Research Goals considerations include: What evidence do we need to test hypotheses? What expertise?

Nature of Collaboration considerations include: How sensitive are the data? Who leads negotiation?
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Considerations include: What contract language do we use? What interface?
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Data Donors: Data Steward: Use case: National

NCATS, NCD2H, N3C
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Care evaluation often requires integration of lived
experience beyond data captured in the medical system

Mobiletoolbox.org

* Clinical care in impacted by factors not captured in the medical record
* Individual lived experience is highly private and sensitive information
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Who acts as steward for our research data”?
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Green Paper — Wilbanks, Sen, Mangravite

Guinney J, Saez-Rodriguez J. Nat Biotechnol. 2018 36(5):391-392.
https://sage-bionetworks.github.io/governanceGreenPaper/



The representativeness of the practice of research itself

DISSEMINATION
(communicating data, analyses, and
interpretations to broader
community)

DATA GENERATION (generation of
large, complex structured and
unstructured data sets)

Research Life

Cycle
ANALYSIS & INTERPRETATION
(large-scale batch computation, in-

depth iterative exploration, assessing

within the broader scientific context)

CURATION (ingestion of data,
metadata, and study information into a
scientific-coordination platform)

DATA GOVERNANCE (access
requirements, researcher credentialling,
sharing settings, data use procedures)

Graphic adapted from Ben Logsdon



ldentify what self-management strategies work for who and why in global
youth with anxiety or depression



©® Who can access the data?

anyone people with certain jobs  people with certain skills  people from certain places

® Who controls the data?

no one community decides community review panel community hires manager

® What do people have to do before they can access the data?

ethics training provide ID review board approval sign contract pay money

O Who takes on the cost of managing the data?

people who access it government  organization/institution private company

n
download it view a recreated dataset

certain types of analysis certain types of projects

Figure by Carly Marten,
Sage Bionetworks
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® Who controls the data?

nMoons  communiy decides _communiyrevew panel _ commuriy hires manager
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One of these groups?

What researchers want What youth want

Figure by Carly Marten,
Sage Bionetworks



Recommendations

* Enable integration of data across systems:

* Data interoperability between health systems and data linkage
across sources requires increased investment in data quality
standards

* Integrate participants into the research lifecycle
* Enable richer understanding of lived experience
e Support alignment of research questions with community needs

e Supports capacity building for translating research outcomes into
action



	Slide Number 1
	Slide Number 2
	Care evaluation often requires integration of lived experience beyond data captured in the medical system �
	Slide Number 4
	Who acts as steward for our research data?
	The representativeness of the practice of research itself
	Identify what self-management strategies work for who and why in global youth with anxiety or depression
	Slide Number 8
	Slide Number 9
	Slide Number 10
	Recommendations

