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Basic and continuous medical education is traditionally
oriented to acquire and update scientific knowledge
and skills to recognize and treat medical conditions.

But are there other skills
contributing to improved
patient care?

Visit of the Physician, Gabriel Metsu



Information given at the moment of diagnosis
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| was directed by my doctor(s) to information sources
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Attitude of the doctor while announcing the diagnosi
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Health Related Quality of Life
17% only explained by disease
stage and medication

Depression and (Satisfaction
with the explanation of the
condition at diagnosis”

and “Current feelings of
optimism”) explain 59.7% of
variability



Figure 19">

Schupbach, M. et al. Neurology 2006;66:1811-1816
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Some unexpected outcomes from deep
brain stimulation

Case 1. "Combating the disease gave meaning to my life. | hope that stimulation
will allow me to get on with my life and my projects.” "Now | feel like a machine,
I've lost my passion. | don’t recognize myself anymore." Her family no longer
interested her, she was easily exhausted, and had a loss of vitality (in the
absence of a depressive syndrome), which led her to interrupt all professional
activity. In short, a loss of vitality and a goal in life occurred despite major
improvement of her motor symptoms by STN stimulation.

Case 2. | want to recover my social standing and establish new relationships
outside my couple. During all these years of iliness, | was asleep. Now | am
stimulated, stimulated to lead a different life.” His wife: "Ever since the operation,
| feel lost. Before, when he was sick, we were a perfect couple. Now, he wants
to live the life of a young man, go out, meet new people, all of that is intolerable!
| would rather he be like he was before, always nice and docile!"



2 types of headaches:
Primary: cause unknown

Secondary: identifiable cause

frequence des maux de téte

90%




The doctor’'s message: your tests are all fine, you have
got nothing wrong with you.



Not bad will!

e Unconscious incompetence
e Conscious incompetence

e Conscious competence

e Unconscious competence

Pendleton D et al . The New Consultation, OUP 2003



Expert doctor — expert patient

Dr James Parkinson

Wilhelm von Humboldt

Patients are experts in living with their disease everyday and night,
while medical professionals are experts in the disease.




Expert patient expert in study
design or doctors’ education

Patient education
Medical level
Patient level
communication



@EFNA

{( Eurpean Federation of Newrelogical Rsseciations )

Working for people iving with brain dirorders

European Union of Medical Specialists (UEMS)

Section of Meurology

e, European Board of Neurology (EEN)

A Gumde of zood practice for cooperation between doctors
and Patient Associations for chronic neurological disorders

in Europe.

The present guide was officially lmmchad at the comgrezs of the European Federation of
Newological Societies (ZFINE) in Madnd on Augnst 26% 2008 and will be subject to regular
updating.
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Principles of the cooperation
of doctors and PA

Mutual respect

Mutual independence
handling conflicts of interest
Commitment to partnership



Common aims

Improving communication patient-doctor
Development of information resources

Encouraging development of continuous
care and multidisciplinary teams

Enhancing awareness, reduce stigma
and discrimination

Education and research



It IS possible to perform a scientific
study involving lay organizations and
professionals

| know | know



Eurolight: as follow-upupfd uongig

Over-arching objective -

to provide a justification that
headache should be high amongst
health-care priorities in Europe



Areas where patient
associlations could contribute

Communication and information

|ldentification of the important
aspects of care and quality of life



