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Who are winners of data sharing? 
Signatory countries

Observer countries

Observers

Need to demonstrate impact and socio-economic benefit

Citizens



What works well? 

Connect via a standards-based federation - innovative implementations

Driving interoperability using GA4GH standards

Beacon

Phenopackets

Authentication and 

Authorization Infrastructure (AAI)

Tools Registry Service

Workflow Execution Service

Data Registry Service

Task Execution Service

Data Use Ontology

Read file formats (SAM/BAM, VCF/BCF, CRAM/ 
CRYPT4GH)

AAI

htsget

refget

Collaborate On Standards, Compete On Implementation



What comes next? 

Shared vision and roadmaps for a coordinated European infrastructure

Federated Data Analysis & Implementations Sustained Nationally



CERN – IT Department
CH-1211 Genève 23

Switzerland

www.cern.ch/it

Services at CERN

Tim SMITH

UK Health Data Research Alliance Symposium – 2020/12/01

Open Data



@TimSmithCH

CERN Open Data

http://opendata.cern.ch

Research

Education

320 PB

Open Storage

+

+
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For Everyone !

New theories

Machine/Deep Learning

New Communities

Next Generation
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http://zenodo.org

Reusability

http://reana.io
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Trusted evidence.
Informed decisions.
Better health.

International 
involvement of patients 
and the public

Rachel Plachcinski
Cochrane Consumer Network Executive
HDR-UK Public Advisory Board



1,790 consumers, across 79 countries



What’s worked

• Consumers have been part of Cochrane since it began in 1993

• A supported network, with opportunities for training and 
strategic involvement

• Statement of Principles for Consumer Involvement 
developed in 2016, based on equity, inclusion and 
partnership

• The Consumer Network Executive developed its first strategy 
this year



Who wins?

• People using healthcare – consumer input helps shape 
research so it answers the questions important to users

• The organisation – rooted in the experiences of both 
researchers and patients

• Researchers – when done well, consumer involvement helps 
shape researcher development



What’s next?

• Evaluating the implementation of the Statement of Principles

• Attracting more consumers from LMICs

• Tech solutions for those accessing documents via 
smartphone or tablet

• Time and support for those who speak English as a second 
language

• Aligning national and international approaches and 
standards, eg payment/ reward 



Coming up next…

16:00-16:40 Closing plenary

16:40-17:00 Networking session
Find the links to join in your brochure or at hdruk.ac.uk/symposium-links-20


