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Rationale 

u Research & healthcare produces an enormous amount of data 

u ¢ƘŜǎŜ Řŀǘŀ ƘŀǾŜ ǎƛƎƴƛŦƛŎŀƴǘ ΨǾŀƭǳŜΩ ς unless shared we cannot 
develop optimum knowledge, diagnostics and treatments, 
while ensuring efficient utilization of scarce resources 

u Datasets include data and metadata relating to phenotypes, 
ƎŜƴƻƳƛŎ ǾŀǊƛŀƴǘǎΣ ƻǘƘŜǊ ΨomicΩ ŘŀǘŀΣ ƴŀǘǳǊŀƭ ƘƛǎǘƻǊƛŜǎΣ clinical 
trial data, etc 

u Resources include patient and family material (extracted DNA, 
cell lines, pathological samples), technical protocols, 
informatics infrastructure, and analysis tools 
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Barriers to Data Sharing 

u Technical and Financial issues 

è Storing, versioning, transfering, securing terabytes 

è Providing the logistics for sharing data 
 

u Ethical and Legal issues 

è Absent/Unclear consent for sharing 

è Bridging public and private networks 

è Different national rules/policies 
 

u Cultural issues 

è Reluctance to share this valuable asset  
(researchers/clinicians/institutions) 
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Open Access and Controlled Access approaches  
are important.... 

 

....but other options exist, which are  
not only useful but arguably essential 
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IRDiRC principles (1) 
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Sharing and collaborative work 
 

u Informed consent based procedures 

u Rapid release of data 

u Interoperability of data 

u Using maximally open access databases 
 

Scientific standards, requirements and regulations 
 

u Projects should adhere to existing standards 

u Standard development - especially consents, metadata, minimal 
content, patient IDs, ontologies & validated biomarkers 

u Upon sharing/publication, always cite utilised databases & biobanks  

 

 



u Guidelines & Policies:  

è Data generated from research projects, including source 
data, should be deposited in appropriate open or 
controlled access public databases. 

è Projects should adhere to standards endorsed by IRDiRC  

è Data producers acknowledge their responsibilities to 
release data rapidly and to publish initial analyses in a 
timely manner.  
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IRDiRC principles (2) 
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Å Model/Standard Consent clauses 

Å Data standards clearinghouse 

Å Community input to Human Phenotype Ontology 

Å Matchmaker Exchange (v1.0 => v2.0) 

Å Minimum open data conventions 

Å Globally unique patient IDs 

Å Bio-resource metrics and impact system 

Å Population Controls Variant Resource 
 


