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Public Health Research Data Forum
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Immediate goals
* Data management standards support data sharing
* Data sharing is recognized as a professional achievement

* Secondary data users respect the rights of producers and add value to the
data they use

Longer-term aspirations

* Well documented data sets are available for secondary analysis
e Capacity to manage and analyse data is strengthened

* Published work and data are linked and archived

* Data sharing is sustainably resourced for the long term
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National

Programme for IT, UK NHS




Clinical Governance

UK National Health Service organisations became accountable for
continually improving the quality of their services and safeguarding
high standards of care by creating an environment in which excellence
in clinical care will flourish




Genomic Revolution

Human Genome Project
International, collaborative project to map the

whole human genome. Cah o BB thes
f s human
Founded in 1990. R

2001 draft human genome published in Nature.




Decision support & Argumentation

Facts that
argument is
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Microarray Gene Expression

.. the complexity of the MAGE-ML format has made its use impractical for laboratories
lacking dedicated bioinformatics support. We propose a simple tab-delimited,
spreadsheet-based format, MAGE-TAB, which will become a part of the MAGE
microarray data standard and can be used for annotating and communicating
microarray data ....

~JFGED

Punctlonal Genomics Data Society
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Data Re-use

Neurogastroenterol Motil (2006) 18, 927-935 doi: 10.1111/j.1365-2982.2006.00824.x

The nocturnal jejunal migrating motor complex: defining
normal ranges by study of 51 healthy adult volunteers and
meta-analysis

§. M. SCOTT,* C. H. KNOWLES,* D. WANG, E. YAZAKL} L. PICON,§ D. L. WINGATE} & G. LINDBERGY

*Centre for Academic Surgery (GI Physiology Unit), Queen Mary's School of Medicine and Dentistry, London, UK
Medical Statistics Unit, London School of Hygiene and Tropical Medicine, London, UK

{The Wingate Institute, Barts & The London, Queen Mary's School of Medicine and Dentistry, London, UK

§Department of Public Health, Tours Medical University, Tours Cedex, France

Y Department of Medicine, Karolinska Institutet, Huddinge University Hospital, Stockholm, Sweden




Predictive Analytics (Health Dialog UK)

* Commissioned by the UK Department of Health

* Kings Fund, Health Dialog and New York University

 Patients at Risk of Rehospitalisation (PARR++) PARR -
a9 u

* Predictive model based on UK inpatient data

* Freely distributed to all NHS organisations

1987 1988-2000 2001-03 2004-06 2006-08
Document Clinical Decision Data Predictive
Retrieval Measurement Support Curation Analytics

: IR T




Information Security (UCL Inst of Child Health)

e Confidentiality )
[~
* Integrity g;(
* Availability 2,
chiid \&~ £
first
and
always
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Reason’s model

Control Control

Control
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Incident




Information Security Management Systems

* International standard for information security
* |[SO-27001:2005

* Describes requirements (i.e. what you ‘shall’ do)
* Independently audited

e Associated code of practice
* |1SO-27002:2005

* Provides guidance (i.e. what you ‘should’ do)

* An ISMS is dynamic
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Information Security Management System
(ISMS) Development

PLAN DO CHECK ACT

—

Corrective
Action

[ Create ISMS }
ISMS

Implementation
Programme
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Data Catalog Background Citations

Data Catalog E®R
¢ Filter by Country

¥ Filter by Topic

Show studies conducted between | 1985 « | and | 2013 «
Find in study description
Find in variable description

“ariable description includes: Name Label Question Classification

Sort results by: Country <& | ear | Title

Found 13 studies out of 13 Page |1 w|of2 B

Great Britain - Optimizing the Management of Angina (OMA), Clinical Cohorts in Coronary disease Collaboration (4C)

Professor Harry Hemingway, University College London, Clinical Epidemiology, oma

. |Browse metadata | Access policy e

Great Britain - CArdiovascular disease research using Linked Bespoke studies and Electronic Records
FProfessor Harry Hemingway, University College London, caliber

) Browse metadata | Access policy dae

UK - Whitehall Il - Phase 8 (2006-2007)

Professor Sir Michael Marmot, University College London (UCL), uk-ich-whitehall-8

) |Browse metadata | o Access policy dalc




Data Management Planning

Typical content
 Description of the data to be collected / created
 Standards / methodologies for data collection and management

e Ethics and Intellectual Property concerns or restrictions
* Plans for data sharing and access

* Strategy for long-term preservation




DMP Tool

Downloadable application
User documentation
Open source code repository

http://www.openmetadata.org/site/?page id=373
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http://www.openmetadata.org/site/?page_id=373

Benefits of certification

SYSTEMS

e 2012 formal certification of epiLab-SS service
e 2013 accreditation with NHS standards

 UCL among a group of universities funding to establish
* Farr Institute of Health Informatics Research 2013
* Administrative Data Research Centre 2014
* Total of more than £74 million

* 2014 UCL receives ISO 27001 and NHS for large-scales secure service




Data Discoverability Report (Wellcome Trust)

Three Complementary Models
1. Centralised Portal Model

2. Data Journal Model

3. Linked Data Model

Standardised metadata and documentation is essential
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Application Architect, UCLH

| may not have gone
where | intended to go,
but | think | have ended up
where | needed to be.

Douglas Adams, The Long Dark Tea-Time of the Soul
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" HAPPINESS IS A
JOURNEY AND NOT
A DESTINATION.

—— BEN SWEETLAND



