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Outline 

• Producing experience-based knowledge 

• The entanglement of experiential knowledge and 
medical/scientific knowledge 

• From experience to evidence 



Collecting testimonies for support activities 
Hypersupers’ elaboration of the standard pathway of a child with ADHD 



Shaping patients’ testimonies for advocacy 

“Thanks to this operation, we hope to 
accomodate everybody’s needs and to 
collect precise information on the 
schooling difficulties encountered by our 
children, so that to bring back to the 
authorities the real problems to which 
we are confronted, and the efforts that 
are still necessary in order to make 
school an opportunity for all.”  



Conducting surveys on unexplored issues 



Juxtaposing different species of data and analysis 

Quantitative  
data 

Qualitative analysis  
of testimonies 

Quali-quantitative 
treatment 

Testimonies 



Medical/scientific knowledge fuels 
experiential knowledge 
• Circulating scientific literature on internet groups 
of childbirth activists 

• Medical/scientific knowledge are embedded into 
the “on-going” discussion within internet groups 



Experiential knowledge transforms medical 
paradigms 

Patients’  detailed 
observations on 
treatments 



Patients’ observations on clinical pictures of diseases 

Parents put 
22q11 deletion 
syndrome in 
relation with 
schizophrenia 



Assembling different corpus of knowledge 
A multitude of symptoms 
Similar but all different! (…) An infinite 
variety of clinical pictures, some with 
several severely affected organs, 
others being diagnosed very late 
because of a lack of signs. 
•  Cardiopathies affect 75% patients 
•  Palate abnormalities 95% 
•  Learning disabilities 90% 
•  Reduced immunity 75% 
•  Persistant hypercalcemia 50% 
•  Feeding difficulties 30% 
•  Affected kidneys 37% 
•  Hard of hearing 30% 
(…) 
 



Turning experiential knowledge into evidence for 
grounding solutions to patients’ problems 

International classification of functions, disabilities and health (WHO, 2007) 
Specific development disorders affecting attention and executive functions  
Types and 
subtypes of 
Impairments 

Specific cognitive 
functions: 
•  Attention  
•  Memory  
•  Psychomotor 

functions 

 

Types of activity 
limitations and 
participation restrictions  

Subtypes of activity limitations and 
restrictions  

Acquisition and 
mobilization of knowledge  

•  Basic learning (reading, writing, 
calculating, complex know-how) 

•  Mobilization of knowledge 

General tasks •  Undertaking a unique task undertaking 
multiple tasks  

•  Performing daily like routines 
•  Coping with stress 
•  Controlling one’s behaviour 

Mobility •  Controlling one’s movements 
•  Fine motor skills 

Domestic tasks •  Meals preparation 
•  Housekeeping 

Social interactions •  Basic social interactions 
•  Relation with people in position of authority 
•  Relation with peers 



Reporting experiential knowledge for the 
conduct of healhcare policies 

Génération 22,  
a key partner 
for Centres of 
reference  



Recombining experiential knowledge 
across conditions for raising new issues 

Alliance between 
patients’ organisations 
concerned with 
autoimmune diseases in 
the fight against fatigue, 
depression and 
pregnancy problems 
 



Concluding remarks on “evidence-based activism” 

• The rationale for evidence-based activism: what 
should count as relevant evidence in light of 
patients’ experience? 

• Neither evidence nor experiential knowledge 
are givens 


