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Transparency and Open Data  
are Essential 

Å.ŜŎŀǳǎŜ ƛŦ ǿŜ όŀǎ ŀ ŎƻƳƳǳƴƛǘȅύ ŘƻƴΩǘ ŀŎǘΣ 
others will do it for us 

ÅRecent UK Parliament inquiry hinted at 
government action (Video of hearing) 

ÅU.S. NIH currently seeks to reclassify all basic 
research as clinical trials (Washington Post) 

http://www.parliament.uk/business/committees/committees-a-z/commons-select/science-and-technology-committee/news-parliament-2017/research-integrity-evidence-17-19/
https://www.washingtonpost.com/news/to-your-health/wp/2018/01/24/nih-adopts-new-rules-on-human-research-worrying-behavioral-scientists/?utm_term=.a8011893ab3f


Transparency and Open Data  
are Essential 

ÅBut we need to consider their full implications 

ÅTransparency and open data are political 

ÅTransparency can be weaponized: 

ïintentions of people who request data 

ïconsent and ethics 

ïcompetence of people who request data 

ïcommunication platforms 

ïcherry-picking 



               Open Data is 

ÅU.S. data access act 1998 (and 2000) 

ïall data from federally funded projects available 

ïdata disseminated by government must adhere to 
ŀŎǘΩǎ ŘŜŦƛƴƛǘƛƻƴ ƻŦ ǉǳŀƭƛǘȅ  

ïcitizens can challenge and agencies must respond 

ïάƛƴŦƭǳŜƴǘƛŀƭ Řŀǘŀέ Ƴǳǎǘ ōŜ ǊŜǇǊƻŘǳŎƛōƭŜ ǳǇƻƴ 
ǊŜŀƴŀƭȅǎƛǎ ōȅ άǉǳŀƭƛŦƛŜŘ ǘƘƛǊŘ ǇŀǊǘƛŜǎέ 

ïprivately funded research is exempt from 
disclosure 

Political 

Å The acts were drafted by the 
tobacco industry and allies 

Å Implementation was overseen 
by tobacco industry 

Å Most challenges launched by 
lobbyists or industry not public 

Å Many regulations delayed 
(Baba et al., 2005, American Journal of Public Health) 



ÅTobacco industry used access to raw data for 
re-analysis by industry consultant 

ÅTobacco-related morbidity and mortality 
disappeared  

Å Lead (paint, gasoline) 
Å PVC 
Å Any type of pollution 



Open Data may Never be  
Open Enough 

ÅLamar Smith (R-TX), Chair of the House of 
Representatives Science Committee 

ÅIssued subpoena in 2016 to National Oceanic 
ŀƴŘ !ǘƳƻǎǇƘŜǊƛŎ !ŘƳƛƴƛǎǘǊŀǘƛƻƴ όbh!!ύ Χ 

ÅΧ ŦƻǊ ŎƭƛƳŀǘŜ Řŀǘŀ ǘƘŀǘ ǿŜǊŜ ǇǳōƭƛŎŀƭƭȅ 
available (via Google) at the time 

ÅThe ŎŀǘŎƘǇƘǊŀǎŜ ΨΨǎŜŎǊŜǘ 
ǎŎƛŜƴŎŜΩΩ ǘƻ ŀŘǾƻŎŀǘŜ ŦƻǊ Řŀǘŀ 
disclosure discussed by the 
tobacco industry as early as 
1998 (Gianelli, 1998) 



ÅTransparency can be weaponized: 
ïintentions of people who request data 
ïconsent and ethics 
ïcompetence of people who request data 
ïcommunication platforms 
ïcherry-picking 

 



I. Do Intentions Matter? 

ÅOpen Data advocates: No 

ÅTobacco industry: No, why? 

ÅPublic health researchers: Absolutely yes! 



Nefarious Intentions and Science 

ÅDr. Smith publishes a paper suggesting 
interference causes forgetting. 

ÅDr. Jones requests data from Dr. Smith and 
discovers that it is actually leprechauns that 
caused the forgetting. 

Å5ǊΦ WƻƴŜǎ ƛǎ 5ǊΦ {ƳƛǘƘΩǎ ŜȄ-spouse and recently 
lost a bitter custody battle over their 6 
children and a hamster. 

ÅUltimately the scientific community resolves 
the issue. 

ÅEgos are bruised 
ÅCareers hampered 
ÅBut no (not much?) 

lasting harm done 



Nefarious Intentions and  
Public Policy 

ÅDr. Smith publishes a paper suggesting that 
Product X causes cancer. 

ÅDr. Jones, who works for Manufacturer X, 
requests data and purports to discover that 
ŎŀƴŎŜǊ ƛǎ ŎŀǳǎŜŘ ōȅ άŘƛǎǇƻǎƛǘƛƻƴŀƭ ŦŀŎǘƻǊǎέ 
rather than Product X. 

ÅUltimately the scientific community resolves 
the issue. But massive 

harm is done 



Scientific Debate ̧ Public Debate 

ÅThe appearance of a scientific debate, whether 
real or not, prolongs public indecisiveness. 

ÅTobacco control legislation was delayed by 
decades due to appearance of scientific debate. 



!ǎǇƛǊƛƴ ŀƴŘ wŜȅŜΩǎ {ȅƴŘǊƻƳŜ 
(e.g., Michaels & Monforton, 2005) 

ÅIn children with viral infections, Aspirin 
ŎƻƴǎǳƳǇǘƛƻƴ ƛƴŎǊŜŀǎŜǎ Ǌƛǎƪ ƻŦ wŜȅŜΩǎ 
syndrome by 4,000% 

Åм ƛƴ о ŎƘƛƭŘǊŜƴ ǿƛǘƘ wŜȅŜΩǎ ǎȅƴŘǊƻƳŜ ŘƛŜǎ 

Delay cost 1,400+ lives 
(Author of Data Quality 
Act a key figure in delay) 



I. Do Intentions Matter? 

ÅOpen Data advocates: No 

ÅTobacco industry: No, why? 

ÅPublic health researchers: Absolutely yes! 

Now you know why 
they say that 



II. Consent and Ethics 

ÅMedical or clinical research 

ïpatient confidentiality 

ïanonymization can be difficult 

ïeven de-linking is insufficient unless the linking 
key has been destroyed or is held by another 
institution (U.K. data protection act) 

ïconsent may have been given for one stated 
purpose of a study only 



Consent: Exploring Implications 

ÅMs. Jones consents to participate in an 
experiment that observes the effect of WM 
training on IQ 

ÅThe experimenter collects the usual covariates 
and demographics such as gender and 
ethnicity 

ÅThe Ku-Klux-Klan reanalyzes the open data 
and discovers that black participants had a 
higher IQ overall but benefited less from 
training 

Å The YƭǳȄŜǊΩǎ Trumpet 
ƘŜŀŘƭƛƴŜΥ άbƻ ƳŀǘǘŜǊ Ƙƻǿ 
much you train them, they 
Ŏŀƴƴƻǘ ƎŜǘ ǎƳŀǊǘŜǊέ 



Consent: Exploring Implications 

ÅMs. Jones consents to participate in an 
experiment that observes the effect of WM 
training on IQ 

ÅSuppose Ms. Jones was black 
ïdid she realize what she consented to? 

ïwould she have given consent if she knew this 
could happen? 

ïgiven what happened, would she ever consent 
again? 

ïnote that anonymity is not the issue 
If data are open, they 

are open to abuse 



Concerns are Being Articulated 



III. Does Competence Matter? 

ÅResearchers operate in an institutional context 
ïethics boards 

ïdata management plans 

ïpreregistration 

ïpeer-reviewed literature 
 

ÅMr. Tom D. Harry from Widgiemooltha runs a 
Center for Transparency in his garage 
ïnone of the above 

ïbut he has a blog! 

Tom D Harry shocker: 

Vaccinations kill!!!! 
Truth revealed by re-analysis 


