


Promote OPEN SYSTEMS, INCENTIVES, and NORMS 
to redefine how complex biological data is GATHERED, 

SHARED, AND USED.



data generation





high-dimensional data



62 y old Man 67 y old Woman

same medicine, different impacts



tapping number shows effects of medication
and daily variation
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sharing 
personal 

thoughts on 
day-to-day 
changes
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“Doing this is a lot of work. Send   us an 
email now and then to let us know how 
it's going.”



“If you depend on us to partner with you 
in research, it would be good To give us 
feedback. …Could you provide 
summary trend reports in plain 
language…”











>95%







identity test

data use statement



I WILL CREDIT
PARTICIPANTS

To complete this form:
1.  Enter your name (see *)
2.  Mark your initials on the line in the upper right corner of each box (9 times, total)
3.  Sign and date

I, _____________________*, reaffirm my commitment to the 
Synapse Awareness and Ethics Pledge. I will adhere to the 

following principles for responsible research:

__________________________ * Printed name
__________________________   Signature
__________________________   Date

I WILL NOT 
RE-IDENTIFY

___

I WILL NOT 
SHARE

___

I WILL NOT USE
FOR ADVERTISING

___

I WILL KEEP
SECURE

___ ___

I WILL PUBLISH
OPEN ACCESS

___

___

I WILL PROTECT 
PRIVACY

I WILL REPORT 
ANY BREACHES

___ ___

I WILL FOLLOW
THE LAW



six month data releasemPower
task name type of task and 

schedule
unique 

participants unique tasks

demographics survey - once 6,805 6,805

MDS-UPDRS survey - monthly 2,024 2,305

PDQ8 survey - monthly 1,334 1,641

memory activity - t.i.d. 968 8,569

tapping activity - t.i.d. 8,003 78,887

voice activity - t.i.d. 5,826 65,022

walking activity - t.i.d. 3,101 35,410

data generation



Parkinson’s Disease Foundation 
Eli Lilly 
AstraZeneca 
Apple 
Verily 
Intel 
Infocepts 
Posit Science

MIT 
The Ohio State University 
University of Otago 
University of Texas Health Science Center 
Istanbul Sehir University 
University of Iowa 
University of Virginia 
University of Toronto 
Johns Hopkins University 
Vanderbilt University 
University of Rochester 
McGill University 
Xi'an Jiaotong University 
University of Washington 
Harvard University

mHealth research communityParkinson

study data released before any primary publication 
60+ independent ‘qualified researchers’ 
working towards building a PD research community



please @ me

john.wilbanks@sagebase.org
http://sagebase.org/platforms/governance 

@wilbanks

mailto:john.wilbanks@sagebase.org
http://sagebase.org/platforms/governance

