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Abstract:

The ever-growing stockpiles of data generated through pervasive digitization present substantive ethical as
well as practical issues for data governance. Embedded in data governance structures are assumptions
about what types of value will be realized and whose values and interests will be served through
governance. Realizing value from “mining” data is not a zero-sum game, as data can be used and reused to
support multiple forms of value creation. Neither is it necessarily a win-win situation, as the value(s)
realized lie in the social and economic purposes and outcomes of data-inspired policies and practices. Also
important are the societal resources committed to “extracting value” or mining data. Will the “best and
brightest” data scientists be dedicated to trolling “big data” to benefit society or to monetize data for
corporate actors?
Our research project is investigating these issues in the context of personal health information (PHI).
Digitization of health-related data is generating highly coveted PHI data sources. Along with well-known
issues of privacy and security there are ethical and practical questions about how these data should be or
could be governed. Expectations are high for the societal and economic value that could be realized by using
personal health data for health system improvements and innovation, yet effective PHI governance remains
an elusive goal, due in part to conflicts in values and interests of stakeholders. Our research project
questions what types of value are potentially afforded by personal health data (PHI) data and, importantly,
whose values and interests shape governance structures and goals toward realizing value. In our initial study
employing discourse analysis, we are delving beneath high-level questions about health data privacy and
security and of serving the public good through health data research to consider how different arrangements
of stakeholders, data value, governance structures and goals align around different models for PHI data
governance and the social and economic implications of these models.
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