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Rationale

u Research & healthcare produces an enormous amount of dat
u CKSAaS RIOF KI @8&unkss shdradfwve cahngt
develop optimum knowledge, diagnosti@asdtreatments,
while ensuring efficient utilization afcarce resources

u Datasets includéata and metadata relating to phenotypes
ASY2YAO0 O NRQY K& b I T 0 K5 dlidlzhll f
trial data, etc

u Resources includeatient and family material (extracted DNA,
cell lines, pathological samples), technical protocols,
iInformatics infrastructure, and analysmols
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Barriersto Data Sharing

Al Issues
ACrINg securingerabytes
iIcsfor sharing data

Technicabng
e Storing
e Provid

u  EthicalandLegs

e AbsentU haring
e Brid¢ ate networks
e Differt ghalruled policies

u  Cultural iIssy~

e Relu
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Open Accesand Controlled Accesapproaches
are important....

....but other optionsexist, which are
not only useful but arguablyssential
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IRDiIiRC Remote Data Analysis
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IRDiRc Focus on Knowledge & Visualisation
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IRDiRc Find the Data ( catalog approaches)
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IRDIRC Data Discovery
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IRDIR®TriInciples (1)

Sharing and collaborative work

u Informed consent based procedures

u Rapid release of data

u Interoperabllity of data

u Using maximally open access databases

Scientific standards, requirements and regulations

u Projects should adhere to existing standards

u Standard developmentespecially consents, metadata, minimal
content, patient IDs, ontologies & validated biomarkers

u Upon sharing/publication, always citgiliseddatabases &iobanks
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IRDIR®TrINciples (2)

u Guidelines& Policies

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

e Projectsshould adhere to standards endorsedIRDIRC

e Dataproducers acknowledge their responsibilities to
release data rapidly and to publish initial analyses in a
timely manner.

NNNNNNNNNNNNN
EEEEEEEEEEEEEEEEEEEE
OOOOOOOOOO




IRDIRC

INTERNATIONAL
RARE DISEASES RESEARCH
CONSORTIUM

To To To o To Do Io o

Model/StandardConsent clauses

Data standards clearinghouse

Community input to Human Phenotype Ontology
Matchmaker Exchange (v1.0 => v2.0)

Minimum open data conventions

Globallyunique patientIDs

Bio-resource metrics and impact system
Population Controls VarianResource
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