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Besides Science and Regulatory Science, Does ‘Patients’ Science Exist ?

How can scientists and regulators take into account… ?

Pain
Feelings
Burden
Fears

Related to

Disease over time
Treatments and adverse effects
Social consequences

Development principles and ethics
How do we define benefits a priori?
Are clinical trials acceptable and useful?
Is a given effect of any benefit?
How acceptable are adverse events ?
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Individuals, Caregivers, Relatives

Associations, organizations (more than one?)

Patients-Experts 

At which stage of a given disease ?

Patients? Who’s that?


