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HDRUK

House Ru Ies Health Data Research UK

Welcome!

* Transparency: Anyone is free to use information from our discussion, particular comments will not be
attributed to individuals

* Optimism: Providing contributions that are positive and solutions-focused
* Respect: Promoting a culture of tolerance and inclusivity
* Courage: Be prepared to try new things and challenge

* Humility: Learning and respecting others and their diverse views

To read our meeting guidelines and etiquette in full visit our website:

www.hdruk.ac.uk/news-opinion-events/events/



http://www.hdruk.ac.uk/news-opinion-events/events/

HDRUK

Agenda Health Data Research UK

e 14:00-14:05: Hello and welcome by Alison Elderfield, Programme Manager, HDR UK

e 14:05-14:10: A brief history of the health data research hubs, David Seymour, Director of
Infrastructure and Services, HDR UK

e 14:10-14:15: A patient perspective on health data research by Antony Chuter, PPIE Lead for
Alleviate and Trustee of PainUK

e 14:15-14:30: Spotlight on Alleviate, Gordon Milligan, Deputy Director of Alleviate and Chris Cole,
Director of Alleviate and Senior Lecturer, Health Informatics Centre at the University of Dundee

e 14:30-14:45: Spotlight on DATAMIND, Ann John, Co-Director of DATAMIND and Professor of Public
Health and Psychiatry at Swansea University

e 14:45-15:00: Q&A with speaker panel, chaired by Alison Elderfield
e 15:00: Close
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A Q&A With Health Data Research UK

David Seymour

Director of Infrastructure and Services, HDR UK
Antony Chuter

PPIE Lead for Alleviate and Trustee of PainUK
Chris Cole
Director of Alleviate and Senior Lecturer, Health Informatics Centre, University of Dundee

Gordon Milligan
Deputy Director of Alleviate

Ann John

Co-Director of DATAMIND and Professor of Public Health and Psychiatry at Swansea
University




HDRUK

Health Data Research UK

Thanks for attending.
We hope to see you again soon!
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Our mission & vision HDRUK

Health Data Research UK

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

Our 20-year vision is for large scale data and advanced
analytics to benefit every patient interaction, clinical trial,
biomedical discovery and enhance public health.

Core funders 2023-28
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Research Wales 20000
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Rezsarch Council Research Council
Researc “Research and Development and Development



The scale of the ambition

67 million

HDRUK

Health Data Research UK

PR COALESCE
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SS the o 1 | Performed parallel analyses in each of the 4 UK nations
O -
-
Acr — - Datasets held in national Trusted Research Environments (TREs),
= containing linked general practice (GP), hospital, prescribed medicines,
= _ - COVID-19 vaccination and testing data
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Read paper at: hitps://doi.org/10.1016/S0140-6736(23)02467-4
Harmonised data meta-analysed across all 4 UK nations

We have demonstrated that the UK's
Completed the first epidemiolog study using g C health data environment has the potenﬂa|
Individual-level heaith data for the entire UK population 2 to support whole UK populatlon analyses

These approaches could be refined and extended into
other areas of medicine, to help drive betier
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We need a trustworthy health data research ecosystem to translate
the potential of health data research at scale requires

HDRUK

Health Data Research UK

1-1 trusted
relationships

Data custodian SECTOR MATURITY

Trustworthy data systems
needed to link sensitive data,
require consistency of

C

trustworthy ecosystem

Many-many

Many cross-sector

data custodians

N |7

Health Data
Research Hubs

information governance, policies,
standards and interoperable
technology and data

P

Researcher

accelerate use of data for public benefit

Establishing a trustworthy health data research ecosystem to

A ]I

Many researchers &

innovators




Where it all began...the Digital Innovation Hub Programme HDRUK UK Research

and Innovation
Health Data Research UK

Part of the Industrial Strategy Challenge Fund (ISCF) Data to Early Diagnosis and Precision Medicine challenge

- TRUSTWORTHY USE OF DATA -
UK HEALTH DATA RESEARCH ALLIANCE HEALTH DATA RESEARCH HUBS HEALTH DATA RESEARCH INNOVATION GATEWAY
Uniting the UK’s health data Curating disease focused datasets Finding and accessing nationally
and providing clinical trials and aggregated, usable data

realworld evidence services

r T DISCOVER
UK Health Data #
- DE-IDENTIFY
Research Alliance
L . # LINK
q
ACCESS —
NHS DATA Users
. Researchers, industry,
FElIEE COHORT DATA # ANALYSE NHS, charities,

PHENOTYPE LIBRARY government and public

REGISTRY DATA

A
LINK TO TRUSTED RESEARCH
TRIALS DATA ENVIRONMENTS (SAFE HAVENS)
Convened by Operated by
Health Data Research UK s ' . Health Data Research UK
\ PATIENT AND PUBLIC BENEFIT <«




Read more about the Digital Innovation Hub Programme

and its evaluation, published August 2023

H DRl J K Visit the Gateway  Visit the Alliance  Visit HDR UK Futures

Health Data Research UK

About Advancing Health Research Access Health Data Helping with Health Data Study and Trair

Home | News

News

A pioneering programme to establish a
national infrastructure for health data
science

12 September 2023 | Author: Ruth Milne, Communications Manager, Infrastructure and Services

The Digital Innovation Hub Programme represents a defined period of funding but was
delivered to support the advancement of a much wider agenda - to harness the power o
UK health data for public benefit. The programme’s instrumental effort has reshaped the

health data research landscape and created lasting impact.

HDRU K UK Research
and Innovation

Health Data Research UK

HDRl JK Visit the Gateway  Visit the Alliance  Visit HDR UK Futures

Health Data Research UK

About Advancing Health Research Access Health Data Helping with Health Data Study and Trait

Home | News

Celebrating impact from our Health Data
Research Hubs

31 August 2023

Since the Hubs were set up in 2019 as part of the Digital Innovation Hubs Programme,
they have developed a long way. Here, we look back to see how they’ve evolved and hov

they’re enabling impactful research in a safe and secure way.




Data for R&D m

PROGRAMME

Helping to shape and deliver the NHS Data for R&D Programme -
NHS Research SDE Network + NHS DigiTrials

UK Health Data Health Data Research
Research Alliance Innovation Gateway >
| | )\ l,

England Sub National o St
— Secure Data , Vi .
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Condition specific Hubs, Platforms and Data Science Centres

odresnzra. HDRUK
Research Alllance
L

Health Data Research UK

Centres of excellence with expertise and tools enhancing data foundations and providing FAIR data & services

British Heart Foundation
Data Science Centre

Led by Health Data Research UK

/\_F PIONEER

Health Data Research Hub

re@-

Health Data Research Hub

% Gut Reaction
?_l

Cardiovascular & Diabetes (HDR UK)

Acute Care (Birmingham)

Inflammatory Bowel Disease (Cambridge)

Dementias
Platform ¥

REATHE

Health Data Research Huk

DATA-CAN

The Health Data Research Hub for Cancer

Dementia (Oxford, SeRP/Swansea)

Respiratory Health (Edinburgh, SeRP) Cancer (Leeds, National SDE)

<« INSIGHT

Health Data Research Hub

Rlleviate

The Advanced Pain Discovery Platform
[APDP) Data Hub

DATAMIND

The Health Data Research Hub for Mental Health

Eve Health (Moorfields)

Pain (Dundee)

Mental Health (Swansea, Maudsley)

NB. Discover-NOW (Imperial), the health data research hub for real world evidence is condition agnostic and part of London Secure Data Environment K

development


https://www.hdruk.ac.uk/helping-with-health-data/bhf-data-science-centre/
https://gut-reaction.org/
https://gut-reaction.org/
https://www.pioneerdatahub.co.uk/
https://breathedatahub.com/
https://www.data-can.org.uk/
https://www.insight.hdrhub.org/
https://alleviate.ac.uk/
https://datamind.org.uk/
https://www.dementiasplatform.uk/
https://discover-now.co.uk/

Latest addition, focused on Traumatic Brain Injury HDRUK

Health Data Research UK

?1 ABOUT US PROGRAM CORES ~ PPIE PROGRAM DOCUMENTS ~ PUBLICATIONS
g

NEWS CONTACT REPORTER

Jointly funded by the Medical Research Council (MRC), the National Institute for Health
and Care Research, the Ministry of Defence, Alzheimer’s Research UK




Why the Data to Early Diagnosis and Precision Medicine HDRUK . UK Research
challenge still matters Heolth oot Resereh UK and Innovation

“Patients want their data to be used to improve care. In fact, they’re often
surprised it’s not used already.” Jacqui, cancer survivor and patient advocate



lleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub
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lleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Background

e Chronic pain is defined as Pain lasting for three
months or longer
e According to 2016 research by the British Pain
Society around 28 million adults in the UK are
living with Chronic pain
* Chronic pain is poorly captured in health data
e Chronic Pain first recognized as a condition under
ICD-11 by WHO
* Improved evaluations
* Better treatment decisions

Feedback and opinions of people who live with pain is
invaluable for pain related research



The Advanced Pain Discovery @[[ev@a@e

Platform (APDP)

The Advanced Pain Discovery Platform
(APDP) Data Hub

Consortia set-up &
data generation

ADVANCED

Online open PAIN
data platform DISCOVERY
PLATFORM

Bioinformatics, artificial
intelligence & machine
learning: building a
network level data
library

* Five year programme initially
e £34m from MRC, ESRC,
BBSRC, Versus Arthritis and
complexity &

Lilly

Medical

Research °
uncovering the Council
molecular and

cellular basis of pain VE Rsu s

ARTHRITIS

APDP

ADVANCED PAIN DISCOVERY PLATFORM

Mapping pain




APDP Consortia

Ruleviate

The Advanced Pain Discovery Platform

ﬁ?PAlNSTORM

Neuropathic Pain

ADVANTAGE Alleviate

Data
Visceral Pain

Hub

C Q i S :)
Consortium to Research Individual,
Interpersonal & Social influences in Pain

\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\\

Adverse Childhood
Experience & Pain

(APDP) Data Hub

Alleviate is the data hub of the
APDP, and will collaborate with
the consortia to streamline
access to data and on-board
data into the Alleviate federated
platform where appropriate

APDP

ADVANCED PAIN DISCOVERY PLATFORM



Ruleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

FAIR Principles

Findable Metadata and data should be findable for both humans and computers

Accessible Once found, users need to know how data can be accessed

Data needs to work with applications or workflows for analysis, storage

Interoperable :
and processing

Reusable The goal of FAIR is to optimise data re-use via well described metadata




Solution to a Common Problem Allev@!)ate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Data Silos Data Discovery

 Pain datasets are

in silos ‘ I g
* Hard to find —p
 Even harder to

query

e Datasets are in
different formats

Alleviate.ac.uk



https://alleviate.ac.uk/
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HDR UK Metadata Catalogue Allev@;ate

The Advanced Pain Discovery Platform
(APDP) Data Hub
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HDR UK Gateway Alleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

e Registered 20 Pain datasets with HDR UK’s Metadata

Catalogue
* Available in the Alleviate Collection
* Currently added three Pain specific data sets to HDR UK

Cohort Discovery Tool
 Many further datasets in the pipeline for CDT



https://web.www.healthdatagateway.org/collection/18086026235858576

@ )
Generation Scotland llev@;ate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Female Male
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Pain or Discomfort
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sex
W Male
W Female
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sum of count
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Alleviate
©)

The Advanced Pain Discovery Platform
(APDP) Data Hub

Oxford Carpal Tunnel Syndrome

24 Pain OMOP Concepts 120
100
80
40
0
Female Male
40 sex
B Female
35 B Male
25
20
15
5
N
0 100 200 300 400 500 600 700 800 10 20 30 40 50 60 70 80 90
age



Alleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub
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12 Pain OMOP Concepts

1500

Knee Pain 1000

500
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Female Male

Pain Finding at Anatomical Site

sex
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B Female

700
600
Chronic Pain 00

400

300

sum of count
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 Data harmonisation across data sources

=
* Observational Medical Outcomes Partnership ll|||| ——

(OMOP) Common Data Model (CDM) ——

e Using CaRROT Mapper and CDM Tools
+ Initially developed during CO-CONNECT e~

* Continued development by Alleviate Team, Digital 6
Research Services, University of Nottingham and HDR .
UK \

Visit https://carrot4omop.ac.uk for more
information on these tools



https://carrot4omop.ac.uk/
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lleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

CAPE | p |&s Ifl
Synovial
In-Progress m} ¢ fibroblast pain
pathotypes
Being DOLORisk m

What Data is Being Mapped?




Ruleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

QB Public and Patient Engagement III Data Sharing
[ | |

Alleviate Strengths

e Advice on mapping to OMOP * Access to an active patient group ¢ Data sets standardised to OMOP
* End to end service to map your for input on e.g. academic * Data sets discoverable through
data to OMOP proposal HDR UK Gateway
* Guidance on setting up studies * Time needs to be * Data access requests through
for efficient data management remunerated HDR UK Gateway
* OMOP Data Linkage e Awareness and visibility of * Data extracts available via
* Clinical Data Chronic Pain and its impacts Alleviate TRE
* Genomics Data * Raising awareness of chronic pain
* Trusted Research Environment through marketing campaigns

(TRE) e Ran UK National Pain Survey
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lleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Data Mapping Experience

e Data Discovery and Re-use (FAIR)
e Data Team through Alleviate (+CO-CONNECT) have been
involved in mapping >10 million health records:
* Research cohorts
* Population scale clinical datasets
* All 19 datasets currently in HDR UK Cohort VA — J

Discovery Tool P
r {ﬂﬁi
)

https://www.healthdatagateway.org/about/cohort-discovery !l



https://www.healthdatagateway.org/about/cohort-discovery
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Data Mapping Experience llev@;ate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Carrot Infrastructure

OMOP Common Data Model 9 III:II4::> E

: Stand:
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Stand Metadata .xIsx file

Condition_occurrence F\_,,_\ -
— / XLSX
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Device_exposure
Measurement

Observation

JSON mapping file
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I

1
|
1
|
1
1
|
1
e ’ White 2 1

El Rabbit !
- '
1

|

1

1

1

1

|

1

|

1

L

Standardized clinical data

Note u | > 6 C
[ = S
Data Extraction &
I Episode l u Pseudonymisation
—'l Specimen | L)I Episode_event | A 1 B B

| Fact_relationship |




QR
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The Advanced Pain Discovery Platform
(APDP) Data Hub

Our Data Mapping Service

 Mapping health data to the OMOP CDM

* Review mappings to provide advice

* Provide guidance on your OMOP health data journey

* Provide training on best practices for OMOP use

* Review existing plans for implementing OMOP and providing
feedback on improvements

* Including OMOP as part of a research collaboration

https://alleviate.ac.uk/data-services/



https://alleviate.ac.uk/data-services/

Trusted Research Environment

Hosted by HIC, University of Dundee

¢ >10 years experience
* Flexible cloud compute

* “Five Safes” compliant

* We provide access to project data (following

approvals), which is always pseudonymised and
provisioned in a segregated workspace (green box
for TRE). Diagram shows 5 Safes in blue and colour
coded traffic light system for risk.

 Strict monitoring and auditing capabilities

bsi
27001
Information Security Dlg Ital

Management

CERTIFIED D S PT

Safe Projects
Project review

N

v

Safe People

Approved users

QR

Alleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

___________________

...................

Datasets, e.g. routine NHS
data (unconsented),
research data (consented)

NHS

SCOTLAND

Secure

o e J ————————— e
! 1
I 1

1

transmission

1 1
\ !
_________ [________,’
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Data in: study tools, data

RE

Cyber security controls

-

J

v

Cloud TRE with de-

identified data

e Analytical platform
in virtual desktop

e Software/ apps

4 4 N\
Safe Outputs Safe Data
Data out: sSummarised HIC access controlled: secure storage, quality checking,
results disclosure approvals checking, back-up
control checked @afe Setting: TRE N\
/NHS network with N

identifiable sensitive data

Cohort selection
Data entry

Data linkage
Anonymisation
Recruitment mailing )

¢

J

/




QR

Alleviate

The Advanced Pain Discovery Platform
(APDP) Data Hub

Collaborative Partners

University aW S
of Dundee
% |4 University of \/‘7
BRISTOL

o
43'
& B
UNIVERSITY OF r University of H DRU K
e

::\ B ATH Nottingham Health Data Research UK

Imperial College

APDP BC§Platforms

London
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The Advanced Pain Discovery Platform
(APDP) Data Hub

Questions?

W) @Alleviate_Data

u @alleviate-hub

AN

Alleviate.ac.uk

N\
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The Health Data Research Hub for Mental Health ‘

Ann John- Co-Director

wese - HDRUK
Research
Council Health Data Research UK




Research and data and MH

Studies face problemes:

People most likely to experience poor MH may be least likely to take part

Many measures are self-reported and may be subject to bias and/or their
clinical meaning may be unclear

People are lost to follow up

These partly overcome through using linkage to routinely collected data
Real world data

Cohorts important but numbers
It speaks to policy makers, the public and practitioners

Issues re trust and innovation ' GR Swansea
ATDIENY  (gomie et

, =, Prifysgol

\/ Abertawe




Y& DATAMIND

The Health Data Research Hub for Mental Health

Public Business Workforce
o Participation, FAIR Curated Development & Capacity, Training
Core Activities Partnerships & Data Sustainability & Development
Governance

Children & Young People

OVE 'v i e W Challenge Areas

Excluded and Underrepresented Group

Interfaces between Physical and Mental Health

Severe Mental llIness (SMI)

a Edinburgh Pathfinder
Glasgow Pathfinder

Milestone 1 Datasets available
Manchester
2 _ Discoverable excluded and Linking physical & mental
5 Milestone 2 Discoverable Schools . g PNYSIC
= under-served populations health in SMI
Cambridge Pathfinder (g
(@]
[
UCL Pathfinder <
S~
- KCL Pathfinder G)
Cardiff Pathfinder E
Bristol Pathfinder 5 . o . 9 ope
2 Milestone 3 Reusable free text data Digitally enhanced trials Drug discoverability
©
O
o




' DATAMIND

The Health Data Research Hub for Mental Health

Meetthe Team

° e
Leadership - W Management ! »l
) = | * & 4
Team Team
Ann John Rob Stewart Andrew Mcintosh Matthew Broadbent Dara Almeida Medina
PrincipalInvestigator Co-director Chief Scientific Chief Operating Project Manager
and Co-director Officer

Officer

¢

£
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Matthew Broadbent Dermot O'Reilly Parisa Mansoori Rudolf Cardinal Louise Arsenea ult Matthew Iveson Linda Jones Elena Triantafillopoulou PM Hala Rachidi Claire Mcloughlin
Chief Operating Chief Data Core Activity Lead Core Activity Lead Core Activity Lead PM Business PPl Lead FAIR Curated MH Data PM W orkforce Roadbuilders
Officer Officer

Development &
Sustainability

Capacity,Training & Innvations
Development
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The Health Data Research Hub for Mental Health

Public Participation, Partnerships
and Governance

‘ ; I) ’ The Health Data Research Hub for Mental Health

Super Research Advisory Group




Y& DATAMIND

The Health Data Research Hub for Mental Health

{ Data Literacy.Short Course

§7d DATAMIND

The Health Data Research Hub for Mental Health

ations

Data Literacy Shorﬁourse
A

Understanding Your Health Data and its

i, HDRUK McPin

Council Health DataResearch UK Foundation

Watch on 3 Youlube

https://datamind.org.uk/our-work/courses/data-literacy-short-course

i

SRAG

Shortlisted

for HDRUK
PPIE

Awa rd

Opinion

SRAG publish article in Frontiers in Psychiatry
on Al and Mental Health

DATAMII\ID

The Health Data Research Hub for Mental Health

1

Super Research Advisory Group

I ndustry
Forum

Contribution
SRAG shape
guidelines on
data sharing with
industry

Empowering srac to

Engage with Other Organisations
Collaboration with CRUK,

HDRUK, HRA, MQ, McPin,

and others
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The Health Data Research Hub for Mental Health

72 DATAMIN () X Q

‘The Health Data Research Hub for Mental Health

Our Focus v Data v Our Work v Patients & Public v About Us v Newsroom Contact Us

Home

Glossary

Welcome to the DATAMIND Glossary, an accessible tool created in partnership with the DATAMIND PPIE team.
This user-friendly resource aims to make the complex language of mental health data science understandable
to everyone, regardless of their level of knowledge or experience. In these pages, you'll discover
straightforward explanations of important terms. Our aim is to help people communicate more easily and
work together effectively within this field.

If you would like us to consider adding a term or have any suggestions for improvement, please don’t hesitate to contact us at datamind@swansea.ac.uk. Your input is
invaluable as we strive to enhance, expand, and continually improve this resource.

Search Glossary Term:

sequencing

Term Category Definition

Long-read Health Is a method used to read longer sections of a person's genetic code all at once. This technique provides more detailed

sequencing Research information about complex parts of the genetic material, giving scientists a better understanding of the individual's genes. It's
like reading a longer paragraph in a book, which helps us see the whole picture and discover more about someone's unique
genetic makeup.

Search Glossary Term:

linkage

Term Category

Linkage of data (data  Processes
linkage)

DATAMIND

The Health Data Research Hub for Mental Health

G2

i

L
Super Research Advisory Group

Definition

Joining (linking) data from more than one source. For example, to study the relationships between mental and physical health
conditions, it might be necessary to link data from NHS mental health services to primary care (GPs) or acute hospital data. To
study the relationships between health conditions and education, it might be necessary to link data from health services and a
government education department.

Linkage may be legally complex because it involves data from more than one data controller. Linkage may be based on

straightforward rules (“two records with the same NHS number are from the same person”) or based on probability (“if two

records share the same forename, sumame, and date of birth, they are more likely to be from the same person”). Links may be
made using identifiable data (e.g. NHS number) or de-identified data (e.g. a research pseudonym).




. The Health Data Research Hub for Mental Health

FAIR Curated DATA
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2. Updates

The Health Data Research Hub for Mental Health
Catalogue of

Mental Health Measures Added new studies: British Autism Study of Infant Siblings (BASIS), Longitudinal
Outcomes of Gender Identity in Children (LOGIC), Edinburgh Study of Youth

SPECIALIST CATALOGUE AND ANNOTATION iy .
Transitions and Crime (ESYTC)

Collaborated with other discoverability platforms: The Catalogue of Social Care
Measures, HARMONY, Center for Pediatric Traumatic Stress

Health Data Research
Innovation Gateway ) Search

P Datasets (0) ~ Tools()  Datauses(0) ~ Collections(t) ~ Courses(0) ~ Papers(0)  People (0)
Transparency roject

Developed and embedded an API

DATAMIND and the team at
KCL received MRC funding to

e e sl Sare ¥ 55 UK-based longitudinal studies
transparency. reviewed

The SRAG and the team are
creating plain language
summaries of the studies on the
Catalogue of Mental Health

Measures, a longitudinal studies ove r 3 ooo men ta I h [aPs| I t h
infographic, and identifying new
terms for the DATAMIND

glossary, to be shared across The Catalogue of Mental Health Measures measures f Fom over 3 00 waves O f
organisations o . . °
Bouanming Languige Elena Triantafillopoulou Lily Strange, Louise Arseneault, Clara Fennessy d a t a Cco | | ecC t Teln

Showing 1 results for'DATAMIND catalogue' Sorted by: - Match to search terms (closest first) v

Dataset discoverytool ~ Webpage ~ DataDiscovery ~ MentalHealth  Longitudinal -~ DATAMIND
Keywords

More than 30 mental health and
Domin The Catalogue of Mental Health Measures is designed to provide easy access to information about the mental health wvwe | | b eln g to p i CS

measures included in UK cohort and longitudinal studies to maximise the uptake of existing data and facilitate mental
health research. The C...

s

Catalogue of
Mental Health Measures
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Harmonisation

Catalogue of

Search Mental

The Project Mental Health and Wellbeing Resources About Us
Health Measures

” Mental Health Measures

An interactive catalogue of mental health and wellbeing measures in British cohort and
longitudinal studies

The UK boasts rich and world-renowned cohort and The Catalogue provides information about thousands of Measures detailed in the catalogue include indicators of

longitudinal studies which offer unique opportunities to standard and non-standard measures of mental health and mental health problems, treatment, service use, impairment

answer key questions about mental health and wellbeing. wellbeing collected in UK longitudinal studies. and psychological wellbeing.

Search Mental

Health Measures

Medical UK . .
Research Longitudinal

872 DATAMIND
MRC Council

The Health Data Research Hub for Mental Health

Linkage
Collaboration

Other- annotation
Physical health data

MH across cohorts

Genetic summary tables

Data harmonization- HARMONY

Data from from third sector

UKLLC

New Data Utility Wizard Tool Try out our new tool which will help refine your search to only datasets that meet your data utility requirements- click the Advanced Search butt@iv&Egesback on the tool

Data Research

> Explore ~ Help ~ Usage Data v AboutUs ~ News Community

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...
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HDRUK Phenotype Library Q Home Phenotypes

Phenotypes

Search...

My Collection = Create a Phenotype > Reference Data -

API About Login

View content owned by or shared Start here to contribute to the Look up values for phenotype fields.

with you. Library.

Filter By Results

Order By:
1-20 of over 39

Type
Date PH932 - Attention-Deficit hyperactivity disorder (ADHD)
A.John, Y. Friedmann, M. DelPozo-Banos, A. Frizzati, T. Ford, A. Thapar
Disease or syndrome - Last updated 2022-05-05

Collections

ClinicalCodes Repository
ICD10 CODES READ CODES V2 ADOLESCENT DATA PLATFORM (ADP)
CALIBER
BREATHE
DATAMIND PH933 - Autism Spectrum Disorder (ASD)
Underwood, J. F., DelPozo-Banos, M., Frizzati, A., John, A., Hall, J.
Adolescent Data Platform

(ADP) Disease or syndrome - Last updated 2022-05-05

BHF Data Science Centre ICD10 CODES READ CODES V2 ADOLESCENT DATA PLATFORM (ADP)
PIONEER

Tags PH934 - Conduct Disorder
A.John, Y. Friedmann, M. DelPozo-Banos, A. Frizzati, T. Ford, A. Thapar
Disease or syndrome - Last updated 2022-05-05

Relevance v
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Results Per Page: 20 v
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Discoverable excluded and Linking physical & mental

Milestone 2 Discoverable Schools under-served populations health in SMI

DATAMIN

The Health Data Research Hub for Mental Health

Milestone 3 Reusable free text data Digitally enhanced trials Drug discoverability

Roadbuilder Innovations

Mean mental wellbeing scores out of a total of 35 using SWEMWBS,
S (R persons, aged 11-16, local authorities, Wales, 2021

Produced by Public Health Wales Observatory, using SHRN data

Children’'s Health & Wellbeing Dashboard
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|

CONFERENCES
& WORKSHOPS:

Build capacity on
research practices,
Data Science methods,

PPIE, Leadership

VIDEO
COURSES

Adapt courses &
training material into
accessible video
content

MH
DATASCIENCE
COMMUNITY

Convene ECRs to share
career development
and collaboration
opportunities and
experiences
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Health Data Research UK

Workshop Series

DATA MANAGEMENT

Processing & linkage of
routinely collected data
Data catalogue &
Phenotype library

APR 2023 NOV 2023

PROGRAMMING

Programming principles
Practice session in R & Python

DATA ANALYSIS

Epidemiology
Advance statistical analysis

SEP 2022

Methodological principles
Distance based classifiers

MACHINE LEARNING 2 MACHINE LEARNING 1
ANNS
NLP
Decision trees
SVMs

AUTUMN 2024 SPRING 2024
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Health Data Research UK

Workshops & I\/Ieetmgs

Collaborating for success: advice
for early career researchers

@? DATAMIND

#DataScience

}4/1" | Qh
Early Career

'Researchers Presentations | . .
MQ :@\I AVIND Reflections on the MQ Datamind Workshop and

mmr

Conference by an Early Career Researcher
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Core Outcome Measures in Effectiveness
Trials

"A core outcome set (COS) is an agreed standardised set of outcomes that should be measured and reported, as a minimum, in all clinical trials in specific areas of health or health care."

Home Search the COMET Database Resources COS Endorsement COS Uptake Patients and the Public Events About us COMET VIl

A Feasibility Study to Define and Embed a Core Mental Health Dataset in Physical Health Research Studies

An individual’s mental and physical health are closely linked. However, this fails to be reflected in starkly disconnected mental and physical healthcare provision, or in the public
health and research sectors (DoH, 2017). Enhanced understanding of the links between physical and mental health is now a priority for patients, research councils and the NHS. The
Mental Health Research Framework highlighted the “need for securing closer integration of mental and physical health research to maximise research capacity” (DoH, 2017, p.5).
Routine capture of mental health data in physical health studies was specifically identified as a critical area to address.

Our overarching aim is to create a seamless and widely acceptable mechanism to collect a common/core set of mental health data (the Core Mental Health Dataset - CMHDS) for all
UK physical health study participants so that researchers can analyse the links between physical and mental health.

The NIHR Clinical Research Network (CRN) collects data on over 800 000 participants across its clinical portfolio every year in England and Wales. The vast majority of participants
are from studies concerned with physical ill health. A significant gap in these data is information about participants’ mental health and wellbeing. However, public data collection
initiatives require substantial PPIE, as well as multi-organisation agreement about the content and format of the datasets collected. Moreover, the technical infrastructure to capture
mental health data routinely within physical health studies needs to be designed.

This project aims to work with people across the UK to co-create an acceptable, safe and secure mechanism to collect a core set of mental health data for participants in physical
health research projects. This involves workshops with the public and other researchers to understand the concerns people may have about sharing mental health data when
partaking in a physical health study — ensuring mental health outcomes collected in the Core Mental Health Data Set (CMHDS) reflect what the public and researchers feel are
important elements of mental health to be captured in all studies. This is in line with COMET’s goal to create outcomes that are relevant to patients and health professionals.

We will then test the feasibility of embedding the CMHDS in 3 physical health studies. The ultimate aim of the research is to have a core set of mental health questions asked across
all physical health studies, giving us consistent data which can be compared and analysed and providing a broader understanding of the mental health status of the population at
large, as well as an insight into the links between mental and physical health.

The principal research question is: How can we safely, securely, acceptably and easily collect mental health information from participants in physical health research projects?

Contributors
Principal investigator:
Prof Kathryn Abel (University of Manchester)

Co-applicants:

Dr Pauline Whelan (University of Manchester)

Prof Ann John (Swansea University)

Prof Paul Dark (University of Manchester)

Dr Nawar Bakerly (Salford Royal NHS Foundation Trust)

Host organisation: Greater Manchester Mental Health NHS Foundation Trust
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Linked Studies

No related studies

Related Links

No related links
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THANK YOU !

Q https://twitter.com/DatamindUK

e datamind@swansea.ac.uk

https://popdatasci.swan.ac.uk/centres-of-excellence/datamind/
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