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Why share data?
Big Data
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Defines and Validates Data

& | M » Creates, manages, and searches data

elements and form structures
DATA » Validates research data against the defined

DICTIONARY validation rules

Global Unique Identifier System
# . % » Allows researchers to share data specific to
study participants
» Correlates participants across studies
GUID without exposing personally identifiable
information (P11)

Query, Report and Export Data

ﬁ Of'  Includes locally collected research data
/ (S :
» Includes research data from defined,
QUERY federated sites

NIH)

Center for Information

Technology
Division of Computational
Bioscience

Study Management and Data Submission

LS = « Defines and manages study information
— and access

DATA « Contributes, uploads, and stores the

REPOSITORY research data

* Defines federated data stores

— Clinical Trial / Research
.ﬂ.-| . .
’, |—_ J  Defines electronic case report forms
o » Schedules and collects clinical data

PROFORMS « Exports, analyzes and reports on collected
data

MIPAV Imaging Data Submission
» Image submission tool
e Image analysis tool
IMAGE PROCESSING e 3D Image visualization
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Technology

PDBP/FITBIR
Disease Research Workflow

Prospective

Locked
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submitted View/Analyze
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studies
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S/@ Standardization, Standardization, Standardization m

Technology

Data Dictionary, CDEs, UDEs
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NINDS Common Data Elements
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Restful API

Data Dictionary
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NINDS CDEs / Unique DEs ﬁ— %Nn: ’"jb e @ -
Data Validation Tool
I It] NLM project to expose and
) ) eventually harmonize NIH CDE
efforts
Generic System http://www.nlm.nih.gov/cde
A3



http://www.nlm.nih.gov/cde

% SERVIC,
o i

&
-l'% e
L7
g : LB @ nttps:/dictionary fitbir.nih.gov/portal/dictionary/se O ~ @ C & Search Data Elements : FITB... %
Z 5 e — .
%, File Edit View Favorites Tools Help Centerfoninformation
,Q&y“’JU B = Technology
b EG é] ar e NHY QDCB™ QWBIRSS™ W FITBIRY i PDBP™ 4l NDARY 8 GRDR™ Q0 MIPAV™ J0 NCS™ j§ CDEs™~ |0 CDISC™ Division of Computational
Bioscience
Fedoral S Brain Injury ’ - Welcome Matthew | Log Out
INFORMATICS SYSTEM -
ft Home Workspace ProFoRMS GUID Data Repository Query Account Management
—
= Search Data Elements
Menu
Search Locations « I H
;
Narrow & our search DOWNLOAD ALL 10931 RESULTS
Show entries
Ownership
All Title Variable Name Element Type Creation Date Modified Date Status
() Mine 0-Back Resction
Time Correct zeroback RTC UDE 2014-04-18 2014-D4-16 Draft ~
Answers
Status
[] Dratt 0-Back sccuracy zeroback_ACC UDE 2014-04-22 2014-04-22 Draft
[] Awsiting Publication 1-Back sccurscy oneback_ACC UBE 2014-04-22 2014-04-22 Draft
] Published 1-Back Resction Ti
me_Corract_Answer oneback_RTC UDE 2014-04-22 2014-D4-22 Draft
Hl
Modified Date 2-Beck Accursey twobsck_ACC UDE 2014-04-22 2014-04-22 Draft
2-Bk Reaction Thm o0y T UDE 2014-04-22 2014-04-22 Draft
& Corect Answers =
Element T i
e 2001230 ratio of Snpie b SRR e 2014-04-01 2014-04-01 Published
[] Common Data Element biosample purity o
Unique Data Element 280/220 ratic of 1ple2B0 2
[}t 3 f“”'"‘e S0280Re o 2014-04-D1 2014-04-01 Published
binsampie purity
Disease @ 38-item Short Form
et . Heslth Survey (SF- = i
[ JiAmisiapti Heafih Survey (5P SF38BodyPainScore  COE 2014-04-D1 2014-04-01 e L
Lateral Sclerosis score
D e ol 38-item Short Form
'E"‘-“E;'“'ar: Health Survey (SF-
s 38) - cut time or SFI8CUtTmeWrkAct Awsitin
cut time on utTme c e ] ,., waiting
[] Duchenne work sctivities EmatProbind Lo i Ll Publication
Muscular emotional problems
Dystrophy/Becker indicator
Musculsr 38-item Short Form
Dy=hopy Heslth Survey (SF-
Epiles 36) - cut time on F. i i
[] Epilepsy a8 c'.ul.tlrr.se on SF38CutTimeWrkAct cDE 2014-04-01 2014-04-01 A“{a!_tmg_
[] Friedreich's work sctivities PhyHithind Publication
Ahnta physical hesith
indicator
Population 28-item Short Form
Health Survey (SF- - 8 "
[ Aduit et SFREDIfelWrkActPh oo 2014-04-01 20140401 Awsiting
[] Pedistric i yHithind Publicstion
[] Adult and Pediatric health indicator
[ Preclinical 38-item Short Form v
Heshh Suvey (SF- . R T T A Awsiting
Showing 1 to 25 of 10831 entries First Previous 2 3 4 5 Next Last




N SERVIC,,
o 5. %

W uery across studies e

Q>‘1}-!
Division of Computational
I I I f Bioscience
ederal Interagency Traumatic Brain Injury Research ’ - Wiglcome poolegarcia | LDE Ot

NFORMATICS SYSTEM \

Workspace ProFoRMS GUID Data Dictionary Data Repository m Account Management

1. Search All Data - vour Data 13 farms in 1 stidy
‘ Studies H Forms ‘
CURRENTLY FILTERING STUDIES BY
ResetAll  Search Studies | | Search
ilter studies by Results (2 Studies) Collapse All | Expand All
= Forms Reset Filter [=] Transtorming Research and Clinical Knowledge in Traumatic Brain Injury +  Added
— (TRACK-TEI
TRACK-TBI Surgery_vZ (1) = Principal Investigator: Geoff Manley  Forms in this study: 13

TRACGK-THI Abbreviated Injury Scale_w1 (1) Farms
Track TBI Subject w3 (1} TracKTBI_Surgery +  Added TrackTBI_AIS ~  Added

TRACK-TBI Intensive Care Unit_v1 (13
TrackTBI_Subject +  Added TrackTBI_ICU «  Added

TRACK-TBI CT_w1 (13

TIREARETE e 7SR e () TrackTBI_CT ¥ Added TrackTBI_AssmBaseline ¥ Added

Track-TBI Intracranial Pressure _wl (13

"4 Added

TrackTBI_ICP +  Added TrackTBI_Hospital
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TRACK-TBI Hospital w1 (1)
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