
Disappearing Data: 
Concerns, Implications, & 

Resiliencies

Sara Curran (scurran@uw.edu): Research Resilience Panel (5/19/25)

mailto:scurran@uw.edu


Overview & Purpose

Part 1.
• Sketch of the issues as they relate to research (at this time)
• Provide some current tools and support for 

sustaining/recovering/re-using/re-purposing data 
• Discussion with panelists and audience: Additional concerns? 

Additional support? 
Part 2.
• Faculty Leadership Panel Reflects on the Challenges and 

Approaches for Resiliencies
• Moderated Discussion with Audience



Concerns
Known concerns (on again/off again caveat):

• Federal  (tax-payer funded) data removed from platforms or 
access eliminated (e.g. NCES 6/25)

• Federal data no longer collected 

• surveys stopped  e.g. CDC PRAMS, NSDUH, NOAA)

• classifications of categories changed or eliminated (e.g. 
gender measures)

• Scientific input on Federal data and research restricted or 
eliminated (e.g. CSAC cancelled)

• Research cancelled and resulting data and research not 
generated for public information (e.g. cancellation of SSA 
research networks)

Future concerns:

• Changes to Civil Service Code (OPM) politicizes federal 
statistical management

• Federal  data systems no longer able to protect privacy of 
individuals and communities 

• Federal data changed for non-scientific reasons

• Lack of scientific review, oversight, input significantly reduces 
data quality 



Public Implications

Loss of critical information hampers good government and 
business planning

Loss of taxpayer-funded information harms health, disaster 
preparedness, etc.

Distributed, digital archive system of Federal  libraries program 
reveals weaknesses in research repositories system for all



Some…. 
Research Implications

UW CSDE’s links Proton

https://guides.lib.uw.edu/research/federaldataaccess  

https://csde.washington.edu/news-events/data-access-since-administrative-transition/
https://docs.proton.me/doc?mode=open-url&token=GHMVVTD81G&linkId=ZhJBCDRbxCQscDVmoKAMEZ9JntkWtJSYrekq90lsjXYRUdiM_YRauUtKe9QfJmU1sdPgIT04fTfalHqLPN4ujA%3D%3D
https://guides.lib.uw.edu/research/federaldataaccess


iAssist

RDAP – Research Data Access and 
Preservation

Data Curation Network

https://iassistdata.org/?utm_source=substack&utm_medium=email
https://rdapassociation.org/?utm_source=substack&utm_medium=email
https://rdapassociation.org/?utm_source=substack&utm_medium=email
https://rdapassociation.org/?utm_source=substack&utm_medium=email
https://rdapassociation.org/?utm_source=substack&utm_medium=email
https://datacurationnetwork.org/?utm_source=substack&utm_medium=email


URL: 
https://www.datarescueproject.org/data-
rescue-
tracker/?utm_source=substack&utm_med
ium=email 

https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email
https://www.datarescueproject.org/data-rescue-tracker/?utm_source=substack&utm_medium=email


Research Repositories:
Not yet a long-term solution

• Reuse and Replication Resource=Re3

• re3data is currently the most comprehensive source of information on 
research data repositories, with more than 3000 records

• D Strecker, H Pampel, R Schabinger, NL Weisweiler (2023) 
“Disappearing repositories: Taking an infrastructure perspective on the 
long-term availability of research data.” Quantitative Science Studies; 4 
(4): 839–856. https://doi.org/10.1162/qss_a_00277

• 6.2% of all repositories listed in re3data were shut down. The 
median age of a repository when shutting down was 12 years

• Shutdown strategies (47% have no strategy): 
• Maintain limited access to data (for example via a simple 

FTP interface)
• data migration (transferring data custody to another 

repository).

• Burden of infrastructure maintenance and data preservation is currently 
placed on individual repositories alone

https://doi.org/10.1162/qss_a_00277


Research Implications & 
Resiliency Efforts
• Disruption of critical lines of scientific inquiry

• Reliance on replication and reuse, as opposed to relying 
on recent or future data availability 

• scientific reviews may not appreciate

• More infrastructure required for independent and/or 
shared repositories for stability and reliability

• Renewed efforts to reclaim public trust in data and 
research

• Need for new sources of data outside of Federal 
government

• Very expensive and complex infrastructure required

• New extension of innovative data collection (used for 
hard-to-reach pop or rare species) for broader purposes

• RDS, mobile app surveys, remote sensing satellite info, other 
surveillance  



Additional References

https://www.404media.co/archivists-work-to-

identify-and-save-the-thousands-of-datasets-

disappearing-from-data-gov/

https://www.justsecurity.org/107087/tracker-

litigation-legal-challenges-trump-

administration/ https://www.cdc.gov/hiv-

data/about/index.html

https://www.404media.co/archivists-work-to-
identify-and-save-the-thousands-of-datasets-

disappearing-from-data-gov/ 

No single organization monitoring and some 
things disappear and then reappear. There is 
one major court case regarding public health 

data (Doctors for America v. OMB et al.), 
which has so far resulted in a TRO that 

required the administration to maintain some 
websites 

(https://www.justsecurity.org/107087/tracker-
litigation-legal-challenges-trump-

administration/; https://www.cdc.gov/hiv-
data/about/index.html).

https://www.404media.co/archivists-work-to-identify-and-save-the-thousands-of-datasets-disappearing-from-data-gov/
https://www.404media.co/archivists-work-to-identify-and-save-the-thousands-of-datasets-disappearing-from-data-gov/
https://www.404media.co/archivists-work-to-identify-and-save-the-thousands-of-datasets-disappearing-from-data-gov/
https://urldefense.com/v3/__https:/www.justsecurity.org/107087/tracker-litigation-legal-challenges-trump-administration/__;!!K-Hz7m0Vt54!icqGQDwPbuhdNfMdkwtF_4SbYN1OMIOtHEql_nlXpqYU7s2SScM4am40h6M7Yh1K34Hreor2HKs4$
https://urldefense.com/v3/__https:/www.justsecurity.org/107087/tracker-litigation-legal-challenges-trump-administration/__;!!K-Hz7m0Vt54!icqGQDwPbuhdNfMdkwtF_4SbYN1OMIOtHEql_nlXpqYU7s2SScM4am40h6M7Yh1K34Hreor2HKs4$
https://urldefense.com/v3/__https:/www.justsecurity.org/107087/tracker-litigation-legal-challenges-trump-administration/__;!!K-Hz7m0Vt54!icqGQDwPbuhdNfMdkwtF_4SbYN1OMIOtHEql_nlXpqYU7s2SScM4am40h6M7Yh1K34Hreor2HKs4$
https://urldefense.com/v3/__https:/www.cdc.gov/hiv-data/about/index.html__;!!K-Hz7m0Vt54!icqGQDwPbuhdNfMdkwtF_4SbYN1OMIOtHEql_nlXpqYU7s2SScM4am40h6M7Yh1K34HreqFSFELB$
https://urldefense.com/v3/__https:/www.cdc.gov/hiv-data/about/index.html__;!!K-Hz7m0Vt54!icqGQDwPbuhdNfMdkwtF_4SbYN1OMIOtHEql_nlXpqYU7s2SScM4am40h6M7Yh1K34HreqFSFELB$


Additional References

U.S. Government Data Purge (Brookings)

https://www.brookings.edu/articles/the-us-government-

data-purge-is-a-loss-for-policymaking-and-

research/?utm_source=substackutm_medium=email

U.S. Government Data Purge (Brookings)

https://www.brookings.edu/articles/the-us-government-
data-purge-is-a-loss-for-policymaking-and-

research/?utm_source=substack&utm_medium=email

https://www.brookings.edu/articles/the-us-government-data-purge-is-a-loss-for-policymaking-and-research/?utm_source=substack&utm_medium=email
https://www.brookings.edu/articles/the-us-government-data-purge-is-a-loss-for-policymaking-and-research/?utm_source=substack&utm_medium=email
https://www.brookings.edu/articles/the-us-government-data-purge-is-a-loss-for-policymaking-and-research/?utm_source=substack&utm_medium=email
https://www.brookings.edu/articles/the-us-government-data-purge-is-a-loss-for-policymaking-and-research/?utm_source=substack&utm_medium=email


UW Libraries’ Initiatives for 
Resilience

Negeen Aghassibake, Data Visualization Librarian

tinyurl.com/uwlib25

http://tinyurl.com/uwlib25


Best Practices for Data 
Recovery

Naomi Alterman, eScience Institute

https://staff.uw.edu/naomila/slides/2025-data-recovery-panel

https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel
https://staff.uw.edu/naomila/slides/2025-data-recovery-panel


Discussion

Questions for you….
• Are there any realities or consequences of 

broad relevance that we haven’t yet 
thought about?

• Are there any information pieces that can 
be shared?

• Are there broader professional 
associations that are working on this and 
should / could we connect with them?

• Is anyone interested in becoming part of a 
campus-wide or conference-wide effort to 
coordinate around?  

• Are there more ways to think about 
research resilience in this domain?

• Other thoughts?



Faculty Leadership Reflections: 
Supporting Research in the 

Context of Disappearing Data 
Stephanie Farquhar School of Public Health

David Pigott, School of Medicine

Luanne Thompson, School of Oceanography
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