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Abstract
Objective: Patient- centered care and shared decision making (SDM) are gen-
erally recognized as the gold standard for medical consultations, especially for 
preference- sensitive decisions. However, little is known about psychological 
patient characteristics that influence patient- reported preferences. We set out 
to explore the role of personality and anxiety for a preference- sensitive decision 
in bladder cancer patients (choice of urinary diversion, UD) and to determine if 
anxiety predicts patients' participation preferences.
Methods: We recruited a sample of bladder cancer patients (N = 180, primar-
ily male, retired) who awaited a medical consultation on radical cystectomy and 
their choice of UD. We asked patients to fill in a set of self- report questionnaires 
before this consultation, including measures of treatment preference, personality 
(BFI- 10), anxiety (STAI), and participation preference (API and API- Uro), as well 
as sociodemographic characteristics.
Results: Most patients (79%) indicated a clear preference for one of the treat-
ment options (44% continent UD, 34% incontinent UD). Patients who reported 
more conscientiousness were more likely to prefer more complex methods (conti-
nent UD). The majority (62%) preferred to delegate decision making to healthcare 
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1  |  BACKGROUND

Patient- centered care and shared decision making (SDM) 
are nowadays generally recognized as the gold standard for 
medical consultations. SDM is a collaborative approach to 
communication in which physicians and patients interact 
as partners in the decision making process.1 In SDM, phy-
sicians support patients in achieving an informed treat-
ment preference by incorporating patient preferences and 
values in the discussion.2 The goal of SDM is to identify 
the treatment option with the best benefit- harm ratio for 
the individual patient while providing the best alignment 
with their preferences. This makes SDM especially relevant 
for preference- sensitive decisions, that is, decisions with 
equivalent treatment options or similar benefit- harm ratios 
but different consequences for patients.3 Such preference- 
sensitive decisions are particularly common in oncology.

Patient preferences are likely to be influenced by psy-
chological characteristics such as anxiety or personality 
traits.4,5 However, for SDM, there is a substantial lack 
of available information on how patient's psychological 
characteristics influence patient- reported preferences 
(i.e., treatment preference and participation preference).

1.1 | Anxiety and SDM

Awareness of the emotional needs of cancer patients has 
steadily increased. Nevertheless, many oncological patients 
experience emotional distress.6 In uro- oncological samples, 
about 30% of patients typically report elevated anxiety levels.7 
While recent studies have established a link between nega-
tive affect and adverse decision outcomes,7,8 an association 
between negative affect and participation preference has not 
been demonstrated.9 Moreover, the influence of anxiety on 
treatment preferences has not been examined thoroughly.

In general, high levels of anxiety may impair decision 
making capacity10,11 and alter risk appraisal.12 In recent 

research, during the COVID- 19 pandemic, we found that 
anxiety can increase participation preference when indi-
viduals are asked about a specific condition relevant to 
them.13 This aligns with literature on anxiety- related cop-
ing styles in oncology.14 Anxiety typically activates wor-
ries and rumination. In an attempt to re- establish a feeling 
of control, patients may express a stronger preference for 
participation to address disease- related concerns in the 
consultation. However, more evidence is needed to fully 
understand which impact anxiety has on patients' prefer-
ence for active participation in decision making.

1.2 | Personality and SDM

Several studies have addressed the role of personality 
traits in the clinical setting,15,16 and personality traits 
have previously been linked to uro- oncological treatment 
and decision making outcomes.7,17 The most fruitful ap-
proach to describe facets of personality is the five- factor 
model,18 which defines five global domains of personality: 
openness to experience, conscientiousness, extraversion, 
agreeableness, and neuroticism. Individuals with high 
openness are typically autonomous, physically active, and 
willing to take risks. Conscientiousness is linked to self- 
discipline and focus.18 We expected personality traits to 
impact patients' treatment preferences. As personality re-
flects communicative tendencies, we also expected it to be 
relevant for the decision- making interaction.5 However, 
due to a lack of literature on the association between per-
sonality and participation preference, we refrained from 
establishing directed hypotheses.

1.3 | Decision context

Research indicates that cancer patients' participation 
preference is not very stable across time19 and may vary, 

professionals. A substantial number of patients reported elevated anxiety (32%), 
and more anxiety was predictive of higher participation preference, specifically 
for uro- oncological decisions (β = 0.207, p < 0.01).
Conclusions: Our findings provide insight into the role of psychological patient 
characteristics for SDM. Aspects of personality such as conscientiousness influ-
ence treatment preferences. Anxiety contributes to patients' motivation to be 
involved in pertinent decisions. Thus, personality and negative affect should be 
considered to improve SDM.
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depending on the context patients are asked about.13 
Thus, it is crucial to re- evaluate patients' participation 
preferences for specific decision contexts.

1.4 | Urinary diversion after 
radical cystectomy

A prime example of a preference- sensitive decision con-
text is the decision on the type of urinary diversion (UD) 
after radical cystectomy, the standard treatment in pa-
tients with muscle- invasive bladder cancer.20,21 During 
radical cystectomy, the patient's bladder is removed, 
and a new urinary diversion (UD) needs to be created. 
There are several methods of UD in two main catego-
ries: continent vs. incontinent UD.22 Both offer satisfia-
ble quality of life and long- term functionality, and most 
patients who undergo radical cystectomy are eligible for 
either one.20,21

Each method has significant consequences for the pa-
tient and comes with specific advantages and disadvan-
tages.20– 22 The construction of an incontinent UD is less 
invasive and generally associated with a shorter operative 
time.20,22 However, due to the necessity of an external 
stoma and urine collection device, it comes with severe 
changes in body image, which may impair patients.20,22 
On the other hand, continent UD requires a lengthier op-
eration, entails a greater risk for nocturnal urinary incon-
tinence, and involves an extensive rehabilitation process 
that patients need to follow conscientiously. Yet, this in-
tervention provides patients to be independent of external 
stoma devices.20,22

While there is comprehensive literature and consensus 
on relevant medical factors that influence how suitable 
each method is for a patient,22 a good fit likely depends 
on psychological characteristics.21,22 However, the rela-
tionship between psychological patient characteristics 
(i.e., five- factor personality traits and anxiety) and patient- 
reported preferences has not been researched extensively. 
Consequently, this makes bladder- cancer patients' choice 
for UD the ideal context to address these research gaps.

We aimed to explore the influence of psychological 
patient characteristics on patient- reported preferences in 
two ways: First, we aimed to explore differences in par-
ticipation preference, anxiety, and personality traits for 
individuals who preferred continent vs. incontinent UD. 
Specifically, we expected lower openness to be associated 
with less complex treatment methods (incontinent UD) 
and less conscientious individuals to prefer treatments 
that require a less intense and rigorous personal contribu-
tion for rehabilitation (as in incontinent UD). Second, we 
aimed to explore correlates for uro- oncological decision 
making. Moreover, we expected anxiety to predict specific 

participation preference but had no hypothesis on the ef-
fect's direction.

2  |  METHODS

2.1 | Participants

We conducted a multicenter study at urology depart-
ments in six German hospitals. We recruited patients 
admitted for surgical consultation before radical cystec-
tomy (September 2019 through July 2021). During the 
pre- treatment consultation, physicians, and patients typi-
cally decide on the most suitable type of UD. Data collec-
tion took place before a consultation preceding treatment. 
Participation was not reimbursed.

Patients were eligible to participate when they gave 
written informed consent and met the following inclusion 
criteria: age  ≥  18, proficiency in German. We obtained 
ethical approval for the study from the research ethics 
committee of the Medical Faculty of Mannheim of the 
University of Heidelberg (MA- 2019- 727N). We recruited 
a large convenience sample of N  =  191 patients. The 
majority (94.76%, N = 181) completed all measures. Ten 
participants (5.24%) were considered non- completers and 
excluded from analyses due to substantial missing data 
(≥50%). One patient was excluded due to dementia diag-
nosis. The final sample was primarily male (75.6%) and 
elderly (M = 68.77, SD = 9.28; range 46 to 86).

2.2 | Data collection and measures

Nurses identified eligible patients after their admission 
to the clinic, before the pre- treatment consultation. After 
giving informed consent, they were invited to fill in a sur-
vey while waiting for their consultation. The survey con-
sisted of the following self- report questionnaires in the 
given order: sociodemographic characteristics, a short 
measure of personality (Big Five Inventory; BFI- 10),23 the 
State– Trait Anxiety Inventory (STAI),24 patient- reported 
preference for UD, and patients' desire for autonomy in 
decision making (Autonomy Preference Index, API,25 fol-
lowed by uro- oncological case vignettes, API- Uro26). In 
addition, we obtained further clinical information from 
the patients' electronic health records.

2.2.1 | Sociodemographic and 
medical variables

We collected sociodemographic characteristics (age, 
gender, education, occupational status, nationality, 
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marital status, offspring). In addition, we collected in-
formation on patients' tumor stage from their medical 
records.

2.2.2 | Patient- reported preference for UD

Patients were given a questionnaire asking them which 
method of UD they preferred. In the questionnaire, pa-
tients were informed that there are several different meth-
ods of UD which entail different possible advantages and 
disadvantages. They were then asked for an initial assess-
ment of which of the four most common methods of UD 
they favored at that time (before their medical consulta-
tion): that is, orthotopic neobladder (continent), continent 
catheterizable pouch (continent), ileal- conduit (inconti-
nent), or ureter skin fistula (incontinent). To ensure that 
patients fully understood the essence of each method, 
each one was illustrated with a picture and explained in a 
brief text. It was also clarified that patients' answers in the 
questionnaire represented only a first preference and were 
not a decision on their pending operation.

2.2.3 | Participation preference

To assess participation preference, we first asked patients 
to fill in the validated German version of the Autonomy 
Preference Index (API).25,27 The API is a well- validated 
and commonly used self- report instrument. It consists 
of two subscales: information seeking (seven items; 
α = 0.87) and generic decision making (API generic; four 
items; α = 0.81). Items are coded on a 5- point Likert scale, 
with response choices ranging from (0) “strongly disa-
gree” to (4) “strongly agree.” Items on the decision mak-
ing subscale are inverted. Sum scores are calculated for 
both scales separately, with higher scores representing a 
stronger participation preference.

The two subscales were followed by the three original 
API case vignettes on upper respiratory tract illness, high 
blood pressure, and myocardial infarction.27 On these 
original API case vignettes, patients indicate nine different 
decisions (three for each vignette) who should make the 
corresponding decision on a 5- point Likert scale ranging 
from (1) “The physician alone” to (5) “The patient alone.” 
On each item, scores of three indicated a preference for 
equally shared decisions. A maximum sum score of 45 in-
dicates the highest possible patient desire for autonomy. 
In our sample, the scale's internal consistency was satis-
fying (α = 0.78).

Then, we assessed our primary outcome measure for 
participation preference: uro- oncological case vignettes 
(API- Uro).26 The API- Uro consists of four vignettes, which 

describe seven typical decisions that may occur during 
uro- oncological treatment. Patients indicate who should 
make the corresponding decision on a 5- point Likert scale 
from (1) “The physician alone” to (5) “The patient alone.” 
Scores of three indicated a preference for equally shared 
decisions. A maximum sum score of 35 indicates the high-
est possible patient desire for autonomy. The internal con-
sistency of the scale was satisfying (α = 0.83). We used the 
original API case vignettes to assess the validity of the uro- 
oncological case vignettes (API- Uro). The two measures 
correlated at r = 0.568, p < 0.01.

For better comparisons between the measures (API 
generic and API- Uro), we conducted linear transforma-
tions to a scale from 0 to 100. By referring to previous 
literature,28,29 we created a taxonomy for participation 
preference: Scores <40 indicate a preference for dele-
gating decision making to the physician, and scores ≥40 
indicate a preference for participation and autonomy in 
decision making.

2.2.4 | Anxiety

We measured anxiety with the German state version of 
the State– Trait Anxiety Inventory (STAI),24,30 a well- 
validated, reliable, and sensitive questionnaire. The scale 
consists of a 20- item scale (α = 0.93). Patients are asked to 
report the intensity of their feelings at that moment on a 
4- point Likert scale from (1) “not at all” to (4) “very much 
so.” Sum scores range from 20 to 80. A cut- off score of ≥55 
is recommended to define clinically significant levels of 
anxiety in older patient populations.31

2.2.5 | Personality

To assess the five most robust dimensions of personality 
(openness, conscientiousness, extraversion, agreeable-
ness, neuroticism), we used the German version of the 
BFI- 10,23 a short version of the well- established Big Five 
Inventory (BFI).18 The BFI- 10 is a short, sufficiently re-
liable measure with five two- item sub- scales. Responses 
are coded on a 5- point Likert scale from (1) “disagree 
strongly” to (5) “agree strongly.” Sum scores are computed 
for each scale, with higher values representing a stronger 
expression of this personality dimension. We conducted 
linear transformations to a scale from 0 to 100.

2.3 | Data analyses

All analyses were carried out with Statistical Package for 
Social Sciences (version 27.0, IBM Corp., 2020). For each 
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measure, we excluded patients with more than 10% miss-
ings from the respective analysis. We imputed missing 
values (≤10%) by subscale mean for participation pref-
erence and anxiety. We conducted a drop- out analysis 
for all sociodemographic variables to examine potential 
systematic differences between completers and non- 
completers. We compared sociodemographic character-
istics for patients who preferred incontinent vs. continent 
UD with either χ2- tests or independent sample t- tests. 
Univariate descriptives are reported for anxiety, person-
ality, and participation preferences. To assess differences 
in decision context (i.e., API and API- Uro) we conducted 
splits for patients who preferred to delegate decisions to 
the physician (delegators) and those who preferred par-
ticipation in decision making (participators, cut- off of 
≥40) and compared proportions in a contingency table. 
Then, we conducted group comparisons between patients 
who preferred continent vs. incontinent UD (independ-
ent sample t- tests) for participation preferences, anxiety, 
and personality traits. We calculated Pearson product– 
moment correlations between all variables of interest to 
analyze the association of individual characteristics with 
uro- oncological participation preference. All significant 
variables were then tested as predictor variables in a sub-
sequent multiple linear regression analysis. Statistical 
significance was set at α  =  0.05. Where applicable, we 
report effect sizes and interpret them based on Cohen's 
taxonomy.32

3  |  RESULTS

3.1 | Descriptive information

Of the N  =  191 patients who received a questionnaire, 
5.24% were non- completers. Drop- out analyses indicated 
that there were no significant differences between groups. 
Table 1 summarizes the demographics of the final patient 
sample (N  =  180). The sample was primarily German, 
male, without secondary school education, in a stable 
relationship, and most had children. The mean age was 
68.77  years (SD  =  9.28; range 46 to 86). Most patients 
(65.6%) had a clinical tumor stage cT2 or higher. The 
majority reported a clear treatment preference (78.9%), 
and most preferred continent to incontinent forms of 
UD (44.4% vs. 34.4%), 21.1% did not report a preferred 
treatment.

Many patients reported high levels of anxiety 
(M = 49.57, SD = 11.57), and a third (32.2%) scored above 
the clinical cut- off for significant anxiety symptoms. 
Mean scores for the five personality dimensions were as 
follows: openness (M = 60.52, SD = 24.78), conscientious-
ness (M  =  77.11, SD  =  18.63), extraversion (M  =  55.83, 

SD = 24.14), agreeableness (M = 58.10, SD = 18.38), neu-
roticism (M = 47.47, SD = 20.86).

Most patients expressed a strong desire for information 
(M = 91.63, SD = 12.11), but a low desire for autonomy 
in generic decision making (MAPI  =  30.99, SD  =  23.71). 
Participation preference was also low in the case vignettes 
(Moriginal vignettes  =  29.82, SD  =  13.56; MAPI- Uro  =  28.51, 
SD  =  14.05). The two measures correlated at r  =  0.568, 
p < 0.01; the means did not differ significantly (p = 0.229).

Most patients (62.2%) preferred to delegate decision 
making to healthcare professionals for generic decision 
making (API), and even more (75.6%) for uro- oncological 
decisions (API- Uro). A split for delegators vs. those who 
preferred participation (cut- off of scores ≥40) classified 
most patients as delegators for both generic and uro- 
oncological decision making (58.1%). Still, over a quarter 
of patients (28.8%) preferred participation on one, but not 
the other measure (for more details see Table 2).

3.2 | Interindividual differences in 
treatment preferences

Patients who preferred continent to incontinent UD 
showed no differences in their generic participation pref-
erence (API, p = 0.48), their scores on the uro- oncological 
case vignettes (API- Uro, p  =  0.94), or their anxiety 
(p  =  0.09). Table  3 summarizes the group comparisons 
for participation preferences, anxiety, and personality. 
In their five- factor personality profiles patients who pre-
ferred continent UD scored higher in conscientiousness 
(M = 81.33, SD = 15.75) than patients who preferred in-
continent UD (M  =  72.18, SD  =  21.16, t[139]  =  −2.94, 
p  <  0.01). There were no significant differences for the 
other dimensions of personality. Patient groups did not 
differ on anxiety or participation preference.

3.3 | Correlates and predictors of uro- 
oncological participation preference

We conducted correlation analyses for all variables to ex-
plore the relationships between participation preferences, 
anxiety, and personality. Exact statistics are reported in 
Table 4. We observed no significant correlations between 
generic participation preference (API) and anxiety or per-
sonality (ps > 0.05) except for agreeableness (r = −0.166, 
p  <  0.05). Our results indicate small effects for uro- 
oncological participation preference (API- Uro) and anxi-
ety and neuroticism: Higher uro- oncological participation 
preference (API- Uro) correlated with increased anxiety 
(r = 0.202, p < 0.05) and higher neuroticism (r = 0.180, 
p < 0.05).
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We conducted multiple linear regression analyses 
for uro- oncological participation preference (API- Uro) 
and included anxiety and neuroticism as predictors. The 
regression model explained 3.7% of variance, model fit 

F(1,156) = 6.936, p < 0.01, with an R2 of 0.043 (∆R2 = 0.037). 
Only anxiety was a significant predictor of uro- oncological 
participation preference (β  =  0.207, t[156]  =  2.634, 
p < 0.01).

Characteristicsa Total sample 
(N = 180)

Continent UD 
(n = 80)

Incontinent UD 
(n = 62)

M SD M SD M SD

Age*** 68.77 9.28 65.09 8.93 71.11 8.43

Gender n % n % n %

Male 136 75.6 65 81.3 44 71.0

Female 43 23.9 15 18.8 18 29.0

Nationality

German 171 95.0 75 93.8 61 98.4

Other 9 5.0 5 6.3 1 1.6

Educational level

University degree 36 20.0 21 26.3 9 14.5

Secondary school 
education

14 7.8 7 8.8 5 8.1

No secondary school 
education

120 66.7 50 62.5 42 67.7

No school education 5 2.8 0 0 3 4.8

Employment***

Retired 124 68.9 40 50.0 52 83.9

Employed 43 23.9 34 42.5 7 11.3

Unemployed 6 3.3 3 3.8 1 1.6

In education 3 1.7 1 1.3 1 1.6

Relationship status

Living together with 
a partner

137 76.1 64 80.0 47 75.8

Separated, single or 
widowed

43 23.9 16 20.0 15 24.2

Offspring

With children 153 85.0 67 83.8 52 83.9

Without children 26 14.4 12 15.0 10 16.1
aSignificant differences in the characteristics between patients who preferred incontinent and continent 
UD are marked by * and determined either by Pearson's χ2- test or independent sample t- test. Diverging 
numbers of patients are due to missing values.
***p < 0.001.

T A B L E  1  Sociodemographic 
characteristics of the sample split for 
patients who reported a preference for 
continent UD or incontinent UD

Uro- oncological Participation 
Preference (API- Uro)

Generic participation preference (API)

N (%) N (%) N (%)

Delegators Participators Total

Delegators 93 (58.1) 35 (21.9) 128 
(80.0)

Participators 11 (6.9) 21(13.1) 32 (20.0)

Total 104 (65.0) 56 (35.0) 160 (100)

Note: Cut- off for participators ≥40 on the respective measure.

T A B L E  2  Contingency table for 
patient- reported participation preferences 
for generic decision making (API) and 
on the uro- oncological case vignettes 
(API- Uro)
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4 | DISCUSSION

Although health care providers generally agree on the 
importance of SDM, little is known about psychologi-
cal patient characteristics that should be considered in 
this process. Our findings provide insight into the role 
of psychological patient characteristics (i.e., anxiety and 
five- factor personality traits) for SDM on two dimen-
sions: patient- reported preferences for treatments and 
participation preferences. First, our results on patient- 
reported treatment preference emphasize the relevance 
of personality. As expected, individuals who reported 
lower contentiousness were more likely to prefer less 
complex treatment methods associated with a less in-
tensive rehabilitation process (incontinent UD). Our 

hypothesis that openness might be relevant was not 
confirmed. While we found no significant effect, our 
descriptive data (as shown in Table  3) indicate that 
individuals with higher openness tend to prefer more 
complex treatment methods (continent UD), which 
may be more suitable to safeguard their active lifestyle. 
Second, our results on patient- reported participation 
preference provide evidence that anxiety may drive the 
motivation to be more involved in pertinent decisions. 
Decision context is clearly relevant for participation 
preference. Even though mean values for generic and 
uro- oncological decision making were similar, we found 
substantial differences in proportions between partici-
pators and delegators for each measure as well as differ-
ences regarding associated factors.

T A B L E  3  Group comparisons for patients who preferred continent versus incontinent UD: means, standard deviations, t- tests, and 
effect sizes

Measures

Continent UD 
(n = 80)

Incontinent UD 
(n = 62)

t(df) p
Cohen's 
dM SD M SD

Participation preference

Generic participation preference 
(API)

32.15 23.00 29.24 24.19 −0.715(133) 0.476

Uro- oncological participation 
preference (API- Uro)

26.98 13.48 26.81 14.30 −0.071(132) 0.943

Anxiety (STAI)

STAI state 47.64 11.47 51.10 11.93 1.69(131) 0.093

Personality (BFI- 10)

Openness 64.87 23.09 57.99 27.58 −1.61(138) 0.111

Conscientiousness 81.33 15.75 72.18 21.16 −2.94(139) 0.004 −0.50

Extraversion 59.49 22.31 55.85 25.28 −0.91(139) 0.365

Agreeableness 58.23 18.87 59.07 16.19 0.28(139) 0.779

Neuroticism 44.46 20.09 47.18 19.79 0.80(139) 0.424

Note: Significant group differences are marked in bold print.

T A B L E  4  Correlation coefficients for participation preference, anxiety, and five- factor personality

Variable 1 2 3 4 5 6 7 8

1. Generic participation pref. - 

2. Uro- oncological participation pref. 0.447** - 

3. Anxiety 0.142 0.202* - 

4. Openness 0.045 −0.016 −0.078 - 

5. Conscientiousness 0.068 −0.098 0.025 0.240** - 

6. Extraversion 0.015 −0.120 −0.299** 0.146 0.114 - 

7. Agreeableness −0.166* −0.032 −0.040 0.160* 0.104 −0.158* - 

8. Neuroticism 0.097 0.180* 0.369** −0.040 0.062 −0.209** −0.084 - 

Note. Correlations reported as Pearson's r. *p < 0.05, **p < 0.01, two- tailed. Effects that are small or larger are marked in bold print. Information Seeking, 
Generic Participation Pref. (Autonomy Preference Index); Uro- Oncological Participation Pref. (API- Uro); Anxiety (STAI State); Openness, Conscientiousness, 
Extraversion, Agreeableness, Neuroticism (BFI- 10).
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Our results strengthen and expand previous find-
ings on the effects of personality on SDM.17 We iden-
tified conscientiousness as an important personality 
dimension regarding patient- reported treatment pref-
erence. This is well in line with previous findings that 
established a significant link between conscientious-
ness and patient adherence to treatment.33 Individuals 
with higher agreeableness reported lower generic par-
ticipation preference, with a small effect size. This fits 
with literature that suggests patients' fear of being la-
beled a ‘bad patient’ can limit active engagement and 
predict lower participation preference.34 It is possible 
that we did not find the same effect for uro- oncological 
participation preference because these decisions are 
more pertinent to the patients and their uro- oncological 
healthcare choices have consequences for patients' 
health. We encourage future studies to replicate and ex-
tend these findings on personality.

Patients in our sample reported a high rate of clinical anx-
iety, which replicated previous findings with uro- oncological 
patients.7 High levels of anxiety may drive the motivation 
to be engaged in SDM for specific decisions relevant to the 
patient. In our regression model for uro- oncological partici-
pation preference, anxiety explains only a small proportion 
of variance. While this leaves a large proportion of variance 
unaccounted for, participation preference is a multifaceted 
phenomenon, and one cannot expect a single factor to ex-
plain large proportions of variance. Moreover, our results 
replicate recent findings on anxiety and participation prefer-
ence for COVID- 19 related decision making.13

Our results support and extend our previous finding 
that individuals who experience symptoms of anxiety and 
depression before a medical consultation are more con-
cerned and conflicted about their treatment decisions in 
an independent sample.7 More anxious individuals may 
already feel conflicted about treatment options before the 
consultation and consequently experience a more vital 
need to address these concerns and worries, resulting in a 
higher participation preference. However, higher partici-
pation preference does not necessarily entail more partic-
ipation in decision making; a mismatch between the two 
is not uncommon.35 To achieve concordance between pre-
ferred and perceived level of involvement and thus higher 
patient satisfaction, physicians should facilitate a discus-
sion about participation in SDM with their patients. While 
a recent study on patient participation in urology suggests 
high levels of overall patient involvement and satisfaction, 
many patients still report not having been explicitly asked 
about their preferred involvement in decision making.36 
Patients' decision making preferences are a valuable in-
formation and should be regularly assessed and applied 
in clinical practice.9 Our results demonstrate that physi-
cians should especially support and engage more anxious 

patients during decision making. It is well known that ef-
fective responses to patients' informational and emotional 
needs can reduce distress in cancer patients.14

4.1 | Study limitations

Our conclusions need to be considered in light of some 
limitations. First, our sample size is limited, even though 
it is in line with previous studies on muscle- invasive blad-
der cancer20 and sufficient to detect medium effect sizes 
with an independent sample t- test. However, we may 
have been unable to identify smaller effects for sub- group 
comparisons (e.g., an association between openness and 
patient- reported treatment preferences). Also, while the 
sample characteristics (primarily older males) are typi-
cal for bladder cancer patients, the limited proportion of 
younger and female patients decreases the generalizabil-
ity of our findings to other patient groups. Furthermore, 
as male cancer patients are less likely to report anxiety 
than females,37 we may have underestimated anxiety in 
our sample. Still, the anxiety rate is in line with compara-
ble studies on cancer patients that include more females.38 
Also, the multicenter approach contributes to the general-
izability of our findings. While other aspects of our study 
samples' composition (e.g., demographics such as nation-
ality, relationship status, and having children) could be 
relevant to patients' perception of treatment alternatives 
and their preferences regarding choice of UD, we found 
no significant differences for patients who preferred conti-
nent versus incontinent UD for any of these characteristics. 
However, other characteristics that may have influenced 
patient preferences, like patients' pre- consultation level of 
information on treatment options, was not controlled for. 
Future studies may opt to consider this.

Second, our results are based on self- report. This is the 
most common method, and self- report tests and case vi-
gnettes are widely used to determine patient participation 
preferences. But the use of hypothetical case vignettes has 
been evaluated critically as there can be a gap between 
hypothetical and actual preferences.28 However, the uro- 
oncological case vignettes (API- Uro) we used to describe 
typical decisions for the oncological condition that our 
patient sample was affected by, thus minimalizing a po-
tential empathy gap for the scenario. Similar procedures 
have contributed valuable information to the literature.13

4.2 | Conclusion and clinical 
implications

Treatment decisions in oncology are often highly 
preference- sensitive, as they are very invasive and involve 



   | 3007KÖTHER et al.

a significant amount of uncertainty. The choice for the 
best fit of UD, faced by patients with muscle- invasive 
bladder cancer, is a prime example of this. Our results 
demonstrate that different patients have different prefer-
ences, and personality traits and emotions such as anxiety 
are important factors for both treatment and participation 
preferences.

Screening patients for relevant aspects of personality 
and emotional distress may help healthcare professionals 
identify those who are more hesitant about complex treat-
ment options and those who want more participation in 
their medical decisions. This would benefit the discus-
sion on treatment approaches and foster patient- centered 
care. An effective way to increase patient support and 
facilitate patient engagement in decision making can be 
to use decision aids39; available decision aids for urolog-
ical cancer entities have recently been summarized and 
evaluated.40 At the same time, some patients may benefit 
from psychosocial interventions to reduce negative affect 
and increase support in decision making.41

Our results highlight the need for a systematic assess-
ment of patient- reported preferences of specific treatments 
and also of their preferences concerning participation in 
the clinical setting. This may foster patient engagement. 
Most importantly, anxiety needs to be assessed and ad-
dressed in the medical consultation to enable the profes-
sional to relieve the emotional distress patients experience 
during cancer treatment.
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