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Make your company a leader in transparency ©Openpharma
BECAUSE you can make a difference

What open access means for pharma Actions for you and your company to take
and stakeholders in healthcare to help drive change
Accessibility A Build: develop infrastructure that increases

accessibility and discoverability

Leadership Engage: listen to academics, prescribers, patients
and the public to know what they want
Equity Campaign: ask publishers for what you want and
show that it is in their interests too
Advocate: unite the community to insist that
visibility journals offer open access

Understand: master the details to be credible in
discussions

Standardise: mandate open access though
publication policies

Educate: discuss as a team the benefits of
publishing open access whenever possible

Inclusion

Do Po Po o o I

Improved patient care
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e The case for open access in pharma



An uncomfortable question

Publishers have committed to making
COVID-19 research open access!

Publishers make coronavirus
(COVID-19) content freely available
and reusable

More than 30 leading publishers have committed to making all
of their COVID-19 and coronavirus-related publications, and the
available data supporting them, immediately accessible in
PubMed Central (PMC) and other public repositories. This will
help to support the ongoing public health emergency response

efforts.

Publishers have agreed to make their content accessible in machine-
readable formats and license it in ways which allow researchers to use
text and data-mining and machine-learning technologies on all of the

content made available.

1. Wellcome. Available online: https://wellcome.ac.uk/press-release/publishers-make-coronavirus-covid-19-content-freely-available-and-reusable (Accessed 24 August 2020); 2. The right to research coalition. Available online:
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But is this enough?

(@OpenPharma

Should all life-changing and life-saving
research be made freely available?

Too many doctors and patients
are making decisions without the benefit
of the latest research.?

T Barack Obama

2009 address to the American Medical Association

http://www.righttoresearch.org/learn/whyOA/index.shtml (Accessed 14 September 2020)



https://wellcome.ac.uk/press-release/publishers-make-coronavirus-covid-19-content-freely-available-and-reusable
http://www.righttoresearch.org/learn/whyOA/index.shtml

Paywalls mean that our research cannot be read (@Openpharma
by those who need it

Patients and families

(especially strongly engaged patients, such as
many people with rare diseases)

Academic researchers
(comprehensive journal access is
increasingly rare, especially at the

less wealthy institutions)

Policymakers
(with huge influence but
sometimes without access to
the gold standard evidence)

Healthcare professionals
(many doctors, nurses, social workers,
pharmacists, psychologists, counsellors,
volunteers do not have institutional access to
subscription journals)

Journalists, bloggers, industry critics
(communicators with a wide reach but whose
information is often several steps removed from
the primary source)

Patient advocates
(partnering with pharma to give input on research
proposals and reimbursement decisions,
summarizing research for patients and
conducting/co-authoring research)



The impact of paywalls on our stakeholders @openpharma

What are the consequences?

A A reader must rely solely on the abstract
for information or on what others say the
research says

A This may give an incomplete or
inaccurate picture to work from

A Some people may turn to illegal sources
to access research

Reasons why research behind a paywall

may not be read

A There is no subscription

A Institution has terminated their
subscriptiont:2

A Login details are incorrect, or remote
working does not enable login?

A There is limited access in low- and
middle-income countries*

A One-time access fee is too expensive Are we content with this?

1. Nature. Available online: https://media.nature.com/original/magazine-assets/d41586-019-00758-x/d41586-019-00758-x.pdf (Accessed 25 August 2020); 2. The Scientist. Available online :https://www.the-scientist.com/news-
opinion/universities-in-germany-and-sweden-lose-access-to-elsevier-journalsd 64522 (Accessed 25 August 2020); 3. Costa-Pereira R. Braz J Biol 2020;80:697; 4. Boudry C et al. Peer J 2019; doi: 10.7717/peerj.7850; 7
5. Collins C. Available online: https://yoursay.plos.org/2012/10/25/open-access-from-a-patient-advocates-perspective-inserting-ourselves-into-the-science-of-a-condition/ (Accessed 25 August 2020).



https://media.nature.com/original/magazine-assets/d41586-019-00758-x/d41586-019-00758-x.pdf
https://www.the-scientist.com/news-opinion/universities-in-germany-and-sweden-lose-access-to-elsevier-journals--64522
https://yoursay.plos.org/2012/10/25/open-access-from-a-patient-advocates-perspective-inserting-ourselves-into-the-science-of-a-condition/

Why are we content to leave our life-saving and ©Openpharma
life-changing research stuck behind paywalls?

O build author 6spgwi bl i ographi es?

Or should we be ensuring that
our research is disclosed and
communicated widely?

support j our ngsl business model s?

‘ Is that our job? ‘ ‘ Can we find a way to support all aims?




What open access means for our key stakeholders ©openpharma

Accessibility
Scientific exchange

Equity

Transparency Inclusion

Improved patient care




What open access means for pharma

(@OpenPharma

Global reach Leadership

Patient-centricity

Opportunities i:& @ Trust

Visibility
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A road map to universal open access

Green open
access repository,
data sharing
platforms

L e t ndagke it
easy for people
to find our
research

Research, focus
groups, outreach

L e t unserstand
what our
stakeholders
want

Campaign

Open Pharma
position statement
outreach

L e t aBksfor
what we want

Advocate

Covering letters

L e t p&rsuade
journals to offer
usS open access

Understand

News, twitter,
blogs, conferences

L e t ndaster the
details to be
credible in
discussions

Standardise

Ipsen, Shire,
Takeda, Plan S,
White House

L e t ndbasdate all
research to be
open access

Educate

Slides, webinars,
one-pagers,
podcasts

\

L e t pautslish

open access

whenever we
can

Increasingly stringent definition
of open access

A Author accepted version on repository A Version of record on journal website

A Immediate open access (no embargo)

A Open access embargo up to 12 months




The move towards open science (@Openpharma
Is already happening

IPSEN cossramuen  DQMAI P00
The Budapesb Open-Access
Wellcome Trust PI an S o Berlin Declaration
World Health .
Howard Hughes Organizaton CANCER Shire OASPA

RESEARCH Open Access Scholarly Publishing Association

Medical Institute

UKRI National Science

Bethesda Stat t '
ethesda Statemen Foundation

National Institutes

Galapagos of Health
U.S. Department

ARTHRITIS European Commission of Defense
Horizon 2020 .
RESEARCH UK orzon Future Science Group

PLOS




(@OpenPharma

Even the best ideas remain just that until they are shared, until they can be
utilized by others. The more people that can access and build upon the latest
research, the more valuable that research becomes and the more likely we are
to benefit as a society. More eyes make for smaller problems.?!
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1. SPARC. https://sparcopen.org/open-access/ (accessed 24 August 2020).



https://sparcopen.org/open-access/

9 Open science, transparency and pharma



Open Science:
what does it mean?

€ and where do discl ¢
transparency fit in?

Providing researchers with the skills and competencies they need to practise Open Science - Report of the Working Group on Education and Skills under Open Science, 2017. Available from: https://www.zbw-

mediatalk.eu/2017/08/report-wie-bekommen-forschende-die-qualifikationen-fur-open-science/ (Accessed 17 January 2020)
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Who do people trust?

Governments?

Pharma?
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Why do we need research transparency? ©Openpharma

Around D90 of the public trust research

by university scientists0 c o mp | ert el y 6
Oa great deal 6 ¢

prerenAnAn

é butonly 32% of the public trust

research carried out by the
pharmaceutical industry 6 ¢
orba gr eat




Pharma companies now disclose the results (@Openpharma
of nearly all their clinical trials

——All industry sponsors —=—All sponsors ——Non-industry sponsors
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Baronikova S et al. BMJ Evidence-Based Medicine 2019;24:177i 184




