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Agenda

• Overall Aims (Ben)

• Metadata Catalogue and architecture (Jim and James)

• Metadata Standards (Mike and Adam)

• Onboarding Walkthrough (Mike and Adam)

• Support available (Mike and Adam)

• Questions



Our mission is to unite the UK’s health data to enable 
discoveries that improve people’s lives
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Option



Infrastructure – uniting the UK’s health data

Priorities: 

• Establish an ecosystem of Health Data Research Hubs

• Develop an Innovation Gateway to provide safe and secure access to UK’s health data

• Establish the UK Health Data Research Alliance

• Maximise the impact and learning from the Sprint Exemplar projects

• Enable proportionate, rigorous, efficient and transparent information governance across the UK Health Data 
Research Alliance

• Facilitate fair capture of value by the NHS and government for the benefit of patients and UK tax payer
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Ambition: We will create a world-leading data infrastructure and UK-wide 
approach to secure data services to accelerate scientific research and digital 
innovation 





Health Data Research Innovation Gateway

The Gateway is a common access point to UK health research data for accredited researchers 
and innovators
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Developed in 2 phases:

Phase 1 (Minimum Viable Product) – Sep 2019 to Jan 2020

• Portal (Discovery and Access) – developed by IBM

• Metadata catalogue – delivered by NHS Digital and University of Oxford

• Metadata onboarding – delivered by Parity and Metadata Works

Phase 2 – Mar 2020 to Aug 2022

• Technology Partnership



Onboarding metadata for discovery
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Metadata Languages

▪ essential for data management at scale

and for scalable, accountable, reproducible ‘big data’ research

▪ describing properties of datasets, …

supporting high-level discovery, selection, engagement

▪ ... data elements (fields, variables, columns), and data classes (forms, tables)

supporting detailed review of provenance, interpretation, and compatibility

and data re-use 

with a high degree of automation    



Metadata Catalogue

▪ a metadata database containing link-able descriptions - or models - of

- datasets, populated databases

- database schemas, XML schemas, forms 

- data standards

- data transformations

- phenotypes

- …

▪ with ‘importers’ for generating models of datasets and schemas

▪ and ‘exporters’ for generating schemas, forms, and scripts 

▪ and role-based access control, and …













Metadata Standards

• for describing properties of datasets

DCAT-AP, W3C HCLS, schema.org

vocabularies used by various organisations or communities of interest, with varying degrees of 
consistency and applicability

need to agree a vocabulary for the HDR UK community

• for describing properties of data elements and data classes

ISO/IEC 11179 +

core language with well-defined semantics 

open API now, open source release next year
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What are the Metadata Standards - Background

As part of the development of the Innovation Gateway MVP, HDR UK must complete an initial 
onboarding activity to collect high-level information that describes the datasets that are available for 
research and innovation across members of the Alliance and Hubs. 

• Information must be human and machine readable –– and allowing the Gateway to index the 
information to return relevant search results.

• HDR UK’s initial requirements have been used as a baseline specification and iterated based on 
feedback and suggestions from IBM, Oxford and HDR UK. This is part of an MVP.  

• We have tried to provide coverage for organisation who are already collecting metadata and would 
like to provide it to the gateway. 

• We expect as the project progresses there will be further iterations of the specification – but this 
version applies for the current period. 



Principles

The following principles have governed the work and decisions made:

• Specification that will be distributed in first iteration will be “good enough MVP”.

• Metadata should be based on a user need and a user story.

• Metadata should use standard terminologies whenever possible.

• Naming convention: Metadata "titles" will be lowercase, underscore separated .

• (note that in the human readable specification we are using Capitalised for ease of reading)

• Prioritisation of Metadata has been based on Impact vs Effort. However, this will be easier to 
quantify as the project progresses.



Metadata Specification Overview

Summary Business
Coverage and 

Detail
Format and 

Structure
Attributes Technical Metadata

Identifier Description Geographic Coverage Conforms to Creator Table Name

Title Release Date Periodicity Controlled Vocabulary Citations Table Description

Abstract Access Request Cost Dataset End Date Language DOI Column Name

Publisher Access Request Duration Dataset Start Date Format and Structure Column Description

Contact Point Data Controller Jurisdiction File Size Data Type

Access Rights Data Prcoesser Population Type Sensitive

Group License Statistical Population

Derived Datasets Age Band

Linked Dataset
Physical Sample 

Availability

Keywords



Summary Metadata (Mandatory for MVP)



Reference

Document: MVP Metadata Specification_Final v1.1.3
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MetaData onboarding – who and what is involved?

Meta data catalogue 
development team

Gateway MVP 
development team

(Meta) data set 
onboarding team

Current Alliance 
members x 17Current Alliance 

members x 17Current Alliance 
members x 17
Current Alliance 
members x 25 
(Including HIC)

Hubs x 5-7
Hubs x 5-7

Hubs x 7

Current Alliance 
members x 17Current Alliance 

members x 17Current Alliance 
members x 17Future Alliance 

members x ??

IBM

NHS Digital & 
Oxford University

Parity & MetadataWorks

Priority for support 
and funding

Funded through DIH 
monies

Health 
Data 

Finder

Transition



Onboarding metadata for discovery
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Metadata Onboarding team – scope of work

• Rapid evaluation of the current landscape of Alliance and Health Data Research Hubs datasets, the 

metadata status, the data custodian’s readiness for onboarding, and potential investment required to 

develop a sustainable process for onboarding and updating metadata in a timely fashion.

• Co-ordinate the metadata onboarding process for Alliance members and Health Data Research 

Hubs, working closely with the metadata catalogue supplier and providing advice and targeted 

support to Alliance members to complete the onboarding process.

• Demonstrate ‘proof of concept’ for onboarding the metadata from at least two Alliance members 

that have not previously been involved with Health Data Finder.

• Identify and, where possible, address opportunities to improve the efficiency and sustainability of 

the process for the benefit of future datasets and ensuring metadata available through the Gateway 

remains current. 
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Hubs

Hubs x 5-7
Hubs x 5-7

Hubs x 7

Funded through DIH 
monies

• Funded through DIH monies

• Expected to onboard metadata for current datasets

• Minimal support available from MDW / Parity



Two phase approach to investment in Alliance members

1. Rapid evaluation of ‘within scope 
datasets’ across all members of the UK 
Health Data Research Alliance.

2. Targeted support for preparation and 
onboarding of metadata based on 
prioritisation following the rapid 
evaluation work. 
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• Both phases will be co-ordinated by Parity 
& MetadataWorks and form part of the 
development of the Innovation Gateway 
Minimum Viable Product (MVP).  

• The MVP is scheduled to be launched on 10 
January 2020

• It is expected that funded onboarding of 
metadata will continue until the end of 
March 2020 and demonstrate how 
metadata can continue to be added and 
updated



Phase 1: Rapid evaluation work

• Organisational engagement fee. Same across all Alliance members who agree to engage.  It is proposed this should be 

£5,000.  Payment of this engagement fee would be the return within 2 weeks of an information request covering:

• “Within scope dataset return”.  List of datasets/ data assets that are in scope for the rapid assessment and potential loading 

onto Innovation Gateway Metadata Catalogue.

• Provide basic access request process or documentation (or links to it) – this could be achieved by confirming that the 

information provided on ukhealthdata.org is correct

• Provide their data access register and any other transparency info (or links to them)

• Within Scope dataset fee. This would cover the costs associated with providing the basic dataset level information 

requested above for each dataset in scope for the rapid assessment and supporting the Parity/MetadataWorks team to 

carry out an assessment of effort required to fulfil the metadata requirements of the MVP. 

• Differential fee between distinct datasets and derived or related datasets (where the business metadata is essentially 

the same as another in scope dataset).  
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Proposed Conditions of Investment

• To be eligible for funding Alliance members must provide rapid access to relevant staff and facilitate rapid assessment and work to prepare 
metadata onboarding.

• This proposal is about metadata to support discovery as set out in the Alliance Letter of Intent.  There would be no changes to rights or 
control of the underlying dataset/data asset.

• The data custodian would grant HDR UK royalty-free, unrestricted and non-exclusive rights to the current and future metadata for use in 
MVP and any subsequent Innovation Gateway development.  These rights would be perpetual and cover use of the metadata by public,
academic, commercial, not-for-profit, charitable and voluntary sector entities whether based or accessing the metadata in the UK or 
overseas. (i.e., HDR UK would hold a metadata asset at the end of the process).  

• The data custodian commits to keep the metadata subsequently uploaded to the catalogue up to date.

• The decision on what represents a distinct dataset would rest with HDR UK and any attempts to ‘game’ the approach would be considered 
contrary to the Alliance Letter of Intent and Principles for Participation.

• This is a one-time investment to support development and testing of MVP.  It does not set a precedent for any future decisions or funding of 
metadata provision. No further investment should be expected, and organisations will be required to provide a sustainability plan to keep 
the metadata up to date and onboard metadata of future datasets that does not assume any further financial support from HDR UK.

• No payment would be available for datasets already in Health Data Finder unless there is a clear and agreed need for improvement.
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Overlapping areas of Interest

Alliance Members Hubs

HIC

MDW / Parity

HIC Co-ordination 
Centre

HDR UK



Thank you

Find out more: 

Health Data Research UK
Web: hdruk.ac.uk

UK Health Data Research Alliance
Web: ukhealthdata.org

Social: @HDR_UK
Email: enquiries@hdruk.ac.uk
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