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“cursed be he by day, and 
cursed by night; cursed be he 
when he lieth down, and 
cursed be he when he riseth 
up …”



“no one can communicate 
with him, nor show him any 
favour, be within four cubits 
of him, nor read anything 
written by him …”



“I value, above all things, the 
joining hands of friendship with 
those who are lovers of truth. 
Nothing brings more peace than 
the affectionate intercourse 
with such people”  Spinoza





How much effort was made 
to help you understand 
your health issues?

0 1 2 3 4 5 6 7 8 9 

No effort 
was 

made 

Every 
effort was  

made 



How much effort was made 
to listen to the things that 
matter most to you about 
your health issues?

0 1 2 3 4 5 6 7 8 9 

No effort 
was 

made 

Every 
effort was  

made 



How much effort was made 
to include what matters 
most to you in choosing 
what to do next?

0 1 2 3 4 5 6 7 8 9 

No effort 
was 

made 

Every 
effort was  

made 



Sapere Aude



20 BC Horace
First Book of Letters 

1784 Immanuel Kant

Answering the question: What is Enlightenment? 

1984 Michel Foucault 

What is Enlightenment?
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“for we are removing 
impediments and difficulties 
so that other people may 
read it without hindrance” 



382	
  

In principio creavit Deus caelum et 
terram. Terra autem erat inanis et vacua, et 
tenebrae erant super faciem abyssi: et 
spiritus Dei ferebatur super 
aquas. Dixitque Deus: Fiat lux. Et facta est 
lux. 

Vulgate



Am Anfang schuf Gott Himmel und 
Erde. Und die Erde war wüst und 
leer, und es war finster auf der Tiefe; 
und der Geist Gottes schwebte auf 
dem Wasser.  Und Gott sprach: Es 
werde Licht! und es ward Licht.  



1637

In den beginne schiep God den hemel en 
de aarde. De aarde nu was woest en ledig, 
en duisternis was op den afgrond; en de 
Geest Gods zweefde op de wateren. En 
God zeide: Daar zij licht: en daar werd 
licht.

Statenvertaling	
  

	
  





Westermarkt 6



	
  

Je pense, donc je suis

1637
	
  





1637	
  

The first was never to accept anything for true 
which I did not clearly know to be such; carefully 
to avoid prejudice, and to comprise nothing 
more in my judgment than what was presented 
to my mind as to exclude all ground of doubt.

	
  
Descartes	
  	
  	
  	
  	
  Discourse	
  on	
  the	
  method	
  



	
  

Rationalism
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Rationality���





 EBM

Clinical Practice 
Guidelines



Problems?
���

What problems?���



• Competing Interests

•  Plethora

•  Resistance

• Delusion



Competing 
Interests





Expanding disease definitions in guidelines 
and expert panel ties to industry: a cross-
sectional study of common conditions in 
the United States. 

Moynihan RN, Cooke GPE, Doust JA, Bero L, Hill S, Glasziou 
PP. 

PLoS Med. 2013;10(8):e1001500. 



Plethora





An avalanche of apple pie: too 
many guidelines?

BMJ 2010;340:c1208



US National Guideline Clearinghouse

•  Guidelines from 360 organizations

•  Many for the same topic

•  471 hypertension guidelines

•  276 stroke guidelines



$ Millions





Resistance



Perceived barriers to 
guideline adherence: a survey 
among general practitioners 

Lugtenberg M, Burgers JS, Besters 
CF, Han D, Westert GP.
BMC Fam Pract. 2011;12:98



Practice guidelines in primary 
care, learning & usability in the 
physicians’ decision-making 
process – a qualitative study.

Ingemansson M, Bastholm-Rahmner 
P, Kiessling A. 
BMC Fam Pract. 2014;15(1):141



Is it time to drop the 
“knowledge translation” 
metaphor? A critical literature 
review. 

Greenhalgh T,  Wieringa S.  
J R Soc Med. 2011;104(12):501-509



Delusion



J Allison Glover ���
1938

10-fold variation in 
tonsillectomy rates

“… tendency for the 
operation to be 
performed for no 
particular reason and 
no particular result.”



John E Wennberg 

1973

17-fold variation in 
tonsillectomy

6-fold variation in 
hysterectomy

“… the problem of 
supplier-induced demand”



United States - Back surgery 306 regions 1984 



Back hernia,
Carpal tunnel
Prostate
Gallbladder 
Varicose veins
Tonsillectomy
Cataract
Knee replacement

Netherlands  - 8 surgical procedures



Netherlands

Lumbar disc surgery
2011

N per 100,000

Range 17 – 125



Greater than threefold 
variation in hysterectomy rates

England 2010  - Hysterectomy



Back surgery: inter-country variation 

Cherkin	
  et	
  al,	
  Spine,	
  1994	
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Back surgery: correlation with available specialists 

Cherkin et al, Spine, 1994
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Delusion



Evidence based guidelines or 
collectively constructed “mindlines?” 
Ethnographic study of knowledge 
management in primary care

Gabbay J, le May A. 
BMJ. 2004;329(7473):1013



“Socially	
  constructed	
  “knowledge	
  in	
  
pracKce”,	
  collecKvely	
  reinforced,	
  	
  brief	
  
reading,	
  internalised,	
  tacit	
  mindlines	
  …	
  
clinicians	
  interacKng	
  with	
  each	
  other,	
  
with	
  paKents,	
  and	
  pharmaceuKcal	
  
representaKves”	
  



10 years of mindlines: a systematic 
review and commentary. 

Wieringa S, Greenhalgh T. 
Implement Sci. 2015;10(1):45

	
  
	
  
	
  
	
  



“The concept of mindlines 
challenges the naïve rationalist 
view of knowledge implicit in 
some EBM publications”

Greenhalgh 2015
	
  
	
  
	
  
	
  



Guidelines

Wrong tool

Wrong audience







“for we are removing 
impediments and difficulties 
so that other people may 
read it without hindrance” 





2015



We the people
	
  



Guidelines	
  	
  
for	
  	
  

people	
  
	
  







Guidelines for the public

•  Design problems
•  Literacy obstacles
•  Option blindness
•  Difficult to find
•  Search engine elusive







1982



Shared
Decision 
Making
	
  



Helping a person develop
 

an informed preference
	
  
	
  









���
Patient Decision Support ���

���
���
���

Data about options and outcome probabilities���

84	
  



Decision aids for people 
facing health treatment or 
screening decisions

Stacey D, Légaré F, Col NF, Bennett CL, Barry MJ, 
Eden KB, Holmes-Rovner M, Llewellyn-Thomas H, 
Lyddiatt A, Thomson R, Trevena L, Wu JH. 

Cochrane Database Syst Rev. 2014 Jan 28;1:CD001431
	
  



Patient decision tools - 115 RCTs

Strong evidence
•  Increase knowledge
•   Accurate risk perceptions
•   Conservative decisions

	
  



Patient decision tools - 115 RCTs

Strong evidence
•  Increase knowledge
•   Accurate risk perceptions
•   Conservative decisions

Weak evidence
•  Reduce cost 
•  Improve adherence 
•  Better communication 

	
  





	
  	
  



Fiction 





Hope



Implementation



Giving Patient Decision Tools 

is not

Shared Decision Making 



Shared Decision Making

is about

Supporting Informed 
Preferences





1597

scientia potentia est

 
	
  
	
  



Knowledge 
is 

Power



Knowledge 
is 

Power



Power



Knowledge 
is 

Power



Authoritarian Physicians & 
Patients’ Fear Of Being 
Labeled “Difficult” Among Key 
Obstacles To Shared Decision 
Making. 

Frosch DL, May SG, Rendle K, Elwyn G. 

Health Affairs 2012;31:1030–8



Will I be considered 
a trouble maker if I 
ask questions ?



Will I be considered a 
difficult patient if I 
disagree ?



Will I get worse 
care if I have a 
different opinion? 

Frosch DL, May SG, Rendle K, Elwyn G. Authoritarian Physicians & Patients’ Fear Of Being Labeled 
“Difficult” Among Key Obstacles To Shared Decision Making. Health Affairs 2012;31:1030–8.



Power imbalance 
prevents shared decision 
making

Joseph-Williams N, Edwards A, Elwyn G

BMJ 2014 May 14; 348: g3178
	
  





More useful tools?



2nd Generation

Encounter Tools

Enable Comparison

Generate mindlines





I prefer this one… 





Mullan et al, Arch Intern Med 2009 

Diabetes Medication Choice 











Explain it

Give it

Use it







Using Option Grids: steps toward 
shared decision-making for neonatal 
circumcision. 

Patient Educ Couns. 2015, Epub. 

Fay M, Grande SW, Donnelly K, Elwyn G. 



Summary

•  Frame shift

•  Increased collaboration

•  No extra time



SupporCng	
  shared	
  decision	
  making	
  using	
  
an	
  OpCon	
  Grid	
  for	
  osteoarthriCs	
  of	
  the	
  
knee	
  in	
  an	
  interface	
  musculoskeletal	
  
clinic:	
  a	
  stepped	
  wedge	
  trial.	
  	
  
	
  
PaCent	
  EducaCon	
  and	
  Counseling.	
  Epub.	
  
	
  
Glyn	
  Elwyn,	
  Tim	
  Pickles,	
  Adrian	
  Edwards,	
  
Katharine	
  Kinsey,	
  Kate	
  Brain,	
  Robert	
  G.	
  
Newcombe,	
  Jill	
  Firth,	
  Katy	
  Marrin,	
  Alan	
  Nye,	
  
Fiona	
  Wood	
  



Summary

•  Knowledge gain

•  Increased collaboration

•  No extra time



Trustworthy
COI & Evidence

User Based Design



Fast Frugal

Gist & Visual

Easy to Use



Evidence synthesis 2nd generation

•  Communication improves
•  Patients ask more questions
•  Gain knowledge
•  Better decisions
•  Better adherence



•  Mindline generation

•  Evidence into practice

•  Informed clinicians

•  Team coherence



Guidelines

Wrong tool

Wrong audience



“… we are removing 
impediments so that people 
may read without hindrance” 





Attitude



Problem

No generic, valid, scalable, 
patient-reported measure of 

shared decision making



���
���
���



���

Psychometric Testing



Psychometric Testing

1,341 adults randomised to view
animated clinical encounter

and completed battery of surveys



Psychometric Testing

Medical 
School 

 
 

 
 



Psychometric Testing

46.0 

69.6 

82.0 
85.8 

No SDM Low SDM Moderate SDM High SDM 

þ Discriminative validity



Psychometric Testing

þ Concurrent validity 

þ Intra-rater reliability

þ Responsiveness to change 



Pilot Implementation

	
  
	
  

5,167 patients completed 
CollaboRATE immediately following

visit to NHS clinical team



Pilot Implementation

þ Variation between teams   
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Pilot Implementation

þ Variation between teams
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Pilot Implementation

þ Variation between teams
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More …
	
  

Psychometric evaluation
in real world clinical setting

Uptake and representativeness 
using various channels of delivery



CollaboRATE publications

Thompson R, Nye A, Walker E, Elwyn G
Prevalence and patterns of shared decision-making in the United Kingdom
In development.

Barr PJ, Thompson R, Walsh T, Grande S, Ozanne E, Elwyn G 
The psychometric properties of CollaboRATE: A fast and frugal patient-reported measure of the 
shared decision-making process 
Journal of Medical Internet Research. 2014;16(1):e2

Elwyn G, Barr PJ, Grande SW, Thompson R, Walsh T, Ozanne EM
Developing CollaboRATE: A fast and frugal patient-reported measure of shared decision making in 
clinical encounters 
Patient Education and Counseling. 2013 Jun 11;93(1):102–7





Elwyn G. “Patientgate”-digital recordings change everything. BMJ. 
2014;2078(March):10-11. doi:10.1136/bmj.g2078.



Patient Recordings

Elwyn	
  G.	
  ‘PaKentgate’-­‐-­‐digital	
  recordings	
  change	
  everything.	
  BMJ	
  
2014;348:g2078.	
  

Tsulukidze	
  M,	
  Grande	
  SW,	
  Thompson	
  R,	
  et	
  al.	
  PaKents	
  covertly	
  recording	
  
clinical	
  encounters:	
  threat	
  or	
  opportunity?	
  A	
  qualitaKve	
  analysis	
  of	
  online	
  
texts.	
  PLoS	
  One	
  2015;10:e0125824.	
  

Elwyn	
  G,	
  Barr	
  P,	
  Grande	
  S.	
  PaKents’	
  recording	
  clinical	
  encounters:	
  A	
  path	
  to	
  
empowerment?	
  Assessment	
  by	
  mixed	
  methods.	
  BMJ	
  Open	
  2015;In	
  Press.	
  



Summary

•  Dare to share
•  Use collaborative tools 
•  Measure performance
•  Feedback intelligently
•  Empower patients 
•  Put on organizational agenda



Sapere Aude



“cursed be he by 
day,  and cursed 
by night …”	
  



	
  
	
  
	
  

glynelwyn@gmail.com
	
  
	
  


