husbands stated that a mastectomy had been 

strongly recomrnended by the physician. Two of the six husbands whose wives had Stage 

3 disease indicated that they had been told of the possibility of advanced disease. 

Husbands' anxiety rnay have Iunited their comprehension and retention of information and 

rnay have precluded information seeking if they had been told that their wives had 

diagnostic indications of more advanced disease' or ifthey had assumed so on the bais of 

the recommendation for a mastectomy. Alternatively, the amount of information 

presented by the physician rnay be related to the physician's perceived need for surgical 

decision making. Physicians rnay provide more information when a woman has a choice 

of surgery. 



The higher percentage of unmet needs reported by husbands of women who had 

undergone their firrt surgery for breast cancer compared to husbands of women who had a 

second mgery may be related to knowledge gained nom the previous surgical experience. 

However, husbands of women who had undergone their second surgery for breast cancer 

rated their identified needs higher than did husbands of women who had their h t  nirgery 

for breast cancer. Perhaps the anxiety related to the need for a second increases 

husbands' perceptions of the importance of specific uiformation. 

The signincantly higher sum score of needs reported by husbands who cornpleted the 

FIN-H with only the researcher present, as compared to husbands who completed the 

FIN-H with the additional presence of their wives or children may be explained by the 

foilowing reasons. Husbands may have felt more vulnerable when they were alone. 

Aiternatively, husbands who chose to complete the FIN-H in the absence of their wives 

may have been needier and wanted to be able alone so theycould express their concems 

more k l y .  

Husbands in Kilpatrick's (1995) study reported higher percentages of unrnet needs for 

all of the demographic and disease related variables, with the exception of the number of 

surgenes, than reported by husbands in this study. The mean percentage of unrnet needs 

in Kilpauick's çnidy according to demographic and disease related variables was 39% 

with a range of 2 1% - 54%. The mean of percentage of unmet needs for demographic and 

disease related variables in the current study was 23% with a range of 14% - 46%. 

Both çtudies reported similar trends with respect to dserences in unmet needs within 

the variable subdivisions, except for clinical stage of disease. Husbands who were older, 

had less education, lived in a rural area, were retired or worked as labourers, and were 

maniexi to women who had undergone their fïrst surgery for breast cancer7 reported a 

greater percentage of unmet needs when compared to husbands withh their respective 



variable category. However, Kiipatrick found greater discrepancies within the 

subdivisions of the demographic and disease related variables than was demonstrateci in 

this study. 

Kilpatrick did not report the number of unmet needs in relation to clinical stage of 

disease. However, the findings of this study uidicated that husbands of women with Stage 

3 disease had a significantly greater number of unmet needs when compared to husbands 

of women with Stage O- 1, and Stage 2 disease and the highest percentage of unmet needs 

when compared to ali other independent variables. 

A cornparison of the percentage of husbands within each of the dernographic and 

disease variables that related to the nurnber of reported unrnet needs was done to ascertain 

if the reported Merences in the midies could be accounted for by sample differences. 

The mean age of husbands in both samples was 58 years. Ln both studies, the majority of 

men were retired, Lived in an urban are* and were married to women who had undergone 

their first surgery for breast cancer. 

Kilpatrick's sampie was also comprised of a slightiy higher percentage of husbands 

who were classified as labourers (26%) as compared to the percentage of husbands (2 1%) 

classified as labourers in the current midy. The percentage of husbands represented in the 

less than high school and greater than high school educational subdivisions was essentialiy 

transposed in the two studies. In Kilpatnck's sample, 33% of husbands had less than a 

high school education and 41% had greater than a high school education. ln  the current 

study, 4 1 % of the husbands had less than a high school education and 34% had greater 

than a high school education. On the basis of the aforementioned comparisons, the 

decrease in the percentage of reported unmet needs in this sample can not be accounted 

for by demographic and disease related variable differences between the samples. 

Possible explmations for the decreased percentage of unmet needs are as follows. 

Health Gare professionals may have becorne more attuned to the information needs of 

families who are experiencing a breast cancer diagnosis. The public's general knowledge 



about breast cancer and breast cancer information resources Ilas increased due to the 

increase in mass media education in the time b e  between the two studies. The increase 

in general howledge about breast cancer may have allowed fàmilies to be more open 

about a breast cancer diagnosis. This increased openness may have facilitated information 

sharing within the famiy and facilitated the receipt of information fiom farnily and friends. 

The aforementioned possible explanations were supporteci by uiformation provided by 

some of the couples in this study. A large percentage of participants in this study had 

received written resource materials at their Uiitiai visit with the surgeons. Some of the 

resource materid had been emarked or highlighted to facilitate reading of the most 

pertinent information. Several of the participants had a surgeon who spent a considerable 

length of time with the couple at their initial appointment. Husbands who received 

information fiom this particula. surgeon, consistentiy praised the surgeon's interpersonal 

and communication skills. This surgeon's receptionist was also praised for her sensitivity 

and promptness in addressing telephone relayed questions and concerns. Husbands stated 

they imrnediately felt at ease, felt included in the treatrnent discussions, and were 

encouraged to ask questions. Husbands whose wives were attended by this surgeon 

consistentiy indicated that they had the majority of their information needs met. 

Several husbands whose wives were attended by other surgeons stated that they felt 

they had adequate access to information. Husbands vked  in their perceived need for oral 

versus written information, and also varied in how they preferred to access information. 

Some husbands were content to rely on information sharing frorn their wives. ûther 

husbands were actively involved in information seeking . Severai husbands ùidicated that 

they read more of the informational resources than their wives did. M e r  husbands 

accessed information tbrough the Intemet, and a few had received information fkom the 

Hope Breast Cancer Information and Resource Centre. As previously mentioned, a few 

husbands ùiitiated referrals for second opinions and prepared written lists of questions for 

their wives' physician appointmeas. Other husbands stated that they selectively read 



infiormation, either because of a perceived need for information related to a specific area 

or on the recommendation of their wives. 

Several husbands indicated that they had received information nom f d y  and 

fiiends. Adult daughters appeared to be moa involveci in information seeking. A number 

of husbands indicated that they had f d y  andor fiiends who had previously been 

diagnosed with breast cancer. One husband noted that after his wife had shared her breast 

cancer diagnosis with her CO-workers, she received seveml phone calls from women who 

had not previously shared their own breast cancer diagnosis. As this husband so aptly 

stated "women with breast cancer seemed to appear out of the woodwork" &er my d e ' s  

diagnosis. 

However, there were several husbands who stated that they had not received 

adequate information and were not aware of informational resources. Only a handful of 

husbands related their lack of information to their nives' reluctance to share information. 

However, some husbands believed that their wives may have been selective in their 

information sharing, as reflected in the foiiowing statement. "She tells me what she feels 1 

need to know, not what 1 may want to know". Another husband felt he should have 

received information that was specific to the husband. 

The majority of husbands who felt that they had inadequate information did not have 

written resource material andor had not received any Uiformation from family and fiiends. 

Husbands who had relied on the verbal explmations provided at the t h e  of diagnosis 

indicated that they either couid not recall aii information or had been too overwhelrned to 

process the information. Some husbands were reluctant to seek clarification of 

Uiformation when it was presented, and others stated that they did not know what 

questions to ask. A few husbands stated that they wished that the information presented 

at the physician appointment had been written, so it could have been reviewed at home. 

Some husbands stated that they could have beea given aii the information in the 

world, but were too immobiiized by the breast cancer diagnosis to process the 



information. Some husbands wodd not r a d  available information, others stop reading 

because it increased their anxiety and a few husbands stated that they initially denied the 

seriousness of the diagnosis. 

The previously mentioned researcher observations and husbands' cornmems suggest 

that the foilowing factors may limit husbands' abdity to have their information needs met: 

a lack of written resources, limited information sharing between the couple, limited 

information sharing from famiy and friends, and a luniteci ability for information seeking 

due to emotiond trauma. 

The individual variations reported by husbands with respect to the amount and type of 

information they desired is supported by Hanks' ( 1993) Structure of Knowledge Mode1 of 

Family Decision Making. Hanks' model notes that inàividuals and individual famiy 

members vary in their informationai requirements. Hanks' model also acknowledges the 

effect that contextual variables can have on the receipt of information. When husbands 

felt at ease and included by health professionais, and when they were accorded a 

significant amount of time for treatment discussions, they felt cornfortable in asking 

questions and expressed satisfaction with the idionnation they received. 

Needs According to Decisionai Role Preference 

The hypothesis that husbands who preferred an active role in their wives' surgical 

treatment decision making would have a greater need for information (on the basis of 

number of needs and means of priority needs) than husbands who preferred a coilaborative 

or passive decision making role was not supported. Husbands in al1 three preferred 

decision making categones reported a simila. number of information needs. However, 

there were clifferences between the categories with respect to the sum score (degree of 

importance of idenaed needs) and percentage of unrnet needs. 



. * . . 
to R D  

Research that has examineci the relationship between patient's preferences for control 

over treatment decisions and patient's desire for information report inconsistent fhdings. 

Cassileth et al. (1980) and Hack et al. (1994) suggested that the desire for information and 

the desire for decisionai control are correlateci: a greater desire for control indicating a 

greater desire for ùiformation. ûther researchers found no correlation between 

information seekuig and decision making preferences (Blanchard et al., 1988; Ende et ai., 

1989; Sutherland et al., 1989). 

Although cornparison of this study's fïndings is difEcult due to merences in the 

information measwes utilized, the current fïndings do not support either of the 

aforernentioned research findings. Husbands who preferred a passive role rateci their 

identifieci needs higher than husbands in both the active and collaborative decision making 

categones. In addition, husbands who preferred a passive decision making role indicated 

that they had a higher percentage of unmet needs than reported by husbands who 

preferred a collaborative or active decision making role. Perhaps husbands who preferred 

a passive decision making role were also passive in their information seekhg pnor to their 

wives' surgical intervention for breast cancer. This explanation would account for the 

higher ratings of their identifieci needs and the greater percentage of unmet needs as 

compared to husbands who preferred active or collaborative decision making roles. 

Recent midies that have used the CPS for measuring preferences for decisional 

control and used the same nine categones of information needs reported different findings 

with respect to the relationship between decisional and informationai preferences 

@avison, et al. 1995; Degner et al., 1997). Davison et al.3 study of men with prostrate 

cancer found that men who desired a collaborative role and men who wanted the physician 

to make the decision after seriously considering their opinion wanted more information 

about the iikelihood of cure than did men in a i l  other decision making categories. 

Whereas, Degner et al.3 study of women with breast cancer found that information about 



likelihood of cure was more important to women who preferred an active decision m a h g  

role than women in the other decision making categories. 

Again, comparison with the current study's hdings is difncdt due to Merent 

information measurement tools. However, comparison cm be made ifcYacts about my 

d e ' s  fùture" and "probable outcome of disease" are equated with 'likelihood of cure". 

The current study's fudings are closer to the findings of Davison et aL(1995). Husbands 

who preferred a collaborative role listed " know the probable outcome of my Me's 

iiiness" as a priority need, and husbands who preferred a passive role iiaed "specific facts 

concerning my d e ' s  fiinire" as a priority need. Husbands who preferred a passive role 

rated their need to know about their wives' prognosis higher than husbands who preferred 

a collaborative role. Husbands who preferred an active role did Uidicate that they needed 

to feel there was hope but did not indicate a need for more specific information related to 

their wives' prognosis. The sarne possible explanation for merences with respect to the 

degree of importance of information cm be used for diffierences related to the type of 

information sought by husbands in the various decisional role categories. 

Husbands who preferred a passive role indicated a higher number of needs related to 

communicati~n with health professionals and a greater number of needs related to husband 

and M e  interpersonal communication than did husbands in the other two decision making 

categories. Husbands in the passive category also indicated less needs related to physical 

and emotional needs than did husbands in the active and collaborative categories. 

On the assumption that husbands who preferred a passive role in decision making were 

aiso passive in their information seeking and/or sharing with their wives, they would have 

a greater need for Uiformation related to communication about their wives' disease and 

treatment. Husbands who preferred an active role in decision making may have previously 

sought information with respect to their wives' prognosis and were now interesteci in 

information that assisted thern to cope with the current situation and information needed 

to make fùture decisions. 



ANOVA Results 

The ody clinically and statisticaliy significant result of the ANOVA d y s i s  was 

related to the greater number unrnet needs reported by husbands of women with Stage 3 

disease. Therefore, individual assessrnent of information needs remains the best clinical 

approach to determinùig the information needs of husbands of women who have 

undergone surgery for breast cancer. However, presurgical indicators of advanced disease 

may warrant increased diligence on the behalfof heaith care professiods to contindy 

assess the information needs of husbands of wornen who are potentially or achidy 

diagnosed with advanced disease. 

Met hodologicai Issues 

h 

The Control Preferences Scale for Husbands (CPS-H) was pilot tested for clarity, 

interna1 consistency, and for the validity (responses that indicate an understanding of the 

hypothesized dimension) of the revised role statements with a panel of six husbands whose 

wiws had previously undergone surgery for breast cancer. The results of the pilot study 

indicated that the revised role statements were clear and intemdy consistent, with 83% of 

the pilot subjects' preference orders falling directly on the hypothesized psychological 

dimension of control. Phase two results supported the unidimensionality of the revised 

scale, with 70% of the participants indicating that they had systematic preferences about 

the degree of control they desired about their wives' surgical treatment decision making. 

f d P C b S e m W  
- * 

The CPS-H was administered to both the pilot and study participants in a fixed order 

to ensure that order effects were kept constant across all participants. The majority of 

participants did not have ditnculty with completion of the CPS-H. However, the majority 

of the participants did read each card a couple of times prior to choosing between the two 



alternative choices. Some husbands struggled with their choices and sought cladcation 

of their perceived meaning of the role statements. Husbands had less difficulty in choosing 

between two cards when either card A ( d e  and I make final decision) or card E (leave d 

decisions to doctor) was presented, than they did with choices between the other three 

cards. A few husbands questioned the subtle ciifferences between card B ( d e  and I make 

the decision a e r  considering doctor's opinion) and card C (doctor, wife and 1 share 

responsibility for deciding). A few husbands believed that there should have been a card 

that only included their wives and the doctor in the decision making process. 

The majority of husbands did not have ditnculty in picking the one card that they 

believed was closest to their actual role in decision making. This may have been due to 

their increased familiarity with the role statements or the differences in certainty with 

respect to retrospective preference and actual behaviour. 

Although not quantitatively measured, completion of the CPS-H at the husband's 

home appeared to invoke less questionhg fiorn the husbands with respect to the meaning 

of the role statements than when husbands completed the CPS-H at the hospital. This 

observation may be due to environmental differences or dserences related to timing of the 

data collection. The iimited space, the inherent noises in a hospital environment, and the 

d e t y  related to hospitalization of their wives, may have Limited husbands' 

comprehension and concentration abilities. 

Although the information needs tool generally took longer to complete than the 

CPS-Y husbands appeared to have to put more effort into completing the CPS-H than the 

FbT-H. Perhaps, husbands were tir& Grom completing the FIN-H, or had difficulty 

switching to examination of another concept. 

- - .  orv of lrl- 

The intemal consistency of the FIN-FI, as measured by Cronbach's standardid alpha 

coefficient was -95. Kilpatrick ( 1995) reporteci nmilar intemal consistency reliability in 



her study at both T i e  1(.91) and Time 2 (-93). The intemal consiaency reliability, 

inter-item and item to totd correlations scored weil above the preset criteria for this snidy. 

Only two items achieved item to total correlations at -80 or pa t e r ,  suggesting that 

there is minimal redundancy in the sale. One item @e told about people who codd help 

with problerns) obtained a slightly low item to total correlation (-26). Since this is the only 

item on the scale that directly asks about the need for 'liands on" extemal resources, it 

may not be paraliel to the other items that focus on emotiond and cognitive needs. 

Eighty percent of the items correlated well with one another. The few items that did 

not meet the preset inter-item criteria were items that were consistently ranked as a low 

priority. Five of the su  items were related to family relationship issues, and the other item 

was "help with my d e ' s  care while in hospitai". 

Items that were found to score above the preset criteria for item to total correlations 

in this study were not reported as such by Kilpatrick. The only item to total correlation 

that was similar to Kilpatrick's findings was for item 20 (help with problems). Kiipatnck 

reported a lower percentage (57%) of items that correlated well with one another, but 

similarly found £ive of the same items with low inter-item correlations 

Removai of items on the basis of the correlational resuits of two studies wodd be 

premature. Although the need related to 'lielp with problems" scored below the preset 

critena for item to total correlations in this study and at t h e  1 in Kilpatnck's study, in 

both studies this item scored above -25. Therefore, this item should be monitored in 

subsequent -dies. However, knowledge of a husband's need for external resources may 

be important regardless of whether it is a parallel item. 

The finding that the majority of the items that did not meet the preset criteria for 

inter-item correlation were related to f d y  relationship issues, suggests that the scaie is 

multidimensional in nature. Although the factor analysis presented in the next section 

suggests that there are five subdimensions, the other four dimensions appear to be more 

pardel to one another. This is not surprising, as the other four dimensions are directly 



related to communication about tbeir wives' disease/treatment or their wives' care needs 

rather than the impact of disease on the family as a unit. 

. . 
of Needs: V- 

Intemal constnict validity of the FIN-H was assesseci using factor analyses 

techniques. Factor anaiysis suggested that there rnay be five subsirnensions to the FIN-H. 

Items that loaded on factor one appeared to be related to information and concems that 

would assist the husband with initial disease and treatment communication with health 

professionals (Le. facts about treatment, disease, and future, honest answers and 

understandable explanations). Factor four also deait with communication with health 

professionals, but contained items that had more relevance to ongoing communication 

issues andor communication issues related to friture treatment (Le. changes in treatment 

and condition). Items that loaded on factor five also dealt with communication, but 

appeared to be related to information that would assist husbands in communicating with 

their wives about the disease and treatment (Le. how to talk to wife about iilness, why 

things are done, and what treatments wife receiving). 

Factor two contained items that appeared to be related to information that would 

assia the husband with the emotionai and physical ramifications of the diagnosis and the 

surgical intervention (Le. assured best m e ,  feel there is hope, what to do at home, and 

how to provide physical me) .  AU of the five top priority needs identified by the sample 

were related to items in this factor. Factor three contained items that appeared to be 

related to information and /or concems related to potential disruptions to family 

relationships or role fiuictioning (Le. intirnacy issues, d e ' s  energy, personal health, and 

communication with children). The five lowest prionty needs listed by the sample were 

items related to factor three. 

Item #20 " help with problemsy' obtained the lowest factor loading (-40). Item #18, 

'lielp with my d e ' s  care while in hospital" demonstrated a minimal merence in factor 



loadings on three of the factors, with the highest loading (-43) just above the preset 

criterion. However, both of these items obtained factor loadings greater than -50 in 

Kilpaaick's factor analysis. 

Although Kilpatnck idenafied the same number of factors in her midy, the number of 

items per factor and the specific items per factor were not identicai. The greatest degree 

of sirnilarity occurred with the items that related to family relationship issues and as such 

were assigned identical labels. Although factor labehg is directed by the items that have 

the highest loadings on each factor, labeling also includes a subjective interpretation by the 

researcher (Hair, Anderson, & Tatham, 1987). However, both of the factor analysis 

results suggest that the FIN-H is a multidirnensional scaie, wiîh five subdirnensions. 

Zeliers and Carmine (1980) (as quoted by Brink & Woods, 1989) state that construct 

validity is never confirmeci, but is supported 60m the resdts of multiple midies. 

Constnict validity requires a pattern of consistent findings involving multiple studies 

across tirne performed by difEerent researchers (Brink & Wood, 1 989). Therefore, 

additional testhg of the FIN-H would need to be undertaken to support the relationships 

among the items. 

n Observat i~~ l~  

The majonty of the husbands did not have ciifnculty with completion of the FIN-FI, 

once the instructions for instrument completion were clear. Husbands were given verbal 

instructions and an example by the researcher, and then asked to read the instruction on 

their own. A few husbands did require repeated clarifications for the ciifference between 

ranking the need statements and s c o ~ g  the need as to extent the need had been met. 

Severai husbands did ask for clarification of the rneaning of specific items. The two items 

related to symptoms (what symptoms caused by iliness and when to expect symptoms to 

occur) were the moa m u e n t  items to require clarification. Perhaps husbands were 

unfanni1ia.r with the term symptoms. Altematively, husbands may have related symptoms 



to their wives' pre-diagnostic state, as reflected by one husband's aatement "my wife 

didn't have any symptorns, she had a rnammogram". Husbands who asked for clarification 

of the meaning of an item often required clarification of more than one item. 

Only six husbands indicated additional information needs that had not been addressed 

by the FIN-H. However, several husbands indicated that they were unable to honestly 

answer the need for additional information at this point in tirne. The additional 

information needs indicated are as foliows: guidance through the health w e  system (two 

participants), risk factors, "acceptance of guilt if 1 can't cope", and wife's postoperative 

activity limitations (two participants). 

Several husbands uidicated that they were reluctant to indicate that some of the need 

statements had not been met. As previously mentioned, severai husbands indicated that 

they did not expect or want external sources of information about need statements related 

to intimacy issues. Reluctance was sometimes expressed about need statements that could 

be viewed as future rather than present idonnation needs (i.e. treatment). Husbands 

explained their reluctance by the foilowing rationaie. Some husbands believed that 

although certain need staternents had not been met at this point in time, they were 

confident that this idormation would be provided at future physician appointments. 

Husbands that provided this exphnation seemed to believe that they did not have a current 

need for this information. Other husbands seemed to be hesitant to indicate that they had 

not been provided specific information, as if they did not want to blame anyone for their 

lack of information. Husbands would state that they may have received the information 

but had been too upset at the time to process the idormation. Other husbands indicated 

that they had been given so much information at one t h e  that they were unable to 

remember what they had been told. 

The rationale presented by some of the husbands suggests that husbands' recall of 

information may be limited by anxiety, and the amount or salience of presented 

information In addition, husbands may prefer to obtain information specific to their 



current situation. Husbands' information needs may be better met by assessrnent of their 

ùiformation needs throughout the cancer expenence, and by repeat of salient information 

at specific points in their wives' cancer experience. 

Clinical Implications 

Results of this study have implications for health professionals that interact with 

husbands of women with breast cancer. Physicians and nurses that interact with husbands 

of women with breast cancer must be aware of Somation needs that are specific to 

husbands, rather than to the couple as a unit. Recent midies that have examined the 

priority information needs of women diagnosed with breast cancer similarly found that 

women like their husbands prioritized information about the iikelihood of cure or probable 

outcome of ilhess (Bilodeau & Degner; 1996; Degner et al., 1997; Luker et al., 1995). 

However, husbands of women who have recently undergone surgery for breast cancer 

have indicated that their priority information needs are also related to additional aspects of 

emotional Gare needs and alço include assurance about physical care needs. 

Health professionais' attitudes, and interpersonal and communication skills were 

viewed as a contributhg factor towards having emotional care needs met. Health 

professionals rnay facilitate meeting husbands' needs and concems by the foilowing 

behaviours: demonstrating a caring attitude towards both the woman and the couple, 

taking tirne to inquire about individual concems, including husbands in explmations about 

a r e  procedures, and providing husbands with written discharge instructions that includes 

both physicd care information and retuni appointmems. 

Husbands in this study have indicated that an opportunity to speak with the surgeon 

in the immediate postoperative period is a source of emotiod support. Nurses can 

facilitate this need through appropriate preoperative cornmunication. Physicians need to 



be aware of a husband's desire to speak with the physician, and the husband mua be 

aware of where and when they are to be available to meet with the physician. 

The booklet, "Sharing: A Family's Guide to Breast Cancer" contains information that 

would assist a husband to understand common husband and wife ernotional reactions to 

diagnosis and surgicd intervention. This booklet also contains information that is specific 

to general emotional experiences of various fàmily rnembers of a women who has breast 

cancer. Provision of this booklet to husbands and /or other family members pnor to 

discharge could facilitate the emotional recovery of al1 f d y  members. In addition, a lia 

of infornational and support resources sirnilar to the one provided in this study couid 

routinely be provided to husbands when their wives are dischargeci. 

One of the priority needs identifid by husbands in this study was uiformation about 

the side effects of treatment. Observational findings of this study indicate that husbands 

may desire to receive information a d o r  can better process information that is directly 

related to their current situation. Husbands of women who have undergone Iumpectomy 

could routinely be provided with written information about radiation treatment as part of 

the discharge instructions. Although the need for adjuvant therapy postmastectomy is 

never a certainty, husbands of women who have undergone mastectomy could be asked if 

they would desire domation about possible adjuvant therapy. However, nursing would 

have to stress that the need for adjuvant therapy cannot be certain in the imrnediate 

postoperative period. 

Husbands in this study have also indicated that they wanted information that would 

facilitate their understanding of their wives' disease and treatment and facilitate their 

communication with health professionais. Observational findings indicate that retention of 

Uiformation is facilitateci by the receipt of written information. The majority of this 

idormation is required pnor to surgical intervention. Nursing cm facilitate receipt of 

preoperative *en information through the following advocacy measures. 



Breast cancer resource centres and breast cancer advocacy groups could be asked to 

compile and disseminate written infonnational resources that wouid be best suited to be 

avdable in the various areas ( general practitioners' offices, x-ray clinics, sarne day 

surgery biopsy units, and surgeons' offices) that women with breast cancer attend during 

the diagnostic phase of their illness. Nurses who work in x-ray clinics and care for women 

who are undergoing biopsies for breast cancer could be asked to provide women and their 

husbands with written information about disease and treatment. Physicians could be made 

aware of the need to provide written Unormational resources specific to both the woman 

and her husband through the communication channels of the Manitoba Medical 

Association. 

As noted by Kilpatrick (1 995) and observed in some of the couples in this study, there 

is a group of women who choose not to share information with their husbands or 

selectively share information with their husbands. One may argue that it is a woman's 

right to maintain control of information. However, an alternative argument can be 

presented on behalf of the husband that is uying to cope with his wife's diagnosis and 

surgery with a lack of information. Empirical Literaîure indicates that information assists 

family members to cope with the anxiety and stress of the cancer experience (Adams, 

199 1 ; Gotay, 1984; Meissner et al., 1990; Northouse & Northouse, 1987; Northouse, 

1989; Wingate & Lackey, 1989; Wright & Dyck, 1984). Providing information to 

husbands may or may not improve husband and wife communication about disease and 

treatment, but does have the potential to assist the husband in coping with his anxiety and 

uncertainty and with his emotional support of his wife. 

Observational findings of this study suggest that women are concernai about the 

impact that their diagnosis and surgical intervention has on their husbands. Several 

women indicated that they felt that their husbands lacked the same type of informationai 

and emotional support that they had personaliy received. Some women agreed to 

participate in the study as they felt that their husbands wouid benefit h m  the 



acknowledgment of their personal needs. M e r  women indicated that they hoped that 

their husbands wodd be better able to share their ne& and concerns with someone who 

was not emotionally involved with the M y .  

The majority of the priority needs indicated by the husbands in this study were needs 

that could not necessarily be met by Uiformation sharing f?om their wives. Health 

professionais are best suited to meet the following priority needs listed by the husbands in 

this study: feel there is hope, be assureci of best possible are,  know the probable outcome 

of ïhess, and how to provide emotionai support to my d e .  Therefore, health 

professionals while treating the famiy as a unit, mua ais0 recognize that husbands of 

women who have recently undergone surgery for breast cancer have informational and 

support needs that are specific to the husband. 

The findings related to husbands' preferred and actud roles in their wives' surgicd 

decision making has implications for health care professionals that interact with husbands 

of women who are making breast cancer treatment decisions. 

One could argue that the high percentage of husbands who did not achieve their 

preferred role was due to the limitations irnposed by the degree of their wives' decisional 

control, rather than the degree of control exerted by the physician. However, the decision 

making role statements were specific to husband and wife involvement with the physician, 

rather than to the degree of decisional responsibility between husband and d e .  In 

addition, during post instrument completion discussions, the majority of women indicated 

that they wanted and needed their husbands to be involved in treatment decision making. 

Only a handfûi of husbands indicated that their wives had either excluded hem f?om 

attendance at treamient discussion physician appointments, or chose not to involve them in 

treatment decision making. 



The strong preference for some degree of involvement in their wives' surgical 

treatment decision m a h g  reponed by husbands in this study suggests: health 

professionals should continue to encourage husbands to attend treatment discussion 

physician appointments; and health professionals should m e s s  husbands' desired level of 

involvernent and facilitate participation to  the degree that they desire. Because nurses are 

rarely present during surgical treatment discussions, nursing may not be able to directly 

facilitate the previous suggestions with respect to surgical treatment decisions. However, 

nurses who interact with breast cancer families in the diagnostic phase can encourage 

couple attendance at physician appointments. 

Although the decision making findings are specific to surgical treatment decision 

making, it seems probable that husbands would prefer a similar role with respect to 

adjuvant treatment decision making. Nurses who work in oncology clinics are in a prime 

position to both assess and promote husbands' preferred level of participation in their 

wives' adjuvant treatment decision making. Neufeld, Degner, and Dick (1 993) designed 

and implemented an intervention strategy to provide decisional support to women who 

were diagnosed with breast or gynecological cancer. A similar intervention strategy could 

be u*ed for husbands of women with breast cancer. 

Strengths and Limitations 

Brink and Wood (1989) note that the value of a descriptive study is related to the 

reliability and validiîy of the measurements being used. The RN-H was previously used 

by Kilpatrick (1995) and was found to be both valid and reliable. The reliability and 

construct validity ofthe FIN-H were supported by the results of this study. The CPS-H 

was a modification of Degner and Sloan's (1992) CPS that had been found to reliable and 

valid in several large samples of oncology patients. The CPS-H was piloted tested for 

reliability and validity prior to data collection. The results of the pilot and the study 



indicated that the CPS-H's modified role statements supported the existence of the 

psychological dimension of systematic preferences about treatment decision rnaking. 

However, a number of limitations of this shidy have been identifid. The mean sum 

score of needs for this sarnple was 135 (s.d. 13.25) with a range of 87-1 50, indicating that 

participants used an abbreviated upper range of the FIN-H. Therefore, the scale may not 

be sensitive to rnid and lower needs. Alternatively, al of the s d e  items may be viewed as 

important to husbands of women with breast cancer. In addition, husbands may have been 

limited in their ability to distinguish the degree of importance of scaie items due to the 

anxiety and stress of their wives' diagnosis and surgical intervention. 

The mean number of unmet needs reponed by this sampie rnay have been biased by 

the reluctance expressed by some of the husbands to indicate that certain needs were not 

met. The researcher was able to clam that the instrument was not being used to evaluate 

the actions of specific health professionais with husbands who expressed reluctance to 

indicate that their needs were unrnet. However, it is uncertain if the researcher's 

clanfications of the instrument's intent moderated the participant's reluctance to indicate 

that specific needs were not met at this point in time. 

Results of the factor analysis should be viewed with caution for the foliowing reasons. 

Hazard Munro, Visintainer, and Batten Page ( 1986) recornmend a ratio of at lest five 

subjects per variable for generaiization fiom the sarnple to the population. The sarnple 

size of this study does not meet this criterion. In addition' construct vaiidity requires a 

pattern of consistent findings involving numerous studies across time and perfonned by 

different researchers (E3rin.k & Wood, 1989). 

Some of the participants in this study did ask for clarification of some of the need and 

role preference statements. Although, the researcher attempted to provide clarification of 

questions in an objective manner, the rephrasing of the staternents may have inherently 

reflected the researcher's interpretation of the statements. 



Husbands who completed the FIN-H when they were alone with the researcher, rated 

their identified needs sigdicantly higher than when completion of the FIN-H occurred 

with the additional presence of their wives or children. Possible explanatioos for this 

occurrence have been previously provided. However, the effect that the presence of 

sigdicant others had on the husband's detedat ion of his preferred decision making role 

is uncertain. 

Additional limitations with respect to husbands' completion of the CPS-H are as 

follows. Observational findings indicated that husbands' ability to concentrate and 

comprehend the CPS-H rnay have been Uinuenced by prior completion of the FIN-H. In 

addition, observational hdings indicated that husbands appeared to have less difliculty 

with completion of the CPS-H when data collection occurred at their homes. The Iack of 

environmental distractions, and the time lapse since surgical intervention may have 

allowed husbands to better comprehend the CPS-H when they were interviewed at home. 

Perhaps the CPS-H should have been administered prior to the FIN-H, or adrninistered in 

a secluded environment and at a time fùrther away from surgical intervention. 

The researcher encouraged husbands to discuss their concems and attempted to 

obtain simila information fiom al1 husbands related to their information needs and their 

participation in their wives' surgical treatment decision making. However, the 

observational findings of this study would have been strengthened by the use of a 

qualitative i n t e ~ e w  format and qualitative analysis. 

Although the sample was recruited fiom three urban community hospitals and two 

urban tertiary hospitals and included both urban and nird residents, the use of a 

non-probability sampling technique limits the generalizabiiity of the findings. However, 

the results of this study should provide health professionals with a better understanding of 

the type of Somation that husbands desire when their wives have recentiy undergone 

breast surgery, and should encourage individual assessrnent of both the husband's need for 

information and his desired level of participation in his d e ' s  treatrnent decision making. 



Recommendations for Future Research 

Recommendations for fiiture research are suggested on the basis of the hdings of this 

study. The firn recommendation is to replicate the use of the CPS-H with a larger sample 

to determine if the prefemed surgical treatment decision h g  trends are consistent with 

this study's findings. The CPS-H codd also be used to identify husbands' preferences for 

participation in their wives' adjuvant treatment decisions to determine if husbands' 

adjuvant treatment role preferences are similar to their surgical treatment role preferences. 

Future decision making research could evaiuate breast cancer couples' treatment decision 

making preferences by: cornparhg the woman and her husband's preferred roles in breast 

cancer treatment decision making to detennine if their preferred roles are congruent; or by 

i d e n m g  the couple's preferred decision making role as a unit. 

Future longitudinal research with the FLN-H is needed to investigate if husbands' 

information needs difEer according to the phase of the breast cancer expenence. 

Husbands' information needs could be assesseci at diagnosis during their wives' 

hospitahation, and at three months post discharge. Future research could compare the 

information needs of women with breast cancer to the information ne& of husbands of 

women with breast cancer to detennine informational Merences and similarities when a 

couple faces a breast cancer diagnosis. 

Future studies are needed to i d e n e  the type of intementions that would best meet 

the information needs of husbands of women with breast cancer. The current decision 

rnaking intervention research that is being conducted with women with breast cancer could 

be repïicated with husbands of women with breast cancer. 

Finaliy, this study could be repticated with husbands of women with other types of 

cancer to determine if husbands' information needs and their preferences for participation 

in their wives' treatment decision making are reflective of a cancer diagnosis or are 

specific to a breast cancer diagnosis. 



Conclusions 

The aim of this study was to describe the information needs and treatment decision 

making preferences of husbands of women who had recently undergone surgery for breast 

cancer. The results of this study indicate that husbands of women who have recently 

undergone surgery for breast cancer prioritized information that would help them cope 

with the helplessness, anxiety, and uncertainty engendered by a breast cancer diagnosis 

and faciiitate their emotional support of their wives. However, the mean total nurnber of 

needs (29/30) that was reported by this sample as having some importance indicates that 

husbands also desire uiforrnation that will: provide them with knowledge about the disease 

and treatment; facilitate their communication with health professionals; d o w  thern to 

communicate with their wives about disease and treatment; and assist them with to cope 

with disruptions to f a d y  life. 

This midy has identifiai a profile of husbands who are at greater risk of not having 

their identified information needs met (husbands who are older, have a low level of formal 

education, are retired or Iabourers, iive in a rural are% are married to women who have 

undergone their first surgery for breast cancer a d o r  have Stage 3 disease, and who prefer 

a passive role in their wives' surgical treatment decision making). However, given the 

ANOVA results of the demographic and disease related variables, individual assessment of 

husbands' information needs remains the best ciinical approach to meeting the information 

needs of husbands of wornen who have recently undergone surgery for breast cancer. 

The results of this study also indicate that husbands of women with breast cancer 

want to be involved to some degree with their wives and the physician in their wives' 

surgical treatment decisions. The observational hdings of this study suggest that 

husbands are involved in breast cancer surgical decision making in a variety of ways. 

However, the lack of a relationship between dernographic and disease related variables 

and the husbands' preferred treatment decision making role, suggests that individual 

assessment of the husbands' preferred decision making role is the bea cünicai approach to 



detennining husbands' desired level of participation in their wives' surgical treatment 

decision making . 

The empincal and observational hdings of this study support previous empirical 

findings that suggest that a breast cancer diagnosis is a family issue rather than solely a 

patient issue. On a day to day basis, husbands of women who have recently undergone 

surgery for breast cancer are intimately involved with the emotional and physical 

ramifications of their wives' breast cancer diagnoses and their subsequent surgical 

interventions. Providing husbands with the information they desire and involving them to 

their desired extent in theû wives' surgical treatment decision making may allow husbands 

to more e f f ive ly  cope with their own needs and emotions, and subsequentiy facilitate 

husbands' ernotional support of their wives and the families' ability to positively adapt to 

the r d c a t i o n s  of breast cancer. 
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Appendix A 

STRUCTURE OF KNOWLEDGE MODEL OF FAMlLY DECf SION MAKING 

Individual Learnuig Styles F d y  System 
of 

Inquiring 

lndividd Perception Family Structure 
of of Knowledge 

Decision 
(Time, Information, Risk) 

Need for Use of Available 
Wonnation Information 

Individual Roles in 
Family Decision Making 

Family Interaction 

Collective Definition 

Need for Use of AvailabIe 
Information Information 

Collective Action 



Appendix B 

DEGNER AND SLOAN7S CONTROL PREFERENCES SCALE 

- 
A. 1 prefer to make the decision about which treatment 1 will receive. 

B. I prefer to make the h a 1  decision about my treahnent after seriously 
considering my doctor's opinion. 

C. 1 prefer that my doctor and I share responsibility for deciding which 
treatment is best for me. 

D. I prefer that my doctor makes the final decision about which treatment 
will be used, but seriously considers my opinion. 

E. I prefer to leave al1 decisions regarding treatment to my doctor. 



FAMlLY NEEDS SCALE 
Husbands 

Jnstructions; The next set of questions are about the needs of farnily rnembers of cancer 
paBents Please show how important the following needs are for you as a husband: Not 
important (l), Somewhat Important (2), Average Importance (3), Very Important (4), 
and Extremely Important (5). If the need was important to you (2 or higher), check off in 
the column beside to show if the need has been met, partly met, or not met. 

IF YOU WIED AN ITEM 
HIGHER THAN 1, CHECK 
IF MET, PARTLY MET, 
OR UNMET 

j NEED T O: RATINGS FROM PARTLY 
k5 ann: WUICIlET 

1. have my questions answered honestly - - - - 
2 know specific facts concerning my wife's future - - - 
3. feel that the health professionals 

care about rny wife 

4. be informed of changes in rny wife's condition - - - 
5. know exactly what is being done for my wife - - - - 
6. know what treatments my wife is receiving - - - - 
7. have explanations given in terms 

that are understandable 

8. be told about changes in treatment plans - - 
whiie they are being made 

9. feel there is hope - - - - 
10. be assured that the best possible care - - - - 

is being given to my wife 

I I .  know what symptoms are caused by the illness - - - 
12 know when to expect symptoms to occur - - - - 
13. know the probable outcome of rny wife's illness - - - 
14. know why things are done for my wife - - - - 



j NEED TO: 

IF YOU RATED AN ITEM 
HlGHER THAN 1, CHECK 
IF MET, PARTLY MET, 
OR UNMET 

RATlNGS FROM 
l 3  

15. know the names of the health professionals - 
involved in my wife's care 

16. have information about what to do for my - 
wife at home 

17. feel included by health professionals 

18. help with rny wife's care while she is in hospital 

19. have someone be concerned with rny health - 
20. be told about people who could help with - 

problerns (Le., financial. household) 

21. know specific facts concerning rny wife's disease 

22. know specific facts concerning my wife's treatment 

23. know what side effects are caused by the treatment 

24. know how to provide physical care to rny wife - 
25. know how to provide ernotional support to my wife 

26. know what to say to the children - 
27. know how to talk to my wife about the 

disease/illness 

28. know how to approach changes related to sexuality 

29. know how to touch my wife 

30. know what to expect of rny wife's energies - 

PARTLY 
hnET Ma:L!!wz 

31. Are there any other information needs I may - - - - 
have missed? 



Appendix D 

Tablc 

Need 
# 

8 

5 
14 

4 
6 

11 
13 
12 
1s 

N e e d  
# 

1 
10 

7 

9 
3 

17 

Need 
u w 

29 
28 

3 O 
26  
27 
25 

Need 
8 

22 

2 3  
21 

16 

Need 
# 

18 

2 O 

2 

19 
24 

1 0 :  Factor Analysis of FIN-H 

Pactor 1 Pre and Post-op Care N e e d s  

- be told about changes in treatment plans while 
they are being made 

- know exactly what is being done for my wife 
- know why thinqs are done for ;ny wife 
- be informed of changes in my wife's condition 
- know what treatments my wife is receiving 
- know what symptoms are cause6 by che illness 
- know the probable outcome of my wife's illness 
- know when to expect symptoms to occur 
- know the names of health professionals caring 

for my wife 

Factor 2 Communication wi th Heal th Prof essionals 

- have rny questions answered honescly 
- be assured that the best possible care is 

being given to my wife - have explanations given in terns tha: are 
understandable 

- feel there is hope 
- feel tnat the health professionals czre about 

my wife 
- feel incfude6 bv health professionëils 

Factor 3 Pamily Relationship Issues 

- know how to touch my wif e 
- know how to approach changes relzteà to 

sexuali ty 
- know what to expect of my wife's enerqies 
- know what to Say to the chilaren 
- know how to talk to my wife about her illness 
- know how to provide emotional support to my 

Factor 4 Disease/Treatment Specifics 

- know specific facts concerning my wife's 
treatment 

- know what side effects are cause6 by treatment - know specific facts concerninq my wife's 
disease 

- have information about what to do for my wife 

Pactor S Husbands* Practical Involvement 

- help with my wife's care while she is in 
hospi ta1 

- be told &out people who could help with 
problems ( f inancial, household) 

- know specific facts concerning my wife's 
f u t u e -  

- have sorneone be concerned with my health 

Loading 

Loading 



Appendix E 

MODIFIED ROLE PREFERENCE STATEMENTS 

ACnVE 

A. I prefer that my wife and I make the nnal decision about which treatment 
my wife will receive. 

B. 1 prefer that rny wife and 1 make the h a 1  decision about my wife's 
treatment after seriously considering the doctor's opinion. 

C. 1 prefer that the doctor, my wife, and I share the responsibility for 
deciding which treatment is best for my wife. 

PASSIVE 

D. 1 prefer that the doctor rnakes the h a 1  decision about which treatment 
will be useci, but seno~sly considers my wife's and rny opinion. 

E. I prefer to leave all decisions regardhg rny d e ' s  treatment to the doctor. 



There exists a single psychological dimension such that 

Patient 
prefers to 
keep 
control 

Patient 
prefers to 
share 
control 

Patient 
prefers to 
give 
control 

Hypothesis to test the dimensionality of the control preferences construct. 



ldeal Point 
I 

Appendix G 

ldeal point CDBEA obtained by folding a J scale (after Coombs) 



- ABCDE 

- BACDE 

- BCADE 

- BCDAE 

- CBDAE 

- CDBAE 

- CDBEA 

- CDEBA 

- DCEBA 

- DECBA 

- EDCBA 



Request for Permission to Release Names 

Brenda Dozenko is a registered nurse who has worked with patients with cancer 
and their families. She is doing a study about C7d~rrnation Needs and Decision Making 
Preferences of Husbands of Women with Breast Cancer", as part of her Master of Nursing 
thesis. 

Participation in the study would involve meeting with you and your husband to 
explain the study, and having your husband wmplete three questionnaires (about 20 
minutes for ali three items). 

Aii information obtained is confidentiai. Participation is voluntary and 
whether or not you and your husband choose to take part will in no way effect the 
care you teceive. 

Would you be willing to speak with her so that she can explain the study, and you 
can decide whether or not you would like to take part? 

(If agreeable, the name of the patient is given to the nurse researcher and the nurse thanks 
them). 

(If the patient deches the nurse thanks them for their tirne). 



Patient Consent Form 

1 invite you to take part in a study about the 'Worrnation Needs and Decision 
Making Preferences of Husbands of Women with Breast Cancer ". 'This study is being 
done to gain knowledge about the information needs and decision making preferences of 
husbands of women with breast cancer. The results of this study may help heath care 
workers (like nurses) to better understand the kinds of idormation and decision making 
roles that husbands prefer when th& wives have breast cancer. The wsts to you involve 
the t h e  you spend talking to me and the time involvement of your husband. You will 
receive answers to any questions you may have about this study at any the. 

If you agree to take part in this snidy, you wiil be asked for your help in talking to 
your husband to arrange a meeting with the researcher (Brenda Dozenko) to complete an 
information sheet, an information needs questionnaire, and a decision making card sort. It 
will take about 20 minutes to complete all three items. The information sheet asks 
questions about your husband's age, education, type of work, and ethnic background. 
The information needs questionnaire is not a test of knowledge, but asks what types of 
information your husband would h d  helpfid at this t h e .  The card sort asks what kind 
of participation your husband would have preferred in your treatment decision making. 
When your husband has finished the study items, he will be given a booklet calleci 
"Sharing: A Famiiy's Guide to Breast Cancer" and a list of resources that may help to 
answer his questions. With your permission, your chart will also be reviewed to obtain 
data about your type of disease and surgery. 

To ensure your privacy, your chart data will be coded by a nurnber, not by your 
narne. To ensure privacy of your husband's annverg your husband will be asked not to 
write his name on any of the study items. Study items will coded by a number, not by 
name. Therefore, your narne and your husband's name will not be listed in any report that 
may be written for this study. Study results will be presented in such a way that no single 
response cm be identifid. Only myself(Brenda Dozenko) and my thesis advisor (Dr. 
Linda Knstjanson ) wiil have access to any i d e n m g  data. Your consent form and your 
husband's disclaimer form wili be kept separate f?om the study item results. hiring and 
after the research: information sheets (chart and husband), questionnaires, card sort 
results, disclaimers, and consents will be stored in locked drawers and kept for seven 
years, and then destroyed. 

Your participation in this study is voluntary, and whether or not you choose 
to take part wül in no way have an effect on your care or heatment, Ifyou decide to 
take part, you may choose to withdraw from the study at any time. 

This study is being done as the basis for m y  thesis in the Master of Nursing 
Program, University of Manitoba. The Ethical Review Cornmittee, Faculty of Nursing, 
University of Manitoba has approved this study. 

Ifyou choose to take part, thank you for your help. Eyou choose to withdraw, 
thank you for your t he .  Your signature below indicates only that you have given me 
permission to talk to your husband and access your chart for data about your type of 
disease and surgery. You will be given a copy of this form. 



Appendix J 

If you have any questions about this study, you can phone Brenda Dozenko at 
8324384 or Dr. Linda Kristjanson (thesis advisor) at the St. Boniface Generai Hospital 
Research Centre (23 5-348 1). When the study is complete, a summary of the reailts can 
be obtained. If you wish to be mailed a copy of the results please fill out the tear off sheet 
on the bottom of the page. 

Brenda J. Dozenko, RN., B.N. 
Graduate Student 
Faculty of Nursing 
University of Manitoba 
Winnipeg, Manitoba 

I agree to participate in the Information Needs and Decision Making Preferences Study, 
as descnbed above. 

Your signature Date 

Interviewer 
signature Date 

Dr. Linda Kristjanson Dr. Lesley Degner Dr. ClifFord YaEe 
Associate Professor Professor Assistant Professor 
Faculty of Nursing Faculty of Nursing Faculty of Medicine 
University of Manitoba University of Manitoba Department of General 

Surgery 
University of Manitoba 

Please ~ e n d  me a copy of the summary of the research report. 

Send to: Name 

Address 

Postal Code 



PATIENT CHART DATA SHEET 

I D .  # 

HOSPITAL : 

AGE LAST BRTHDAY : 

POSTAL CODE : 

TYPE OF SURGERY : Left Lumpectomy 
Right Lumpectomy 
Bilateral Lumpectomy 

Lefi Mod%ed Radical Mastectomy 
Right Modified Radical Mastectomy 
Bilateral Mastectomy 

DATE AT DIAGNOSIS : 

PATHOLOGY STAGE AT DIAGNOSIS : Stage O 
Stage 1 
Stage 2 
Stage 3 
Stage 4 

EXTENT OF PRMARY TUMOR : Cannot be assessed 
No evidence of primary tumor 
Tumor up to 2 cm. 
Tumor > 2 cm. and up to 5cm. 
Tumor > 5 cm. 
Tumor extension to chest w d  or 
skin (Innammatory wcinoma) 

Tumor in situ 

REGIONAL LYMPH NODES : Carmot be assessed 
Nurnber of lymph nodes examined 
Number contain growth 
Fixed to one another or to other 

structures 

DISTANT METASTASIS: Cannot be assessed 
No distant metastsis 
Distant met astasis 

ESTROGEN RECEPTOR PROGESTERONE RECEPTOR 



Disciaimer for Husbands 

1 invite you to take part in a study about the 'Wormation Needs and Decision 
Making Preferences of Husbands of Women with Breast Cancer". This study is being 
done to gain knowledge about the idonnation needs and treatment decision making 
preferences of husbands of women with breast cancer. The results of this study may help 
heaith care workers (like nurses) to better understand the kinds of information and 
decision making roles that husbands prefer when their wives have breast cancer. 
The coas to you involve the t h e  it takes to complete three items. You d receive 
answers to any questions you may have about this study at any tirne. 

lfyou agree to take part in this snidy, you wiil be asked to complete an 
information sheet, an information needs questionnaire and a decision making card sort. 
It wili take about 20 minutes to complete all three items. The information sheet asks 
questions about your age, education, type of work, and ethnic background. 
The information needs questionnaire is designed to obtain your opinion about information 
needed as a result of your wife's recent diagnosis with breast cancer. This questionnaire is 
not a test of knowledge , but rather, asks what types of idormation about your d e ' s  
iIlness, you wouid find helpful at this the .  The card son asks about what kind of 
participation you wodd have preferred in your d e ' s  treatment decision making. 

The only known risk of taking part in this study is that it may make you feel 
uncornfortable either by thinking about your d e ' s  illness and treatment, ifyou have not 
been able to get the information you want, or ifyou have not been able to take part in 
your d e ' s  treatment decision making as you may have wished. If you wish to discuss 
your wncem with a member of the health care team, with your permission, I will help 
you to relay your concems. 

To ensure privacy of your answers, you will be asked not to mite your name on 
any of the study items. Study items will be coded by a number not by your narne. 
Therefore, your name and your Me's narne wiil not be listed in any report that may be 
written for this shidy. Study results will be presented in such a way that no single 
response can be identified. Only rnyseif(Brenda Dozenko) and my thesis advisor (Dr. 
Linda Kristjanson) will have access to any i d e n m g  data. Your disclaimer form and 
your d e ' s  consent form will be kept separate from the study item results. During and 
after the research: information sheets (chart and husband), questionnaires, card son 
results, disclahers, and consents will be stored in locked drawers and kept for seven 
years, and then destroyed. 

Your participation in this study is voluntary, and whether or not you choose 
to take part will in no way have an effect on your wife's care or treatment If you 
decide to take part, you may choose to withdraw from the study at any time. 

This study is being done as the basis for my thesis in the Master of Nursing 
Program, University of Manitoba. The Ethical Review Cornmittee, Faculty of Nursing, 
University of Manitoba has approved this study. 

By doing the three items, you wiu be agreeing to take part in this study. Ifyou 
choose to take part, thank you for your help. Ifyou choose to withdraw, thank you for 
your tirne. You will be given a copy of this fom. 



Ifyou have any questions about this study, you may phone Brenda Dozenko at 
832-4384 or Dr. Linda Kristjanson (thesis advisor) at the St. Bonifàce General Hospital 
Research Centre (23 5-348 1 ). When the study is complete, a summary of the results can 
be obtained. Ifyou wish to be rnailed a copy of the results, please fill out the tear off sheet 
at the bottom of the page. 

Brenda J. Dozenko, RN., B.N. 
Graduate Studies 
Facdty of Nursing 
University of Manitoba 
Winnipeg, Manitoba 

Dr. Linda Knstjanson Dr. Lesley Degner Dr. CWord YafFe 
Associate Professor Professor Assistant Professor 
Faculty of Nursing Faculty of Nursing Facdty of Medicine 
University of Manitoba University of Manitoba Department of General 

Surgesr 
University of Manitoba 

Please send me a copy of the surnmary of the research report 

Send to: Name 

Address 

Postal Code 



INFORMATION SHEET FOR HUSBANDS 

HOSPITAL : 

AGE LAST BtRTEDAY : 

OCCUPATION : 

EDUCATION: Less than high school 

High school diploma 

Greater than high school 

POSTAL CODE: 

ETHMC BACKGROUND: European Abonginal 

British Mes Asian 

French Other 

WHAT LANGUAGE DO YOU SPEAK AT HOME ? 



CPS DATA COLLECTION FORM 

CARD SORT ORDER 

ORDINAL SCORE 

ACTUAL ROLE 



Pilot Test Permission to Release Names 

Brenda Dozenko is a registered nurse who has worked with patients with cancer 
and their families. She is doing a study about CW~rmation Needs and Decision Making 
Preferences of Husbands of Women with Breast Cancer", as part of her Master of Nursing 
thesis. The tool used to describe decision making preferences was made for patients and 
has been used to d e s d e  the treatment decision making preferences of women with breast 
cancer. The tool has been changed to refiect the kind of involvement that husbands may 
prefer in their wives' breast cancer treatment decisions. 

Participation in the pilot study would involve meeting with you in a group h g  
to complete three items that assess the changed tool. You will be asked to read five 
statements and comment on whether or not the statements are clear, and whether or not 
the statements describe a single message and a variation of the same message. You will 
also be asked to complete a card sort that asks about what kind of participation you would 
have preferred in your d e ' s  treatment decision making. It will take about one hour to 
complete a l i  parts of the pilot study. 

AU information obtained is confidentid. Participation is voluntary and 
whether or not you choose to take part wüï in no way effeet your or your wife's 
involvement in the support group. 

Would you be willing to subrnit your name as a potential participant to the 
researcher (Brenda Dozenko ). 



Pilot Testing Disclaimer 

1 invite you to take part in a study titied Worrnation Needs and Decision Making 
Preferences of Husbands of Women with Breast Cancer". This study is being done to gain 
knowledge about the information needs and decision making preferences of husbands of 
women with breast cancer. I am doing this study as the basis for my thesis in the Master 
of Nursing Program, University of Manitoba. The Ethical Review Cornmittee, Faculty of 
Nursing, University of Manitoba has approved this study. 

The purpose of the pilot test is to evaluate a treatment decision making card sort. 
This card sort was made for patients and has been used to describe the types of 
participation in treatrnent decision making preferred by women with breast cancer. The 
card sort staternents have been changed to describe types of participation in treatment 
decision making that may be preferred by husbands of women with breast cancer. 

Whiie your participation in this pilot testing may have minimal benefit to you, your 
comments d be usefbl to decide whether the card sort for husbands is clear. Your 
compldon of the changed card son wili be usefid to decide ifthe changed card sort is 
valid. The costs to you involve the time you take to complete the pilot test items and the 
time spent taiking about your comments. 

Participation in pilot testing wiU involve reading statements that describe five 
potential roles that you could assume in your wife's treatment decision rnaking, and 
comment on: (1 ). whether or not the statements are clearly stated 

(2). whether or not each statement describes a single message 
(3). whether or not ali of the statements describe the same 

message 
You wili also be asked to state the kind of participation you wouid have preferred in your 
Me's treatment decision making by doing the card sort. It will take about one hour to 
complete al1 aspects of the pilot test. 

The only known risk of taking part in the pilot test is that it may make you 
uncornfortable either by thinking about your Me's iliness and treatment, or ifyou were 
not able to take part in your d e ' s  treatment decision making as you rnay have wished. 

Ail information obtained is confidentid. The forms used for testing and the card 
sort results will be wded by a number not by your name. Any infonnation provided during 
the pilot test will be used only to test the changed card sort. Your name wdi not appear in 
any report that may be written for this study. Pilot shidy results will be presented in nich 
a way that no single response can be identified. Ody the researcher (Brenda Dozenko) 
and thesis advisor (Dr. Linda Kristjanson) will have access to any ident-g information. 
The disclaimer will be kept separate from the pilot study results. During and after the 
research: the testing forms, card sort results and disclaimers wiJi be aored in locked 
drawers, and kept for seven years and then destroyed. 

Participation is voluntug and whether or not you choose to take part will in 
no way effect your or your wife's involvement in the support group. ïfyou decide to 
take part, you may choose to withdraw at any time. 



By doing the pilot test items, you d be agreeing to take part in the pilot testing. 
If you choose to take part, thaok you for your help. Ifyou choose to withdraw, thank you 
for your Mie. You wiIl be given a copy of this form. 

Ifyou have any questions about this pilot testing , you may cal1 Brenda Dozenko 
at 832-4384 or Dr. Linda Kristjaoson (thesis advisor) at the St. Boniface General Hospital 
Research Centre (23 5-348 1). When the study is complete, a summary of the results can 
be obtained. Ifyou wish to be mailed a copy of the r e d t s  please fdi out the tear off sheet 
on the bottom of the page. 

Brenda J. Dozenko 
Graduate Studies 
Facuity of Nursing 
University of Manitoba 
Winnipeg, Manitoba 

Dr. Linda Kristjanson Dr. Lesley Degner Dr. Clifford YaEe 
Associate Professor Professor Assistant Professor 
Faculty of Nursing Faculty of Nurshg Faculty of Medicine 
University of Manitoba University of Manitoba Department of General 

Surgery 
University of Manitoba 

Please ~ e n d  a copy of the sumrnary of the study results: 

Send to : Name 

Address 

Postal Code 



This scaie consists of five statements that describe roles that you could assume in 
your wife's treatment decision making. You are being asked to rate the statements on 
their cl*. 

(a) Read each statement on the sale as you answer the question on the response 
sheet. Beside each statement on the response sheet circle C (clear) or U (unclear) to 
indicate whether the statement is clear to you. 

@) Write any comments in the space provided below each response. 

(c) Mer  you finish you may discuss your comments individually with the 
researc her. 

Thank you for your assistance. 

Role Statements: 

1. 1 prefer that my wife and 1 make the ha l  decision about which 
treatment my wife will receive. 

Response: 

C 

Comments 

2. I prefer that my wife and 1 make the final decision about my C U 
Me's treatment after seriously considering the doaor's opinion. 

Cornrnents 

3. I prefer that the doctor, my d e ,  and 1 share the responsibility 
for deciding which treatrnent is best for my d e .  

Comments 

4. 1 prefer that the doctor makes the final decision about which C U 
treatment will be used, but seriously considers my wife's and my opinion. 

Comments 

5.1 prefer to leave ali decisions regarding my wife's treatment 
to the doctor. 

Comments 



Apparent Internai Consistency 

In this section, you are being asked to look at the role statements and decide ifyou 
thllik each statement describes a single message, and decide if you think each statement 
describes a variation of the same message. 

Please read the entire set of role statements (listed below) first. After you finish 
reading the entire set of role statements, answer question (A) for each role statement. 
Then answer question (B). Answer each question by circling Y (yes) or N (no). Add any 
comments you want to explain your answers. 

Thank you for your assistance. 

1. 1 prefer that my d e  and 1 make the final decision about which treatment my wife will 
receive. 

2. 1 prefer that my wife and I make the £inal decision about my d e ' s  treatment after 
senously considering the doctor's opinion. 

3. 1 prefer that the doctor, my wife, and I share the responsibility for deciding which 
treatment is best for my wife. 

4. 1 prefer that the doctor makes the final decision about which treatment will be used, 
but senously considers my wife's and my opinion. 

5 .  1 prefer to leave all decisions regarding my wife's treatment to the doaor. 

A. Does each statement describe a single message ? 

Circle one Cornrnents 

5. Y N 

B. Do ail of the statements describe a variation of the same message ? 



Appendix S 

RESOURCES FOR HUSBANDS OF WOMEN WTH BREAST CANCER 

1. Canadian Cancer Society : 774-7483 
a c -  a peer apport group designed to help people 

cope with a diagnosis of cancer. W~th the patient's permission, vained volunteers who 
have experienced cancer make one-twne visits with patients with cancer. 

b) - a p a r  support program which provides assistance to 
women with breast cancer. With the patient's permission, trained volunteers who have 
experienced breast cancer make one-to-one visits with women with breast cancer. 

c) - an Infonriationo~uation and support 
group for people with cancer, theû families, and fnends. 

2. Breast Cancer Action Winnipeg: Alison 4888443 or Barb 667-3626 
Eaablished in 1991, by a group of women who have experienced breast cancer. 

They have s m d  infornial gatherings at the YM-YWCA downtown, to share with others 
the impact of living with breast cancer. 

3. Support Group for Couples Living with Breast Cancer: 235-3186 or  788-8165 
A joint program of the Dept. of Social Work, Misencordia Generai Hospital, and 

the Dept . of Psychosocial Onw logy, Manitoba Cancer Treatment and Research 
Foundation. 

4. Kids Can Cope: 787-2109 or 235-3374 
An information and support group for children aged 5- 18 who have a parent or 

close relative with cancer. 

5. Hospital Social Workers 

6.  Manitoba Cancer Treatrnent and Research Foundation 
Patient/Family Counseling 787-5 159 or 235-3 14 1 

7. Information Available from Winnipeg Public Library: 
a) Murcia, Andy & Bob Stewart 

Man to Man 
616.99449 h4Ut 

b) Hirshaut, Yashar & Peter 1. Pressman 
Breast Cancer: The Complete Guide 
61 6.99449 H R  

c) Kahane, Deborah Hobler 
No Less a Woman: Ten Women Shatter the Myths about Breast Cancer 
362.196994 KAH 

d) Kaye, Ronnie 
Spinnig Straw into Gold: Your Emotional Recovery fiom Breast Cancer 
6 1 6.99449 KAY 



e) McGinn, Kerry Anne & Pamela J. Haylock 
Women's Cancers: How to Prevent Them, How to Treat Them, How to Beat Them 

616.994 MCGI 

8. Internet: 
A Atlantic Canada's Breast Cancer Archive (ACBCA) 

1 .  a) Uskg WWW browser, type in the following address: hnp: , , www. mun. ca 
b) Then select menu item Resemch at Mernoriai Universiîy, twice 
C )  Then select ACBCA 

2. a) Using an Intemet text browser (gopher), select menu item #3- MON C m p s  
Information 

b) Select menu item #9- Research at Memonal Universi@ 
C) Select menu item #2- ACBCA 

Contact: Dr. Jon Church (jchurch@morgan.ucs.rnununca) 

B. Cancer Links: A compilation of Links to dozens of sources of cancer 
information 

a) Using WWW browser, type in the following address: 
http:/ /dialin. ind. net/-rmarriag/rcancer. htrnl#disease 
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