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Facilitating Data Sharing with Human Subjects

Type of Project: Ideally, a consensus study. It would certainly be useful to have a public symposium on the topic, perhaps in part to help scope and prioritize the work of the consensus study. 

Specific Questions and Issues: 

Currently there are enormous barriers and complications that arise as part of any attempt to share or re-use data involving human subjects, whether attempts have been made to anonymize the data or not. The central purpose of this effort is to (1) summarize these obstacles, and (2) recommend ways to eliminate or reduce them. 

This would include, specifically, an examination of what should constitute informed consent and how this should be obtained, and how informed consent should be structured to facilitate data sharing, reuse and repurposing. The question of how individuals can contribute to the collective data resource as a social good, outside the context of specific research programs should be examined – this would include developments in consumer genomics, consumer health, and geneology and “digital lives” . 

Work should also include an examination of when and how data can be anonymized, and how this alters questions of reuse and consent, as well as what constraints should be placed on researchers making use of anonymized data. The work needs to look at the role of commercial datasets in research, and the implications of the growth of new areas of social science that are not governmentally funded and appear to be largely incompatible with the IRB practices that govern governmentally funded, university based research. 
The project should also review critiques of the IRB system (lack of accountability, inconsistency from one institution to the next, etc) and recent proposals to reform this system, and make reccomendations for reform from the perspective of facilitating data sharing and reuse to advance science. 

Why the National Academies/BRDI: This is a highly multi-disciplinary and multi-organizational issue. It needs to span IRB practices in medical and social science areas, thinking about privacy, technical areas such as anonymization and de-anonymization and data mining, practices in the humanities and in archives and library special collections, developments in genomics and medical records, some of the developments in industry (particularly surrounding social networking platforms and web search systems), and conceivably even the financial, intelligence and law enforcement communities. 

Potential Sponsors & Audiences for Outcomes:  Certainly HHS, which is responsible for regulations involving IRBs, and NIH and NSF (and perhaps other granting agencies). Private foundations and corporations interested in issues involving health care and medical records, privacy, and related areas. 

