digitalhealth Headline Sponsors:

REWIRED si tod

LONDON BN 14-15 MARCH 2023

WILLIAM DIXON

Professor of Digital Epidemiology,
The University of Manchester



Outline

e Opportunities from analysis of routinely collected data
* Assembling the Data Jigsaw research programme

e Approach to public trust within Jigsaw



Electronic health record (EHR) research

* Health data supports clinical care, with additional opportunities to
support research and more




Electronic health record (EHR) research

 Limitations, however, come from the availability and quality of data
* Musculoskeletal research exemplifies many health data problems:

1. Absent 2. Inaccurate 3. Unstructured 4. Siloed
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Assembling the Data Jigsaw

Powering robust population research in MSK disease
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Assembling the Data Jigsaw

* A ‘local data integration pilot’ that
1. Pilots novel data collection, extraction and integration in rheumatology,

in order to...
2. Answer important research questions,

and designed to...
3. Maintain public trust, and for sustainability and scalability beyond the pilot
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Data sources

Primary care EHR

|

Web-based surveys

INHS|

Norther Care Allance

OGS oo Trost

Date Dictated: 9/10/2022 Secretary: 0161 206 1082

Date Typed: 3/11/2022 Nurse advice line 0161 524 1428

2pm to 3.30pm Monday and Thursday

PRIVATE & CONFIDENTIAL and 2pm to 5pm Wednesday and Friday
Langworthy Medical Practice

Salford Professor William Dixon

ME Consultant Rheumatologist

Dear Dr Brown

Re: Austin LEONARD, DOB 01.01.1951
Hospital number 121031

Reason for Attendance]
Rheumalology follow-up appointment

Diagnoses

Seropositive rheumatoid anhiitis

Right total knee replacement 2014

M1 1997 fallowed by CABG

Chranic renal impaimment (2GFR 44 2021)

Medication

Current DMARDs

*  Methotrexate Commenced 6/2016

+ Hydroxyehloraquine Commenced 672014

Prior DMARDs and reasans for discontinuation

+ Sulfasalazine 2/17-317, stopped due to nausea

Recent steroid history

+ Reducing course oral prednisalons, commencad 15mg July 22, reducing by 2.5mg/
month

Other relevant medication

Disease activity assessment

DAS28 score 5.31, 010122

Actions for GP | Recommendations.
Assessment

Management Plan (including Actions for Patients)

Hospital letters

Social care data
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Interviews and focus groups



Steps towards trustworthy research

1. Patient and public involvement in developing the research questions
2. Holding a public consultation workshop for linked data

3. Completion of ethics and governance approvals (x6)

4. Excluding data from people who have opted out of data sharing

5. Accessing only deidentified data within a Secure Data Environment

6. Public notification of research
* Benefits of addressing the research questions
 How we have involved patients and the public
* Data sources
 How we keep data safe including video re SDEs



Developing public communication materials

Research Patient &
Team Public

Qualitative Including sessions at
Research: * Loaves and Fishes

Design * AgeUK

Patient &
Public
Involvement Involvement

The University of Manchester

Help the NHS make
life-changing discoveries,
whilst making a brew.

Comms Strategy
and Materials

Musculoskeletal conditions
are painful. Sharing information
about them isn't. In fact you don't
need to do anything at all, you can
keep doing whatever you're doing.

Jigsaw is working with NHS Salford to
build a better understanding of these
conditions by better use of existing
data, in the hope of finding better

treatments.

Awareness and
Understanding

Channels and messaging

Value proposition x4



Led by

MANCHESTER
1824

the
Data
Jigsaw

The University of Manchester

Your health data could
transform arthritis care
in Salford.

The Data Jigsaw is a new initiative researching
muscle and joint conditions to lead to better
future treatment. Understanding more about
the people already living with these conditions
can answer our biggest questions, all unlocked
by analysing patient data.

To find out more visit:
thedatajigsaw.co.uk

Posters

including
Bus stops

Funded by

Nuffield

Foundation ARTHRITIs

In partnership with

= QVI| A Norhercore allance

Led by

MANCHESTER
1824

the
Data
Jigsaw

Your health data could
transform arthritis care
in Salford.

The University of Manchester

Digital Ads
eg MCR Evening News

To find out more visit:

Social Media thedatajigsaw.co.uk

Suggested post

. The Data Jigsaw

MANCHESTER




Website including
Videos

MANCHESTER \ Our research  How we collect da =ping your data safe - Jigsaw overview
- SDE

g
%
“ i

Ve

About us

Muscle and joint problems need new solutions.
Salford patient records can provide the answers.




Secure Data
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Developing public communication materials

Research Patient & Patient &

Team Public Public
Involvement Involvement

Qualitative Qualitative
Research: Research:

MANCHESIER Design Evaluation

The University of Manchester

Help the NHS make
life-changing discoveries,

Comms Strategy

c whilst making a brew. °
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Jigsaw is working with NHS Satford to
build a better understanding of these
conditions by better use of existing
data, in the hope of finding better
treatments.

Awareness and
Understanding

Channels and messaging

Value proposition x4
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e Opportunities from analysis of routinely collected data
* Assembling the Data Jigsaw research programme

e Approach to public trust within Jigsaw
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