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we (still) have a 

problem

opentrials@okfn.orgaudiinsperation (CC BY)

https://www.flickr.com/photos/audiinsperation/5156243100


Anderson et al. N Engl J Med. 2015 Mar 12;372(11):1031-9. doi: 10.1056/NEJMsa1409364.

Prayle AP et al. BMJ. 2012 Jan 3;344:d7373. doi: 10.1136/bmj.d7373.

we have a publication bias problem

opentrials@okfn.org

http://www.nejm.org/doi/full/10.1056/NEJMsa1409364
http://www.bmj.com/content/344/bmj.d7373


we have a discrepancy problem

opentrials@okfn.org

Turner EH et al. N Engl J Med 2008; 358:252-260 doi: 10.1056/NEJMsa065779.

myrfa (CC0)

http://www.nejm.org/doi/full/10.1056/NEJMsa065779
https://pixabay.com/en/files-paper-office-paperwork-stack-1614223/
https://pixabay.com/en/files-paper-office-paperwork-stack-1614223/


we have an information dissemination problem

vs.

clinical study reports

patient information sheets

consent forms

ethics committee documents

individual patient data

methods

opentrials@okfn.org

Jefferson T et al. BMJ. 2014 Apr 9;348:g2545. doi: 10.1136/bmj.g2545.

globalismpictures (CC BY)

http://www.bmj.com/content/348/bmj.g2545
https://www.flickr.com/photos/globalismpictures/10582954426
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we have an information  

architecture problem

opentrials@okfn.orgAchriss713 (CC BY-SA)

https://commons.wikimedia.org/wiki/File:Architectural_Drawing_of_%22The_House_of_Tomorrow%22_5.JPG
https://commons.wikimedia.org/wiki/File:Architectural_Drawing_of_%22The_House_of_Tomorrow%22_5.JPG


Chalmers I, Altman DG. Lancet. 1999;353:490–3 

doi: 10.1016/S0140-6736(98)07618-1.

threaded 

publications

opentrials@okfn.orgTBIT (CC0)

http://www.thelancet.com/journals/lancet/article/PIIS0140-6736(98)07618-1/fulltext
https://pixabay.com/en/sewing-thread-yarn-sew-thread-949155/
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trial registers
academic 
journals

regulatory 
documents

structured data 
on methods 
and results

trial paperwork
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audit publication bias
opentrials@okfn.orgmyrfa (CC0)

https://pixabay.com/en/files-paper-office-paperwork-stack-1614223/


host/link important 

trial documents
opentrials@okfn.orgPexels (CC0)

https://pixabay.com/en/boxes-drawers-mailboxes-1834406/


track sponsors and 

organisations
opentrials@okfn.org



search functionality
opentrials@okfn.org



investigate 

discrepancies
opentrials@okfn.orgDeedster (CC0)

https://pixabay.com/en/chart-graph-analytic-cubes-bars-1545734/


increase machine 

readability
opentrials@okfn.orglmonk72 (CC0)

https://pixabay.com/en/code-data-programming-code-944504/


change sharing norms
opentrials@okfn.org422737 (CC0)

https://pixabay.com/en/privacy-policy-data-security-445156/
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OpenTrials architecture



online (automated)

crowdsourcing

data donations

attribution 

and 

licensing

opentrials@okfn.org

where does our data come from?



HTML
<div id="trial-info-2" class="floater-

50"><div class="info-

title">ClinicalTrials.gov 

Identifier:</div><div 

class="identifier">NCT01013220</di

v><div class="info-date">First 

received: November 12, 2009</div>

<div class="info-date">Last updated: 

December 15, 2014</div><div 

class="info-date">Last verified: 

December 2014 </div><div 

class="info-date"> <a 

href="/ct2/archive/NCT01013220"

title="Historical versions of study 

NCT01013220 on ClinicalTrials.gov 

Archive Site - opens in new window"

onclick="openNewWindow('/ct2/archi

ve/NCT01013220'); return 

false;">History of 

Changes</a></div></div>

XML
<primary_outcome>

<measure>employer purchase of 

depression management 

product</measure>

<time_frame>two years after 

intervention</time_frame>

<safety_issue>No</safety_issue>

</primary_outcome>

<secondary_outcome>

<measure>

fidelity of depression 

management model purchased 

to evidence-based models

</measure>

<time_frame>two years after 

intervention</time_frame>

<safety_issue>No</safety_issue>

</secondary_outcome>

<number_of_arms>2</number_of_ar

ms>

API
"id": "a5d82296-8cb8-11e6-988b-

0242ac12000c",

      "source_id": "nct",

      "identifiers": {

        "nct": "NCT02920840"

      },

      "public_title": "Brain-oscillation 

Synchronised Stimulation of the 

Prefrontal Cortex",      

"target_sample_size": 18,

      "gender": "both",

      "has_published_results": false,

      "status": "ongoing",

      "recruitment_status": "recruiting",

      "registration_date": "2016-09-

26T00:00:00.000Z"

http://api.opentrials.net/v1/search?q

=depression&page=1&per_page=20

harder easier

structured data

online

opentrials@okfn.org

http://api.opentrials.net/v1/search?q=depression&page=1&per_page=20
http://api.opentrials.net/v1/search?q=depression&page=1&per_page=20


opentrials@okfn.org

data 

donations



crowdsourcing

opentrials@okfn.org

User uploads 

document

Document 

approval 

process

Document 

live on

trial page
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licensing and attribution
licensing

● data used in OpenTrials needs to be offered to us without restrictions...
● ...because we want to offer everything to our users as Open Data (freely used, modified, and 

shared by anyone for any purpose) - opendefinition.org
○ there may be legitimate concerns/caveats (e.g. pharma regulatory approval applications)

● factual information (such as the existence of a trial) may not be copyrightable
● data providers: explicit licenses are good - helps others know how they can use your data

○ we can help advise on a suitable, more permissive license - get in touch!

attribution
● all contributors (large and small) receive attribution on OpenTrials pages
● OpenTrials requests (but doesn’t require) attribution by our users when using data

discussions with data providers
● more on that later + good news!

https://en.wikipedia.org/wiki/Open_data
http://opendefinition.org
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348,245 deduplicated trials

opentrials@okfn.org

imported: trial registers



~510,000 publications 

(~27,000 linked with trials)

errors found in some registry IDs

⇨ feedback via PubMed Commons

imported: publications

opentrials@okfn.org



imported: risk of bias scores

opentrials@okfn.org



~22,000 research summaries

created for ethics committee

provides ‘lay summary’ explanation of 

the trial for a non-medical audience

imported: research summaries

opentrials@okfn.org



~55,000 documents across ~16,000 FDA applications

live site: fda.opentrials.net

searchable and linked: FDA Drug Approval Packages

opentrials@okfn.org

https://fda.opentrials.net


ongoing: clinical study reports

opentrials@okfn.org



ongoing: more...

opentrials@okfn.org

even asking has 

been interesting...

© Licensing
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1. researcher

2. doctor

3. patient

4. data journalist

5. developer

6. policy maker

7. regulator

opentrials@okfn.orgRhoda Baer (CC0)

https://commons.wikimedia.org/wiki/File:Researchers_in_laboratory.jpg
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opentrials@okfn.orgIlmicrofono Oggiono (CC BY)

https://www.flickr.com/photos/115089924@N02/16070083419


1. researcher

2. doctor

3. patient

4. data journalist

5. developer

6. policy maker

7. regulator

opentrials@okfn.orgMichael Coghlan (CC BY-SA)

https://www.flickr.com/photos/mikecogh/5040984567


1. researcher

2. doctor

3. patient
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6. policy maker

7. regulator

opentrials@okfn.orgThe Data Journalism Handbook (CC BY-SA)

http://datajournalismhandbook.org/1.0/en/
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https://pixabay.com/en/binary-code-binary-binary-system-475664/
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opentrials@okfn.orgolibac (CC BY)

https://www.flickr.com/photos/olibac/8062127414/
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explorer.opentrials.net

opentrials.net/workshop

opentrials@okfn.org

https://explorer.opentrials.net
http://opentrials.net/workshop


Thank you!

Any questions?

opentrials@okfn.org / opentrials.net / @opentrials

OpenTrials team: Ben Goldacre, Stephen Abbott Pugh, Chris 

Hovey, Paul Walsh, Vitor Baptista, Evgeny Karev, Victor Nițu, 

Georgiana Bere, Lieke Ploeger, Sam Smith, Ben Meghreblian, 

Sarah McNeill, Jessica Fleminger

mailto:opentrials@okfn.org

	Slide 1
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20
	Slide 21
	Slide 22
	Slide 23
	Slide 24
	Slide 25
	Slide 26
	Slide 27
	Slide 28
	Slide 29
	Slide 30
	Slide 31
	Slide 32
	Slide 33
	Slide 34
	Slide 35
	Slide 36
	Slide 37
	Slide 38
	Slide 39
	Slide 40
	Slide 41
	Slide 42
	Slide 43
	Slide 44
	Slide 45
	Slide 46
	Slide 47
	Slide 48

