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ix
ABSTRACT

This descriptive study investigated preferred and assumed
surgical treatment decision making roles, preferred and
assumed postoperative care decision making roles, rank order
of preferences regarding participation in nine postoperative
care decisions, and pre-discharge information needs in 51
hospitalized postoperative cancer patients who were within
three days of discharge. The Control Preference Card Sort
was used to determine that most patients preferred passive
surgical decision making roles. Thurstone's Law of
Comparative Judgement was used to determine that the most
preferred postoperative care decision in which to
participate, irrespective of age, gender, education,
coexisting illness, place of residence, beliefs about
surgical outcome, and decision role category preferences and
perceptions was "activities to do and avoid doing at home."
Because postoperative care decisions that patients chose as
most preferred for decisional participation had not been
confirmed clinically with 20 patients, cell sizes were
insufficient to determine statistical significance of the
differences between preferred and assumed postoperative care
decisions and between assumed postoperative care and
surgical treatment decisions. When decision making roles
were collapsed to active/collaborative and passive, Chi
square tests indicated that preferred surgical decision
roles and preferred postoperative care decision roles were
not significantly different but preferred and assumed
surgical decision making roles were divergent (p=0.001).
Those who preferred active/collaborative roles assumed their
preferred roles less frequently than patients who preferred
passive roles. Patients who were older, male, less
educated, had ‘coexisting illnesses, resided in Winnipeg, and
believed they were cured were preferred to leave all
treatment decisions to the physician. Patients who were
younger, female, more educated, did not have coexisting
illness, did not reside in Winnipeg, and were unsure if they
were cured preferred the physician to make the final
decision about which treatment to use, but seriously
consider the patient's opinion. Patients who assumed
active/collaborative decision making roles identified a
greater need for pre-discharge information than those who
assumed passive roles (p=0.0238). The results of this study
highlight the need to assess patients' preferred decision
making roles.
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Introduction 1

CHAPTER 1

INTRODUCTION

Statement of the Problem

Pétients are expected to have faith in and to obey
their physicians (Mark & Spiro, 1990) without seeking
justification of physicians' decisions (Fisher, 1988;
Freidson, 1986). Good-patients conform to these _
expectatiéﬂs by giving up the adult role during patient-
physician encounters (Sharf, 1988). This traditional
relationship was described by Szasz and Hollender (1956) as
the authoritative-guidance model. Because of the
significant potential for patient exploitation in the
authoritative-guidance relationship, the President's
Commission for the Study of Ethical Problems (1982)
concluded that, decisions made under these circumstances may
be questioned. The powerwimbalance in éuthoritative—
guidance relationships diminishes the possibility‘for
patients to become aware of treaément alternativeé and to
negotiate a more active role (Roter, 1987).

Physicians have been a dominant, autonomous and
authoritative influence in modern health care (Charles &
DeMaio, 1993; Freidson, 1986). Their influence was gained
through professionalization, passage of laws which
eliminated competition from others, and a popular belief

that medical knowledge has resulted in a dramatic



Introduction 2
improvement in the cure of diseases (Conrad & Schneider,
1986). Physicians assumed responsibility for treatment
decision making supposing that patients were not capable of
comprehending health and alternative treatment information
in a rational and responsible manner and that such
information would be harmful to them. (Freidson, 1986;
Kaplan, 1991; Lantos, 1993). However, Hearn (1992) pointed
out that the exercise of therapeutic privilege, the
allowance ‘of a physician té make a therapeutic decision for
the patient without consulting the patienf,'éhould aﬁiy be
used in exceptional circumstances.

In the 1970's in the United States, an attitude of
patient consumerism in health care emerged (Harris, Boyle &
Brounstein, 1982; Haug, 1976; Haug & Lavin, 1979, 1981,
1983; Henry, 1993; Kaplan, 1991; Kasteler, Kane, Olsen &
Thetford, 1576, Reiser, 1993). It was believed that
patients were %anting greater control in decisions affecting
their own health (Roter, Hall & Katz, 1988). 1In an
annotated bibliography pertinent-to cancer patienté'
communication with health care profeséionals, Degner, Farber
and Hack (1989) concluded that:

- A majority of patients prefer to share treatment

control with their physicians, as opposed to a) letting

the physicians formulate all of the decisions, or b)

developing a treatment strategy themselves.

- Younger patients prefer more active involvement than
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older patients (p. 56).
The authors also concluded that females, single persons, and
the well-educated prefer an active role in treatment
decision making, and that physicians may overestimate the
level of participation in decision making that their
patients prefer. A recent survey of cancer patients in
Manitoba revealed that the majority preferred a passive role
in_treatment decision making, while the majority of the
public, should they contraét cancer; preferred an active
role (Degner & Sloan, 1992). T

To participate knowledgeably in treatment decision
making, the patient requires information about the disease
and its progress, the various treatment alternatives
available and the probable consequences related to each of
the alternatives. For those patients who wish to share
responsibiliiy for resolving their health concerns,
participating }n decision-making may combat feelings of
helplessness brought on by the diagnosis of cancey:and being
hospitalized (Northouse & Wortmar, 1990). Informaéion
seeking has been posited as the primar& mode for coping with
novel, ambiguous, or unfamiliar situations (Lazarus, 1966).
From the majority of studies related to cancer patients'
preferences for information needs, Degner et al. (1989)
concluded that:

- Cancer patients are dissatisfied with the kind and/or

amount of medical information they receive from
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physicians and nurses.

- Physicians and, to some extent, nurses underestimate

the amount and misperceive the type of information that

patients desire (p. 5).

Although patients usually want maximal information
(Beisecker, 1988; Blanchard, Labrecque, Ruckdeschel, &
Blanchard, 1988; Brandt, 1991; Cassileth, Zupkis, Sutton-
Smith, & March, 1980; Haug, 1976; Haug, 1979; Haug. & Lavin,
1978, 1979: Rothert, 1991;'311verstein et al. 1991), they
make few attempts to seek it from health prdfessionélé
(Avis, 1994; Grahn & Johnson, 1990; Karini & Wiltshaw, 1986;
Meyerowitz, 1993) unless they are given sufficient time
(Beisecker & Beisecker, 1990) or feel confident that they
can handle their health care problems (Barsevick & Johnson,
1990; Johnson, Christman & Stitt, 1985). Although patients
‘ have indicatéd that they want to participate in treatment
decision makin% (Degner et al, 1989), several studies
(Beisecker & Beisecker, 1990; Beisecker, Helmig, Graham, &
Moore, 1994; Degner & Sloan, 1992; Ende, Kazis, Asﬁ &
Moskowitz, 1989; Sutherland, LlewellynFThomas, Lockwood,
Tritchler & Till, 1989; Waterworth & Luker, 1989) have
indicated that most patients believe physicians should
assume most of the responsibility for medical decision
making. Patients expressed more desire for participation in
treatment decision making when considering important options

that they felt qualified to evaluate (Biley, 1992; Thompson,



Introduction 5
Pitts, & Schwankovsky, 1993), if they felt well enough, and
if they were not subject to organizational constraints
preventing their participation (Biley, 1992).

When actual decision making was examined, researchers
found that most patients assume a passive role (Degner &
Beaton, 1987; Lidz & Meisel, 1982; Strull, Lo & Charles,
1984; Sutherland et al., 1989; Brooking, 1989). Difficulty
in obtaining information and maintaining a sense of control
haé been -an issue for cancér patients (Northouse &
Northouse, 1987). Problems with patient-provider
communication has put patients at a disadvantage in gaining
and comprehending information they require to make treatment
decisions (Blum & Blum, 1991).

Vachon, Lancee, Conway and Adair (1990) found that 84%
of Manitobans with cancer had been able to ask questions and
obtain the ihformation they wanted from their physicians.
However, only 2% to 55% had spoken to health care providers
other than physicians and were satisfied with the
information they were able to obtain. Frank gnd éﬁén
discussions about the disease took place in only 54% of the
cases with physicians. and in only 29% of the cases with
other health care professionals. The researchers found that
the times of diagnosis and surgery were among Manitoba
cancer patients' worst times for major problems. Patients

perceived that their major problems went unresolved 41% of

the time. Major problems that went unresolved included
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dealing with the side effects of the disease and its
treatment and with the aftermath of surgical procedures.
Only 5% of the respondents turned to health professionals
other than physicians for help. Unmet needs were associated
with high distress and low quality of life. The researchers
suggested that more patients' problems could be resolved if
communication with health care professions other than
physicians were increased. These finding indicate. that
excessive ‘humbers of cancef patients' needs were not being
met at a satisfactory level when they were informed of their
diagnosis and when they were recovering from their surgical
treatment. Since only 54% had frank discussions with their
physicians aﬁd only 29% with other health professionals,
perhaps emotional support and information was not as easily
available to Manitoba cancer patients as was required for
them to cope.with their diagnosis and its treatment and to
implement effe%tive coping strategies after surgery. Lack
of information could have also interfered with active
involvement in treatment decision making with"thei;
physicians.

To cope with the stress of having cancer and to be able
to engage in treatment decision making, patients require
emotional support and factual information about immediate
and long term physical and psychological implications of
their illnesé and treatment (Leinster, 1994). Patients'

adjustment to stress is facilitated by their obtaining
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information about the nature of the disease, the medical
reasons for initiating particular treatments, the medical
procedures to be carried out, the expected sensations and
side effects, and strategies to cope with threats (Cohen &
Lazarus, 1979). Cohen and Lazarus (1979) suggested that
providing this type of information to patients may help them
maintain some control which in turn may facilitate
adjustment to stressful situations. Better emotional
outcomes ténd to occur wheﬁ adequate information is provided
(Meyerowitz, 1993). Unfortunately, many cancer patiéhts
have knowledge deficits about their disease, treatments,
(Grahn & Johnson, 1990; Mackillop, Stewart, Ginsburg, &
Stewart, 1988; Sutherland, Lockwood, & Till, 1990) and
diagnostic tests (Nugent & Tamlyn-Leaman, 1992).

There is some evidence that patient participation in
treatment deéision making has positive outcomes. Breast
cancer patient% who were offered a choice between mastectomy
or lumpectomy adjusted better with regard to resu@ing work,
attitude about the future, coping beliefs, and phyéical and
psychological functioning (Morris & Ingham, 1988), and they
experienced less depression and anxiety (Fallowfield, Hall,
Maguire, & Baum, 1990; Morris & Royle, 1988) than those who
were not offered a choice. Ninety-three percent of Stage D
prostate cancer patients who chose either orchiectomy or
hormonal therapy were satisfied with their treatment choice

after three months had passed (Cassileth et al., 1989).
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Nurses claim to be patient advocates (Canadian Nurses
Association, 1991). As such they should assist patients to
obtain the information they feel is needed and to achieve
their preferred level of control in treatment decision
making. In a study identifying dimensions of client
control, Dennis (1987) concluded that "nurses have a central
role in identifying pafients who want to be involved in
making decisions about their care and in providing. support
for that "active involvemenf" (p. 155). She noted that
cancer patients were highly represented in the grou§<bf
patients who preferred to have an active decision making
role. Nurses should enter into transactions with patients'
families and other members of the health care team to
negotiate for maximization of the patient's freedom of
choice (Benoliel, 1986) and should negotiate transactions
with patienfé to facilitate achievement of the patient's
goals (King, 1%81).

If patients want to assume reasoned collaborative or
independent roles in treatment decision making, théy need to
comprehend specific information. To échieve this end,
improvement in educational and emotional support may be
indicated. Providing information and facilitating
participation in treatment decision making at cancer
patients' preferred level may help them cope with the
diagnosis and the aftermath of surgery. To help care givers

provide the information and emotional support needed by



Introduction 9
postoperative cancer patients, care givers need to know (a)
in which postoperative care decisions patients believe are
important for them to participate, (b) patients' treatment
decision role preferences and (c) care giver behaviours that
enable or hinder patient attainment of information and
preferred treatment decision making roles.

Purpose of the Study

Although previous studies have been carried out
regarding ‘patients’ preferénces for information and decision
making control, there has been a dearth of é%udies @ﬁich
evaluate postoperative cancer patients' opinions about the
relative importance of participating in specific
postoperative care decisions. The main goals of this study
were:

1. To pilot test a method of determining patients'’
pfﬁorities for participation in postoperative care
decisions. |

2. To determine if preferred and actual decision
making roles in deciding on the surgeryAéiffered
from preferred and actual décision making roles
for postoperative care.

3. To determine if patients' perceptions of the
information they need upon discharge from hospital
is associated with their perceived roles in
treatment decision making.

This descriptive study was'built on research by Degner
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and Russell (1988) and Degner and Sloan (1992) concerning
adult cancer patients' preferences for control in medical
treatment decision making and extended it to postoperative
care decisions of the surgical cancer patient. The specific
objectives of the study were: (a) to rank, from the
patient's perspective, the order of importance of
participating in nine bostoperative care decisions, (b) to
determine if patients prefer the same role in deciding to
have surgery as they do in'making the postoperative care
decisions, (c) to determine if there is cbnéiuence Béfween
patients' preferred and actual decision making roles, (d) to
determine the relationship among patients'’ perceived
information needs, preferred and actual decision making
roles, and beliefs about the effect of surgery on curing the
illness, and (e) to explore patients' perceptions of the
effects of ﬁﬁrsing behaviors on attainment of information
needs and preférred decision making roles.

Assumptions

In this study, it is assumed that (a) patienté prefer
to have more involvement with some poétoperative care
decisions than with other postoperative care decisions and
(b) patients are capable of selecting the postoperative care
decisions that they feel are most important in which to have
a say.

Significance of the Study

-

Guse and Degner (1990) clarified the difference between
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the role of nurses as advocates and as social agents. They
explained the role of nurses as advocates who act at the
level of individual and family care and of nurses as social
agents who stimulate, develop and participate in social
change. This study explored if and how nurses are perceived
by patients as advocates in helping them achieve their
preferred decision making roles. The results of this study
may facilitate a small step toward social change to increase
nurse and ‘physician supporf of patient-provider partnership
in health care decision making. This study also revealed
information that nurses can use to help patients assume
their preferred decision making roles.

The results of this pilot study could form the basis
for further investigation (a) to identify specific health
care decisions in which patients want input, (b) to
determine if.there are differences in outcomes among
patients who p}efer active, collaborative and passive
decision making roles and (c) to determine differences in
outcomes associated with patients who assume gnd wﬁo do not
assume their preferred decision making roles. A better
understanding of postoperative cancer patients' perceptions
about discharge information needs and their views about
barriers and aids in assuming their preferred decision
making roles may help nurses and physicians meet patients'
needs in an effective manner at a time of emotional stress.

More effective interventions by nurses as advocates to
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support cancer patients' preferred decision making role may
increase their ability to cope with the continuing
uncertainty of their illness and its treatment.

Cancer patients have many problems. Obstacles that
prevent assumption of the decision making roles cancer
patients prefer could be interfering with their ability to
cope with the cancer experience. This study could provide
guidance to practitioners in helping patients more_ easily

assume a partnership role in treatment decision making when

that role is preferred.
Conceptual Framework

The conceptual framework for this study was based on
Brickman and colleagues' (1982) models of helping and
coping. Rotér's (1987) models of client-provider relations
and Wilson's (i983) conceptualization of cognitive authority
were also used to provide theoretical links that are needed
for a more comprehensive conceptualization of"preférred and
actual decision making roles.

Models of Helping and Coping

Brickman et al.'s (1982) four models of helping and
coping consider the perspective of both the helper and the
person being helped when resolving problems. The models -
moral, enlightenment, medical, and compensatory - differ

from each other according to the amount of responsibility
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people assign to themselves for causing and resolving their
own health problems. The beliefs of people who ascribe to
the four different models of helping and coping are listed
in Table 1.

Brickman et al.'s (1982) models of helping and coping
were chosen because patients' preferences for participation
in treatment decision haking are expected to conform to
their self-attributes of responsibility for resolving health
problems. " -Patients who préfer to take a passive role and
let the health care provider make treatment decisions
abrogate responsibility for resolving health problems.
Patients who believe they are responsible for solving their
health problems are expected to take an active or
collaborative role health care decision making.

This study is concerned with helping cancer patients
who are in é setting where the medical model and the
compensatory ﬁbdel are fundamental to the practice of
medicine and nursing. These professions do not consider
holding patients solely responsible for causing théir cancer
as acceptable. Therefore the medical model and the
compensatory model are primarily used in this study.
However, because patients may be classified into any of the
four models of helping and coping, all four will be

described to acquaint the reader with the entire framework.
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Table 1. 'Consequences of attribution of responsibility for

the problem and for its solution in four models of helping

and coping. From, "Models of helping and coping, " by P.
Brickman, V. C. Rabinowitz, J. Karuza Jr., D. Coates, E.
Cohn, and L. Kidder, 1982, American Psychologist, 37, p.

370.

Attribution to self

Attribution to
responsibility

self of
for solution

of responsibility High Low
for problem
““High MORAL ENLIGHTENMENT
MODEL .MODEL _ _
Perception of self lazy guilty
Actions expected of self striving submissive
Others who must act peers authorities
Actions expected of others extortion discipline
Implicit view of human nature strong bad
Potential pathology loneliness fanaticism
Low COMPENSATORY MEDICAL
MODEL MODEL
Perceptions of self ' deprived i1l =
Actions expected of self aésertion accebtance
Others who must act subordinates experts
Actions expected of others mobilization treatment
Implicit view of human nature good weak
Potential pathology alienation dependency
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Brief examples from Northouse and Wortman's (1990)
theoretical analysis of the four models as they relate to
cancer care follow.

Moral Model

In the moral model, people assume high responsibility
for both causing and resolving health problems. Followers
of the self-help movement and psychosomatic theorists
conform to this model. An example of people ascribing to
the moral model is a belief that inability to cope with life
stresses is a cause of cancer. Although there is n6'~
obligation for others to help, helpers may encourage clients
to change and remind them of their roles in causing and
curing cancer. People with cancer might use psychological
interventions such as using imagery to try to activate the
body's immune system to fight off the cancer cells or
expressing their anger and despair to reduce their stress.
Although theseatypes of interventions have demonstrated a
positive effect in increasing patients' perceived qontrol
over the disease and have increased their abi;ity.éo cope
psychologically with the disease, they‘are not accepted by
medical science as primary cancer treatments. There is a
danger that cancer patients may be encouraged to assume
-control over the disease when control is not possible and a
possibility of increased emotional stress if the

intervention fails. Although Cassileth, Lusk, Miller, Brown

and Miller (1985) found no evidence that psychosocial and



Introduction 16
life-style factors have altered the progress of the disease
in patients with advanced malignancies, Spiegel, Bloom,
Kraemer and Gottheil (1989) observed that certain emotional
states do lead to both improved quality of life and greater
longevity for cancer patients.

Concerns arise when responsibility for causing the
illness is borne by the patient. Blaming one's self for
having caused one's cancer may lead a person to believe that
the illnegs is deserved beéause of some character defect.
When patients are blamed for having develbpé& the diééase,
victimization and self-blame may be fostered. Self-blame
has been associated with low self-esteem, feelings of
helplessness (Northouse & Wortman, 1990), and a belief that
surgery would be unsuccessful in removing the cancer (Timko
& Janoff-Bulman, 1985). Although some lifestyle factors
have been imﬁlicated in the development of some types of
cancer, the ca%se of cancer remains unknown. Blaming the
victim adds more stress to already stressful situation,

Enlightenment Model .

People ascribing to the enlightenment model attribute
high responsibility to themselves for causing their health
problems but low responsibility for resolving them. Folk
medicine and spiritual healing are consistent with this
model. Healers in this model appeal to cancer patients
because they deal with the patients' existential concerns,

help patients understand the meaning of their suffering, and
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offer love and hope for a cure. Cancer patients, who
believe that their unacceptable behaviour caused their
disease and who feel they must submit to themselves to the
will of a higher authority, are examples of patients and who
have adopted the enlightenment model. The cancer patient is
encouraged to confess shortcomings and is given ongoing
social support at weékiy group meetings. Supporters of this
model attempt to "enlighten" others by disseminating their
beliefs and by encouraging-use of their methods.
Participation in support groups fosters cbmﬁﬁnicati&ﬁ;
sharing and advocacy (Monaco, 1992). Research has shown
that support groups have been effective in improving mood,
adjustment, pain and survival rates (Spiegel et al., 1989).
The fear is that cancer patients may abandon conventional
medical therapy in favour of healing groups and "natural"
therapies. ﬁlaming the cancer patient for having caused the
illness is fraﬁght with that same psychological hazards that
were discussed in the moral model.

Medical Model s

In the medical model, patients assume low
responsibility for both causing and resolving their health
problems. The cause of people's problems are viewed as
being subjected to forces beyond their control. This model
embodies many of the assumptions that have been predominant
in the traditional practice of medicine. Patients are

expected to accept their state pf illness, and to seek and
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utilize expert help. Responsibility for the diagnosis,
treatment decisions and evaluation of outcomes is borne
entirely by the health care provider. Patients delegate
medical decision making control to the health care
professional; practitioners have a paternalistic orientation
toward patient care. When cancer patients are overwhelmed
with feelings of helpléssness, the medical model frees them
frqm the burden of deciphering confusing information and
from takin§~responsibility'for treatment decisions
(Northouse & Wortman, 1990). Patients are not blaméﬁufor
causing their cancer. They may be comforted in believing
that all-knowing all-powerful health professionals (Brody,
1980) will take care of them.

Northouse and Wortman (1990) pointed out three
limitations of the medical model. (1) It does not recognize
patients’ ability to marshall their own strengths to cope
with illness. "This may limit patients' - -potential to
recognize their own strengths in being able to cope and
could foster continuing dependence on the health cére
provider. (2) It promotes a power imbalance of the patient-
practitioner relationship. A consequence of this situation
may result in health care decisions being made on the basis
of the practitioner's values rather than the patient's
values (Kassirer, 1994). (3) A tremendous burden is prlaced
on the health professional who must confront an illness that

is uncontrollable and life-threatening. Treatment failures
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are attributed to the practitioner, not the patient.

Compensatory Model

People in the compensatory model attribute low
responsibility to the patient for causing the health problem
but high responsibility for resolving it. Patients adopting
this model compensate for problems that their illness has
imposed upon them by uéing their own efforts or by
collaborating with others. The helper's role is to provide
the opportunities or resoufces that the patient needs to
resolve the problem. Helpers provide education whiéﬁ
empowers patients to deal more effectively with their
concerns. Patients, in trying to solve their problems act
assertively to obtain the resources they need. When the
goals and values of the patient are incorporated into the
treatment plan, patients determine or have a share in
determining @hich resources to use and whether the help was
successful. "

Nursing interventions, such as teaching and cqunselipg,
that help patients attain and regain self care are-examples
of how nurses work within the compensétory model. Cancer
education programs and peer support groups have utilized the
compensatory model by providing patients with information,
resources and opportunities they need to compensate for the’
limitations imposed by their illness (Northouse & Wortman,
1990). Providing patients with the information they feel

they need and giving them the opportunity to participate in
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treatment decision making are examples of health care
interventions using the compensatory model. Patients who
prefer to keep decision making control or share it with the
health care provider fit into the compensatory model.

Northouse and Wortman (1990) identified four strengths
of the compensatory model. (1) Independence from health
care professionals for minor decisions is gained through
educational programs that increase patients' sense.of
control. " (2) Active partinipation in treatment decision
making is associated with positive health'oufcomes )
(Cassileth et al, 1989; Fallowfield et al., 1990; Morris &
Ingham, 1988; Morris & Royle, 1988). (3) The human
potential to confront and overcome life stresses is
recognized. (4) Patients are not blamed for causing their
cancer.

Applicanion of the compensatory model to all patients
was the only lgmitation identified by Northouse and Wortman
(1990). Patients who do not want to be informed or who
prefer to take a passive role in treatment deqision making
may receive unwanted information or feél compelled to assume
a role that they do not want or feel equipped to handle
(Waterworth & Luker, 1989). This may put cancer patients
who are feeling stressed because of their health status into
an even more stressful situation. Assessing preferences for
information and decision making control is therefore

important before using the compensatory model.
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Cognitive Authority

Although some patients prefer to take an active or
collaborative role in treatment decision making, it is not
always achieved (Kohler, 1988). Wilson's (1983)
conceptualization of cognitive authority was chosen because
it provides a partial explanation why patients sometimes
have less control overntreatment decision making than they
prefer.

Assumption of collabofative or active decision making
requires achievement of cognitive authorify;( Cogni%i&e
authority is achieved rather than given. According to
Wilson (1983), to have cognitive authority one's knowledge
must be respected by another to such an extent that it will
influence the other's thinking. Person A becomes an
authority for Person B, with respect to a certain field of
interest, if what A says about the subject is respected and
matters to B (%ilson, 1983, p. 13). Physicians are
recognized as cognitive authorities concerning meqical
treatment because societyAin general, and the”patiént in
particular, respect and are influenced by physicians'
knowledge and opinions.

As a person gains more knowledge in a certain field of
interest more cognitive authority is gained (Wilson, 1983).
When this statement by Wilson is applied to a patient and a
physiciaﬁ, the following conclusions might be drawn. (1) As

the patient's knowledge about his or her illness increases,
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the patient's cognitive authority increases. (2) As the
difference between the physician's knowledge and the
patient's knowledge about patient's illness and treatment is
narrowed the degree of cognitive authority that the
physician has over the patient decreases.

Unfortunately, the style in which many physicians
provide their patients with information has made it
difficult for patients to acquire information (Miyaji, 1993;
Taylor, 1988) and, after héving received informétion,
patients have demonstrated poor recall, cbmﬁfehensiéhuand
application (Blum & Blum, 1991; Hughes, 1993: Mackillop et
al., 1988; Sutherland et al., 1990). The following
explanations for these results have been offered. (1)
Patients misinterpreted words and phrases on consent forms
(Sutherland et al.,1990). (2) Patients give more weight to
prior informétion from friends, family and media than from
the physician %hen selecting either lﬁmpectomy or mastectomy
(Hughes, 1993). (3) Patients have a great deal of_anxiety
when information is presented (Blum & Blum, 1991;  Hughes,
1993). (4) an overly optimistic approéch in presenting
information or the patient's use of denial may have caused
misunderstandings (Mackillop et al., 1988). (5) Patient
education may not have been provided at an acceptable
standard (Redman, 1993). Because cancer patients appear to
be having difficulty in understanding and using information

received from health professionals, it would appear that the
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medical knowledge gap between patient and physician is not
usually narrowed very much. Doctors retain their status as
cognitive authorities about medical information.

However, people are cognitive authorities in the sphere
of their own personal experience (Wilson, 1983, p. 15).
Mishler's (1984) classic research about provider-patient
communication described how patients' own experiences, the
"voices of the lifeworld" are stifled. When the patient is
not restricted by the domiﬁant style of questidn asking used
by the physician (Mishler, 1984), or the manner in ﬁh&ch
information is presented (Miyaji, 1993; K. M. Taylor, 1988)
perhaps more of the patient's perspective will be heard and
utilized in decision making. The value that a patient
bPlaces on treatment outcome is closely associated with the
outcome's effect on perceived quality of life. Therefore
patients are.the best sources of data to measure the quality
of treatment oﬁtcomes (Kassirer, 1983).: Insufficient weight
accorded to patients' values and preferences is a hazard
that may occur when care givers assume control ovef decision
making. Implied consent may be assumed by providers when
patients feel too intimidated to ask questions or voice
their preferences.

Patients' have cognitive authority of their
experiences, goals and values. The initial step in patient-
provider sharing of decision making control is mutual

respect for the others' realm of cognitive authority
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(Monaco, 1992). Sharing control is a transactional process
that occurs between individuals in a relationship (Northouse
& Northouse, 1987). When decisions are made for patients on
the basis of the health care provider's experiences, goals,
and values without consideration of the patient's
experiences, goals, and values, the health care provider
demonstrates a lack of‘respect the patient's realm of
cognitive authority. Speculating on the reasons for this
disrespect;,  this author‘suggests that these health care
providers may believe they know patient's'eiéeriencéS;
goals, and values better than the patient or they may
believe the patient's experiences, goals, and values have no
place in the medical decision making process.

Patients who desire to have their experiences, goals,
and values taken into consideration during treatment
decision makkng, may manifest a preference to take an active
or collaborati%e role in treatment decision making.

Patients who believe that the care giver knows their
experiences, goals, and values or who feel that théir
experiences, goals, and values have little importance in
treatment decision making may prefer a passive role.

Models of Client-Provider Relations

Roter's (1987) models of client-provider relations were
chosen because they can be related to the concept of
cognitive authority in both the patient and the health

provider in medical decision making. They can also be
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related to Brickman et al.'s (1982) medical and compensatory
models of helping and coping and to Degner and Russell's
(1988) dimensions of patient preferences to keep, share or
give away decision making control. Roter (1987) described
three models of client-provider relations: authoritative-~
guidance, non-directive, and partnership. The decision
making control and responsibility dimensions of Roter's
(1987) models of client-provider relations are illustrated
invFigurevi_ |

Roter (1987) argued that the partnership model is
superior both to patients making independent decisions
without direction from the health care provider and to
health care providers using the authoritative-guidance
model.

Authoritative~-Guidance Model

The authoritative—guidance model connotes the
paternalism inherent in the traditional -medical model. In
this model a dominant authoritarian providef.éontrols
medical decision making by claiming a right aqd ai
responsibility to make decisions in the best interests of
the patient (Roter, 1987). Patients who prefer to "give
away" treatment decision making control to their health care
providers would be comfortable in this model. The patient

and provider's roles in Brickman's (1982) medical model and

Roter's (1987) authoritative-guidance model are equivalent.
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PATIENT CONTROL
AND RESPONSIBILITY

HIGH
ACTIVE INDEPENDENT
PARTICIPATION DECISION MAKING
PHYSICIAN
CONTROL
AND HIGH LOW
RESPONSIBILITY
AUTHORITATIVE DECISION MAKING
GUIDANCE DEFAULT
A
LOwW

Figure 1. Decision making control and responsibility
dimensions of client-provider relations. From "An
Exploration of Health Education's Responsibility for a
Partnership Model of Client-Provider Relations" by D. Roter,
1987, Patient Education and Counseling, 9, p. 27.
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Non-Directive Decision Making Model

Patients in Roter's (1987) non-directive model assume
complete responsibility for and control over medical
decision making. Providers in this model act as technical
consultants. Patients who would be comfortable in this
model would be those who prefer to keep decision making
control. These patienfs might be similar to patients in
Brickman et al.'s (1982) compensatory model who prefer an
active role in decision making. Few cancer patients prefer
this type of role in treatment decision making‘(Degne} &
Russell, 1988; Degner & Sloan, 1992; Sutherland et al.,
1989). If a provider exercised low control and assumed low
responsibility for treatment decision making with a patient
who preferred a passive or collaborative role, the patient
might feel stressed by being compelled into taking unwanted
responsiblllty for treatment decision making. Without the
support and guidance of their health care providers, even
well informed patients may become overwhelmed (Ro?er,‘1987).
Roter (1987) has suggested that pPatients require meaningful
assistance in the form of the providerAacquiring an
understanding of the patient's perspective and the patients
acquiring an appreciation of the real options and their
consequences.

Partnership Model

According to Roter (1987), high levels of control and

responsibility are needed by both the health care provider
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and the client to assume the partnership model in health
care decision making. Roter's (1987) active participation
model expanded Szasz and Hollender's (1956) mutual
participation model to include pertinent psychosocial
information in the melding of client and provider
perspectives. Through disclosure and discussion the
provider takes the time to learn the client's perspective of
the situation and the client learns about the available
options and their consequeﬁces.

After both provider and patient share bértinen% éspects
of their bodies of knowledge with each other they are ready
to make decisions together. Both parties have high levels
of control, and both parties command respect for their own
spheres of cognitive authority. The client respects the
provider's medical knowledge; the health care provider
respects the‘client's knowledge of his or her experiences,
goals and valugs.

However, as indicated earlier in this chapter, cancer
patients have demonstrated deficiencies in reqall,-
comprehension and application of inforhation given to them.
Educators have found that learning is facilitated when the
léarner is motivated to learn the subject matter. Care
givers should determine patients' reasons for wanting
information (Husted & Husted, 1991). 1Is the information
needed because participation in decision making is wanted,

or is it wanted for some other purpose? Patients who want
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to be involved in the treatment decision making process want
not just to be informed, but to understand the information
SO0 that it can be used to come to an informed decision.
These patients may identify a need for specific information
that patients who prefer to give away decision making
control would prefer to not hear. Explanation of specific
technical information may require more time than is
currently allotted. Evaluation of patient learning after
teaching ‘has taken place méy also require more time than is
reasonably available. Therefore reinforcement and =~
evaluation of learning may need to be delegated to nurses.
Determining the topics of information that patients see as
relevant is also important. For patients who want to
participate in postoperative care decisions, it is important
to find out which decisions they feel are most important to
participate in because these are topics about which they
will need info}mation.

Providing emotional support along with approp:iate
educational interventions, on the topics in which.—
participation is most wanted, may help empower patients to
obtain needed information and to assume their preferred
level of control over the decisions that effect their care
(Leinster, 1994). Involving patients in treatment decision
making may improve outcomes.

Patients in the mutual participation model prefer to

share decision making responsibilities with the health care
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professional. Their health care professionals should
respect the cognitive authority patients have about their
experiences, goals, and values. Patients in the mutual
participation model can be equated to patients in the
compensatory model who prefer a collaborative role with the
provider to resolve their health problems. The patients in
both these models can use the health care provider's
expertise as a resource. The difference between the mutual
participation model and thé compensatory model is that
health care providers in the mutual partiéipétion méﬁél
continue to maintain high responsibility for the decisions
by providing support and guidance. To maintain standards of
care, the provider needs to retain responsibility for

treatment decisions.
Summary

Brickman et al.'s (1982) models of helping andicoping
provided an explanation of why some patients prefef to take
active or collaborative roles in treatment decision making
and others prefer to take a passive role. Wilson's (1983)
conceptualization of cognitive authority provided a partial
explanation why some patients do not assume a decision
making role when this is what they desire. Roter (1987)
suggested that shared decision making control and

responsibility, where the experiences, values, and goals of
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the patient and the health care provider are both taken into
consideration, is superior to models of client~-provider
relations were decision making is borne solely either the
client or the provider when treatment decisions are made.

Shared control of treatment decision making has been
represented as the theoretical ideal. Beliefs about who
should be responsible for treatment decisions is a factor
that effects the extent to which patients and practitioners
are ready ‘to share decisioﬁ making and the extent to which
they mutually share and understand information. Crénénwett
(1983) has suggested that congruence between patient and
practitioner models of helping and coping is the key to
effective helping. Empowerment of patients in meeting the
tasks imposed by the diagnosis and treatment of cancer
requires caregivers to provide opportunities for and give
permission tb patients to assert their competence in a
relationship that acknowledges mutual respect for the
other's sphere of knowledge (Monaco, 1992). This study
examines only the patients' rperspectives of the deéision

making relationship.



Literature Review 32
CHAPTER 2

LITERATURE REVIEW

The review of the literature provides a background for
understanding preferences of patients' roles in treatment
decision making, patients' perceptions of decision making
role achievement in the patient-practitioner relationship,
and the relationship of information %o decision making
roles. Thée focus of this étudy is on the patient's view of
the patient-provider decision making relatidﬁship aﬁd_the
effect that information has on this relationship.

Figure 2 depicts the -manner in which the literature
review is organized. The literature was organized in this
manner to show a logical progression from preference for an
action to carrying out that action: from preference for
participatioh to actual participation to treatment decision
making. Becau%e the literature on information is vast, the
information seeking and needs literature will be restricted
only to pre-discharge, postoperative, recently diaénosed
cancer patients or to decision making.. Since culture has an
effect on information and decision making practices
(Holland, Geary, Marchini, & Toss, 1987; Newall, Gadd, &
Priestman, 1987; Sarell & Baider, 1984), the literature
review will be restricted to western oriented cultures.
Methods used to compile the literature review included a

manual search, computer search and tracking of citations.
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1. Role Preferences in Health Care Decision
Making
~ Methods, Instruments, and Populations
- Situational factors
Type and Severity of the Illness
Experience in the Patient Role
Physician Behaviours
- Intrapersonal Factors
Information Preferences
Medical Knowledge
Satisfaction
Psychological Status
-~ Demographic Factors

2. Actual Participation in Health Care
Decision Making
- Outcomes of Patient Participation in
Decision Making
Questionable Outcomes
Positive Outcomes
Neutral Outcomes
~ Decision Making Roles
Observed
Hypothetical
In Practice
Recommended
- Patient and Professionals' Role Perceptions
-,Barriers and Enhancers of Patient
‘Participation . S
Patient Preferences
Information Seeking :
Partnership Building T
Caring -~
Information Giving
Beliefs
Health Care Delivery System
Knowledge
Information Needs
Discharge Teaching
Comprehension

Figure 2. Organization of the literature review.




Literature Review 34

Role Preferences in Health Care Decision Making

Till, Sutherland and Meslin (1992) listed three
criteria for differentiating a preference from a petty want
or desire. (a) A preference represents a sincere attempt to
weigh and ponder various options and assign values to their
outcomes. (b) A preference requires deliberation about
something of meaning and importance rather than a _
gratification of a temporafy desire. (c) A preference that
is not congruent with past deliberations is éuspect:'-The
preference under consideration in this section pertains to
the person or persons who make treatment decisions.

Methods, Instruments, and Populations

Research conducted to investigate preference for
participation in decision making has had varying results
depending on~the methods and instruments used and the
population invéstigated. Studies (Beisecker, 1988;
Beisecker, Helmig, G;aham & Moore 1994; Ende, Kazis, Ash &
Moskowitz, 1989; Ende, Kazis & Moskowitz, 199Q; Tﬂémpson,
Pitts & Schwankovsky, 1993) that used scales to determine a
numeric value of preference for participation in decision
making will be considered first.

Beisecker (1988) asked 106 medical rehabilitation out-
patients about who they thought should take responsibility:
the doctor, the patient or both in making 13 different

medical rehabilitation care decisions. Some of the




Literature Review 35
decisions to be considered by the respondents required
medical knowledge such as: what information should be
covered in the patients' medical history, which drug to use,
and whether the patient should undergo diagnostic tests.

The numeric value obtained by patients indicated that
authority for decision making should reside, in general,
with the physician. Only 6.1% of the sample felt that they
should have more responsibility that the physician. Older
patients wanted significanfly less responsibility than
younger patients. Although this study is included in
preferences for participation, it really did not measure
preferences. Rather, it measured beliefs about where
authority should reside. Believing something should be done
in a certain manner is different than preferring to do it in
that manner. For example: Some people know or believe they
should avoid eating fried food but they prefer or desire to
do so. Beisedker lead the reader to ‘believe that "desire"
for input into decision making was measured rather:than tpe
precepf. Desire or preference to do something and-belief
that one should do something, althougﬁ different, are
closely related. For some people, precepts are more
forceful in guiding behaviour and in other people,
preferences are more forceful. The study also examined
preferences for information, but this will be described in a
later section.

Beisecker et al. (1994) adapted Beisecker's (1988)
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instrument when measuring 288 women outpatients' attitudes
about who should have responsibility in making treatment
decisions for breast cancer patients. None of the women
were diagnosed with breast cancer. The women were required
to imagine they had breast cancer when completing the
questionnaire. A cancer diagnosis is seen as a crisis
situation by those who have experienced it (Hagopian, 1993).
What people imagine they might do and what they actually do
duiing a crisis are often éuite different. Therefore the
validity of the women's responses may be quéétioned?<_The
study would have been stronger if breast cancer patients
were the subjects. The women's mean score indicated that
they felt that more of the responsibility should reside with
the physician than with themselves in making treatment
decisions. However, when asked how they might change their
responses ifﬁthey were older or younger, women favoured
equal particip%tion in treatment decision making. The
majority indicated that they would rely on the physician for
an expert medical opinion but the patient shogld géve the
final authority in making the decision. The responses of
the women to the open ended question clashed with their
score results. From the researchers' description of the
items on the questionnaire, it would appear that medical
knowledge would be required to make the decisions. Since
the women did not have breast cancer, they might not have

sought information that they may have required to feel
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confident in taking responsibility for the decisions listed
on the instrument. Also, the tool might not have
sufficiently captured women's actual beliefs about their
decisional role preferences. Responses to the questionnaire
and the open ended question might have been more congruent
had the items on the questionnaire included how the
decisions could effect‘patients' quantity and quality of
life. The researchers also surveyed oncologists and

oncology nurses. Their responses will be described in a

later section.

Ende et al. (1989) developed the Autonomy Preference
Index (API) which also required subjects to consider, in
detail, situations that require medical knowledge with which
they might not have had any personal experience. The API
included six general items and nine specific items related
to three vighettes, in ascending order of severity, that
dealt with dayﬂto day medical decisions. Another section of
the API assessed information preferences. The infqrmatioq
preferences aspects will be described in a later séction.

Respondeﬁts in Ende et al.'s (1989) study chose the
amount of responsibility they preferred on a scale of 1 to
5. A random selection of patients attending a hospital-
based primary care clinic (n = 312), were to imagine they
were the patients in the vignettes. The subjects wanted
physicians to have most of the responsibility when making

these decisions. As the severity of illness portrayed in
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the vignette increased, the subjects wanted less
responsibility. The subjects' illnesses that they had
themselves were not taken into consideration. Their actual
experiences with the illnesses portrayed in the vignettes
may have had an effect on the results. Perhaps the subjects
felt they did not have sufficient knowledge or personal
experience to make these types of decisions. The
researchers concluded that patients did not want a role in
deéision—making. These pafients were not saying that they
did not want a role in decision making, they were séYing
that they wanted less of a role in treatment decision making
than their physicians when they made their selections on the
scale from 1 to 5.

Ende et al. (1990) had 151 Physicians complete the API
and then compared physician Tesponses to patient responses
from the Endé et al. (1989) study. The physicians were
asked to respoﬁd in terms_of their own preferences when they
are patients. Rathe; than having respondents select a
numerical value from 1 to 5, respondents were“to éélect who
should be making the decisions: physician alone, patient and
physician equally, or patient alone. The instrument did not
provide the respondent an opportunity to select partial but
not equal patient responsibility for decision making.
Physicians wanted more responsibility than non-physicians.
However, physician responses were similar to non-physician

responses in that both groups wanted their care providers to
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assume most of the decision making responsibility and, as
the severity of the illness increased, both groups wanted
their care providers to have increasing responsibility.
Physicians who were themselves seeing a physician on a
regular basis responded differently from the other
physicians only in the most severe illness vignette:
Physicians who were also patients wanted the same amount of
responsibility as non-physicians.

Because physicians in-the Ende et al. (1990) study
wanted more control in decision making than ﬁon-phyéiéians
in all the vignettes, it would appear that the amount of
medical knowledge patients have influences the amount of
decision making respdnsibility to which they think they are
entitled. Since only in the most severe illness vignette,
responses of physicians who were personally seeing a
physician on‘a regular basis were significantly different
from other phy%icians but.not significantly different from
non-physicians, this indicates that, in cases of severe
illness, current experience in the patient role deéreases
preference for taking responsibility ih treatment decision
making. Current experience in the patient role seems to be
a more powerful factor than medical knowledge in cases of
severe illness. When people are currently experiencing the
patient role, the threat of severe illness, may make them
feel less confident in taking responsibility for decision

‘making even though they are knowledgeable.v
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Thompson et al. (1993) adapted the vignette part of the
1990 API to include partial responsibilities and developed
another instrument, the Desire for Involvement Questionnaire
(DIQ) that tested health maintenance organization members (n
= 459) preferences for decision making in medical situations
that did not require medical knowledge. The DIQ was
structured so that thé'results could be easily compared to
the API. Each of four vignettes described a different
medical problem for which fhere were two equally appropriate
medical treatments, but the treatments had differing_
lifestyle implications for the patient. The respondents
were to imagine themselves in the situations and were asked
to select who should decide which of the two treatments they
should receive in each vignette. The patients believed that
they should have an equal or greater share of responsibility
when making‘decisions about medically equivalent options
that affected their lifestyle (DIQ) but when making
decisions that required medical knowledge (API) tpey would
rather the responsibility be borne by their physicians.

The DIQ tapped the knowledge thaﬁ patients bring to the
patient-health care provider interaction. They felt
confident in their knowledge of themselves and wanted to use
it in making treatment decisions. Patients' preferences for
decision making control in the Thompson et al. (1993) study

varied depending on the situation depicted in the vignette

on DIQ, but on the API, patients' preferences were similar
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to Ende et al. (1989)'s patients' preferences. Thompson et
al. asked respondents if they had any of the illnesses
portrayed in the vignettes. They found that only patients
who had hypertension (n = 65) wanted less control in the
hypertension vignette. Hypertension was more than twice as
common as the next most frequent illness among the subjects.
Thompson et al. speculated about why people with
hypertension want less control. Thompson et al.
demonstrated that when peoﬁle are asked to use the knowledge
they have of themselves, they want to partidipate iﬁ'_ |
treatment decision making. However, they are hesitant to
participate if medical knowledge is required. They feel
less confident about using medical knowledge than using
knowledge about themselves.

Hillmann (1994) developed a decision making
questionnairé which was tested on 81 patients who were
admitted to and discharged from either a medical intensive
care unit or a cardiac care unit and on proxies of the
patients' choice. There were no -significant @iffefences
between patients and proxies: Both préferred to share in
decision making with the physician. This study informs
health care providers that patient-appointed proxies prefer
to take the same decision making roles as the patients they
represent. It also indicates that some patients who are
critically ill, prefer to share decision making control when

measurement is on a scale. However, the scale had a weak
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test-retest reliability because of small sample size and
lack of variability in responses.

‘Krantz, Baum, and Wideman (1980) developed the Health
Opinion Survey (HOS) which measures a general predisposition
for seeking information and becoming involved in one's
health care. Involvement could mean interacting with the
health care provider or carrying out a plan of prescribed
action or making treatment decisions. The scale is not
specific ‘to treatment deciéion making. It is referred to in
this section because this scale has been used in o
experimental studies to determine the effects of preferences
for behaviourial involvement in health care on actual
patient decisions. These studies will be described in a
later section.

Scales are somewhat taxing to carry out when a person
is 111 persoh or when a subject is required to complete many
questionnairesi Therefore a less demanding type of
instrument is often used in these instances. Inst:uments
that are not scales will be discussed next. —

Blanchard et al. (1988), Brandt (1991), and Cassileth,
Zupkis, et al., (1980) obtained similar results when they
used an instrument that requested cancer patients to select
either: "I prefer to leave decisions about my medical care
and treatment up to my doctor;" or "I prefer to participate
in decisions about my medical care and treatment."

Cassileth, Zupkis, et al. surveyed 256 patients, 56% of whom
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were outpatients, Blanchard et al. examined 439 interactions
with hospitalized patients, and Brandt studied 22 patients
who were hospitalized and undergoing radiation implant
therapy. The majority (Blanchard et al., 69%; Brandt, 59%:;
Cassileth, Zupkis et al.,67%) preferred to participate.

The instrument allows only discrimination between those
wanting absolutely no input into decision making from the
rest of the sample. It does not allow determination of the
degree of preferred participation. 'Participating could have
meant that they wanted very little to a great deal of
responsibility in treatment decision making. These studies
also included information components that will be discussed
in a later section.

Instruments that allowed respondents to choose a
decision making role from a range of roles with differing
levels of reéponsibility will be discussed next. Brody,
Miller, Lermanf Smith and.Caputo (1989) asked 117 clinic
patients, the majority of whom had relatively mino:
illnesses, to select their preference for one of tﬁe
following decision making roles: (a) ' "The doctor takes the
initiative and decides what is best for me." (b) "The
doctor considers some of my ideas but still makes most, if
not all of the final decisions." (c} "The doctor and I
make the final decisions together."” (d) "I make all the
final decisions." Only those who chose roles (c) and (4)

were considered to prefer an active decision making while
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the other two roles were designated as passive. An active
role was preferred by 68% of the patients. Brody et al.'s
instrument measured respondents' decision making
relationship with their physicians in a global manner.
Outcomes that were associated with patients' role
perceptions were measured and will be discussed in a later
section.

Strull et al. (1984) measured the decision making
relationship of hypertensi&e patients (n=210) and their
practitioners (n=50) with regard to a speeific treaément.
They were asked how they thought decisions about their
medications should be made. The researchers divided the
data collection instrument into five incremental categories
of decision making responsibilities. The researchers in
this study asked respondents who "should" make decisions and
interpreted %heir responses as preferences. Nearly half the
pafients (47%)Aselected the most passive role offered, 33%
chose the next passive role. Only 19% of the pat%ents
picked decision making on an equal basis with»the-‘
practitioner and 3% made selections from the two categories
attributing more responsibility to the patient than the
practitioner. The practitioners overestimated the amount of
decision making control that the patients preferred.
Hypertensive patients' decreased preference for
participation in decision making was substantiated by

Thompson et al. (1993), who found that respondents who had
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hypertension wanted less decision making responsibility when
it came to making decisions about the treatment of
hypertension. 1Is there something about having hypertension
that predisposes a person to want less decision making
control? The long term need for these patients to be under
medical supervision may be a contributing factor.

All of the previous described studies were American.

In Canada, Sutherland et al. (1989) adapted the patiént
questionnaire developed by'Strull et al. (1984) to use with
a convenience sample of 52 ambulatory canCef‘outpatféhts
undergoing radiation or chemotherapy and found that 63%
believed it was ideal for the doctor alone or mainly the
doctor to make decisions, 27% felt decisions should be
shared and 10% felt the patient should have a major role.
Using the same tool, Llewellyn-Thomas, McGreal and Thiel
(1995) found“that colorectal patients' (n=90) decision role
preferences were fairly evenly distributed: 37% preferred a
passive role, 31% preferred a collaborative role,tand 31%
preferred an active rolevwhen they were asked"abouf a
hypothetical chemotherapy treatment.

All of the preceding studies have required respondents
to answer a questionnaire. Degner and Russell (1988), also
Canadians, used the Control Preference Card Sort (see
Appendix M) to elicit data from their respondents. The
instrument consisted of four cards that encompassed a range

of role preferences, each describing a level of decision
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making control in a relationship with the physician. When
the cards were presented in pairs to a subject the
investigator asked, "Which of these do you like the best?
Which one would you prefer to have in your care?" The card
sort method allowed for prioritization of preferences rather
than picking only one. As well, it allowed for an
opportunity to closelchompare and weigh each of the roles.
Degner and Russell (1988) tested their decision making role
card sort ‘on a theoretical-sample of 60 ambulatdry cancer
patients and concluded that there was an ﬁndérlying:_
psychological dimension of keeping, sharing and ceding
control. To ensure that patients who typified all
dimensions of keeping, sharing and ceding control would be
included in the sample, the subjects were selected
accordingly. Patients who preferred to keep control were
difficult to.accrue because several of them discharged
themselves fro& treatment. Most patients in the sample
preferred to share control over treatment decisiog:making_
when selecting subjects.

Degner and Russell's (1988) instrﬁment was modified to
include five levels of decision making control, the wording
was condensed and a cartoon illustration depicting the
wording was added. Using the new and improved cards, Degner
and Sloan (1992) surveyed 436 newly diagnosed cancer
patients and 482 members of the general public in Winnipeg

who did not have cancer. Subjects compared each card with
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every other card to determine their preference orders across
the set of five cards. Subjects whose first choice was "I
prefer to make the final selection about which treatment I
will receive," or "I prefer to make the final selection of
my treatment after seriously considering my doctor's
opinion," were labelled as preferring an active role.
Subjects whose first choice was "I prefer that my doctor and
I share responsibility for deciding which is best for me, "
were labelled as preferring a collaborative role. Those
whose first choice was "I prefer that my docfor makééhthe
final decision about which treatment will be used, but
seriously considers my opinion," or "I prefer to leave all
decisions regarding my treatment to my doctor," were
labelled as preferring a passive role.

The preference orders of the majority of the patients
and members éf the general public suggested that both groups
had different gystematic preferences along the psychological
dimension of keeping, sharing or ceding decision @aking
control. Most cancer patients wanted a passive roié in
decision making while most members of fhe general public, if
they developed cancer, wanted an active role. The
proportion of patients preferring passive, collaborative and
active roles was consistent with Sutherland et al.'s (1989)
findings. The wide differences in preferences for decision
making control between cancer patients and members of the

public, when they were requested to answer as if they had
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cancer, casts doubt on the validity of studies (Beisecker et
al., 1994; Ende et al. 1989, 1990; Thompson et al., 1993)
that assessed preference roles by asking subjects to imagine
themselves in another's place because a person's current
situation can temporarily change long term preferences
(Christensen-Szalanski, 1984).

Other Manitoba reéearchers (Bilodeau, 1992; Davidson,
1993; Hack, 1991; Hack, Degner & Dyck, 1994; Kaprowy, 1992)
have used ‘the five card instrument developed by-Degner and
Sloan (1992). Hack (1991) and Hack et al; (i994) uééd the
card sort to determine the decision role priorities of 35
stage I and II ambulatory breast cancer patients: 57%
preferred a collaborative role, 23% preferred an active role
and 20% preferred a passive role. The researchers also
determined the relationship of decision making preferences
to information preferences. This relationship will be
described in amlater section. Bilodeau found that most
breast cancer patients wanted a collaborative role.

Davidson found that men with prostate cancer prefer a
Passive role. Kaprowy found that most.end stage renal
disease patients preferred a collaborative role in treatment
decision making.

The large proportion of cancer patients preferring to
participate in decision making that Bilodeau (1992),
Blanchard et al. (1988), Cassileth, Zupkis et al. (1980),

and Hack et al. (1994) found was inconsistent with Degner
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and Sloan's (1992) and Sutherland et al.'s (1989) findings.
One of the explanations for the differences put forward by
Degner and Sloan (1992) was that the Cassileth, Zupkis et
al. instrument might have placed patients whose preferred
level of participation in decision making was relatively
passive (ie. providing information that the doctor should
consider) together with patients who preferred active or
collaborative decision making roles. It also appears that

breast cancer patients prefer more involvement in treatment

decision making than other cancer patients."

In England, three qualitative studies were carried out.
Waterworth and Luker (1990) conducted interviews with a
convenience sample of 12 patients on three medical wards
about the way they elicited information, their perception of
the process whereby nursing care decisions were made,
patient rights, and the individuals's responsibility for
health care. %ne major theme, "toeing the line, " was
identified. These patients were concerned with s?aying out
of trouble and were willing to relinquish their freedom and
responsibilities in order to accompliéh this. The fact that
patients experienced uncertainty but were reluctant to ask
questions in a straightforward manner was interpreted as a
possible demonstration of patients' acceptance of their lack
of involvement in decision making and their perception of
not having the right to do so. Patients feared that

punitive action might be taken against them if they did not
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cooperate with the medical and nursing care that had beén
planned for them. These patients voiced their trust in
health care providers and acknowledged a competence gap
between patients and providers. The researchers concluded
that patients who do not want to take a collaborative role
in planning their care might be coerced into doing so
because of their overwhelming desire to "toe the line." No
description of the patients was reported.

The patients in Waterworth and Luker's (1990) study
demonstrated a qualified trust in their céré‘providérs. The
patients appeared to be trusting that their care providers
would care for them appropriately but only if the patients
behaved the way they thought their care providers wanted
them to behave. They seemed to fear what would happen to
them if they did not behave. In the hospital enviroﬁment,
participatioh in decision making was not a bPrecept. These
patients follo&ed the rules. They did not consider
preferences. }

Biley (1992), used a modified grounded theory approach
to analyze the determinants of patientlparticipation in
decision making about nursing care. Eight postoperative
patients who had been home from hospital for 7 - 10 days
were interviewed. Three second order categories emerged:
"If I am well enough...", "If I know enough...", and "If I
can...". Patients who assessed themsel&es as more ill

wanted less participation. As they recovered from surgery
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and they perceived that their health had improved, they
wanted more participation. Patients who assessed themselves
as having less knowledge about a particular situation wanted
less participation in that situation. 1In situations where
they perceived themselves to have more knowledge, they
wanted more participation. Health care organizational
constraints limited the choices available to patients about
issues such as sleep, rest, hygiene and nutrition..

Avis (1994) explored batients' perspectives in a day
surgical unit using non-participant observation of iZ
patients in a pre-surgical assessment clinic and 10
postoperative patient interviews. The patients saw
themselves as the professional's "work object"” much like a
car that is being taken in for servicing. Avis concluded
that patients' view of themselves seemed to restrict their
concept of shemselves as collaborators in their care.

As can bé\seen, inconsistent results were the product
of varying methods, instruments and populations. _Attentiqn
will now be turned to situational, intrapersonaIAand
demographic factors that influence préferences for
participation in decision making.

Situational Factors

Severity of illness, experience with the situation, and
physician behaviours are situational factors that affect a

person's preference to participate in decision making.
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Type and Severity of the Illness

Type of illness may effect decision role preferences.
Patients who had relatively minor illnesses 78% preferred an
active role in decision making (Brody et al., 1989). The
majority of hypertensive patients preferred that physicians
have more responsibility than patients in making decisions
(Charles et al., 1984)1 The majority of Canadians with
varying types of cancer preferred a passive role in decision
making, but those with breést cancer preferred a
collaborative role (Bilodeau, 1992, Degnet é‘Sloan,ZIQQZ,
Hack, et al., 1994, Sutherland et al., 1989).

Preference for participation in treatment decision
making is effected by severity of illness. The Ende et
al. (1989, 1990) demonstrated that as severity of illness
increases, people have a tendency to prefer less input into
treatment déﬁision making. Ende et al.'s (1990) pPhysician
subjects who w%re themselves seeing a physician, wanted less
treatment decision making control than the other ghysicians
when considering a severe illness. As Biley's (1992)
patients resumed their health they waﬂted more
participation.

Varying effects of cancer on decisional role preference
have been noted. Dennis (1987) found that cancer patients
represented the majority of those who wanted to be involved
in diagnostic and treatment decision making. However,

Degner and Sloan (1992) demonstrated that patients diagnosed
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with cancer preferred to give away decision making control
while people who do not have cancer preferred to keep it.
Blanchard et al. (1988) found that cancer patients who had a
lower functional status wanted less decision making control
and that those who had a prognosis of less than three months
or greater than one year were more likely to prefer
participation in decision making. A cancer diagnosis is
frequently associated feelings of increased distress,
anxiety, fear, depression énd helplessness (Krause, 1993).
Generally, it would seem that people tend to prefer to give
away control over decision making when they are acutely ill
and want progressively less control as their illness
worsens. However there seem to be several exceptions to
this general observation. If patients become terminally
ill, they prefer to keep decisional control (Blanchard et
al., 1988),.perhaps because they realise that the care
provider has ﬁg cure. Cassileth, Zupkis et al. (1980) found
that ambulatory or non-ambulatory status and inpatient or
outpatient status had no effect on decision makingv
preferences.

The studies in which cancer patients were subjects had
varying results. The different ways in which preference for
participation was measured is probably the biggest source of
inconsistency. Therefore it is difficult to draw firm
conclusions. Also, one cannot discount the effect that

culture might have had in these studies as well. Those
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studies the were carried out in the United States often, but
not always, showed a greater preference for participation
than those completed in Canada and the United Kingdom.

Experience in the Patient Role

Thompson et al. (1993) found that only previous
experience with hypertension had a negative effect on
preferences for participation in decision making. They
suggested that perhaps patients with chronic illnesses do
not feel self-confident orAqualified in assuming a
collaborative role in decision making when fhey reafiZe the
difficulties involved in treating their illnesses.
Physicians who were currently seeing a physician themselves
wanted less input into decision making than other physicians
when making decisions about a serious illness (Ende et al
1990). Perhaps current experience in the patient role
highlights ohe's personal vulnerability. If there are
unwritten ruleg that are to be followed during practitioner-
patient encounters, vulnerable feeling patients will not
risk their health in order to participate in decision making
(King, Norsen, Robertson & Hicks, 1987).

Patients in the Waterworth and Luker (1990) study were
fearful of breaking the unwritten rules. Fisher (1988)
found that patients who did not conform to the usual patient
role and questioned physicians' authority lead the physician
to change the topic to morality. Shye, Javetz and Shuval

(1990) found that Israeli health care professionals do not
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have a positive view of patients' expressions of autonomy
related to patients' lay referral network, bargaining with
the physician during the medical encounter, patients’
modification of prescribed treatment, and information
seeking behaviours. The researcher found that patient
behaviours that threatened the physician's dominance overb
treatment decisions were rejected outright. Female
residents and general practitioners held the most negative
views while allied health ﬁrofessionals had less negative
views. Treatment decision making was viewed as the -
- physician's exclusive domain. Perhaps patients who have
encountered health care professionals who believe that
patients should not be participating in treatment decision
making, have dampered patients' feelings of self-confidence
about having input into treatment decision making.

Degner énd Sloan (1992) found that actual experience as
a cancer patie%t had a massive effect: - People who did not
have cancer had opposite preferences for participation in
decision making to people with cancer. Even practitioners
are inaccurate in their assessments of patients, preferences
for participation and information (Strull et al., 1984). It
can be concluded that if a researcher wants to know what a
population believes, the people from that population should
be sampled. When people are asked to imagine themselves in
roles, their imaginations may be quite different than the

real situation. Experience in the role of a patient has an
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effect on one's preferred role in treatment decision making.

Physician Behaviours

Blanchard et al. (1988) found that patients cared for
by physicians who addressed clients by their first names,
attempted to establish privacy during physical examinations,
examined patients on their chests and abdomens, and
discussed test results with patients, were more likely to
prefer participation in decision making. These behaviours
connote caring and informafion giving. Although there are
other studies that describe physician behaviburs, tﬁis is
the only one that related them to preferences for
participation in decision making. Studies that relate
physician behaviours to actual participation will be
reviewed in a later section

Situational factors such as type and severity of
illness, the experience of being a patient, and physician
behaviours affect preferences for participation in decision
making.

Intrapersonal Factors

Information Preferences

In studies that measure the association of information
preferences to decisien making preferences, most cancer
patients want maximal information. Lack of information has
been associated with increased uncertainty, anxiety,
distress and dissatisfaction (Fallowfield, 1993). However,

information preferences are sometimes associated with
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decision making preferences and sometimes they are not.
Information needs will be discussed in a later section.

Information preferences associated with decision making

preferences. Brandt (1991), Blanchard et al. (1988), and

Cassileth, Zupkis, et al. (1980) used the same instrument
and found that most cancer patients desired maximal
information (86.4%, 92% and 71.3% respectively) about their
illness. The majority of patients in these studies also
wanted to-participate in tfeatment decision making (59.1%,
69%, 66.7% respectively). In Cassileth, Zupkis, et al.'s
study, information and decision making role preferences
correlated so strongly (P<0.0001) that the researchers
suggested that information and decision role preferences
represented a single attitude. Blanchard et al. and Brandt
did not find significant correlations.

Using d methodology, Dennis (1987) found that some
patients who ﬁgnted information about diagnostic tests and
treatment did not reveal a desire for participating in
treatment decisions while other patients did want fo be
involved making treatment decisions. ‘Tattersall, Butow,
Griffin, and Dunn (1994) found that 80% of 182 cancer
patients visiting an oncologist for the first time wanted
all information and 72% wanted to participate in treatment
decision making. Sutherland et al. (1989) and Hack et al.
(1994) noted that patients who preferred active

participation in treatment decision making sought more
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information that those who preferred a passive role.
Hillmann (1994) found that patients who had been admitted to
and discharged from either a medical intensive care unit or
a cardiac unit wanted maximal information, and they wanted
to share in decision making.

Cassileth, Zupkis et al. (1980) found that cancer
patients who were younéer, better educated and more recently
diagnosed wanted more detailed information. The researchers
found thaf”ambulatory or non-ambulatory status and inpatient
or outpatient status had no effect on inforﬁétion T
preferences. Beisecker (1988) found that older patients did
not even believe that they had a right to the information.

Hack et al. (1994) found that stage I and II breast
cancer patients who preferred to take an active role in
decision making, statistically differed from passive
patients in the following manner: (a) Active patients
preferred moréxtechnical~detai1 during the disclosure of
their diagnosis. The predictability of passive patients
preferences about the amount of detailed information, when
their diagnosis was disclosed to them; could not be
determined. (b) Active patients preferred a written copy of
the diagnosis rather than a taped one but passive patients
preferred either a written COpy or no copy at all. (c) All
active patients preferred the physician to use the terms

cancer or malignancy rather than a euphemism, while 75% of

the passive patients preferred a euphemism. (d) Active and
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collaborative patients preferred complete information about
all major treatment alternatives but passive patients wanted
to hear only the single best treatment or nothing at all.
(e) All active patients and the majority of collaborative .
patients preferred to hear detailed information about their
treatment procedures. Passive patients were evenly divided
between wanting detailed information or brief/no
information. The researchers found that majority of all
patients[réctive and passive, wanted detailed ihformation
about side effects. Differences between ecr}ve and:pessive
patients' preference for information about prognosis was not

statistically significant.

Information preferences not associated with decision

making preferences. Blanchard et al. (1988) found that

only 75% of‘hospitalized cancer patients preferring to hear
all news, both good and bad, also preferred to participate
in decision making. Brandt (1991) found that although 86%
of 22 cancer patients receiving radiation implante_desired
maximum information, only 59% préferred to participate in
decisions about their care. Sutherlaﬁd et al. (1989) and
Hack et al. (1994) found that some passive patients (63% and
25.7% respectively) preferred to have detailed information.
In the Beisecker (1988) and Ende et al (1989) studies,
patients' desire for information was strong but it was not

significantly related to their decision making preferences.

Beisecker's information scale was particularly relevant to
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the decisions considered in the study because the items for
both decision making and information preferences were the
same. The patients in Beisecker's study rated, on a scale
from 1 to 5, how important it was for them to have
information about each decision. All respondents, young and
old, desired an overwhelming amount of information.

Although patients wantéd an abundant amount of information,
most believed that they had less responsibility for making
medical decisions than their physicians.

Ellis and Leventhal (1993) studied the‘informaéibn
preferences of 50 paediatric cancer patients (ages 8 - 17)
and their parents. The researchers found that the children
wanted information on all aspects of their disease and its
treatment, particularly prognosis. Most of the children
(76%) wanted to know a percent chance of cure, no matter
what it was. Only 38% of parenfs wanted their children to
receive this i;formation.~ Most’children (95%) wanted to be
told if they were terminally ill. Those children_who were
more knowledgeable of their illness (could state the
diagnosis and read consent forms) peréeived a more active
role in decision making than those with a limited
understanding. The majority of children and parents
perceived that treatment decisions were made by the
physician. Most children (96%) did not want to make their
own decisions about curative therapy, but 63% of adolescents

and 28% of younger children wanted to participate in




Literature Review 61

palliative treatment decisions.

To conclude this section, it can be said that if the
preference level for participation in decision making is
low, then information preferences are often not associated.
However, when subjects prefer to participate in decision
making, there is usually an association. Since preferences
were measured on varyihg scales and there were some
inconsistencies in the results of studies a firm conclusion
cannot be reached. Hack ef al. (1994) suggested that lack
of specificity about the type of informatioﬂ‘wantediméy have
contributed to the problem. It can only be said that people
who prefer to participate in treatment decision making also
prefer to receive information about the illness and it's
treatment. Those who do not wish to participate sometimes
want and sometimes do not want to receive the information.

Medical Knowledge

Inference% about the.effect of medical knowledge on
patients' preference to participate in decision making can
be drawn from several studies. Patients who Qrefefred not
to engage in treatment decision making‘felt that they were
not qualified to take part (Cassileth, Zupkis et al., 1980).
Blanchard et al. (1988) found that patients of physicians
who had discussed test results with patients preferred to
participate in decision making. It may be implied that
patients receiving such a discussion would be more

knowledgeable about their medical condition that patients
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who did not receive such a discussion. Biley (1991) found
that patients who assessed themselves as having less
knowledge about a particular situation wanted less
participation in that situation. But, in situations where
they perceived themselves to have more knowledge, they
wanted more participation. Physicians wanted more input
into decision making than non-physicians (Ende et al 1990).
It is generally assumed that physicians have more medical
knowledge “than non—physiciéns. Patients preferred to
participate in medical care decision makihg'%hen me&iéal
expertise was not required but they had a low preference for
involvement in treatment decisions when it was required
(Thompson et al, 1993). Therefore, the amount of medical
knowledge one has seems to effect desire for input into
medical decisions.

Satisfaction

Patients %ho preferred to participate were less
satisfied (Blanchard.et al., 1988). Those who were less
interested in participating were-more satisfied wifh how
decisions were made, and more satisfied with their overall
medical care (Ende, 1989).

Psychological Status

Those who preferred to participate in decision making
were more hopeful than those that did not prefer to
participate (Cassiieth, Zupkis, et al., 1980). When asked

about participating in decisions that required knowledge of




Literature Review 63

themselves, patients appeared to have self-confidence by
preferring to participate in decision making (Thompson et
al., 1993). Waterworth and Luker's (1990) patients felt
vulnerable and threatened and were more concerned with
pPleasing their nurses than in participating in decisions
concerning their care. 1In conclusion, it would appear that
patients who feel hopeful and self-confident want to
participate while those who feel vulnerable and threatened,
accept the -care delivery sfstem and trust that their care
givers will make the right treatment choices on théff
behalf.

Demographic Factors

In Beisecker's (1988) study, patients over 60 years of
age were firm about authority residing with the doctor while
younger patients were more in favour of joint control in
decision maﬁing. However Beisecker et al. (1994) found that
a woman's age‘%as not related to her preference for
participation in decision making. This may have been
because Beisecker et al.'s entire sample was ;elatively
young. Blanchard et al. (1988), Cassileth, Zupkis, et al.
(1980), Ende et al. (1989), Llewellyn-Thomas et al. (1995),
Strull et al. (1984), and Thompson et al. (1993) found that
younger and more educated patients had a greater likelihood
for preferring participation in treatment decision making.
Thompson et al. found that age and education accounted for

25% of the variance. Beisecke: suggested that older people
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prefer less input into medical decision making because they
came of age when physicians were traditional power figures
to be revered and obeyed. Less well educated patients
believed they did not have the knowledge that is essential
in making informed treatment decisions, while better
educated patients usually had more illness-related
information and or ability to determine the kind and amount
of information they needed (Hack et al. 1994).

'Females wanted to parficipate more then males
(Llewellyn-Thomas et al., 1995). Males and single people
tended to prefer not to participate (Blanchard et al., 1988;
Ende et al., 1989). It would appear that preferences for
participation in decision making are associated with age,

education and gender.
Summary

Decisional role.preferences varied when different
instruments are used and when different populationé are
studied. Patients' preference for parficipation in
treatment decision making varied depending on situational,
intrapersonal, and demographic factors. Preference for
detailed information was usually greater in patients who
preferred active decision making roles. Degner and Sloan
(1992) demonstrated that the validity of the results of

studies (Beisecker, 1994; Ende et al, 1989; Thompson et al,
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1993), in which the subjects were to respond as if they had
an illness that they did not have, can be questioned.
Thompson et al.'s (1993) study underlined the importance of
tapping into the type of knowledge patients bring to the
decision making situation.

Two of Till et al.'s (1992) three criteria for
differentiating prefefences from petty wants have been
upheld. (1) Preference fo: participation in treatment
decision making represented sincere attempts to>weigh and
ponder various role options and assign véluég to tﬁéir
outcomes. (2) Selecting a preference for decision making
roles required deliberation about something of meaning and
importance rather than a gratification of a temporary
desire. However, the third criterion was not supported,
role prefergnces may not remain stable. Longitudinal
studies on decision role preferences have not been reported.
Since role pré}erences can be affectéd by patients’

situational and intrapersonal factors, they may cpange over

time.
Actual Participation in Health Care Decision Making

In this section, the following topics will be examined:
outcomes of patient participation in treatment decisions,
actual decision making roles, patient's and professionals'

role perceptions, and barriers and enhancers of patient
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participation.

Outcomes of Patient Participation in Decision Making

Questionable Outcomes

In an experimental study, King et aI. (1987) found that
using the Krantz Health Opinion Scale (HOS) was not helpful
in determining which patients benefit from having control in
managing their pain meéications after cardiac surgery.
Several patients dropped out of the study so that they could
obtain a stronger analgesic. These patients exercised their
choice. King et al. speculated that "thenvé}iable Sf
interest is not an individual's general disposition as to
choice in health care but the actual choice one makes in
determining the extent to which one participates in a
specific health care activity" (p. 149).

Wallston et al. (1991) used the HOS to determine the
interaction effect of desire for control and having control
or not having %ontrol over the type of antiemetic therapy
used by 74 chemotherapy patients with various typgg of
cancer. Patients were randomly assigned to choice or no
choice groups. Each no choice patienf was yoked to a choice
patient. The no choice patient received the same antiemetic
treatment that was chosen by the choice partner. Although
the experimental intervention was choice or no choice, only
a majority of subjects, not all of them, correctly perceived
that they were being given a choice or not. It would have

been appropriate to drop the subjects from the study who did
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not correctly perceive whether or not they had a choice.
However, all patients really had a choice because they were
free to choose to continue or drop out of the study.
Patients in the study (Wallston et al., 1991) with a
moderate level of desire for behavioral involvement and who
were given a choice of type of antiemetic, showed less
anxiety, negative mood, and nausea than those who were not
given a choice. Patients with either high or low desire for
involvement were not affected by thé experimentél
manipulation.

As in a previous study of this kind (Wallston et al.,
1987), only subjects who had a moderate desire for
involvement benefitted from being given a choice. However,
reactance occurred in those with a high desire for
involvement (Wallston et al., 1987). The researchers
suggested that reactance occurred because the choice between
interventionscbas non-consequential. It was as if they
really had no choice. The findings from these stp@ies must
be interpreted with caution becatse the HOS lacks
specificity to treatment decision making, and because there

were problems with the design of the studies.

Positive Outcomes

Several studies have associated positive outcomes to
patient participation in decision making. Brody et al.
(1989) examined outpatients with mostly minor illnesses.

The patients had the following perceptions: 39% believed
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that their physicians had made all the decisions, 14% felt
that their physicians had made most of the decisions, 44%
thought that they and their physicians had shared decision
making, and 3% indicated that they had made all the
decisions independently. Patients who perceived that they
played an active role reported less concern about their
illness, less discomfdrt and disfunction and a greater sense
of personal control before visiting their physicians than
patients who perceived themselves as passive. One day after
the visit, patients who believed that théy ﬁéd plaféd an
active role had less concern about the illness, had a
greater sense of personal control, and were more satisfied.
One week after the visit, patients who thought they had
played an active role perceived greater improvements in both
their symptoms and overall medical condition than patients
who perceived they played a passive role.

During t&énty minute- sessions pfidr to visiting
physicians, Greenfield, Kaplan and Ware (1985) assisted 23
patients with peptic ulcers in reading their medical records
and coached them in asking questions énd in negotiating
medical decisions with their physicians. Compared to a
control group (n=22) who received information about ulcers
and a diagram of the gastrointestinal tract, the
experimental group reported, six to eight weeks later, fewer
limitations in physical role-related activities, a

preference for a more active role in medical decision
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making, and were more satisfied with their care.

Morris & Ingham (1988) compared psychosocial outcomes
of early breast cancer patients who had and who had not been
offered a choice between mastectomy or breast conserving
surgery. They found that offering a choice led to less
breoperative psychological complaints, to improved reported
adjustments with respebt to resumption of work, better
attitude toward the future, less worry about disease

recurrence, and improved perception of coping with the

cancer experience.

Morris and Royle (1988) compared pre- and postoperative
anxiety and depression in 30 breast cancer patients who had
and had not been offered a choice of surgical treatment.
Clinical levels of depression and anxiety were seen pre-~
operatively and for up two months postoperatively
significantiy more often in women who were not given a
choice. Althdhgh their anxiety and depression continued, it
decreased over time. At 6 months postoperatively! the trend
remained but there was no longer-a statistical difference
between the two groups. The researchérs noted that patiénts
who had been offered a choice had similar preoperative
levels of anxiety and depression to women with benign breast
disease and to patients undergoing surgery not related to
cancer. They concluded that breast cancer patients suffer
less if they are allowed to take part in treatment decision

making.
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Fallowfield, Hall, Maguire, & Baum (1990) examined 269
early stage breast cancer pratients under the age of 75.
Women who were treated by physicians who offered a choice
between mastectomy or breast conserving surgery showed less
depression that those who were treated by surgeons who did
not offer a choice.

Hopefulness has been associated with a preference for
participation in decision making (Cassileth, Zupkis et al.
(1980). “Sardell and Trierweiler (1993) interviewed 10
physicians and 10 cancer patients to detérmihe the Efocedure
used when a cancer diagnosis is disclosed. From this
information the researchers compiled a questionnaire to
assess cancer patients' (n=56) views about how physicians
could enhance hopefulness when the diagnosis is disclosed.
The consensus among patients was that certain pProcedures
enhance hopéfulness and others reduced it. Physicians
discussing alf\options for treatment, even those not that
are not recommended, and the provision of emotion§1 support
were included in the disclosure procedures that increased
hopefulness. Disclosure procedures fhat restricted
information flow to the patient decreased hopefulness. The
researchers suggested it would be best for physicians to
determine patient preferences for the conduct of the
treatment relationship.

Neutral Outcomes

Levy, Herberman and Lee (1989) found there were no
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psychological advantages in terms of functional status and
self-reports of mood states and perceived social support in
women who were allowed to choose between having mastectomy
or lumpectomy/radiotherapy when they were compared to
patients who were randomly assigned to their treatment.
Deming (1989) found that anxiety was not related to breast
cancer patients’ (n=8f) decisional behaviour. Hillmann
(1994) observed no relationship between the personality

dimension of repression-sensitization to medical decision

-z

making or information seeking in criticaily ill patiénts.

To conclude, it appears there were either no
differences or positive outcomes from involving patients in
the decision making process. Studies using the HOS were
inconclusive.

Decision Making Roles

Decision making roles will be considered in
objectively oﬂgerved and-hypotheticai situations and in
descriptions of how patient participation in treapment
decision making had been integrated into actual practice.
Recommendations sited in the literatufe will be provided.
Obéerved

Using in-depth interviews and observations to determine
issues surrounding the nature of life and death decision
making, Degner and Beaton (1987) concluded that most

patients in Manitoba assume little to no control in

treatment decision making.
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Beisecker (1988) found that age and preferences for
participation in decision making had no effect on medical
rehabilitation patients' consumerist behaviour. On tape
recordings of patient-physician interactions, she found that
patients, young and old, demonstrated passive behaviour.
Although younger patients had indicated that they held
consumerist perceptioﬁs, as measured on an attitude scale,
and recognized they had a right to have input in medical
decisions; most did not deﬁonstrate an overt performance of
it during patient-physician interactions. ?Etientszdver 60
were less likely to believe they had a right to participate
in making medical decisions. Although almost half of the
older patients wanted no input into decision making, there
was no difference between younger and older patients in
their actual behaviour.

Fisher~(1988) observed information sharing and decision
making among fémale patients and their physicians in two
American teaching hospitals over a six year perio@. She )
found that the physicians' institutional authority gave them
an interactional edge and placed patiénts at a disadvantage.
The researcher found that many women were not given
sufficient information to make reasonable decisions. Most
patients and physicians believed that physicians knew what
was best for their patients and that physicians should be
the ones who make medical decisions. Patients usually

accepted the treatment recommended by the physician without
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questioning. When patients did ask questions, they rarely
questioned the information presented or challenged the
recommended treatment. The power and authority of
physicians in decision making was maintained through
manipulation of medical information provided to patients and
because patients' comments and questions were often blocked
or ignored. Requests from patients that challenged
physicians' authority lead physicians to change topics to
morality.  The researcher questioned whether mahy of the
medical decisions were made in the patienfs;‘best iﬁtérests.

In England, Meredith (1993) conducted a qualitative
research study of surgeons, nurses, and their patients. He
found that patients, in retrospect, were unhappy about the
decision making aspects of their interviews with surgeons.
Retrospective negative feelings were greater in patients
when surgery did not result in cure. Patients with negative
feelings thoudht that they did not have the opportunity to
discuss what they had just found out about themse}ves. They
were also unhappy about the lack of specific details that
were given. -

Surgeons in Meredith's (1993) study recognized that
there was an increasing trend of patients to want more
information and be more involved in the decision making
process, but they were far from enthusiastic about devoting
time to this endeavour. Several surgeons were reluctant to

share decision making with patients because they believed
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that patients did not have the knowledge or would become too
emotionally upset. The physicians took responsibility for
advising their patients about the most appropriate medical
treatment for the medical condition. One surgeon stated,
"Those insisting that no mastectomy be performed are making
their own compromise" (Meredith, 1993). The surgeon spoke
pompously about his or her medical knowledge, but was
obviously unaware of the current research in breast cancer.
Meredith found that when cénsentvforms were signed, no
discussion was offered in two thirds of the cases aﬁd-many
patients were not informed of commonly occurring
complications. From the nurses' point of view, too many
patients did not know what was wrong with them or what the
surgical procedure entailed. Sutherland, Lockwood and Till
(1990) found that cancer patients have difficulty
understandiﬁé consent forms. Nurses believed that surgeons
should be moré\rigorous in telling patients the truth to
avoid "sowing seeds of anxiety" (Meredith, 1993). When
Meredith observed actual physician-patient interacfions,
patients did not participate in decision making.

From the above studies, it can be concluded that
- patients usually assume a passive role in treatment decision
making. Physician domination of the patient-physician
relationship and the manner in which information is shared

tends to keep patients passive.
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Hypothetical

Levine, Gafni, Markham, and MacFarlane (1992)
constructed a bedside visual aid, which they called a
decision board, to help physicians transfer information
derived from clinical trials about the risks and benefits of
adjuvant chemotherapy to elicit node negative breast cancer
patients' preferences to have or not to have the treatment.
The instrument was found to be highly reliable (kappa =
0.86), acceptable and helpful when it was tested on 37 newly
pPresenting patients with high risk, node-hegétive bfeést
cancer patients.

Yellen, Cella, and Leslie (1994) examined 244 cancer
patients of all ages treated at a tertiary cancer centre.
The patients were presented with hypothetical vignettes that
varied in terms of stage of disease and treatment toxicity.
Patients wefé asked to choose the treatment given with
respect to vaf}ing levels..of either increasing cure or
extending survival. . Patients were then given a sgcond set
of vignettes with either mild or-severe treatments'and
different probabilities of one year sdrvival. The
researchers found that older adults (n = 43) were no
different than their younger counterparts when it came to
agreeing to chemotherapy for both curative and control
burposes. However, they differed in terms of willingness to
trade survival for current quality of life.

Mazur and Hickam (1994) found that patients' treatment
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preferences for long-term versus short-term survival
benefits were influenced by the amount of verbal explanation
about five year survival graphs that were presented to them.
Patients tended to minimize the importance of medium range
data unless it was pointed out to them. Mazur and Hickam
(1993) found that framing had a effect on patients'
preference for one treétment or another. Dolan (1995) found
that patients are capable and willing to use the analytic
hierarchy process in making treatment decisions.

Llewellyn-Thomas et al. (1995) presehtéa 90 caﬁcér
patients with either neutrally, negatively, or positively
framed information about entering a chemotherapy clinical
trial. The researchers determined that the manner in which
the information was framed had no effect on whether or not a
patient chose to enter the trial. Framing had no effect on
a patient's preferred decision making role.

When givéh information and some assistance in
interpreting it in hypothetical situations, patiegﬁs make
rational treatment decisions. Framing was inconsistent in
its effect on decision making. .

In Practice

After discussing treatment choices with their
pPhysicians and receiving a two page letter explaining two
treatment options: hormonal therapy with Zoladex (goserelin
acetate) or surgical castration, Stage D prostate cancer

patients (n = 159) were given the opportunity to choose
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their treatment (Cassileth et al.(1989). Most of the
patients (78%) selected Zoladex and 22% chose orchiectomy.
Three months later, patients and their wives indicated they
were satisfied with their choice of treatment and 93% said
they would select the same treatment again.

Neufeld, Degner and Dick (1993) provided an
intervention strategyhthat was used in busy oncology clinics
to help breast and gynaecologic cancer patients participate
in treatment decision making to the>extent that'they
preferred. After ascertaining patients"préferred-aécision
making roles, nurses helped patients formulate questions for
the their physicians. Prior to the medical consultation,
nurses shared salient information with the physicians. The
nurse assumed the role of an active listener throughout the
treatment decision making process that took place during the
medical consultation and physical examination. If either
the patient o; the physieian-appeared not to understand each
others questions, the nurse réphrased the questiop. The
intervention strategy was designed to decrease post-
decisional regret about the selected freatment.

Leinster (1994) described how breast cancer patients
who prefer to participate in treatment decision making were
assisted though the decision making process and follow-~up
period. To clarify points and answer questions, a breast
care nurse was present throughout the consultation and

afterward. Later, during a home visit, the nurse elicited
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the patient's final decision about the type of treatment she
preferred and gave the patient a contact telephone number.
The patients received detailed verbal and written
information and emotional support.

It can be concluded that progress in helping patients
to assume an active or collaborative role in treatment
decision making, when fhis is the role they prefer, is
taking place in some practice settings.

Recommended

Patient participation in the treatmeht'aecisioﬂ ﬁaking
process has been recommended when considerable uncertainty
exists relative to the ideal therapy. Examples are: (a)
radical prostatectomy, external beam radiation, or watchful
waiting initially for localized (stage A or B) prostate
cancer (Fleming, Wesson, Albertsen, Barry, and Wennberg,
1993; Montie, 1994); (b) to have or not to have adjuvant
chemotherapy fEr node negative breast cancer patients
(Hillner & Smith, 1992); (c) treatment programs fpr older
women with early stage breast caficer (Silliman, Balducci,
Goodwin, Holmes & Leventhal, 1993); aﬁd (d) splenectomy or
medical treatment for advanced agnogenic myeloid metaplasia
(Benbassat, Gilqn & Penchas, 1990).

Verhoef, Stalpers, Verbeek, Wobbes and van Daal (1991)
found that breast conserving treatment yielded a better
quality adjusted life expectancy than mastectomy for

treatment of stage I and II breast cancer. The researchers
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suggested that patient preferences should rlay a major role
in treatment decision making in patients who would prefer
mastectomy to breast conserving treatment and in patients
with a high risk of local recurrence.

Scorpiglione et al. (1995) found that 38% of breast
cancer patients in Italy had received inappropriate surgery
with more than two thirds attributed to the performance of
unnecessary mutilating Halsted mastectomy. Patient
participation in treatment decision making was fecommended
as a'method to promote more appropriate éuré&cal cé;é.
Allowing patients a greater say in their care was one of ten
suggestions that Janigan (1995) made for improving Canada's
health care system.

Till et al. (1992) suggested that there is a need to
develop standards for the creation, assessment, and
communication of evidence to help transfer research results
into clinical;bractice. “‘To illustrate their point, the
authors' considered the problems of decision making in
circumstances where choice of therapy depends mainly on the
patient's preferences. Till et al. sﬁggested that, in such
circumstances, the long term goal would be to develop
criteria that could be used to foster shared rational
decision making.

Patient's and Professional's Role Perceptions

Strull et al. (1984) found that the decisional role

perceptions of health professionals (n=50) were incongruent
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with the perceptions of their hypertensive patients (n=210).
While 63% of the patients claimed that they did not
participate in decision making, their health professionals
reported that patient non-participation in decision making
took place in only 20% of the cases. Health professionals
thought that patients preferred to participate in 78% of the
cases while 53% of thekpatients indicated that they did not
prefer any participation. Overestimation of patients'
perceived ‘role occurred 48% of the time and underestimation
occurred 6% of the time when professional‘s‘}esponsgs'were
paired with their patients' answers.

There is conflicting evidence about patient's
perceptions of their enactment of their preferred decision
making roles. Sutherland et al. (1989) found that patients'’
preferred role and the role they preceived they had assumed
was not significantly different. However Brody et al.
(1989) found fhat there were no significant interactions
between patients' pre-visit role preferences and post-visit
role perceptions. Only half of Bilodeau's (1992) breast
cancer patients who preferred to.have‘a collaborative
decision making role, perceived that they actually assumed
it when the decision to have a lumpectomy or mastectomy was
made. Blanchard et al. (1988) found that cancer patients
who preferred to participate in decision making preceived

that they had been involved in the decision making

interaction significantly more that the observer noted.
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Blanchard et al.'s finding may offer a partial explanation
of why studies that used observation to determine decision
making behaviour usually found patients to be more passive
than in studies that had patients assess their own decision
making roles.

It can be concluded that practitioners and patients do
not necessarily sharetthe same perceptions of decision
making roles that have been enacted. There is conflicting
evidence about patient's perceptions of their actual
decision making roles and about patients' eﬁéctmenfldf their
preferred decision making roles.

Barriers and Enhancers of

Patient Participation in Decision Making

The effects of patient's preferences for information,
information seeking behaviour, and preferred decision making
roles; practitioners’ partnership building behaviours; the
health care délivery system; -and patients’' knowledge on
patients' participation in treatment decision making will be
discussed in this section.

Patient Preferences

The previously discussed studies about information
preferences and decision making role preferences are
relevant to actual decision making roles to the extent that
preferences effect actual behaviour. As indicated
previously, conflicting results were produced when patients'

decisional role preferences were compared to roles that were
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actually assumed. Sutherland et al. (1989) found that
patients who prefer passive decision making roles usually
enact their preferred decision making roles. Bilodeau
(1992) found that when patients' preferred collaborative
decision making role they assumed their preferred decision
making role in only 50% of the cases. It would appear that
there are barriers preﬁenting enactment of preferred
decision making roles when patients want a collaborative
role. Preferences interact with situational and
intrapersonal factors to determine actualAdééisionai fole
behaviour.

Information Seeking

Information is a prerequisite for meaningful
participation in decision making. Newly diagnosed cancer
patients want information about their diagnosis, treatment
and prognosis as well as information about the implications
of their diseé;e and its treatment on their physical,
psychological, family and social well-being (Kochgvar,
1994). However, even when patients recognized they had a
right to medical information, and demdnstrated_a desife for
information, they were passive about seeking information
during the patient-physician interaction (Beisecker, 1988).
Beisecker and Beisecker (1990) reported that although
patients were desirous of information on a wide range of
medical topics, they engaged in few information seeking

behaviours when communicating with their physicians.
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Beisecker and Beisecker found that information seeking
behaviors had little to do with a desire for input into
decision making. Instead, they suggested that information
seeking was associated with situational variables such as
length of interaction, diagnosis, and reason for the visit.
They reported that it usually took at least 19 minutes
before patients startea to engage in information seeking
behaviour but the median time for visits was 18 minutes.

Sutherland et al. (1989) found that, in general, the
cancer patients in their study had perceiﬁed‘themseivés to
be active in obtaining information. There was a trend
toward increased information seeking among patients who
preferred more participation in treatment decision making.
However, 63% of the subjects who wanted little or no
involvement in decision making also demonstrated high levels
of seeking information.

Barsevicﬁxand Johnson (1990) studied 36 women who were
undergoing colposcopy. The women's information sggking
behaviours were influenced by théir preferences for
information and behaviourial involvemént. Information
seeking was associated with having confidence but it was not
associated with fear, anger or depression.

Steptoe, Sutcliffe, Allen, and Coombes (1991) found
that there was generally a high level of satisfaction with
information provided about tests, symptoms and treatment in

77 hospitalized cancer patients. The patients who were less
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anxious and who reported the highest satisfaction with the
information they received, tended be the ones who had
information avoidant coping styles. They were also less
knowledgeable about cancer. It appears that mainly the
needs of people who avoid information were being met. Those
who used information to cope were less satisfied with the
information provided ahd had greater anxiety. Although the
information seekers were more knowledgeable than the
information avoiders, it seems that the information seekers
needs were not being met as well as the ihfé%mationz-
avoiders.

Deming (1989) examined information seeking and
treatment decision making behaviour in 87 cancer patients
who chose mastectomy or lumpectomy/radiation. Women with an
internal locus of control and moderate anxiety participated
actively in the treatment decisions while women with an
external locué\of control-and intense anxiety tended to rely
on their physicians and significant others. Internal locus
of control correlated with more active information seeking.
Anxiety was not associated with decisional behaviour.
Surgeon recommendations were followed significantly more by
those who chose mastectomy than by those who chose
lumpectomy. The choice of mastectomy was associated with a
higher fear of recurrence, a lower fear of mutilation, and
lower body esteem while the choice of lumpectomy was

associated with lower fear of recurrence, higher fear of




Literature Review 85

mutilation, and higher body esteem. The mastectomy and
lumpectomy patients did not differ in their levels of
anxiety or psychiatric symptoms.

Rakowski et al. (1990) in a telephone survey, found
that women were more likely than men to seek information and
that more frequent information seeking was associated with
favourable responses tb several health practices. They
proposed that information seeking is a component of personal
health practice. Shaw, Wiison and O'Brien (1994) explored
the influence of information on the breast Biopsy o
experience. Patients' uncertainty about the possible
outcome led to feelings of distress. The major strategy
that they used to reduce their distress was to control the
amount and type of incoming information.

Manfredi, Czaja, Price, Buis, and Janiszewski (1993)
explored information seeking behaviours of 257 cancer
patients and fheir relatives who obtained specific treatment
related information from the Cancer Information Sgrvice
(CIS) and compared them to 262 hospitalized cancer patients.
Approximately half of the hospitalized patients had sought
information from at least one other source besides their
physicians. The hospitalized information seekers were
similar to the CIS patients in that they were more likely
than their non-information seeking counterparts: (a) to
have felt more stressed when they were first diagnosed, (b)

to have sought a second opinion, (c) to have been seen at
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more hospitals and by more physicians, (d) to prefer
greater information about and involvement in their treatment
plans, and (e) to have been less confident that physicians
always have the most current cancer knowledge. The majority
of the information seekers were looking for explanatory
information about their cancer or treatment. Most wanted
the information betweeh the time they were diagnosed and
starting treatment. The hospitalized patients that did not
seek information had less defined qﬁestions and-consulted
fewerAsources; only a few of them received fhe typezof
information provided by the CIS, and they were less likely
to discuss the information obtained from various sources
with their physicians.

Marcus, Woodworth, and Strickland (1993) found that the
vast majority of callers to the CIS are female, white, and
of middle-class background and that most calls related to
cancer treatme;t issues. --The researchers suggested that the
CIS can influence behaviour, in particular, infor@gtion—
seeking behaviour. 1In a meta-andlysis of patient-physician
communication, Hall, Roter, and Katz4(1988) also found that
females, whites and people in higher socioeconomic classes
seek and receive more information than their counterparts.

It can be concluded that information seeking is an
adaptive response to being diagnosed with cancer, patients
who prefer to participate in treatment decision making are

information seekers, and women tend to seek more information




Literature Review 87

than men. It could be inferred that cancer patients who
prefer to participate in treatment decision making but who
are not given information or who do not have access to
information are thwarted from participating as they would
prefer in treatment decision making and from using their
preferred coping mechanism, information seeking, in dealing
with the cancer experiénce. In contrast, cancer patients
who do not want to participate in treatment decision making
and who cope with the cancer experience by avoiding
information are usually satisfied with the ihformafidn given
by their physicians.

Partnership Building

Hall et al. (1988) defined partnership building as
elevating the patient's status within the provider-patient
relationship to increase the likelihood of patient
participation. Mutuality in giving and receiving
information, égtablishing~a warm caring psychological
atmosphere and taking a less controlling role are components
of partnership building in the patient-practitioner
relationship. Hall et al. found a poéitive association
between partnership building and patient satisfaction.
Mutuality depends on the beliefs of the person with the most
power in the relationship and the general atmosphere that
accompanies the structure in which health care is delivered.
Sharing control with the patient requires the provider to

expend more effort and time to negotiate and communicate
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than to maintain the traditional medical model (Northouse &
Northouse, 1987).

Caring. The patients of physicians who demonstrated
caring actions preferred to participate in decision making
(Blanchard et al., 1988). Roberts, Cox, Reintgen, Bailie, &
Gibertini (1994) found that breast cancer patients have a
better psychological adjustment when physicians use
psychotherapeutic techniques during the interview when the
cancer diagnosis is discloéed. Patients in the Roberts et
al. study indicated that their physicians” ééring aftitude
was more important to them than information giving. The
specific surgeon behaviours that facilitated patient
adjustment included: expressing empathy, allowing sufficient
time for patients to absorb the cancer diagnosis, providing
information, and engaging the patient in decision making.
Patients in %he Blanchard et al. (1988) study who received
caring behavio%rs from their physicians  had a greater
preference for participating in decision making. Caring
behaviours may have a positive effect on patignt ._
participation in decision making.

Information giving. 1In a meta-analysis, Hall et al.

(1988) summarized the results of 41 studies that measured
provider behaviors in medical encounters. Provider
behaviors were grouped according to information giving,
questions, competence, partnership building and socio-

emotional behaviors. Greater patient satisfaction was
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correlated to more information given. Correlations between
provider behaviors, patient variables and provider
background variables were extracted. The meta-analysis
indicated that (1) more information was given to female
patients and to patients in higher social classes, (2) as
patient age increased more information was given, and (3)
patient recall and combrehension increased when providers
gave more information, asked less questions, elevated the
patient's status within thé relationship by enlisting more
patient input and used more positive talk. “Women oﬁtéined
more information because they asked for more, not because
more information is volunteered by doctors_(Wallen, Waitzkin
& Stoeckle, 1979).

In a review of patient-physician communication, Roter,
et al. (1988) found that physicians contribute approximately
60% of the félk during medical encounters. The researchers
found that abdﬁt half of patient inteéraction time is devoted
to information giving, 20% to positive talk, 6% to 7% each
to question asking, social conversation, and pegative talk,
and 10% to partnership building.

Hypertensive patients who had been treated by nurse
practitioners or clinical Pharmacists reported receiving
more information than those cared for by physicians (Strull
et al. 1984). Roter et al. (1991) found that female
physicians engage in more information giving than male

physicians. Street (1991) argued that the amount of medical

S
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information provided to patients by their physicians is
influenced by patient characteristics and the patient's
communication style. Street's analysis of audiovisual
recordings revealed that information about diagnosis was
associated with the patient's anxiety, education, and
question asking. If the patient asked or expressed concern,
then information about treatment was given. Partnership
building behaviour on the part of the physician that
solicited patient concerns; questions and opinions opened
the door for patient expressiveness and aSséitiveneésl

Siminoff (1992) examined the provision of information
to patients for the purpose of informed consent and
concluded that giving patients adequate information usually
impacted positively on their psychological and physical
well-being.

Borgeré et al. (1993) found 58% of 40 cancer patients
intended to di%cuss topics of illness and treatment with
their specialists. The researchers suggested that
motivating factors for cancer patients to plap a discussion
with their specialists were fear, uncértainty, and
dissatisfaction with information received. In 22% of the
cases, cancer patients did not achieve their planned
discussion. In 25% of the casés, achievement of the planned
discussion occurred due to the initiative of the specialist
or the patient's companion. The researchers concluded that

information seeking of cancer outpatients is influenced by:
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patients' needs, values and beliefs; unexpected situations;
patients' skills: and specialists' and companions'
behaviour.

Both nurses and physicians could improve their patient
education strategies. When nursing staff provided patient
education, Zylinski (1993) found that teaching strategies
were restricted to information giving or advice giving that
was not always effective and that patients were not actively
in&olved—in the learning pfocess. Few physicians provide
information aids to accompany the information they brbvide
in spite of the reports that cancer patients have poor
recall and comprehension of the information they received
(Tattersall et al. 1994). Tattersall et al. determined that
most cancer patients prefer a take-home audiotape of their
initial consulfation with a medical oncologist rather than
an individuaﬁized summary letter. Hack et al. (1994) found
that patients Wwho preferred to collaborate in treatment
decision making preferred a summary letter over a tape
recording while passive patients.preferred ei?herfé summary
letter or no written information. There was no difference
in effect on recall, anxiety or depression between having
been given an audiotape or a summary letter (Tattersall et
al., 1994). Tattersall et al. found that patients used the
learning aids to review the information presented and to
share the information with relatives and friends.

Teasdale (1993) suggested that reframing and empowering
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interventions were better than providing information in a
neutral way with no direct attempt to influence the
inferences that patients make. It was argued that health
professionals rarely offer explanations in a neutral manner.
Instead they have biases about what is best for the patient
and use information to induce patients to respond
accordingly.

Miyaji (1993) observed that physicians use their power
to control -information thréugh their management‘of the
information giving process. The researchér‘%ound tgaf
bPhysicians' discourse justified their control over
information giving. The study indicated that information
about treatment was more readily shared than information
about prognosis and that the way physicians control
information giving was closely related to their own
emotional cobing methods, institutional and legal
constraints, aﬁd power relationships émOng patients,
pPhysicians, and other care-givers. )

It can be concluded that care~givers provide-
information. However, their use of stfategies that improve
patient recall, comprehension and application often leaves
much to be desired. In many instances, information is
provided only if patients display a need for it.
Unfortunately, patients often do not reveal their desire for
information to their care givers. However, giving detailed

information to all patients is not indicated because some
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patients cope by avoiding information. Lantos (1993)
pointed out that Physicians have routinely withheld
information from patients since the time of Hippocrates and
that providing patients with truthful information is a
relatively new standard.

Beliefs. Leberati et al. (1990) found that the
likelihood of Italian physicians' preferences for type of
surgery to treat breast cancer was influenced more by their
speciality-and the extent fo which they felt that patients
should have a role in treatment decision making thaﬁ'by
differences in beliefs about treatment outcomes. Those who
believed that patients should have a role in treatment
decision making were more likely to offer their patients a
choice between lumpectomy or mastectomy. Surgeons and
internists were more supportive of traditional radical
techniques. ~The researchers suggested that only ignorance
or distrust of results from clinical trials could account
for the beliefs of physicians who thought that radical
surgery was the sole admissible treatment for breéét cancéf.

Beisecker et al. (1994) surveyed 67 oncologists and 94
oncology nurses and 288 patients from a women's clinic. The
oncologists, nurses, and women all believed that the
physician should bear most of the responsibility in making
medical decisions. However, the nurses believed that breast
cancer patients should have more decision making responsibly

than the women believed. The oncologists believed that
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breast cancer patients should have less responsibility than
the women believed. Surgical oncologists advocated more
patient involvement in decision making than medical or
radiation oncologists.

Beisecker et al. (1994) found that oncologists' gender
was not a significant factor associated with beliefs about
patient participation in treatment decision making. This
finding conflicted with Beisecker and Murden's (1992)
finding that male physiciahs advocated less patient input
into medical decision making than did female physicians.
Although there is evidence that older patients are treated
differently that younger patients (Yellen et al., 1994),
Beisecker et al. found that oncologists and nurses reported
that their beliefs about including patients in decision
making were not affected by patients' ages. Social
desirabilité may have accounted for their responses because
it is politicé&ly correct.. to treat patients equally. When
Beisecker et al. asked what other information respondents_
needed for them change their responses about deciding who
should take responsibility for treatmént decision making,
nurses and a small number of oncologists indicated patient's
preference for level of invoivement in decision making.

Nursing theorists such as King and Orem have hailed the
benefits of patients participating in planning their own
care and of patients undertaking self-care activities.

However, Zylinski (1993) found}that postoperative patients
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have a low expectation of being informed or of participating
in their care. Teasdale (1993) noted that in hospital
settings, opportunities for patient control are not obvious
and that it would be a challenge for nurses to identify
situations in which patients could meaningfully exercise
control over events.

To conclude, physicians adhere strongly to the belief
that they should be the ones who are primarily responsible
for making medical decisioﬁs. Nurses are stronger advocates
for patients being. involved in making decisions aboﬁt their
care than patients and physicians. However, not all
patients are ready or willing to assume a collaborative role
in treatment decision making and the hospital environment
may make patients' opportunities to participate in decision
making less obvious. It would appear that nurses and
patients who“prefer a collaborative role in treatment
decision makin% are more inclined to fit into the
compensatory model while physicians and passive patients are
more inclined to fit the medical -model.

Health Care Delivery System

As indicated earlier, Beisecker & Beisecker (1990)
noted that consumerist behaviour in patients usually did not
begin after the patient and pPhysician interacted for 19
minutes. This is a significant finding since Beisecker and
Beisecker found that the median visit lasted 18 minutes.

Roter, Lipkin and Korsgaard (1991) found that the average
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visit to a male physician lasted 20.3 minutes while female
physician visits lasted an average of 23.9 minutes.

Busby and Gilchrist (1992) studied the views of 33
consultants, 14 nurses and eight patients to reveal the
nature of ward rounds. They found that medical staff
dominated the proceedings and other health care
professionals had little involvement. Patients received
little explanation and had much difficulty understanding the
discussions. If this studf is representative of most ward
rounds then patients are certainly not provided witﬁ the
type of information they need to participate in treatment
decision making and they are not being invited into a
partnership relationship about their care.

Meredith (1993) found that the time interval between
disclosure and the decision to have surgery was too brief
for the patients to have their opinions of the matter
considered. HE suggested. that clinical character of the
discourse that had defined the meeting prevented patients
from having input into the decision even whenAthere was
sufficient time. It would appear that the clinical
discourse that Mishler described in 1984, that disallowed
the patients' lifeworld to enter the scene, was alive and
well. Meredith (1993) found that ratients were aware of the
time constraints while meeting with their surgeons and were
careful not to consume more than their allotted share.

The power of the physician and the environment in which
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health care is provided can effect patient-practitioner
information flow which in turn effects patient participation
in medical decision making.

Knowledge

Weeks (1994) suggested that if patients were
knowledgeable of the expected outcomes of treatment options
and were given the oppbrtunity to have to have complete
decisional autonomy, they-would receive therapy congruent
with their preferences. Féw patients want complete autonomy
but many prefer shared decision making. TIf active 6r
collaborative decision making is to be achieved by those who
prefer it, patients must inform their care givers about
their preferences, and detailed medical information must be
provided to patients who prefer it (Weeks, 1994).

Information needs. Mackillop et al. (1988) interviewed

100 cancer Qﬁtpatients in Kingston, Ontario. All except two
patients recodhized that they had cancer and 87 were able to
correctly identify their type of tumour. Patients' 4
expectations of cure was in agreement with thgir physicians
in only 37 cases. Most patients (n=57) were more optimistic
and six patients were more pessimistic than their
physicians. Because most pPatients were unrealistically
optimistic about the progress of their disease the
researcher felt that the patients were not capable of making
appropriate treatment decisions. Serious misunderstanding

of patients’ perceptions almost always went unrecognized by
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their physicians. The researchers suggested that some of
the patients’ misunderstandings may have been the result of
too optimistically presented boor prognoses even though an
attempt to discuss the disease honestly with the patient had
been made. The study indicates that patients' information
needs are not being met at a sufficient level to allow
participation in decision making.

Derdiarian (1986, 1987a, 1987b) assessed the _
information needs of 60 cahcer patients who had received
their diagnosis from one to 18 days previously and were
anticipating their initial treatment. A hierarchial pattern
of four major categories of information needs were
identified (disease > personal > family > social
relationships). Information needed in the disease concerns
category included: nature, extent and etiology of disease:
nature resuits and consequences of tests; nature, intended
and unintended\consequences of treatment; facts and
implications of prognosis. Information in the category of
personal concerns included implication for se}f,.;éreer,
modification of future plans, physical functioning,
resources to maintain physical and psychological well-being,
and how to handle emotional disturbances. Information needs
in the family category included how to handle the impact on
spouse, children, parents, and siblings. Information needs
in the social concerns category included implications for

communication, interaction and attainment of assistance
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related to job/career relationships, special interest groups
relationships, leisure group relationships and future
relationships. The information needs of patients
demonstrated congruency with the harms, threats and
resources related to the implications of the diagnosis. The
researcher concluded that individuals seek information to
appraise harms, threats and resources when encountering
harmful or threatening events. R

Brandt (1991) developéd a instrument to measure the
specific learning needs of cancer patients ﬁéving rédiation
implant therapy. The relationship of information needs to
patients' preference to participate in treatment decision
making was not reported. Bilodeau (1992) measured how
breast cancer patients prioritized their information needs
and found that breast cancer patients who preferred active
or collaborétive decision making roles had different
hierarchial pfbfiles of information needs than patients
preferring a passive role. Davidson (1993) determined there
was no relationship of information needs of men wifh
prostate cancer to their decision making role preferences.
However, Manfredi, Czaja, Buis, and Derk (1993) found that
patients with strong information needs preferred to
participate in treatment decisions. Manfredi et al. found
that most of their subjects needed more information abouf
their illness and treatment than was provided by their

physicians.
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To assess discharge learning needs, Bubela and Galloway
(1990) developed a 50 item forced choice Likert format

Patient Learning Needs Scale (PLNS) based on responses from

301 medical-surgical patients in a large teaching hospital
in Ontario who were anticipating return home within 72
hours. To improve patient understanding, the items were
worded in one directidh. Seven subscales (medications,
activities of living, feelings related to condition,
community - and follow-up, treatment and complications,
enhancing quality of life, and skin care) wﬁich accSunted
for 56.1% of the variance, were isolated through factor
analysis. Bubela and Galloway reported that patients who
had malignant diseases and who were female had more
information needs than those with benign diseases and who
were male. They found also that information needs were
positively éorrelated with length of hospitalization, number
of discharge ﬁédicationsfuand patienfs"perception of the
influence of the illness on their lives. Using tpe same
tool, Galloway, Bubela, McKibbon; McCay and Ross -(1993)
found that postoperative lung cancer batients (n=40)
expressed a high number of information needs. The
information needs that were most frequently identified by
pre-discharge postoperative lung cancer patients were:
information to help them prevent, recognize and make
judgements about complications and information about

activity guidelines, incision care, and how their illness
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would effect their lives.

Specific information needs and how they are measured
differs among studies. Information needs at the time of
discharge from hospital may become increasingly important to
patients who expect to be responsible for self-care
activities. It can be concluded that although cancer
patients have a high need for information, and the manner in
which care givers provide it needs to be improved .so that
patients comprehend the reélity of their situations.

Without realistic knowledge, partiCipatidn ih deciéion
making usurped. However, relationship of information needs
to decision making role preferences is inconclusive.

Discharge teaching. In a meta-analysis of 102

studies, Devine and Cook (1986) found that psychoeducational
interventions have a positive effect on recovery, pain,
psychologicél well-being and satisfaction with care in
hospitalized éﬁult surgical patients. To Prepare patients
to care for themselves after discharge from hospiﬁal and to
prevent postoperative complications, nurses provide
discharge teaching. Decision making éan be inherent in
self-care activities. Edwards, Broadwater, Bell, Ames &
Balch (1988) were able to decrease the average length of
hospital stay for mastectomy patients from 10.5 to 4.3 days
by teaching patients self-care for their surgical wounds and
drains. Patients were discharged with drains in place

usually within 72 hours after surgery without any
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significant changes in rates of complications. Although
nothing was mentioned about involving patients in decision
making, these patients would have to make decisions while
carrying out the their self-care to identify if the wound
was healing, if an infection was developing, if the amount
and character of drainage was within normal limits in order
to know when to requesf assistance.

Williams et al. (1988) found that mastectomy and
hysterectomy patients who feceived teaching pre¥operative1y
required neither prompting nor assistance'iﬁ‘the inifiation
and completion of ambulation tasks whereas uninstructed
patients did not initiate or complete specific tasks in
spite of prompting and physical assistance from the nurse.
Measures taken one month later indicated that the instructed
group was performing self-care activities at home
significantl& better than and more frequently than the
uninstructed g}oup.

It can be concluded that discharge teaching can be
effective in helping patients implement self—care-v
activities. However, there is a dearth of data specific to
the relationship of discharge teaching to patient
participation in decision making.

Comprehension. Cassileth, Volckmar and Goodman (1980)

found that 50% of 103 patients receiving radiation therapy,
expected to be cured. Of the 57 who were receiving

palliative radiotherapy, one third believed they might be
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cured. Experienced patients perceived themselves to be less
knowledgeable than they actually were. Mackillop et
al.(1988) found that in 100 cancer patients, 22 misperceived
the intent of their therapy, 19 misperceived or were unsure
if their disease was localized or metastatic, and 63
misperceived the probability of cure with most being overly
optimistic. They found that older and less educated
patients were more likely to misconstrue the intent of their
treatment:  In a meta—analfsis, Hall et al. (1988) found
that patient recall and understanding increased wheﬁ more
information was given and when care-giver partnership
building behaviours were evident.

Denial of information given, confusion over details,
and emotional distress all interfere with comprehension.
Eden, Black and Emery (1993) suggested that comprehension is
improved whén information giving sessions are taped, simpler

language is uééd, and complex information is repeated.
Hypotheses

The following hypotheses derived from the literature
review will be tested.
1. The majority of patients will prefer passive decision
making roles.
2. The preference orders of the majority of patients will

be consistent with the existenqe of a psychological
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dimension of keeping, sharing and giving away decision
making control.

3. Patients' preferred role in deciding to have surgery
will be the same as their preferred role in making the
postoperative care decision that they selected as most
important in which to participate.

4. Patients preferrihg collaborative and active decision
making roles will be greater in number than those assuming
collaborative and active réles.

5. Patients who assume collaborative and active décision
making roles will indicate the same amount of need for
information about post-discharge self-care management as

patients who assume passive decision making roles.
Summary

Participé%ion of the.cancer patient in treatment
decision making is a complex matter. It depends on
intrapersonal, situational and demographic variablés such as
beliefs about who should be responsible for making the
decisions, patients' confidence in their own knowledge, the
psychological and physical health status of the patient, the
amount of medical information patients obtain and
comprehend, and partnership building behaviours of the
health care professional. Not all patients are ready to

participate in heath care decision making or to receive
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detailed information about their illness and its treatment.
Therefore assessment of decision making preferences and

information needs is required.
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CHAPTER 3
METHODOLOGY

The methodology chapter includes a description of the
design of the study, population, setting, sample, data
collection procedures\and problems, instruments, and data

analysis.
Study Design

A combination of methodologies was used for this
descriptive survey. A method of paired comparisons based on
L. L. Thurstone's Law of Comparative Judgement (Dunn-Rankin,
1983) was used to rank nine postoperative care decisions. A
card sortiné procedure was used to determine the order of
surgical treaéhent decision role preferences. Having
subjects select one item from a list Or an array 9f items_
was used to determine their preférred postoperative care
decisions, their perceived postoperative care decision
making roles, as well as their perceived surgical treatment
and postoperative care decision making roles. The Patient
Learning Needs Scale, developed by Bubela and Galloway
(1990), was used to measure pre-discharge information needs.
A semi-structured interview was used to obtain patient's

thoughts about their experience in the decision making
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brocess and their information needs.
Population and Setting

Newly diagnosed cancer patients who underwent surgical
treatment and who were within three days of expected
discharge from the St.‘Boniface General Hospital in
w;nnipeg, Manitoba were studied. 1In Manitoba, the 1995
cancer estimates are 5,3004new cases and 2,550 deaths
(Canadian Cancer Statistics, 1995). Thirty-eight percent of
the cancer cases in Manitoba were treated with surgery alone
and 91% had surgery at some point during their illness
(Vachon et al, 1990). The number of surgeries performed
specifically for newly diagnosed cases was not available.
Approximately 25 to 30 cancer operations per week were
performed aé the St. Boniface General Hospital when the data
for this studfxwas collected. The hospital is the second
largest teaching hospital in Manitoba and is affi}iated with

the University of Manitoba.
Sample

The following criteria were used to select a
convenience sample of newly diagnosed cancer patients:
diagnosed with cancer within the past 180 days; over the age

of 18 years; having had either bprostatectomy, hysterectony,
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mastectomy, breast conserving surgery, gastric or intestinal
resection, nephrectomy, pneumonectomy, lobectomy or wedge
resection as a treatment for cancer; expected by the nursing
staff to be discharged from hospital within three days; and
not experiencing severe physical or psychological distress
as assessed by the nursing staff. Patients who had
significant difficulty with cognition, reading and
communicating in English were excluded. Consecutive
patients were invited to pérticipaté. The projected time
frame for data collection was three months or less %o
collect data from 75 to 100 patients. However, after seven
months of data collection, a sample 51 subjects was

obtained.
Protection of the Rights of Human Subjects

The apprébal for this research was obtained from the
University of Manitoba Faculty of Nursing Ethical Review ‘
Committee (see Appendix A). Every potential subjeét was
presented with a written and verbal ekplanation of the
study. Potential subjects were informed that they were
under no obligation to participate in the study, were free
to refuse to answer any or all questions at any time after
entering the study, and could discontinue participation at
any time. A copy of the consent form is presented in

Appendix B.
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If a subject requested a summary of the results of the
study, the name and address of the subject was recorded in a
separate notebook which was kept in a locked cabinet. After
the summary results were mailed, the notebook was destroyed.
Names and addresses were not attached to the information
gathered from and about subjects. No personal
identification of any kind was used on the data collection
materials. Only code numbers were used. Anonymity was

therefore ‘ensured.
Procedure to Recruit Patients as Subjects

Access to newly diagnosed cancer patients who had
undergone and were recovering from surgery at the St
Boniface General Hospital was obtained after ethical
approval waéiobtained. A letter requesting access to the
eligible patie%ts at the St. Boniface General Hospital was
sent to the Directo: of Nursing Research (see Appendix C).
Application procedures specified by the hospital's'
Department of Nursing Research were followed. After
approval to access to St. Boniface General Hospital was
received (see Appendix D), the researcher met with the head
nurses to inform them of the study, to answer any questions
they might have, to request that they identify and invite
all eligible patients to participate in the study, and to

arrange methods and times for head nurse-researcher
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communication. Executive summaries of the study (see
Appendix E), consent forms (see Appendix B), and data
collection tools (see Appendices F, G, H, I, J and K) were
given to the head nurses.

The researcher contacted the nurses in charge of the
units by telephone from two to four days per week, depending
on the individual arrangements made with each unit, to
determine which patients were eligible and willing to be
approached -by the researchér. The researcher approached the
identified patients to obtain their informed consent.

Verbal and printed explanations of the purpose of the study
and the protocol to be followed were provided. After the
consent form was signed, the patient was given the choice of
starting data collection procedures immediately or of making
an appointment with the researcher to return at a more
convenient fime to begin data collection.

From Augﬁét 6, 1991 to Maréh 3, 71992, a total of 102
patiénts on four surgical wards and one gynaecology ward who
met the criteria were identified- to the resea;cher-as
potential subjects. Data collection was initiated with 55
of them. Of those who did not become subjects, 29 indicated
that they did not want to participate after being approached
by the nurses. Another seven declined to participate after
the researcher requested their informed consent. Eleven
patients agreed to participate, however the researcher was

unable to meet with them before they were discharged. This
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occurred when patients were discharged sooner than the
nurses expected, or when patients were discharged from
hospital immediately after being informed of pathology
report results. This did not permit the researcher to meet
with the patients to collect data before they were
discharged.

Four subjects were deleted from the study. Information
had been collected from one postoperative cancer patient who
did not fit the criteria of the study. Although the patient
had been seeing a physician who had diagnosed her WEth
cancer over a year ago, she was not aware that it had not
been "taken care of" at the time it was diagnosed. She was
therefore not a newly diagnosed patient. Data on this
patient were not used in the analysis. The other three
subjects were deleted from the study because only
demographic.data were obtained before they declined further
participationf\ One of the three subjects was encouraged by
his wife not to participate. The other two subjects opted
out of the study because they felt that partigipation in the
study interfered with the time they had to see visitors.
Deletions reduced the size of the total sample to 51
subjects.

Patient Recruitment Problems

On November 13, 1991 the Director of Surgical Nursing
at the hospital informed the researcher that she could no

longer collect data from patients who had colostomies
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because there were three other nurse researchers who were
studying ostomy patients. The researcher was informed of
three colostomy patients meeting the criteria for inclusion
who therefore were not approached for this study. The
restriction against interviewing colostomy patients was
lifted at the beginning of March, 1992.

Enrolment of subjects was hampered mostly by the length
of time it took for pathology reports to be delivered to the
wards. If -there were no cénfirmed diagnosis prior to
surgery, the pathology report was required fb deterﬁine if
the patient had cancer. On 11 different occasions, one head
nurse stated that there was no pathology report on the chart
and therefore would not approach patients even though they
had undergone bowel resections, mastectomies or partial
mastectomies. This happened most often in patients who had
partial maséectomies because their hospitalizations were
usually very éhort. After several weeks went by and the
head nurse kept informing the researcher that no patients~
were available that fit the criteria, the researchér
requested an explanation for the lack~of patients. The head
nurse stated that most of the partial mastectomy patients
who were cared for on her ward did not have a confirmed
diagnosis before they were discharged from the hospital and
therefore could not be approached for the study. Three
patients who received unfavourable pathology reports were

also not asked by the same head nurse or her designate to
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participate in the study. These patients were assessed by
the nurse as too overburdened to participate. Other
postoperative cancer patients who were on this ward were
described by the nurse as terminal and therefore also not
appropriate for inclusion in the study. Only four subjects
were accrued from this ward. Nurses were not asked to
identify patients who did not agree to participate in the
study or whb could not be invited to participate because the
pathology ‘reports were not'available. Therefore the total
number of patients who were receiving poétobérative:care
following surgical treatment of cancer was not available.
Visitors who were with the patient at the times when
data collection were scheduled made it difficult for the
researcher to actually collect data. The researcher had to
repeatedly reschedule interviews because many patients
preferred héving visitors to participating in the study.
Data colféction usually took place in the patients'
rooms. In most instances a private room for interviewing_
the patient was not available. When the patient-wés in a
two bed room, the curtain was drawn afound the patient's bed
to provide a semblance of privacy. If the patient was not
in a private room and the patient lounge or conference room
was vacant, the patient was given the opportunity to have
the data collected there. The time it took to collect data
from patients ranged from approximately a half hour to one

and a half hours.
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Description of Instruments

Preference for Participation in Postoperative Care Decisions

A questionnaire (see Appendix G) was used to determine,
from the patient's point of view, the rank order of
importance of having his or her opinions included in making
nine different postoperative care decisions. The nine
postoperative care decisions were presented in 36 unique
pairs. Patients were requésted to circle one of each pair
of postoperative care decisions that was most imporfant to
have his or her opinions included during the decision making
brocess. When listening to subjects' verbalizations while
they made their selections from the paired postoperative
decisions, the researcher was not always certain that the
subjects were following the specific instructions. The
researcher ﬂegan to wonder if subjects were making
selections baééd on the importance of the decisions rather
than the importance.of having their opinions considered.
Therefore the researcher included a verbal caution.that it
was the latter and not the former that should be the basis
of their selections.

The questionnaire also requested the patient to select
one of the nine postoperative care decisions believed to be
the most important in which to participate. If the patient
had a more important postoperative care decision in which to

participate, a line was provided to write in the decision.




Methodology 115
No patient wrote on the line provided. Questions about
patient's perception of his or her illness situation and
demographic information which is not usually available on
the health record, were also asked. Development of the
questionnaire is described in Appendix L.

Control Preferences Card Sort

Degner and Sloan 11992) developed a set of five cards
(see Appendix I) to illustrate the range of patient-
physician ‘treatment decisién making relationships. The
preference order of patients' surgical treafment deéision
making roles was determined using the Control Preferences
Card Sort described by Degner and Russell (1988) (see
Appendix M). The cards were then arrayed before the client
to pick the role actually assumed for surgical treatment
decision making.

The préferred and actual roles that patients played
with regard td\their previously selected postoperative care
decision in which participation was most important, was
determined with the use of five cards with the samé
illustrations but with altered captions (see Appendix J).
The alterations made the cards more relevant to the
decisions being studied and to the health care providers
with whom discussion of the decisions may have been
initiated. The postoperative care decisions under
investigation were decisions about the day to day management

of the patient after surgery. The word "treatment" was
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deleted from the cards because patients may not consider day
to day management decisions as treatment decisions. Because
there is a shared responsibility of physicians and nurses in
making many of the postoperative care decisions "doctor” was
changed to "nurse or doctor." The five cards were arrayed
before patients who were asked to pick the card that most
closely approximated their preferred role in making the
postoperative care decision in which they had previously
picked as most important té have their opinions considered.
The patients were then asked to point to the card tﬁat best
approximated the role that they perceived had actually taken
place.

The Patient Learning Needs Scale

The Patient Learning Needs Scale (see Appendix H) was
developed by Bubela and Galloway (1990). The 50 item scale
had a Cronbaéh's alpha of 0.95 when it was tested on 301
adults hospitaiized in Onftario with medical or surgical
illnesses. The instrument is composed of seven subscales:
medications, activities of daily-~living, feel;ngs fe1ated to
condition, community and follow-up, treatment and
complications, enhancing quality of life and skin care.
These seven factors accounted for 56.1% of the variance.
The authors and the Sunnybrook Health Science Centre
copyrighted the questionnaire but allowed it to be used in
this study provided that the data’collected with the

instrument is given to them so that they can further refine
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the instrument.

Semi-Structured Interviews

Semi-structured interviews with patients (see Appendix
K) were used to explore patients' perceptions of nursing
actions that facilitated and hindered acquisition of
information and achievement of preferred decision making
roles. Subjects' verbal responses were written by the
researcher.

Demographics

A patient demographic data form (see Aﬁpendix_F) was
used to record gender, age at last birthday, length of time
in days since diagnosis was communicated, type and stage of
disease, and type of surgical procedure and number of
coexisting illnesses. Because the length of time since
diagnosis was communicated to the patient is frequently not
recorded in the chart, the date on which the patients were
informed of the Cancer diagnosis was requested in a patient
questionnaire. The ‘number of days from the date prov1ded by
the subject to the date of data collection was calculated by
the researcher as the number of days since diagnosis. Only
patients who had Preoperative biopsies usually had the
specific type and stage of cancer recorded on the chart.
Thérefore, the "type" of cancer was recorded as the organ
which was affected. The outcome of surgery was defined as
"clear of cancer" if the pathology report indicated that

surgical margins were clear, no involvement of lymph nodes,
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and there was no evidence on the chart that metastases had
occurred. If the surgical margins were not clear, lymph
node involvement was evident, or evidence of metastases was
noted on the chart, the outcome of surgery was defined as
"not clear of cancer". Coexisting illnesses were defined as
any chronic condition diagnosed prior to admission and
documented in the chart or any condition other than the
reason for the surgery that was diagnosed after admission to

hospital and was documented in the chart.
Procedure for Data Collection

The researcher telephoned the nurses in charge to ask
if any patients who fulfilled the criteria for the study
were available on the ward. If there were any, thevnurse
provided thé patients with a written explanation of the
study and asked them if they would like to participate. If
the patient agreed, the nurse informed the researcher of the
date when the patient would be expected to be within three
days of discharge from the hospital. 'The researcher
approached the identified patients within three days of
their expected discharge from the hospital. At this time,
verbal and written explanations of the study were provided
by the researcher. If the patient agreed, the consent form
was signed and data collection procedures were immediately

initiated, or if the patient preferred, data collection was
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deferred to a more convenient time. When data collection
was deferred to a later time, the researcher and the patient
made an appointment for data collection at a mutually
agreeable time. When the data collection immediately
followed the signing of the consent form, the data were
collected in the same order that the instruments were
described in the previous section. When the data were
chlected at a later appointment, demographic information
was collected from the patient's chart before the other data
were collected. The first few questions'ofdthe pafied

comparisons questionnaire and the Patient Learning Needs

Scale were completed in the researchers' presence so that
the researcher could determine if assistance was needed in
interpreting the instructions or in recording the answers.
The researcher stayed with the patient or was available to
the patient; whichever the patient preferred, when the
questionnaire§ were completed. Some patients who found the
position they were in uncomfortable or awkward tq_circlen
their answers, requested the researcher to circle their
answers for them. When completing thé paired comparisons
questionnaire, two patients whose first language was not
English, requested an interpretation of psychological
assistance. The researcher explained that it meant help in
coping with emotions or troubled feelings.

Two patients indicated that they were too tired or

having pain during the data collection procedure. & second
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appointment to complete the data collection was accepted by

one. The other agreed to fill out the Patient Learning

Needs Scale later in the day by herself but did not complete

the postoperative care card selection or the interview.

Data Analysis

Conceptual Confirmation Using Unfolding Theory

Degnér and Russell (1988) and Degner and Sloan (1992)
used unfolding theory to collect data and measure ffeatment
preference orders. A SAS brogram based on unfolding theory
and developed by J. Sloan was used to determine the
bercentage of subjects who followed the theoretical
dimension of keeping, sharing or giving away decision making
control. Degner and Russell (1988) described the
utilizétion~of unfolding theory to determine the existence
of the psychofogical dimension of treatment decision making
controi. This researcher utilized their method in the
following manner. |

To determine the preference ordefs of patient roles in
deciding to have Surgery, preference orders provided by
patients on the set of five vignettes were analyzed using
unfolding theory. Unfolding theory is based on the idea
that there is a subjective continuum (x) mediating an
individual's choices among a set of given alternatives,

Each individual has an ideal pqint on this subjective
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continuum, and if this point were picked up and the
dimension "folded", the preference order would be
represented in the intertwined order of the stimuli on the
continuum. Individual or I scales are determined both by
the individual's ideal point on the hypothetical continuum
and midpoints between stimuli on the J scale. The specific
analytic procedure outlined by Coombs (1976) permits the
investigator to determine whether a J scale can be unfolded
from any particular set of‘I scales. For a J scale to exist
there must be two end points for the scaIe;’%his ié;true if
there are two and only two I scales beginning with one
vignette and ending with one other such that these two I
scales are mirror images of each other (for example, ABCDE
and EDCBA). If this criterion is met, the investigator can
examine the "fit" between the T scales obtained in the
experiment Qith the hypothesized J scale. For a J scale of
five stimuli, “a minimum of 13.339% of'I scales should fit the
model to accept the'hypothesié that the underlying
psychological dimension exists (Mclver & Carmines,‘1981).

Ranking of Postoperative Care'Decisions and

Surgical Treatment Preference Roles Using

Thurstone's Law of Paired Comparisons

Paton (1990) laid the groundwork for utilization of
Thurstone's Law of Paired Comparisons to obtain a rank
ordering of nine stimuli of interest to nurses. This

researcher utilized a SAS computer program based on
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Thurstone's Law of Paired Comparisons that was designed by
J. Sloan to obtain a rank ordering of the nine postoperative
care decisions and the five vignettes describing surgical
treatment decision roles. The nine postoperative care
decisions were ranked according the degree that patients
preferred to have their opinions considered when the
decisions were made. ‘The nine decisions were judged in
every possible combination. The five treatment decision
réles were. ranked accordiﬁg to patients' preferred level of
involvement in decision making when deciding to have
surgical treatment for their recently diagnosed cancer.
Because the data for decision role preference were collected
using unfolding theory, every possible combination of roles
was not necessarily judged. Only the order of the
preferences were recorded. Thurstone postulated that a set
of "n" stimﬁli Possess a varying but unknown degree of an
attribute. THe attribute of concern in this study was
patient autonomy in.surgical and‘postoperative care
decisions. A greater preference for having Qne'étopinion
considered in the decision making process reflects a greater
preference for autonomy.

The ability of the subject to rank one item over
another in terms of an attribute is the only restriction on
the stimuli (Dunn-Rankin, 1983). The assumption has been
made that there are more frequently aroused perceptions

among the subjects of the preference for becoming autonomous
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or of avoiding autonomy in each of the nine postoperative
care decisions and of the preference for seeking or avoiding
autonomy in each of the five decision making roles. Edwards
(1957) pointed out that each stimuli may vary with respect
to more than one attribute. The order of the stimuli on a
continuum will therefore vary with respect to the attribute
being measured.

It was assumed that all subjects had a perception of
their preferences for autoﬁomy and that all the stimuli
aroused those self perceptions. Thurstone ihdicatéﬁ that
although subjects may have more or less favourable reactions
to being autonomous, there will be a most frequent reaction.
Thurstone assumed that reactions to stimuli were normally
distributed (Dunn-Rankin, 1983). In normal distributions,
the mode, median and mean occupy the same scale positions.
As describeé by Green (1954), the SAS Program provided the
proportion of;iimes that a stimulus was preferred over the
other stimulus. Then the proportions were converted into_
their normal deviates (z scores)- Thurstone'§ scaie was
formed by identifying mean values of the z scores. The
schematic representation of the paired comparisons_of
postoperative care decisions is presented in Table 2. The
intersection of each column and row represents one of the
paired comparisons of postoperativg care decisions. The
value in each cell corresponds to the number of times that

more autonomy in making the postoperative care decision in
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the column was preferred over the one in the row. The same
method of analysis was used to determine the rank order of

the five surgical treatment decision making roles.

Table 2. The Fundamental Matrix.

OBED FOOD DRSG DOSA TIMA BLOD PSYC ACTV DISC

OBED
FOOD
DRSG
DOSA
TIMA
BLOD
PSYC
ACTV

DISC

o

The following definitiohé apply:

OBED: When I should get out of bed for the first time
after surgery - .

FOOD: Which foods should be served to me -

DRSG: When my dressing should be changed

DOSA: How strong a dose of pain medication I should
receive

TIMA: What time my pain medication should be given to me

BLOD: If I should had a blood transfusion

PSYC: If I should receive assistance in dealing with the
psychological impact of my illness

ACTV: What activities I should do and avoid doing when I
go home

DISC: What day I should be discharged from the hospital
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Comparison of Thurstone Scale Rankings Between Groups

Before differences between groups could be determined,
computations of the mean g Scores of each stimulus were
carried out according to the method described by Green
(1954). The stimulus with the lowest mean gz score of the
set was assigned the value of 0. The remaining stimuli
scale values were determined by finding their distance from
the stimulus with the arbitrarily assigned value of 0.

Comparison of scale vélues between various‘groups of
subjects was calculated by hand using the'pdbled t Eests
described by Shott (1990). Differences in preferences for
autonomy in the nine postoperative care decisions were
determined according to gender, age, education, place of
residence, perception of being cured, coexisting illnesses
and decision role category. The same type of calculations
were used to determine differences in preferred surgical
treatment role categorlesmaccording to gender, age,
education, place of residence, bPerception of belng cured and
coexisting illnesses. Scale graphs illustrating the
differences and similarities between the groups being
compared were drawn by a computer brogram designed by J.
Sloan.

Differences Between Decision Role Categories

The same categories of decision role preferences that
were used by Degner and Sloan (1992) were utilized in this

study. Figure 3 displays the manner in which the role
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categories were created. Determining differences in the
number of subjects who preferred and who assumed active,
collaborative or passive roles in surgical treatment and
postoperative care decisions was attempted using Chi square.
The small sample size of "active" subjects required the
collapsing of "active" and "collaborative" subjects into one
category. After active and collaborative categories were
cqllapsed, Chi square was used to determine the differences
between preferred surgicalitreatment and preferred
postoperative care decision making role Catégories;'between
assumed surgical treatment and assumed post operative care
role categories, between preferred surgical treatment and
assumed surgical treatment roles categories and between
preferred postoperative care and assumed postoperative role
categories.

Determination of Relationship of Information Needs

|\ ~
with Decision Role Categories

The SAS statistical program was used to calculate each

subject's the score on The Patients Learninq'Needé Scale and

determined if there was a relationshib between self-
perceived information needs and decision role categories.
The plot of the total learning needs scores did not result
in a normal distribution. Therefore a nonparametric chi
Square approximation test, the Kruskal-Wallis Test, was

utilized.




(/ prefer to make the finaj
selection about Which
treatment I will receive.

rl prefer to-make the final selectioh . Role
of my treatment after seriously L -
considering my doctor's opinion.
rl prefér that my doctor and | 1
share responsibility for deciding CO ' ,a boratlve
which treatment is best for me. Role
rl prefer that my doctor makes
the final decision about which
reatment will be used, but _
seriously considers my opinion .

rI prefer to leave ajlf
decisions regarding my
treatment to m y doctor.

_Role

Figure 3. Decision Role Categories (Adapted from

"Patient Participation in Treatment Decision Making" by L.
Degner, 1992 (September) Axon, p.13.
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Summary

This chapter outlined the methods used to study
preferred and assumed decision making roles, the rank order
of postoperative care decisions in which patients prefer to
participate, and the amount of patient perceived learning
needs. Thurstone's Law of Comparative Judgement, Unfolding
Theory, Chi square, Kruskal-Wallis and pooled t tests were

used to analyze the data.
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CHAPTER 4
RESULTS

The results of this pilot study will be bresented to
demonstrate the researcher's process in interpreting the
data. First, the characteristics of the subjects are
described. Then the results related to postoperative care
decisions; - preferred and aétual decision making roles, and
information needs will be addressed separatély. Tﬁis will
be followed by a bPresentation of the interrelationships

among the variables.
Subjects

Characteristics

The sampfe consisted. of 22(43.1%) males and 29(56.9%)
females between the ages of 30 and 85 years. The median age
was 64 and the mean was 61.57 with a standard deviation of

13.36. Subjects living in Winnipeg cémprised 66.7 percent

of the sample. The remaining subjects were from other parts

of Manitoba. Table 3 indicates the level of education of

the subjects.
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Table 3. Level of education of subijects (n=51).

Grade 9 or less 13(25.0%)
Some High School 8(15.4%)
High School Graduate 10(19.2%)
Trades Certificate or Diploma 11(21.2%)
Some University ‘ 6(11.5%)
University Graduate 4(7.7%)

Days since being informed of the cancer diagnosis
ranged from 4 to 136. The median number of days was 30 and
the mean was 38.04 with a standard deviation of 34.13.
Seventy-five percent of the subjects were within 49 days of
being informed of their cancer diagnosis.

Patients had from zero to six coexisting illnesses.
The mean number of coexisting illnesses was 1.73 with a
standard deviation of 1.42. | Frequency tabulations of the

coexisting illnesses are indicated in Table 4.

Table 4. Frequency of coexisting illnesses in subjects.

Number Frequency Percent
0 12 23.5
1 10 19.6
2 18 35.3
3 5 9.8
4 4 7.8
5 1 2.0
6 1 2.0
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The patients in the sample had a variety of types of
cancer and surgery. Patients with cancer of the prostate
(n=14) had radical prostatectomies with pelvic node
dissections. Of the 15 patients with breast cancer, one
underwent a simple mastectomy, two had lumpectomies and 12
had modified radical mastectomies. The four patients with
cancer of the lung had wedge resections. Seven patients
were diagnosed with gastrointestinal tract cancer: three
had abdominal perineal reséctions and colostomies, three had
low anterior resections and one had a hemicéiectomjf Ten
patients had hysterectomies; five were diagnosed with cancer
of the cervix, two had ovarian cancer, two had endometrial
adenocarcinoma, and one had uterine sarcoma. Six of the
patients who had hysterectomies also underwent bilateral
salpingo-oophorectomies. One patient with ovarian cancer
had a bilatéral oophorectomy in November 1991 at another
hospital. She stated that she was brought in for a staging
operation because her pathology report from the oophorectgmy
revealed that she had cancer. This patient had hef uterus
removed several years ago to treat meﬁorrhagia. Although
she did not have her hysterectomy recently, the researcher
felt justified in including her in the sample because a
hysterectomy would have been recommended had it not been
done before. This patient's results have been included with
those patients who had hysterectomies.

The diagnosis of cancer was confirmed by biopsy prior
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to surgery in 40(78.4%) cases. Of the 23 (45.1% of the
total) pathology reports of tissues removed during surgery
that were available on the date of data collection, 14
(60.87% of the 23) indicated no evidence of lymph node
involvement, margins of the excised tissue were clear of
cancer and no evidence in the chart indicated that the
disease had spread; 9 (39.13% of the 23) indicated lymph
node involvement or intrusion of cancer at the margins of
the excised tissue. The pétient who had the staging
Operation had a pathology report which indicated that she
had no lymph node involvement and there was no evidence of
cancer in the tissue samples and washings. Her results were
therefore classified with those who were clear of cancer.
The pathology reports of 28(54.9%) patients were not
available on the ward on the date of data collection.
Therefore né calculations were carried out to determine the
effect of disease stage. .. |

Patient Perception of Surgical Outcome

Patient perception about the outcome of surgefy
compared to the results of the patholdgy reports is
illustrated in Table 5. In 29(56.86%) patients, perception
of surgical outcome concurred with,pathology report results.
In 10(19.61%) instances, patient perception of being cured
concurred with the pathology reports indicating no evidence
of cancer cells at the excised tissue margins nor in the

excised lymph cells. Patient perception of being cured when
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pathology reports indicated cancer cells were present in the
lymph nodes or at the margins of the excised tissue or when
there was no pathology report occurred in 12(23.53%)
instances. Only one (1.96%) of the nine patients whose
pathology report indicated evidence of spread of the

disease, acknowledged that the disease was not cured.

Table 5. Perception of outcome compared to actual outcome.

Patho;ogy Report

Patient -
Perception Clear Not Clear No Report Total
cured 10 3 9 22
not cured 0 1 1 2
unsure 4 5 18 27
Total 14 9 28 51

B

Patients volunteered the followiné reasons for their
selection of "cured" on the questionnaire: "The doctor told
me that all went well during sur;ery.f "I'm reéovering to
my doctors satisfaction, so all the cancer must have been
removed." Several patients for whom no pathology report was
available on the ward, commented that they had been told by
their doctors that all the cancer was removed during
surgery. One patient vented his anger about having been
told that all the cancer was removed and then later being

told that this was not the case after the pathology report
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results became available. This patient recorded that he had
been cured stating that he could not put a check mark beside
"not cured". His remarks vacillated between anger and
denial when speaking about his disease. Intellectually he
seemed to understand that he had not been cured, but
emotionally he had not accepted the information. Another
patient said she checked off "cured" even though her
pathology report had not come back, because she felt that
the response she wrote might influence her actual outcome.
Of the 27 patients who responded that they weré "not
sure" about the surgical outcome, 23(85.19%) reflected an
accurate picture of reality. Pathology reports of 18 of
these patients had not yet arrived on the ward. Four had
pathology reports indicating that no evidence of cancer had
been found at the margins. Even when a pathology report
indicates clear margins and no evidence of cancer in the
examined lymph nodes, there is a possibility of cancer cells
remaining in the body. Therefore, when pathology reports
indicate no evidence of cancer in the excised tlssue

remaining unsure about being cured is appropriate.
Postoperative Care Decisions

Rank Order of Postoperative Care Decisions

The rank order of importance, from the patient's

perspective, of participating in nine postoperative care




Results 135

decisions was determined using Thurstone's Theory of
Comparative Judgement. The nine bPostoperative care
decisions that were ranked were: When I should get out of
bed for the first time after surgery (OBED). Which foods
should be served to me (FOOD). When my dressing should be
changed (DRSG). How strong a dose of pain medication I
should receive (DOSA)f What time my pain medication should
be given (TIMA). If I should have a blood transfusion
(BLOD). "If I should recei&e assistance in dealing with the
psychological impact of my illness and surgé}y (PSY&). What
activities I should do and avoid doing when I go home
(ACTV). What day I should be discharged from the hospital
(DISC).

Patients were asked to choose one from each pair of
postoperative care decisions in which they believed their
opinions weée most important to be included in the decision
making procesg. The proportion of times the postoperative
care decisions listed across the rows of the matrlx was
favoured over the postoperative care dec1s1ons listed down
the columns is 111ustrated in Table 6. & matrix of normal
deviates of the proportions rounded down to two decimal
points are presented in Table 7. The means of normal
deviates indicate the relative scale value for each of the
nine postoperative care decisions (see Figure 4). The unit
of measurement is one standard deviation of perceived

difference between stimuli (Hays, 1967). The variability
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within the z score matrix is depicted in Figure 5. The
decision with the lowest mean value z score is ranked first
in importance for participation in decision making. The
means of the z scores of the nine stimuli indicate their
distance from zero on a normal curve. The grand mean of the
nine z scores should be zero (Hays, 1967). Because there
was missing data, the grand mean, calculated prior to

rounding down to three decimal points, was -0.006678.




Table 6,
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Proportions matrix of postoperative care

decisions.

OBED FOOD DRSG DOSA TIMA BLOD PSYC ACTV DISC

*OBED 0 0.60 0.71 0.52 0.46 0.36 0.33 0.26 0.74
"FOOD - 0.40 0 0.50 0.32 0.40 0.46 0.40 0.34 0.55
‘DRSG  0.29 0.50 0 0.31 0.28 0.51 0.31 0.26 0.58
‘DOSA  0.48 0.68 0.69 0 0.65 0.56 0.44 0.30 0.63
‘TIMA 0.54 0.60 0.72 0.35 0 0.50 0.42 0.30 o0.66
‘BLOD 0.64 0.54 0.49 0;44 0.50 0 0.32 0.44 0.61
‘PSYC 0.67 0.60 0.69 0.56 0.58 0.68 0 0.40 0.60
"ACTV 0.74 0.66 0.74 0.70 0.70 0.56 0.60 0 0.80
‘DISC  0.26 0.45 0.42 0.37 0.34 0.39 0.40 0.20 0
MEAN 0.53 0.42 0.40 0.59 0.52 0.56 0.61 0.68 0.39

‘When I should get out of bed for
surgery.

"Which foods should be served to me.

dressing should be changed.

of pain medication I should receive.
Yy pain medication sho
ave a blood.transfu
eceive assista

‘When my
‘How strong a dose
‘What time m
‘If I should
°If I should r
psychological im
"What activities I sh
‘What day I should be

h

the first time after

uld be given.
sion.
nce in dealing with the

pact of my illness and surgery.
ould do and avoid doin

g when-I go home.

discharged -from the hospital.
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Table 7. % Score matrix of postoperative care decisions.

OBED FOOD DRSG DOSA TIMA BLOD PSYC ACTV DISC

OBED (.00 -25 0.52 0.05 -0.10 .36 -0.47 -0.64 .64

"FOOD -0.25 .00 .00 -0.47 -0.25 .10 -0.25 -0.41 .10

‘DRSG -0.58 .00 .00 -0.52 —0;58 .00 -0.52 -0.64 .20

‘DOSA -0.05 .47 .31

© O o o

-58 -0.41 0.00

‘BLOD 0.39 .10 -0.05 -0.15 0.00 .25

-0
-0
0

-47 0.00 0.36 0.15 -0.15 -0.52
0
0.00 -0.47 -0.15
0

‘PSYC 0.36. .25 .47 0.15 .20 .47 0.00 -0.25 .25

O

.84

0

0

0

0

.00 -0.20 -0.52 0.41

0

0

"ACTV 0.64 0
B ;

0
0
0
0
‘TIMA 0.10 0.25
0
0
0
-0

0
-41 0.64 0.52 0.52 0.15° 0725 0.00
-0

‘DISC -0.64 .15 -0.20 -0.36 -41 -0.31 -0.25 -0.84 .00

MEAN -0.01 0.18 0.27 -0.13 =0.03 0.00 -0.23 -0.44 0.34

‘When I should get out of bed for the first time after
surgery.

"Which foods should be served to me.

‘When my dressing should be changed.

‘How strong a dose of pain medication I should receive.

"What activities I should do and avoid doing when I go home.
‘What day I should be discharged from the hospital.
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Figure 4 illustrates the positions of the mean z scores
in relation to each other. The axial rotation was turned so
that the more favourably rated postoperative care decisions
are at the upper part of the scale and have higher scores.
Decisions related to home activities, psychological help and
analgesic dosage were rated most favourably; decisions
related to food, dreséing changes and discharge from
hospital were rated least favourably. Decisibns about when
analgesics- should be given; when to get out of bed after
surgery and if blood transfusions should‘bedgiven &ére rated
neutrally and so closely together that the printing overlaps
indicating almost no perceived differentiation of the degree
of importance of participating in these postoperative care
decisions. The distance from zero indicates the strength of
the opinions of the raters. The neutrally rated
postoperatiée care decisions were at gzero and the other six
decisions weré relatively close to zero. None of the
decisions exceeded a z score of 1.0 or -1.0. The span of
the z scores was 0.779. Therefore the strength of opinions
about the importance of participating"in all the
postoperative care decisions was relatively weak.

Consistency of Raters

The number of circular triads made by a subject
indicates the degree of rating consistency of that subject.
Kendall's coefficient of consistency, zeta, was used to

determine if a rater was consistent with him or herself in
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answering the questionnaire. When using Kendall's zeta, a
subject rating nine stimuli is said to be inconsistent if he
or she has made more than 27.2445 circular triads. The
statistical program indicated that subject number 46 had 45
circular triads. Thisg occurred because he answered only 16
of the 36 paired comparisons. Therefore the paired
comparisons section of his questionnaire was deleted from
the analysis. After the deletion, all 50 subjects were
deemed consistent by Kendail’s zeta. When the 50 subjects
rated the nine items, the number of circular triadé'ranged
from 0 (p = 0.99995) to 23 (p = 0.38675), the median was 7,
the mean was 7.56 with a standard deviation of 6.41 and the
mean p value of Kendall's zeta was 0.951. Seven subjects
did not make any circular friads. Twenty-five percent of
the subjects had two or less circular triads. Eight (16%)
subjeéts ha& 15 or more circular triads. The p values of
Kendall's zet& for these eight subjects were less than the
mean p value. Desplte a lack of perfection, the subJects
showed a significant degree of consistency in their
judgments. The p values indicated that all 50 subjects were
not making their Jjudgments at random.

Edwards (1957) described a formula, (n®*-n)/24, to
determine the maximum number of triads that can occur for an
odd number of stimuli. Using this formula, the maximum
number of triads for nine stimuli is 30. However, the

statistical brogram demonstrated it is possible to have 84
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circular triads when nine stimuli are compared. Determining
consistency of raters using Edward's formula is therefore
not a valid test. Of the possible 84 triads of decisions,
81 were made. The three trios of decisions free of circular
triads were: dressing change-analgesic time-discharge date
(DRSG—TIMA—DISC), analgesic dose-analgesic time-blood
transfusion (DOSA—TIMA—BLOD) and analgesic dose-blood
transfusion—psychological help (DOSA—BLOD-PSYC).

The frequency with which an item was involved in a
circular triad may have been an indication of unceffainty in
rating that item. The more often that items are involved in
circular triads, the more uncertain subjects may have been
in rating the items. The following numbers indicate the
frequency of times that individual postoperative care
decisions were involved in circular triads: analgesic
dosage, 141; first time out of bed, 139; discharge from
hospital, 131? activities. at home, 131; analgesic time, 113;
food, 112; dressing( 107; psychological help, 99; blood
transfusion, 92. |

Agreement Among Raters

Kendall's coefficient of agreement, which determines
the degree to which raters agreed with each other, operates
with the following hypotheses.

Ho: Raters' choices were made at random (Rho = 0)

Ha: Raters' choices not made at random (Rho > 0)

Calculated for a sample of 50 subjects each rating nine
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postoperative decisions, the coefficient of agreement, Rho,
was 0.0703. This small number indicates that there is
considerable departure from complete agreement. Since it is
a positive number, it indicates that there is a certain
amount of agreement among the raters. The associated Chi
Square test statistic of 167.53125 had 38.28125 degrees of
freedom and a probability valve of <0.0000001 indicating
statistical significance. Raters choices were not made at
random.

The rank order of the postoperative catre decisions of
the 50 subjects determined by Thurstone's Theory is listed
below.

1. ACTV: What activities I should do and avoid doing when I
go home.

2. PSYC: If I should receive assistance in dealing with the
péychological impact of my illness and surgery.

3. DOSA: How“strong a dose of pain medication I should
receive.

4. TIMA: What tiﬁe my pain medication should be,éiven.

5. OBED: When I should get out of bed for the first time
after surgery.

6. BLOD: If I should have a blood transfusion.

7. FOOD: Which foods should be served to me.

8. DRSG: When my dressing should be changed.

9

DISC: What day I should be discharged from the hospital.
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Factors Affecting Postoperative Care Decision Rankings

To determine differences in ranking of postoperative
care decisions in patients classified according to gender,
age, educational level, residence, existence of coexisting
illnesses and perceived results of surgery, pooled two
tailed t tests were calculated by hand. The procedure
described by Green (1954) was used. g Scores were arranged
in hierarchial order. The first ranking z score was
arbitrarily assigned the vélue of 0. The remaining scores
were determined by calculating their distandeés from 0.
Tables of the z scores of are in Appendix N.

Gender

Men and women demonstrated significant differences in
their opinions about the importance of participating in
postoperative care decisions. Women (n=29) wanted more
input into pbstoperative decisions regarding dosage of
analgesics (p<b.005), psychological assistance (p<0.01) and
less input into dec151ons about food (p<o0. 001) and blood
transfusions (<p<0.02) than men (n—21) The spanAof Z
Scores was 0.776 in men and 0.910 in women. The first
ranked postoperative care decision of both men and women was
"What activities I should do and avoid doing when I go
home." Figure 6 depicts the differences and similarities

between men andg women.
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Figure 6. Comparison of men's and women's rankings of
preferences for participation in nine postoperative care
decisions using Thurstone Law of Comparative Judgement.
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Age

Significant differences between younger and older
patients' opinions were revealed. Patients under 65 years
(n=27) wanted more input into decisions about blood
transfusions (p<0.03) and psychological assistance (p<0.04)
and less input into decisions about dressing changes
(p<0.001), time analgesics are administered (p<0.001) and
date of discharge (p<0.001) than patients 65 Years and older
(ﬁ=23). - The span of z scdres was 0.981 for patients who
were less than 65 years and 0.658 for patients who were 65
years and older. The first ranked postoperative care
decision of both younger and older patients was "What
activities I should do and avoid doing when I go home."
Figure 7 depicts the differences and similarities between

younger and older patients.
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Figure 7. Comparison of younger and older patients'
rankings of nine postoperative care decisions using
Thurstone Law of Comparative Judgement.
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Residence

Whether or not patients resided in Winnipeg had
significant effects on their views (see Figure 8). Patients
residing outside of Winnipeg (n=17) wanted more input into
decisions regarding analgesic dosage (p<0.005), time
analgesics are administered (p<0.005), blood transfusions
(p<0.001), and date of discharge (p<0.001) and less input
into decisions regarding dressing changes (p<0.05) than
pétientsaresiding in Winnipeg. The first ranked
postoperative care decision of both patients who resided in
Winnipeg and patients who did not reside in Winnipeg was
"What activities I should do and avoid doing when I go
home." The sSpan of z scores was 0.938 in patients who
resided in Winnipeg and 0.953 who resided outside of

Winnipeg.
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Figure 8. Comparison of patients® rankings of nine
bostoperative care decisions using Thurstone's Law of
Comparative Judgement according to place of residence.
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Education

The level of formal education had significant effects
on patients' views. Patients who had high school graduation
Oor more education (n=30) wanted less input into decisions
regarding dressing changes (p<0.005), time analgesics are
administered (p<0.02) and date of discharge (p<0.01) than
those with less education (n=20). Patients who did not
graduate from high school wanted less input into decisions
régardingfblood transfusiohs (p<0.001) than those with more
education. The first ranked postoperative dare decision of
both patients with a high school diploma or less education
and patients with more than high school education was "What
activities I should do and avoid doing when I go home." The
span of z scores was 0.881 in patients with more education
and 0.657 in patients with less education. Figure 9 depicts

the differences and similarities between education levels.

A
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Coexisting Illness

Whether or not patients had coexisting illnesses had
significant effects on patients' responses. Patients with
no coexisting illnesses (n=12) wanted more input in the
following postoperative care decisions: when to first get
out of bed after surgery (p<0.03), food (p<0.005), analgesic
dosage (p<0.05), psychological assistance (p<0.03) and date
of discharge (p<0.005) and less input into dressing changes
(§<0.015)Sthan patients whb had coexisting illnesses (n=38).
The first ranked postoperative care decisioh of patients
both with and without coexisting illnesses was "What
activities I should do and avoid doing when I go home." The
span of the z scores in the group with coexisting illnesses
was 0.859; in the group with no coexisting illnesses it was
0.971. Figure 10 illustrates the differences of opinions

between patients with and without coexisting illnesses.

!
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Perceived Outcome of Surgery

Because there were only two patients who believed that
surgery had not cured them, the results of the "not cured"
group could not be analyzed validly. Patients who believed
that surgery had been curative (n=22) wanted more input into
decisions regarding dressing changes (p<0.001) and date of
discharge (p<0.03) and less input into decisions regarding
blood transfusions (p<0.001) than those who were not sure if
sﬁrgery was curative (n=26). The first ranked postoperative
care decision of patients both who believed ‘they were cured
and who were not sure of the surgical outcome, was "What
activities I should do and avoid doing when I go home." The
span of the z scores for the "cured" group was 0.691; for
the "not sure" group the span was 0.948. Figure 11 depicts
the differences between patients who believed they were

cured and pétients who were not sure if they were cured.

B
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Summary of Postoperative Care Decision Rankings

The most striking observation of the postoperative care
decision rankings was that all categories of patients: male
and female, young and old, those who resided in Winnipeg and
those. that did not, those with greater and lesser amounts of
education, those with and those without coexisting
illnesses, those who thought they were cured and those who
were unsure, selected activities to do and avoid doing at
heme as the most important-decision in which to participate.

Patient Concerns About the Tool

One patient (#7) indicated his disapproval of the
paired comparisons questions stating, "I don't think much of
this questionnaire. It's stupid. You are trying to prove
something exists when it really doesn't. You can Prove
anything you want with statistics. I don't want to be part
of this." After completing the paired comparison
questionnalre, he declined further participation. The
patient (#46) who left the majority of the pa1red
comparisons unanswered stated that the palred comparisons
left unanswered were equally unimportant to him. As
indicated breviously, this section of his data had to be
deleted because it caused computation errors. Several
patients voiced their displeasure in answering the paired
comparisons. Some felt that they were repeatedly being
asked the same questions. While they were completing the

questionnaire, some subjects made statements which indicated
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that they believed postoperative care decisions should be
made by the doctor mainly because they did not have
sufficient knowledge to make these kinds of decisions.
Patients also voiced statements about their trust in doctors
to make decisions. Several stated that decision making
about postoperative care was the appropriate role for the
doctor and that it was inappropriate for patients to be
doing this. After looking at the paired comparison
questionnaire, one patient'opted not to participate in the
study because she wanted no part in treatment deciéion
making.

Priority Postoperative Care Decisions

After the patients completed their responses to the
paired comparisons they were asked to select one of the nine
postoperative care decisions perceived as most important in
which to pafticipate. If a postoperative care decision
other than the' nine was preferred, space was provided for
patients to write it in. No decisions were added. Although
the frequency distribution of ratients’ first"cho;ce for
participation in a postoperative care decision (see Table 8)
was not the same as the rank ordering of decisions using
Thurstone scales, there were similarities. The two most
preferred postoperative care decisions most frequently
selected were also the two most preferred decisions when the

Thurstone rankings were used.
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rticipate (n=51).

Decision Frequency Percent Z score
*PSYC 14 27.5 0.706
"ACTV 12 23.5 0.603
°BLOD 9 17.6 0.406
‘DOSA 5 9.8 0.203
*TIMA 5 9.8 0.203
‘OBED 2 3.9 0.100
FOOD 2 3.9 0.100
"DISC 2 3.9 0.100
‘DRSG 0 0 0.000

‘How strong a dose of pain medication I should receive.

‘What time my pain medication should be given.

surgery.

‘Which foods, should be served to me.
ged from the hospital.
hanged.

"What day I should be dischar
‘When my dressing should be c
I\)

vhen I should get out of bed for the first time after
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Preference Roles for Decisional Control

As hypothesized, the majority of patients preferred

passive decision making roles. Table 9 illustrates the

frequency distribution produced by the five card unfoldings

of patients' preferred roles in deciding to have surgical

treatment.

Table 9. Distribution of surgical decisiondpreferehce roles

(n=50).

Preference Roles

Order

A °B °C ‘D °E

First 1 8 12 16 13

Second - 2 9 12 21 6

Third a ’ 2 14 25 7 2

Fourth 16 18 1 5 10

Fifth 29 1 0 1 19 -

“A: "I prefer to make the final seleétion about which
treatment I will receive."

"B: "I prefer to make the final selection of my treatment
after seriously considering my Doctor's opinion."'

°C: "I 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 wil] be used, but seriously considers
my opinion."

°E: "I prefer to leave all decisions regarding my treatment

to my Doctor."
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Control Preference Dimension

Unfolding Theory was used to determine which patients
followed the theoretical dimension. It was hypothesized
that the preference orders of the majority of patients would
be consistent with the existence of a psychological
dimension of keeping, sharing and giving away decision
making control described by Degner and Russell (1988). 1t
is possible to have 120 permutations of roles ABCDE. Only
11 of these permutations fall along the theoretical
dimension. Figure 12 illustrates the distribution of
decision making roles preferred by the 33(66%) subjects who
followed the hypothesized theoretical dimension. Hypothesis
2 was not rejected. Of the 33 subjects, none fell into the
extreme end of keeping control while one third occupied the

extreme give away control position.
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Patient
Control
ABCDE
BACDE XX -
BCADE XX
BCDAE XX

CBDAE XXXX o -
CDBAE XXXX

CDBEA XX
CDEBA
DCEBA X

DECBA XXXXX

EDCBA XXXXXXXXXXX
Physician
Control

| [ [
0 5 10

Number of Patients

Figure 12. Surgical treatment decisional role preferences®

which followed the hypothesized dimension of keeping,
sharing, or ceding control (n=33.) .

"I prefer to make the final selection about which
treatment I will receive."

"I prefer to make the final selection of my treatment
after seriously considering my Doctor's opinion.'

"I prefer that my Doctor and I share responsibility for
deciding which treatment is best for me."

"I prefer that my Doctor makes the final decision about
which treatment will be used, but seriously considers
my opinion."

"I prefer to leave all decisions regarding my treatment
to my Doctor.r”
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Thurstone Scaling of Surgical Treatment Role Preferences

When Thurstone's Theory of Comparative Judgement was
used to determine the rank order of patients' decisional
role preferences. The proportion of times the roles listed
across the rows of the matrix was favoured over the roles
listed down the columns ié illustrated in Table 10. The z
scores of the proportions are provided in Table 11.

Table 10.: Matrix of the pfoportions for surgical treatment
decision preference roles (n=50).

A B c° pe E°
A 0 0.3800 0.2800 0.3000 0.4000
B 0.6200 0 0.3000 0.3000 0.3800
C 0.7200 0.7000 0 0.3200 0.4000
D 0.7000. 0.7000 0.6800 0 0.4200
E

0.6000 0.6200 0.6000. 0.5800 0

A: "I prefer to make the final selection about which
treatment I will receive," . :

"B: 1 prefer to make the final selection of my treatment
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: np prefer that my Doctor makes the final decision about
which treatment will be used, but seriously considers
my opinion."

°E: " I prefer to leave all decisions regarding my
treatment to my Doctor."
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gical treatment

les® (n=50).

A B o D E
A 0.00000 -0.30548 -0.58284 -0.52440 -0.25335
B 0.30548 0.00000 -0.52440 -0.52440 -0.30548
o 0.58284 0.52440 0.00000 -0.46770 -0.25335
D 0.52440 0.52440 0.46770 0.00000 -0.20189
E 0.25335 0.30548 ‘0'25335, 0.20189 0.00000
MEAN 0.33321 0.20976 -0.07724 -0.26297 -0.20281

*A:"I prefer to make the fin
treatment I will receive."
prefer to make the fin
after seriously consid
prefer that my

B:"I
C:"1

D:"I

E:"I

al selection about which

al selection of my treatment
ering my Doctor's opinion,!
Doctor and I share res
treatment is best for

ponsibility for
me."

deciding which
prefer that my Doctor makes the final decision about
which treatment will be used, but seriously considers
my opinion."

prefer to leave all decisions regarding my treatment to
my Doctog."
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The mean values in Table 11 indicate the preference
orders of decision making roles. The means of the z scores
of the preference roles listed in Table 11 corresponds to
the preference order in Figure 13 however the axial rotation
of the figure was turned so that the more favourably rated
decision making roles are at the upper part of the scale and
have higher scores. The z score Span was 0.596. Figure 14
depicts the pPlot of the distribution of normal deviates

which demonstrates the degree of variability of the z

Scores.
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Figure 13. Thurstone scale of

patients'(n=50) surgical
treatment decision role preferences.
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The result of Kendall's coefficient of agreement
indicates that the raters were in agreement fo a significant
degree. To establish significance the coefficient must be
greater than 0. It was 0.08408. The associated Chi square
test statistic was 53.55035. It had 10.63368 degrees of
freedom and a p value of 0.0000001.

Factors Affecting

Surgical Decision Making Role Preferences

Significant differencés in preferred surgical treatment
decision making roles in the various categories of éubjects
were found when the means of z scores of Thurstone scales of
decision roles were subjected to pooled t tests. Appendix 0O
contains tables of the z Scores that were compared.

Gender

Role E was preferred by men but role D was preferred by
women for dec1d1ng surgical treatment. The only significant
difference betWween the z Scores of men and women occurred at
role E with men preferrlng it more' than women (p<0 001).

The span of the gz Scores in women was 0. 638; in men the span
was 0.561. Figure 15 illustrates the comparison of

preference roles of men and women.
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Figure 15. Comparison of men's and women's surgical
treatment decision role preferences using Thurstone's Law of
Comparative Judgement. ‘
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Age

When comparing scores of patients younger than 65 years
with those who were 65 years or older, significant
differences occurred in surgical treatment preference roles
A, B, D and E. Younger patients preferred role D, their
second choice was role C and their third choice was role E.
Older patients preferred role E, their second choice was
role D and their third choice was role C. Younger patients
had a greater preference for role D (p<0.005) and older
patlents had a greater preference for role F (p<0.001).
Older patients disliked roles & (p<0.001) and B (p<0.001)
more than younger patients. The span of z scores in the
older group was 0.929; in the younger group the span was
0.601. The comparison of decision role preferences in

younger and older patients is illustrated in Figure 16.
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Figure 16. Comparison of younger and older patients'
preferences for surgical treatment decision making
roles using Thurstone's Law of Comparative Judgement.
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Residence

Patients residing in Winnipeg had a greater preference
for surgical treatment decision role E than those not
residing in Winnipeg (p<0.001). Patients not residing in
Winnipeg ranked role D first, C second and E third; Winnipeg
residents ranked role E first, D second and C third. The
span of z scores for the Winnipeg residents was 0.748 and
for the non-Winnipeg residents it was 0.626. Comparison
bétween decisiop role preférences of patients residing in
Winnipeg and of patients not residing in Winnipeg is

illustrated in Figure 17.
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Figure 17. Comparison of surgical treatment decision
role preferences, among Winnipegers and non-Winnipegers,
using Thurstone's Law of Comparative Judgement.
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Education

Level of education was associated with differences in
surgical treatment role preferences. Patients who had less
than high school graduation differed from those with high
school graduation or greater education. Those with less
education had a greater dislike of roles A (p<0.001) and B
(p<0.001) and a greater preference for role E (p<0.001).
Patlents with more education had a greater preference for
roles C (p<0.03) and role D (p<0.001). Those with more
education ranked role D first, C second and E third; those
with less education ranked role E first, D second and C
third. The span of the z Scores was 1.025 in patients with
less education and 0.573 for those with more education.
Figure 18 illustrates the differences in decision role
preferences associated with lesser and greater amounts of

formal educétion.

N
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Figure 18. Comparison of surgical treatment decision
role preferences, among patients with greater and lesser

amounts of education using Thurstone's Law of Comparative
Judgement. :
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Coexisting Illnesses

Patients with coexisting illnesses differed from those
with no coexisting illnesses in that those with coexisting
illnesses had a greater distaste for roles A (p<0.05) and B
(p<0.01) and a greater preference for role E (p<0.001) when
selecting surgical treatment decision roles. Patients with
coexisting illnesses fanked role E first, D second, C third
and B forth. Patients with no coexisting illnesses ranked
the rolewﬁ'first, B and C tied for second, and fhen E. The
span of scores was 0.698 in patients witﬁ cgéxistiné
illnesses; 0.517 in patients without coexisting illnesses.

Figure 19 illustrates the differences in decision role

preferences associated with coexisting illnesses.
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Perceived Qutcome of Surgery

When selecting surgical treatment preference roles,
patients who believed surgery had cured them indicated a
greater dislike for role A (p<0.001) and a greater
preference for role E (p<0.001) than those who were unsure
of the surgical outcome. Those who were unsure had a
greater preference for role D (p<0.01). Patients who
believed they had been cured ranked role E first,_D second,
Cnthird,~B.forth and A lasf. Patients who were unsure
ranked role D first, E second, C third, A fourth and B last.
The span of z scores was 0.897 in patients who believed they
were cured; 0.655 in unsure patients. Figure 20 illustrates
patients' decisional role preferences associated with their

beliefs about the outcome of surgery.
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Summary of Surgical Treatment Decision Role Preferences

Role D was the first choice of patients who were
female, younger, had no coexisting illnesses, unsure if
surgery had cured them, had high school graduation or
greater education, and did not reside in Winnipeg. Role E
was the first choice of patients who were male, older, had
coexisting illnesses, believed they were cured by surgery,
had not graduated from high school, and resided in Winnipeg.
Roie A was .ranked last by éll categories of patients except
those who were unsure if surgery had cured them. Uﬁsure
patients ranked role B last and role A second last. In
patients with no Co-existing illnesses roles B and C tied
for second highest place and role E was ranked second last.
Role B was ranked second last by all except two categories
of patients: unsure patients and patients with no coexisting

illnesses.
Depision Role Categories

From the five roles a patient might select in the
decision making process, three role categories were Created.
The active category was composed of decisional roles A and
B. The collaborative category was equated to decisional
role C. Decisional roles D and E comprised the passive

category.
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Preferred Postoperative Care Decision Making Role Categories

Using each patient's postoperative care decision
selected as most important in which to participate, the
preferred postoperative care decision making role was
elicited for that decision. One subject did not complete
the role selection for postoperative care decisions because
she was having pain. Comparison of roles involving
postoperative care decisions were therefore based on 49
subjects. " The resulting ffequency distribution is displayed
in Table 12. Decided rassivity was revealed by the 14
patients who indicated that they preferred to take a passive
role in the postoperative care decision in which

participation was most important to them.




Table 12.
most important postope

Distributi
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category by the

rative care decision.

Post- Preference Role Category
Operative

Decision Active Collaborative Passive Total
*OBED 1(2.04%) 0(0.00%) 1(2.04%) 2(4.08%)
"FOOD 0(0.00%) 1(2.04%) 1(2.04%) 2(4.08%)
°DRSG 0(0.00%) 0(0.00%) 0(0.00%) 0(0.00%)
‘DOSA 2(4.08%) 3(6.12%) 0(0.00%) 5(10.20%)
*TIMA 3(6.12%) 2(4.08%) 0(0.00%) 5(10.20%)
‘BLOD 2(4.08%) 4(8.16%) 3(6.12%) -9(18.37%)
IPSYC hy2(4.08%) 8(16.33%) 2(4.08%) 12(24.49%)
"ACTV 2(4.08%) 5(10.20%) 5(10.26%) 15(24.49%)
‘DISC 0(0.00%) 0(0.00%) 2(4.08%) 2(4.08%)
Total 12(24.49%) 23(46.94%) 14(28.57%) 49(100%)

‘When I should get out of

surgery.

"Which foods sh

‘When my

‘How stron
‘What time m
‘If I should

g

bed for the first time after

ould be served to me,
dressing should be changed.
a dose of pain medica
Y pain medication sho
have a blood transfu
“If I should réceive assis
psychological impact of

tion I should receive.
uld be given.
sion.

tance in dealing with the

"What activities I should do and avoid doing when I go home.
‘What day I should be discharged from the hospital.

Comparison of Preferred Surgical and

Preferred Postoperative Decision Roles

Preferred postoperative care decision role categories
were compared with the preferred surgical treatment decision
role categories. Twenty (40.82%) subjects preferred the

Same role category in both situations. The majority of
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patients preferred to take a8 passive decision role with
regard to the surgical treatment. Slightly less than half
(46.94%) the sample preferred to have a collaborative role
~in postoperative decisions. Chi Square testing indicated
that there were no significant differences (DF=4, Chi square
value=3.519, p=0.475) between preferred surgical and
postoperative care decisional role categories. However, chi
Square may not be a valid test because 56% of the cells had
expected counts of less thén 5. Therefore no measure of
significance can be stated. -

When preferred postoperative care active and
collaborative categories were collapsed to increase cell
size (see Table 13) there were no significant differences
(DF=1, Chi square value 1.217, p=0.270). Therefore
Hypothesis 3 "Patients' preferred role in deciding to have
surgery w111 be the same as their preferred role in making
the postoperatlve care decision in which they selected as
most important to barticipate, " has not been reJected

Two justifications for collapsing active and
collaborative preferred roles are giveh. (1.) Only one
subject indicated a preference for role A in deciding to
have surgery. This subject's second preference role was D
which indicated that he made a serious mistake in the
process of rank ordering his preferences. While doing the
card sort, this subject kept repeating, "The doctor knows

best. 1It's best to do whatever}the doctor says." Although
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he has been classified as active, this mistake and his
verbalizations tend to invalidate his preference for role A.
(2.) The mistakes made by 17(34%) subjects who did not
follow the hypothesized theoretical dimension were analyzed.
The first instance of a mistake was counted. Mistakes in
placement of role B occurred ten times whereas role D was
involved in mistakes three times, role E two times, and
ro;es A and C only once each. It would appear that role B
was the most difficult rolé for subjects to distinguish from
other roles close to it. Several subjects 6érbalizéd
difficulty in differentiating roles B and C. If B and C are
very close together in meaning, so close that most of the
errors centred on role B, then it is logical to collapse B

and C into one category.

Table 13. Comparison of preferred surgical treatment and
preferred pPostoperative care decision making role
categories. . . o

Preferred Preferred Postoperative Care Role -
Surgical 4 Total
Treatment . )

Role Active/Collaborative Passive

Active/ 16(32.65%) 4(8.16%) 20(40.81¢%)
Collaborative

Passive 19(38.78%) 10(20.41%) 29(59.19%)
Total 35(71.43%) , 14(28.57%) 49(100%)

Chi square value=1.217, DF=1, p=0.270



Results 185

Comparison of Assumed Surgical and

Assumed Postoperative Decision Roles

Comparing role categories that patients perceived they
assumed for deciding surgical treatment and for
postoperative care was complicated by 20(40.82%) subjects
who indicated that the postoperative care decision being
analyzed had not yet been made at the time of data
collection. Reports of no decision having been made yet was
reported By ten subjects wﬁose most important postoperative
decision for participation in decision makiﬁé was rélated to
activities to do and avoid at home (20.41% of total, 83.33¢
of home activities); seven related to psychological help
(14.29% of total, 58.33% of psychological help); two for
date of discharge date (4.08% of total, 100% of discharge
date) and one for blood transfusions (2.04% of total, 11.11%
of blood transfus1ons)

Although no significant . differences were demonstrated
between assumed surgical treatment and assumed postoperatlve
care decision making role categories, warnings were given by
the SAS program that Chi square may not be a valid test
because cells had expected counts of less than 5. Warnings
occurred when the "no decision" group of patients were both
included in and excluded from analysis. Therefore no
statement can be made about the congruence or lack of same
between these groups. Table 14 illustrates the distribution

of assumed decision role categories patients perceived they




Results 186

assumed for surgical treatment and postoperative care

decisions.

Table 14. Comparison of assumed surgical treatment role
categories and assumed postoperative decision care role
categories

Assumed Assumed Postoperative Care Total

Surgical Decision Role Category

Treatment

Decision Active/ Passive No N

Role Collaborative - Decision

Category " -

Active/ 4 | 5 4 13

Collaborative (8.16%) (10.20%) (8.16%) (26.53%)

Passive 9 11 16 36
(18.37%) (22.45%) (32.65%) (73.47%)

Total 13 16 20 49
(26.53%) (32.65%) (40.82%) (100.00%)

Comparison of Preferred and Assumed

Decision Role Categories

Surgical treatment and postoperative care decision
making role categories were considered when addressing
Hypothesis 4: "Patients preferring collaborative and active
decision making roles will be greater in number than those

who assume collaborative and active roles."
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Preferred and Assumed Surgical Treatment Decision Role

Categories

For surgical treatment, 21(42%) subjects preferred to
take active and collaborative decision roles and 29(58%)
subjects preferred passive decision roles. However 14(28%)
subjects perceived that they had assumed active or
collaborative decision roles and 36(72%) perceived that they
had assumed passive decision roles. Using Chi square, the
difference -between preferréd and aéSumed surgical treatment
decision roles were significant (DF=1, value=10.676,

p=0.001). The distribution is displayed in Table 15.

Table 15. Comparison of preferred and assumed surgical
treatment decision role categories.

Preferred Assumed Surgical Treatment

Surgical . Decision Role

Treatment

Decision L Active/ : Passive Total
Role Collaborative Cos

Active/ 11(22%) < 10(20%) - 21(42%)
Collaborative

Passive 3(6%) 26(52%) 29(58%)
Total 14(28%) 36(72%) 50(100%)

Chi square value=10.676, DF=1, p=0.001
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Preferred and Assumed Postoperative Care Decision Role

Categories

For deciding postoperative care decisions, 71.4%
preferred to take active or collaborative role categories
and 28.6% preferred to take passive role categories (n=49).
When collecting data to determine the actual role, 20(40.8%)
subjects stated that the decisions being examined had not
vet been made. Of the 29 subjects whose most important
postoperative care decisioﬁ had been made, 13(44.83%)
indicated that they took active or collaborative rofes and
16(55.17%) took passive roles. Chi Square testing indicated
that there was a significant difference (DF=1, Value=6.147,
prob=0.013 when the no decision group was excluded; DF=2,
Value=7.105, prob=0.029 when the no decision group was
included) between preferred and active postoperative care
decision roles. However, the warning that Chi square may
not be a validﬂtest was given by the SAS program because 50%
and 33% of the respective cells had expected counts of less
than 5. Lack of sufficient sample sige preclgdes.drawing
conclusions about the difference between assumed and
preferred roles for postoperative care decisions.

Comparison of preferred and assumed role categories for

postoperative care decisions is displayed in Table 16.
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Table 16. Comparison of preferred and assumed role
categories for postoperative care decisions.
Preferred Assumed Postoperative Care Role
Postoperative
Care Active/ Passive No Total
Role Collaborative Decision
Active/ 13 10 12 35
Collaborative (26.53%) (20.41%) (24.49%) (71.43%)
Passive 0 6 8 14

T (0%) (12.24%) (16.33%) (28.57%)
Total 13 16 20 49

(26.53%) (32.65%) (40.82%) (100.00%)

Divergence between patients'’

preferred and actual_

decision making role categories was greatest when active and

collaborative .role categories were preferred.

surgical treatment,

assumed their preferred role,

role and 6%
the "no decision"
pPostoperative care decisions

role, 35%

more active role than preferred.

bassive roles assumed them 89.66

assumed a more active role than preferred.

When deciding
72% patients perceived that they had

22% assumed a more bPassive -

When

group was deleted from calculations about

, 65% assumed their preferred

assumed a more passive role and none assumed a
Patients who preferred

% of the time for surgery

decisions and 100% of the time for postoperative care

decisions. However,

patients preferring active and
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collaborative roles assumed their preferred roles 47.62% of
the time for deciding surgical treatment and 56.52¢% of the

time for deciding postoperative care.

Decision Making Role Categories and

Postoperative Care Decisions

Pooled t tests were used to determine if there were
differences in the ranking of postoperative care decisions
in patients categorized by‘the preferred and assumed
decision making roles. Tables of the z scores are fn
Appendix P.

Preferred Surgical Treatment Decision Making Role Categories

Patients who preferred active-collaborative decision
making role categories for surgical treatment (n=21) ranked
involvement in postoperative decisions about analgesic
dosage (p<0:05) and blood transfusions (p<0.001) higher, and
ranked dressiﬁb change (p<0.005) lower than those who
preferred a'passive_role (n=29). The most prefer;ed
postoperative care decision was activities to do and avoid
at home in both preferred passive and'preferred active-
collaborative surgical decision role categories. The span
of z scores in patients who preferred passive roles was
0.857. The Span was 0.940 in patients preferring active-
collaborative roles.

Preferred Postoperative Care Decision Making Role Categories

Patients who preferred an active-collaborative decision
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making role categories concerning postoperative decisions
ranked involvement in pPostoperative decisions about when to
first get out of bed after surgery (p<0.03), blood
transfusions (p<0.001) and psychological assistance
(p<0.001) higher than patients who preferred a rassive role

(n=14). The most preferred postoperative care decision was

activities to do and avoid at home in both preferred passive

and Preferred active-collaborative postoperative care
decision role categories. ‘The span of z scores in patients
preferring passive roles was 0.905. 1In pétiénts préferring
active/collaborative roles the span was 0.773.

Assumed Surgical Treatment Decision Making Role Categories

Patients who assumed an active-collaborative decision
making role categories concerning surgical treatment (n=14)
ranked involvement in pPostoperative care decisions about
analgesic daéage (p<0.03), bilood transfusions (p<0. 001)
higher than patlents who assumed a passive role (n=36). The
most preferred postoperative care decision was act1v1t1es to
do and avoid at home in both assumed passive and assumed
active-collaborative surgical decision role categories. The
span of z scores in patients assuming passive roles was
0.866. In patients assuming active-collaborative roles the

span was 0.759,.

Assumed Postoperative Care Decision Making Role Categories

Patients who assumed active—collaborative role

categories in postoperative care decisions (n=14) ranked
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involvement in postoperative care decisions concerning when
to first get out of bed after surgery (p<0.001) and food
(p<0.001) higher than those who assumed a passive role. The
most preferred postoperative care decision was activities to
do and avoid at home in both assumed pPassive and assumed
active-collaborative postoperative care decision role
categories. The span of z Scores in patients assuming
passive roles was 0.748. 1In patients assuming -

active/collaborative roles the span was 0.936.
Patients’ Explanations for Assumed Decision Making Roles

Patients (n=13) who had actual decision roles that were
two or more scale differences apart, were asked if they had
attempted to achieve their preferred decision making role.
Only one paéient with breast cancer made an attempt.

N
"I had to pull information out of my doctor. She would
not give me the reasons why I needed the operation.
She simply said it was too technical. Wwhen my path
report came back she did not let me know right away.-
Because of this and other problems I switched doctors.
Eight weeks had passed from the time she told me I
needed surgery to the time she told me that she would
not be doing the surgery herself but that T would need
to consult with another doctor. More time was wasted
in setting up an appointment with the consulting
doctor. I had enough, so I went to see a different
doctor. I have not had any difficulty obtaining
information from the second doctor. She (original
doctor) was very taken aback when I told her why I
switched doctors."

Patients who did not attempt to take action to achieve

their preferred surgical treatment decision making role
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offered the following comments when asked what pPrevented
them from taking action.

"I became very depressed”.

"Things change when you are suddenly in this situation.
I needed help. I needed to have faith in my doctor. I
had to rely on the expertise of the doctors."

"The nurses don't have time to discuss things with me.
As soon as one sits down to have a social conversation
she is called away. She says she will be back in two
minutes but she usually doesn't come back for a couple
of hours. No nurse has brought up the subject of
Ccancer. I think they should have. I'm having a hard
time-coping. I'm not going to bring it up now because
I don't want anything to interfere with me going home
tomorrow. " _ )

"My relationship with the specialist has not been good.
It started badly. He did not come to see me. Instead
I was only seen by the residents and interns. I had to
demand that he come to talk with me personally. He
didn't explain what could happen. I was not given an
explanation that I could understand. It was not in
layman's language. Once the biopsy was done there was
no turning back. I was told it was going to be a small
~operation. I wasn't told about the radiotherapy. I
was told everything would be ok - now its not ok. I
wasn't told that I would have to wait to find out
results from reports from the operation. I need to
know what's going to. happen. They should have told me
that they were not sure yet rather than telling me
everything was ok. I didn't know what to ask. They
should have told me." - ‘
"I had to wait six weeks to have my mammogram. During
that time my lump grew three time the size. T had to
wait so long that my role in decision making was taken
away from me."

"There was no other choice in my case. I had to have
surgery."

"Time. The decision had to be made in a hurry. The
doctor has 27 years of experience. I have none.

"I was too scared."
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Patients who did not attempt to take action to achieve
their preferred postoperative care decision making role
offered the following comments when asked what Prevented
them from taking action.

Blood -transfusions:

"The doctor must have decided that I didn't need a

blood transfusion, There was no need to discuss it

with me."

"I was not in a position where I could make decisions.

I had to trust that the doctor would make the right

decision."
Dose of analgesic:

"I wasn't asked. My pain was controlled ok so there
was no need to say anything."

Out of Bed:
"I was heavily drugged. I would have preferred more

information about why it was important and how to do it
s0 it wouldn't hurt so much"

Four 6f tpe patients whose actual role was two or more
scale differences from théir pPreferred fole indicated that
the nurse did not play a role in helping or hindering
preferred roile achievement. Fou; patients stated‘that
nurses played helping roles and four patients stated that
nurses played hindering roles. Providing information was
identified by three patients as the helping role that nurses
rlayed. One patient citegd listening as the helpful nursing
role. Patients who indicated that nurses played hindering
roles made the following comments.

"I haven't had the same nurse for more than one day in
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a row. As a result, the nurses don't know me and they
don't seem to be involved. Only one nurse had
introduced herself and indicated that she cared."

"The nurses did not bring up the subject of cancer.
They only seemed to be interested in my physical
condition. They don't seem to have the time to talk"

"She should have given me more information about
getting up."

Patients (n=45) who had actual decision roles that were
one or legs scale differences apart were asked if fhey could
identify éﬁe reason why they had sSucceeded in so closely
achieving their preferred decision making roles. ‘Up to
three reasons were given by several patients. The following
categories were created from the responses given: Provision
of information/advice/guidance (n=17), doctor's
knowledge/expertise (n=15), prefer to follow
guidance/expectations of health professional (n=11), patient
lacks sufficigpt knowledge (n=10), used other resources such
as library, self and/or fémiiy (n=9), déctor provided
options (n=6), patient concerns taken into consideration
(n=6), no choice/have surgery or”die (n=3). A

Nursing actions patients identified as helpful in
achieving preferred decision making roles were classified
into the following categories: provision of
information/options (n=8), made decisions/took
action/advised (n=4), listened/provided psychological
support (n=4), complied with patient's wishes (n=3),

encouraged to have confidence in doctor (n=1), encouraged to
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live for self (n=1). Nurses not being involved in the
decision making process was identified by 21 batients.

Only one patient indicated the need for more
information but did not let the nurse or doctor know about
it. Not knowing what to ask was the reason given for not
letting the nurse or doctor know that information was

needed.
Patients' Learning Needs

The 50 item Patient Learning Needs Scale was used to
determine the amount of information patients believed was
important for them to know before they went home. The
learning needs scale consisted of Seven categories of
information. The number of items related to each category
was not equél. Therefore the Scores were converted from raw
numbers to peféentages so.that the different categories of
the scale could be»more easily compared. The univariate
statistics for each category, displayed in Tab1e4l7,

demonstrate a Ceiling effect for most‘categories.
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Table 17. Percentages of learning needs: Univariate
statistics.

Learning Median 3rd Mean Standard n
Need Quartile Deviation

* MED . 87.14 94.28 75.42 26.88 48
® ADL 73.33 84.44 72.4 15.91 50
¢ COMFU 55.71 74.29 56.17 23.97 50
¢ FEEL 62. 80. 60.4 24 .37 50
¢ TXCOMP 86.67 95.56 83.17 13.91 49
f QLIFE -.-. 80. 92.5 78.80 15.78 48
9 SKIN 52. 76. 56.88 --22.80 -. 50
TOTAL 68.94 78.82 67.92 15.05 50
* Medications:;

® Activities living;

¢ Community/follow—up;

¢ Feelings condition:;

e Complications/treatment;

* Quality of life;

Skin care.

Learning Needs and Dec;sion Making Roleé

The relationship of preferred and actual.decisional
roles to perceived learning needs was analyzed and. Only
patients who assumed active and collaborative decision
making roles when deciding about surgery indicated a greater
need for information than those patients who assumed passive
roles. The analysis of variance of patients who assumed

active/collaborative and passive roles for surgical
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treatment decisions is displayed in Table 18.

Table 18. Analysis of variance of information needs of
patients who assumed active/collaborative decision making
roles and who assumed passive decision making roles.

Assumed

Surgical Mean

Decision PLNS® Standard

Making Role n . score Deviation
Active/ 13 77.28% 13.92 R
Collaborative :

Passive 36 65.14% 14.03 -

F Value = 4.700, prob > F = 0.0351, Kruskal-wallis Test Chi
Square = 5.4454, DF=1, Prob > Chi square = 0.0196.

*Patient Learning Needs Scale

When the learning needs of patients who assumed ‘
collaborative roles for surgery decisions (n=9, mean=76.74)
were compared;ﬁo patients who assumed active and passive
roles for surgery decisioﬁs (n=41, mean=65.98), those who
assumed collaborative roles had more learning needs (F
Value=4.003, Prob > F 0.0511, Kr;skalfWallis Chi.Square =
5.1078, DF=1, Prob > Chi square = 0.0238). Hypothesis 5
"Patients who assume collaborative and active decision
making roles will indicate the same information needs for
.self care management at home as patients who assume a
passive decision making role" has been rejected. There were
no significant differences in learning needs between

patients in other role categories. Nonparametric brocedures
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patients in other role categories. Nonparametric pProcedures
for analysis of variance were used because the distribution
of learning needs Scores being analyzed did not form a

normal curve.
Summary

A convenience sample of postoperative Cancer patients
was described according to.gender, age, education,
residence, type of,cancer, type of surgery,'aays siﬁce
informed of diagnosis, number of coexisting illnesses, and
beliefs about the outcome of surgery. Preferred and actual
roles for participating in decision making were compared
using Chi square. Most patients preferred passive roles.
Patients who preferred passive roles usually achieved them.
Only half the patients who preferred collaborative or active
roles assumed thelr preferred roles. ° Patients' preferred
roles for part1c1pat10n in decisions related to the surgical
treatment and postoperative care - ‘were not s1gn1f1cantly
different and were analyzed using Thurstone's Law of
Comparative Judgement. Asking patients to pick the
pPostoperative care decision that was most important for them
to participate in bproduced similar results to the paired
comparison ranking Procedure. A1l categories of patients
ranked activities to do and avoid doing at home as the most

important pPostoperative care decision for participation.
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Factors that affect the ranking of postoperative care
decisions and decision role preferences were identified.
Patients provided explanations for their actual decision
making roles. Patients who assumed an active/collaborative
decision making role indicated that they had more pre-

discharge information needs.




Discussion 201

CHAPTER 5
DISCUSSION

This study has increased nursing knowledge about
postoperative cancer patients' roles in treatment decision
making. It explored factors that may affect patients!
preferred and assumed roles in decision making and examined
patients' hierarchial preforence rahkings of participation
in making postoperative care decisions. 'Thfs chapfér will
discuss the relationship of scale ranking and clustering of
postoperative care decisions, preferred and assumed decision
making roles, information needs and patients’ perceptions of
their situations. Determining patients’ preferences is an
important first step in determining if patients are
achieving tﬁeir preferences. Patients'’ achievements in
assuming theif preferred roles in treatment decision making
are important measurements of the quality of health outcomes
(Taylor, 1993). Determining the' factors related to decision
role preferences and roles achieved héve implications for
health care providers, educators and researchers involved

with postoperative cancer patients.
Methodological Issues

Unfortunately several methodological problems became
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evident as the study progressed. The first problem was
associated with the instrument that was Created by this
researcher to determine the ranking of patients' preferences
for participation in postoperative care decisions. It
became evident that the data collection method was not user
friendly. Patients expressed the feeling that they were
being asked the same duestions repeatedly. The questions
were not relevant to extremely passive patients. _The span
of the z Scores on almost all the Thurstone Scales was
narrow. This meant that the opinions the pa%ients ﬁere
expressing were weak. There were high numbers of circular
triads and 16% of subjects were not sure of many of their
answers. Extremely passive patients were required to decide
on a preference between two choices, both of which were
distasteful to them, perhaps 1ndlscr1m1nately distasteful.
Therefore they probably were not committed to the decision
they selected. Therefore. the validity of the results is
questionable. The lesson to be learned: Ensure the data
collectlon tool is appropriate for the subJects

A second problem that arose during data collection was
a lack of explicitness in the instructions for evaluating
the postoperative decisions and for measuring information
needs. The problem with the instructions on the
postoperative decisions questionnaire is discussed in a
later section. The instructions to the patient in the tool

for measuring information needs, indicated the subject
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should make his or her "choice based on how important you
think it is to learn about an area before You go home"
(Bubela & Galloway, 1990). This could have meant, how much
more information do you think you need about an area before
you go home? Or, it could have meant, how much information
do you think is necessary for you to have about each area
before you go home? This researcher did not realize the
ambiguity of the question until after a subject requested an
explanation. The second iﬁterpretation was used and
verbally given to all further subjects. ‘Lesson to be
learned: Even if the tool has been rated as valid and
reliable, the researcher should pretest all tools on several
people before using them in a study.

A third problem arose after patients selected priority
decisional preferences of postoperative care decisions. It
was discovefed that the decision selected by 40% of the
patients had ﬁbt yet taken place. This meant that
comparisons of preferred and assumed postoperative care
decisions, as well a4s comparisons of assumed postoperative
care decisions and assumed surgical décisions could not be
carried out in a valid manner. Although the postoperative
decisions of home activities and the date of discharge were
relevant to patients, the time frame for collecting data for
these decisions was inappropriate for this sample. It would
appear that, in thisg setting, decisions related to

activities to do at home, psychological help, and date of
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discharge, are often not discussed and decided with patients
who are within three days of discharge. Lesson to be
learned: Be familiar with the setting in which the data are
to be collected. It would seem that many of these patients
were interested in taking part in the decision making
process about home activities and bsychological help.
Perhaps three days within discharge is an appropriate time
for nurses to be discussing these topics with bostoperative
cancer patients. Although.date of discharge was not a high
priority decision for patient involvement, mény of fhem were
asking the researcher if she knew when they would be
discharged. Discharge date seems to be an information need
but not a decisional need,

Problems associated with Thurstone Scales will be
discussed under that heading. It is important to plan every
detail of a research study to prevent methodological

problems such as these from happening.
Thurstone Scales

Thurstone scales were used to determine the rank
ordering of both postoperative care decisions and
preferences for participation in decision making roles.

Postoperative Care Decisions

The rank order of importance, from the patients'

perspective, of participating in the nine postoperative care
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decisions was determined. The most remarkable finding from
this endeavour was the consistency with which "activities to
do and avoid doing at home" was scaled as the most important
postoperative care decision in which to have input,
irrespective of patients' gender, age, place of residence,
education, Coexisting illness, perceived outcome of surgery,
and decisional role preferences and bperceptions.

The time frame in which the data were collected may
ha&e had -an effect on the éelection of "activities to do and
avoid doing at home" as the postoperative care decision that
is most important for patient input. Patients were sampled
within three days of discharge and could have been becoming
concerned about how they would be managing at home. Hadg
patients been sampled earlier in their postoperative period,
a different decision may have had greater priority. 1In
future studles sampling patients at various times during
their pre- and\postoperative experiernce. would be helpful in
determining if and how patients change their prlorltles
about participation in postoperative care dec151ons during
the time trajectory.

A reason why patients may have selected "activities at
home, " is that patients may believe that medical knowledge
is not required to make these types of decisions. If this
were the case, Thompson et al.'s (1993) study provides the
rationale. Thompson et al. determined that patiehts have a

greater preference for participation in decision making when
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medical knowledge is not required. "Activities at home" may
have more to do with the "lifeworlig" (Mishler, 1984) of the
patient than with medical knowledge. This topic includes
information within the patient's field of authority. Also,
at home, the patient sheds some of the traditional sick role
behaviours (Parsons, 1974) and resumes more self-care
Tesponsibilities. Thesge responsibilities include continuing
to enhance the recovery process. It is possible that, at
home, people take on more responsibility for reSolving their
health problems than they do when they are ﬁospitalfzed.

The shift to taking more responsibility for resolving their
health problems can be interpreted as a shift from the
medical model in the hospital to the compensatory model at
home (Brickman et al. 1982).

If involvement of patients in postoperative care
decision maklng is to be fostered, three days from discharge
might be a good time to begin involving patients about
decisions about thelr home activities. Prov1d1ng patlent
education through individual communication and providing
individualized printed material would be appropriate. The
making of individualized printed material should not be a
problem in this day of computer sophistication. General
forms could be used and the nurse could add Oor delete
information as appropriate. Timing is also a factor in
patient education. These patients seemed to be interested

in home activities and psychological help. Perhaps nurses
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and physicians should be discussing these topics with
postoperative cancer patients within three days of hospital
discharge.

Consistency of Subjects

Although all subjects were deemed statistically
consistent in their selections of postoperative care
decisions, there was a considerable amount of inconsistency
in their comparative judgments. Edwards (1957) has provided
four reasons for inconsisténcies to occur. Disinterest in
the task leading to carelessness was one reason. Pétients
who preferred an extreme passive decision making role may
have been disinterested in the task of doing'the paired
comparisons about bpostoperative care decisions. To them,
the selections may have been a senseless activity because of
a belief that the health care providers only should be
making thesé decisions. It is interesting that they
continued to ﬂérform the task given their preference for
passivity. This was probably an example of patients "toeing
the Iine"‘as described by Waterworth and Luker (1990). The
validity of the paired comparisons of'patients who preferred
the most passive role in postoperative care decisions is
extremely questionable. All patients appeared to be
interested in sorting the cards to determine their preferred
surgical treatment decision making role.

Because the relevance of the task of making paired

comparisons about the importance of participating in
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postoperative care decisions was questionable in patients
who preferred passive roles in decision making, the validity
of passive patients' ranking of pPostoperative care decisions
is questionable. Although there were several significant
differences in the ranking and clustering of postoperative
care decisions in various categories of subjects, the
questionable validitytof passive patients' scores nullifies
the clinical significance of these differences. Because
validity 6f passive patienfs' rankings of postoperative care
decisions are questionable, and more than a—éuartef:of the
sample preferred a passive postoperative care decision
making role, no discussion of relationship of pPostoperative
care decision rankings to learning needs, nor factors that
are associated with the ranking of postoperative care
decisions will be bProvided.

The sméll sample size of this study did not allow
sufficient nuﬁfers of active decision making patients to be
further analyzed to determine the effect of demographlc or
other factors on the ranking of postoperatlve care
decisions. As well, no analysis on the basis of type of
cancer or type of Surgery was carried out due to small
numbers of patiehts in each category and the lack of
availability of pathology reports on the ward in a 54% of
the cases. 1In future studies, sufficiently large sample
sizes of patients who assume active decision making roles

should be collected so that these analyses can be made.
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Edward's (1957) second reason for inconsistencies in
Thurstone scales is that stimuli may be so similar that
judgments are difficult to make. Postoperative care
decisions about analgesic dose and time of administration
are closely related. One patient stated, quite reasonably,
that participation in either of these could result in the
Ssame thing and it wasktherefore difficult for her to decide
which was more important. Several patients made verbal and
nonverbal-indications of dlfficulty when they were required
to choose between analgesic dose or time. Several éubjects
voiced difficulty in determining the difference between
treatment decision roles B and C. The formation of role
categories that took this into consideration ameliorated
some of the problem.

If stimuli have attributes or dimensions other than the
one in Wthh the researcher is interested, subjects may not
view them along the single dimension on which scaling is
being attempted. This was Edwards' (1957) third reason fqr
inconsistencies. All postoperative care decisions could be
ranked in order of importance to be méde rather than
importance for participation in the decision making process.
This may have occurred even though the researcher attempted
to counteract thisg pbossibility by verbally explaining that
the decisions were not to be judged in order of importance
to be made but were to be considered only according to

importance for their participation in the decision making




Discussion 210
process. From the verbalizations made by some subjects, it
was difficult to tell if they were truly making their
judgments based on the attribute ef the researcher's
interest. &an improved version of the wording might be: 1If
participation in making a decision in your Postoperative
care were offered to you, in which one of the following
pairs of decisions would you prefer to participate most?

When selecting preferred surgical treatment decision
roles the statements on the cards used in the card sort did
not have the word surgical. Some patients had to be
reminded that the treatment under investigation was the
surgery they had recently undergone rather than future
treatment (chemotherapy or radiation therapy) for their
cancer. When further research is done on surgical decision
making and Degner and Sloan's (1992) treatment decisional
role cards are adapted, the word surgical should be inserted
in the statements.

The propensity of Some people to have a general
bersonality trait of being inconsistent was the fourth
reason given by Edwards (1957) for 1nconsistent responses to
Occur. No measures were taken to determine subjects?
propensity to be inconsistent. Therefore the representation
of people in the sample with a propensity to be inconsistent
is unknown.

Edwards! (1957) formula for determining the maximum

number of Circular triads which is used to judge the
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consistency of subjects in rating their choices, appears to
be flawed. According to Edwards' formula, the maximum
number of circular triads that one subject can commit, for
nine stimuli, is 30. The subject is deemed to be
inconsistent only if more than 27.2 circular triads are
committed. However, the computer generated a Possibility of
84 circular triads fof nine stimuli. Therefore the basis
for the formula in determining consistency of subjects is
flawed. “ilthough 16% of subjects éach cdmmitted 15 or more
circular triads, they were deemed consisfen% by thié test.
Therefore the validity of the statistical test in

questionable.

Sureness of Choice

The span of the z Score range is an indication of
sureness of choice. A narrower span indicates less self
confidence than a wider Span. No category of patients had a
wide span. wﬁen ranking“the~postopefaﬁive care decisions is
not a relevant task . for patients, a narrower span of z
Scores would be expected. Therefore the slightly_narrower
span of z scores obtained by patients‘who preferred passive
surgical roles when ranking postoperative care decisions is
not surprising. Patients who preferred passive surgical
decision roles had a slightly narrower span of z scores in
the postoperative care decisions than those who preferred.

active~collaborative surgical decision roles.

Patients who assumed a passive role in surgical
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treatment decision making had a slightly wider span of
postoperative decision z Scores than patients who assumed an
active or collaborative role in surgical treatment decision
making. Patients who assumed a passive role in
postoperative care decision making had a narrower span of
postoperative care decision z scores than patients who
assumed active or colfaborative roles in postoperative care
decision making. It is difficult to explain why there are
inconsistencies in these results. Perhaps othef variables
that could not be separated out due to smali‘samplé:size,
were exerting an effect (Wilson, 1985).

Patients’ uncertainty about prioritizing postoperative
care decisions appeared to be underlined when the decision
selected from one of nine statements as most important in
which to participate (psychological help) was not the same
decision as Thurstone' s sca11ng indicated as most important
(activities aékhome) However, upon clbser examination, the
frequency distribution of the "pick one" set was very
similar to the ranking obtained using Thurstone scallng
pProcedure. The postoperative care dec1s1on clusterlngs at
the top of the ranking were the same. The two most favoured
postoperative care decisions were "activities at home" and
"psychological help." Patients were capable of identifying,
from a list of postoperative care decisions, the one in

which participation was most important for them. Since the

results of the 36 paired comparisons and the "pick one from
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a list of nine" were similar, the pick one procedure could
be used for patients in further research who might_be too
fatigued or weak to complete the paired comparisons
questionnaire.

Preferred Surgical Decision Making Roles

Thurstone's Law of Comparative Judgement was also used
to rank the surgical decision making roles. 1In Degner and
Russell's (1988) description of the theoretical dimension
for decisional control, 65% of the patlents followed the
theoretical dimension. A similar proportlon was found in
studies conducted by Degner and Sioan (1992). In this
study, 66% followed the theoretical dimension. Therefore
the existence of a theoretical dimension of keeping, sharing
or ceding decision making control is supported.

The majority of patients preferred passive roles in
this study. Slmllar results were found by Degner and Sloan
(1992) and by Sutherland et al. (1989) in patients with
various types of cancer and by Davidson (1993) in_prostate
cancer patients. These results differed from Bilodeau's
(1992) and Hack et al.'s (1994) studiés of breast cancer
rpatients and from Llewellyn-Thomas et al.'s (1995) study of
patients with colorectal cancer. All of the studies used a
similar scale to measure role preferences for treatment
decision making and all patients were from Canada. The
results of this study may have been different from

Bilodeau's and Hack et al.'s results because women tend to
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prefer more decision making control than men (Thompson et
al., 1993) and because there has been a great dealvof media
attention devoted to breast cancer issues. Also since women
tend to seek more information than men (Marcus et al. 1993),
they may have gained more medical knowledge about their
disease and its treatment. The increased media attention
provided greater oppoftunity for women to become informed
about some of the issues in breast cancer treatment perhaps
before they were diagnosed. Incréased medical knowledge
could have been a factor in increasing pfeférences-for
decision making control (Ende et al., 1990). The patients
in this study had a variety of different cancer cites, and
in that manner were similar to the patients in Degner and
Sloan's and in Sutherland et al.'s studies. This studies’
similar results with the same population attests to the
validity and reliability of the tool and points to the
assumption th;t Canadian -cancer patiénfs, in general, prefer
a passive role in treatment decision making. Howgver;
Canadian cancer patients may be ‘in transition,to-preferring
more decisionbmaking control. The Lléwellyn—Thomas et al.
study was the most recent. Only a third of their patients
preferred passive roles. It may be that Canadians are
becoming more consumerist oriented with the passage of time
and our Proclivity to be influenced by the United States.

Direct comparison of Canadian to American cancer

patients, role Preferences for treatment decision making
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cannot be made because of dissimilarity in the measurement
tools. The qualitative studies done in England (Avis, 1994;
Meredith, 1993; Waterworth & Luker, 1990), in Manitoba
(Degner & Beaton, 1987), and in the United States (Fisher,
1988) "leave the impression that American patients are more
consumer oriented in their health care pPreferences and
behaviours.

Patients in thisg study had the same preferences for
keeping, sharing, or ceding decision making control for
deciding about surgery and deciding abouf péétoperé%ive
care. Patients' preferences for participation in deciding
to have surgery would be helpful information for surgeons to
pass along to nurses when patients are admitted to hospital.
If decision making role preferences are known in advance,
those who prefer collaborative and active roles might have
an improved chance of achieving their preferred roles.
Physicians' a;éessments of the decision making role
preferences of their patients could be forwarded with other

information about the client.
Achievement of Preferred Surgical Decision Roles

Patients who preferred active/collaborative surgical
decision making roles were greater in number than those who
assumed active/collaborative surgical decision roles. The

results of this study differ from Sutherland et al.'s (1989)




Discussion 216
with respect to achievement of preferred decision making
roles. There were no significant differences between
"ideal" and "actual" roles in Sutherland et al.' study.
There are several possible reasons for the differences
between this study and Sutherland et al.'s. Sutherland et
al's (1989) subjects were outpatients receiving post-
surgical cancer treatﬁents. In this study, patients were
hospitalized and recovering from surgery. Outpatients have
more control over their activities of daily living and live
in a less threatening environment than hdspftalizedhpatients
do. Postoperative éatients may also believe that they are
the "work objects" of their care givers (Avis, 1994). These
factors may have constricted the postoperative cancer
patients' view of their participation.

Sutherland et al. (1989) commented that patients in
their study were exposed to an array of educational
opportunitiesf Perhaps, -in the‘SuthérIand et al. study,
patients' ease of obtaining information allowed tpose who
preferred a collaborative role to6 achieve it because their
information needs were satisfied. Thé patients in this
study, perhaps, had less educational opportunities than
those in Sutherland et al.'s study. 1In the Sutherland et
al. study, patients who were more active in seeking
information and in Hack et al.s (1994) study, patients who
preferred more information were associated with

collaborative or higher decision making roles rather than
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rPassive decision making roles. In this study, patients who
assumed collaborative decision making roles identified more
discharge information needs than passive patients. However,
there was no difference in information needs between
patients who preferred passive or active-collaborative
decisional roles. These comparisons underline the need to
pProvide patients withkthe opportunity to obtain information
so that they can enact a collaborative role if they so wish.
However, "at this point, there is no answer to the question:
Did postoperative patients in this study'wha wante&_to
participate in decision making receive sufficient
information to allow them to participate at their desired
level?

Given that: (a) The majority of cancer patients want
maximal information (Brandt, 1991; Cassileth, Zupkis, et
al., 1980; Hack et al. 1994). (b) Possession of medical
knowledge (En&e et al. 1990). and higher levels of education
(Thompson, 1993) are associated with increased p;eference
for participation in treatment decision making. (c¢) In all
except studies using those using the ﬁOS (King et al., 1987;
Wallston et ail., 1987), positive or neutral outcomes have
been associated with participating in treatment decision
making (Brody et al., 1989, Fallowfield et al. 1990;
Hillmann, 1994: Levy, Herberman & Lee, 1989; Morris &
Ingham, 1988; Morris and Royle, 1988). Therefore it is

appropriate to provide patients wifh easy access to medical




Discussion 218
information. Those who prefer to seek information and
participation in treatment decision making are enabled to do
$0; those who cope by avoiding information have the option
of not obtaining it.

Nurses have endorsed patient teaching. It has
demonstrated improvement in patient compliance (Williams et
al., 1988), allowed for early discharge (Edwards et al.
1988) and has been associated with better patient outcomes
(Devine & 'Cook, 1986). However, nurses rely mainly on
information giving and advice giving both of‘which sre not
highly effective (Zylinski, 1993). Learning is usually more
effective when the learner is actively involved rather then
8 passive recipient.

Shaw et al. (1994) explored the influence of
information on the breast biopsy experience. Patients®
uncertainty about the possible outcome led to feelings of
distress. The major strategy that they used to reduce their
distress was to control the amount and type of inpoming
information. Postoperative cancer patients who are waiting
for the results of pathology reports may be doing the same.
If they do not obtain the results of their pathology reports
before they are discharged from the hospital, they may not
be in a state of readiness to receive information they will
need before they are discharged. Therefore, even if the
postoperative patients in this study were exposed to

educational offering, they may not have taken advantage of
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those opportunities.

Patients who preferred and assumed the most passive
role personified the traditional Sick role described by
Parsons (1975). They had willingly relinquished their right
to make decisions about their treatment. Patients who
preferred to have some input into decision making had not
completely relinquishéd their well role or their rights.
Unfortunately there was a significant number of patients who
preferred to have collaborative—acfive roles buf instead
assumed passive roles. The reasons for fhié situaéion must
be examined.

Health care providers may be acting more
paternalistically than their patients who want to
participate in health care decision making would prefer.
Have patients' preferences for participation been
appropriately assessed? Strull et al.(1984) found that
practitionersﬁwere significantly poof at estimating both
information and decision role preferences. Leinster (1994)
has suggested that it is easy to infer a patient’s preferred
role based on the patient's behaviour; However, even though
patients may prefer to participate they often do not voice
their desire (Beisecker, 1988; Brody et al., 1989). 1t
would appear that more attention should be paid to
apprbpriately assessing the patient's preferred decision
making role.

Are health care practitioners ready to accept patient
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participation in treatment decision making? Physician
manipulation of information to ensure control of the
patient-physician relationships has a long history and it
still seems to be in effect (Meredith, 1993; Miyaji, 1993).
When Szasz and Hollender (1956) first described patient-
physician relationships, the mutual participation model was
almost never practised. Some physicians are still not been
enthusiastic about endorsing it (Meredith, 1993). .-
Physiciahé"firmly beliéve that they should have'control of
treatment decision making (Beisecker et él.r 1994)-'

Are patients receiving sufficient and appropriate
information and emotional support to be become less
intimidated and more in charge of their beings in order to
participate in treatment decision making? Comments made by
passive patients in this study indicated that they did not
have enough information to participate in treatment decision
making. Instéad they trusted that their physicians would
make the appropriate decisions for them. Patients who
assumed less than their preferréﬁ level of participation in
surgical treatment decision making cifed insufficient
information provided, emotional difficulties, lengthy
waiting periods, and the need to make decisions in a hurry
as hindering factors. Busby and Gilchrist (1992) found that
during medical rounds, patients received little explanation
and they had a great deal of difficulty understanding the

discussions that were about them. Leinster (1994) described
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how breast cancer patients in his practice are provided with
information, emotional support, and time to make surgical
decision with the help of specially trained breast nurses.

These are questions that health care providers should
be asking of themselves when they care for patients. They
are also questions that should be addressed in future
research. The proportﬁon of patients who prefer an active
or collaborative role ig expected to increase in the future
due to increased expectations generated from a more informed
public and the continued effects of the donéﬁmer mo;ement.

Traditional paternalistic behaviours may need to be
modified so that patients who wish to participate in
treatment decision making are given the appropriate
information and Support. Impediments to patient
part1c1pat10n in decision making need to be 1dent1f1ed and
removed. Although most patients in this study felt they had
obtained all the information they wanted access to
information in a form that was understandable was an issue
to some who wanted more input in“decision making than they
achieved. -

Not inviting patient participation in decision making
may be impeding the patient who wishes to take a
collaborative role in treatment decision making. If
patients do not know that their participation is allowed and
welcomed, they will behave like the pPassive patients

described in the Waterworth and Luker (1990) study. When
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patients prefer a passive role in treatment decision making,
they do not acknowledge and value their own knowledge. In
paternalistic decision making, practitioners to not
acknowledge and value patients’ knowledge. "The voices of
the lifeworld" (Mishler, 1984), that the patient is capable
of bringing to decision making process are not viewed as
relevant. The extremély bpassive patients in this study seem
to have the mind set described by Avis, (1994). They were
in hospital to be worked on, therefore, they beiieved that
they should not take part in the decision méking pfécess.
They did not believe that their knowledge of themselves was
relevant to pPostoperative decisions. They placed faith in
their physicians that appropriate decisions would be made on
their behalf. Passive patients were deeply entrenched in
the medical model.

Most of the patients in this study trusted their
pPhysicians to;hake the right decision for them. Some
patients did not have much trust in their nurses._ Patients‘
need to establish rapport with ohne surgeon but with a
multitude of nurses. Lack of continuity of care by nurses

appeared to be an obstacle to the development of trusting

nurse-patient relationships. 1In Cases where the patient

giver and the patient, there was also an inability to obtain
the preferred decision making role. Staffing patterns and

methods of delivery of nursing care effect continuity of
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care and nurse-patient rélationships. Unit managers and
researchers might want to look into finding ways to improve
patient assumption of preferred decision making roles and
assisting patients to Tesume the decision making role they
preferred before they were ill by making changes to improve
continuity of nursing care.

When this researéher_was obtaining informed consent,
some of the subjects remarked that the idea of participating
in the decision making proéess was novel to them. Informed
consent implies participation in decision méking )
(President's Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research, 1982).
Hearn (1992) indicated that exercising therapeutic privilege
should occur only in exceptional Cases. Did informed
consent occur in cases where the patients expressed that the
idea of beiﬁg invited to participate in treatment decision
making was nosel? Had these patients given away their
_bPrerogative to participate in treatment decisiong or had_it
been withheld from them? 1In future studies, patients might
be asked if they were invited to participate in treatment
decision making.

Factors Associated with Differences

in Decision Role Preferences

Demographic Factors

Decision role preferences have been associated with

demographic factors (Beisecker{ 1988; Blanchard et al. 1988;
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Degner & Sloan, 1992; Ende et al. 1989; Thompson et al.
1993). Demographic factors were also associated with
differences in role preferences in this study. The majority
of patients in all categories preferred passive roles.
However, men were more passive than women, patients 65 years
and older were more passive than Younger patients, patients
who had not graduatedtfrom high school were more passive
than those with more education and patients who resided in
Winnipeg were more passivelthan those who did not reside in
Winnipeg. Men, older patients, and those with less
education all preferred extremely passive roles, as was the
case in other studies fBeisecker, 1988; Blanchard et al.
1988; Degner & Sloan, 1992; Ende et al. 1989; Thompson et
al. 1993). The proportion of patients who followed the
theoretical dimension preference orders in this study were
the same as‘the cancer patients in Degner and Russell's
(1988) and siﬁilar to Degner. & Sloan's *(1992) study. al1
demographic differences except place of residencg.had the
same effects that were found by Degner andg Sloan~(1992).

The majority of older patients, batients with less
education, and residents of Winnipeg in this study were more
sure of their preferred decision making role: to be passive.
Perhaps patients who were attempting to participate in
decision making roles were receiving less encouragement or
Support to assume this role and therefore were not as self-

confident. 1In recent years women with specific type and
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stage of breast cancers have been brought into the decision
making process to determine the type of surgery (Leinster,
1994). Perhaps the extra information and support given to
women in making these decisions was the reason why the
majority of women were more sure about their preferred
decision making role and wanted greater participation than
men.

In this study, there were 13 mastectomy patients and
two lumpééfomy patients. The role preferences of breast
cancer patients did not appear to be dlfferent from other
patients in this study. Breast cancer patients who choose
mastectomy are more likely to follow their surgeon
recommendations significantly more than those who choose
lumpectomy (Deming, 1989). This may be the reason why the
breast cancer patients in this study preferred less input
into decision maklng than did the breast cancer patients in
Bilodeau's (1992) and Hack et al.'s (1994) studies. It is
" possible that under representation of lumpectomy patients in
this study had effected the results. One reason why
lumpectomy patients were under represénted in this study is
because most lumpectomy patients were treated on the unit
where few patients were recruited. Their short hospital
stays and the extended time for pathology reports to be
delivered to the nursing units, interfered with recruiting

lumpectomy patients into this study.




Discussion 226

Coexisting Illnesses

Patients with coexisting illnesses formed a group who
preferred a more passive role. Two reasons are suggested
for their preference for being more bpassive than those
without coexisting illnesses. (a) These patients may have
had more to cope with than those without coexisting
illnesses and may preéent as being more ill than patients
without coexisting illnesses. (b) It may be the case that
patients with coexisting illnesses have more experience in
the patient role. Studies indicated thaf iﬂ cases_bf more
severe illness (Ende et al. 1989) and in cases where the
subjects are also patients (Ende et al., 1990), 1less
decision making control is preferred. The results of this
study lend support to Ende et al.'s (1989, 1990) findings.

A greater preference for a passive role in patients
with coexisting illnesses may have resulted from Previous
experiences wfth health care»providefs‘while undergoing
diagnosis and treatment for pPreviously diagnosed concerns.
Health care providers' propensity to make decisions "for"
rather than "with" patients may have éonditioned patients
with coexisting illnesses to prefer and assume more passive
decision making roles than those without coexisting
illnesses. Patients may be accepting a rassive role in
decision making because passive patient behaviour has been

expected by health care providers (Beisecker et al., 1994,

Meredith, 1993). Assuming passive decision making roles
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when more active roles are preferred may be examples of
patients "toeing the Iline" (Waterworth and Luker, 1990).
Patients' previous experiences with illnesses and/or the
health care system may have increased their feelings of
intimidation if previous attempts at taking a more
consumerist role had resulted in physicians behaviours that
prevented patients from obtaining the information they felt
they needed (Fisher, 1988). 1In this study, patients who had
coexisting- diseases were véry passive. FurtherAresearch is
needed about the relationship of decisioﬁaldrole pféferences
and feelings of intimidation related to illnesses and/or the
health care system.

Coping

Vachon and colleagues (1990) indicated that most
Manitoba cancer patients are highly stressed and in need of
psychologicél assistance to cope with the situation when
first diagnoséd and when -dealing with the aftermath of “
surgical treatment. Although no measurement of )
psychological coping and adjustment was conducted in this
study, the researcher sensed that manf of those who
preferred active and collaborative roles displayed less
anxiety and seemed to be coping with the situation better
than many who preferred a passive role. Patients who
preferred active or collaborative decision making roles
generally appeared more self~confident. Also, they

displayed less evidence of denial of their health situation
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in that collaborative decision makeré in this study were
less likely to indicate that the surgery had cured_them of
their cancer. an increased preference to give away
decisional control may reflect psychological stress. Denial
of information and emotional distress are barriers to
comprehension (Eden, Black & Emery, 1993).

Research about tﬁe relationship of patient
collaboration in decision making has usually indicated
positive Or neutral patient psycholbgical outcomes.

Research about the relationship of stresé, é}fectivéness of
coping strategies and preferences for information has
indicated that information has a positive effect for those
who cope by seeking information. Barsevick and Johnson
(1990) found that, in colposcopy patients, information
seeking was associated with having confidence and it was not
associated with fear, anger or depression. In this study,
patients who é;sumed active-collaborative decision making
roles had more pre-discharge information needs. The
relationship of treatment decisién role prefe:ences,
effective coping and experience in thé patient role needs to
be examined so that we can more completely understand their
effect on patients with life threatening illnesses.

Patient Perception of Surgical Outcome

Differences were observed in treatment decision making
roles between patients whose beliefs about the outcome of

the surgical procedure were overly optimistic and those who
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were realistically unsure. "Unsure” patients had a greater
preference to have some bparticipation in treatment decision
making than those who believed they had been cured by the
surgical treatment. As a group, "cured" patients preferred
the most passive role in treatment decision making and had
the same preference orders for participation in decision
making as the majoritj of cancer patients in Degner and
Sloan's (1992) study, whereas the "unsure" group of patients
preferred-roles D, C, and B more than E. The "cured"
patients were somewhat more decisive about §feferrfhg a
passive decision making role as evidenced by the somewhat
wider range of z Scores when preferred surgical treatment
decision roles were scaled. Being "cured" was either a
coping mechanism, a reflection of being given information in
an overly optimistic way, or it could be that "cured"
patients weée less critically examining information that was
inconsistent ﬁ&th the preferred outcome of being cured
(Ditto & Lopez, 1992). )

The percentage of patients with overly optimistic
beliefs about the outcome of the surgéry was similar to
Mackillop et al.'s (1988) findings. Patient perception of
being cured may have been affected by verbal reports made to
them about "al1l going well during surgery" and from over
generalizations of coﬁments about their "good" postoperative
recovery. Believing surgery had cured the disease may have

been a coping strategy that was used to deal with the
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psychological stress these patients were enduring.
Fostering an optimistic belief about the surgical Qutcome
while waiting for pathology reports may have been a
cognizant or inadvertent action by physicians when informing
patients about the surgical procedure performed and/or
recovery from it.

Encouraging patiénts to adopt or maintain an optimistic
perspective while waiting for pathology reports may help
patients maintain hope. However, éncouraging optimism
without addressing the uncertainly of the sftuatioﬂ-may have
detrimental effects. Protecting patients from uncertainty
does not help them learn to deal with it effectively. Nor
does it help them Cope when bad news is received as
evidenced by the patient who stated he was first told
everything was alright and then was told this was not the
case after éhe pathology report arrived. Paternalistic
behaviour of éare givers.-in the medical model fosters
dependency rather than helping patients retain Or regain
their independence (Brickman et al.,1982). Assisting the
patient to deal with the uncertainty 6f the situation rather
than shielding them from it may help develop coping skills
that will be required to deal with continued uncertainty
during follow-up testing and treatment.

Preference for taking an active role in treatment
decision making may have been diminished by pPatients?

difficulties coping with the cancer situation. There was a
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greater percentage of inaccurate perceptions of reality of
the surgical outcome and a greater preference for taking a
passive role in decision making in the "cured” group than
the "unsure"” group. A more accurate perception of reality
and a less passive preference for participation in decision
making may be an indication that the "unsure" group was
coping with the situafion better than the "cured" group.
Facilitating collaborative decision making may help patients

cope with the ongoing stress of having cancer.
Information Needs

The relationship of information needs to coping was
discussed in an earlier section. Although there was a
ceiling effect in some areas of the information needs scale,
patients who assumed active/collaborative surgical treatment
decision makiﬂb roles identified a gfeater need for
information than patients who assumed passive dec}sion
making roles. Perhaps patients who were able to -assume an
active/collaborative role had to acti&ely seek information
and/or were more cognizant of the benefits of obtaining
information than other patients. Research that discovers
differences between the ways in which active~collaborative
and passive patients obtain information may indicate how

care-givers can be more effective in the manner in which

information is given. Research that examines differences in
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the actual content of information that is obtained by
active-collaborative and passive patients would help care
givers provide the appropriate type of information that is
needed by patients who prefer to take active-~collaborative

or passive role in treatment decision making.

Recommendafions for Further Research
Recommendations for further research are embedded
throughout this chapter. These will be éumﬁérized-ét this

point. In future studies, sampling patients at various
times during their bre- and postoperative experience would
be helpful in determining if and how patients change their
Priorities about participation in postoperative care
decisions during the time trajectory. Does the amount of
responsibility hospitalized patients prefer and assume

B
change after they are discharged?
Summary

Although there are considerable limitation to this
study due to methodological problems and sample size, three
important findings emerged from this study. First, patients
who prefer active or collaborative decision making roles
were less likely to assume their preferred roles than

patients who preferred passive decision making roles.
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Secondly, the majority of patients, irrespective of age,
gender, education, bresence of coexisting illness, place of
residence, perceived outcome of surgery and decisional role
category selected "activities to do and avoid doing at home"
as the most important postoperative care decision in which
to have input. Thirdly, when patients were asked to pPick
one from a list the pdstoperative care decision in which
their participation was most important, the resulting
frequency’distribution'was'similar to the ranking of
postoperative care decisions using Thurstoné's paiféd
comparisons scaling. These findings can be utilized in

further research.




References 234

REFERENCES

Avis, M. (1994). Choice cuts: An exploratory study
of patients' views about participation in decision—making in

a day surgery unit. International Journal of Nursing

Studies, 31, 289-298.

Barsevick, A., M., & Johnson, J. E. (1990)
Preferences for information and involvement, information
seeking and emotional responses of women'unaergoing'

colonoscopy. Research in Nursing and Health, 13, 1-7.

Beisecker, A. E. (1988). Aging and the desire for

information and input into medica; decisions: Patient

consumerism in medical encounters. The Gerontoloqist, 28,

330-335.

Beisecker, A. E., & Beisecker, T. D. (1990), Patient
information—seeking behaviors when communicating<with

doctors. Medical Care, 28, 19-28.

Beisecker, A. E., & Murden, R. A. (1992). Attitudes
of medical students and primary care physicians regarding
input of older and younger patients in medical decisions.

The Gerontologist, 32 (Special Issue I1), 71.




References 235

Beisecker, A4. E., Helmig, L., Graham, D., & Moore, w.
P. (1994). Attitudes of oncologists, oncology nurses, and
patients from a women's clinic regarding medical decision
making for older and Younger breast cancer patients. The

Gerontologist, 34, 505-512.

Benbassat, J., Gilon, D., & Penchas, S. (1990). The
choice between splenectomy and medical treatment in patients
with advanced agnogenic myeloid metaplasia. American

Journal of Hematology, 33, 128-135,

Benoliel, J. Q. (1986). The cancer patent's right to
know and decide: An ethical perspective. In R. McCorkle &

G. Hongladarom (Eds.), Issues and topics in cancer nursing,

pPp. 5-~17, Norwalk, CT: Appleton—Century-Crofts.

Biley, F.'C. (1992)., Some determinants that effect
patient participatiqn in decision—making about nursing care.

Journal of Advanced Nursing, 17, -414-421.

Bilodeau, B. (1992). Hierarchial profiles of

information needs of women recently diagnosed with breast

cancer. Unpublished master's thesis, University of

Manitoba, winnipeg, Manitoba, Canada.




References 236

Blanchard, C. C., Labrecque, M. S., Ruckdeschel, J. C.,

& Blanchard, E. B. (1988). Information and decision-making
pPreferences of hospitalized adult cancer patients. Social

Science and Medicine, 27, 1139-1145.

Blum, D. & Blum, R. (1991). Patient-team

communication Journal of Psychosocial Oncology, 9(3), 81-88.

Borgérs, R., Mullen, f. D., Meertens, R., Rijken, M.,
Eussen, G., Plagge, I., & Visser, A. P. & Blijham, G. H.
(1993). The information—seeking behavior of cancer
outpatients: & description of the situation. Patient

Education and Counseling, 22, 35-46.

Brandt, B. (1991). Information needs and selected
variables in patients receiving brachytherapy. Oncology

Nursing Forum, 18, 1221-1227.

Brickman, P., Rabinowitz, W C., Karuza,»J.~Jr.,
Coates, D., Cohn, E., & Kidder, L. (1982). Models of

helping and coping. American Psychologist, 37, 368-384.

Brody, D. S. (1980) The patients' role in clinical

decision making. Annals of Internal Medicine, 93, 718-722.




References 237

Brody, D. s., Miller, 8. M., Lerman, C. E., Smith, D.
G., & Caputo, C. (1989). Patient perception of involvement
in patient care: Relationship to illness attitudes and

outcomes. Journal of General Internal Medicine, 4, 506-511.

Brooking, J. (1989). =& survey of current practices
and opinions concerniﬁg patient and family participation in

hospital care. 1In Directions in Nursing Research -(Wilson-

Barnett, "J. & Robinson, S. Eds.) Scutari: Harrow.
Bubela, N. & Galloway, S. (with McCay, E., McKibbon,

A., Nagle, L., Pringle, D., Ross, E., & Shamian, Jd.).

(1990). The patient learning needs scale: Reliability and

validity. Journal of Advanced Nursing, 15, 1181-87.

Busby, A., & Gilchrist, B. (1992). The role of the

0N N
nurse on the medical ward- round. Journal of Advanced

Nursing, 17, 164-172.

Caldwell, L. (1991). The influence of preference for
information on breoperative stress and coping in surgical

patients. Applied Nursing Research, 4(4), 177-183.

Canadian Cancer Statistics 1995. (1995) National

Cancer Institute of Canada.




References 238

Canadian Nurses Association. (1991). Code of Ethics

for Nursing. [Brochure]. Otfawa: Author

Cassileth, B. R., Lusk, E. J., Miller, D. S., Brown, L.
L., & Miller, C. (1985). Psychosocial correlates of

survival in advanced malignant disease? New England Journal

of Medicine, 312, 1551-1557.

Cassileth, B. R., Seidmon, E. J., Soloway, M. S., Hait,
H. 1., Vogeélzang, N. J., Kennealey, G. T;, & Schellﬁammer,
P. 8. (1989). Patient's choice of treatment in stage D

prostate cancer. Urology, 33(suppl. 5), 57-62

Cassileth, B. R., Volckmar, D., & Goodman, R. L.
(1980). The effect of experience on radiation therapy

patients' desire for information. International Journal of

N .
Radiation Oncology, Biology, and Physics, 6, 493-495,

Cassileth, B. R., Zupkis, R; V., Sutton-Smith, K., &
March, V. (1980). Information and participation

preferences among cancer patients. Annals of Internal

Medicine, 92, 832-836.

Charles, C., & DeMaio, S. (1993). Lay participation
in health care decision making: A conceptual framework.

Journal of Health Politics and Law, 18, 881-904.




" References 239
Christensen—Szalanski, J. J. J. (1984). Discount
functions and the measurement of patients' values: Women's

decisions during childbirth. Medical Decision Making, 4,

47-58.

Cohen, F., & Lazarus, R. C. (1979). Coping with the

stress of illness. Iﬁ G. C. Stone, F. Cohen, & N. E. Adler

(Eds.), Health pPsychology (pp. 247-254), San Francisco:

Fossey-Bass.

Conrad, P. & Schneider, J. w. (1986).
Professionalization, monopoly, and the structure of medical

practice. 1In P. Conrad & R. Kern (Eds.), The sociology of

health and illness: Critical perspectives (2nd ed.) (pp.

127-133). New York: St. Martin's Press.

N .
Coombs, C. H. (1976). =& theory of data. Ann Arber,

MI: Mathesis Press.

Cronenwett, L. R. (1983). When.and how people help:
Theoretical issues and evidence. In P. L. Chinn (Ed.),

‘Advances in nursing theory development (pp. 251-270).

Rockville, MD: Aspen




References 240

Davidson, B. J. (1993). Prostate cancer: Information

needs and treatment decision making. Unpublished master's

thesis. University of Manitoba, Winnipeg, Manitoba, Canada.

Degner, L. F., & Beaton, J. I. (1987). Life and death

decisions in health care. New York: Hemisphere Publishing

Corporation.

Degnér, L. F., Farber, J. M., & Hack, T. F. (1989)

Communication between cancer patient and'heélth care

professionals: An annotated bibliography. National Cancer

Institute of Canada.

Degner, L. F., & Russell, C. A. (1988). Preferences

for treatment control among adults with cancer. Research in

Nursing and Health, 11, 367-374.

n

Degner, L. F., & Sloan, J. A. (1992). Decision making
in serious illhess: What role do patients really want to

play? Journal of Clinical Epidemiolody,

Deming, L. T. (1989). & study in decisional conflict:
Psychosocial factors influencing choice of surgical
treatment in women with early breast cancer. . [CD~ROM].

Dissertation Abstracts International, 49(11), 5017 Abstract

from: CancerLit Item 0419—4217.




References 241
Dennis, K. E. (1987). Dimensions of client control.

Nursing Research, 36, 151-155,

Derdiarian, A. K. (1986). Informational needs of

recently diagnosed cancer patients. Nursing Research, 35,

276-281.

Derdiarian, A. K. (1987a). Information needs of
recently diagnosed cancer patients: & theoretical

framework. Part 1. Cancer Nursing, 10(2), 107-115.

Derdiarian, A. K. (1987b). Information needs of
recently diagnosed cancer patients: Method and description.

Part 2. Cancer Nursing, 10(3), 156-163.

Devine, E. C., & Cook, T. D. (1986). Clinical and

cost saving ef%ects of psychoeducational interventions with

surgical patients: A meta-analysis. Research in Nursing

and Health, 9, 89-105.

Ditto, P. H., & Lopez, D. F. (1992). Motivated
scepticism: Use of differential decision criteria for

preferred and nonpreferred conclusions, Journal of

Personality and Social Psychology, 63, 568-584.




References 242
Dolan, J. G. (1995). &are patients capable of using
the analytic hierarchy process and willing to use it to help

make clinical decisions. Medical Decision Making, 15, 76-

80.

Dunn-~Rankin, P. (1983). Comparative judgments. In

Scaling Methods. (pp. 77-85). London: Lawrence Erlbaum

Associates.

Eden, 0. B., Black, I., & Emery, A. E."(1993)." The use
of taped interviews to improve communication with childhood

cancer families. Pediatric Hematological Oncology, 10, 157-

162,

Edwards, A. L. (1957). Circular triads, the
coefficient of consistence, and the coefficient of

agreement. In Techniques. of attitude scale construction.

(pp, 66-72). New York: Appleton-Century-Crofts.
Edwards, M. J., Broadwater, R. J., Bell, J. L., Ames,
F. C., & Balch, C. M. (1988). Economic impact of reducing

hospitalization for mastectomy patients. Annals of Surgery.

208, 330-336.




References 243
Ellis, R. & Leventhal, B. (1993). Information needs
and decision—making preferences of children with cancer.

Proceedings if the Annual Meeting of the American Society of

Clinical Oncologists, 12, A1492.

Ende, J., Kazis, L., Ash, A., & Moskowitz, M. A.
(1989). Measuring pafients' desire for autonomy: Decision
making and information seeking among medical patients.

Journal of- General Internal Medicine, 4, 23—30f

Journal of General Internal Medicine, 5, 506-509.

Fallowfield, L. J. (1993). Giving sad and bad news.

Lancet, 341, 476-478.

N

Fallowfield, L. J., Hall, A., Maguire, G. P.! & Baum,
M. (1990). Psychological outcomes of different treatment

policies in women with early breast cancer. British Medical

Journal, 301,(6752), 575-580.

Fisher, S. (1988). In the patient's best interest:

Women and the politics of medical decisions. New Brunswick,

NJ: Rutgers University Press.



References 244
Fleming, C., Wasson, J. H., Albertsen, P. C., Barry, M.
J., & Wennberg, J. E. (1993). A decision analysis of
alternative treatment strategies for clinically localized

Prostate cancer. Journal of the American Medical

Association, 269, 2650-2658.

Freidson, E. (1986). Professional dominance and the
ordering of health services: Some consequences. .In P.

Conrad & R. Kern (Eds.), The sociology of health and

illness: Critical perspectives (2nd ed.j (ﬁb. 146—155).

New York: St Martin's Press.

Galloway, S. C., Bubela, N., McKibbon, A., McCay, E., &
Ross, E. (1993). Perceived information needs and effect of
symnptoms on activities after surgery for lung cancer.

Canadian Oncology Nursing Journal, 3(3), 116-119.

N

Grahn, G., & Johnson, J. (1990). Learning to cope
with cancer: Learning needs asséssment in cancer patient

education. Scandinavian Journal of Caring Sciences, 4(4),

174-181.

Green, B. (1954). Paired comparison scaling

procedures. In G. Lindzey (Ed.), Handbook of social

psychology (pp. 344—347). Reading MA: Addison—wesley.




References 245
Greenfield, §., Kaplan, s., & Ware, J. E. (1985).
Expanding patient involvement in care: Effects on patient

outcomes. Annals of Internal Medicine, 102,520-528.

Guse, L. W., & Degner, L. F. (1990). Nurses as

advocates and social agents. In D. M. Corr & C. A. Corr

(Eds.), Nursing care in an aging society (pp. 287-300). New

York: = Springer Publishing Company. -

Hack, T. F. 1. (1991). Relationshib bétween

preferences for control over treatment decision making and

bPreferences for information among breast cancer patients.

Unpublished master's thesis. University of Manitoba,

Winnipeg, Manitoba, Canada.

Hack, T. F., Degner, L. F., Dyck, D. G. (1994).
l\.

Relationship between preferences for‘decisional control and

illness information.among women with breast cancer: A

quantitative and qualitative analysis. Social Science and

Medicine, 39, 279-289.

Hagopian, G. A. (1993). Cognitive strategies used in

adopting to a cancer diagnosis. Oncology Nursing Forum, 20,

759-763.




References 246
Hall, J. A., Roter, D. L., & Katz, N. R. (1988).
Meta-analysis of correlates of provider behavior in medical

encounters. Medial Care, 26, 657-675.

Harris, L., Boyle, J. M., & Brounstein, P. J. (1982).
Views of informed consent and decision—making: Parallel
surveys of physicians and the public. 1In President's
Commission for the Study of Ethical Problems in Medicine and

Biomedical -and Behavioral Research. Making health care

decisions: The ethical and legal implications of informed

consent in the patient-provider relationship. Vol.2. (pp.

17-316. Government Printing Office.

Haug, M. (1976). The erosion of professional
authority: & cross-cultural inquiry in the case of the

physician. Millbank Memorial Fund Quarterly, 54,84-106.

N

Haug, M. (1979). Doctor patient relationships and the

older patient. Journal of Gerontology, 34, 852-860.

Haug, M., & Lavin, B. (1978). Method of payment for
medical care and public attitudes toward physician

authority. Journal of Health and Social Behaviour, 19, 279-

289.




References 247
Haug, M., & Lavin, B. (1979). Public challenge of
physician authority. Medical Care, 17 844-858.
N

Haug, M., & Lavin, B. (1981). Practitioner or

patient: Who's in charge? Journal of Health andg Social

Behaviour, 22, 212-229.

Haug, M., g Lavin, B. (1983). Consumerism in

medicine:erhallenqinq physician authority. BeVerly Hills:

Sage. . -

Hearn. w. R. (1992). Consent to medical treatment:

The use of consent forms. Health Law in Canada, 12(3), 67
89.

Henry, w. F. (1993). Needg versus want: Will

consumers deci&e. Hospitals andg Healfh‘Nétworks, 67(20),
56.

A

Hillmann, J. A. (1993). Informafion seeking and
medical decision- making in Critically i11 patients.

Dissertation Saint Louis University




References 248§

Hillner, B. E., & Smith, T. J. (1992). Should women
with node-negative breast cancer receive adjuvant
chemotherapy? - Insights from a decision analysis model .

Breast Cancer Research and Treatment, 23(1-2), 17-27.

Holland, J. C., Geary, N., Marchini, A., & Tross, S.
(1987). &n international survey of physician attitudes andg
practices in regard to revealing the diagnosis of cancer.

Cancer Investigation, 5, 151—154.

Hughes, K. K. (1993). Decision making by patients
with breast cancer: The role of information in treatment

selection. Oncology Nursing Forum, 21, 623-628.

Husted, G. L., & Husted, J. H. (1991). Ethical

decision making in nursing. Mosby Year Book: Toronto.

[

Janigan, M. (1995). =& Prescription for medicare: Ten

ways to heal the health~care System. Maclean's, 108(31),
10-15,

Johnson, J. E., Christman, N. J., & Stitt, cC. (1985).
Personal control interventions: Short- and long-term

effects on surgical patients. Research in Nursing and

Health, 8, 131-145.




References 249
Kaplan, R. M. (1991). Health-~related quality of life

in patient decision making. Journal of Social Issues,

47(4), 69-90.

Kaprowy, J. A. (1991). =& descriptive study to

investigate end stage renal disease patients' desire for

information and preferences about roles in treatment

decision making. Unpublished master's thesis. University

of Manitoba.

Karini, D. & Wiltshaw, E. (1986). How well informed?

Cancer Nursing, 9, 238-242,

Kassirer, J. P. (1983). Adding insult to injury -

usurping patients' prerogatives. New England Journal of

Medicine, 308, 898-901.

Y

Kassirer, J. P. (1994). Incorporation patients’

preferences into medical decisions. The New England Journal

of Medicine, 330, 1895-1896.

Kasteler, 7., Kane, R. L., Olsen, D. M., & Thetford, C.
(1976). Issues underlying prevalence of "doctor—shopping"

behavior. Journal of Health and Social Behavior, 17,328-

339.




References 250

King, I. M. (1981). A theory for nursing: Systems,

concepts, process. Toronto: John Whiley & Sons.

King, K. B., Norsen, L. H., Robertson, R. K., Hicks, G.
L. (1987). Patient management of pain medication after

cardiac surgery. Nursing Research, 36, 145-150.

Kochevar, T. M. (1994). Information needs of recently

diagnosed-adult cancer patients. Thesis Gonzaga University

-<

Kohler, P. (1988). Model of shared control. Journal

of Gerontological Nursing, 14(7), 21-25.

Krantz, D. s., Baum, A., & Wideman, M. V. (1980).
Agsessment of preferences for self-treatment and information

in health care. Journal of Personality and Social

Psychology, 39, 977-990.

Krause, K. (1993). Coping with cancer. Western

Journal of Nursing Research, 15(1), 31-43.

Lantos, J. (1993). Informed consent: The whole truth

for patients? Cancer, 72(Suppl 9), 2811-2815.

Lazarus, R. §. (1966). Psychological stress and

coping process. New York: McGraw-Hill.




References 251
Leinster, s. J. (1994). How I do it - breast cancer:
The psychological management of the patient with early

breast cancer. European Journal of Surgical Oncology, 20,

711-714.

Levine, M. N., Gafni, A., Markham, B., & MacFarlane, D.
(1992). A bedside decision instrument to elicit a patient's
preference concerning adjuvant chemotherapy for breast

cancer. -"Annals of Internal Medicine, 117, 53-58.

Levy, S. M., Herberman, R. B., & Lee. J. K. (1989)
Breast conservation versus mastectomy: Distress sequelae as

a function of choice. Journal of Clinical Oncology, 7, 367-

372.

Liberaéi. A., Apolone, G., Nicolucci, A&., Confalonieri,
C., Fossati, R., Grilli, R., Torri, V., Mosconi, P.,
Alexanian, A. (1990). The role of attitudes, beliefs, and
personal characteristics of Italian physicians in the

treatment of early breast cancer. Américan Journal of

Public Health, 81, 38-42,




References 257

Lidz, C., & Meisel, A. (1982). 1Informed consent and
the structure of medical care. 1In President's Commission
for the Study of Ethical Problems in Medicine and Biomedical

and Behavior Research. Making heath care decisions: The

ethical and legal implications of informed consent in the

pPatient-provider relationship. Vol 2. (pp. 317-410).

Government Printing Office.
Llew&llyn~Thomas, H. A., McGreal, M. J., & Thiel, E. C.
(1995). Cancer patient's decision making and triailentry
preferences: The effects of '"framing' information about
short-term toxicity and long-term survival. Medical

Decision Making, 15,4-12.

Mackillop, W. J., Stewart, Ww. E., Ginsburg, A. D., &
Stewart, S. S. (1988). cCancer patients' perceptions of

their diseaseﬁand its treatment. British Journal of Cancer,

58, 355-358.

Manfredi, C., Czaja, R., Buis, M., g& Derk, D. (1993).
Patient use of treatment-related information received from

the Cancer Information Service. Cancer, 71, 1326-1337.




References 253
Manfredi, C., Czaja, R., Price, J., Buis, M.,
Janiszewski, R. (1993). Cancer patients search for

information. Monograph of the National Cancer Institute,

14, 93-104.

Marcus, A. C., Woodworth, M. A., & Strickland, C. J.

(1993). The Cancer Information Service as a labbratory for

research: The first 15 years. Monograph of the National

Cancer Institute, 14, 67-79.

Mark, J. 8., & Spiro, H. (1990). Informed consent for

colonoscopy: A prospective study. Archives of Internal

Medicine, 150, 777-780.

Mazur, D. J, & Hickam, D. H. (1994). The effect of
physicians explanations on patients' treatment preferences:

Five year surG&val data. . Medical Dec¢ision Making, 14, 255~

258,

~

McIver, J. P., & Carmines, E. G. (1981).

Unidimensional scaling. London: Sage.

Meredith, P. (1993). Patient participation in

decision—making and consent to treatment: the case of

general surgery. Sociology of Health & Iliness, 15, 315-

336.




References 254

Meyerowitz, B. E. (1993). Quality of lIife in breast
cancer patients: The contribution of data to the care of

patients. European Journal of Cancer, 29a, Suppl 1,1559—

S562.

Mishler, E. G. (1984). Discourse of medicine.

Norwood, NJ: Albex Publishing Co.
Miyaji, N., T. (1993). The power of compassion:
Truth-telling among American doctors in the ‘case of'dying

patients. Social Science and Medicine, 36, 249-264.

Monaco, G. P. (1992). The partnership of empowerment:

Caregivers and survivors. Journal of Psychosocial Oncology,

10(2), 121-133.

Montie, 3. E. (1994). Counselinhg ‘the patient with

localized prostate cancer. Urology, 42(Suppl. 2), 36-40.

Morris, J., & Ingham, R., (1988). Choice of surgery
for early breast cancer: Psychosocial considerations.

Social Science and Medicine, 27, 1257-1262.




References 255
Morris, J., & Royle, G. T. (1988). Offering patients
a4 choice of surgery for early breast cancer: A reduction in
anxiety and depression in patients and their husbands.

Social Science and Medicine, 26, 583-585.

Neufeld, K. R., Degner, L.F., & Dick, J. A. M. (1993).

A nursing intervention strategy to foster patient

involvement in treatment decisions. Oncology Nursing Forum,

20, 631-635.

Newall, D. J., Gadd, E. M., & Priestman., T. J.
(1987). Presentation of information to cancer patient: A
comparison of two centres in the UK and the USA. British

Journal of Medical Psychology, 60, 127-131.

Northouse, L. L., & Wortman, C. B. (1990). Models of

N .
helping and coping in cancer.care. Patient Education and

Counseling, 15, 49-64.

Northouse, P. G., & Northouse, L. L. (1987).

Communication and cancer: Issues confronting patients,

health professionals, and family members. Journal of

Psychosocial Oncology, 5(3), 17-46.




References 256
Nugent, L. S., & Tamlyn-Leaman, K. (1992). The

colposcopy experience: What do women know? Journal of

Advanced Nursing, 17, 514-52¢.

Parsons, T. (1975). The sick role and the role of the

pPhysician reconsidered. Millbank Memorial Quarterly, 53,

257-278.

Paton,; S. (1990). Bedside nurses perceptions of risk

of acquiring HIV infection from the workplaéé. Master's

thesis., University of Manitoba, Winnipeg.

President's Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral

Research. (1982). Making heath care decisions: The -

ethical and legal implications of informed consent in the

o .
batient-practitioner relationship. Vol '1-3. Government

Printing Office.
Rakowski, W., Assaf, A. R., Lefebvre, R. C., Lasater,
T. M., Niknian, M., & Carleton, R. A. (1990). Information
seeking about health in a community sample of adults:
Correlates and associations with other health related

practices. Health Education Quarterly, 17, 379-393.




References 257
Redman, B. K. (1993). Patient education at 25 vears;

where we have been and where we are going. Journal of

Advanced Nursing, 18, 725-730.

Reiser, S. J. (1993). The era of the patient: Using
the experience of illness in shaping the missions of health

care. Journal of the American Medical Association, 269,

1012-1017. -

Roberts, C. §., Cox, C. E., Reintgen, D. S., Baile, W,
F., & Gibertini, M. (1994). Influence of physician
communication on newly diagnosed breast patients'
psychologic adjustment and decision—making. Cancer, 74(1

Suppl), 336-341.

Ross, R. T. (1974). Optimal orders in the method of

Paired comparféons. In G. M. Maranell~(Ed.), Scaling: A

sourcebook for behavioral scientists (pp. 106-109),

Chicagd: Aldine Publishing Co. -

Rothert, M. L. (1991). Perspectives and issues in

studying patients! decisionmaking. Conference proceedings:

Primary care research: Theory and methods. United States

Department of Health and Human Services, 175-182.




References 258
Roter, D. (1987). &An exploration of Health
education's responsibility for a partnership model of

client-provider relations. Patient Education and

Counseling, 9, 25-31.

Roter, D., Lipkin, M., & Korsgaard, A. (1991). Sex

differences in patients' and pPhysicians' communication

during primary care medical visits. Medical Care, 29, 1083~

1093.

Roter, D. L. (1984). pPatient question asking in

physician-patient interaction. Health Psychology, 3(5),

395-409.

Roter, D. L., Hall, J. A., & Katz, N. R. (1988).
Patient-physician communication: A descriptive summary of

the literature. Patient Education and Counseling, 12, 99-

119.

Sardell, A. N. & Trierweiler, S. J. (1993).
Disclosing the cancer diagnosis: Procedures that influence

patient hopefulness. Cancer, 72, 3355-3365.

Sarell, M., & Baider, L. (1984). The effects of
Cultural background on communication patterns of Israeli

cancer patients. Psychopathology, 17, 17-23.




References 259
Scorpiglione, N., Nicolucci, A., Grilli, R., Angiolini,
C., Belfiglio, M., Carcinci, F., Cubasso, D., Filardo, G.,
Labbrozzi, D., Mainini, F., Mari, E., Penna, A., Zéla, P., &
Liberati, A. (1995). Appropriateness and variation of
surgical treatment of breast cancer in Italy: When
excellence in clinical research does not match with

generalized good quality care. dJournal of Clinical

Epidemiology, 48, 345-352. -

Sharf, B. F. (1988). Teaching patients to speak up:

Past and future trends. Patient Education and Counseling,

11, 95-108.

Shaw, C. R., Wilson, S. A., & O'Brien, M. E. (1994).

Information needs prior to breast biopsy. Clinical Nursing

Research, 3; 119-131.

N

Shott, S. (1990). Statistics for health

professionals. Toronto: W.B. Saunders

Shye, D., Javetz, R., & Shuval, J. T, (1990). Patient
initiatives and physician—challenging behaviours: The views

of Israeli health professionals. Social Science and

Medicine, 31, 719-727.




References 260
Silverstein, M. D., Stocking, C. B., Antel, J. P.,
Beckwith, J., Roos, R. P., & Siegler, M. (1991).
Amyotrophic lateral sclerosis and life—sustaining fherapy:
Patients' desires for information, participation in decision

making and life Sustaining therapy. Mayo Clinic Proc, 66,

906-913.

Silliman, R. A., Balducci, L., Goodwin, J. S., Holmes,

F. F. & Leventhal, E. A, (1993). Journal of the National

Cancer Institute, 83, 190-199.

Spiegel, D., Bloom, J. R., Kraemer, H. C., & Gottheil,
E. (1989). Effect of psychosocial treatment on survival of

patients with metastatic breast cancer. The Lancet,

2(8668), 888-891.

Steptoe, 'A., Sutcliffe, I., Allenm, B., & Coombes, C.
(1991). Satisfaction with communication, medical knowledge,
and coping style in patients with metastatic cancer. Social

Science and Medicine, 32, 627~632.

Strull, w. M., Lo, B., & Charles, G. (1984). bpo
patients want to participate in medical decision making.

Journal of the American Medical Association, 252, 2990-2994.




References 261
Sutherland, H. Jd., Llewellyn-Thomas, H. A., Lockwood,
G. A., Tritchler, D. L., & Tili, J. E. (1989). Cancer
patients: Their desire for information and participation in

treatment decisions. Journal of the Royal Society of

Medicine, 82, 260-263.

Sutherland, H. J., Lockwood, G. a., g Till, J. E.
(1990). Are we getting informed consent from patients with

cancer. "Journal of the Royal Society of Medicine, 83, 439-

443.

Szasz, T., & Hollender, M. H. (1956). A contribution
to the philosophy of medicine: The basic models of the

doctor-patient relationship. Archives of Internal Medicine,

97, 585-592.

) ) .
Tattersall, M. H., Butow, P. N., Griffin, A. M., &
Dunh, S. M. (1994). The take~-home message: Patients
prefer consultation audiotapes to summary letters. . Journal

of Clinical Oncology, 12, 1305-1311.

Taylor, K. M. (1988). "Telling bad news": physicians

and the disclosure of undesirable information. Sociology of

Health and Illness, 10(2), 112132




References 262

Taylor, K. §. (1993). Shopping for surgery.

Hospitals and Health Networks, 67(14), 42-44.

Teasdale, K. (1993). 1Information and anxiety: A

critical reappraisal. Journal of Advanced Nursing, 18,

1125-1132.

Thompson, S. C., Pitts, J. S., & Schwankovsky, L.
(1993). "Preferences for involvement in medical decision-
making: Situational and demographic infiueﬁbes. Patient

Education and Counseling, 22, 133-140.

Till, J. E., Sutherland, H. J., & Meslin, E. M.

(1992). 1Is there a role for preference assessments in

research on quality of 1ife in oncology? Quality of Life

Research, 1(1), 31-40.

n

Timko, C., & Janoff-Bulman, R. (1985). Attributions,
vulnerability and bsychological adjustment: The-case of

breast cancer. Health Psychology, 4(6), 521-544,

Vachon, M. L. S., Lancee, W. J., Conway, B., & Adair,

W. K. (1990). Final report on the needs of persons living

with cancer in Manitoba. Canadian Cancer Society.




References 263
Verhoef, L. C., Stalpers, L. J., Verbeek, A. L.,
Wobbes, T., & van Daal, W. A. (1991). Breast conserving
treatment or mastectomy in early breast cancer: A clinical
decision analysis with special reference to the risk of

local recurrence. European Journal of Cancer, 27, 1132-

1137.

Wallen, J., Waitzkin, H., & Stoeckle, J. D. -(1979).
Physicianfstereotypes about female health and illness: &
study of patient's sex and information process durfhg

medical interviews. Women and Health, 4, 135.

Wallston, K. A., Smith, R. A. P., King, J. E., Smith,
M. S., Rye, P., Burish, T. G. (1991). Desire for control
and choice of antiemetic treatment for cancer chemotherapy.

Western Journal of Nursing Research, 13(1), 12-29.

!

Wallston, B. S,, Smith, R. A. P., Wallston, K. a.,
King, J. E., Rye, P. D., Heim, C. R. (1987), Chqice and
predictability in the Preparation for'barium enemas: A

person-by-situation approach. Research in Nursing and

Health, 10, 13-22.

Waterworth , S., & Luker, K. (1990). Reluctant
collaborators: Do patients want to be involved in decisions

concerning care? Journal of Advanced Nursing, 15, 971-976.




References 264
Weeks, J. C. (1994). Preferences of older cancer
patients: Can You judge a book by its cover? Journal of

the National Cancer Institute, 86, 1743-1744.

Williams, P. D., Valderrama, D. M., Gloria, M. D.
Pascoguin, L. G., Saavedrs. L. D., De la Rama, D. T., Fetty,

T. C., Abaguin, C. M., & Zaldivar, S. B. (1988) Post-

operative self care behaviors. International Journal of

Nursing Studies, 25, 191-206.

Wilson, H. S. (1985). Research in nursing. Menlo

Park, CAM: Addison—wesley.

Wilson, P. (1983). Second-hand knowledge: Aan inquiry

into cognitive authority. Westport, CT: Greenwood Press.

Yellen, §. B., Cella, D. F., & Leslie, W. T. (1994).
Age and clinical dec1s1on making in oncology patlents.

Journal of the National Cancer Institute, 86, 1766—1770.

Zylinski, J. (1993). Patient education: post-

operative needs. NUrsinq’Standard, 8,(6), 31-35.




Appendix 265
Appendix A

Letter of approval from the
University of Manitoba School of Nursing

Ethical Review Committee.



The University of Manitoba

SCHOOL OF NURSING
ETHICAL REVIEW COMMITTEE

APPROVAL FORM

Proposal Number_N#91/14

Proposal Tiﬂe; "Surgical Cancer Patients' Preferences for Information
and Decision Making Controi."

Name and Title of :
Researcher(s): - Deanne Rhonda Spiegel
Master of Nursing Graduate . Student
University of Manitoba School of Nursing

Date of Review: June 03, 1991,

APPROVED BY THE COMMITTEE: _JuUNE 03 ¢ 1991,

Comments:

Date: Tm l( ; Hq'f

Erna J. Schilder, RN, DNS Chairperson
Associate Professor '
University of Manitoba School of Nursing

Position

NOTE: ,
Any significant changes in the proposal should be reported to the Chairperson for the
Ethical Review Committee’s consideration, in advance of implementation of such

Revised: 91/01/11/se



Appendix 267
Appendix B
Explanation to Patients / Consent Form

SURGICAL CANCER PATIENTS' PREFERENCES
FOR INFORMATION AND DECISION MAKING CONTROL

You have been invited to participate in a study to find
out your preferences for information and for control in
making decisions about your medical care. I am Deanne
Spiegel, a student in the Master of Nursing Program at the
University of Manitoba. I am conducting a research study
for the basis of my thesis. Dr Lesley Degner is my thesis
supervisor. From this study we hope to learn more about
patients' preferences for obtaining information about their
illness and its treatment and for participating in medical
decision“Making. Also, we hope to learn about patients’
perceptions of the effect of nursing behaviours on patients’

diagnosed cancer. The results of this study will be useful
in improving the quality of nursing care given to these
patients. Between 60 to 100 other patients who have had
surgery for treatment of cancer will be asked fo participate
in this study.

If you decide to participate in this study, you will be
asked permission to obtain information from your chart, to
fill out two questionnaires, to select cards which picture
various doctor-patient relationships, and to answer some
questions. Both questionnaires can be answered mostly by
circling the answer. Each questionnaire will take
approximately 15 minutes to complete. Should you need
-assistance in completing the questionnaires, I will help
you. After the first questionnaire is completed, "you will
be asked to identify the decision making relationship with
your doctor that you prefer. A set of five cards, with each
card describing a different doctor-patient relationship in
the decision making brocess, will be used. You will be
asked to identify the card which most closely shows the
relationship you preferred to take in deciding to have your
operation. I will then ask You to identify the card which

your doctor or nurse in making a decision about the care
given to you after Your operation. I will then ask you to
identify the card which most closely pictures the decision
making relationship that actually occurred when this
decision was made. The card choosing procedure will take
approximately 10 minutes. You will then be asked to
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complete the second questionnaire. Then I will ask you what
has been helpful and what has hindered your obtaining
information and having your opinions considered in decision
making. I will take notes during the interview. The
interview will take approximately 10 minutes. The total
time required is

approximately one hour. There are no known risks associated
with your participation in this study.

All information which You provide will be confidential.
If a private room is available, it will be provided for you
to complete the questionnaires, the card sorting procedure
and the interview. Your name will not be on any written
materials. To assure anonymity, you will be identified by a
code number only. Information obtained as result of your
participation in this study will be kept in a locked cabinet
to which only the investigator has the key. The consent
forms will be kept separate from the questionnaires and
interview forms. The results of this study will be sent to

Your decision whether or not to participate will not
effect your care or your relations with the staff of the
hospital. You may discontinue participation at any time or
refuse to answer any of the questions without consequences.

If vou have. any questions, please feel free to ask. I can
be contacted by telephone at or Dr. L. Degner can
be contacted at - If you so desire, a summary of
the study results will be made available to you.

Signature ' Date

Signature of Investigator Date
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Appendix C
Letter Requesting Permission to

Conduct Research at St. Boniface General Hospital

Deanne Spieagel
Winnipeg, Manitobpa
R

May 17, 1991.

Dr. E. Adaskin
Director o -
Department of Nursing Research i
St. Boniface General Hospital

Winnipeg, Manitoba

Dear Dr. Adaskin

within three days of their expected discharge from hospital
to determine their information needs, information seeking
styles and preferences in decision making. Assessment of
the patients'ﬁperception of learning needs, determination in
which decisions patients prefer to participate and their

the need for and development of psychoeducational Programs
to meet cancer patients learning needs. & recent survey of
Manitobans living with cancer indicated that many have their
greatest problems at the time of diagnosis and surgery.

These problems may be improved through social support and
psychoeducational intervention.

I am Deanne Spiegel, a graduate student in the Master of
Nursing Program at the University of Manitoba. This study
will the basis for my thesis. My thesis committee members
are Dr. Lesley Degner (chair), Dr. Erna Schilder (member),
and Dr. Barry Anderson (external member). I would like
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consent form, questionnaires and interview guideline.

needed in completing them. The data collection procedure
will take approximately 50 minutes to complete. Patients
who will be invited to volunteer will be fully appraised of
their rights as human subjects. The proposal has been
submitted to the University of Manitoba, School of Nursing
Ethics Committee for approval. Only after ethical approval
is received will data collection begin.

Dr. Degner has spoken ‘to Ms. McMorris, Director of Surgical
about this Project.

Results of the study will be available to the St.'Boniface
General Hospital and a summary of the results will be
available to the patients who participate. ~The results will

North York, Ontario as a condition of the contract for using

Should you wish to discuss this study with me, I can be
reached at or . Thank you for your
consideration.

Yours sincerely

Deanne Spiegel’
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s St-Boniface &

July 23,1901
Ms. Deanne Spiecal

Winnipeg, MB R

Re: ACCess'to SBGH Approval

Dear Ms, Spiegel:
I am pléased to _inform you that your broject:

'Surgical cancer patients’ preferences for inforﬁation and-decision-
making control

has been approved for éccess to St. Boniface General Hospital patients,
according to the protocol you have outlined. Approvals have been received
from Dr. R, Danzinger, Ms. p. McMorris, myself, and Ms. Jap Dick, vp Nursing.

Please feel free to. access the Nursing Research Space when you are on site,
We will be happy to facilitate your project in any way possible.

Contact me at 235-3480 with any questions you have oW or as the work
proceeds. ° B

Sincerely,

Eleanor J,. Addskin, RN, php
Director of Nursing Research

EA/mj

S Pliaoe sl a
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409 Taché, Winnipeg, Manitoba, Canada R2H 2A6
Tel (204) 233-8563 Fax (204) 2310640

A Grey Nun Corporation/Une corporation des Soeurs Grises

Affiliated with the University of Manitoba/Affilié I"Université du Manitoba
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Hopital : General
général Si—~BOmface Hospital
August 8, 1991

Deanne Spiegel

WINNIPEG, Manitoba
R

Dear Ms. Spiegel:

I am in receipt of your letter of August 2nd which discussges your request
for access to our patient population in gynecology who have _had surgical
interventioh such as hysterectomy. I have discussed your letter of request with
Dr. Phillip Hall, Medical Head of the Department of Obstetrics, Gynecology and
Reproductive Sciences at St. Boniface General Hospital, and he is in agreement.
We would be pleased to grant you access to the patient population who would meet
Your criteria for entrance into your study, namely the hysterectomy patients on

I will be~speakﬁng to Dr. Bob. Lotocki, Service Chief on Gynecologic Oncology,
as well as the head nurse on this unit ang Kaaren Neufeld, Clinical Nurse

We will look forward to your completion of this study and your sharing of the
results with both our nursing and medical staff. I hope this provides you with
the required information. If there are any questions that you need to discuss
further, Please do.not hesitate to call me.

Yours sincerely,

Edith Parker
Nursing Director -
Maternal child Health

EKP/bjns

cce Dr. Phillip Hall .
Dr.. Eleanor Adaskin, Director, Nursing Research

409 Taché, Winnipeg, Manitoba, Canada R2H 246
Tel (204) 233-8563 Fax (204) 231-0640

A Grey Nun Corporation/Une corporation des Soeurs Grises

Affiliated with the University of Manitoba/Affilié 3 I'Université du Manitoba
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Appendix E

Executive Summary

SURGICAL CANCER PATIENTS' PREFERENCES
FOR INFORMATION AND DECISION MAKING CONTROL

Investigators: Deanne Spiegel (Thesis Researcher), Dr.
Lesley Degner (Thesis‘Advisor), Dr. Erna Schilder (Thesis
Committee Member), Dr. Barry Anderson (External Thesis
Committee Member)

Purpose of . the Study: The specific objectives of the study
are: (1) to rank the order of importance, from the patient
perspective, of participating in nine postoperative care
decisions, (2) to determine if patients prefer to assume the

they do in making postoperative care decisions, (3) to
determine if there is congruence between patients' preferred
and assumed decision making roles, (4) to determine the
relationship among patients' perceived information needs,
preferred and assumed decision making roles and beliefs
about being cured, (5) to explore patients' perceptions of
the effectiveness of nursing behaviors in helping them
attain their information needs and preferred decision making
roles. .

Sample: Data w@ll be collected from recently diagnosed
cancer patients who have‘undergone hYsterectomy,
prostatectomy, mastectomy or breast conserving surgery,
gastric or intestinal resection, nephrectomy, pneumonectomy
or lobectomy until 60-100 patients have been surveyed or a
three month period elapses. 5 :

Setting: st. Boniface General Hospital surgical nursing
units.

Procedure: (1) Patient demographic data forms will be
completed. (2) The patient will complete a questionnaire
which requires comparison of pairs of postoperative care
decisions in which patients most want their opinions
considered. (3) Using a 5 card sort procedure with each card
depicting a different type of role patients could assume in
treatment decision making, patient preference orders for
decision making roles related to the decision to have
surgery will be elicited. (4) From the five cards, the
patient will point to the card that most closely
approximates the his/her assumed role in deciding to have
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surgery, and preferred and assumed roles in making the
postoperative decision selected by the patient as most
important in having his/her opinion considered. (5) The
patient will complete a questionnaire which assesses
information needs. (6) A semi-structured interview with the
patient will elicit data about the patient's attempts to
obtain information and to participate in decision making.

Analysis: L. L. Thurstone's Law of Comparative Judgement
will be used to rank the patient's perspective of nine
postoperative decisions according to the importance of
having the patient's opinions considered. Unfolding theory
will be used to determine the preference order of decision
making roles. Chi square will be used to compare
differences among groups of patients who prefer and assume
active, collaborative and passive decision making roles.
Relationships among information needs, decision making roles

-

and beliefs about being cured will be determined.

N
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Appendix F

Demographic Data Form

ID. NO
Gender:
Male
Female

Age: (At last birthday)

Length of time since communication of
diagnosis (days)

Type/Stage of Disease

Type of Surgery

A diagnostic

curative

palliative

Co-existing illnesses

Place of residence

rural (less than 30,000)

urban (30,000 or more)




Appendix 277
Appendix G

Data Collection Tool to Assess Preference for
Participation in Postoperative Care Decisions

ID. NO.

INSTRUCTIONS:

Please answer the following questions. If you have any
difficulty in understanding what is asked, in deciding how
to answer any question, or in recording your answers, please
request my assistance. I will stay with you while you
answer the questions or remain available to You, whichever
you prefer. If you feel unable to complete the entire
questionnaire and interview at this time, a later
appointment may be scheduled for completion,,

You may prefer to have a greater or lesser amount of
participation in various day to day post operative care
decisions that are made while you are recovering from your
surgery in the hospital. Nine different postoperative care
decisions which may have been made and in which you may want
to have your opinions considered have been identified. The
nine different postoperative care decisions have been paired
with each other in all possible combinations. From the

! ’ .
a. When I should get out-of.bed for the first time after
surgery
b. Which foods should be served to me

a. When my dressing should be changed :
b. What day I should be discharged from the hospital

a. How strong a dose of pain medication I should receive
b. What activities I should do and avoid doing when I go
home

a. What time my pain medication should be given
b. If I should receive assistance in dealing with the
psychological impact of my illness and surgery

a. If I should have a blood transfusion
b. When I should get out of bed for the first time after
surgery
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a.
b.

a.
b.
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Which foods should be served to me
When my dressing should be changed

What day I should be discharged from the hospital
How strong a dose of pain medication I should receive

What activities I should do and avoid doing when I go
home
What time my pain medication should be given

If I should receive assistance in dealing with the
psychological impact of my illness and surgery
If T should have a blood transfusion

When I should get out of bed for the first time after
surgery :
When my dressing should be changed

How strong a dose of pain medication I éhould féceive
Which foods should be served to me

What time my pain medication should be given
What day I should be discharged from the hospital

If I should have a blood transfusion
What activities I should do and avoid doing when I go
home

If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When I should get out of bed for the first time after
surgery :

When my dressing should be changed
How strong a dose of pain medication I should receive

Which foods should be served to me ) :
What time my pain medication should be given -

What day I should be discharged from the hospital
If I should have a blood transfusion

What activities I should do and avoid doing when I go
home

If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When I should get out of bed for the first time after
surgery
How strong a dose of pain medication I should receive
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What time my pain medication should be dgiven
When my dressing should be changed

If I should have a blood transfusion
Which foods should be served to me

If I should receive assistance in dealing with the
psychological impact of my illness and surgery
What day I should be discharged from the hospital

What activities I should do and avoid doing when I go
home )

When I should get out of bed for the first time after
surgery

How strong a dose of pain medication I shouldﬂreceive
What time my pain medication should be given

When my dressing should be changed
If I should have a blood transfusion

Which foods should be served to me
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

What day I should be discharged from the hospital
What activities I should do and avoid doing when I go
home

When I should get out of bed for the first time after
surgery
What time my pain medication should be given

If T should have a blood transfusion
How strong a dose of pain medication I should receive

If I should receive assistance in dealing with the
psychological impact of my illness and surgery
When my dressing should be changed

What activities I should do and avoid doing when I go
home
Which foods should be served to me

What day I should be discharged from the hospital
When I should get out of bed for the first time after
surgery

What time my pain medication should be given
If I should have a blood transfusion
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How strong a dose of pain medication I should receive
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When my dressing should be changed
What activities I should do and avoid doing when I go
home

Which foods should be served to me
What day I should be discharged from the hospital

Please check the post-operative care decision which you

believe is most important for your opinion to be
included. Check only one.

When I should get out of bed for the first time after
surgery '

Which foods should be served to me

When my dressing should be changed

How strong a dose of pain medication I should receive

When my pain medication should be given

If T should have a blood transfusion

If I should receive assistance in dealing with the
psychological impact of my illness and surgery

What activities I should do and avoid doing when I go
home

What day f\should be discharged from the hospital

Other (Please specif

What was the date on which you were informed of your
diagnosis? ' i

What is the name of your illness?
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5. Has your surgery cured you of your illness?

YES

NO

—_——

UNSURE

6. Please check the highest level of education you have
obtained.

grade nine or less

some high school

*high school gradﬁate

trades certificate or diploma
Some university

university graduate
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Appendix H

Patient Learning Needs Scale



Code No ___

PATIENT LEARNING NEED SCALE

Introduction for Hospital Administration

Many people who are leaving the hospital have some questions about how to manage their care
oncg they are at home. Different people have questions about different things._ The following
of themselves at home.

Fot each of the following statements please circle the appropriétc choice based on how important

you think it is to learn about the area before you go home. If the item does not apply to your
situation or illness please circle does not apply and go onto the next statement. If the item relates




IN ORDER TO MANAGE MY OWN CARE AT HOME I NEED TO KNOW:

DOES |OF
NOT NO EXTREMELY
APPLY | IMPORTANCE IMPORTANT
0 1 2 3 4 5
1. Which complication T should 0 1 2 3 4 5
Seek immediate help for?
2. How to change my activities to 0 1 2 3 4 5
save my energy.
3. How each medication works. . 0 1 2 3 4 5
4. How to recognize a 0 1 2 3 4 5
complication.
5. What to do if I have trouble 0 1 2. -3 4 -5
with my bowels? ,
6. What a Home Care program 0 | 1 2 . 3 4 5
provides?
7. How to talk to family/friends 0 1 2 3 4 5
about;my illness.
8. What to do if I have a reaction 0 1 2 3 4 5
to a medication?
9. Where I can get help for family 0 1 2 3 ~4 5
to deal with illness?
10. What complications might occur 0 1 2 3 4 5
from my illness?
11. How this illness will affact my 0 12 3 4 5
future.
12. When I can take -a bath or 0 1 2° 3 4 5
shower? . .
13. What symptoms may I Have 0 1 2 3 4 5
related to my illness?
14. When can 1 start to do o 1 2 3 4 5
household activities safely.
15. How to manage my pain. 0 1 2. 3 4 5
16. When to stop taking each 0 1 2 3 4 5
medication.
17. How much rest I should be 0 1 2 3 4 5
getting. . '
. 18. How to take each medication. 0 1 2 3 4 5




IN ORDER TO MANAGE MY OWN CARE AT HOME I NEED TO KNOwW:

DOES |OF
NOT NO EXTREMELY
APPLY | IMPORTANCE IMPORTANT
0 1 2 3 4 5
19. Who will I see at my follow-up 0 1 2 3 4 5
appointment?
20. What the possible side effects 0 1 2 3 4 5
of my treatment are.
21. How to manage the symptoms that 0 1 2 3 4 5
I might experience. :
22. How to get through ‘red tape! 0 1 2 3 4 5
in the health care system.
23. Who my family members can call 0 1 2 - 3 4 5
about questions of my illness. :
24. What caused my illness. o . ¥ 2. -3 4 .5
25. How to care for my wound or 0 1 2 3 4 5
incision. '
26. What to do if T have trouble 0 1 2 3 4 5
urinating.
27. How to prepare the foods I am 0 1 2 3 4 5
allowed to eat. '
28. Which foods I can and cannot 0 1 2 3 4 5
eat. -
29. What to do if T cannot sleep .0 1 2 3 4 5
pProperly. IR )
'30. What physical activities 1 0 1 2 3 4 5
cannot do such as lifting. ' ~
31. How to get through 'red tape! -0 1 2 3 4 5
to get services at hone.
32. Who to talk to . about my 0 1 2 3 4 5
concerns about death.
33. How to care for my feet 0 1 2 3 4 5
properly.
34. Which vitamins and supplements 0 1 2 3 4 's
I should take.
35. Where I can get help in 0 1 2 3 4 5
handling my feelings about my :
illness.




IN ORDER TO MANAGE MY OWN CARE AT HOME

36. How to contact community groups
for my health condition.

37. Why I need to take each
medication.

38. How to prevent a complication
from occurring.

39. The possible reactions to each
medication.

40. How I can-manage stress.

41. How to arrange transportation
to follow-up appointments.

42. How to recognize my feelings
towards my illness.

43. How to prevent my skin from
getting sore.

44. When to take each medication.

45. Where I can get my medications.

46. How I can avqid stress.

47. What the purposes éf my
treatments are.

48. What pPhysical exercise T shouid, -
be getting.

49. How to prevent my skin from
getting red.

50. How this illness will affect my

life,.

I NEED TO KNOW:

DOES |OF

NOT |NO EXTREMELY

APPLY|IMPORTANCE  IMPORTANT
o 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 S 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 102 3 4 5
0 102 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
0 1 2 3 4 5
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Appendix I

Photocopy of Degner's Cards Used to Determine Preferred and

Assumed Surgical Treatment Decision Making Roles
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I PREFER TO MAKE THE FINAL SELECTION
ABOUT WHICH TREATMENT I WILL RECEIVE.

- L PREFER T0 MAKE THE FINAL SELECTION
- OF Y TREATMENT AFTER SERIOUSLY
CONSIDERING MY DOCTOR’S OPINION.
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I PREFER THAT MY DOCTOR AND 1
SHARE RESPONSIBILITY FOR DECIDING
WHICH TREATMENT IS BEST FOR ME.

I PREFER THAT MY DOCTOR MAKES THE
FINAL DECISION ABOUT WHICH TREATMENT
WILL BE USED, BUT SERIOUSLY CONSIDERS

MY OPINION,
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I PREFER TO LEAVE AL DECISIONS

FEGARDING MY TREATVENT TO py
DOCTOR.
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Appendix J

Photocopy of Cards Used to Determine Preferred and

Assumed Postoperative Care Decision Making Roles



I PREFER TO MAKE THE FINAL DECISION.

I PREFER TO MAKE THE FINAL DECISION
AFTER SERIOUSLY- CONSIDERING

MY NURSES' OR DOCTORS! OPINIONS.




i

m/_/ 1 'PREFER THAT MY NURSE OR DOCTOR

AND I SHARE RESPONSIBILITY FOR MAKING

THE DECISION THAT IS BEST FOR ME.

I PREFER THAT MY NURSE OR DOCTOR
MAKE THE FINAL DECISION AFTER

SERIOUSLY CONSIDERING MY OPINION.



I PREFER TO LEAVE THE DECISION

TO MY NURSE OR DOCTOR.
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Appendix K
Patient Interview Record

ID NO:

IF THE PREFERRED AND ACTUAL ROLES FOR EITHER THE DECISION TO
HAVE SURGERY OR THE SELECTED POSTOPERATIVE CARE DECISION
WERE TWO OR MORE SCALE DIFFERENCES APART, QUESTIONS I and 2

WILL BE ASKED.

1. Did you attempt to take any action to achieve your

preferred decision making role? YES NO

IF YES:

(i) What action did You take to attempt achievement of

-

your preferred decision making role?

)

(ii) Please describe the response You received when you

.

attempted to achieve your preferred decision making role:
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IF NO:
(iii) I would be interested in learhin§ what prevented

you from taking action. Could you tell me about it.

2. Did your nurse play a role in helping you or in making it
more difficult for you to achieve your preferredAdecision
making role? 4

YES NO. IF YES: What role did the nurse play?

— T e,
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IF NO: Was there a reason why the nurse was not involved?

IF THE PREFERRED AND ACTUAL ROLES FOR EITHER THE DECISION TO
HAVE SURGERY OR THE SELECTED POSTOPERATIVE CARE DECISION
WERE ONE OR LESS SCALE DIFFERENCES APART, QUESTIONS 3 AND 4
WILL BE ASKED:

3. To what ‘do you attribute your success in so closely

achieving your preferred role in decision making?

4. Was there anything that the nurse did to help you achieve

your preferred decision making role?
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ALL SUBJECTS WILL BE ASKED QUESTION 5

5. While you have been in the hospital, have you ever felt a
need for some information about your illness or medical care
but did not let your doctor or nurse know about your need?
__YES ___ NO
IF YES:

(i) I was wondering if you could tell me what prevented
you from letting your nurse or doctor know that-you needed

this information.

(ii) Could you tell me what’ you wanted more - information

about but did not ask.

THANK YOU FOR PARTICIPATING IN THIS STUDY.
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Appendix L
Development of the Paired Comparisons Questionnaire

Preference for Participation in Postoperative Care Decisions

Postoperative care decisions that are frequently made
following cancer surgéry were identified by the researcher
through discussions with two surgical nurses, two nurse
educators; - two postopefati&e cancer patients who had
recentiy been discharged from hospital and é‘revieﬁ:of the
literature. The list of decisions utilized by Ende et al.
(1989) and by Beisecker (1988) were examined to determine
their applicability to the postoperative cancer patient. No
research articles were found about postoperative cancer
patients' preference for participation in decision making
concerning éheir postoperative care. The following nine
postoperative;éare decisions were chosen.

1. When the patient should get’out of bed for the first
time after surgery '
2. Which foods should be served to the patient

3. When the patient's dressing should be changed

4. How strong a dose of pain medication the patient should
receive
5. When pain medication should be given to the patient

6. If the patient should have a8 blood transfusion
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7. If the patient should receive assistance in dealing
with the psychological impact of my illness and surgery

8. What activities the patient should do and avoid doing
after being discharged home

9. What day the patient should be discharged from the

hospital

Ross's (1974) method of optimal ordering was .used fo
order the 36 pairs which wére generated form the total of
nine items. When this method is used, méxiﬁﬁm spaéing of
all items is obtained. There is no proof that spacing or
ordering effects the choices made by subjects. Achieving
maximal distance between all the items makes logical sense

even if there is not proof that this makes a difference.

The items reworded to reflect the patients bperspective. The

matrix lay—out consisted of 5 rows and 8 columns. Identical

pairs occurred in the odd. columns of the fifth row. Ross's
rules governing the use of the pairs in the fifthlrow are:
a) Replace the second number in’ each identical pair with
number 1. b) Ignore the pairs occurfing in the even
columns of the fifth row. When the pairs are presented,
4their order is determined by beginning at the top of the
first column on the left, moving down the column, then
progressing to the next column on the right as each column

is completed from top to bottom.
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The Ross Matrix Format
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I II III v v VI VII VIII
1-2 2-3 1-3 3-4 1-4 4-5 1-5 5-6"
3-n n-4 4-2 2-5 5-3 3-6 6-4 4-7
4-(n~1)|(n-1)-5|{5~n n-6 6-2 2-7 7-3 3-8
5-(n-2)|(n-2)-6 6-(n~-1)|(n-1)-7{7-n n-8 8-2 2-9
6-(n~3) | (n-3)-7|7-(n-2) (n-2)-88-(n-1)|(n-1)-9{9-n
The Ross Matrix Applied
I II III v v VI VII VIII
1-2 2-3 1-3 3-4 1-4 4-5 i1-5 5-6
3-9 " 94 4-2 2-5 5-3 3-6 6-4 4-7
4-8 8-5 5-9 9-6 6~2 2-7 | 7-3 3-8
5-7 7-6 6-8 8-7 7-9 9-8 8-2 2-9
6-1 7-1 8-~1 9-1

~3'U

= O

v [ee] BHYO wN

Order of Items

- When I should get out of bed for the first time after

surgery
Which foods should be served to nme

When my dressing should be changed
. What day I should be discharged from the hospital

home

What time my pain medication should be given -
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

If I should have a blood transfusion
surgery

. Which foods should be served to me
When my dressing should be changed

What day I should be discharged from the hospital

home
What time my pain medication should be given

- How strong a dose of pain medication I should receive
What activities I should do and avoid doing when I go

When I should get out of bed for the first time after

How strong a dose of pain medication I should receive

. What activities I should do and avoid doing when I go
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If I should receive assistance in dealing with the
psychological impact of my illness and surgery
If I should have a blood transfusion

When I should get out of bed for the first time after
surgery
When my dressing should be changed

How strong a dose of pain medication I should receive
Which foods should‘be served to me

What time my pain medication should be given
What day I should be discharged from the hospital

If I should have a blood transfusion -
What activities I should do and avoid doing when I go
home- -

If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When I should get out of bed for the first time after
surgery

When my dressing should be changed
How strong a dose of pain medication I should receive

Which foods should be served to me
What time my pain medication should be given

What day I should be discharged from the hospital
If I should have a blood transfusion

0 .
What activities I should do and avoid doing when I go
home
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When I should get out of bed for the first time after
surgery
How strong a dose of pain medication I should receive

What time my pain medication should be given
When my dressing should be changed

If I should have a blood transfusion
Which foods should be served to me

If I should receive assistance in dealing with the
psychological impact of my illness and surgery
What day I should be discharged from the hospital
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What activities I should do and avoid doing when I go
home

When I should get out of bed for the first time after
surgery '

How strong a dose of pain medication I should receive
What time my pain medication should be given

When my dressing should be changed
If I should have a blood transfusion

Which foods should be served to me
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

What day I should be discharged from the hospital
What activities I should do and avoid doing when T go
home )

When I should get out of bed for the first time after
surgery : ,
What time my pain medication should be given

If I should have a blood transfusion
How strong a dose of pain medication I should receive

If I should receive assistance in dealing with the
psychological impact of my illness and surgery
When my dressing should be changed

What activities I should do and avoid doing when I go
home A : i
Which foods should be. served to me

What day I should be discharged from the hospital

When I should get out of bed for the first time after
surgery . .

What time my pain medication shouid be given
If I should have a blood transfusion

How strong a dose of pain medication I should receive
If I should receive assistance in dealing with the
psychological impact of my illness and surgery

When my dressing should be changed
What activities I should do and avoid doing when I go
home

Which foods should be served to me
What day I should be discharged from the hospital
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The numbers beside each

item that formed a pair were then
replaced by (a) and (b).
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Appendix M
Control Preferences Card Sort Procedure

The pfocedure described for Degner and Russell's (1988) four
card sort was adapted for five cards in the following
manner. The deck of five cards (A, B, C, D and E} was
shuffledﬂpy the investigator to put the cards in fandom
order. TQ& cards were selected and placed on a table in
front of the patient (eg., C & E). The patient was asked to
indicate: "Which one of these do you like the best for
deciding your surgical treatment? Which would you prefer to
have in deciding about having your surgery?" The preferred
card was placed on top of the other card (eg. E>C). The
next card (eg., D) was selected at random from the deck and
placed in front of the patient who compared it to his/her
previous first choice. if the new card, D, was preferred,
it was placed on top of E and C (ie, D>E>C). If it was not,
E was turned over, and the patient was asked to édmpare D
with C. If D was preferred, it was placed on top of C (ie,
E>D>C); if C was preferred, it was placed on top of D (ie,
E>C>D). The process continued until the patient's total
preference order on the cards was unfolded. This method of
testing was designed to allow patients to unfold their total
preference orders without seeing all possible choices at

once (Degner & Russell, 1988).
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Appendix N

Thurstone Scales of Postoperative Care Decisions

Indicating Differences Associated with

Gender, Age, Education, Residence, Coexisting Illnesses

and Perception of Surgical Outcome.

Definitions of the following abbreviations used in the

tables and figures in this appendix are:

OBED:
FOOD:
DRSG:
DOSA:
TIMA:
BLOD:
PSYC:
ACTV:

DISC:

When I should get out of bed for the first time
after surgery.

Which foods should be served to me.

When my dressing should be changed.

"~“How strong a dose of pain medication I should

receive. L i

What time my pain medication should be given.

If I should have a blood transfusion.

If I should receive assistance in dealing with the
psychological impact of my illness and surgery.
What activities I should do and avoid doing when I
go home.

What day I should be discharged from the hospital.

A lower numerical value in the tables indicates a greater
preference for input in pPostoperative care decisions.

0
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tween

men and women's preferences to participate in postoperative

care decisions using Thurstone's Law of Comparative
Judgement. :

Men (n=21)

Decision X z score SD X Proportion SD
OBED 0.021 0.445 0.450 0.236
FOOD -0.166%x%%x% 0.258 0.381 0.172
DRSG 0.246 0.215 0.540 0.216
DOSA 0.102%%=% 0.473 0.481 - 0.250
TIMA -:-0.028 0.234 0.434 ' 0.187
BLOD  -0.114% 0.293 0.402 0.186
PSYC -0.054%x 0.335 0.423 0.204
ACTV ~-0.435 0.367 0.286 0.156
DISC 0.341 0.345 0.571 0.244

Women (n=29)

Decision X z score SD X Proportion SD
OBED -0.034 0.520 ~ 0.437 0.252
FOOD 0.448%%%% 0.340 0.609 0.250
DRSG 0.295 0.384 0.552 0.272
DOSA —0.311%%% 0.380 ﬂ 0.330 0.181
TIMA -0.029 0.527 0.433 0.256
BLOD 0.083% 0.301 0.475 0.211
PSYC -0.378%=* 0.428 0.307 0.188
ACTV -0.462 0.290 0.272 0.131
DISC 0.345 0.380 0.571 0.249

significant differences between men and women: *%%%p<0.001,

*#%%xp<0.005, #%*p<0.01, %p<0.02



Differences in mean z scores and

Appendix 308

mean proportions between

younger and older patients'

preferences to participate in

bostoperative care decisions

Comparative Judgement.

Less than 65

years (n=27)

using Thurstone's Law of

Decision X zZ score SD X Proportion SD
OBED 0.043 0.419 0.461 0.234
FOOD 0.096 0.309 0.481 0.216
DRSG 0.470%%%  0.413 0.613 0.263
DOSA  -0.116 0.448 0.403 0.224
TIMA 0.1464%% 0.448 0.498 0.251
BLOD -0.147%x% 0.242 0.387 0.172
PSYC -0.398% 0.346 0.296 0.159
ACTV -0.511 0.367 0.259 0.143
DISC 0.404x%%%x  0.261 0.597 0.235

65 years old and greater (n=23)

Decision X z score SD X Proportion SD
OBED -0.070 0.482 10.420 0.239
FOOD 0.277 0.251 0.551 0.223
DRSG 0.067#%% 0.400 . 0.469 0.232
DOSA -0.164 0.346 0.382 0.193
TIMA -0.228%%% 0.321 0.357 0.179
BLOD 0.178%% 0.345 0.512 0.232
PSYC ~0.053% 0.285 0.425 0.193
ACTV -0.381 0.233 0.300 0.129
DISC 0.258%%% 0.339 0.541 0.236

Significant difference

*#*%p<0.03,

*p<0.04

s between young and old: *#%%p<0.001,




Differences in mean z score

Appendix 309

S_and mean proportions between

Patients' preferences for P

articipation in postoperative

care decisions associated w

ith less than high school

graduation education and wi

th high school graduation

education or greater using Thurstone's Law of Comparative

Judgement.

Less than high school graduation (n=20)

Decision X z score SD X Proportion SD
OBED -0.032 0.353 0.433 0.212
FOOD 0.233 0.326 0.533 0.233
DRSG 0.133%%% 0.381 0.494 0.235
DOSA ~-0.067 0.439 0.417 0.225
TIMA  -0.172% 0.288 0.378 0.179
BLOD 0.246%%%x% 0.250 0.539 0.220
PSYC -0.216 0.212 0.361 0.154
ACTV -0.411 0.369 0.294 0.159
DISC 0.244%% 0.352 0.533 0.232

High school graduation or greater (n=30)

Decision X z score SD X Proportion SD
OBED 0.013 0.532 0.448 0.259
FOOD 0.143 . 0.270 0.500 0.214
DRSG 0.365%%% 0.340 4 0.581 - 0.247
DOSA  -0.184 0.412 0.378 0.207
TIMA 0.076=% 0.530 0.470 0.261
BLOD -0.164%x%%x% 0.306 0.381 0.184
PSYC -0.246 0.364 0.352 0.186
ACTV ~-0.480 0.307 0.267 0.132
DISC 0.401x%x 0.247 0.596 0.234 |

Significant differences be

#%%%p<0.001,

*%%xp<0.005,

*%p<0.01,

tween high and low education:
*p<0.02
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ean proportions between

bPatients with and without coexisti

ng illnesses in their

preferences for participation in p

ostoperative care

decisions using Thurstone's Law of

Comparative Judgement.

Without coexisting illnesses (n=12)

Decision X z score SD X Proportion SD
OBED -0.242x% 0.611 0.361 0.257
FOOD 0.0704%%x  0.262 0.472 0.204
DRSG 0.599% %% 0.516 0.648 0.284
DOSA  -0.286% 0.673 0.352 0.262
TIMA “'0.136 0.640 0.491 0..290
BLOD 0.221 0.314 0.528 0.228
PSYC ~0.332%% 0.431 0.324 | 0.192
ACTV -0.372 0.295 0.306 0.144
DISC 0.173%x%% 0.378 0.509 0.237

With coexisting illnesses (n=38)

Decision X-z score SD X Proportion SD
OBED 0.061%=* 0.448 0.468 0.244
FOOD 0.211%#%%x  0.213 0.526 0.212
DRSG 0.182%%% 0.318 0.515 0.227
DOSA -0.096+% 0.314 0.406 0.194
TIMA -0.074 0.370 0.415 0.210
BLOD -0.067 0.262 0.418 0.187
PSYC -0.203%% 0.242 0.365 0.164
ACTV -0.471 0.288 0.269 0.128
DISC 0.388%%%% 0.274 0.591 0.236

Significant differences betwe

co-existing illnesses:
*p<0.05

en patients with and without
****p<0ﬂ005,***p<0.015, *xp<0.03,
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and mean proportions in

patients'’

preferences for participation in postoperative

care decis

ions associated their beliefs about the outcome of

the surgic

al procedure using Thurstone's Law of Comparative

Judgement.

Cured (n=22)

Decision X z score SD X Proportion SD
OBED 0.016 0.433 0.449 0.234
FOOD 0.115 0.163 0.490 0.194
DRSG 0.011%%=x 0.347 0.449 0.215
DOSA  -0.036 1 0.284 0.429 0.194
TIMA v—b.061 0.330 0.419 0.202
BLOD 0.223%%% 0.254 0.530 0.219
PSYC -0.133 0.341 0.394 0.196
ACTV -0.453 0.221 0.273 0.114
DISC 0.238=% 0.281 0.535 0.225

Unsure (n=26)

Decision X z score SD X Proportion SD
OBED -0.074 0.457 0.419 0.232
FOOD 0.202 0.376 0.521 0.240
DRSG 0.456%%% 0.371 0.611 "0.258
DOSA  -0.188 0.493 0.376 10.230
TIMA -0.038 0.477 0.432 0.238
BLOD -0.143%%% 0.286 0.389 0.182
PSYC -0.283 0.293 0.338 0.161
ACTV -0.464 0.460 0.282 0.169
DISC 0.484% 0.425 0.615 0.257

Significant differences between
were cured and patients who

*#%%p<0.001

7

*p<0.03

patients who believed they
were unsure about being cured:
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Differences in mean z scores and mean proportions associated
with place of residence in patients' preferences for
participation in postoperative care decisions using
Thurstone's Law of Comparative Judgement. :
Winnipeg (n=33)

Decision X z score SD X Proportion SD
OBED -0.009 0.453 0.441 0.238
FOOD 0.148 0.270 0.502 0.214
DRSG 0.139% " 0.335 0.498 0.226
DOSA -0.070%% 0.313 0.418 0.198
TIMA -:.0.048#%% 0.353 0.461 0.219
BLOD 0.062%%x%x  0.263 0.468 0.203
PSYC ~0.298 0.300 0.330 0.163
ACTV -0.520 0.289 0.253 0.116
DISC 0.418%#%% 0.311 0.599 0.242

Not Winnipeg (n=17)

Decision X z score SD X Proportion SD
OBED -0.003 0.441 0.444 0.235
FOOD 0.246 0.303 0.536 0.225
DRSG 0.627% 0.686 0.638 0.290
DOSA -0.273%% 0.592 . 0.346 4‘0.236
TIMA -0.256%% 0.723 0.381 0.233
BLOD -0.120%%x% 0.318 0.399 0.192
PSYC -0.101 0.226 0.405 0.175
ACTV -0.326 0.441 0.327 0.195
DISC 0.189%%% 0.360 0.516 0.237

Significant differences between patients residing in
Winnipeg and patients not residing in Winnipeg :
*#%%p<0.001, =*xp<0.005,, *p<0.05
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Appendix O

Thurstone Scaling of Decision Making Roles
Indicating Differences According to
Gender, Age, Education, Residence, and
Perception of Surgical Outcome

In the tables listed below, lower values of Z sScores
indicate a greater preference. The definitions of Roles
ABCDE are as follows:

A: "I prefer to make the final selection about which
treatment I will receive."
B: "I prefer to make the final selection of my treatment

after seriously considering my Doctor's opinion.'

C: "I 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 all decisions regarding my treatment
to my Doctor.n"

ﬁen (n=21) _ Women: (n=29)
Role Mean . SD Mean SD
Z score Z score -
A 0.319 0.187 ﬁ 0.347 0.292
B 0.230 0.458 0.197 0.297
C -0.082 0.484 -0.078 0.478
D -0.225 0.364 -0.291 0.331
Ex%xx -0.242 0.135 -0.175 0.116

*%% p<0.005
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cores associated with age, in
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Patients' preferences £

or participation in surgical

treatment decision maki

Comparative Judgement.

ng using Thurstone's Law of

<65 Years (n=23)

>=65 Years (n=27)

Role Mean SD Mean SD

Z Sscore Z Score
Awkas 0.271 0.282 0.414 0.275
Bk #x% 0.098 " 0.339 0.360 0.477
C -0.075 0.405 -0.078 0.623
Daxx - .-0.330 0.281 ~0.181 0.440
Exs%% 0.037 0.021 -0.515 0.303

*%%% p<0.001, =x*xx p<0.005

Differences in mean 4

scores of surgical treatment decision

roles associated with

place of residence.

Winnipeg (n=33)

Role Mean

Not Winnipeg (n=17)

SD Mean SD

b4 scpre Z chre
A 0.403 0.296 0.214  0.256
B 0.256 0.374 0.130 0.426
C -0.125 0.555 ﬁo.oog 0.424
D -0.189 0.359 -0.412 0.351
Exx%%x ~0.345 0.202 0.059 0.033

*%%% p<0.001
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Differences in mean = Scores associated with level of formal
education, in patients' preferences for participation in
surgical treatment decision roles. -

<High School Grad(n=20) >=High School Grad(n=30)

Role Mean SD Mean SD

- Z score Z score
Axkxx 0.452 0.280 0.260 0.262
Bx#x#% 0.331 0.510 0.140 0.326
Cxx -0.030 0.639 -0.105 0.384
Dixxk -=0.180 0.529 | -0.313 0.252
Exx%%  -0.573 0.328 0.017 ~ "0.037

*%%% p<0.001, =*% p<0.03

Differences in mean z scores, associated with whether or not
patients had coexisting illness, in their preferences of
surgical treatment decision roles using Thurstone's Law of
Comparative Judgement.

With Coexisting Without Coexisting

Illngsses (n=38) Illnesses (n=12)
Role Mean SD N | Mean ‘SD

z score _ Z score

Ax 0.372 0.251 0:216 0.303
B#* 0.297 0.413 ~0.042  0.319
Cc -0.093 0.563 -0.042 0.319
D -0.251 0.401 -0.301 0.193
Exx%%x -0,326 0.189 0.168 0.094

*%%% p<0.001, #% p<.01, =* <p<0.05




Differences in mean z score

S associated with patients'

berception of surgical outco

me,

in the preferences for

surgical treatment decision roles, using Thurstone's Law of

Comparative Judgement.

Cured (n=22)

Not Sure (n=26)

Role Mean SD Mean SD

Z Score Z SCOre
Axxxx  0.492 0.327 0.243  0.309
B 0.079 0.592 0.328  0.327
c ~0.050 0.433 -0.108  0.565
Dix ~0.116 0.372 ~0.327  0.348
Exxtx  -0.405 0.233 '-0.136  0.087

*%%% p<0.001,

*% p<0.015
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Appendix P

Thurstone Scaling of P
According to Decisi

Definitions of the fol
tables and figures in this

OBED: When I should get ou
surgery. X
FOOD: Which foods should b

ostoperative Care Decisions
on Making Role Categories

lowing abbreviations used in the
appendix are:
t of bed for the first time after

e served to me.

DRSG: When my dressing should be changed.

DOSA: How strong a dose of
' receive. A
TIMA: What time my pain me
BLOD: If I should have a b
PSYC: If I should receive
psychological impact
ACTV: What activities T sh
home.
DISC: What day I should be

A lower numerical value in
preference for input in pos

pain medication I should

dication should be given.

lood transfusion. .
assistance in dealing with the

of my illness and surgery.

ould do and avoid doing when T go

discharged from the hospital.

the tables indicates a dgreater
toperative care decisions.
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postoperative care decisions

in patients who preferred passi

ve or active/collaborative

surgical treatment decision rol

e categories.

Passive (n=29).

Decision X z score SD X Proportion SD
OBED -0.051 0.494 0.425 0.241
FOOD 0.127 0.200 0.494 0.200
DRSG 0.109%% 0.314 0.487 0.219
DOSA -0.057% 0.347 0.421 0.207
TIMA  -0.089 0.313 0.410 0.195
BLOD N-'O.26O*** 0.353 0.540 0.236
PSYC -0.279 0.362 0.341 0.180
ACTV -0.479 0.241 0.264 0.113
DISC 0.378 0.305 0.586 0.241

Active/collaborative (n=21).

Decision X z score SD X Proportion SD
OBED 0.057 0.408 0.466 0.233
FOOD 0.253 0.301 0.540 | 0.227
DRSG 0.524%x% 0.434 0.630 0.269
DOSA ~-0.253% 0.492 0.354 -0.221
TIMA 0.045 0.539 0.466 0.259
BLOD ~0.347%%% 0.246 0.312 0.139
PSYC -0.183 0.317 0.376 0.184
ACTV ~-0.416 0.477 0.296 0.192
DISC 0.293 0.387 0.550 0.243

Significant difference
role categories and pa

role categories:

S between patients preferring
tients preferring active/colla

%% p<0.001, ==z p<0.005, % p<0.05

passive
borative




Thurstone scaling of preferre

d postoperative care decisions
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in patients who assumed passi

ve or active/collaborative

bostoperative care decision r

ole categories.

Passive (n=14).

Decision X z score SD X Proportion SD
OBED 0.120% 0.620 0.476 0.270
FOOD 0.041 0.254 0.460 0.199
DRSG 0.284 0.478 0.548 0.267
DOSA -0.166 0.365 0.381 0.196
TIMA -0.254 10.320 0.349 0.173
BLOD 0.166%x% 0.286 0.508 0.219
PSYC 0.061%%% 0.372 0.468 0.226
ACTV  -0.621 0.543 0.238 0.164
DISC 0.266 0.495 0.532 0.248

Active/collaborative (n=36).

Decision X z score SD X Proportion SD
OBED -0.043% 0.461 0.429 0.237
FOOD 0.231 0.330 0.534 0.216
DRSG 0.268 0.315 0.546 0.234
DOSA ~0.120 0.382 0.398 0.209
TIMA 0.060 0.448 0.466 0.243
BLOD ~0.063%%% 0.267 0.420 0.188
PSYC ~0.347% %% 0.273 0.312 0.149
ACTV ~0.401 0.277 0.293 0.139
DISC 0.372 0.235 0.586 0.231

Significant differences betwe
role categories and patients
role categories:

*¥%%p<0.001,

en patients assuming passive
assuming active/collaborative

*#p<0.03
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of patients in client who assum

ed passive or

active/collabora

tive surgical freatment decision making

roles.

Passive (n=36).

Decisions X gz sScore SD X Proportion SD
OBED -0.005 0.494 0.441 0.247
FOOD 0.136 0.251 0.497 0.209
DRSG 0.226 0.311 0.531 0.230
DOsa -0.095% 0.361 0.407 0.206
TIMA ~0.038 0.350 0.429 0.209
BLOD 0.056%%% 0.257 0.466 0.201
PSYC ~-0.241 0.274 0.352 0.165
ACTV -0.490 0.287 0.262 0.124
DISC 0.376 0.266 0.586 0.233

Active/collaborative (n=14).

Decisions X z score SD X Proportion SD
OBED -0.002 0.386 0.444 0.222
FOOD 0.297 0.314 0.556 0.234
DRSG 0.408 0,503 0.587 0.276
DOsA -0.245% 0.480 “ 0.357 0.214
TIMA  -0.005 0.435 0.444 0.234
BLOD ~0.143%%% 0.258 0.389 0.175
PSYC -0.212 0.373 0.365 0.194
ACTV -0.351 0.405 0.317 0.179
DISC 0.232 0.302 0.532 0.226

Significant differe
role categories and

role categories:

*%%p<0.001,

*p<0.03

nces between patient
patients assumin

S assuming passive
g active/collaborative
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bpatients assuming passive or active/collaborative

postoperative care decision role categories.

Passive (n=16)

Decision X z score SD X Proportion SD
OBED ~0.236%%% 0.455 0.361 0.207
FOOD 0.089%%x 0.279 0.479 0.210
DRSG 0.289 0.266 0.556 0.228
DOSA -0.182 0.435 0.382 0.206
TIMA 10.131 0.492 0.486 0.250
BLOD 40.088 0.179 0.410 0.169
PSYC -0.110 0.285 0.403 0.185
ACTV -0.316 0.328 0.326 0.165
DISC 0.332 0.421 0.563 0.250

Active/collaborative (n=14).

Decision X z score SD X Proportion Sb
OBED 0.197%%% 0.463 0.516 0.257
FOOD 0.438%%% 0.385 0.603 0.255
DRSG 0.277 0.392 0.548 0.250
DOSA -0.169 0.486 0.381 0.226
TIMA -0.131 0.466 0.397 0.229
BLOD -0.124 0.278 0.397 0.182
PSYC -0.394 0.405 0.302 0.174
ACTV -0.498 0.345 0.262 0.143
DIsC 0.314 0.288 0.563 0.233

Significant differences between
role categories and patients ass

role categories :

*#%%p<0

.001

patients assuming passive
uming active/collaborative




