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Ceci n’est pas “LE PATIENT” 

EVERY INITIATIVE CAN BE CRITIZED 
“NOT TO BE REPRESENTATIVE” 



When is/What makes patient representation legitimate?  

Adapted from Maguire et al, Social Science and Medicine, 2017  

ACTING FOR Taking actions for 

Defending Interests Petitioning/advocacy I explained the relevance as they 
did not understand 

Walking in their shoes “what is it going to mean to them” 

Authorised by Appointed by Informal  

Elected by Formal 

Nominated by As a representative of an 
established group in another 
group 

Accountable to Reporting back to those 
represented 

STANDING FOR Being a small selection of a 
certain group 

SYMBOLIZING Make people aware/reflect about certain 
(patient/disease/condition) groups 

SHARING EXPERIENCE Having the related experience on the condition (rather than 
just being “a non professional” 

STATISTICAL problem Innumarate combinations available 
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But 
1/ Whose interests? Societal? Other 

patients? Individual?  
2/ What about industry manipulation?  



When is/What makes patient representation legitimate?  

Adapted from Maguire et al, Social Science and Medicine, 2017  

ACTING FOR Taking actions for 

Defending Interests Petitioning/advocacy I explained the relevance as they 
did not understand 

Walking in their shoes “what is it going to mean to them” 

Authorised by Appointed by Informal (the friends of the 
friends) 

Elected by Formal 

Nominated by As a representative of an 
established group in another 
group 

Acountable to Reporting back to those 
represented 

STANDING FOR Being a small selection of a 
certain group 

SYMBOLIZING Make people aware/reflect about certain 
(patient/disease/condition) groups 

SHARING EXPERIENCE Having the related experience on the condition (rather than 
just being “a non professional” 

STATISTICAL problem Innumarate combinations available 

$ Higher probability to find the right 
qualities and capacities 

$ Not democratic 
$ who appoints? 

 

$ democratic 
$ not always right capacities and qualities 
(but not right from whose point of view) 



When is/What makes patient representation legitimate?  

Adapted from Maguire et al, Social Science and Medicine, 2017  

ACTING FOR Taking actions for 

Defending Interests Petitioning/advocacy I explained the relevance as they 
did not understand 

Walking in their shoes “what is it going to mean to them” 

Authorised by Appointed by Informal  

Elected by Formal 

Nominated by As a representative of an 
established group in another 
group 

Acountable to Reporting back to those 
represented 

STANDING FOR Being a small selection of a 
certain group 

SYMBOLIZING Make people aware/reflect about certain 
(patient/disease/condition) groups 

SHARING EXPERIENCE Having the related experience on the condition (rather than 
just being “a non professional” 

STATISTICAL problem Innumarate combinations available 

Some background and (life and/or 
professional) experience is 

necessary 

Simply impossible 



Perfect patient representation is  
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Wasted research and noise generation 

www.european-real-best-practice.org 



Patient engagement/involvement in research 
•  include as members of  

• Steering groups 

• Funding committees 

• Informed consents/understanding 

• Include as co-producers 
• Collect data 

• Analyse data 

• Recruit fellow patients 

• dissemination 

• Interconnect with other organisations they are involved in (networking) 

• Ground research in reality of patient experience 

• Enhance relevance, implementability, impact, legitimacy 

MIND ALSO HERE: WHOSE PERSPECTIVE: PATIENT vs PUBLIC 
Specific individual centric versus common good 



Patient relevant outcomes  patient preferred outcomes 

WHAT (QUALITY OF) SERVICE  
IS  

ACTUALLY PROVIDED 

LISTENING 
INFORMING 
INVOLVING 
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Core Outcome Measures in Effectiveness Trials 
 

www.comet-initiative.org 
Twitter: @COMETinitiative 

Email: info@comet-initiative.org 

 



Irrelevant unstandardised 
outcomes impede meta-analysis 



Adequacy of dialysis: definitions in RCTs: a systematic review 

Steyaert et al, 2017 

Irrelevant 
unstandardised 

outcomes lead to 
Babylonic 

misunderstanding 



Irrelevant 
unstandardised 

outcomes lead to 
incorrect 

information 



Choosing outcomes 

• What if what is measured is not important? 

• What if what is important is not measured? 

• How do we make sure that all important outcomes are covered? 





Patients involved as co-producers in research 
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These are the outcomes of the CKD Standard Set 
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Domains Subdomains Pre-RRT HD PD Tx CC 

Burden of care 
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Survival 

Hospitalization 

Cardiovascular events 

Health & 
Wellbeing 

HRQoL 

Pain 

Fatigue 

Physical function 

Depression 

Daily activity 

Treatment 
specific 

Renal function / eGFR 

Vascular access survival 

PD modality survival 

Malignancy 

Kidney allograft function 

Kidney allograft survival 
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Acute rejection 

Albuminuria 

Bacteraemia 

Peritonitis 

Not measured 
Measured 
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The two-tier implementation model will help to guide implementation and reporting of patient-
centred outcome 
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Health & Wellbeing 

Outcome domain Definition and response options Timing 
Data 

Source 

 

HRQOL 
Pain 
Fatigue  
Physical activity 
Depression 
Daily activity 

 
Pre-RRT, HD, PD, Tx, CC 

SF-36 V2.0 
Or 
RAND-36 
Or 
PROMIS Global Health with PROMIS-29 

HD, PD, CC 6 monthly 
 
Pre-RRT, Tx annually 

Patient 

SF-36/RAND-36/PROMIS: 
• Generic health survey that can be used across age (18 and older), disease and treatment group, as opposed 

to a disease-specific health survey, which focuses on a particular condition or disease 
• Provide scores for individual health domains and two summary scores for overall physical and mental 

component 
• Cross-walk table allows to places to instruments on the same metrics (scale) 

 

Cross-walk table match 
each possible score on 
SF-36 Bodily Pain to a 

PROMIS Pain 
Interference score 
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Patient centered care dilemmas 



Patient centered care dilemmas 

• Do I listen to the patient or to the lungs of the patient? 
(and how does that impact on my KPI?) 
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Patient centered care dilemmas 

• Do Iisten to the patient or to the lungs of the patient? 
• While you register what you are doing, you do not do what 

you are registering 
• As a nephrologist, I am not the psychologist nor the pastoral 

worker or household help, or am I? 
• Do no harm or Do what is best for your patient? 
(or should we keep the patient hostage to keep him safe?  
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