





DATA SHARING
FRICTION
POINTS

Different disciplines are
experiencing the same obstacles to

data sharing

While friction points may be similar

solutions may not be

Technical m

Data gaducem lack data stewardship expertise
and data custodians face challenges in
preserving / cataloging resources.

Economic

Resources meeded fo share data are lacking or
&dﬂeﬁy&'ﬁnmdalr&ksposedfdahisshamd
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Data rnIs- Jsundeararmu?'m.mentedd
requirements for complying with govemnment;
regulations are unclear or onerous.

Motivational

Data producers lack incentives to priontize data
shaning or nisk crificism if errors are uncovered.

. a

Data owners disagree with users about nisks
and benefits of data use and its pofential fo
impact research.

Political m

Public sector agencies may adopt overly restrictive,
blanket policies or guidelines that are unclear or
inconsistent.




We estimate that 71% of grantees did not make their underlying data accessible (stranded value) OR simply attached static tables and figures

already embedded within the article (no value added). 22% of grantees made datasets used to perform analysis accessible (enabling reuse and new
analysis). Only 6% of grantees made datasets, analysis code, and a description of the computational workflow accessible (enabling reuse, new
analysis and increasing the likelihood of reproducing the study).

ESTIMATED COMPLIANCE WITH OPEN ACCESS POLICY
In June 2019, the OOP completed an ) (UNDERLYING DT CLAUSE]
audit of underlying data for 140 grants

yielding peer-reviewed articles in 2018.

The audit included manual checks of
journal repositories to scan for datasets,
code and computational workflow
instructions accompanying articles or
linked to separate data and code
repositories.

% OF GRANTS AUDITED

Results from the audit are preliminary
and represent ~ 7% of grants estimated
to yield articles and subject to the Open
Access policy in 2018. Without a clear
view of which specific outputs are -
expected to be generated for each grant, T musmmene s
compliance with the “underlying data” & NEW ANALYSIS ENABLES REPRODUCIBILITY
clause is difficult to verify. LEVEL OF COMPLIANCE




‘Data on request’

Sadly there is little change in the sharing of the data underlying publications. Only 9%
of Covid-19-related research articles 7 in Europe PMC have any data availability
statement — which tells the reader where and under what conditions the data can be
accessed — compared to 22% of all research articles published in 2020.

Even when authors do include a data availability statement, the criteria for accessing
the data is often ambiguous. For example, a recent study of Covid-19 related
preprints 4 submitted to MedRxiv [ (the preprint server for Health Sciences) reported
8% of data availability statements mention ‘reasonableness’ as one of the criteria for
granting access.

This behaviour is mirrored in data related to Covid-19 clinical trials. A recent study
found that data is only being shared in a minority of cases (15.7%), with nearly half
(47.8%) of the trial registry entries explicitly saying they are ‘not willing to share
data’.

These examples highlight that there is still significant work to be done to shift

to make all research more open.

DATA AVAILABILITY
STATEMENTS

® You can’t know what you don’t

know

® Encourages thinking through the

data sharing component

®* Creates necessary linkages




\ GATES OPEN RESEARCH
1 EXAMPLE

® Links to repository where data can be

downloaded

® Explicitly states why some data can’t

be openly shared

® Includes what is necessary to gain

access to safeguarded data

Data availability

Source data

The Demographic and Health Surveys data used in the current study are available from the DHS website.
Rwanda DHS 2015: https:fdhsprogram.com/pubs/pdifFR316/FR316.pdf

Rwanda DHS 2000: hitps:/fdhsprogram.com/pubs/pdifFR125/FR125.pdf

The Institute for Health Metric d Evaluafion (IHME) Low- and Middle-Income Country Meonatal, Infant, and Under-5
Mortality Geospatfial Estimate 00-2017 Local Burden of Disease data used in the current study are available for
download from IHME: hitp:f//ghdx_healthdata. orgfrecord/ihme-datafimic-underb-mortality-rate-geospatial-estimates-2000-
2017.

Underlying data

Data ace stri ; with appropriate ethics approval from the committees listed in the Ethical
Considerafions section. A reader or reviewer may apply to the authors for access by providing a written description of
background, reasons, and intended use. If the methodology does not violate the condition of informed consent under
which the interview conducted, and the proposal approved by UGHE and other relevant ethics boa fhe uzer can
obtain the data from the corresponding author, and include one of the authors in the project and anah

Extended data

DRYAD: Development and application of a hybrid implementation research framework to understand success in reducing
under-5 mortality in Rwanda. h 0l.org/10.5061/dryad. kih189:

This project contains the following extended data:

- Inferview guide, accessible here: hitps:.fughe.orgiwp-content/upload: 210021 -Interview-
Guide_Exemplars-UsM pdf.

- Tables and figures, acce le here: hitps:/fughe. orgfwp-content/uploads/2021/02/2 -Extended-Data-Tables-
1a-and-1b-Tahle-2-Figure-1_pdf.
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DEEP BLUE

B work Description

Title: Mixed method dataset of a countrywide multi-sector scale-up of Maternity Waiting

o 0 . . . . DpenAcms Depasited
® Depositing Assistance Homes in Liberia
® Robust Metadata Attribute Value
° Ex'rernal IinngeS Methodology Data were collected from a national sample of 119 MWHs in Liberia established between 2010-2018. The study used

a mixed method design that included focus group discussions, individual interviews, loghook reviews, and
geographic information systems. Additionally, each MWH was geo-located for purpose... [more]

Description This study used a convergent parallel mixed methods design that included qualitative data in the form of focus
group discussions (FGDs), individual interviews, quantitative data retrieved from logbook reviews, and geo-
location data collected through geographic information systems (GIS). Focus group d... [more]

Creator Lori, Jody_r

Perosky, Joseph E

University of Michigan, School of Nursing

Depositor nalockha@umich.edu
Contact jrlori@umich.edu
information

Discipline International Studies




DEEP BLUE

Articles need to point to the data

Improve data searchability
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Funding
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ORSP grant
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Keyword
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Citations to
related
material

Resource
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Last
modified

Published

Language

DOl

License

The Bill & Melinda Gates Foundation

N023584

Maternity Waiting Homes Liberia

2017-12 to 2018-06

James, K.H., Perosky, J.E., McLean, K. et al. Protocol for geolocating rural villages of women in Liberia utilizing a
maternity waiting home. BMC Res Notes 12, 196 (2019). https://doi.org/10.1186/513104-019-4224-1

Coley, KM, Perosky, JE, Nyanplu, A, et al. Acceptability and feasibility of insect consumption among pregnant
women in Liberia. Matern Child Nutr. 2020; 16:212930. https://doi.org/10.1111/mcn.12990

Dataset

06/16/2020

06/16/2020
English

https://doi.org/10.7302/vs4T-p951

http://creativecommons.org/licenses/by/4.0/




FOUNDATION DATA SHARING MODEL

ENTERPRISE DIVISION / PST

Principles, Policy
& Voice

Enterprise Processes
& Systems

Program-Specific Data Sharing Strategies

Define principles and adjustments to existing data Guided by our principles and data policies, identify Divisions and PSTs to develop program-specific data
policies to treat data like an asset and use improvements to enterprise grantmaking sharing strategies and investments that advance
foundation “voice” to promote policy processes and systems that provide a basis for teams’ impact goals or outcomes
implementation and signal our values to partners FAIR and responsible investments
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® Treat Data as an Asset




