
Patients’ Preferences in Prostate 

Cancer Screening 

Murray Krahn MD MSc FRCPC 
Director, THETA 

F. Norman Hughes Chair and Professor  

University of Toronto 





AUA Guidelines 
Guideline Statement 1: The Panel recommends against PSA screening in men 

under age 40 years. (Recommendation; Evidence Strength Grade C) 

 

Guideline Statement 2: The Panel does not recommend routine screening in 

men between ages 40 to 54 years at average risk. (Recommendation; Evidence 

Strength Grade C) 

 

Guideline Statement 3: For men ages 55 to 69 years the Panel strongly 

recommends shared decision-making for men age 55 to 69 years that are 

considering PSA screening, and proceeding based on a man's values and 

preferences. (Standard; Evidence Strength Grade B) 

 

Guideline Statement 4: To reduce the harms of screening, a routine screening 

interval of two years or more may be preferred over annual screening 

 

Guideline Statement 5: The Panel does not recommend routine PSA screening in 

men over age 70 years or any man with less than a 10 to 15 year life 

expectancy. (Recommendation; Evidence Strength Grade C) 

 



Why do guidelines for prostate cancer 

screening differ ? 

 



The Evidence is the Same (isn’t it?) 



Outline.... 

• A sad story.... 

 

• Some thoughts on the way we see 

evidence....(paradigms) 

 

• Bringing preferences into guidelines 





LE gains, QALY losses 





What are preferences ? 

• Patient centered care 

• Values 

• Preferences 

• Decision utility 

• Experienced utility 

• Satisfaction 

• Needs/desires/expectations 

• Subjective well being 



What is a “preference sensitive” 

decision? 







Preference sensitivity:  

a more formal definition 
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Preference sensitivity 

• Reasonable alternatives exist…. 

 

• Competing risks and benefits 

• Evidence is weak 

• Preferences (for outcomes/treatments) 

vary 



Table 2. Health Effects in Cancer Screening Programs 

 

   Fahs Eddy Shimbo Krahn de Koning Carter 

 

Effects of screen itself  

   (physical discomfort, pain) - - - - x -  

Early labeling, cancer anxiety in  

   cancer patients  - - - - x -  

Labeling, cancer anxiety in  

   false positives or indeterminate tests - - - - - -  

Reassurance that no cancer is present - - - - - -  

Discomfort, pain of confirmatory tests - - - - x -  

Effects of cancer treatment  - - - x x -  

Effects of treatment complications - - - x -  -  

Effects of disease recurrence/ 

   progression  - - - x - -  

Effects of treatment for disease  

   progression  - - - x x -  

Advanced or metastatic disease - - - x x -  

Treatment of advanced or  

   metastatic disease  - - - x x -  
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The sad story.... 
CCO Clinical Practice Guideline Committee  

on Prostate Cancer Screening 

• Literature review 

• 0 decision analyses... 

• 0 cost effectiveness analyses… 

• 0 quality of life studies... 

• 0 preference studies... 



Scientific Paradigm 

• “an entire constellation of beliefs, 

values and techniques……shared by the 

members of a given community”  
 

 

[Kuhn, T S; The Structure of Scientific Revolutions, 2nd Ed., Univ. 

of Chicago Press, Chicago & London, 1970, p.175] 



Scientific Paradigm 

• what is to be observed and scrutinized,  

• the kind of questions that are supposed to be 

asked… 

• how these questions are to be structured,  

• how the results of scientific investigations should be 

interpreted.  
 

[Kuhn, T S; The Structure of Scientific Revolutions, 2nd Ed., Univ. of 

Chicago Press, Chicago & London, 1970, p.175] 

 



Evidence Based Medicine 
 

Clinimetrics (Feinstein) 

Clinical Epidemiology (Sackett) 

Rational diagnosis and treatment (Wulff) 

Outcomes /Health Services Research 

Knowledge Translation 

Paradigm 1 



Decision Analysis/ 

Economic Evaluation 
Cost effectiveness analysis 

Pharmacoeconomics 

Health Economics 

Clinical Decision Analysis 

Preference/utility measurement 

Consumer decision support 

Paradigm 2 



Bioethics / Social Science  
 Accountability for Reasonableness  

Ethics of Resource Allocation 

Resource Allocation Decision Making 

Bioethics 

Sociology of Science 

Political Science 

 

Paradigm 3 



Context-free 

Context-sensitive 

Colloquial 

EBM…ideas about evidence… 
Method 

Relevance 

Efficacy             Diagnosis       

Effectiveness     Prognosis 

ethics 

economic 

values 

politics 



  
EBM…techniques 



evidence values 



Decision Analysis/ 

Economic Evaluation 
Cost effectiveness analysis 

Pharmacoeconomics 

Health Economics 

Clinical Decision Analysis 

Preference/utility measurement 

Consumer decision support 

Paradigm 2 



Bioethics / Social Science  
 Accountability for Reasonableness  

Ethics of Resource Allocation 

Resource Allocation Decision Making 

Bioethics 

Sociology of Science 

Political Science 

 

Paradigm 3 



What can be done? 

• Finding preference related evidence... 

• Search strategy for CPG should include 

information on preferences/values 
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Setting 

Sample Size 
of the COPD 
participants 

only 

Preference-
Related 

Outcome 
Measures 

Preference Elicitation 
Methods 

Sample Questions 

1. 
Chakrabar
ti et al. 
(2009) 

1 UK; hospital 50 Patient 
attitudes 
towards 
receiving 
IMV and 
NPPV. 

Five-stage structured 
interview. 

Willingness to receive NPPV in 
an acute setting after being 
provided with a: verbal 
description (stage 1); 
photograph (stage 2); 
demonstration (stage 3); 
willingness to receive IMV after 
detailed explanation (stage 4); 
after explanation of 
alternatives (stage 5). 

2. 
Claessens 
et al. 
(2000) 

1 USA; multi-
center study 
in 5 teaching 
hospitals 

445 = patient 
only; 
730 = 
surrogate 
substitution 

Preference 
for having 
IMV 
indefinitely 
was assessed 
by interview. 

Interviews. "Would you be very willing, 
somewhat willing, somewhat 
unwilling, very unwilling, or 
rather die than put up with (or 
continue to put up with) being 
attached to a ventilator or 
respirator all the time?" 
Response categories (Likert 
scale): very willing; somewhat 
willing; somewhat unwilling; 
very unwilling; would rather 
die. 

3. Dales 
et al. 
(1999) 

1 Canada; 
hospital 

19 Preference 
for 
intubation 
and IMV. 

Scenario-based 
decision aid. 
Patients were 
interviewed on two 
occasions, with a 
second interview 
taking place a year 
later. 

I. To be intubated and receive 
IMV: “Medication will be used 
to reduce breathlessness and 
discomfort, and there will be a 
50% chance of coming off of 
the machine and living for one 
1 year in a state of health that 
is no better or worse than 
before the attack which 
brought them to hospital” 
II. Not to be intubated: 
“Medication will be used to 
reduce breathlessness and 
discomfort, and there will be a 
100% chance of natural death.”  

4. Gaber 
et al. 
(2004) 

1 UK; 
community 

100 Stated 
preference 
for IMV, 
NPPV or CPR. 

Patients were given 
written information 
explaining IMV, NPPV 
and CPR. 

Patients were asked to imagine 
a hypothetical scenario in 
which "they were admitted to 
hospital with worsening of 
their condition, but in spite of 
full standard treatment, they 
failed to improve, continued to 
deteriorate or sustained a 
cardio-pulmonary arrest. They 
were asked 'On reaching that 
stage, would you wish to have 
NPPV, IV or CPR?' and were 
invited to reply to each of the 
three options with 'yes' or 'no' 
answers." 

5. 
Goldstein 
et al. 
(1995) 

1 Canada; 
community 

9 Patient 
experience 
with use of 
home IMV. 

Standardized format 
questionnaire 
conducted by a 
research assistant. 

1. How has home IMV affected 
your lifestyle? Responses were 
classified as either positive or 
negative and grouped into 
thematic categories. 
2. Do you feel that you made 
an informed choice when you 
first started home IMV or when 
it became permanent? 
Response categories were 
"yes", "no", "don't know". 

6. Jones 
et al. 
(1998) 

1 UK; hospital 11 Patient 
satisfaction 
with 
domiciliary 
NIPPV. 

Postal questionnaire 
completed after 2 
years of treatment. 

No details provided. 

7. Lynn et 
al. (2000) 

3 USA; 5 
teaching 
hospitals 

416 Preference 
for IMV. 

Medical records and 
interviews with 
patients and their 
identified surrogates. 
Patients were 
interviewed at three 
instances in time: after 
study entry; during 
week 2 (or discharge), 
and then follow up 
conducted at 2 and 6 
months after 
enrolment. 

The following was assessed by 
interview: "preferences to die 
rather than spend all of the 
time on a ventilator". 
The following was assessed by 
medical records: "decision to 
use ventilator", "not to use 
ventilator", or "no decision 
documented". 

8. Norris 
et al. 
(2005) 

1 USA; 
community 
and hospital 

111 Stated 
preference 
for IMV and 
CPR. 

Interviewer 
administered 
questionnaire. 

"Participants were asked 
whether they would want 
intubation and IMV and 
whether they would want CPR 
in four health states: (1) 
current health, (2) permanent 
coma, (3) dementia unable to 
recognize their family or 
friends, or (4) bed-bound and 
dependent on others for all 
care.  
The response choices for the 
questions were: 'definitely no,' 
'probably no,' 'probably yes,' 
and 'definitely yes'." 

9. Rocker 
et al. 
(2008) 

1 Canada; 
multi-center 
study in 5 
teaching 
hospitals 

118 Patients' 
attitudes 
towards 
receiving 
information 
about IMV. 

A research coordinator 
at each site 
administered a 28-
item questionnaire in 
person. 

Patients had to rate whether it 
was extremely important that 
they receive information about 
IMV.  
Response categories were: (1) 
not at all important, (2) 
somewhat important (3) 
important (4) very important 
(5) extremely important. 

10. 
Stapleton 
et al. 
(2005) 

1 USA; 
community 
and hospital 

101 Patient 
preferences 
for IMV or 
CPR given 
their current 
health 
status. 

Patients were 
interviewed in person 
by a trained study 
interviewer. Patients 
were asked about their 
treatment preferences 
for IMV or CPR given 
their current health 
status. 

"The first treatment is short-
term mechanical ventilation. 
You would be in an ICU, and a 
tube would be placed through 
your mouth or nose into your 
lungs. This tube would be 
attached to a breathing 
machine for a few days. During 
that time, you would have to 
be continuously on the 
breathing machine and would 
be unable to talk. If you were 
in your current health and 
were unable to breathe on 
your own, would you want to 
be on a breathing machine for 
a few days? There would be no 
guarantee that you would be 
able to come off the breathing 
machine and be able to 
breathe on your own." 

11. 
Travaline 
and 
Silverman 
(1995) 

1 USA; hospital 37 Patient 
preferences 
for indefinite 
IMV. 

Patients were 
interviewed in person 
following their 
appointment with 
their physician via a 
questionnaire. 

It was explained to each 
patient that, "the IMV is a 
'breathing machine' used for 
patients with severe difficulty 
in breathing function in order 
to keep them alive either 
temporarily or indefinitely. The 
patient was then presented 
with the hypothetical situation 
of requiring IMV as 'indefinite 
life-support' rather than 
temporary modality. The 
patient was then asked: "Were 
you aware of the possibility 
that you may require such a 
breathing machine in the 
future if your breathing 
problem becomes very 
severe?" "Have any of the 
doctors discussed this issue of 
breathing machines with you?" 
"If your breathing should 
become so severe that you 
would need the breathing 
machine to stay alive 
indefinitely, would you want 
it?" 
Possible responses were "yes", 
"no", "unsure" 

12. 
Wilson et 
al. (2005) 

2 Canada; 
rehabilitation 
centre 

33 Preference 
for IMV in 
the event of 
a life-
threatening 
exacerbation
. 

In the first session, 
baseline preferences 
for IMV were 
measured. The patient 
is provided with a 
decision aid (DA) to 
review at home. The 
DA comprised of a 
portable, self-
administered and self-
paced audio booklet 
describing the 
prognosis of COPD. 
The decision aid 
describes the 
alternative choice as 
supportive care (the 
patient is left as 
comfortable as 
possible and results in 
death for more than 
95%). 
After reviewing the DA 
at home, a second 
session was conducted 
to ask participants 
about their 
preferences for IMV. 

Key information from the 
decision aid includes: (1) the 
average duration of IMV is 7–
10 days; (2) about 70% of 
patients will come off the 
ventilator and survive to 
hospital discharge; (3) about 
20% of patients will die 
without ever coming off IMV, 
and; (4) about 10% will be 
weaned from IMV but die 
during the period of 
hospitalization.                                                  
Also, among the 70% of 
patients who survive to 
hospital discharge, about 40% 
will die within the following 
year, and 30% will live longer 
than 1 year.                  



Integrating preference evidence 

into guidelines 

• Indicate when guidelines are 

preference sensitive 



Using guidelines in individual 

decision making 

• CPG’s should encourage discussion and 

should “specifically endorse the 

acceptability, rationality, and 

desirability of making decisions based 

on preferences” 



Including patients in the 

guideline development process 

• About 25% at present 



Evaluating guidelines with 

preferences in mind 

• E.g. AGREE has nothing about 

preferences (at all) 



Challenges 

• Evidence review is a nightmare 

 

• Advocacy vs. Science… 

 

• Should public funds be used to support 

“preference sensitive” care? 



Summary 

• PC screening guidelines differ 

• One reason is varying weights placed 

on patient values/experiences 

• PC screening is a preference sensitive 

decision 

• Bringing preferences into “evidence 

based decision making” has risks but is 

probably overdue…. 


