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A	  Swedish	  cohort	  study	  collabora3on	  for	  the	  explora3on	  	  

of	  risk	  factors	  for	  uncommon	  diseases	  



Progress	  of	  the	  pilot	  study	  

MetaHealth	  proposed	  at	  EpiHealth	  mee3ng	  in	  Skanör	  in	  May	  2010	  

Development	  of	  subarachnoid	  hemorrhage	  research	  proposal	  in	  2010	  

Iden3fica3on	  and	  invita3on	  of	  cohorts	  during	  2011	  

Ethics	  applica3on	  and	  approval	  during	  Q1+Q2	  2012	  

Data	  collec3on	  from	  cohorts	  during	  2012-‐2013	  

Linkage	  to	  SoS	  &	  SCB	  for	  5	  cohorts	  during	  2013-‐2014	  

Data	  harmonisa3on	  during	  2013-‐2014	  

Sta3s3cal	  analyses	  during	  Q3+Q4	  2014	  

DraPing	  of	  manuscripts	  during	  Q1+Q2	  2015	  

Evalua3on	  of	  pilot	  study	  Q1+Q2	  2015	  

Planning	  of	  new	  infrastructure	  Q2	  2015	  
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VR	  2015:	  Swedish	  Cohort	  Consor.um	  infrastructure	  applica3on	  

Possibili2es	  

Enable	  ground-‐breaking	  research	  that	  is	  otherwise	  impossible	  

Decrease	  resource	  waste	  (3me,	  costs,	  data,	  biomaterial)	  

Facilitate	  true	  collabora3on	  

	  

Challenges	  

Increase	  availability	  without	  decreasing	  integrity	  

Secure	  representa3on	  from	  all	  cohorts	  and	  all	  universi3es	  

Secure	  ethicolegal	  aspects	  



www.maelstrom-‐research.org	  
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