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Transparency and Open Data
are Essential

Lé PRU INITIATIVE

for open science
A. SOl dzaS AT 46S o6l a |
others will do it for us

A Recent UK Parliament inquiry hinted at
government actioNiseoonea:

A U.S. NIH currently seeks to reclassify all basic
research as clinical trialS.ge.



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

A But we need to consider their full implications
A Transparency and open data are political

A Transparency can be weaponized:
I Intentions of people who request data
I consent and ethics
I competence of people who request data
|
|

I communication platforms
I cherry-picking



Open Data ifolitical

A U S. data access act 1998 (and 2000)

" all data from federally funded projects available
data disseminated by government must adhere to

BRI /. The acts were drafted by the

SIOAIEREEIRY . fobacco industry and allies &

VAL 8r2 A |mplementation was overseen :

NBI VI § by tobacco industry

I VA e A Most challenges launched by

disclosure lobbyists or industry not public
A Many regulations delayed

(Baba et al., 200%American Journal of Public Heglt
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A Tobacco industry used access to raw data for
re-analysis by industry

A Tobaccerelated morbidlAS E=EE N CERIEe ] (1AL
disappeared

A Any type of pollution



Open Data may Never be
Open Enough

A Lamar Smith (X),Chair of the House of
Representatives Science Committee

A Issued subpoena in 2016 kational Oceanic
FYR 1TUOY2ALIKSNAO ! RYAY
AX F2NJ Of A Uil el €@ N

available (via Googh it SRAOEERORe!
disclosure discussed by the

tobacco industry as early as

1998 Gianell) 1998)
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Karen EC Levy' and David Merritt Johns?

A Transparency can be weaponized:

Intentions of people who request data

" consent and ethics

competence of people who request data

- communication platforms
" cherry-picking




|. Do Intentions Matter?

A Open Data advocates: No
A Tobacco industry: No, why?
A Public health researchers: Absolutely yes!



Nefarious Intentions and Science

A Dr. Smith publishes a paper suggesting
Interference causes forgetting.

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

AS NI W2ySa S h
lost a bitter custody balli\=[s{ers ==l eJilTE=l
children and a hamste ACareers hampered

A Ultimately the scientifid/\={0aaoN (alelaaplt ()

the Issue. lasting harm done




Nefarious Intentions and
Public Policy

A Dr. Smith publishes a paper suggesting that
Product X causes cancer.

A Dr. Jones, who works for Manufacturer X,
requests data and purports to discover that
OF YOSNI Aa Ol dzZaSR 08& «
rather than Product X.

A Ultimately the scientific community resolves

the issue. But massive
harm Is done




Scientific Debate Public Debate

ARTICLES

PUBLISHED ONLINE: 28 OCTOBER 2012 | DOI:10.1038/NCLIMATE1720

The pivotal role of perceived scientific consensus
in acceptance of science

Stephan Lewandowsky*, Gilles E. Gignac and Samuel Vaughan

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

A Tobacco control legislation was delayed by
decades due t@appearancef scientific debate.
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Delay cost 1,400+ lives

(Author ofData Quality
Acta key figure in delay)
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|. Do Intentions Matter?

A Open Data advocates: No
A Tobacco industry: No, why?
A Public health researchers: Absolutely yes!

Now you know wh
they say that




ll. Consent and Ethics

A Medical or clinical research
| patient confidentiality
I anonymization can be difficult

I even delinking is insufficient unless the linking
key has been destroyed or is held by another
Institution (U.K. data protection act)

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



Consent: Exploring Implications

A Ms. Jones consents to participate in an
experiment that observes the effect of WM
training on 1Q

A The experimenter collects the usual covariates
and demographics such as gender and
ethnicity

AThe KeKluxKlan refs SV e
and discovers that SEEESECEE SVESIAR T

higher 1Q overall b R e IR E TR L)
training O yy2it 3SdG a




Consent: Exploring Implications

A Ms. Jones consents to participate in an
experiment that observes the effect of WM

training on 1Q
A Suppose Ms. Jones was black
I did she realize what she consented to?

I would she have given consent if she knew this
could happen?

I given what happened, would she ever consent
again?

I note that anonymity IS nc

If data are open, they
are open to abuse



Concerns are Being Articulated

Sydes et al. Trials (2015) 16:104
DOl 10.11856/513063-015-0604-6
\P\ TRIALS
METHODOLOGY Open Access

Sharing data from clinical trials: the rationale for a
controlled access approach

Matthew R Sydes’, Anthony L Johnson, Sarah K Meredith, Mary Rauchen berger, Annabelle South and Mahesh KB Parmar

Abstract

Background: The move towards increased transparency around clinical trials is welcome. Much focus has been on
under-reporting of trials and access to individual patient data to allow independent verification of findings. There are
many other good reasons for data sharing from clinical trials. We describe some key issues in data sharing, including
the challenges of open access to data. These include issues in consent and disclosure; risks in identification, including




lll. Does Competence Matter?

A Researchers operate in an institutional contex
I ethics boards
' data management plans




