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Abstract The  European  registry  and  network  for  Intoxication  type  Metabolic

Diseases (E-IMD) has been co-funded by the European Union (via the
European Agency for  Health  and Consumers [EAHC];  agreement no.
2010 12 01) from 1st January 2011 to 30th April 2014, in the framework
of the Health Programme 2008-2013.
E-IMD  has  established  a  patient-based  registry  (https://www.eimd-
registry.org) including comprehensive basic and follow-up data of more
than 1100 patients with organic acidurias (more than 700) or urea cycle
disorders (more than 400), has published evidence based clinical care
guidelines  and  original  research  articles  for  these  diseases,  has
established a website as major instrument for dissemination including
the provision of  electronic  information brochures for patients,  families
and  healthcare  professionals  in  different  languages  (http://www.e-
imd.org) and provides data for post-authorization safety studies (PASS)
of orphan drugs, among other activities.
After the EU funding period has ended, E-IMD Partners and Members
have  continued  with  these  activities  within  the  legal  framework  of  a
collaboration agreement, sustaining the E-IMD network, its instruments
and activities as a scientific consortium encompassing over 40 metabolic
expert centers throughout Europe and worldwide.
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Fechas de ejecución del proyecto 01/01/2011-30/04/2014
E-IMD  has  been  funded  by  the  European  Commission  through  its  Public
Health and Consumer Protection Directorate (DG SANCO), PHEA programme

   
Enlaces: http://www.e-imd.org/en/index.phtml
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