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Agenda Health Data Research UK

11:00-11:05 Welcome (Ruth Milne)

11:05-11:15 The Evolution of the Health Data Research Innovation Gateway (Gerry Reilly)

11:15-11:45 Breakout Rooms (All)

11:45-12:00 Questions to our panel:
* Gerry Reilly, Technologist in Residence, HDR UK
* Paola Quattroni, Head of Alliance Strategy and Engagement (Interim), HDR UK
* Neil Postlethwaite, Technology Director, ICODA, HDR UK

12:00 Close
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Health Data Research UK

Workshop Poll Questions

1.Have you heard about the HDR Innovation Gateway before?

2. How often do you visit the Gateway? (for any reason)

3.How easy do you find using the Gateway to achieve your goals?

4.Have you ever made a data access enquiry or application via the Gateway?



HDRUK
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Question 1: Have you heard about the HDR Innovation Gateway before?
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Question 2: How often do you visit the Gateway? (for any reason)

I I I N :

Never Every few months Every few weeks Weekly Daily
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Question 3: How easy do you find using the Gateway to achieve your goals?
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Easy Moderate Difficult
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Question 4: Have you ever made a data access enquiry or application via the
Gateway?

14
12
10
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Yes No Started, not completed Did not know this was
an option
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The Evolution of the Gateway

Gerry Reilly
Technologist in Residence, Health Data Research UK

08/12/2022
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Where we started — the Life Science Sector Deal 2017

Life Sciences
Industrial Strategy

A ropont B0 the Goserrmrend Trom The Hle sowe ey s s

Industrial Strategy for Life Sciences
(November 2017) Hubs for health

sarch (digital i j
Health Data Research UK asked to lead :zz;e“arc (digitalinnovoton

delivery of this programme on behalf of
UK Research and Innovationin
September 2018

Design and Dialogue Phase
September 2018 —April June 2019

Minimum Viable Product release of
the Gateway available for public use
April 2020

\ Main phase development starts on

the Gateway

April 2020
End of Milestone 1
October 2020
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September 2018 — Design Thinking Workshop at IBM Hursley Health Data Research UK
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Today

Health Data Research >
Innovation Gateway

Explore W

datasets

775

Help v

Usage Data v About Us v News Community Q

Gateway to health data and tools for research

Search, discover and request access to hundreds of datasets, tools and resources for your
research. Join the thousands of researchers and scientists worldwide who are already using the
Gateway for research and scientific discovery.

Q,  I'mlooking for...

Advanced Search

tools data uses courses papers dataset requests registered users

191 841 199 2,245 553 2,250

HDRUK

Health Data Research UK

+ Add new

searches last month

10,360

Sign in | Sign up




and how we move to....
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Health Data Research UK

1. Services and APIs

Provide a set of services and open APIs to enable federated analysis

2. Community,
scale and adoption

Convene a vibrant open-source development community
Provide the Innovation Gateway as a tool for broader adoption
Reuse and white-label

3. Unifying
Programmes

Bring together the existing programmes
Harmonise the services and programmes HDR UK and our partners offer

Provide consistent Governance processes supporting all programmes

4. Underpinning
our Research Driver
Programmes

Engage Research Driver Programmes to ensure use case led development




Tomorrow — Impact in 5 Years

Patients and Public

The end-to-end use of data will be open
and transparent from discovery to dissemination

Patients and public represented in all aspects of
Technology Services Ecosystem development and
governance

Researchers

New services that allow for the federated analysis
of data across health relevant data sets across
the UK

A community will be leading open development of
those services, providing a sustainable
infrastructure for QQ3 and beyond

FOUR NATIONS
& GLOBAL

00

i

PUBLIC, PATIENTS
& PRACTITIONERS

RESEARCH DATA
INFRASTRUCTURE AND
SERVICES

HEALTH
AND CARE
IMPACT

RESEARCH
DRIVER
PROGRAMMES

ONE INSTITUTE
PARTNERSHIPS
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INS

in 30 mi

See you

08/12/2022
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Breakout Room Sessions: Jam Board Activity Pages Health Data Research UK

v

| ~ Click here to view the Jam Board template



https://jamboard.google.com/d/1n2MXNa65J3EF2cmn1myP7eHwgHx0c6egLrC7Lyo1uSM/edit?usp=sharing

Group Findings: Page 3 and 4

3. Please share your
name, organisation, job
title and how you kept

cool during July's record-
breaking heatwave.

4. Please share a few
keywords that best
describe your area of
research or field of
expertise.

HDRUK

Health Data Research UK

You represented:

Research (academic and clinical)

The public

Research support and professional services
Private companies (health research related)

You had expertise in:

Clinical health

Life sciences

Data science

Other (cancer, imaging, mental health, Al)



Group Findings: Page 5 and 6

5. What web-based
portals do you use most
often to support your
research?

6. What is the biggest
challenge you face when
searching for and
accessing the right data
for your research?

HDRUK

Health Data Research UK

The most common categories mentioned were:

* Search engines (for publications mostly)

* Professional networks and collaborative workspaces
* Best practice resources

e Databases and repositories

* Dataset specific (like the Gateway)

* Cloud and computing services

The most common challenges related to:
* Data information

* Data access (approval process)

* Data availability

* Latest research

e Data discovery platforms

* User experience



5. What web-based portals do you use most often to support
yO u r resea rCh ? Funding and Project Progress Portals Professional Networks and ::gn':u{:irgnﬂm

Collaborative Workspaces

various public Fessarchtinte :::’dm mntim
. cancer data NIHR, UKRI learning
Dataset specific :l::“-Illhim resources (for funding, T REDCap for for enthusiasts, Google
Intellgence eatth grant, project Foundation The Global Health e jgning it
Action - population applimtlnns le.ln; research
health management and updates) f:rtworkund databases
One in Million dataset  Platform L knowledge shari ' Synapse
from Bristol Unive S oy hub) * "
http:jfwww.hﬂstm. ridtankoeg/home Gavi, the N I H R
uk/primaryhealthcare/ Vaccine
researchthemes/one-i NHS
n-a=million/ communiy NHS Digital Alliance
Data A i
currencies Rﬂqal_,;:a“ Best Practice Resources
Service (DARs)
MACGIC App OHDSI/OMOP (data  NHS Data Model and
. Clinical (platform for standardisation Dictionary
. Databases and Repositories trials clinical resource) (reference point for
Imperial ) toolkit by evidenced approved
College Search Engines (for pubs) standards and Information
NIHR Standards Notices)
London T — guidlines)
Library Ensembl clinical trial registry,
genome  EMCEN e
Google Gooale database mmmh;w neeind Cloud and Computing Services
pubMed Scholar 9
Scholar
BioPortal (an Cochrane Google Amazo
s Mpcaitoryot |  utabased) Google  GitHub  Google > :
u
b NCBI biomedical
ontelogies)
Clinical Nvedia (accelerated
BMJ B AThAZON powersi- e
Interactive w Microsoft data J
PubMed PubMed Search (CRIS) Google  inventedceu)
NCBI ety Services visualisation

software



6. What is the biggest challenge you face when searching for

and accessing the right data for your research?

Data Discovery Platforms

data available here
and there but no
com prehensive
database

Always a
snapshot, not
end-to-end

data.

The need for a
single search
engine for all
health data

Too few sites for
discovery, each with
small/local coverage
(hence use PubMed
and Google)

Google and

Amazon are
paid ones

User Experience

Ease of
use
interface

Poor

narrative

on

Use of
language -
data
dictionaries
etc notin
plain english

Unintuitive
interfaces

datasets

Data Information

Having the right understanding
information en how Data quality - what Dataflows!- is the
to access- REC, CAG, data can be used as data anonymised,
DARs and what reliable source data, de--identified?
order to approach mandatory harmony on
each organisation completion, quality terminclogy and
checks etc contractual terms
Project
design complex
and (meta) m“my
proposat data patient data
models

Data Access

using Al for
anonymisation and
IR de-identification -
;aduhoy:t::\ Tﬁ‘-‘i“ﬂ Understanding the ﬁf’:‘:ﬂ \:ry mu;
ta, often data scope of [approval] ulated
received beyond committees e
grant timelines
Accessing turn around
dataset is time for data
complex and access
time approvals
consuming

Latest Research

Literature
access
literature
Keeping up !
Understanding what Rate and pace
research is of publication
Ll is very high
Data Availability
Local vs.
national
darn Access to Related
care data [not]
listed
UK wide data -
trials data not
recruiting available for
across commercial
nations, which research

data matches
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Group Findings: Page 7 and 8

This is what appeals to you most:
7. What interests you * Data discovery

the most about the e Trust and transparency
Gateway as a platform » The datasets!

to discover and request _
access to health * Service and support

datasets? * Open source and open access

These are your suggested areas of improvement:

8. What would * Federation
encourage you to use e Search
the Gateway more? And . PPIE
why?

* Development (focus)
e Visibility




/. What interests you the most about the Gateway as a platform
to discover and request access to health datasets?

the gateway One-stop-shop!
highlights datasets Good place to get
that could be an overview of what
accessed which aids is out there

further research

Data Discovery

Hope it can become
data-light front-end
way into a
‘comprehensive’
national federation
of requestable,
syndicated datasets

Gait MIPHSHE; to TREs and a
oo ™ singlescces
commercial request point
research purpose

help with Community

support
access
requests

Trust and Transparency

To see the
‘other side’
(from
patient/public
advocate)

Service and Support

Data and research
benefits versus
confidentiality risks.
Also, the
confidentiality risks
from combining data.
what data is sensitive
data and what makes
it sensitive.

range
of data

Interoperability of

Listed Datasets datasets
Covers a
large
number of
datasets
Openly Open Source and Open Access
searchable

Open
APIs



8. What would encourage you to use the Gateway more? And
why?

Federation

Search | look

visibility  forward to
using it! ;)
Development
PPIE Engagement
Avoid trying to do
too much... data
discovery, cohort
discovery, use
cataloguing, data Need an app
access request for for cross
management, platform use

federated analysis
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Thank you for taking part in our
Breakout Room sessions!




HDRUK

How to stay updated and get more involved Health Data Research UK
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Thanks for attending.
We hope to see you again soon!




