Psycho-Oncology

Psycho-Oncology 20: 871-879 (201 1)
Published online I'l July 2010 in Wiley Online Library (wileyonlinelibrary.com). DOI: 10.1002/pon.1798

Decision-making preferences and information needs
among Greek breast cancer patients

Augoustina Almyroudi', Lesley F. Degner?, Vassiliki Paika', Nicholaos Pavlidis® and Thomas Hyphantis'*
/Department of Psychiatry, Medical School, University of loannina, Greece

2Faculty of Nursing, University of Manitoba, Winnipeg, MB, Canada

3Department of Medical Oncology, Medical School, University of loannina, loannina, Greece

*Correspondence to:
Department of Psychiatry,
Medical School, University of
loannina, loannina 45110,
Greece. E-mail:
tyfantis@cc.uoi.gr

Received: 27 January 2010
Revised: 23 May 2010
Accepted: 31 May 2010

Abstract

Objectives: We aimed at assessing Greek breast cancer patients’ preferences for participation
in treatment decision making and their information needs.

Methods: In a cross-sectional study, 329 breast cancer patients were administered at the
Control Preferences Scale, a card-sort measurement designed to elicit preferences for
participation in decision making. Information needs were assessed with Cassileth’s Information
Styles Questionnaire.

Results: The majority of patients (71.1%) preferred to play a passive role in treatment
decision making, with most of them wanting to delegate responsibility of the decision
completely to their doctor (45.3%). A collaborative role was preferred by 24%, whereas only
4.6% chose an active role. Most women expressed a general desire for as much information as
possible about their illness (62.6%), but a substantial proportion (37.4%) did not want detailed
information; instead, they wished to avoid awareness of bad news. Women who desired less
informational details and preferred a passive role requested less frequently a mammography
(p<0.001) and/or Pap test (p<0.0005) prediagnostically.

Conclusions: This study’s findings showed that the proportion of patients who wanted to play
a passive role in decision making is the highest reported compared to similar studies from other
countries, indicating the impact of the dominating paternalistic model of the doctor—patient
relationship in the Greek medical encounter. The association of desired information details and
decision-making preferences with screening for cancer procedures prediagnostically highlights
the significance of providing the patients with the appropriate information and the choices
available for their treatment.

Copyright © 2010 John Wiley & Sons, Ltd.
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Introduction

understood what role patients really want to play
in decision making, seeking information and being

In recent years, there has been much debate over
the patient’s participation in medical decision
making, and an increasing emphasis has been given
on patient’s autonomy. Patients’ roles in the
decision-making process range from playing an
active role, i.e. patients decide themselves about
treatment, through a sharing role, to a passive role
in which they delegate responsibility of the decision
to their physicians [1,2]. Although the traditional
paternalistic approach has been extensively chal-
lenged [3.4], shared decision making is increasingly
advocated as an ideal model of physician—patient
interaction [3-7]. In shared decision making,
providers and patients exchange information, both
express treatment preferences and after joint
deliberation they may reach a mutually accepted
decision [5,7]. Although it is still not clearly
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involved in decision making are thought to
contribute to coping processes, which in turn
promote the adjustment to the disease [8], at a
time when patients experience significant levels of
psychological distress [9—11].

Breast cancer is considered an appropriate type
of cancer for studying decision-making processes,
because its treatment involves difficult choices
between medically justified treatment alternatives
[12]. For example, it is well established that both
mastectomy and breast conserving surgery with
radiation offer equivalent survival rates in early
stages of breast cancer [13,14]. Women offered a
choice of surgical treatment were shown to have
better psychological well-being [15-18] and quality
of life [19]. Participation in treatment decisions,
though, presupposes that the patient has been
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provided with accurate information about the
treatment options, their potential benefits, and side
effects. However, many patients complain that
clinicians do not provide an adequate amount of
information [20], while others may not fully
understand the information given [21].

Patients’ preferences for participation in treat-
ment decisions differ in various countries and are
influenced by cultural, legal, religious, economic,
and other factors. In a Canadian study, 44% of
breast cancer patients preferred to share decisions
with their physicians [22]. Shared decision making
was also preferred by 64% of patients in a US
study [23]. Although studies from European
countries reported lower rates of active and shared
decision preferences, still only a small minority
(10-17.3%) wanted to delegate full responsibility
for the decision to doctors [24,25]. Unfortunately,
however, patients often fail to achieve their
preferred level of involvement [20,24,26], as doctors
underestimate patients’ preference for participating
in treatment decision making [26].

In Greece, the estimated age-standardized incidence
and mortality rates per 100.000 for female breast
cancer are 61.9 and 22.3, respectively [27]. The consu-
merist model of health care, however, is not exten-
sively developed and paternalism is not yet challenged.
Although in recent years the choice of treatment is
discussed with some patients depending on their
educational level and health status, physicians often
decide on their own regarding the most appropriate
treatment to be implemented, without previously
having informed the patient in detail about the illness
and the available treatment options. Despite also the
fact that some consumer advocacy groups for breast
cancer were recently established, they have no impact
on governmental policies. In addition, there is no
national screening program for breast cancer [28].
Debate on health-care reform in contemporary
Greece is focused on primary care enhancement and
health promotion, including encouragement of volun-
tary breast screening [29]. However, Greek general
practitioners report that heavy workloads and lack of
time make it difficult for them to engage in prevention
and health promotion activities [30].

In this context, we assumed that decision-making
preferences and information needs among Greek
women with breast cancer might be different from
those reported in other countries. Given that no pre-
vious studies examined this issue in Greece, we aimed
to assess information needs and decision-making pre-
ferences among Greek women with breast cancer.

Methods

Participants

The study design was cross-sectional. The sample
comprised 329 women with a confirmed diagnosis
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of breast cancer attending consecutively the onco-
logical outpatient department of the University
General Hospital of Ioannina, Greece, from
February 2008 to September 2009. This depart-
ment provides secondary and tertiary care for a
general population of 400,000. Since we aimed
to assess patients’ decision-making preferences
in general, i.e. independently of whether their views
refer to surgical treatment, adjuvant treatment or
both, all patients attending the outpatient clinic
during this period were invited to participate in the
study, independent of the stage of the disease
trajectory. Exclusion criteria were inability to read
and write Greek, history of psychotic illness,
alcohol and/or drug abuse or dementia, and brain
metastases. Out of 420 invited patients, 364 were
eligible and 329 agreed to participate (response
rate = 90.4%). Among eligible patients, no statis-
tical significant differences in major demographic
characteristics were found between the participant
and the nonparticipant groups. All the procedures
followed were in accordance with the ethical
standards on human experimentation (World
Medical Association Helsinki Declaration) and
were approved by the hospital’s responsible ethical
committee (No 11/7.11.2006).

Measures

The data collection was via a semistructured
interview performed by the same interviewer. To
elicit women’s preferences about the degree of
control they wanted in treatment decision making,
we used the Control Preferences Scale [31], which
was used in previous studies in Canada [22],
Sweden [24], and United Kingdom [25]. It consists
of five cards (A, B, C, D, and E). Each one
represents a potential role of the patient in relation
to her/his physician when a decision about treat-
ment is made. Each role is described by a statement
and is illustrated by a cartoon, which helps patients
of lower literacy levels to grasp the notion of
patient participation. The roles range from the
patient being the primary decision maker (A),
through shared decision making (C), to the patient
being the passive recipient of the physician’s
decisions (E).

The Control Preferences Scale was translated
from English into Greek using the back-translation
method. The instrument was translated by a native
Greek-speaking doctor, who was familiar with the
literature regarding the decision-making prefer-
ences of oncological patients. The translated
statements were then discussed by a bilingual
expert panel consisting of a psychiatrist, a psychol-
ogist, and a nurse, to obtain conceptual rather
literal equivalents of the five statements into Greek.
This procedure resulted in four translated options,
which were then back-translated into English by an
independent native English-speaking translator,
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who had no previous knowledge of the tool. The
most conceptually relevant to the original version
translation was eventually chosen for testing in a
group of 10 women with breast cancer and their
comments were discussed in focus groups.

The cards were presented in pairs and the order
of presentation was fixed. Women were asked to
choose between the two cards the one that was
closer to the role they preferred to play in the
decision-making context. Women were not asked
to state a preference for a specific decision, but to
consider the role they would prefer to play in a
hypothetical scenario of a consultation with their
oncologist where a decision about (any) treatment
must be made. This method was chosen because
paternalism is not yet extensively challenged in
Greece and the physician decides alone the treat-
ment plan. Many women, therefore, might not even
know about patient participation, and this hypo-
thetical scenario, apart from capturing general
views about decision making, could help the
patient grasp the notion of patient participation.

Subsequently, a ranking order was produced,
representing the degree of control each participant
wanted to have over decision making. For exam-
ple, ABCDE represents the preference order of a
person that strongly desires to maintain control in
decision making, whereas EDCBA represents the
patient who wants to delegate responsibility for her
treatment completely to her doctor. The first card
in each ranking order represents the patient’s most
preferred role.

To establish perceived decisional role of women
diagnosed with stage I or II of the disease and who
had undergone primary surgery, we asked whether
they had understood that they had a choice
between mastectomy and breast conserving surgery
when the decision was made (yes/no). This ques-
tion was asked after the presentation of the Control
Preferences Scale.

Information needs were assessed by Cassileth’s
Information Styles Questionnaire [32], which as-
sesses patient’s general and specific information
preferences. It consists of three parts. Part one
measures the amount of information details desired
by patients on a five-point likert scale. Part two
assesses the desire for specific types of information
concerning disease, treatment options, and psycho-
social needs, on a three-point Likert scale. In part
three, patients are asked to choose a statement that
best describes their general attitude toward infor-
mation regarding their illness. The Cassileth’s
Information Styles Questionnaire was translated
from English into Greek using similar methodol-
ogy applied for the Control Preferences Scale.

Statistical analysis

Individual preference orders were analyzed using
Coomb’s ‘unfolding theory’ [33]. Preference orders
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were unfolded to determine whether they were
consistent with the existence of a dominant under-
lying psychological dimension ranging from com-
plete control, through sharing control to giving
away control (ABCDE-EDCBA dimension). There
were 120 preference orders derived from all the
possible combinations of the five cards. However,
only 11 were consistent with the hypothesized
psychological dimension. Coombs [33] stated that
at least 50% plus 1 of the preference orders would
need to fall on to the dimension for establishing
validity of patients’ systematic preferences.

The first card selected by each woman was used
to indicate her most preferred role. As only one
woman had chosen card A as her preferred role,
women were divided into four groups according to
their most desired role: active (A+B), collaborative
(C), passive collaborative (D), and passive role (E).

All the subsequent statistical analyses were
performed using the Statistical Package for the
Social Sciences (SPSS) 15.0 (SPSS Inc., Chicago,
IL, USA) for Windows. Univariate comparisons
were first conducted to assess the relationship of all
independent variables with decision-making pre-
ferences and with the amount of detailed informa-
tion desired. Pearson’s or Spearman’s correlations,
two-tailed #-tests or one-way ANOVAs, were
carried out, as appropriate [34]. Following this,
two multiple regression analyses were carried out
with dependent variables the decision-making
preferences and the amount of information details
desired. Independent variables were the statistically
significant variables derived from previous uni-
variate analyses. Collinearity between independent
variables was tested based on variance inflation
factors and tolerances for individual variables [35].

Results

Patient’s demographic and clinical characteristics

Patients’ demographic profiles and disease para-
meters are presented in Tables 1 and 2. Median age
was 60 years with a mean of 59.5 (SD, 10.9) years.
Mean disease duration was 43.37 (SD, 53.7)
months. The majority had stage II disease at the
time of diagnosis (53.5%) and was treated with
mastectomy (69.9%). Most women had never done
a mammography (72.0%) on a screening basis
before they were diagnosed with breast cancer.

Information needs

Most women expressed a desire for as much
information as possible, either good or bad
(62.6%). An additional 15.2% wanted information
only if it was ‘good news’. Finally, nearly one fifth
(22.2%) wanted only to know the information they
needed to care for themselves properly and wished
to avoid knowledge of additional details.
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Table I. Patients’ demographic characteristics

Variables N (%)
Age
<50 years 63 (19.1%)
50-69 years 201 (61.1%)
=70 years 65 (19.8%)
Education
Primary school 208 (63.2%)

High school

College/university
Marital Status

Married 253 (76.9%)

Single 14 (4.3%)

Widowed/divorced/separated 62 (18.8%)
Employment status

73 (22.2%)
47 (14.3%)

Housewife 92 (28.0%)

Full time 95 (28.9%)

Retired 142 (43.2%)
Residence

Town < 10000 133 (40.4%)

Town >10000 196 (59.6%)
Relatives with cancer \8| (55.0%)
Relatives with breast cancer 2 (24.9%)
Table 2. Patients’ clinical characteristics
Variables N (%)
Time since diagnosis

0-6 months \07 (32.5%)

7—12 months 5 (4.6%)

13-24 months 2 (12.8%)

>25 months \65 (50.2%)
Surgery

Modified radical mastectomy 230 (69.9%)

Breast conserving treatment 81 (24.6%)

No surgery 18 (5.5%)
Stage of cancer (at diagnosis)

| 3 (16.2%)

Il \76 (53.5%)

Il (20.7‘7)

% 8 (8.5%)
Metastases ( 18.2%)
Treatment

Chemotherapy 168 (51.1%)

Hormonal treatment
Mammography before diagnosis

142 (432%)

Never 237 (72.0%)
Not regularly 46 (14.0%)
Regularly (once every one or two years) 46 (14.0%)
Pap smear before diagnosis
Never 124 (37.7%)
At least once \40 (42.5%)
Not regularly 6 (29.2%)
Regularly (once every one or two years) \09 (33.1%)

Univariate analyses revealed a number of para-
meters associated with a desire for detailed infor-
mation about breast cancer (Table 3). Multiple
regression analysis showed that age (p<0.0005),
educational level (p<0.0005), employment status
(p =0.024), having a relative with cancer (p=
0.016), frequency of mammography (p = 0.006)
and having a pap smear at least once before breast
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cancer diagnosis (p<0.0005) were the variables
most highly predictive of the amount of informa-
tion details desired (Table 3).

As shown in Table 4, the vast majority (94.5%)
preferred to know (absolutely need to know + I
would like to know) whether their disease was
cancer. However, 26.6% did not wish to be aware
of the stage. Most women also wanted to know the
exact treatment plan the physician had decided
(95.1%), the treatment options (88.4%), and side
effects (93.3%). On the other hand, substantial
minorities of patients did not wish to know the
probability of disease recurrence (40.4%) or the
likelihood of cure (23.4%).

Decision-making preferences

Two hundred and forty out of 329 preference orders
(73%) fell on the proposed underlying psychological
dimension of keeping—sharing—giving away control
(ABCDE- EDCBA), substantially above the 50%
plus one required to establish validity of the Control
Preferences Scale [36]. The most frequently chosen
preference order was EDCBA (the most passive
one), preferred by 106 patients (32.2%). The
opposite end of the dimension (ABCDE) was
chosen by only one participant, but this was
sufficient to meet Coombs’ criterion that a mirror
image of the end scales must be present in the data
set for the data for form a valid scale.

Results regarding patients’ first preference are
presented in Figure 1. The most frequently chosen
alternative was E, the most passive of all roles,
chosen by 149 women (45.3%). Additionally,
card D (passive collaboration) was chosen by
85 patients (25.8%). Thus, the vast majority of
patients (71.1%) preferred to be in the passive end
of the scale (D+E), indicating that they did not
want to be actively involved in making decisions
about their treatment. On the contrary, card A,
which stands for the most active role, was chosen
by only one (0.3%) and card B (active collabora-
tion) by only 16 women (4.6%), indicating that
only a slight minority of subjects (4.9%) preferred
to be in the active end of the scale (A+B). Card C,
which stands for shared decision making, was
chosen by 79 patients (24.0%).

Perceived choice of treatment and decision-
making preferences

One hundred eighty nine out of 229 women
(82.5%) who had stage I or II disease at the time
of diagnosis felt they had no choice between
mastectomy and breast conserving treatment.
Those who preferred an active role were more
likely to perceive that they actually had a choice in
treatment decision making than those preferring
collaborative or passive roles (76.9% vs 23.1%,
respectively, p<0.0005). Those who perceived
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Table 3. Factors associated with the amount of desired information details (N = 329)

Variables Univariate Analysis (p-values) Multiple regression analysis

Standardized f coefficients p-Values

Demographics
Age <0.0005* —0.398 <0.0005
Divorced/ widowed/ separated 0.002° —0.015 0.747
Education <0.0005* 0.292 <0.0005
Employment status <0.0005° —0.121 0.024
Residence 0.001° —0.025 0.600
Relative with cancer 0.010° 0.105 0016
Relative with breast cancer 0427°

Clinical parameters
Disease duration 0.009° 0018 0.689
Stage 0.764¢
Metastases 0.236°
Surgery 0.158°

Screening procedures
Mammography before diagnosis (at least once) 0.001° —0.132 0.339
Frequency of mammography before diagnosis <0.0005° 0.330 0.006
Pap test before diagnosis <0.0005° 0235 <0.0005
Pap test and mammography <0.0005* —0.220 0.054

Riq 0402

Significance of F change Frii3177=21.07, p<0.0005

?Pearson’s correlation.

®Two-tailed t-tests.

“Spearman’s correlation.

9One-way ANOVA.,

Table 4. Patient-specific information preferences (N, %)

Specific Information I absolutely I would I do not

need to know like to know want to know

Disease

I. Whether or not this is cancer

2. Which is the stage of the disease

3. Which parts of the body are involved

4. Possible effects of the disease to my body and my health

5. What the probability of remission is

6. Whether the disease is inherited or contagious

7. Which are all investigative tests that she should do and when
Treatment

8. What are all possible treatments

9. What the exact treatment plan my doctor has decided is

10. What the treatment will accomplish

I'l. What exactly the treatment will do inside my body

12. What all possible side effects of treatment are

I3. What the likelihood of cure is

14. How effective the treatment has been for other patients

I5. What is the best way to care for myself at home
Psychosocial

16. Which is the best way to deal with my disease in a psychological level
| 7. If there is a service where | could get psychological help

228 (69.3%) 83 (252%) \ 8 (5.5%)
127 (38.6%) 113 (34.3%) 9 (26.6%)
189 (57.4%) 104 (31.6%) 6 (109%)
165 (50.2%) 128 (38.9%) 6 (109%)
87 (26.4%) 109 (33.1%) \ 33 (40.4%)
151 (45.9%) 115 (35.0%) 3 (11.1%)
239 (72.6%) 77 (234%) \3 (4.0%)
152 (46.2%) 139 (42.2%) 38 (11.6%)
201 (61.1%) 112 (34.0%) 16 (49%)
134 (40.7%) 118 (35.9%) 77 (234%)
79 (24.0%) 107 (32.5%) 143 (43.5%)
185 (56.2%) 122 (37.1%) 22 (67%)
143 (43.5%) 109 (33.1%) 77 (234%)
36 (109%) 125 (38.0%) 168 (51.1%)
179 (54.4%) 133 (40.4%) 17 (5.2%)
90 (27.4%) 140 (42.6%) 9 (30.1%)

76 (23.1%) 160 (48.6%) 93 (28.3%)

having a choice were also more likely to have a
strong desire for as many informational details as
possible about breast cancer (p = 0.007).

Factors associated with decision-making
preferences

Univariate analyses revealed a number of variables
associated with decision-making preferences

Copyright © 2010 John Wiley & Sons, Ltd.

(Table 5). Younger (p<0.0005) and more educated
women (p<0.0005) were likely to prefer more
active roles. On the contrary, being widowed or
divorced (p = 0.007), living in a village (p = 0.001),
being housewives or pensioners (p<0.0005), and
being treated with mastectomy (p = 0.007) were
correlated with more passive roles. In addition,
patients wishing to get a great amount of informa-
tion details were likely to prefer more active
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involvement in treatment decision making
(»<0.0005). Screening procedures attended before
diagnosis was positively correlated with decision-
making preferences. Women who had at least
once a mammography (p =0.004) or a Pap test
(»<0.0005), or both (p = 0.001) were more likely to
desire active roles. Frequency of mammography
prediagnostically (p = 0.001) was also correlated to
more active roles. Multiple regression analysis

60
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Dicision Making
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Figure |. Patient’s decision-making preferences

A. Almyroudi et al.

showed that age (p<0.0005) and the amount of
desired information details (p =0.014) were the
variables most highly predictive of decision-making
preferences (Table 5).

Discussion

The results of this study showed that the vast
majority of Greek women with breast cancer
wanted to play a passive role in treatment decision
making (71.1%), with many wanting to delegate
responsibility for the decision completely to their
physician (45.3%). A collaborative role was pre-
ferred by 24%, whereas only 4.6% chose an active
role. Moreover, although many women expressed a
general desire for as much information about
breast cancer as possible (62.6%), a substantial
proportion (37.4%) did not want to get detailed
information with half of them wishing to avoid
awareness of bad news. Preference for a passive
role was associated with less informational details
desired, while both passive role choice and less
information desired were associated with less
frequently seeking screening services such as
mammography and Pap test prediagnostically.
The proportion of patients who wanted to play a
passive role in decision making in this study is the
highest reported compared to similar studies from
other countries [22-26,37-42]. In the Canadian
study, the proportion of breast cancer patients who
preferred a passive role was 34% [22], while a
study in the United States reported rates as low as

Table 5. Factors associated with patients’ decision making preferences (N = 329)

Variables Univariate analyses (p-values) Multiple regression analysis
Standardized f coefficients p-Values
Demographics
Age <0.0005% —0.298 <0.0005
Divorced/widowed/separated 0.007° —-0.019 0.730
Education <0.0005* 0.083 0210
Employment status <0.0005° 0015 0.808
Residence 0.001° 0.059 0.283
Relative with cancer 0.440°
Relative with breast cancer 0.518°
Amount of desired information details <0.0005 0.160 0014
Clinical parameters
Disease duration 0.163%
Stage 0.882°
Metastases 0.288°
Surgery 0.007° —0.003 0.946
Screening procedures
Mammography before diagnosis (at least once) 0.004° —-0.192 0.253
Frequency of mammography before diagnosis 0.001* 0.233 0.100
Pap test before diagnosis <0.0005° 0.103 0.169
Pap test and mammography 0.001° —0.004 0.980
RAg 0.275
ANOVA Frii28) = 11.324, p<0.0005

Spearman’s correlation.
®Two-tailed t-tests.
“One-way ANOVA.

Copyright © 2010 John Wiley & Sons, Ltd.
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27% [37]. Although the relevant percentages
reported in Europe are higher, with patients pre-
ferring a passive role being 24% in the Netherlands
[38] and France [36], 47-54% in Hungary [39], 52%
in United Kingdom [25], and 66% in Sweden [24],
the rates in Greece remain the highest ever
reported. Moreover, in our study, 45.3% have
chosen the most passive role, i.e. to leave all
decisions to their doctor, compared to 3% in the
United States [23], 10% in Sweden [24], 12% in
France [36], 17.3% in the United Kingdom [25],
and 17.6% in Canada [22].

Many factors might contribute in the formation
of a passive role among Greek women with breast
cancer. First, Greek patients socialize in a cultural
context where the paternalistic model of decision
making dominates the view of the health-care
consultations. Patients are assumed to play passive
roles and may have learnt from previous inter-
actions that a more active stance may not be well
received by providers [5]. Thus, women may be
afraid that if they play an active role, may be
characterized as ‘bad patients’ [43], and conse-
quently they will not receive good health-care
services.

Second, perceived information or skill deficits at
a time when quick decisions must be made may
also discourage women facing a diagnosis of breast
cancer to be actively involved in the consultation
[5]. In addition, personal values and underlying
personality characteristics may influence decisional
preferences. Passive role choice might also reflect a
tendency for seeking a trusting patient-doctor
relationship that echoes that of the parent—child
relationship, because of the emotional comfort it
offers [43]. Finally, strong desire for passive roles in
this study may reflect a cohort-effect, because our
sample comprises patients who have received less
education, compared to participants in other
studies [22,24,25,42].

Our results also showed that the proportion of
patients who did not wish to be informed in detail
about their disease is the highest reported com-
pared to the results of studies in other countries,
where the vast majority wanted to get as much
information as possible about their illness [44—47].
For instance, 87 and 92% of cancer patients in two
studies from the United Kingdom [45] and the
United States [47] wanted as much information as
possible about their disease, either good or bad,
whereas in our study 37.4% wished to avoid
awareness of bad news. This attitude toward infor-
mation may also reflect the impact of the dominat-
ing paternalistic model of the doctor—patient
relationship in the Greek medical encounter. Being
afraid that disclosure of detailed information may
lead cancer patients to disappointment, depression
and despair, Greek physicians often avoid dis-
closing information about diagnosis, treatment
options and prognosis. In two previous studies in

Copyright © 2010 John Wiley & Sons, Ltd.

Greek cancer patients, 59% were not aware of their
diagnosis [48,49]. In accordance to this, in our
study, 82.5% of women diagnosed with stage I or
II disease did not understand that they had a
choice between mastectomy and breast conserving
surgery.

The patient’s family often plays an important
role in information disclosure in Greece. Patients’
close relatives frequently demand the diagnosis of
malignancy and illness information to be concealed
from the affected individuals [48,50]. Hence, the
avoidance of negative information might reflect
patients’ fear that active seeking of information
will break the existing trust in the doctor—patient
relationship or will agitate the relatives. Avoidance
of bad news may also reflect denial, repression, or
the patient’s fear that awareness of ‘bad news’ will
destroy him/her psychologically.

Of significant importance, in our opinion, is our
finding that women who desired less informational
details and preferred a passive role requested less
frequently a mammography and/or Pap test pre-
diagnostically. It should be noted that women in
Greece are not invited to attend for screening
mammography or Pap test and they have to
actively request them; these screening tests are free
for all through the social insurance system [29]. To
the best of our knowledge, this is the first study
reporting an association between screening proce-
dures for cancer and decision-making preferences.
Further research needs to be done to confirm this
relationship, because of its considerable clinical
implications, as it constitutes another reason for
promoting shared decision making.

This study has some limitations, which need to
be recognized. First, our sample comprised patients
with a wide range of disease duration, ranging from
recent diagnosis to many years, with a variety of
stages of the disease. For many women, treatment
would be a distant memory, while others (i.e. those
with metastases) would presumably be involved
in decisions about adjuvant therapy or palliative
care. This might have provoked confusion to some
patients about the notion of participation in
decision making. Moreover, it has been reported
that in women with breast cancer the greater the
time since diagnosis the more passive the decisional
role chosen [24]. Our results, however, showed that
disease duration was not significantly associated
with decision-making preferences, and this enabled
us to proceed assessing the decision-making pre-
ferences in the entire sample, aiming at capturing
general views about decision making. Another
limitation is that the results about whether women
with stage I or II breast cancer perceived that they
had a choice between mastectomy and breast
conserving treatment with radiation therapy were
based on the patients’ subjective experience. Inter-
actions between health-care professionals and
patients were not directly observed. Furthermore,

Psycho-Oncology 20: 871-879 (2011)
DOI: 10.1002/pon



878

our study was focused on the doctor—patient
relationship and did not include patients’ relatives,
who often play a significant role in clinical
consultation.

On the other hand, we selected a rather large
sample of patients with reasonably high response
rate (90.4%) and we found no statistically sig-
nificant differences between responders and non-
responders. Moreover, our hospital provides care
to the majority of the breast cancer patients of the
catchment area, suggesting that we recruited a
representative sample of women with breast cancer.

In conclusion, our findings showed that the
proportion of patients who wanted to play a
passive role in decision making is the highest
reported compared to similar studies from other
countries, indicating the impact of the dominating
paternalistic model of the doctor—patient relation-
ship in the Greek medical encounter. However,
active involvement and shared decision making
have been shown to benefit some patients [19,51],
while meeting the individuals’ preferences had also
positive effects on outcomes such as increased
patient satisfaction, reduced decisional conflict,
and improved compliance with treatment [52—54].
Therefore, health providers should make progress
toward a more patient-centered care, providing the
patients with the appropriate information and the
choices available for their treatment, but always
being sensitive in detecting signs of psychological
distress or discontent.
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