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A Better Deal for Data is focusing on empowering people to participate in shared governance of their
data, and is about making commitments to data subjects, to communities, and for the public good.
When data is collected about you, we want to make a set of promises about how that data will be used
ahead of time.

Part of this involves research on community-centric governance, or participatory models of
engagement around data. In doing this, we have found that the term stewardship is used in various
ways to describe the processes and people involved in making decisions about data.

For September, we are asking the broader question, what is data stewardship? In the back of our minds
are some other, more specific questions, such as what kinds of agreements do communities enter into
when sharing their data? How challenging are these models to implement, and are they resilient over
time?

It turns out that that pinning down a single notion of data stewardship is challenging. The UN Working
Group on Data Stewardship reviewed 34 documents from a variety of sectors, and concluded that data
stewardship “"was not clearly defined and was often discussed in vague and abstract terms”. Here are
some quotable definitions:

e The responsible use, collection and management of data in a participatory and rights-preserving
way. (Ada Lovelace Institute, 2021, p. 12)

e Data stewardship /'st(y)ooard SHip/ : (noun) Storage of data that also provides the data owner
with control (Gorr & Zawacki, 2020)

e Data stewardship involves collecting, maintaining and sharing data, and, in particular,
determining who has access to it, for what purpose and to whose benefit. (Wilson & Thereaux,
2020, p. 4)

e Stewardship [is] a broader paradigm that pushes the envelope of data governance beyond
matters of compliance. Through stewardship, we can envisage new ways to prioritize and embed
individual and collective forms of empowerment, agency, and participation in the data economy.
(Soni, 2021)

e Beyond proper collection, annotation, and archival, data stewardship includes the notion of long-
term care’ of valuable digital assets, with the goal that they should be discovered and re-used for
downstream investigations, either alone, or in combination with newly generated data.
(Wilkinson et al., 2016)
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Embedded in these various definitions is a sense of long-term care about data and the people data is
about. But there are also other values, such as empowering people/creating agency, and enabling
participation in processes around data. Mozilla even describes preservation of ‘control’ over the data
owner’s data. Several different parts of the data ‘lifecycle’ are described above: collection, storage,
maintenance, management, use, access, discovery, re-use.

As varied as the definitions are, there are some guiding principles that have been referenced repeatedly
for exploring participatory mechanisms around data. Elinor Ostrom’s Design Principles of the
Commons, Nobel-prize-winning work that sets out eight principles for governance of common natural
resources that would increase the likelihood of successful management of those resources (vs other
outcomes predicted in Hardin's tragedy of the commons like overuse and ruin), has been applied to
data by the Ada Lovelace Institute and Mozilla Foundation. Their intent is to increase the successful
use of data for public good. Another applied theory is Arnstein’s Ladder of Participation, which talks
about empowering citizens through increasing participation in democratic processes. Data
stewardship can be described in a similar way, from participation via reading a datasheet or model
card ("Informing”, or the lowest rung of the ladder), to a data cooperative model where ownership and
control of data is shared ("Empowerment”, or the highest rung of the ladder of participation).

For practitioners, or people who have data and want to make sure it is used for public benefit, several
organizations have created questionnaires that can be used to get started or to evaluate your current
stewardship practices:
e Mozilla Foundation:
o Evaluating Data Commons
o Design Questions for Data Stewardship
e Data Economy Lab, Aapti Institute:
o The Stewardship Navigator (tool/questionnaire)
e GO FAIR:
o FIP (FAIR Implementation Profile) questionnaire
e Ada Lovelace Institute:
o Exploring Principles for Data Stewardship (case studies)

The Data Economy Lab (Aapti Institute) has also set out a framework for understanding models of data
stewardship, which they have applied to over 100 instances of stewardship in practical use. The initial
(non-exhaustive) ten models are: Data Trust, Data Marketplace, Personal Data Store, Data Exchange,
Account Aggregator, Ecosystem Enabler, Data Collaborative, Data Repository, Data Cooperative.

We also examined case studies from both the Ada Lovelace Institute and the Data Economy Lab that
are recent examples of participatory data stewardship models.

Data Cooperative and Empowerment:

The Salus Coop is a health data cooperative based in Spain, which developed a health data
license to enable donation of pseudonymized health data for use in health research for
common good. The Salus CG license makes five commitments to the data donor: (1) Data will
only be used for health/social science, (2) no commercial use, (3) shared results (free of charge
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and accessible), (4) maximum privacy (pseudonymized), and (5) total control (can change
access to your data at any time).

Databank for Youth Collaboration:

The Global Mental Health Databank / the MindKind Study (the Wellcome Trust and Sage
Bionetworks) piloted a collaborative approach to creating a data bank of information about
anxiety and depression treatment for young people in different settings worldwide. Youth from
the UK, India, and Africa worked through an app to participate in the 12-week study.

Data Collaborative for Australian Agriculture:

The Data Stewardship Navigator lists AgReFed, which is a platform developed for the “sharing
and reuse of Australian agricultural research datasets, metadata, and data-related products.”
AgReFed is a federated community, organized as a data cooperative, that enables FAIR
agricultural data to be shared.

Resilience and piloting of newer data stewardship models is in development, although the notion of
data stewardship is not new. The above approaches are designing a principles-based set of solutions
to encourage participation and empowerment around data for public good. In October, we turn to
look for examples of licenses that have been developed under participatory models of
governance/stewardship, and cases of data sharing.
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