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Open Data

ÅOpennessof dataïa qualitystandardïvital partof PREMIER

ÅNeededfor transparency, reproducibilityandre-use

ÅData sharingïmanyhindrances

ÅNon-existingstandardswithin manyfieldsof biomedicalresearch
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Mega-Repositories

ÅUndocumentedĂdatadumpsñ

ÅLimited qualitycontrol, consistency

problems

ÅOftennot linked to original research

paper

ÅHow to re-analyse ?

https://library.medicine.yale.edu/blog/do-not-let-excel-deplete-your-gene-list
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FAIR dataprinciples

ÅSet of guidingprinciples

ÅEachpointhas3-4 quality levels

ÅFirst established2015

ÅData FAIRnessembracedby governmentsandadoptedfunding

bodies(EC, NIH, G20)
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FAIR is NOT a standard

ÅDefinition of goals

ÅDo not definehow to achieveFAIRnessof researchdata

ÅFAIR is not equalto open (accessibleunderwell-defined

conditions)

ÅWide (mis)interpretationof dataFAIRness
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General issueshinderingdatare-usein Life Science

ÅToomanyidentifiersfor thesame concept

ÅFree textdescriptionsof methodologies

ÅNo standardsymbolesor variables for measurements

ÅNo onesizeïfits all approach



U N I V E R S I T Ä T S M E D I Z I N   B E R L I N 7

How to achievedata FAIRnessin biomedical

research?

?



U N I V E R S I T Ä T S M E D I Z I N   B E R L I N 8

http://fairmetrics.org/

Top Down: Frameworks for RDM

www.scienceeurope.org/
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How did clinicianssolvethestandardproblem?

ÅCommon Data Elements (CDEs)

ïAre standardized key terms or concepts 

ïDevelopedby theNIH for clinical researchandpatientregistries

ïTo improvedataquality & comparisonfrom multiple studiesand

electronic healthrecordsacrosssitesandtime

Åfurther subdivided: Core, Supplemental - Highly Recommended, 

Supplemental, or Exploratory

Name of

CDE

Definition Query / 

Instructions

Provenance Value Set Resource

Link

SocietalSex Text 

designations 

that identify 

gender.

Self-

identified

gender.

This value 

set is from 

Health Level 

Seven 

International 

Table 0001

Ambiguous; Female; Male; 

Not applicable; Other; 

Unknown; Male-to-female 

transsexual; Female-to-male 

transsexual

GRDR

https://www.nlm.nih.gov/cde/summaries.html
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CDEs ïorganizedin repository& specialtysites

ÅPermits harmonizationacrossdiverse areas; linking to other

existingstandardsandterminologies(cancer, rare diseases,low

back pain..)

ÅSubfieldsdevelopeddisease-specificCDEs

https://commondataelements.ninds.nih.govhttps://cde.nlm.nih.gov
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Requirementsfor preclinicalCDEs

ÅUsefulfor standardizationof how experimental detailsand

proceduresarereported

ÅWide adoptionwithin a communityandacrossothers

ÅAcceptedaskeyvariables in field-specificdatabases

ÅLevel of translatability(correlationwith human CDEs)
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éshallnot furtherstandardizetestprocedures

PreclinicalCommon Data Elements

But standardizethenecessarydescriptions
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PreclinicalCommon Data Elements in TBI

ÅTBI-PreclinicalWorking Group 

Å40-50 researchersorganizedinto 3 sub-workinggroups
ïGeneral Health /Affective Disturbance (Depression/Anxiety/Social 

Interaction)

ïCognitionandMotor (Learning/Memory/Sensory/Motor)

ïLarge Animal Models (Behavior)

ÅSubclassificationïsimilar to CDE

ÅSupport: NINDS CDE Team
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Organizationof pCDE

PresentationTerms

CylinderTest

The pCDEsets can be 

used as the building 

blocks for study data 

collection forms. 


