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The importance of transparency

• “What isn’t transparent is assumed to be 

biased, corrupt, or incompetent until 

proved otherwise.”

• “What have they got to hide?”





Why the drive for transparency?

• “Every day we read of untrustworthy  

action by politicians and officials, by 

hospitals and exam boards, by companies 

and schools.”

• “Mistrust and suspicion have spread 

across all areas of life…”

• “We believe that increased accountability 

will help--and accountability depends in 
large part on information and 

transparency”

• “The efforts to prevent abuse of trust are 

gigantic, relentless, and expensive; their 

results are always less than perfect. 

Increased transparency is much easier in 
the age of the internet

• It’s increasingly difficult to hide anything 

anyway

• Plus people and patients are fed up with 

being patronised



Things to be transparent about in health care I

• The inadequacy of our evidence base

• Our ignorance and impotency

• The dangers of modern health care

• The inevitability of rationing care

• The processes of licensing of drugs and equipment

• Conflicts of interest

• How policy decisions are made



Things to be transparent about in health care II

• Decisions on allocation of resources--at all levels

• Performance of doctors, nurses, other health 

professionals, practices, hospitals

• Colleagues who are dangerous 

• How the GMC and other similar bodies make their 

decisions

• Peer review

• Do not resuscitate decisions



Things to be transparent about in health care III

• The problems of screening

• Drug side effects

• What happens to people’s removed organs

• Later testing of stored body specimens without 

consent

• The costs of different interventions

• Uncertainty in relation to individual patients and 

populations



Is your hospital safe?





Brian Jarman and HSMRs

• Hospital standardised 

mortality ratios (HSMRs): 

“the ratio of the observed 

to expected deaths, 

multiplied by 100, with 

expected deaths derived 

from statistical models that 

adjust for available case mix 

factors such as age and 

comorbidity.”





Problems with HSMR

• Numerator

• Denominator

• Risk modelling

• Interpretation

• Coding

• Some epidemiologists have argued that they 

are so misleading as to be useless.





Should you have a 

mammogram?







Should you be screened for 

colorectal cancer? If so, how 

should you be screened?



Patient preference for colorectal screening

• 100 patients aged 55-70 in California asked about 
their preference for colorectal screening

• 93 had been screened before

• Given detailed information on all aspects of 
screening

• Asked:
– Which option would you chose?

– How likely would be you to undergo each of these 
tests?

– Would you have this test if recommended by a 
physician?



Event Without 

screening

Fecal occult 

blood test

Flexible 

sigmoidoscop

y

Barium 

enema

Colonoscopy

Risk of perforation of colon 0 0 0-4 per

10 000

0-4 per

10 000

10-20 per

10 000

Lifetime probability of colon cancer 5.3% 4.9% 3.8% 2.2% 1.8%

Lifetime probability of dying of 

colon cancer
2.5% 1.9% 1.4% 0.7% 0.6%

Colorectal cancers prevented 0 10-38% 45% 40-70% 58-87%

Decrease in mortality 0 20-33% 45-70% 45-70% 70-80%



No screening Fecal occult 

blood

Flexible 

sigmoidoscopy

Barium enema Colonoscopy

First preference (%) 4 31 13 14 38

Mean likelihood of undergoing the test 1.6 4.4 3.4 3.4 3.4

Would undergo if recommended by 

physician (%)
n/a 96 82 92 86



Conclusions

• Given good evidence based information patients make 
very different choices

• Patients will tend to go along with what doctors advise, 
over-riding their own preferences

• “Suppose these same 100 patients had not received 
this information and were instead cared for by a 
physician who routinely performs flexible 
sigmoidoscopy because he considers it the best test. 
According to these data, fully 87% of the patients 
would undergo a procedure other than the one they 
would prefer if properly informed.” Steve Woolf



Is it a form of abuse for 

a patient to be given a 

test that he or she 

would not have chosen 

if fully informed?







The doctor patient relationship 1871 

• “Your patient has no more 
right to all the truth you 
know than he has to all the 
medicines in your 
saddlebags...He should get 
only just so much as is good 
for him.” Oliver Wendell 
Holmes

• Ferguson, 1995



The doctor patient relationship 2013

• “The whole structure of medicine 

has been based on the 

assumption that physicians have 

the current information and 

patients do not. The bottom line 

is, the consumer will have 

virtually all the information the 

professionals have. This is 

comparable to the way 

communism fell. Once people 

start getting in good 

communication you won’t be 

able to play the game in the 

same way.”Tom Ferguson 2004





Who really makes decisions?



Doug Eby

• Health professionals 
simply won’t be able to 
do our jobs properly if 
we succumb to the 
myth that people 
normally obey doctors’
orders…They don’t. As 
patients we don’t.”

• Doug Eby, South Central 
Foundation Senior 
physician Elective



The bogus contract: the patient's 

view

• Modern medicine can do remarkable things: it can solve many 

of my problems 

• You, the doctor, can see inside me and know what's wrong 

• You know everything it's necessary to know 

• You can solve my problems, even my social problems 

• So we give you high status and a good salary 



The bogus contract: the doctor's view

• Modern medicine has limited powers 

• Worse, it's dangerous 

• We can't begin to solve all problems, especially social ones 

• I don't know everything, but I do know how difficult many 

things are 

• The balance between doing good and harm is very fine 

• I'd better keep quiet about all this so as not to disappoint my 

patients and lose my status 



The new contract: both patients and 

doctors know

• Death, sickness, and pain are part of life 

• Medicine has limited powers, particularly to 

solve social problems, and is risky 

• Doctors don't know everything: they need 

decision making and psychological support 



The new contract: both patients and 

doctors know

• We're in this together 

• Patients can't leave problems to doctors 

• Doctors should be open about their 

limitations 

• Politicians should refrain from extravagant 

promises and concentrate on reality



The doctor and the patient

• The patient is old, sick, vulnerable, anxious, and 

worried

• He asks the doctor a question; the doctor is very 

uncertain about the answer

• The question might be: What is causing this pain? 

Might it be cancer? Could it kill me?



What should the doctor do?

• Share her uncertainties, which are likely to be 

many and complex?

• Evade the question: “Let’s just wait and see”

• Say something “reassuring”: “I’m sure that 

there’s no need to worry.”



Remember that in circumstances of 

uncertainty the alternative to 

sharing the uncertainty may be 

“false certainty,” which might be 

called lying; and deception is 

inimical to trust



John Milton on “transparency”

• "Give me the liberty to know, to utter, 

and to argue freely according to 

conscience, above all liberties. Truth was 

never put to the worse in a free and open 

encounter ... It is not impossible that she 

[truth] may have more shapes than one ... 

If it come to prohibiting, there is not 

ought more likely to be prohibited than 

truth itself, whose first appearance to our 

eyes bleared and dimmed with prejudice 

and custom is more unsightly and 

implausible than many errors.”

• “Where there is much desire to learn 

there of necessity will be much arguing, 

much writing, many opinions; for opinion 

in good men is but knowledge in the 

making."


