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The below comments are submitted on behalf of the over 3,000
members of the Population Association of America (PAA)
(www.populationassociation.org) and the over 40 federally supported
population research centers at U.S. based research institutions
comprising the Association of Population Centers (APC) in response to
84FR60398, “Request for Public Comments on a DRAFT NIH Policy for
Data Management and Sharing and Supplemental DRAFT Guidance.”

Our organizations are gratified to see that several of the
recommendations that we raised in our December 7, 2018 letter have
been incorporated into the draft policy. To recap that letter, we
recommended that the policy: (1) articulate a system for sharing and
archiving data extracts; (2) address the management of paradata (i.e.,
data about the data collection process); (3) reward data collection and
sharing by incentivizing data citations; (4) address the costs of data
sharing; and, (5) specify a timeline for data sharing.

The draft policy goes a long way to addressing key issues relevant for
NIH-funded population scientists and demographers. For example, our
organizations were pleased with the way the latest policy articulates a
system for sharing and archiving data extracts in such a way that offers
flexibility across fields and gives NIH Institutes discretion on how to
implement it. As the draft rightfully points out, various fields have
developed data and metadata standards and that, where possible, these
should be used. It also allows fields that have not developed such
standards to name standards, which will likely spread best practices to
fields currently without standards.

Our organizations were also happy to see the emphasis on the
management of data, including the management and sharing of
metadata. In general, the current draft is consistent with the FAIR
(Findable, Accessible, Interoperable, and Re-usable) data principles.

We also support the draft plan and supplemental draft guidance to use
established repositories when possible. These repositories are
important institutional commitments to ensuring that data remain
accessible even as the technology used for data storage and data finding
changes. The investments that Institutes, such as NIA, NICHD and NIDA,
have made in such repositories through the Inter-university
Consortium for Political and Social Research (ICPSR) benefits the
population sciences as well as many other disciplines. NIH grantees
should be encouraged to use these repositories because they provide
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avenues for data sharing in perpetuity and can provide secure access to restricted data,
which is otherwise a major challenge.

We also were pleased that the dissemination of restricted data is mentioned explicitly,
along with the need to safeguard respondents' identities and sensitive information. We
encourage NIH to give greater emphasis to this matter in its final policy and state that
the dissemination of restricted data, with appropriate protections of the privacy and
confidentiality of respondents, should be standard practice, rather than an elective
option.

We appreciate that the draft plan largely meets the needs of the research communities
we represent and addresses the central challenge that resources and correct incentives
are necessary to ensure good data stewardship and extensive data sharing occurs.
However, we believe the policy could be expanded to include the following
recommendations, which we included in our December 2018 letter.

¢ In our earlier comments, the PAA and APC recommended rewarding data
collection and sharing by incentivizing researchers to use citations to
acknowledge the work that was done to curate and share data files. We continue
to believe that the final policy should provide clear citation guidance, including
recommendations for how to cite secondary data that are created and shared
with the research community. Both primary and secondary data that are eligible
for citation should receive an NIH data catalog record analogous to a PMID or
PMCID (in addition to be cataloged using DOIs or other persistent identifiers).
Such a mechanism aligns the incentives of academic rewards for principal
investigators with the scientific community’s data sharing needs.

e We also recommended that the final plan address the cost of data sharing. We
recognize that the supplemental draft guidance on allowable costs for data
management and sharing stipulates some expenses associated with data
management and sharing could be budgeted in grant applications. We do not feel
this goes far enough. Simply allowing these expenses does not ensure that
researchers will budget sufficient resources for data sharing, especially when
faced with funding caps that make it challenging to fully fund data collection and
analysis. We continue to believe that funding for data management and data
sharing needs to be provided outside the regular budget process, by separate
supplements to cover data sharing costs and/or separate data sharing and
archiving grants similar to a successful NICHD R03 program (PAR-16-149). An
alternative would be to allow each NIH grant to have a separate budget for data
management and sharing beyond any existing budget caps.

e The draft guidance is vague about what the expectations are regarding
completeness and comprehensiveness of the data to be shared. There are
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suggestions that investigators don't need to share every piece of data they
collect and can make subjective decisions about what to include and exclude.
There is a worry that investigators could withhold important data, either
deliberately or inadvertently, and thus meet the letter but not the spirit of the
policy. We suggest that NIH include language in its policy stipulating that all of
the data and measures collected under its grants be shared with the broader
research community, subject to standard restrictions related to protection of
respondents’ privacy and the confidentiality of the information they have
provided.

Thank you for considering these comments. For more information, please contact Ms.
Mary Jo Hoeksema, Director, PAA/APC Government and Public Affairs, at
maryjo@popassoc.org.
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