Advancing responsible
data use and
recognition for data
stewardship

Denise M Scholtens

Professor of Biostatistics and
Informatics, Feinberg School of
Medicine, and Director of the Data
Analysis and Coordinating Center
(NUDACC) at Northwestern University.

Recommendations

» Use repositories to broaden the
reach of datasets and reduce
access-oversight burden.

Provide detailed documentation to
enable reuse that is aligned to the
research questions that the dataset
can address.

Incorporate data outputs and
stewardship in staff evaluation to
recognize the importance of data
contributions.
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Denise leads the Biostatistics and Informatics Division
which handles data collection, curation, analysis and
interpretation in the Department of Preventive
Medicine. NUDACC serves as the central data
coordinating center for multicenter clinical research.

NUDACC handles access requests for data from the
Hyperglycemia and Adverse Pregnancy Outcome
(HAPO) Study, an international study of 23,000
pregnant individuals that examined links between
maternal glycemia and adverse pregnancy outcomes.
The results informed diagnostic criteria for gestational
diabetes adopted by the World Health Organization.
HAPO did not require data sharing via a repository,
and NUDACC is responsible for evaluating data-access
requests. For the HAPO Follow-Up Study of babies
bornin the initial cohort, the data were deposited at
the NIDDK Central Repository, a controlled-access
repository that handles data-access requests; this
reduced the oversight burden on the data creators.
Denise’s team tracks their own publications based on
the study data, but notes that there are opportunities
for repositories to share more data-usage information
with data creators (e.g. access requests received and
granted, articles generated), to better understand the
broader impact of their data.

Denise notes that staff in her division have received
promotions based on work related to data curation
and quality-assurance. She would like to see a cultural
shift in assessment where evaluators expect that
shared data and code are reported as part of research
productivity, as well as broader recognition for data
contributions.
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