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Information is Drug



Gene therapy

Evelyn Villarreal, treated for spinal muscular
atrophy type 1 with a new gene therapy, is nearly 3.
Few children with her condition reach age 2

Evelyn Villarreal suffered from
Spinal Muscular Atrophy
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Breaking Barriers to Health Data

https://www.weforum.org/projects/breaking-barriers-to-health-data-project



Electronic Data Capture in clinical research
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Aggregated genotypic,
phenotypic, longitudinal,
economic data on rare-disease
patients
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http://www3.weforum.org/docs/WEF_Global_Data_Access_for_Solving_Rare_Disease_Report_2020.pdf
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The Initiative on Rare and Undiagnosed Diseases (IRUD)
became an official connected node within the Matchmaker
Exchange (MME) network as of December 2017.

This APl was launched as a federated system in July 2015. A
special issue of Human Mutation in October 2015 described
the MME, its API, connected matchmakers, and a few
examples of successful disease gene discovery. The MME is a
driver project of both the Global Alliance for Genomics and
Health (GA4GH, gadgh.org) and the International Rare
Disease Research Consortium (IRDiRC.org).
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Genome Medicine Alliance Japan, GEM-J

Japanese (homogeneous genome and healthcare) and the Global
Data between | Research and Clinical practice
sharing Common diseases and Rare diseases

Research Clinical practice
Japanese variants Japanese disease variants

Cooperation
—
Japan Human QC check and standardization

Genome DB
Data Sharing mare di f i
Domestic are diseases an ancer

Polygenic Diseases










How the coronavirus is
spreading worldwide



Global Cases

Global Deaths

1,241,378

LFRIGA

https://coronavirus.jhu.edu/map.html
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The COVID19-HGI in numbers

* 928 members (last call) > 1027 members * 183 studies from 46 countries
* 51,000 unique users on the website * 10 "contributing studies”
* 176,845 page view

Lifelines, UK Biobank, Genes and Health,
BioMe, Helix Exome+, Partners Biobank, Finngen, Netherlands Twin Registry,
Generation Scotland, INTERVAL

https://www.covid19hg.org/



https://www.covid19hg.org/
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www.covid19hqg.org/data-sharing/



http://www.covid19hg.org/data-sharing/
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COVID—19 Host Genetics Initiative

Minor allele frequency at rs35044562. Frequency data were obtained from the 1000
Genomes Project?2. Map source data were obtained from OpenStreetMap2.

Nature. 2020 Sep 30. doi:10.1038/s41586-020-2818-3.


https://www.nature.com/articles/s41586-020-2818-3#ref-CR22
https://www.nature.com/articles/s41586-020-2818-3#ref-CR23

How the coronavirus is
spreading worldwide

Genomic DNA analysis might be a key
to survey Covid-19 spreading
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Precision medicine

Information on gene, life style and circumstance
for individual healthy life course

Precision Public Health

Providing the right health intervention to the right
people at the right time reducing health
disparities.
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Data-driven biosocial medical service
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Life Stage

Healthy

Maternal & Child

Monomorbidity | Multimorbidity

Maternal and
Child registry

Non-
Communicable
diseases registry

Healthy
longevity/Death
registry

Genome-Phenome data sharing

Personal health record data sharing

Social-networking data sharing

-
Open data & open access

Open Science

Academia Industry




