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Timeline of NIH Generalist Repository Activities

2018

2019
2020

2021
2022

First NIH Strategic 
Plan for Data 
Science (June 2018)

NIH Figshare 
pilot (July 2019-
2020)

NIH Workshop: 
Establishing a FAIR 
Biomedical Data 
Ecosystem 
(February 2020)

Generalist 
Repository 
Ecosystem Initiative 
(GREI) launched
(January 2022)
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2023
NIH Data 
Management 
& Sharing 
Policy



2018 NIH Strategic Plan for Data Science 
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2018 Guidance: Repositories for Biomedical 
Data Sharing

NIH encourages researchers to share data using DOMAIN-
SPECIFIC REPOSITORIES when available.

When domain-specific data repositories are not available, NIH is 
developing options to support data sharing.

STRIDES Cloud Partners

• Store and manage large 
scale, high priority NIH 
datasets. (Partnership with 
STRIDES)

• Assign Unique Identifiers, 
implement authentication, 
authorization and access 
control.

High Priority Datasets petabytes

• PMC stores publication-related 
supplemental materials and 
datasets directly associated 
publications. Up to 2 GB.

• Generate Unique Identifiers for 
the stored supplementary 
materials and datasets.

Datasets up to 2 gigabytes

PubMed Central Use of commercial and 
non-profit repositories

Datasets up to 20*gigabytes

• Assign Unique Identifiers to 
datasets associated with 
publications and link to 
PubMed. 

• Store and manage datasets 
associated with publication, up 
to 20* GB.
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Data Archipelago, not a Landscape
NIH needed to: 
• Find additional data sharing solutions to build out the data ecosystem
• Understand the potential role of the rapidly growing Generalist Repositories

Established a one-year 
pilot to investigate the 
potential of Generalist 
Repositories 



Opportunities: 
Generalist Repositories & NIH
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2019 Figshare Pilot
• Pilot a data sharing platform to enable NIH 
funded researchers to easily share data that was 
generated from NIH support.

• For research that did not have an alternative 
venue through which to share publication-
related data.

• Enable the NIH to better understand the 
patterns of data sharing by the researchers it 
funds.

• Allowed storage of datasets, spreadsheets, 
multimedia, but NOT posters, slides or preprints.

• Increased funding metadata and QC support.
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NIH Figshare Pilot – Key Takeaways

• Generalist repositories are growing – more researchers are depositing data and
more publications are linking to generalist repositories.

• Researchers need more education and guidance – where to publish data and
how to describe datasets in metadata fields effectively.

• Metadata enhancement enables greater discoverability – metrics indicate
greater access but need longer time scale to observe data reuse.

• There is a clear need for the services that repositories like Figshare provide –
researchers have data (and other materials) that they want to share but there
are not suitable repositories.



2020 Generalist Repository Workshop

• Establishing a FAIR Biomedical Data Ecosystem: Role of Generalist and
Institutional Repositories to Enhance Data Discoverability and Reuse (February
2020)

• Highlighted the breadth and depth of activities of generalist and institutional
repositories in supporting biomedical researchers and biomedical data

https://datascience.nih.gov/data-ecosystem/nih-data-repository-workshop-summary

https://datascience.nih.gov/data-ecosystem/nih-data-repository-workshop-summary


2020 Generalist Repository Workshop

• Coopetition: A vibrant repository community includes 
participants in industry, academia, and government

• Value line to determines where to compete on services 
and when to collaborate.

• Following the workshop, generalist repositories worked 
together to develop a summary of repository capabilities 
to establish the “coopetition” framework.



2022: Generalist Repository 
Ecosystem Initiative (GREI)

• GREI is intended to supplement the domain-
specific data repositories that are critical 
components of the NIH biomedical data 
ecosystem for data sharing.

• GREI repositories are identifying and 
implementing collaborative activities: shared 
metadata for improved discoverability, 
inclusion of funding and grant information, etc.

• GREI aims to make it easier to find and reuse 
NIH-funded data.
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NIA & Generalist Repositories
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Who is NIA?

• NIA is the third largest NIH Institute ($4.4B in FY23)

• Supports a broad range of science: the breadth of science from across NIH: basic 
(molecular cellular and genetic), clinical, behavioral, epidemiological, and therapeutics.  
• NIA leads a broad scientific effort to understand the nature of aging and to extend the 

healthy, active years of life. 
• Dedicated funding to support research on NIA Alzheimer's Disease (AD) and related 

dementias (ADRD).

• In addition to NIA’s Intramural Research Program in Bethesda and Baltimore. NIA and 
NINDS support NIH Intramural Center for Alzheimer’s and Related Dementias (CARD).
• CARD seeks to advance AD/ADRD research through a data-driven and collaborative approach 

that emphasizes robust, replicable findings and cooperative progress over individual success.
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Challenges to NIA Data Sharing

• Diversity of NIA research makes it challenging to also identify and support 
domain-specific repositories.

• NIA-supported data repositories and knowledgebases:
https://www.nia.nih.gov/research/data-sharing-resources-researchers
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Challenges to NIA Data Sharing

• NIA encourages the use of domain-specific repositories (supported by NIA, 
where possible, otherwise other repositories that align with the Key 
Characteristics).

• But Generalist Repositories will play an important role to:
• Provide a FAIR repository when no specialized repositories exist
• Facilitate in connecting datasets across multiple repositories, for projects that generate 

diverse data types.

• As DMS Policy gets implemented, we anticipate increased use of all repositories 
(including GREI) and improved and more consistent metadata at all repositories to 
support easier discovery and access … to realize the FAIR biomedical data ecosystem.

• Future Challenge: ensuring that NIA-supported data is not only Findable and 
Accessible but is also truly Interoperable and Reusable!

15



Thank you!

Jennie.Larkin@NIH.gov 

16

mailto:Jennie.Larkin@NIH.gov

	Evolution of the Biomedical Data Repository Ecosystem�the role of generalist repositories
	Timeline of NIH Generalist Repository Activities
	2018 NIH Strategic Plan for Data Science 
	2018 Guidance: Repositories for Biomedical Data Sharing
	Data Archipelago, not a Landscape
	Opportunities: �Generalist Repositories & NIH
	2019 Figshare Pilot
	NIH Figshare Pilot – Key Takeaways
	2020 Generalist Repository Workshop
	2020 Generalist Repository Workshop
	2022: Generalist Repository �Ecosystem Initiative (GREI)
	NIA & Generalist Repositories
	Who is NIA?
	Challenges to NIA Data Sharing
	Challenges to NIA Data Sharing
	Thank you!��Jennie.Larkin@NIH.gov 


<<

  /ASCII85EncodePages false

  /AllowTransparency false

  /AutoPositionEPSFiles true

  /AutoRotatePages /All

  /Binding /Left

  /CalGrayProfile (Dot Gain 20%)

  /CalRGBProfile (Adobe RGB \0501998\051)

  /CalCMYKProfile (None)

  /sRGBProfile (sRGB IEC61966-2.1)

  /CannotEmbedFontPolicy /Warning

  /CompatibilityLevel 1.6

  /CompressObjects /Tags

  /CompressPages true

  /ConvertImagesToIndexed true

  /PassThroughJPEGImages true

  /CreateJobTicket false

  /DefaultRenderingIntent /Default

  /DetectBlends true

  /DetectCurves 0.0000

  /ColorConversionStrategy /LeaveColorUnchanged

  /DoThumbnails false

  /EmbedAllFonts true

  /EmbedOpenType true

  /ParseICCProfilesInComments true

  /EmbedJobOptions true

  /DSCReportingLevel 0

  /EmitDSCWarnings false

  /EndPage -1

  /ImageMemory 1048576

  /LockDistillerParams false

  /MaxSubsetPct 100

  /Optimize true

  /OPM 1

  /ParseDSCComments true

  /ParseDSCCommentsForDocInfo true

  /PreserveCopyPage true

  /PreserveDICMYKValues true

  /PreserveEPSInfo true

  /PreserveFlatness false

  /PreserveHalftoneInfo false

  /PreserveOPIComments false

  /PreserveOverprintSettings true

  /StartPage 1

  /SubsetFonts true

  /TransferFunctionInfo /Apply

  /UCRandBGInfo /Preserve

  /UsePrologue false

  /ColorSettingsFile ()

  /AlwaysEmbed [ true

  ]

  /NeverEmbed [ true

  ]

  /AntiAliasColorImages false

  /CropColorImages false

  /ColorImageMinResolution 300

  /ColorImageMinResolutionPolicy /OK

  /DownsampleColorImages true

  /ColorImageDownsampleType /Bicubic

  /ColorImageResolution 300

  /ColorImageDepth -1

  /ColorImageMinDownsampleDepth 1

  /ColorImageDownsampleThreshold 1.50000

  /EncodeColorImages true

  /ColorImageFilter /DCTEncode

  /AutoFilterColorImages true

  /ColorImageAutoFilterStrategy /JPEG

  /ColorACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /ColorImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000ColorACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000ColorImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasGrayImages false

  /CropGrayImages false

  /GrayImageMinResolution 300

  /GrayImageMinResolutionPolicy /OK

  /DownsampleGrayImages true

  /GrayImageDownsampleType /Bicubic

  /GrayImageResolution 300

  /GrayImageDepth -1

  /GrayImageMinDownsampleDepth 2

  /GrayImageDownsampleThreshold 1.50000

  /EncodeGrayImages true

  /GrayImageFilter /DCTEncode

  /AutoFilterGrayImages true

  /GrayImageAutoFilterStrategy /JPEG

  /GrayACSImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /GrayImageDict <<

    /QFactor 0.15

    /HSamples [1 1 1 1] /VSamples [1 1 1 1]

  >>

  /JPEG2000GrayACSImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /JPEG2000GrayImageDict <<

    /TileWidth 256

    /TileHeight 256

    /Quality 30

  >>

  /AntiAliasMonoImages false

  /CropMonoImages false

  /MonoImageMinResolution 1200

  /MonoImageMinResolutionPolicy /OK

  /DownsampleMonoImages true

  /MonoImageDownsampleType /Bicubic

  /MonoImageResolution 1200

  /MonoImageDepth -1

  /MonoImageDownsampleThreshold 1.50000

  /EncodeMonoImages true

  /MonoImageFilter /CCITTFaxEncode

  /MonoImageDict <<

    /K -1

  >>

  /AllowPSXObjects false

  /CheckCompliance [

    /None

  ]

  /PDFX1aCheck false

  /PDFX3Check false

  /PDFXCompliantPDFOnly false

  /PDFXNoTrimBoxError true

  /PDFXTrimBoxToMediaBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXSetBleedBoxToMediaBox true

  /PDFXBleedBoxToTrimBoxOffset [

    0.00000

    0.00000

    0.00000

    0.00000

  ]

  /PDFXOutputIntentProfile ()

  /PDFXOutputConditionIdentifier (CGATS TR 001)

  /PDFXOutputCondition ()

  /PDFXRegistryName (http://www.color.org)

  /PDFXTrapped /False



  /CreateJDFFile false

  /Description <<

    /ENU ([Based on '[High Quality Print]'] Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)

  >>

  /DisplayDocTitle true

  /Namespace [

    (Adobe)

    (Common)

    (1.0)

  ]

  /OtherNamespaces [

    <<

      /AsReaderSpreads false

      /CropImagesToFrames true

      /ErrorControl /WarnAndContinue

      /FlattenerIgnoreSpreadOverrides false

      /IncludeGuidesGrids false

      /IncludeNonPrinting true

      /IncludeSlug false

      /Namespace [

        (Adobe)

        (InDesign)

        (4.0)

      ]

      /OmitPlacedBitmaps false

      /OmitPlacedEPS false

      /OmitPlacedPDF false

      /SimulateOverprint /Legacy

    >>

    <<

      /AddBleedMarks false

      /AddColorBars false

      /AddCropMarks false

      /AddPageInfo false

      /AddRegMarks false

      /BleedOffset [

        0

        0

        0

        0

      ]

      /ConvertColors /NoConversion

      /DestinationProfileName ()

      /DestinationProfileSelector /NA

      /Downsample16BitImages true

      /FlattenerPreset <<

        /PresetSelector /MediumResolution

      >>

      /FormElements false

      /GenerateStructure true

      /IncludeBookmarks true

      /IncludeHyperlinks true

      /IncludeInteractive false

      /IncludeLayers false

      /IncludeProfiles true

      /MarksOffset 6

      /MarksWeight 0.250000

      /MultimediaHandling /UseObjectSettings

      /Namespace [

        (Adobe)

        (CreativeSuite)

        (2.0)

      ]

      /PDFXOutputIntentProfileSelector /DocumentCMYK

      /PageMarksFile /RomanDefault

      /PreserveEditing true

      /UntaggedCMYKHandling /LeaveUntagged

      /UntaggedRGBHandling /UseDocumentProfile

      /UseDocumentBleed false

    >>

    <<

      /AllowImageBreaks true

      /AllowTableBreaks true

      /ExpandPage false

      /HonorBaseURL true

      /HonorRolloverEffect false

      /IgnoreHTMLPageBreaks false

      /IncludeHeaderFooter false

      /MarginOffset [

        0

        0

        0

        0

      ]

      /MetadataAuthor ()

      /MetadataKeywords ()

      /MetadataSubject ()

      /MetadataTitle ()

      /MetricPageSize [

        0

        0

      ]

      /MetricUnit /inch

      /MobileCompatible 0

      /Namespace [

        (Adobe)

        (GoLive)

        (8.0)

      ]

      /OpenZoomToHTMLFontSize false

      /PageOrientation /Portrait

      /RemoveBackground false

      /ShrinkContent true

      /TreatColorsAs /MainMonitorColors

      /UseEmbeddedProfiles false

      /UseHTMLTitleAsMetadata true

    >>

  ]

>> setdistillerparams

<<

  /HWResolution [2400 2400]

  /PageSize [612.000 792.000]

>> setpagedevice






Accessibility Report





		Filename: 

		Larkin_JW_SH_SG.pdf









		Report created by: 

		



		Organization: 

		







[Enter personal and organization information through the Preferences > Identity dialog.]



Summary



The checker found no problems in this document.





		Needs manual check: 2



		Passed manually: 0



		Failed manually: 0



		Skipped: 1



		Passed: 29



		Failed: 0







Detailed Report





		Document





		Rule Name		Status		Description



		Accessibility permission flag		Passed		Accessibility permission flag must be set



		Image-only PDF		Passed		Document is not image-only PDF



		Tagged PDF		Passed		Document is tagged PDF



		Logical Reading Order		Needs manual check		Document structure provides a logical reading order



		Primary language		Passed		Text language is specified



		Title		Passed		Document title is showing in title bar



		Bookmarks		Passed		Bookmarks are present in large documents



		Color contrast		Needs manual check		Document has appropriate color contrast



		Page Content





		Rule Name		Status		Description



		Tagged content		Passed		All page content is tagged



		Tagged annotations		Passed		All annotations are tagged



		Tab order		Passed		Tab order is consistent with structure order



		Character encoding		Passed		Reliable character encoding is provided



		Tagged multimedia		Passed		All multimedia objects are tagged



		Screen flicker		Passed		Page will not cause screen flicker



		Scripts		Passed		No inaccessible scripts



		Timed responses		Passed		Page does not require timed responses



		Navigation links		Passed		Navigation links are not repetitive



		Forms





		Rule Name		Status		Description



		Tagged form fields		Passed		All form fields are tagged



		Field descriptions		Passed		All form fields have description



		Alternate Text





		Rule Name		Status		Description



		Figures alternate text		Passed		Figures require alternate text



		Nested alternate text		Passed		Alternate text that will never be read



		Associated with content		Passed		Alternate text must be associated with some content



		Hides annotation		Passed		Alternate text should not hide annotation



		Other elements alternate text		Passed		Other elements that require alternate text



		Tables





		Rule Name		Status		Description



		Rows		Passed		TR must be a child of Table, THead, TBody, or TFoot



		TH and TD		Passed		TH and TD must be children of TR



		Headers		Passed		Tables should have headers



		Regularity		Passed		Tables must contain the same number of columns in each row and rows in each column



		Summary		Skipped		Tables must have a summary



		Lists





		Rule Name		Status		Description



		List items		Passed		LI must be a child of L



		Lbl and LBody		Passed		Lbl and LBody must be children of LI



		Headings





		Rule Name		Status		Description



		Appropriate nesting		Passed		Appropriate nesting










Back to Top



