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HIROs Meeting (Heads of International Research Organization)
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Academy of Medical Sciences, UK

Global scientific community Bill and Melinda Gates Foundation

commits to sharing data on Zika Biotechnology and Biological Sciences Research Council
o % 10 February 2016 iy :
The British Medical Journal (BMJ)
Statement on Data Sharing in Public Health

Bulletin of the World Health Organization
Canadian Institutes of Health Research
The Centers for Disease Control and Prevention

Emergencies:

In the context of a public health emergency of
international concern, there is an imperative on all i i
parties to make any information available that might Chinese Academy of Sciences

have value in combatting the crisis. We are committed ~ Chinese Centre for Disease Control and Prevention

to working in partnership to ensure that the global The Department of Biotechnology, Government of India

response to public health emergencies is informed by The Depar tmentfor Inter nat/onal Development (DFID)

—_———

RS LR B RO MEANCE T
FT—Rx T )T E LR E R #EE
EBal. BEIAICVLTLERERZEITS

LU OSCL 11 1ave rniculrialliollo LU oliai uality-asouiccu
Y STL I plaut . qUanty ) The JAMA Network
interim and final data as rapidly and widely as possible, The L ;

e Lance

including with public health and research communities - R ,
and the World Health Organisation. Médecins Sans Frontieres/Doctors Without Borders (MSF)
National Academy of Medicine

We urge other organisations to make the same

commitments. This commitment is in line with the National Institutes of Health, USA

consensus statement agreed at a WHO expert National Science Foundation, USA
consultation on data sharing last year whereby The New England Journal of Medicine (NEJM)
researchers are expected to share data at the earliest ~ PLOS, Science Journals

opportunity, once they are adequately controlled for South African Medical Research Council
release and subject to any safeguards required to Springer Nature, UK Medical Research Council

protect research participants and patients. Wellcome Trust



| mosets are stars of Japan’s
FHRATEAR ambitious brain project

Human vs Marmoset

Eye contact both YES

Vocal communication both YES
Sharing food and/or DATA ?

isa member of the National Institutes of Health
BRAIN Initiative Working Group. “Other
groups in the United States and China have
started transgenic- primate projects, but none
is aslarge or aswell organized as the Japanese
effort”

Neuroscientist Henry Markram at the Swiss
Federal Institute of Technology in Lausanne,
who heads the European initiative, also
welcomes the effort: “It is absolutely impres-
sive, and Japan should be applauded for
putting together an incredible plan”

Central to the Brain/MINDS effort is the
creation of transgenic marmosets to elucidate
cognitive function and as models of human
brain disease. Although more distantly rdated
to lmmans than primates such aschimpanzees,
these monkeys are in manyways ideal for brain
: ! research. Their small size and fecundity make
Marmosets share behaviours, such as making eye contact as a means of communication, with humans. them easier and more efficient to work with

R¥AN LADBROOKSHUTTERSTO!

Brain/mMINDS

9 OCTOEBER 2014 | ¥YOL 514 | FATURE | 151

Brain Mapping by Integrated & 2074 Macmillan Publishers Limited. All rights reserved
Neurotechnologies for Disease Studies

Supported by AMED Nature, October 9, 2014



Balkanization
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Patients’ Need and Physicians’ Desire
Sequencers vs Physicians
Scientists vs Bureaucrats

University vs Industry

University vs University

Medicine vs Other Sciences
Bureaucrats vs Bureaucrats




IRUD with UDN-Int’n From SCRUM-Japan to -Asia

(Oncomine Cancer Research Panel
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Two case matching in IRUD: Different from Bernard-Soulier syndrome AMED
Takenouchi-Kosaki syndrome (CDC42 mutation; Am J Med Genet A 2015) R
. esource
Effects on amino-acid sequence (+) WhOIe exome variants needed
(frameshift, missense, splicing
abnormality, etc.) \ 126324 / _
Bioinfo

ToMMo will provide >4000 Japanese 9774
controls in 2016

N/A in 60,000 people’s exome; research

from around the world on multifactorial
genetic disorder in adult T~

556 /
DB
Exclude variants in 85
disease-causing gene (39)
WS e

Japanese
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IRUD Consortium | Cas?
for omics analysis IRUD Diagnostic _ _ matching
. : Variants in gene whose
IRUD Analysis Center committee ) . :
relationship with human

-genetic testing (ex. Exome *a wide range of specialists

sequencing) of a specimen * clinical conference mainly consisting of d isease iS un known
upon request clinical geneticists e 1 3
(clinicians have a key role) @

-alliance with home doctors
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ToMMO (Tohoku Univ)
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IRUD-P (until December 2016)

Registered families=2230;

New disease 12 families + 2 case matches
with foreign countries

N-of-1: 77 families: Successful Dx 34%

(<5 candidate variants)
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