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Background

• Increasing pressure to make research data available

– Greater availability = good of science

– Publishing boards show transparency & reproducibility

– Funding mandates

• Use of repositories growing

• Better tools for data management
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Towards a richer data-sharing ecosysem

• Tools improve … Policies need to, too

• More focus needed to improve policy frameworks

– Copyright and intellectual property

– Provide researcher credit

– Privacy
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Privacy

• Data sets that include human-subject information

• Pitfalls exist as data enters the broader information landscape

• Greatest value of data is potential to be reused and combined 
with other data sets to advance understanding

– But … de-anonymization a major concern
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RDA P5 BoF Privacy Topics

• PII may exist in data set; reviewed by IRB or university policy

• Data may not contain PII but could if combined with other data set

• Historical data could include PII – could link data to living subjects

• Back-end usage data

• Security of data replication

• Metadata re provenance, consent, license/reuse, legal jurisdiction



RDA-NISO Data Privacy Interest Group

• Phase 1: Group organization

• Phase 2: Development of framework of concerns and draft 
recommendations

• Phase 3: Expand on framework with use cases, guidelines for 
implementation, development of metadata structure to 
describe privacy-related information

• Phase 4: Adoption and implementation



Benefits

• Explain precautions to take in creating, using, preserving and 
providing access to research data

• Definition of key vectors; outline of situations where 
principles can be applied

• Identification of key areas of variance in privacy laws

• Technical metadata to use to describe privacy-related 
information

• Outreach and communication: improve understanding; 
support dialogue; reduce risk
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http://bit.ly/niso-rda-interest-group
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