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About the OpenAPS Data Commons on Open Humans

Members of the OpenAPS community have frequently expressed the desire to donate their DIY
closed loop data for scientific research; or to perform research themselves. The OpenAPS Data
Commons was created to enable a simple way to share data sets from the community, both with
traditional researchers who will create traditional research studies, and with groups or
individuals from the community who want to review data as part of their own research projects.
The OpenAPS Data Commons uses the "Open Humans" platform to enable people to easily
upload and share their data.

Who is running the OpenAPS Data Commons?

Dana Lewis has volunteered to serve as the administrator of the data commons for the
OpenAPS community, following the general principles of the community to make data and
knowledge easily accessible and shared from and with the community. She can be reached at
dana@OpenAPS.org for any questions, concerns, or input about the data commons. She will
work with a volunteer group from the community when needed to determine which projects or
activities access data from the OpenAPS Data Commons.

Who is allowed to access data from the OpenAPS Data Commons?

As a default, data shared with the OpenAPS Data Commons is aggregated and kept private.
The community administrator(s) will decide as requests emerge which projects are allowed to
ultimately access data from the OpenAPS Data Commons.

The community has agreed upon these criteria to determine what constitutes a research project,
study, or activity that they would like to have access to data from the OpenAPS Data Commons.

(Note for community members: this document will allow anyone to comment - so if you have
future input to the community’s research criteria for the OpenAPS Data Commons in the future,
you can comment directly on this document or contact dana@openAPS.org to discuss.)

Research Criteria Requirements:

1. Sharing insights, data, and/or analysis back with the OpenAPS Community in a
reasonable time frame.

a. This is a requirement of special importance if any research findings have direct
and immediate impacts on participants’ lives. I.e. if you find a bug in code, or
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otherwise find something that would significantly impact someone, members of
the community should be informed immediately.

b. To help you do this, we recommend setting a calendar event in 6 months (or a
similar time frame appropriate to your project plan and use of the data, whether
that be when your analysis is expected to be complete or when you plan to
publish findings from your work) to remind you to send a summary and any
publications and code. In your calendar event, note that you can email this to
Dana@OpenAPS.org

2. Information, data, insights, and/or analysis based on, or related to, data from the
OpenAPS Data Commons must be published in a relatively open manner.

a. This may mean partnering with members of the OpenAPS community to publish
relevant details to the OpenAPS.org blog so it is freely accessible to the
community. We have previously worked with traditional publications to adapt
copyright agreements to make clear when information is already in the public
domain, even if the traditional publication is the main venue for sharing this data
with the academic or medical communities. If a journal is firewalled, this also
means making images and/or PDFs available to members of the community if the
content is not able to be published freely without a paywall otherwise.

3. Acknowledge that you are utilizing data from the OpenAPS Data Commons.
a. The OpenAPS Data Commons and your methods for accessing and utilizing the

data should be clearly acknowledged in any publication, poster, presentation,
webpage, etc. about your work.

4. * You may make no attempts to re-identify any Data Commons member, based on the
anonymized data sets.
* Additionally, you will not publish directly the member-ID (the eight digit identifier) -
instead, you may use a coded numbering system. See examples here for using
exampleIDs or hashes for documenting or sharing code. See an example here of a
poster that has coded the member numbers.

Research Criteria - Recommendations (Optional, but Recommended)

1. While not required, members of the OpenAPS believe in patient-centered, -driven, and
-designed research and we recommend directly involving patient community members in
the design, implementation, and all other steps of research. With this in mind, volunteer
members of the community are willing to serve as Co-PI, advisors, and/or co-authors for
publications about data related to the OpenAPS Community.

Applying to access data from the OpenAPS Data Commons

1. Interested researchers should fill out this Google Form to propose their research activity
or study and provide relevant details and other requested information.

https://github.com/danamlewis/OpenHumansDataTools#tool-1-unzip-split-if-needed-based-on-size-and-convert-json-to-csv-and-do-it-on-a-full-batch-of-downloaded-data-from-oh
https://openaps.org/2018/06/23/detecting-insulin-sensitivity-changes-for-individuals-with-type-1-diabetes-with-autosensitivity-from-openaps-poster-presented-at-american-diabetes-association-scientific-sessions-2018ada/
https://goo.gl/forms/yPF4gm3wzuzgMzPe2


2. After receiving the form, Dana Lewis will review for completeness and contact the
individual if any additional information is needed.

3. A volunteer group of individuals from the community will evaluate & vote as to whether
the research activity meets the community’s criteria and should be allowed to access the
OpenAPS Data Commons data.

a. Note: Volunteers from the community were solicited in January 2017; if you are a
member of the OpenAPS community interested in volunteering to participate in
reviewing research, contact dana@OpenAPS.org.

4. Dana Lewis will communicate the decision back to the interested researcher.
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