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Changing culture of care  
to  

focus on patient experience  
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What we can learn from a DIY knitted 
sweater……. 

• Done with the best intentions, and with great skill 

• “Producer” happy: (thinks) she has done something 
useful for me 

• Voice of recipient not heard or asked…. 

• For me it is sufficient to know she CARES for me, I 
do not want a sweater…. 
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• Compare to our care for elderly with advanced 
CKD: 

– We provide technical cure for everybody, and often 
with best of intentions 



What we can learn from a DIY knitted 
sweater……. 

• Compare to our care for elderly with advanced 
CKD: 

– We provide technical cure for everybody, and often 
with best of intentions 

–  Physician (and family) very satisfied that “everything is 
done” 





Elwood et al, cJASN, 2013 



What we can learn from a DIY knitted 
sweater……. 

• Compare to our care for elderly with advanced 
CKD: 

– We provide technical cure for everybody, and often 
with best of intentions 

–  Physician (and family) very satisfied that “everything is 
done” 

– Opinion of patient not heard (mostly not even asked) 
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To measure is my pleasure… 



www.european-real-best-practice.org 

* Measures vs indicators 

Direct measuring of a physical concept eg body weight 

Some representation that reflects 
another entity  

Measuring quality 



Indicator categories 

Structure 

Outcome 

Process 

Characteristics of the health care setting 
Example: have a nutritional counsellling programme, 
how many nurses/patien, is there a CT scan etc  

From Donabedian, 1966 Milbank Quarterly 

Care is actually being delivered 
Example: hepatitis B vaccination in seronegative patients, % 
follows handwashing protocol,  % prescription of statin 

Patients’ ultimate health status or ocurrence of adverse 
events after having received treatment 
Examples: CV death in ESRD patients (observed); quality of 
life after transplantation (patient-reported) (Type of 
outcomes:  clinical outcomes, Clinical correlates, surrogate 
markers 
 





How to balance the advantages of 
different indicator categories against the 
disadvantages depends on why you 
measure them. What is the aim of your 
measurement initiative? 



Calculating an indicator  
(an example) 

Numerator 

Denominator 

How many times is preferred care 
provided 

The number of patients eligible 



Calculating an indicator  
(an example) 

Vascular access data of centre X All ages Age <80 

All incident HD patients 536 429 

Screened for fistula suitability at least once 
before start HD 

418 364 

Functioning AV fistula at start HD 171 156 

Functioning AV fistula at day 91 of HD 240 227 

Indicator A 

Numerator 

Denominator 

All patients with AVF at start HD 

All incident HD patients 

= 

171 

536 

32% 
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Numerator 

Denominator 

All patients with AVF at day 91 of HD 

All incident HD patients 

= 

240 

536 

45% 



Calculating an indicator  
(an example) 

Vascular access data of centre X All ages Age <80 

All incident HD patients 536 429 

Screened for fistula suitability at least once 
before start HD 

418 364 

Functioning AV fistula at start HD 171 156 

Functioning AV fistula at day 91 of HD 240 227 

Indicator C 

Numerator 

Denominator 

All patients with AVF at day 91 of HD 

All incident HD patients <80 years 

= 

227 

429 

53% 



Calculating an indicator  
(an example) 

Vascular access data of centre X All ages Age <80 

All incident HD patients 536 429 

Screened for fistula suitability at least once 
before start HD 

418 364 

Functioning AV fistula at start HD 171 156 

Functioning AV fistula at day 91 of HD 240 227 

Indicator D 

Numerator 

Denominator 

Screened for AVF suitability 1 before 
start HD 

All incident HD patients 

= 

418 

536 

78% 



STRUCTURE 

PROCESS Prescription of statins 
%  CKD patients aged  18 years (stages 1-5, not on dialysis) who 
were prescribed statins in the last year 

Nurse practitioner for CV risk 
management 

Having an allocated nurse practitioner responsible for monitoring 
and improving compliance to lifestyle modifications for at least 6 
months in the last year (yes/no)  

Examples of potential indicators 

SURROGATE 
OUTCOME 

Low-density cholesterol level 

% calendar months within the last year during which CKD patients 
aged  18 years (stages 1-5, not on dialysis) had a LDL cholesterol 
level <2.6 mmol/L 

OUTCOME Risk of cardiovascular event 

% CKD patients aged  18 years (stages 1-5, not on dialysis) who 
had a (non-)fatal myocardial infarction and/or a (non) fatal non-
hemorrhagic stroke and/or an arterial revascularisation procedure 
in the last year 

Composing an indicator set 



Opportunity Cost 
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$14.00 

$12 



Opportunity Cost 

• Monetary cost of the basket ball = 20 dollar 
• opportunity cost= the ticket 

Opportunity cost in health care: the cost of the loss 
of  alternative actions that cannot be done because 

of the chosen intervention 



How much does Herceptin cost? 
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How much does Herceptin cost? 

28000 euro/jaar 

Voor het primaire eindpunt, ziektevrije overleving, laat de hazard ratio 
zich vertalen naar een absoluut 
voordeel voor de Herceptin-arm, namelijk een 2 jaar lange ziektevrije 
overlevingskans van 7,6 procentpunt (85,5% vs 78,2%). 



Barett et al, BMJ, 2006 



We need to take into account what 
patients want 

 
We will need to prioritise  

If we want to improve quality 



Understanding Variability 
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• The case mix fallacy: unknown and unmeasured case-mix 

factors hampering complete risk adjustment.  

 From Lilford, 2004 Lancet 

• Registration of risk factors (such as comorbidities) may 

differ between health care providers. From Collier, 2011 NDT 

• Not only (surrogate) outcome indicators, but also process 

indicators should be adjusted for patient factors: 

o sicker patients need more complex care 

o influence of patient preference 

Adjusting for patient characteristics 



We need to take into account what 
patients want 

 
We will need to prioritise 

 
We will need to register (meaningful) 

outcomes adjusted for case mix  
 

If we want to improve quality 



Can it work? 
Basic science 

Does it work? 
Evidence Based Medicine 

RCT 

Observational data 

Does it work 
in real life? Evidence Based Medicine 

Intervention 

Big data  

Is it worth it? 
Health economy 

Can we afford it Public management 

Do we really want this 
rather than something 

else 

Qualitative research 

Value Based Health Care 

Patient Participation 

Advanced 
statistics 

Epidemiology 

Implementation 

Health organisation 
management 

Evaluation 

Ethics 
Cultural/philosophical 

Patient 
reported 
experience 

Core outcome sets 


