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Objectives & Means

= Objectives
- monitoring the epidemiology of rare diseases

- assessing medical activity
- setting up national protocols of care

= Web Information System

- Data Collection
- Data Management: validation, reorganization
- Data Analysis




Web Information System: components
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Data collection

= Networking professionals

- Structural coordination

#= National level. Reference centres
# | ocal level: Competence centres

- Functional coordination

# National coordinator per centre
® | ocal correspondents

= Organizational aspects

- Gaining professionals’ adhesion
- Providing accompaniment and support




CEMARA Professional Network




Data collection



Data collection



Network n-tier architecture
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Data exchange — XML scheme



Data collection



CEMARA UML Scheme

Core data set

Petals

Thesauri



Data management



Thesauri : a collaborative work




Data management



Centre and data confidentiality




CEMARA honeycombed protection of
nominative data
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Data management



Data management






From data to knowledge
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Reporting: Example from the SIGNe



