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Lack of information on rare diseases
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orphanet

Conducted by Orphanet and the
French Society for Emergency
Medicine

Aimed to identify

Information search methods employed
by emergency health care providers

needs of emergency physicians
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orphanet

207 physicians:
/5% had a mixed activity (in and out hospital emerg  ency
system)
63% see 10 000 — 40 000 patients/ year

% of physicians having managed patients with RD
during the past year

53,6% at least 1 patient with a RD
8% more than 10 patients with a RD

Information obtained in 70%
Information changed patient management in 42%
Information prevented complications in 12 %
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orphanet

91% of the responders whish a personal
emergency card carried by the patient and
containing individualized information

/4% of the responders whish to access
emergency guidelines online for RD
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Recommendafions in cose
of medical emergency
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Emergency guidelines online
« Orphanet Urgences »

A steering committee
Establish the methodology
Establish the priority list of diseases

A standardised layout
Homogeneous presentation of the guidelines sheets

A production process
Guidelines produced by the referecnce centres on RD
the specific patients ' organisations

Validation by emergency medicine learned societies
Coordination and editing process leaded by Orphanet
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The steering commitee
French Society of Emergency medicine (SFMU)
Samu de France
French Society of Paediatrics ( SFP)
French National Society of internal medicine (SNFM 1)
Alliance maladies rares
Fédération des maladies orphelines
French muscular dystrophy association ( AFM)
French National Health Authority (HAS)
Directorate General for health (DGS)

Orphanet

DE FRANCE




Standardised layout

Short description of the disease
Specific page for the medical dispatcher ( SAMU)

Guidelines for emergency situation

emergency situations

drugs precautions

anaesthetic precautions

complementary guidelines for hospitalisation

organ donation specificities

emergency call number and centres of reference

bibliographic references



The production process

(center of reference>
@tient organisations)

@ergency physician9







