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The #CitSciELSI workshop has been storified! http://t.co/6CHPksBUKU via @storify

RT @CCPHconference: Hope you'll continue the #CitSciELSI conversation in #Canada this spring! @cuexpo
http://t.co/TRgq3ioHYg #CBPR #engaged...

MT @CitSciAssoc: Concerned about #publichealth? Check out these #citizenscience sessions at #CitSci2015
http://t.co/Z9wxqgjcHoB #CitSciELSI

Concerned about #publichealth? Sessions about role of #citizenscience in #communityhealth at #CitSci2015
http://t.co/pasVrGCIFX #CitSciELSI

RT @engagedethics: Let's keep sharing #CitSciELSI resources, like this blogspot (thanks @CoopSciScoop for
workshop tweets). http://t.co/avD...

RT @engagedethics: Let's keep sharing #CitSciELSI resources, like this blogspot (thanks @CoopSciScoop for
workshop tweets). http://t.co/avD...

RT @HealthcareWen: Jan13-4 webcast: Ethical-Legal-Social Implications of CITIZEN SCIENCE
http://t.co/nils5MhgJ5 #CitSciELSI @genome_gov @ST...

RT @CCPH2010: Ah ha! There IS a Journal of Negative Results! http://t.co/kiBXTUCfHx @AndreaWiggins
#CitSciELSI #research

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SwJEPrTdpl #citsci #diversit...

Let's keep sharing #CitSciELSI resources, like this blogspot (thanks @CoopSciScoop for workshop tweets).
http://t.co/avD2q5bbJb

MT @STFM_FM @morleycp Webinar 1/23: #patient perspectives on #community-engaged #research
http://t.co/zpHvltc9H4 #PCORI #CitSciELSI #CBPR

RT @engagedethics: @CCPHconference @cuexpo: Yes, interested in case studies, taxonomies of
#citizenscience? Just read this program! cuExpo2...

What he said MT @RunningCardinal: @engagedethics, Crossfit? Really? Whole new image of you! Thanks for
all your Tweets from #CitSciELSI

Perfect! MT @engagedethics @sharonfterry found these rules at Crossfit & thought they'd work to guide
#CitSciELSI http://t.co/upgz8IIWdF

RT @CoopSciScoop: #CitSciELSI Do #citizenscience participants have right to entire data set +/or their
individual health data?

@CCPHconference @cuexpo: Yes, interested in case studies, taxonomies of #citizenscience? Just read this
program! cuExpo2015.ca #CitSciELSI

We (@sharonfterry) found these rules last night at Crossfit and thought they'd work to guide #CitSciELSI.
http://t.co/fOSWUZTZcv

RT @EricMoorBrown: @GeodataPolicy Local communities are upfront about it. Researchers should be as
well. #CitSciELSI

MT @NIHDirector Thoughtful @thelOM analysis on sharing #clinicaltrial #data will inform #NIH efforts
http://t.co/k518DUP6It #CitSciELSI #RCT

RT @CCPH2010: These evidence-based #research #ethics fact sheets cover many #ethical issues that arise
in #CitSciELSI http://t.co/7TUMGcyr5P...

RT @AndreaWiggins: #CitSciELSI just as citizen science doesn't work for every research question, let's not
assume/assert everyone "should" ...

yes & yes, journal 4 practitioners needs all types of review MT @CCPH2010: Hope it's #0A w/ #community
reviewers! #CitSciELSI @CitSciAssoc



Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications (ELSI) of Citizen Science
#CitSciELSI Tweets

January 13-14, 2015

Screen Name User Name Tweet Text

1/15/2015 2:02:12 @CoopSciScoop

1/15/2015 1:55:26 @cbprjobs

1/15/2015 1:50:48 @CCPHconference

1/15/2015 1:48:33 @CCPH2010
1/15/2015 1:46:03 @CCPH2010
1/15/2015 1:43:57 @CES4Health
1/15/2015 1:41:51 @CCPH2010
1/15/2015 1:37:18 @scicheer
1/15/2015 1:34:17 @CCPH2010
1/15/2015 1:33:32 @CoopSciScoop
1/15/2015 1:32:22 @CCPH2010
1/15/2015 1:29:30 @AndreaWiggins
1/15/2015 1:27:39 @scra
1/15/2015 1:26:06 @CoopSciScoop
1/15/2015 1:25:35 @CoopSciScoop
1/15/2015 1:25:10 @OccupyNIH
1/15/2015 1:22:53 @CoopSciScoop
1/15/2015 1:21:50 @CoopSciScoop
1/15/2015 1:20:18 @CCPH2010
1/15/2015 1:17:45 @CoopSciScoop
1/15/2015 1:17:04 @OccupyNIH

1/15/2015 1:17:00 @CitSciAcademy

Caren Cooper
CBPR Jobs
CCPH

CCPH

CCPH
CES4Health
CCPH
Darlene Cavalier
CCPH

Caren Cooper
CCPH
Andrea Wiggins
SCRA Online
Caren Cooper
Caren Cooper
Occupy NIH
Caren Cooper
Caren Cooper
CCPH

Caren Cooper
Occupy NIH

CitSciAcademy

RT @CCPH2010: Hope it's #OA w/ #community reviewers! MT @CoopSciScoop #CitSciELSI @CitSciAssoc
launching #journal on #citizenscience theory...

If you have #CitSciELSI job openings, tweet them to us & we'll retweet! #cbprjobs

Hope you'll continue the #CitSciELSI conversation in #Canada this spring! @cuexpo http://t.co/TRgq3ioHYg
#CBPR #engagedscholarship #KMb

Great points! See http://t.co/lkOpABbrfuP for key questions MT @AndreaWiggins #CitSciELSI let's not
assume/assert everyone should participate

Thx keep us posted & add #PCOR, #community-engaged #research &amp; community-owned &amp;
managed research to the mix! @RunningCardinal #CitSciELSI

We'd be happy to share our #peerreview, #openaccessmodel & experience! @CCPH2010 @CoopSciScoop
@CitSciAssoc #CitSciELSI #engagedscholarship

These @NINR funding opportunities can help advance field of #CitSciELSI http://t.co/ly8vmKdzRKC
http://t.co/bFAEXVKYgr #CBPR #citizenscience

RT @AndreaWiggins: #CitSciELSI post-study ethics should also include consideration of long-term data
management & stewardship. Increasing o...

Hope it's #OA w/ #community reviewers! MT @CoopSciScoop #CitSciELSI @CitSciAssoc launching #journal
on #citizenscience theory & #practice

.@CitSciAssoc & journal are attempting to solve silo problem by pulling in many fields @OccupyNIH
@CCPH2010 @RunningCardinal #CitSciELSI

We've followed #CitSciELSI tweets & similarities/differences aren't clear b/w #citizenscience #CBPR. Many
seem to use terms interchangeably

#CitSciELSI just as citizen science doesn't work for every research question, let's not assume/assert everyone
"should" participate.

RT @CCPH2010: These evidence-based #research #ethics fact sheets cover many #ethical issues that arise
in #CitSciELSI http://t.co/7TUMGcyr5P...

| agree #CitSciELS| @engagedethics A line of inquiry is whether research should all move towards
#citizenscience; #CitSciELSI

| agree #CitSciELSI @engagedethics A line of inquiry is whether research should all move towards
#citizenscience; a social contract

Journal may silo #CitSciELSI field further - better to infiltrate existing journals @CoopSciScoop
@RunningCardinal @NIEHS_PEPH @CitSciAssoc

RT @OccupyNIH: Oh lord, we really need another journal? Plenty of places to publish #CitSciELSI!
@RunningCardinal @CoopSciScoop @NIEHS_PEPH...

@0OccupyNIH @RunningCardinal yes, we need the journal just as we needed new @CitSciAssoc to break
silos, talk across disciplines #CitSciELSI

These evidence-based #research #ethics fact sheets cover many #ethical issues that arise in #CitSciELSI
http://t.co/7TUMGcyr5Pr #CBPR #HIV

RT @AndreaWiggins: #CitSciELSI can't do case studies of ELSI alone; need holistic understanding of projects
for ELSI components to be of an...

Oh lord, we really need another journal? Plenty of places to publish #CitSciELSI! @RunningCardinal
@CoopSciScoop @NIEHS_PEPH @CitSciAssoc

RT @engagedethics: #CitSciELSI panelists warn that #citizenscience could be just rhetoric or a checkbox.
Could core principles determine au...
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RT @genome_gov: Jennifer Couch, NCI, providing 'lay of the land' for meeting/citizen science. #CitSciELSI
http://t.co/bKXVWLeRgT

#CitSciELSI can't do case studies of ELSI alone; need holistic understanding of projects for ELSI components
to be of any use!

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGKhjEmR...

#CitSciELSI call for comparative case studies of biomed #CitizenScience with cautionary tales as well as
exemplars. Yes, please!

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGkhjEmR...

RT @CoopSciScoop: FYI #CitSciELSI - @CitSciAssoc is launching journal on theory & practice of citizen
science - sharing how to do it well (...

yo, from the cheap seats - #CitSciELSI | think future ethics research abt #citizenscience issues should use a
#citsci participatory approach

#CitSciELSI | think future ethics research abt #citizenscience issues should use a #citsci participatory
approach

RT @CoopSciScoop: FYI #CitSciELSI - @CitSciAssoc is launching journal on theory & practice of citizen
science - sharing how to do it well (...

RT @CoopSciScoop: FYI #CitSciELSI - @CitSciAssoc is launching journal on theory & practice of citizen
science - sharing how to do it well (...

@engagedethics is talking about @lessig’s four forces, operating on the "pathetic dot" (i.e., us)
http://t.co/9UMtxIiB4T #CitSciELSI

#CitSciELSI Is biomedical citizen science really unique? | don't think so (yet) but let's see some empirical
evidence before deciding, K?

RT @CoopSciScoop: #citsciELSI - please note that privacy issue is not unique to biomed; issue in bird
#citizenscience too, typically locati...

.@CoopSciScoop that is great to hear. I'm happy to hilite it in @NIEHS_PEPH newsletter
(http://t.co/196a88SVs2). #CitSciELS| @CitSciAssoc

#citsciELSI - please note that privacy issue is not unique to biomed; issue in bird #citizenscience too, typically
location privacy

RT @CoopSciScoop: FYI #CitSciELSI - @CitSciAssoc is launching journal on theory & practice of citizen
science - sharing how to do it well (...

FY1 #CitSciELSI - @CitSciAssoc is launching journal on theory & practice of citizen science - sharing how to
do it well (contact me w/ Qs)

RT @CCPH2010: Also @NIMHD #CBPR grants http://t.co/lUYXpAPJYsz MT @engagedethics:
@NIEHS_PEPH & #EJ grants model for other @NIH institutes #...

RT @engagedethics: @NIEHS_PEPH and #EJ grants could be a model for other @NIH institutes. As
@0OccupyNIH says, real equity is a long way off...

RT @AndreaWiggins: #CitSciELSI interesting that sharing results is seen as an end-state task. In most
projects, ongoing (constant) communic...

#CitSciELSI interesting that sharing results is seen as an end-state task. In most projects, ongoing (constant)
communication is required.

RT @CCPH2010: @engagedethics co-moderating the final session at #CitSciELSI right now. Join the
LiveStream webcast: http://t.co/o0cjXEU5Mw
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#CitSciELSI my answer @engagedethics — common theme is #citizenscience elevates issues that transform
all science to better serve society

RT @engagedethics: @NIEHS_PEPH Partnership Evaluation Metrics Manual is brilliant. Available free online!
#ResourceSharing #CitSciELSI

RT @NievesChristine: .@CienciaPR thinking about you guys as | watch #CitSciELSI live:
http://t.co/pBUmwItNNO Wish | had known you guys when...

@engagedethics co-moderating the final session at #CitSciELSI right now. Join the LiveStream webcast:
http://t.co/o0cjXEU5Mw

RT @engagedethics: Show of hands: 6 of 40 participants in #CitSciELSI workshop are currently enrolled in a
health research study. Wow. If n...

RT @CCPH2010: Ah ha! There IS a Journal of Negative Results! http://t.co/kiBXTUCfHx @AndreaWiggins
#CitSciELSI #research

RT @CES4Health: #Consumer & #Community Participation in #Health &amp; #Medical #Research Fact Sheet
Series http://t.co/LkQIVIUnD1 #CitSciELSI #...

RT @CCPH2010: .@CarnegieFdn #engagedcampus criteria incl. supportive #faculty rewards
http://t.co/JW3CDBTdiL @engagedethics @CEEJH1 @NERCHE...

RT @CCPH2010: For more examples, see http://t.co/4BXI0b2Bt4 MT @CoopSciScoop #CitSciELSI metric of
success: sustained #community #research ...

RT @CCPH2010: .@NIMHD #CBPR grants do this http://t.co/Gg8zkdPuLF MT @CoopSciScoop #CitSciELSI
#NIH should consider #funding focused on AFT...

RT @genome_gov: @CoopSciScoop Blog Participants in cit. science projects give up quicklly but early
quitters do impt work.http://t.co/R5YNI...

RT @CCPH2010: We need to recognize exemplary #CitSciELSI models! Apply by Feb 16 for CCPH annual
award presented at @cuexpo! https://t.co/J...

RT @CoopSciScoop: #CitSciELSI Sacoby Wilson explains scientific racism, sci colonialism, sci imperialism;
Need actionable science #citizens...

RT @CoopSciScoop: #CitSciELSI —let’s consider other potential metrics of success — e.g., built sustained
research infrastructure in communi...

Ah ha! There IS a Journal of Negative Results! http://t.co/kiBXTUCfHx @AndreaWiggins #CitSciELSI
#research

.@CarnegieFdn #engagedcampus criteria incl. supportive #faculty rewards http://t.co/lJW3CDBTdiL
@engagedethics @CEEJH1 @NERCHE #CitSciELSI

There's hope & help! http://t.co/8JQI5SRqwvm MT @engagedethics University reward structures need to reflect
stated values #CitSciELS| @CEEJH1

RT @CCPH2010: This is already happening! See @CES4Health @PCHP @AndreaWiggins
#rethinkingpeerreview #communityaspeer #patientaspeer #CitSci...

This is already happening! See @CES4Health @PCHP @AndreaWiggins #rethinkingpeerreview
#communityaspeer #patientaspeer #CitSciELSI

For more examples, see http://t.co/4BXI0b2Bt4 MT @CoopSciScoop #CitSciELSI metric of success: sustained
#community #research #infrastructure

#citsciELSI intriguing idea—parallel review by contributors/patients/communities, as well as scientific peers, in
publication process.

Universities stated values can be social responsibility, public impact: reward structure needs to reflect these
values. #CitSciELS| @CEEJH1
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RT @engagedethics: Why "other" communities? We *all* live in communities. We have to overcome prejudice
that community can't, doesn't, won'...

Why "other" communities? We *all* live in communities. We have to overcome prejudice that community can't,
doesn't, won't. #CitSciELSI

RT @CCPH2010: And peer-reviewed by @CES4Health! http://t.co/GQFxvr7jjj MT @engagedethics:
@NIEHS_PEPH Partnership Evaluation Metrics Manual...

And peer-reviewed by @CES4Health! http://t.co/GQFxvr7jjj MT @engagedethics: @NIEHS_PEPH Partnership
Evaluation Metrics Manual #CitSciELSI.

RT @engagedethics: @NIEHS_PEPH Partnership Evaluation Metrics Manual is brilliant. Available free online!
#ResourceSharing #CitSciELSI

@NIEHS_PEPH Partnership Evaluation Metrics Manual is brilliant. Available free online! #ResourceSharing
#CitSciELSI

RT @CoopSciScoop: #CitSciELSI —let’'s consider other potential metrics of success — e.g., built sustained
research infrastructure in communi...

.@NIMHD #CBPR grants do this http://t.co/Gg8zkdPuLF MT @CoopSciScoop #CitSciELSI #NIH should
consider #funding focused on AFTER #research

RT @AndreaWiggins: #CitSciELSI Silent Spring's owns up to the true messiness of science more honestly
than most: hypotheses must come from ...

#CitSciELSI Need to put more value on popular media publication of research results—dissemination isn't
restricted to academic venues.

RT @CoopSciScoop: #CitSciELSI —let’s consider other potential metrics of success — e.qg., built sustained
research infrastructure in communi...

#CitSciELSI Silent Spring's owns up to the true messiness of science more honestly than most: hypotheses
must come from somewhere!

Rethinking #Peer #Review: Expanding the Boundaries for #Community-Engaged #Scholarship #CitSciELSI
https://t.co/2Z77k3SKMC @IARSLCE #CBPR

#CitSciELSI —let’s consider other potential metrics of success — e.g., built sustained research infrastructure in
community #citizenscience

RT @engagedethics: @EricMoorBrown: Students, postdocs can be bridge people. Invest in #NextGen, build
capacity, change systems so they have...

RT @AndreaWiggins: #CitSciELSI cooperative extensions are important partners in eco #citizenscience; any
reason that can't be true for biom...

#CitSciELSI for academics, continuing to do engaged research requires funding that lets us achieve tenure &
meet commitments to communities.

@EricMoorBrown: Students, postdocs can be bridge people. Invest in #NextGen, build capacity, change
systems so they have future #CitSciELSI

Thx to board member Sacoby Wilson @CEEJH1 for #CitSciELSI shout-out about our work advising @EPA on
#community #engagement in #research!

#CitSciELSI cooperative extensions are important partners in eco #citizenscience; any reason that can't be
true for biomedical?

Every product of #engagedscholarship we publish is reviewed by #community & #academic #peers
@engagedethics @EricMoorBrown #CitSciELSI

#CitSciELSI need to recognize inherent conservatism & biases in science. Research reflexivity: it's a good
thing.
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RT @engagedethics: @EPAresearch STAR grants now must have a community engagement plan.
@CCPH2010 was instrumental in policy! #ChangelsPossi...

RT @CES4Health: #Consumer & #Community Participation in #Health &amp; #Medical #Research Fact Sheet
Series http://t.co/LkQIvIUnD1 #CitSciELSI #...

RT @CES4Health: #Consumer & #Community Participation in #Health &amp; #Medical #Research Fact Sheet
Series http://t.co/LkQIvIUnD1 #CitSciELSI #...

#Consumer & #Community Participation in #Health &amp; #Medical #Research Fact Sheet Series
http://t.co/LkQIvIUnD1 #CitSciELS| #CBPR #OA

RT @AndreaWiggins: #CitSciELS| most peer reviewers unprepared to review #CitizenScience research &
proposals. Peers need to understand it's...

RT @engagedethics: @EricMoorBrown, Sacoby Wilson: Need to own biases. Which kinds of science gets
funded, in peer-review pubs? Who are the ...

RT @CES4Health: Publish in #CES4Health! We're free & #openaccess MT @AndreaWiggins #CitSciELSI
must free the #data, the #research &amp; the res...

@EricMoorBrown, Sacoby Wilson: Need to own biases. Which kinds of science gets funded, in peer-review
pubs? Who are the peers? #CitSciELSI

RT @AndreaWiggins: #CitSciELSI most peer reviewers unprepared to review #CitizenScience research &
proposals. Peers need to understand it's...

RT @CoopSciScoop: #CitSciELSI - Clinical trial negative results not published. Hope that #Citizenscience
could play a big role in getting t...

RT @CoopSciScoop: #CitSciELSI - Clinical trial negative results not published. Hope that #Citizenscience
could play a big role in getting t...

RT @CoopSciScoop: #CitSciELSI - Clinical trial negative results not published. Hope that #Citizenscience
could play a big role in getting t...

RT @CCPH2010: MT @engagedethics: @CIHR_IRSC requires #Knowledge #Translation. @NIH invests in
#datasharing but #data isn't #knowledge #CitS...

MT @engagedethics: @CIHR_IRSC requires #Knowledge #Translation. @NIH invests in #datasharing but
#data isn't #knowledge #CitSciELSI #KMb

#CitSciELSI - Clinical trial negative results not published. Hope that #Citizenscience could play a big role in
getting these results out.

RT @engagedethics: @EPAresearch STAR grants now must have a community engagement plan.
@CCPH2010 was instrumental in policy! #ChangelsPossi...

#CitSciELSI most peer reviewers unprepared to review #CitizenScience research & proposals. Peers need to
understand it's still just science.

RT @engagedethics: ELSI said to "squeeze the pipeline", slow science. Sometimes we need to go slow to go
fast. @SilentSpringlns showed how....

RT @AndreaWiggins: #CitSciELSI a bit surprised no one has brought up partnering with science
communication specialists to better convey res...

RT @engagedethics: CIHR grants require Knowledge Translation. @NIH has invested in #datasharing policies
but data isn't knowledge. #CitSciE...

RT @engagedethics: CIHR grants require Knowledge Translation. @NIH has invested in #datasharing policies
but data isn't knowledge. #CitSciE...

#CitSciELSI More than half of clinical trials are never published! Those of us funded by NSF would be out on
the street. #inthewrongracket
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CIHR grants require Knowledge Translation. @NIH has invested in #datasharing policies but data isn't
knowledge. #CitSciELSI

RT @CharleneJennett: All because a journal doesn't have a high impact factor, it doesn't mean that it doesn't
have good science! Sacoby Wil...

#CitSciELSI Surprised @NIH doesn't support dissemination with grant funding. Achieving "broader impacts"
basically requires that, right?

@EPAresearch STAR grants now must have a community engagement plan. @CCPH2010 was instrumental
in policy! #ChangelsPossible #CitSciELSI

RT @CoopSciScoop: #CitSciELSI - Issue re: power of blogging is scary. Responsible, timely, contextual
dissemination of results is issue bey...

All because a journal doesn't have a high impact factor, it doesn't mean that it doesn't have good science!
Sacoby Wilson #CitSciELSI

#CitSciELSI — great point - #NIH should consider increasing funding focused on AFTER research, & not just
dissemination, but sustainability

@NIH grant funding needs to include dissemination (@NSF does). Study sections should include review of
dissemination plan. #CitSciELSI

RT @AndreaWiggins: #CitSciELSI a bit surprised no one has brought up partnering with science
communication specialists to better convey res...

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SwJEPrTdpl #citsci #diversit...

#CitSciELSI a bit surprised no one has brought up partnering with science communication specialists to better
convey results to public.

RT @AndreaWiggins: #CitSciELSI issues in responsible dissemination of results impact *all* science. Just
more scrutiny & pressure in #Citiz...

RT @engagedethics: Pearl O'Rourke: Responsible, timely, and contextual dissemination is a biomedical
research issue, not unique to #CitSciE...

#CitSciELSI - Issue re: power of blogging is scary. Responsible, timely, contextual dissemination of results is
issue beyond #citizenscience

Pearl O'Rourke: Responsible, timely, and contextual dissemination is a biomedical research issue, not unique
to #CitSciELSI. #JustDolt

MT @CoopSciScoop #citsciELSI CCPH board member Sacoby Wilson: some journals valuable to
#communities but not valued by academic merit system

#CitSciELSI issues in responsible dissemination of results impact *all* science. Just more scrutiny & pressure
in #CitizenScience.

@UW_CoEnv has shifted promotion criteria to include 5 public dissemination as well as 5 peer review pubs.
#ChangelsPossible #CitSciELSI

We need to recognize exemplary #CitSciELSI models! Apply by Feb 16 for CCPH annual award presented at
@cuexpo! https://t.co/lJnGODPHNEi #CBPR

RT @CES4Health: We peer-review & publish products of citizen science! View our collection &amp; submit
your work! http://t.co/nHfboOyKvr #CitSc...

MT @CES4Health: We peer-review & publish products of #citizenscience! submit your work!
http://t.co/V5gHdb4Jmz #CitSciELSI #CBPR #NIH

RT @CES4Health: We peer-review & publish products of citizen science! View our collection &amp; submit
your work! http://t.co/nHfboOyKvr #CitSc...
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1/14/2015 19:51:20 @CES4Health
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1/14/2015 19:49:49 @randomRPL
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1/14/2015 19:48:20 @vvchung
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RT @CES4Health: Publish in #CES4Health! We're free & #openaccess MT @AndreaWiggins #CitSciELSI
must free the #data, the #research &amp; the res...

#citsciELSI Wilson - some journals with low impact factor are valuable (esp to communities), but not valued by
academic merit system

Sacoby Wilson: We have to push the whole system - "impact factors", tenure criteria. Why can't impact mean
community impact? #CitSciELSI

Final session discussing roles & responsibilities of citizen scientists/researchers post study #CitSciELSI
http://t.co/9r6kPuYaDb

RT @CCPH2010: Promising Practices: #Community #Engagement in #Research Funding Announcements &
#PeerReview Criteria #CitSciELSI https://t.c...

RT @engagedethics: #CitSciELSI: Authentic, transformative, partnerships for health @CCPH2010,
@geneticalliance, @CES4Health give good model...

RT @engagedethics: #CitSciELSI: Authentic, transformative, partnerships for health @CCPH2010,
@geneticalliance, @CES4Health give good model...

Publish in #CES4Health! We're free & #openaccess MT @AndreaWiggins #CitSciELSI must free the #data,
the #research &amp; the results, publish #0OA

#CitSciELSI: Authentic, transformative, partnerships for health @CCPH2010, @geneticalliance,
@CES4Health give good models. #CBPR

RT @CCPH2010: Also @NIMHD #CBPR grants http://t.co/lUYXpAPJYsz MT @engagedethics:
@NIEHS_PEPH & #EJ grants model for other @NIH institutes #...

RT @CCPH2010: Promising Practices: #Community #Engagement in #Research Funding Announcements &
#PeerReview Criteria #CitSciELSI https://t.c...

Not that we're aware of, but we co-edited Journal of Urban Health issue on #CBPR failures
https://t.coliypWIsYTNA @AndreaWiggins #CitSciELSI

RT @AndreaWiggins: #CitSciELSI need to "free the data, free the research, free the results" to follow through
on commitment to contributors...

RT @CCPH2010: That's why some #community #IRBs & advisory boards must approve study products prior
to publication/dissemination @engagedeth...

RT @CCPH2010: This means negative #study findings also need to be #published - must learn from #failures
as well as #successes @AndreaWiggi...

RT @CCPH2010: #Communities are #organizing to "set a new table" for #research - please join them!
#CitSciELSI #CNREI https://t.co/5fFm2gk3p...

#CitSciELSI need to "free the data, free the research, free the results" to follow through on commitment to
contributors. (So publish OA!)

RT @CCPH2010: MT @CoopSciScoop #CitSciELSI CCPH board member Sacoby Wilson explains scientific
racism, colonialism & imperialism; actionabl...

We have tools to support http://t.co/7UjhexjDmd http://t.co/gdXp1QXq82 MT @AndreaWiggins #CitSciELSI
Sacoby Wilson is an #engaged #academic

RT @CCPH2010: #Community-engaged #scholarship toolkit http://t.co/7UjhexjDmd MT @engagedethics
@CEEJH1 #CitSciELS| #CBPR #EJ work *can* be ...

RT @AndreaWiggins: #CitSciELSI| "make sure data are used for action" (Sacoby Wilson) — heck, just make
sure the data get used at all! Partic...

This means negative #study findings also need to be #published - must learn from #failures as well as
#successes @AndreaWiggins #CitSciELSI
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#CitSciELSI Sacoby Wilson advocates being an engaged academic—curious about career costs for the
researcher in time, peer opinion, etc.

Let's not forget the #art of it, too MT @researchmatters #CitSciELSI uses #science of #engagement &
#dissemination, actionable findings @NIH

RT @AndreaWiggins: #CitSciELSI "make sure data are used for action" (Sacoby Wilson) — heck, just make
sure the data get used at all! Partic...

RT @CCPH2010: Promising Practices: #Community #Engagement in #Research Funding Announcements &
#PeerReview Criteria #CitSciELSI https://t.c...

#Community-engaged #scholarship toolkit http://t.co/7UjhexjDmd MT @engagedethics @CEEJH1 #CitSciELSI
#CBPR #EJ work *can* be #academic work

#CitSciELSI utilize the science of #engagement and science of dissemination to ensure actionable findings.
.@NIH

#CitSciELSI "make sure data are used for action" (Sacoby Wilson) — heck, just make sure the data get used
at all! Participants expect it.

MT @CoopSciScoop #CitSciELSI CCPH board member Sacoby Wilson explains scientific racism, colonialism
& imperialism; actionable science #CBPR

RT @AndreaWiggins: #CitSciELSI repeating theme: need to offer data access, infrastructure, & support for
participants. Issue of justice, be...

@CEEJH1 #CitSciELSI: Continuum of citizen involvement: consultation, participation, collaboration,
community-driven. #ContextMatters

RT @engagedethics: @CEEJH1 #CitSciELSI: #CBPR and #EJ work *can* be your academic work. Science of
application, science of interdiscliplina...

#CitSciELSI Sacoby Wilson explains scientific racism, sci colonialism, sci imperialism; Need actionable
science #citizenscience #CBPR

#CitSciELSI post-study ethics should also include consideration of long-term data management & stewardship.
Increasing options to consider.

#Communities are #organizing to "set a new table" for #research - please join them! #CitSciELS| #CNREI
https://t.co/5fFm2gk3p2 #CBPR #COMR

RT @CCPH2010: Promising Practices: #Community #Engagement in #Research Funding Announcements &
#PeerReview Criteria #CitSciELSI https://t.c...

@CEEJH1 #CitSciELSI: #CBPR and #EJ work *can* be your academic work. Science of application, science
of interdiscliplinary learning. #BeReal

RT @engagedethics: Quote from DAO doing #CitizenScience: If we put billions into gene sequencing, how
about investing in what it means for ...

RT @CCPH2010: Nothing about us, without us: new credo for community-engaged #research
http://t.co/MVEiIGec525 @engagedethics @UA_magazine #C...

RT @annebowser: Julia Brody: you can't just put data up on the web- you need a curator, you need to make it
useful. #CitSciELSI

RT @OccupyNIH: Until there's equitable distribution of resources, it IS us & them @engagedethics
@sharonfterry @researchmatters #CitSciELSI...

RT @engagedethics: #CitSciELSI themes: reciprocity and real collaboration through mutual respect. This
requires power sharing and humility....

That's why some #community #IRBs & advisory boards must approve study products prior to
publication/dissemination @engagedethics #CitSciELSI
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Dillard SCF: Scientific publications are important - it helps us build on previous work and avoid repeating
studies. #CitSciELSI

#CitSciELSI data ownership & ongoing use—uwith genetic data, Southcentral Foundation goes back to every
individual every time for re-consent.

Promising Practices: #Community #Engagement in #Research Funding Announcements & #PeerReview
Criteria #CitSciELSI https://t.co/2rF94TpxfG

@engagedethics Emphasizes the need to build strong relationships up front and to be prepared for problems
when they occur. #CitSciELSI

Also @NIMHD #CBPR grants http://t.co/lUYXpAPJYsz MT @engagedethics: @NIEHS_PEPH & #EJ grants
model for other @NIH institutes #CitSciELSI

"Education" harms too, e.g. forced boarding schools and paternalistic idea that people "need education"
#BidirectionalLearning #CitSciELSI

#CitSciELSI discussions on "after the study" is one that more projects should have, but much of cit sci has no
projected end date in sight.

Denise Dillard from Southcentral Foundation: publications can lead to unintended (but real) community harms.
#WordsMatter #CitSciELSI

MT @engagedethics #CitSciELSI: reciprocity, collaboration, mutual respect, power sharing, humility
@NIEHS_PEPH See https://t.co/oJeCKBoV7p

#CitSciELSI "Helicopter research" does disrespect to communities, e.g. Barrow (AK) alcohol study, burns
bridges for the long term.

@NIEHS_PEPH and #EJ grants could be a model for other @NIH institutes. As @OccupyNIH says, real
equity is a long way off. #CitSciELSI

RT @CCPH2010: MT @AndreaWiggins #CitSciELSI #ethics: sharing results w/ participants & #communities is
very important (not doing it may vio...

RT @CCPH2010: #Native #Hawaiian #IRB approves #publications in advance to ensure there's no group
harm @AndreaWiggins https://t.co/5]EdCZy6...

#Native #Hawaiian #IRB approves #publications in advance to ensure there's no group harm @AndreaWiggins
https://t.co/5jEdCZy6p8 #CitSciELSI

RT @engagedethics: #CitSciELSI themes: reciprocity and real collaboration through mutual respect. This
requires power sharing and humility....

MT @AndreaWiggins #CitSciELSI #ethics: sharing results w/ participants & #communities is very important
(not doing it may violate trust)

#CitSciELSI themes: reciprocity and real collaboration through mutual respect. This requires power sharing
and humility. @NIEHS_PEPH models!

Until there's equitable distribution of resources, it IS us & them @engagedethics @sharonfterry
@researchmatters #CitSciELSI #equity #parity

ELSI said to "squeeze the pipeline", slow science. Sometimes we need to go slow to go fast. @SilentSpringlns
showed how. #CitSciELSI

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

@sharonfterry #CitSciELSI: Let's move beyond us/them - we are in this together. We are peers, colleagues,
partners, team members. #TheNewWe

#CitSciELSI has implications for #research #ethics review - need more #community-owned & managed models
like these: https://t.co/0OVOfJjhovl
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RT @AndreaWiggins: Legally academics at public universities can be considered public officials & don't own

1/14/2015 19:11:50 @DrLAnthony Lisa Anthony data, which is apparently public...

RT @annebowser: Julia Brody: you can't just put data up on the web- you need a curator, you need to make it
1/14/2015 19:11:07 @AndreaWiggins Andrea Wiggins useful. #CitSciELSI

#CitSciELSI repeating theme: need to offer data access, infrastructure, & support for participants. Issue of
1/14/2015 19:10:53 @AndreaWiggins Andrea Wiggins justice, beneficence, respect.
1/14/2015 19:09:55 @annebowser Anne Bowser Julia Brody: you can't just put data up on the web- you need a curator, you need to make it useful. #CitSciELSI

#CitSciELSI tap "universal cognitive capacities" to communicate results more easily (visually) and don't rely on
1/14/2015 19:09:17 @AndreaWiggins Andrea Wiggins stuff learned in HS.

#CitSciELSI challenges in communicating results: avoid temptation to reassure; addressing policy changes;
1/14/2015 19:08:02 @AndreaWiggins Andrea Wiggins issues w/ resources, timing.

#CitSciELSI ethics after the study: sharing results with participants & communities is very important (not doing
1/14/2015 19:07:08 @AndreaWiggins Andrea Wiggins it may violate trust).

#CitSciELSI Silent Spring community-driven research benefitted from starting w/o hypotheses b/c to be more
1/14/2015 19:05:09 @AndreaWiggins Andrea Wiggins responsive to local needs.

Nothing about us, without us: new credo for community-engaged #research http://t.co/MVEiGec525
1/14/2015 19:02:04 @CCPH2010 CCPH @engagedethics @UA_magazine #CitSciELSI| #CBPR

RT @AndreaWiggins: #CitSciELSI Julia Brody of Silent Spring Institute - "citizen-owned science" focused on
1/14/2015 19:01:59 @vvchung Vivia Chung environmental factors influencin...

#CitSciELSI Julia Brody of Silent Spring Institute - "citizen-owned science" focused on environmental factors
1/14/2015 19:00:44 @AndreaWiggins Andrea Wiggins influencing women's health.

Should be in the very definition... MT @engagedethics: "Not about us without us" should be a foundational
1/14/2015 19:00:10 @CCPH2010 CCPH principle of #CitSciELSI #CBPR

#CitSciELSI .@sharonfterry "let's move away from us/them delineation btwn #citizen scientists and 'real’
1/14/2015 19:00:00 @researchmatters Sarah Greene scientists." (Heads nod vigorously)

RT @NCIPhySci: Dave & Charlisse open day 2 of #CitSciELSI with a recap of day 1 and a venn diagram of
1/14/2015 18:48:07 @vvchung Vivia Chung the mtg focus http://t.co/oukfcHePkn

Dave & Charlisse open day 2 of #CitSciELSI with a recap of day 1 and a venn diagram of the mtg focus
1/14/2015 18:47:19 @NCIPhySci NCI PhysicalSciences http://t.co/oukfcHePkn

RT @CES4Health: We peer-review & publish products of citizen science! View our collection &amp; submit
1/14/2015 18:46:38 @AndreaWiggins Andrea Wiggins your work! http://t.co/nHfboOyKvr #CitSc...

RT @engagedethics: Long held lessons from advocacy communities: "Not about us without us." This should
1/14/2015 18:09:43 @STIPCommonsLab Commons Lab be a foundational principle of #CitS...

RT @researchmatters: Wonder if there is or will soon be a false dichotomy between science & citizen science
1/14/2015 18:09:00 @STIPCommonsLab Commons Lab where biomedical #research is c...

RT @AndreaWiggins: new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI:
1/14/2015 17:15:33 @lbercivis Fundacion Ibercivis http://t.co/NE5jzkDAMD

RT @genome_gov: NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of
1/14/2015 14:43:53 @cathcoste CATHERINE COSTE Citizen Science http://t.co/FTD7RkZI7g #Ci...

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
1/14/2015 14:09:04 @bentoth Ben Toth http://t.co/W8dIGOznj0 #CitSciELS...

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
1/14/2015 11:25:03 @p_phronesis Pasco Phronesis http://t.co/W8dIGOznj0 #CitSciELS...
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RT @researchmatters: .@Sagebio thank you for making your pioneering informed consent tools #opensource
#CitSciELSI

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SwJEPrTdpl #citsci #diversit...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

MT “@wilbanks: Toolkit for e-consent: http://t.co/Rgy0Vu479g still working on methods and explanatory docs"
#CitSciELSI #participantcentered

We peer-review & publish products of citizen science! View our collection &amp; submit your work!
http://t.co/nHfboOyKvr #CitSciELSI #CBPR #NIH

CCPH board member Sacoby Wilson @CEEJH1 & study investigator @engagedethics are #CitSciELSI
speakers http://t.co/plCqZklbXS #researchethics

RT @CoopSciScoop: Thanks @NIH for webcasting #CitSciELSI - ethical, legal, social implications of
#CitizenScience & tomorrow too! http:/i....

Thanks @NIH for webcasting #CitSciELSI - ethical, legal, social implications of #CitizenScience & tomorrow
too! http://t.co/r96KwsAKM;j

RT @GeodataPolicy: Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH
Watch live http://t.co/DIRmYap...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @CoopSciScoop: #CitSciELSI Do #citizenscience participants have right to entire data set +/or their
individual data? pros & cons w/ heal...

RT @researchmatters: Wonder if there is or will soon be a false dichotomy between science & citizen science
where biomedical #researchis c...

RT @AndreaWiggins: #CitSciELSI it's not just a Millennial culture of openness, but also an American culture.
They're not so open with data ...

Wonder if there is or will soon be a false dichotomy between science & citizen science where biomedical
#research is concerned #CitSciELSI

#CitSciELSI need a typology of cit sci? We've got plenty—but most of them don't specifically consider
biomedical contexts.

#CitSciELSI it's not just a Millennial culture of openness, but also an American culture. They're not so open
with data everywhere.

#CitSciELSI medical/health/community practitioners needto know that sharing entire data & visualizing it is
best practice #citizenscience

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGkhjEmR...

RT @AndreaWiggins: lots of new people to meet at Ethical, Legal, Social Implications of #CitizenScience
workshop at @NIH — very exciting! #...

#CitSciELSI "data sovereignty" is important in communities that have suffered from external parties collecting
data about/from them.

RT @AndreaWiggins: #CitSciELSI "Why is this specific to #CitizenScience?" Yes, we should always be asking
this question when we discuss pro...

RT @AndreaWiggins: #CitSciELSI "Why is this specific to #CitizenScience?" Yes, we should always be asking
this question when we discuss pro...
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RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

#CitSciELSI "Why is this specific to #CitizenScience?" Yes, we should always be asking this question when we
discuss project design.

#CitSciELSI Wing finds #citizenscience community members don’t usually want co-authorship or data. They
care about quality of life.

RT @AndreaWiggins: #CitSciELSI now we're talking data ownership/access—consent protects institutions
more than participants—keep calm and w...

#CitSciELSI Who owns data in #citizenscience? Wing’s data is owned by his employer via statute that does
not protect research participants.

#CitSciELSI now we're talking data ownership/access—consent protects institutions more than
participants—keep calm and what?!?

RT @engagedethics: Show of hands: 6 of 40 participants in #CitSciELS| workshop are currently enrolled in a
health research study. Wow. If n...

#CitSciELSI - imagine world where everyone is involved in 10 health studies, multipurposing their data to cure
disease. #citizenscience

#CitSciELSI access to data is a huge power issue. Most people don't really have useful access to their own
health data at all.

Show of hands: 6 of 40 participants in #CitSciELSI workshop are currently enrolled in a health research study.
Wow. If not us, who?

#CitSciELSI model - participants can use their data +/or donate it to science that they want to see being
pursued cc @SciStarter @willbanks

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SWJEPrTdpl #citsci #diversit...

RT @EricMoorBrown: @engagedethics It's easy to understand why some institutional researchers are uneasy
about ceding power. #CitSciELSI

#CitSciELSI Do #citizenscience participants have right to entire data set +/or their individual data? pros & cons
w/ health data

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGkhjEmR...

#CitSciELSI Many data sharing arrangements possible: my data, your data, our data, some data, all data, etc.
Not just interpretation, data

@engagedethics It's easy to understand why some institutional researchers are uneasy about ceding power.
#CitSciELSI

#CitSciELSI risk is heterogeneous; people's willingness to take on risks is likewise heterogeneous. Like
everything else in #CitizenScience.

#CitSciELSI Wow. Wing's group sent data to community group for safekeeping because university was forcing
inappropriate disclosure.

#CitSciELSI | think Ho-driven or not is red herring in #citizenscience which is full of monitoring examples.
Focus on who sets agenda

Quote from DAO doing #CitizenScience: If we put billions into gene sequencing, how about investing in what it
means for people? #CitSciELSI

Democratizing science means opening to diverse perspectives and ways of working. Are we ready?
@EricMoorBrown #CitSciELSI #civicscience
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RT @AndreaWiggins: #CitSciELSI some maverick researchers turning to #CitizenScience as a strategy to
subvert scientific institutions. Inter...

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SwJEPrTdpl #citsci #diversit...

RT @CitSciAssoc: Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post!
http://t.co/SWJEPrTdpl #citsci #diversit...

RT @AndreaWiggins: #CitSciELSI some maverick researchers turning to #CitizenScience as a strategy to
subvert scientific institutions. Inter...

#CitSciELSI Fishman is talking about scientists outside of the academy that organize in DIY community
Re-imagining #CitizenScience: Knowledge for #equality? New #citsci2015 blog post! http://t.co/SWJEPrTdpl
#citsci #diversity #CitSciELSI

RT @CoopSciScoop #CitSciELSI Fishman calls dark side of #citizenscience are #DIY communities that want
to deinstitutionalize genomics...

#CitSciELSI some maverick researchers turning to #CitizenScience as a strategy to subvert scientific
institutions. Interesting mix of goals.

#CitSciELSI Fishman calls dark side of #citizenscience are #DIY communities that want to deinstitutionalize
genomics research

RT @engagedethics: Long held lessons from advocacy communities: "Not about us without us." This should
be a foundational principle of #CitS...

Legally academics at public universities can be considered public officials & don't own data, which is
apparently public record. #CitSciELSI

RT @engagedethics: Long held lessons from advocacy communities: "Not about us without us." This should
be a foundational principle of #CitS...

#CitSciELSI Wing talks abt his collaboration w/ communities of color affected by industrial hog farms
http://t.co/lyn0ZGzrd8b (my blog post)

#citsciELSI Steve Wing: most science is done & funded by govt, academics, industry, etc, so it serves those
constituents, not public #citsci

RT @engagedethics: Long held lessons from advocacy communities: "Not about us without us." This should
be a foundational principle of #CitS...

Long held lessons from advocacy communities: "Not about us without us." This should be a foundational
principle of #CitSciELSI.

@jasonbobe #CitSciELSI: We must take Equal Access seriously if citizen science will work. Reciprocity is
powerful. We can demand more.

#CitSciELSI equal access for data: participants and scientists sharing data on equal footing. Very interesting
corollaries.

#CitSciELSI personal genome sequencing: fascinating, paranoia-inducing, and coming to a community near
you. My mind is boggled.

@EricMoorBrown @engagedethics All participants will have transparently voted on, contributed to all projects,
not just their own #citSciELSI

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @AndreaWiggins: #CitSciELSI Working with the public makes researchers vulnerable to both their peers
and their participants. It's not fo...
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RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGKhjEmR...

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGkhjEmR...

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGkhjEmR...

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGKkhjEmR...

RT @engagedethics: @wilbanks #CitSciELSI: Data Use should require a YouTube oath from data user that
they will not be a jerk. But harms loo...

RT @jenngustetic: High burden on citizen scientists to consent to data they contribute. What about a burden of
consent on ppl that USE the ...

RT @researchmatters: #CitSciELSI Deborah Collyar great point "subject" as noun or verb depends on
whether u r #researcher or #participant ...

@wilbanks #CitSciELSI: Data Use should require a YouTube oath from data user that they will not be a jerk.
But harms look different to some.

High burden on citizen scientists to consent to data they contribute. What about a burden of consent on ppl
that USE the data? #CitSciELSI

RT @kejames: Today & tomorrow: NIH workshop on ethical, legal, &amp; social implications of
#citizenscience (live-stream!) http://t.co/NGKhjEmR...

Today & tomorrow: NIH workshop on ethical, legal, &mp; social implications of #citizenscience (live-stream!)
http:/t.co/NGkhjEmR8C #CitSciELSI

"We could require a Hippocratic oath for data and that would change things very quickly"— @wilbanks just
gave me goosebumps! #CitSciELSI

RT @AndreaWiggins: When is #CitizenScience participant a data subject for IRB review? Info about
participants can be valuable ancillary dat...

#CitSciELSI Working with the public makes researchers vulnerable to both their peers and their participants.
It's not for everybody.

@EricMoorBrown #CitSciELSI: What will change with #CitSci? Traditional scientists will need to show
vulnerabilities, share power, be open.

#CitSciELSI IMO all projects should do ethics review. But requiring it is nearly as problematic as everyone
thinking they're exempt.

#CitSciELSI Julia Brody asks abt access to IRB-granting organization, a big expense for NGO, #citizenscience

When is #CitizenScience participant a data subject for IRB review? Info about participants can be valuable
ancillary data. #CitSciELSI

RT @CharleneJennett: "There’s a reason people get involved and want to help science out. It's because they
want science to help them" Debor...
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Anne Bowser

@wilbanks @sagebio #CitSciELSI: Design elements can make a project more "citizen-y". Like bi-directional
communication channels.

"There’s a reason people get involved and want to help science out. It's because they want science to help
them" Deborah Collyar #CitSciELSI

RT @engagedethics: #CitSciELSI panelists warn that #citizenscience could be just rhetoric or a checkbox.
Could core principles determine au...

#CitSciELSI If IRB is not the right mechanism for ethics review, what is? Need to develop innovative
governance strategies.

#CitSciELSI panelists warn that #citizenscience could be just rhetoric or a checkbox. Could core principles
determine authentic #CitSci?

RT @AndreaWiggins: so many tough IRB questions: does having a participant on research team increase
odds of coercive recruitment? #CitSciEL...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

@sharnay2day | think label is indicative of implicit attitude toward and actual role being assigned to
contributors. #CitSciELSI

@AndreaWiggins agreed. "SUBject" does not equal "subJECT" #CitSciELSI

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

#CitSciELSI Deborah Collyar great point "subject" as noun or verb depends on whether u r #researcher or
#participant http://t.co/hxRD9fY4ls

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

instead of "citizen scientist" some more accurate labels include volunteer, participant, contributor, collaborator,
partner. #CitSciELSI

RT @wilbanks: Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and
explanatory documents. #CitSciE...

Our (very) alpha toolkit for e-consent: http://t.co/QDRSturHdI - still working on methods and explanatory
documents. #CitSciELSI

.@Sagebio thank you for making your pioneering informed consent tools #opensource #CitSciELSI

RT @researchmatters: #CitSciELSI a hazard of engaging citizens in biomedical #research includes fatiguing
them, tapping the well too often.

Blurring the boundaries of the clinic and research, need to bring in the clinician, liability issues #CitSciELSI

#CitSciELSI a hazard of engaging citizens in biomedical #research includes fatiguing them, tapping the well
too often.

so many tough IRB questions: does having a participant on research team increase odds of coercive
recruitment? #CitSciELSI

John Wilbanks: consent is a process, not a static yes/no: phone vibrates to ensure p.'s understand
accelerometers. WOW #citSciELSI
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impressive informed consent design for low-risk health app from SAGE Bionetworks: consent as process, not
one-and-done. #CitSciELSI

RT @AndreaWiggins: #CitSciELS| @PCORnetwork bringing up some of my favorite questions about
#citizenscience data—who governs, who owns, who...

#CitSciELSI @PCORnetwork bringing up some of my favorite questions about #citizenscience data—who
governs, who owns, who are stewards?

@GeodataPolicy Local communities are upfront about it. Researchers should be as well. #CitSciELSI

...and we're back! Sara Hull kicks off session 3 #CitSciELSI http://t.co/scmXIi9vVM

RT @GeodataPolicy: #CitSciELSI| When working w/ local communities, 3 q's 4 scientists 2 answer: who are
you? What r u getting out if it? Wha...

MT @geodatapolicy: #CitSciELSI #citsci w/ communities, 3 q's 4 scientists 2 answer: who r u? What r u getting
from it? What r u giving back?

RT @GeodataPolicy: #CitSciELSI When working w/ local communities, 3 q's 4 scientists 2 answer: who are
you? What r u getting out if it? Wha...

RT @Babs_mph: @A_Kennedy PhD @Pamela_Marcus @drxvq @StefanieN16 @gabelai Charlisse's
#CitSciELSI is happening now & tomorrow: http://t.co/o...

RT @NCIPhySci The NIH #CitSciELSI meeting is about to start! Watch here: http://t.co/qg2eB1Rvz3

RT @OccupyNIH: How can #NIH explore #CitSciELSI while eliminating @NIHDirector Council of #Public
Representatives? @genome_gov @theNCl #hyp...

Community-engaged research 4 all (CENA), #PCORI @GeneticAlliance project, Nick Anderson #CitSciELSI
#CitizenScience https://t.co/cpJ9jJJZ99

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @AndreaWiggins: #CitSciELS| @SallyOkun advocates bringing "data science" and "design science"
together for better outcomes. #colormeimpr...

#CitSciELSI are we really democratizing anything? Depends on definition—new opportunities already, more
will come as we figure out how.

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @bawdenka: @NIH hosting a great wkshp on the ethical/legal/social issues of citizen science. You can
stream it here http://t.co/3DkPm2Sp...

RT @GeodataPolicy: #CitSciELSI When working w/ local communities, 3 q's 4 scientists 2 answer: who are
you? What r u getting out if it? Wha...

#CitSciELS| @yeampierre says tips may seem obvious, but not being put into practice. +1: my research
findings often critiqued as "obvious".

RT @bawdenka: @NIH hosting a great wkshp on the ethical/legal/social issues of citizen science. You can
stream it here http://t.co/3DkPm2Sp...

@NIH hosting a great wkshp on the ethical/legal/social issues of citizen science. You can stream it here
http://t.co/l3DKPm2SpNT #CitSciELSI
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#CitSciELSI When working w/ local communities, 3 g's 4 scientists 2 answer: who are you? What r u getting
out if it? What are u giving back?

How can #NIH explore #CitSciELSI while eliminating @NIHDirector Council of #Public Representatives?
@genome_gov @theNClI #hypocrisy #research

#CitSciELSI @SallyOkun advocates bringing "data science" and "design science" together for better
outcomes. #colormeimpressed #noseriously

RT @AndreaWiggins: Nick Anderson: some participants stick around only out of loyalty—sustainability
problem. Engagement needs to be deeper....

most accountability models focus on finances, not ethics; need to rethink accountability when it's not about
money per se. #CitSciELSI

MT @NCIBiospecimens Find #CitSciELSI workshop agenda here http://t.co/DAXekmvLh7 #CBPR #CTSA
#CitiSci

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

#CitSciELSI @SallyOkun explains @PatientsLikeMe "patients first" ethos for working w/ commercial entities: is
question important to users?

MT @NCIEpi Today's videocast on #ethical, legal & social issues w/ involving #public in #research
http://t.co/IPsIXFMpmL #CitSciELSI #CBPR

RT @engagedethics: @Sharnay2day: And ELSI question from @patientslikeme project: which IRB? what
oversight? what obligations? And does it m...

importance of establishing trust—tech also has growing role in perceptions of legitimacy, IMO many projects
poorly presented. #CitSciELSI

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @AndreaWiggins: #CitSciELS| @yeampierre once communities see benefit, they keep coming back.
Again, relevant #CitizenScience addressesr...

@Sharnay2day: And ELSI question from @patientslikeme project: which IRB? what oversight? what
obligations? And does it matter? #CitSciELSI

I've really enjoyed #CitSciELSI discussions I've been able to catch this morning. Looking fwd to afternoon
sessions! @wilbanks @jasonbobe

Sadly, the latter... in the US anyway, will always be relegated to the fringes of #research, not the mainstream
@engagedethics #CitSciELSI

@yeampierre: Working from justice, change comes through process. Successes occur along the way, not just
ultimate outcomes. #CitSciELSI

MT @engagedethics #CitSciELSI Will #citizenscience transform #biomedical #research practices, or be co-
opted by them? #bioethics #CBPR #CTSA

RT @AndreaWiggins: with justice framework, @yeampierre says focus on processes, not outcomes, to signal
successes. Incremental progress imp...

with justice framework, @yeampierre says focus on processes, not outcomes, to signal successes.
Incremental progress important! #CitSciELSI

RT @AndreaWiggins: "community is inter-generational; no one ages out" - @yeampierre also suggests
celebrating all successes, short and long...

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...
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#CitSciELSI @yeampierre once communities see benefit, they keep coming back. Again, relevant
#CitizenScience addresses real-world concerns.

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

"community is inter-generational; no one ages out" - @yeampierre also suggests celebrating all successes,
short and long term. #CitSciELSI

RT @AndreaWiggins: Great point from Elizabeth Yeampierre: need to talk to people in their own language, on
multiple levels. #CitSciELSI

Nick Anderson: some participants stick around only out of loyalty—sustainability problem. Engagement needs
to be deeper. #CitSciELSI

RT @AndreaWiggins: #CitSciELS| @SallyOkun: patient-initiated research is here to stay, "the genie is out of
the bottle", but opens up a lot...

RT @AndreaWiggins: new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI:
http://t.co/NE5jzkDAMD

RT @engagedethics: #CitSciELS| @yeampierre: To engage communities historically left out of conversations,
decisions: Check Privilege at the...

RT @CoopSciScoop: #CitSciELSI notes that missing from presentations were "Communities” leading as
technical advisers, and "livability" is b...

Session 2 panel on building relationships and community engagement #CitSciELSI http://t.co/9ilmfY594b

RT @Sharnay2day: Patient-initiated research: researchers as collaborators & partners w/patients e.g. Patent-
led lithium carbonate study in ...

Patient-initiated research: researchers as collaborators & partners w/patients e.g. Patent-led lithium carbonate
study in Italy #CitSciELSI

RT @CoopSciScoop: #CitSciELS| @engagedethics - @Patientslikeme #citizenscience is about openness and
sharing rather than privacy and prote...

#CitSciELSI @SallyOkun: patient-initiated research is here to stay, "the genie is out of the bottle", but opens
up a lot of new questions.

@engagedethics @nick_r_anderson How will you explain to citizens when their proposed projects are not
accepted? #CitSciELSI

#CitSciELS| @PatientsLikeMe supports research by its employees, external groups, and patients, e.g.,
complementary study of lithium for ALS.

#CitSciELS| @engagedethics - @patientslikeme has patient-initiated research 2, which flips #citizenscience,
participants engage researchers.

#CitSciELS| @engagedethics - @Patientslikeme #citizenscience is about openness and sharing rather than
privacy and protection.

@CENAProject is up and running. A tool to help solve some classic ELSI hurdles: http://t.co/27ZcNgwtib
#CitSciELSI @PCORI @geneticalliance

#CitSciELS| @SallyOkun talks about Patients Like Me insomnia study—insomnia has massive impact on
those with chronic illness. #CitSciELSI

@GeneticAlliance @nick_r_anderson CENA web platform allows for nuanced privacy control. Will this help
build trust? Let's hope. #CitSciELSI

@nick_r_anderson #CitSciELSI updates on @PCORI @GeneticAlliance project CENA: key is respecting DAO
leaders - they know the way. #equality
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Elizabeth Yeampierre

RT @engagedethics: #CitSciELSI @yeampierre: To engage communities historically left out of conversations,
decisions: Check Privilege at the...

#citsciELS| @yeampierre engagement is not only important to communities, it is important to scientists and
agencies; we need each other

#CitSciELSI| @yeampierre community #citizenscience involves checking your privilege — can’t show up in
space in way that minimizes other

RT @engagedethics: #CitSciELSI @yeampierre: To engage communities historically left out of conversations,
decisions: Check Privilege at the...

#CitSciELSI @yeampierr community #citizenscience involves checking your privilege — can’t show up in space
in way that minimizes other

#CitSciELSI| @yeampierre: To engage communities historically left out of conversations, decisions: Check
Privilege at the Door. #humility

#citsciELS| @yeampierr engagement is not only important to communities, it is important to scientists and
agencies; we need each other

@yeampierre: brilliant science falls flat "if your way of communicating excludes, diminishes, or minimizes in
any way". Bravo! #CitSciELSI

RT @GTsueng: RT @engagedethics: Identify gaps. Follow #CitSciELSI. MT @NIEHS: ELSI of Citizen
Science Jan 13-14 http://t.co/DzuY GkRBxw #cit...

RT @engagedethics: #CitSciELS| @yeampierre : Powerful community-led change, through partnership,
justice, respect through @UPROSE work. #en...

Great point from Elizabeth Yeampierre: need to talk to people in their own language, on multiple levels.
#CitSciELSI

#CitSciELS| @yeampierre : Powerful community-led change, through partnership, justice, respect through
@UPROSE work. #environmentaljustice

RT @AndreaWiggins: Must be flexible & adaptable to participants' suggestions &amp; needs to maximize
benefit for all stakeholders (so...listen to...

RT @engagedethics: What regulations, funding structures, policies, and practices need to change for
#CitizenScience to work? #CitSciELSI #p...

Must be flexible & adaptable to participants' suggestions &amp; needs to maximize benefit for all stakeholders
(so...listen to them!) #CitSciELSI

RT @Sharnay2day: Engagement is "not a rubber stamp." May need to modify research protocol, aims, etc.
#CitSciELSI

@engagedethics Some issues discussed in report for #breastcancer research, but apply broadly
http://t.colyZsymWDEjX #CitSciELSI

Important principles for project design: "everyone must get something out of it" and make sure you ask the
right questions. #CitSciELSI

Engagement is "not a rubber stamp." May need to modify research protocol, aims, etc. #CitSciELSI

Citizen Science livestream today/tmrw on Ethical-Legal-Social Implications http://t.co/nils5MhgJ5 #CitSciELSI
@genome_gov #crowdsource #bio

“@SallyOkun: @patientslikeme looking forward to getting into important ideas, questions re: citizen Science
@NIH #CitSciELSI"@PCORI

Scientists embracing meaningful community partnerships @NIH #CitSciELSI
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Andrea Wiggins

need to help people develop "research imaginations" to see the possibility of how science and research can
help them. #CitSciELSI

RT @engagedethics: What regulations, funding structures, policies, and practices need to change for
#CitizenScience to work? #CitSciELSI #p...

community engagement in patient advocacy & health info sharing: similar to most other #citizenscience but
stakes often higher. #CitSciELSI

RT @CoopSciScoop: #CitSciELSI notes that missing from presentations were "Communities” leading as
technical advisers, and "livability" is b...

RT @engagedethics: What regulations, funding structures, policies, and practices need to change for
#CitizenScience to work? #CitSciELSI #p...

What regulations, funding structures, policies, and practices need to change for #CitizenScience to work?
#CitSciELSI #positivedisruption

RT @NievesChristine: Grew up in #PuertoRico & didn't know about #citsci until recently. How can
communities of color learn about #citizensc...

broadening engagement means re-negotiating ethics, protections of the public, power roles in science, justice
& representation. #CitSciELSI

RT @RunningCardinal: Great posts from #CitSciELS| workshop today. Keep them coming. @NIEHS_PEPH
@engagedethics @naomichirps

#CitSciELSI: We need to be generative, action-oriented, and disruptive to impact bioscience practices.
Dialogue and diversity helps.

RT @engagedethics: Identify gaps. Follow #CitSciELSI. MT @NIEHS: ELSI of Citizen Science Jan 13-14
http://t.co/DzuY GKRBxw #citizenscience

Great posts from #CitSciELSI workshop today. Keep them coming. @NIEHS_PEPH @engagedethics
@naomichirps

RT @japanlawprof: What does #citizenscience mean? Wt roles exist & how do projects benefit w/
#crowdsourcing? wt models exist 4 social cont...

One of my favorite rare disease/families citizen science stories. The Might's and the Wilsey's #CitSciELSI
http://t.co/xq3ne8nuyw

RT @engagedethics: Identify gaps. Follow #CitSciELSI & webcast. MT @NIEHS: ELSI of Citizen Science Jan
13-14 http://t.co/4qadwfzGBp #Bioeth...

New paper w/ #CitizenScience survey #CitSciELSI: http://t.co/lUF8AITHNGo via @AndreaWiggins

What does #citizenscience mean? Wt roles exist & how do projects benefit w/ #crowdsourcing? wt models
exist 4 social contracts? #CitSciELSI

RT @AndreaWiggins: Do you offer your participants an exit strategy? Does your project have an exit strategy?
How do you shut down responsib...

7 Dimensions of Cit Sci: educative dividend, goals& tasks, resource ctrl, exit, voice, visible metrics, &amp;
visible comm capacity #CitSciELSI

the "traditional" ELSI considerations largely echo The Belmont Report, adds on institutional and commercial
considerations. #CitSciELSI

#CitSciELSI - don't lose talking abt oversight - should IRB expand? or other solution?

Most cit sci is short-term; need to take on 7 generation vision for long term stewardship, not just lifespan of
current project #CitSciELSI
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#CitSciELSI notes that missing from presentations were "Communities” leading as technical advisers, and
"livability" is big motivator.

cool talks on citizen science at @NIH #genome looking at ethical, legal and social implications #CitSciELSI
http://t.co/BgEkgkewjM

RT @engagedethics: #CitSciELSI: Will #citizenscience transform biomedical research practices, or be co-
opted by them? Some hope, some fear ...

Novartis & Qualcomm invest in collection of user data 4 clinical trials. #CitizenScience meets #Pharma?
#CitSciELSI http://t.co/4vilaqgzUmB

@DMCarrick @tramklam @SheriSchully @drkhourycdc @Sharnay2day Charlisse's #CitSciELSI is happening
now thru tomorrow: http://t.co/oPu8NnoyHW

RT @annebowser: From Sandra Lee: how does the ethos of open sharing impact the desire for control?
#CitSciELSI

RT @genome_gov: @CoopSciScoop Blog Participants in cit. science projects give up quicklly but early
quitters do impt work.http://t.co/R5YNI...

RT @CoopSciScoop: Sandra Lee on what's new #citizenscience #CitSciELS| Open sharing and transparency
or evolving terms of engagement?

@A_Kennedy_PhD @Pamela_Marcus @drxvqg @StefanieN16 @gabelai Charlisse's #CitSciELSI is happening
now & tomorrow: http://t.co/loPu8NnoyHW

Sandra Lee on what's new #citizenscience #CitSciELSI Is this Democratizion or science as usual?

Sandra Lee on what’s new #citizenscience #CitSciELSI Open sharing and transparency or evolving terms of
engagement?

RT @AndreaWiggins: new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI:
http://t.co/NE5jzkDAMD

Sandra Lee on what's new #citizenscience #CitSciELSI is it Empowerment or data, without information?

What are the expectations in the flow of information? <- super-critical question for informed participation!
#CitSciELSI

RT @annebowser: From Sandra Lee: how does the ethos of open sharing impact the desire for control?
#CitSciELSI

RT @AndreaWiggins: Do you offer your participants an exit strategy? Does your project have an exit strategy?
How do you shut down responsib...

#citsciELSI| What is nature of quality control? What are limits of repurposing &mining shared data in name of
discovery? Who sets the agenda?

Do you offer your participants an exit strategy? Does your project have an exit strategy? How do you shut
down responsibly? #CitSciELSI

Sandra Lee poses questions to ask abt #citizenscience #CitSciELSI who can participate? How are standards
created? Who curates the data? ...

From Sandra Lee: how does the ethos of open sharing impact the desire for control? #CitSciELSI

| want Sandra Lee's list of questions for goals & tasks, resource control, etc. Great set of issues for any project
to ponder! #CitSciELSI

Sandra Lee bringing up a lot of important data policy questions as relates to participation design #CitSciELSI
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MT @NIEHS: LIVE VIDEO NOW: Explore Ethical, Legal, & Social Implications of Citizen Science, Jan 13-14
http://t.co/LRfrS5cxbJ #CitSciELSI

Now presenting: Sandra Soo-Jin Lee, Stanford, sheds light on emerging ethical issues in citizen science
#CitSciELSI

@CoopSciScoop Blog Participants in cit. science projects give up quicklly but early quitters do impt
work.http://t.co/R5YNIEfpdr #CitSciELSI

love it -- to bring home ethics of privacy issues, Pietro asks for show of hands in audience "who had a bowel
movement today?" #CitSciELSI

WATCH NOW: videocast on ethical, legal & social issues with involving the public in research process
http://t.co/xJV8t7EhIz #CitSciELSI

RT @engagedethics: @NievesChristine: @NIMHD at #CitSciELSI agrees we need to pilot trustworthy
#citizenscience methods with minority commun...

Virtuous Ecosystems like @patientslikeme @GeneticAlliance #PEER: People contribute and learn from being
in community. #CitSciELSI

.@AndreaWiggins yes, indeed, with children #CitSciELSI

Rumsfeld always helpful: serendipity helps us with the unknown unknowns. What ELSI issues are unknown
unknowns | wonder? #CitSciELSI

"unknown unknowns" are opportunities for serendipitous scientific discovery in #CitizenScience. #CitSciELSI

How good is good enough when crowdsourcing malaria or cancer cell ID? Especially when waiting for an
"expert" isn't an option. #CitSciELSI

RT @engagedethics: #CitSciELSI: Will #citizenscience transform biomedical research practices, or be co-
opted by them? Some hope, some fear ...

hmm, ethics of additive activities? MT @AndreaWiggins: intro to stardust@home—utterly dull task but
shockingly addictive.. #CitSciELSI

intro to stardust@home—utterly dull task but shockingly addictive, over 30K people helped find 7 pieces of
space dust. #CitSciELSI

RT @engagedethics: #CitSciELSI: Will #citizenscience transform biomedical research practices, or be co-
opted by them? Some hope, some fear ...

RT @engagedethics: @NievesChristine: @NIMHD at #CitSciELSI agrees we need to pilot trustworthy
#citizenscience methods with minority commun...

@NievesChristine: @NIMHD at #CitSciELSI agrees we need to pilot trustworthy #citizenscience methods with
minority communities. #LetsDolt

@engagedethics much like Advanced Chess - thought by Kasparov to be better than either alone! #CitSciELSI
http://t.co/OKhQcfsww4

RT @engagedethics: #CitSciELSI: Will #citizenscience transform biomedical research practices, or be co-
opted by them? Some hope, some fear ...

RT @AndreaWiggins: new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI:
http://t.co/NE5jzkDAMD

brilliant questions about labor issues from Pietro Michelucci—labor standards, work/non-work, rights, etc.
#CitSciELSI
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Pietro Michelucci: Machines and humans each have parts to play in information processing. Can we play to
strengths? #CitSciELSI #informatics

RT @AndreaWiggins: new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI:
http://t.co/NE5jzkDAMD

new paper w/ #CitizenScience survey that Pietro highlighted for #CitSciELSI: http://t.co/NE5jzkDAMD

#CitSciELSI: Will #citizenscience transform biomedical research practices, or be co-opted by them? Some
hope, some fear #bioethics #CBPR

RT @genome_gov: NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of
Citizen Science http://t.co/FTD7RkZI7g #Ci...

RT @CharleneJennett: "Stars don't care if you share their personal data" - ethical, legal, social implications of
#CitizenScience in BioMed...

Pietro Michelucci talking about human computation #CitSciELSI http://t.co/lySO8UGOyJL

Next up: Pietro Michelucci, director of the Human Computation Inst. "Why do we need humans in the
(biomedical research) loop? #CitSciELSI

.@CienciaPR thinking about you guys as | watch #CitSciELSI live: http://t.co/pBUmwItNNO Wish | had known
you guys when | was growing up!

Grew up in #PuertoRico & didn't know about #citsci until recently. How can communities of color learn about
#citizenscience? #CitSciELSI

RT @NIMHgov: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-
1/14 http://t.co/NonSY4Cyom #CitSciEL...

Final question: If #CitSciELSI were a wild success, what would be the outcome?

RT @SallyOkun: @patientslikeme looking forward to getting into important ideas, questions re: citizen Science
@NIH #CitSciELSI

Last speed-knowledge-sharing question: What worries or concerns you about the #citizenscience world?
#citsci #CitSciELSI

Speed-knowledge-sharing question: what do you find really exciting and hopeful in the #citizenscience world?
#CitSciELSI #citsci

Speed-knowledge sharing q: What is Citizen Science from your perspective? #CitSciELSI Can't wait to hear
some of the definitions discussed

"Stars don't care if you share their personal data" - ethical, legal, social implications of #CitizenScience in
BioMed research #CitSciELSI

Following #CitSciELSI today - ethical, legal, social implications of citizen science @NIH

Watching #CitSciELSI live and it looks like everyone is having a good time. Wish | was there!

RT @GeodataPolicy: Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH
Watch live http://t.co/DIRmYap...
RT @GeodataPolicy: Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH
Watch live http://t.co/DIRmYap...

RT @genome_gov: Jennifer Couch, NCI, providing 'lay of the land' for meeting/citizen science. #CitSciELSI
http://t.co/bKXVWLeRgT
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flexible governance needed to accommodate sensitivity of personal health info in biomedical #CitizenScience.
#CitSciELSI

@nih #CitSciELSI exploring citizen science in biomedical research

Jennifer Couch describing citizen science terms and a "lay of the land" #citsciELSI http://t.co/lYiuS5eEWes

RT @CharleneJennett: I'm watching the Ethical, Legal and Social Implications of #CitizenScience workshop on
livestream :) #CitSciELSI

RT @KristinClift: Democratizing Science: How New Services Enable Citizen Discovery, Research, And
Innovation http://t.co/IMkWIPFiKd #CitSc...

RT @GeodataPolicy: Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH
Watch live http://t.co/DIRmYap...

RT @genome_gov: Jennifer Couch, NCI, providing 'lay of the land' for meeting/citizen science. #CitSciELSI
http://t.co/bKXVWLeRgT

RT @GeodataPolicy: Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH
Watch live http://t.co/DIRmYap...

Dave Kaufman & Charlisse Caga-anan open the NIH #CitSciELSI meeting http://t.co/siKYcppy6q

RT @annebowser: ethical issues unique to medical cit sci: "stars don't really care if you share their personal
information" #CitSciELSI

ethical issues unique to medical cit sci: "stars don't really care if you share their personal information"
#CitSciELSI

Follow #CitSciELSI today - ethical, legal, social implications of #CitizenScience at @NIH Watch live
http://t.co/DIRmYap6RV

Jennifer Couch, NCI, providing 'lay of the land' for meeting/citizen science. #CitSciELSI
http://t.co/bKXVWLeRgT

RT @genome_gov: Webcast of NIH Workshop to Explore ELSI of Citizen Science experiencing technical
issues. We're working on it. #CitSciELSI

RT @genome_gov: Webcast of NIH Workshop to Explore ELSI of Citizen Science experiencing technical
issues. We're working on it. #CitSciELSI

RT @NIEHS: LIVE VIDEO: Explore the Ethical, Legal, & Social Implications of Citizen Science, Jan 13-14
http://t.co/60TL944JRL #CitSciELSI #...

Webcast restored! #CitSciELSI

I'm watching the Ethical, Legal and Social Implications of #CitizenScience workshop on livestream :)
#CitSciELSI

Webcast of NIH Workshop to Explore ELSI of Citizen Science experiencing technical issues. We're working on
it. #CitSciELSI

@patientslikeme looking forward to getting into important ideas, questions re: citizen Science @NIH
#CitSciELSI

lots of new people to meet at Ethical, Legal, Social Implications of #CitizenScience workshop at @NIH — very
exciting! #CitSciELSI

Ethics of #citizenscience streamed conference #citsciELSI #dlYscience #openscience http://t.co/oYxGpb0OFqO
via @wilbanks
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RT @NCIPhySci: The NIH #CitSciELSI meeting is about to start! Watch here: http://t.co/iWX2IDX85P
RT @NCIPhySci: The NIH #CitSciELSI meeting is about to start! Watch here: http://t.co/iWX2IDX85P

The NIH #CitSciELSI meeting is about to start! Watch here: http://t.co/iWX2IDX85P

RT @NievesChristine: Great day for #citizenscience! Follow #CitSciELSI today - ethical, legal, social
implications| live http://t.co/hE4Ic6...

Excited to attend the .@NIH Citizen Science workshop today #CitSciELSI .@GeneticAlliance .@HealthPrivacy
.@PCORI #getengaged

Great day for #citizenscience! Follow #CitSciELSI today - ethical, legal, social implications]| live
http://t.co/hE4Ic6VTiL @genome_gov @NIH

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @genome_gov: NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of
Citizen Science http://t.co/FTD7RkZI7g #Ci...

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

RT @engagedethics: Identify gaps. Follow #CitSciELSI & webcast. MT @NIEHS: ELSI of Citizen Science Jan
13-14 http://t.co/4qadwfzGBp #Bioeth...

RT @genome_gov: NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of
Citizen Science http://t.co/FTD7RkZI7g #Ci...

RT @genome_gov: NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of
Citizen Science http://t.co/FTD7RkZI7g #Ci...

NHGRI Webcast: 1/13-14 Workshop on the Ethical, Legal and Social Implications of Citizen Science
http://t.co/FTD7RkZI7g #CitSciELSI

RT @engagedethics: @ecogenetix @naomichirps @NIEHS: FREE WEB: Ethical, legal, social implications of
Citizen Science1/13-14 http://t.co/4qa...

MT @engagedethics: WEBINAR: Ethical, legal, social implications of Citizen Science 1/13-14 5:30am PST(!)
http://t.co/FVUbRt3p10 #CitSciELSI

RT @KristinClift: Just in time for #CitSciELSI | From funding to lobbying, patients now a factor in biotech
http://t.co/qwshAxjAt3 @BostonG...

@ecogenetix @naomichirps @NIEHS: FREE WEB: Ethical, legal, social implications of Citizen Science1/13-
14 http://t.co/4qadwfzGBp #CitSciELSI

RT @KristinClift: Just in time for #CitSciELSI | From funding to lobbying, patients now a factor in biotech
http://t.co/qwshAxjAt3 @BostonG...

Identify gaps. Follow #CitSciELSI & webcast. MT @NIEHS: ELSI of Citizen Science Jan 13-14
http://t.co/4qadwfzGBp #Bioethics #citizenscience

RT @NIEHS: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/60TL944JRL #CitSciELSI
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Jan13-14 webcast: Ethical-Legal-Social Implications of #CitizenScience: http://t.co/O1agKOPXMY #CitSciELSI
@genome_gov HT @HealthcareWen

RT @HealthcareWen: Jan13-4 webcast: Ethical-Legal-Social Implications of CITIZEN SCIENCE
http://t.co/nils5MhgJ5 #CitSciELSI @genome_gov @ST...

RT @HealthcareWen: Jan13-4 webcast: Ethical-Legal-Social Implications of CITIZEN SCIENCE
http://t.co/nils5MhgJ5 #CitSciELSI @genome_gov @ST...

Jan13-4 webcast: Ethical-Legal-Social Implications of CITIZEN SCIENCE http://t.co/nils5MhgJ5 #CitSciELSI
@genome_gov @STIPCommonsLab #ethics

RT @KristinClift: Democratizing Science: How New Services Enable Citizen Discovery, Research, And
Innovation http://t.co/IMKWIPFiKd #CitSc...

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

RT @KristinClift: Democratizing Science: How New Services Enable Citizen Discovery, Research, And
Innovation http://t.co/IMKWIPFiKd #CitSc...

LIVE VIDEO: Explore the Ethical, Legal, & Social Implications of Citizen Science, Jan 13-14
http://t.co/60TL944JRL #CitSciELSI #NIH

Democratizing Science: How New Services Enable Citizen Discovery, Research, And Innovation
http://t.co/IMkWIPFiKd #CitSciELSI

RT @dangerbui: Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELS...

Workshop Jan 13-14: Ethical, Legal and Social Implications of Citizen Science http://t.co/li1JssA601
#CitSciELSI @bermaninstitute

Stream the @NIH workshop on ethical/legal implications of #citizenscience here, 1/13-1/14:
http://t.co/W8dIGOznj0 #CitSciELSI h/t @punkish

RT @STIPCommonsLab: Jan 13-14: NIH Workshop to Explore the Ethical, Legal and Social Implications of
Citizen Science live: http://t.co/EVtd...

Just in time for #CitSciELSI | From funding to lobbying, patients now a factor in biotech http://t.co/qwshAxjAt3
@BostonGlobe

Jan 13-14: NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen Science live:
http://t.co/EVtdA7q9Ut #CitSciELSI

RT @NCIPhySci: Tomorrow NIH explores the ethical, legal, & social implications of biomedical
#citizenscience. Watch: http://t.co/iWX2IDX85P...

RT @NCIPhySci: Tomorrow NIH explores the ethical, legal, & social implications of biomedical
#citizenscience. Watch: http://t.co/iWX2IDX85P...

Tomorrow NIH explores the ethical, legal, & social implications of biomedical #citizenscience. Watch:
http://t.co/iWX2IDX85P #CitSciELSI

RT @NIEHS: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/60TL944JRL #CitSciELSI

Find the workshop agenda here http://t.co/flqWIVJMAZz and follow along on twitter using hashtag #CitSciELSI
(4/4)

RT @NIEHS: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/60TL944JRL #CitSciELSI

13-14 Jan #CitSciELSI NIH Workshop on Ethical, Legal and Social Implications of Citizen Science
http://t.co/taNFxkFMzb via @Vickie_Curtis
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RT @NIEHS: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/60TL944JRL #CitSciELSI

FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/60TL944JRL #CitSciELSI

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...
RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

NCATS, .@theNCI & .@genome_gov to co-host #ELSI workshop Jan 13-14 re: “citizen science” biomed
research. http://t.co/Z5elV6X853 #CitSciELSI

RT @NIMHgov: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-
1/14 http://t.co/NonSY4Cyom #CitSciEL...

RT @CCPH2010: MT @NIMHgov Jan 13-14 WEBINAR: #NIH on #ethical, #legal, #social implications of
#CitizenScience http://t.co/blJylKebDr #CitS...

MT @NIMHgov Jan 13-14 WEBINAR: #NIH on #ethical, #legal, #social implications of #CitizenScience
http://t.co/blJylKebDr #CitSciELSI #CBPR

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

RT @bermaninstitute: Trans-NIH Workshop to Explore Ethical, Legal, Social Implications of Citizen Science
http://t.co/oPu8NnoyHW #CitSciELSI

Tues: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications (ELSI) of Citizen Science
#CitSciELSI http://t.co/lUXq50fFid4

Got gene mutations & searching? Citizen Science implications explored #NIH, Jan 13-14
http://t.co/Z8ARJqvr34 #CitSciELSI #genomics

RT @NIMHgov: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-
1/14 http://t.co/NonSY4Cyom #CitSciEL...

RT @NIMHgov: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-
1/14 http://t.co/NonSY4Cyom #CitSciEL...

RT @bermaninstitute: Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen
Science http://t.co/F56IxW6Rjd #Ci...

Trans-NIH Workshop to Explore the Ethical, Legal and Social Implications of Citizen Science
http://t.co/F56IxW6R]jd #CitSciELSI #Bioethics

RT @NIMHgov: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-
1/14 http://t.co/NonSY4Cyom #CitSciEL...

RT @NIDCD: #NIH explores the ethical, legal, & social implications of Citizen Science, Jan 13-14
http://t.co/lUhOmUano1a #CitSciELSI

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/ZPP1RmUS5NR #CitSciELSI

RT @NCIEpi: FREE WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/8y9IcOKKHH #CitSciELSI

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/ZPP1RmUS5NR #CitSciELSI

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
http://t.co/ZPP1RmUS5NR #CitSciELSI
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RT @Helena_LB: NIH explores the ethical, legal and social implications of citizen science, webinar 13-14 Jan

1/9/2015 2:57:20 @wake_sleep Sean Hill http://t.co/qREODMpVpS #CitSci...

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
1/9/2015 1:50:25 @michaelgraaf WikiParty http://t.co/ZPP1RmUSNR #CitSciELSI

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
1/9/2015 1:40:50 @UduakGW InformaticsGW http://t.co/vkxwhfOCFv #CitSciELSI

RT @pebourne: WEBINAR: #NIH Explores ethical, legal, social implications of Citizen Science, 1/13-1/14
1/9/2015 1:36:12 @openscience Open Science http://t.co/ZPP1RmMUSNR #CitSciELSI



