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Uniting the UK’s health data Curating disease focused datasets Finding and accessing nationally

and providing clinical trials and
realworld evidence services

aggregated, usable data
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Analysis of the impact of COVID-19 on Cancer, using open
standards, in both local and national cancer data

DATA-CAN

The Health Data Research Hub for Cancer

) Google Cloud Platform

Covid-19 has been
shown to impact
cancer referrals and
have a significant
impact on projected
excess deaths. !
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1. Lai AG, Pasea L, Banerjee A, Jones M, et al. Estimated impact of the COVID-19 pandemic on cancer services and excess 1-year
mortality in people with cancer and multimorbidity: near real-time data on cancer care, cancer deaths and a population-
based cohort study. BMJ Open 2020;10:e043828
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Data Quality, Standards and Governance

The HDRUK Data Improvement work in first five years “

supported researchers and custodians across multiple areas of

the “FAIR” approach (Findable, Accessible, Interoperable,
Reusable).

Across the institute, HDR UK has made great progress in
ensuring data is Findable and Accessible in QQ1, and for the

data Interoperable and Reusable. metadata | | metadata | | evaluation | | metadata B profiles discovery s i
P

standards elements

Standards and data quality improvements will support research
taking place in a federated manner across data custodians, as ) ) ) ) ]
there must be consistency in data standards and use of data Fig 1. Metadata maturity gradient - information

elements for analysis across multiple datasets. availability for a dataset.




Listening to patients and carers on data sharing and privacy

* We’re proud of what we’ve achieved so far, but there is so
much more to do

J oinedUp Yorkshire & Humber

* Yorkshire & Humber Care Record programme has delivered
innovative solutions and tools to support organisations and
improve care of people across our region

* NHS owns this innovative solutions set and we’ll continue to
develop them to meet the needs of our patients, carers,
citizens and staff

* The trust of the public in how we use data is hugely important
so we asked they what they thought with the “Joined Up
Yorkshire & Humber” engagement

For more detail visit https://yhcr.org/resources/citizen-engagement/



https://yhcr.org/resources/citizen-engagement/

What did people think about the secondary use of data?
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JoinedUp
Yorkshire & Humber

95% supported one or more use

Strong support for public health uses: screening invitations (73%);
health advice (60%)

Concerns about data sold to private companies, not stored securely
and used to cut services

People prefer short, clear and simple explanations
People trust NHS more than other public sector services
Younger people have more trust than older people

It’s useful to use an example when explaining population health
management

Most common concern is about data security — data breaching and
hacking

Also feel that the data used should be accurate and up-to-date

Note: engagement was before the COVID-19 pandemic, involving over 2,000 people across Yorkshire & Humber
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Population Health Management — Data Flow

This shows the flow of data for the single processing activity to get approved data into the Analytics Data Store. The initial dataset scoping
(Step 1) initiates a process to build a dataset (Step 2-4) for the purpose of de-identification (Steps 5), before the storage of the de-identified

data (Step 6) for future visualisation.

i Community i System of Systems i YHCR Population Health Management Platform
Analysts define a query that will build a dataset for a cohort
Query Builder of patients.
y
System 1 System of Systems (SoS) Data Collector Analytics Data Store
— : >
: e SoS builds data ;et to satisfy The dataset for the quéyy is retrieved from SoS De-identified data is stored (by
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Patients who have ‘opted
out’ via the national opt-out
service are removed
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