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Fig 2 The future of genomics rests on the foundation of the Human Genome Project

Collins F,etal. Avision for the future of genomics research. Nature 2003;422:835. 3
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o help rare disease sequenced

diagnoses

Rare

*

(@) 83,000,000 123,768,000 248,000,000
M genomes will be cancer patlents will genomes will be

o sequenced for rare have thelr genome sequenced for cancer
o disease diagnosis seguenced diagnosis

* Projectad figures, hased an current dats and knewn status of genoemics initiatives worldwiae,

E L, -~ s ¢ Ewan Birney, Jessica Viamathevan, Peter Goodhand.
“’)m ~ ‘DIJREH§&J Alrﬁiﬁa)%ia Genomics in healthcare: GA4GH locks to 2022,
BioRxiv: doi.org/10.1101/203554
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The UNESCO Recommendation on Open Science was adopted by
m' the General Conference of UNESCO at its 41st session, in November 2021.

UNESCO Recommendation
on Open Science

For the purpose of this Recommendation,

open science is defined as an inclusive construct
that combines various movements and practices

aiming to make multilingual scientific knowledge openly
available, accessible and reusable for everyone, to
increase scientific collaborations and sharing of
information for the benefits of science and society,

and to open the processes of scientific knowledge creation,
evaluation and communication fo societal actors

beyond the traditional scientific community.

D EMBO
Science & Society S reports
COVID-19 and the boundaries of open
science and innovation

Lessans of traceability from genomic data sharing and hiosecurity

|usaku Minan', Go Yoshizawa®" & Nariyoshi Shinomiya™ 21 October 2020

2.
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- Establshment of https://en.unesco.org/sites/default/files/
the Open Science i
. open_science_brochure_en.pdf

+ Establshment of the
Open Sdence Steering Thematic and regional

Committee consultation with Meeting of the special committee
« Electronicconsultation | stakeholders on consisting of technical and legal

on the elements of the the contents of the Further consultationsand | experts appointed by Member
\j‘:ﬁ'iﬂ]lﬂl‘lllidlll‘lfl Recommendation Inputs on the final draft States (category Il meeting)

Inclusive Consultative Responsible Transparent

 Marh2020 September 2020 - Jamuary 2021 April 2021 November 2021

........P

January -March2020  Ap il - September 2020 January 2021 - April 2021 July ?ﬂ}l

January-Marc} 2020

First outline of the First draft of the Communication of the

Recommendation Recommendation, <e11 DG's revised draft of the
to the Member States of Recommendation to
UNESCO for their comments Member States

Submission of the draft
Recommendation o the
415t General Conference

with 2 view to its adoption

Roadmap to the UNESCO Recommendation on Open Science

Final NIH Policy for Data Management and Sharing
Notice Number:
NOT-OD-21-013

Key Dates October 29, 2020
January 25, 2023
Release Date: Oclober 23, 2020

Effective Date: January 25, 2023

https://grants.nih.gov/grants/guide/notice-files/NOT-0D-21-013.html|

First, we encourage investigators to consider, while developing their Plans,
how to address data management and sharing in the informed consent process,
such that prospective participants will understand what is expected to happen with their data.

Second, we note that any limitations on subsequent use of data
(which may apply to non-human data as well) should be communicated to
those individuals or entities preserving and sharing the scientific data.

Finally, we highlight the importance of researchers considering
whether, in choosing where and how to make their data available

(if not already specified by an FOA or funding NIH ICO expectation),
access to scientific data derived from humans should be controlled,
even if de-identified and lacking explicit limitations on subsequent use.
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