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What would you do?

Outcome probability Option 1 Option 2

Cure without complications 80% 80%

Cure with persistent stoma 1% -

Cure with chronic diarrhoea 1% -

Cure with intermittend ileus 1% -

Cure with wound infection 1% -

No cure, † within 2 years 16% 20%

Vignet: surgical scenarios colon ca
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“Misdiagnosis of 
preferences”

Mulley A. et al BMJ 2012
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Mastectomie Lumpectomie +  R

Survival =

QoL ≈ (?)
Litière S et al. Lancet Oncology 2012
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Top 3 concerns for breastca decisions

Condition: Goal Patient Provider p

Keep your breast? 71%

Live as long as possible? 96%

Look natural without clothes 80%

Avoid using prosthesis 0%

Sepucha K et al. Pat Educ Couns 2008;73:504-10
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Top 3 concerns for breastca decisions

Condition: Goal Patient Provider p

Keep your breast? 7% 71% P<0.01

Live as long as possible? 59% 96% P=0.01

Look natural without clothes 33% 80% P=0.05

Avoid using prosthesis 33% 0% P<0.01

Sepucha K et al. Pat Educ Couns 2008;73:504-10



UK 2011
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SDM

Paternalism SDM Informed 
patient

Information-
transfer

Deliberation clinician patient

Decision 
making

clinician patient

Charles et al. Decision-making in the physician-patient encounter. 

Soc Sci Med 1999;49:651-61.

clinician and 

patient

clinician and 

patient
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SDM

Paternalism SDM Informed 
patient

Information 
transfer

Deliberation clinician+ clinician+ and 
patient+

patient+

Decision 
making

clinician+ clinician+ and 
patient+

patient+

Légaré F, et al. BMC Health Serv

Res 2008;8:2. 

Rapley T. Soc Health&Illness

2008;30:429-44.
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SDM

Paternalism SDM Informed 
patient

Information 
transfer

Deliberation clinician+ clinician+ and 
patient+

patient+

Decision 
making

clinician+ clinician+ and
patient+

patient+

Rapley T. Soc Health&Illness

2008;30:429-44.
Légaré F, et al. BMC Health Serv

Res 2008;8:2. 
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Elwyn et al . J Gen Intern Med 2012
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–Patient preferences

–Patient participation

• Key message
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Patient Decision Aids

• Info on options and relevant outcomes 
for a specific decision

• on disease

• on choice

• on options: outcome probabilities, 
neutrally framed, including wait-and-see

• value elicitation method

• info on process of decision making

IPDAS criteria
http://ipdas.ohri.ca
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Review Cochrane Library

• Knowledge (options, pros cons)

• Involvement in decision

• Preference => decision

• Patient adherence 

• Invasive treatments 

• Health

• Anxiety

Stacey D, et al. 

Cochrane Library 2014

=

=

≈
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Elwyn et al. Pat 
Educ Couns 2013
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GIN PUBLIC

www.g-i-n.net/activities/gin-
public/toolkit

http://www.g-i-n.net/activities/gin-public/toolkit
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CPG 
development

Consultation

Participation

Clinical practice Boivin A et al. Qual Saf

Healthcare 2010

Communication
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BMJ 2009;339:485

Treatment burden



School for Public Health and Primary Care CAPHRI

CPG 
development

Consultation

Participation

Clinical practice

Communication



School for Public Health and Primary Care CAPHRI

CPG 
development

Consultation

Participation

Clinical practice

collective 
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Clinical Practice Guideline

Supporting  optimal 

behaviors

Information components

Clear recommendation

Explanation of rationale, persuasive

Population 

level

Individual 

level

Strong one-option 

recommendation

Behavior change components

Implementation strategies



Clinical Practice Guideline

Supporting 

deliberation

Supporting optimal 

behaviors

Population 

level

Individual 

level

(two-option)

Conditional recommendation

Strong one-option 

recommendation

Information components

Making options explicit 

Probabilities of outcomes, framing

Decision making components

Deliberation methods

Van der Weijden T et al. J Clin Epid;2012:65:584.
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Initiative Dutch government / GPs

• CPG and patient decision aids

–Dutch College of GPs

–www.thuisarts.nl
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Initiative Dutch hospital specialists

• CPG and Option grids

–Epilepsy

–Otitis media

–Tonsillecetomy

–Osteoarhtritis hip / knee

–dysmenorroe



School for Public Health and Primary Care CAPHRI

Initiative Dutch Healthcare Institute

NHS: 
MapOfMedicine.com

Highlight preference-
sensitive decisions

Indicate timing of 
patient decision aid
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SDM              CPG

• Adding tools to CGP?

• Reshaping CPG?

• Reshaping recommendations?



School for Public Health and Primary Care CAPHRI

Reshaping CPG?

• Using the same recommendations 
and evidence tables for decision 
support, with language and format 
that is understandable and easy to 
use, for both clinicians and patients.
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Vandvik P et al. Creating guidelines we can trust, 

use and share. Chest 2013;144:381
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Pitfall of risk 
communication
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Reshaping recommendations?
Pediatric palliative care NL 2013 

• CPG 2013 Palliative Care for Children

• Provides recommendations on how to  
engage parents and children in the decision 
making process. 

• Interview study to measure attitudes of end 
users (n=15 pediatricians)

• Disappointing results
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• First choice recommendation
for pain relief is drug X in 
dose A. 

• First choice recommendation 
for pain relief is drug X in 
dose A. 

• Together with child/parents 
one can opt for lower dose B.

– For some children the side-
effects of dose A do not 
counterbalance the pain 
relief effects (ref xxx).

– There is heterogeneity in 
preferences: 65% opt for 
dose A, 35% for B. (ref. xxx)

Reshaping recommendations?
Pediatric palliative care NL 2013 
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Reshaping recommendations?
Diabetes NL 2014

• For patients with diabetes 
type II, without symptoms 
and well-regulated on 
glucose: 3-monthly fasting 
glucose.

• For patients with diabetes 
type II, without symptoms 
and well-regulated on 
glucose: 3-monthly fasting 
glucose.

• For patients with diabetes 
type II, without symptoms 
and well-regulated on 
glucose/HbA1C, lipids, RR: 6-
monthly fasting glucose.
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Reshaping recommendations?
Mamma ca screening USA 2010

• The decision to start biennial 
screening mammography 
before the age of 50 yrs 
should be an individual one 
and take into account the 
patient’s values regarding 
specific benefits and harms.

• Routine screening 
mammography in women 
aged 40-49 is NOT 
recommended.

• For women 40-49 who still 
opt for screening:

– Prescribe the patient decision 
aid

– Refer to the mamma care 
nurse for coaching

– With final decision making in 
a follow-up visit

Steven Woolf GIN Chicago 2010
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Van der Weijden T et al. BMJ Qual Saf 2013;22:855.
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Key message

• Merge between CPG and SDM

• Integrating SDM add complexity

• Conflicts with urge for simplicity

• Reshape CPG or recommendations 

–Let’s start with choice talk


