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INTRODUCTION
The future of the NHS will focus
on delivering better care through
deeper data-driven insights.
A future where population health trends are identified at speed,
individuals’ health and care issues are pinpointed, treated and even
prevented, and every NHS and research data point is analysed to
produce better health and care outcomes, all at a reduced cost.
But this future has been held back by a series of challenges.
Foremost, a lack of digital maturity and investment in digitally
empowering staff, coupled with often unconnected, disparate
datasets. Such issues have slowed the rate of digital transformation
needed to deliver the next generation of our NHS.
It’s why the Discovery Data Service was created in 2015, and is
currently being developed, managed and used by three Londonbased ICSs that make up the Discovery Collaborative Programme

About this report

The aim of the Discovery Data Service is to become a trusted single
source of truth for all types of health-related data. Importantly, it
is already rapidly growing into a service that will enable medical
personnel to source the vital insights they need, often in real time, to
improve the health and care outcomes of every single UK citizen.

The Discovery Collaborative Programme Report 2021 offers an
overview of what the service and the programme are and how they
operate. It also details the many groundbreaking projects powered by
the Discovery Data Service that have delivered transformation across a
host of NHS offerings.

The Discovery Collaborative Programme team

This report reveals why both the service and the collaborative
programme are vital to the the NHS’s future and crucially, provides
evidence for why ICSs across the UK should begin investigating the
potential of the Discovery Data Service now rather than adopting a
‘wait-and-see’ approach.
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INTRODUCTION
About the Discovery Data Service
The service is a set of processes, software
and hardware that brings together personal
health and care data from across integrated
care systems. It makes these powerful
datasets safely available for individual care,
population health management, public
health, commissioning, and research.

The Discovery Data Service has already
experienced remarkable success, powering the
outcomes of many vital projects. These include:
•

Identifying communities of between
1,000 and 1,500 citizens where rates of
Covid vaccine uptake were lowest and
addressing them with targeted action.

All data collection is undertaken in as close to
real time as possible to ensure decision making
is made with the most up to date data possible.
The service also aims to bring together data from
multiple sources so it can be analysed as one.

•

Providing a regular stream of data to
create preciser estimates of serious Covid
vaccine-associated risks and any factors
that may be contributing to them.

•

Revealing how genes vary in the adult
Bangladeshi and Pakistani communities
to better understand why heart disease,
strokes and diabetes occur within them.

•

Providing routine childhood
immunisation data from the GPregistered population in north east
London to the Child Health Information
Services to improve service delivery.

Importantly, every element of the Discovery
Data Service is ‘by-the-NHS-for-the-NHS’,
implemented with consultation and oversight
from patients and citizens as well as the
organisations directly involved in their patients’
care. Importantly, these organisations also
have a legal responsibility to deliver and
adhere to strict information governance.
“Without the Discovery Data Service,
we would not have had access to the
granular data that was so crucial to our
understanding of Covid, the vaccine
rollout, inequalities, and so much more.”

View Discovery Data Service section

Kavitha Saravanakumar, Associate Director of
Business Intelligence, NWL CCG
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INTRODUCTION
About the Discovery
Collaborative Programme
The Discovery Data Service is currently
overseen by the Discovery Collaborative
Programme. This is made up of three
Integrated Care Systems that supervise
the use and development of the service
•

North East London

•

North West London

•

South East London

Combined, they use the Discovery Data
Service’s data to produce better health and
care outcomes for their patients and citizens.

PRODUCE BETTER
HEALTH AND CARE
OUTCOMES
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DISCOVERY DATA SERVICE
What is the Discovery Data Service?

One system, multiple use cases

The Discovery Data Service brings together
personal health and care data from across
integrated care systems. As of the end
of 2021, the Discovery Data Service:

The Discovery Data Service offers a range of
powerful uses that can all be delivered directly or
via new or existing systems and programmes:

•

Contains long term records of 14 million
UK citizens who have been resident in
London at some point in the last 30 years
(including people who have left or died).

Its data is:
•

Submitted by health and care providers,
currently focussed on organisations
which provide primary, secondary
and urgent care services.

•

Kept up to date in near real
time wherever possible.

Individual data for individual care
For example, the Discovery Data Service
feeds Primary Care Data into the London Care
Record, making it easier for hospital staff to
understand their patients’ health and care
experience in the community. This makes
hospital care safer and more efficient.
Data lists for individual care
For example, a list of patients with multiple longterm conditions sent to individual GP practices.

Discovery
Data Service

The Discovery Data Service uses a
‘publish and subscribe’ model:
Publishers: These are health and care
provider organisations who publish
their data into the service so it can
be be accessed by subscribers.
Subscribers: These are typically
health and care organisations that wish
to access a specific dataset within
the service for a specific project.

De-personalised system level dashboards to
illustrate patterns and trends
For example, Covid Vaccination Dashboards
(see Section 3 – Case Studies).
Personal dashboards for individuals
For example, Whole Systems Integrated
Care–delivered dashboards that display
cross-organisational information about
shielded patients. This group is identified
from primary care systems with its data
provided by the Discovery Data Service. The
dashboard offers views of individual patient’s
health and care usage that can be reviewed
by clinicians to optimise care plans.
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DISCOVERY DATA SERVICE
Discovery Data Service by numbers

Selection of datasets currently
published into the service by
different supplier systems:

The latest published data available
through the Discovery Data Service:

14,350,816
distinct person records
16,865,529
distinct GP patient records from 850 GP practices
6,412,994
community/mental health patient records from
108 community/mental health services

4,860,994
acute patient records from four acute services
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•

Allergies

•

Appointments

•

Care episodes

•

Diagnoses

•

Encounters/consultations

•

Family history

•

Follow ups/diary recall

•

Immunisations

•

Inpatient activity

•

Medication

•

Non-scheduled activity

•

Observations

•

Outpatient activity

•

Patient demographics

•

Procedures

•

Referrals

•

Test orders

•

Test results/Pathology results.
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DISCOVERY DATA SERVICE
Use case example: Chronic conditions
The Discovery Data Service will enable users to conduct
specific long-term analysis on chronic conditions such as
heart failure by allowing them to ‘ask’ key questions to
uncover better patient care pathways in real time.
•

How many patients have heart failure or are on the heart failure
register in primary care?

•

Of those patients on the heart failure disease register, how many of
them have interacted with secondary care?

•

What was the reason for the interaction?

•

How long have they stayed in the hospital?

•

Was it on a planned admission or an unplanned admission?

•

What medication were they given?

By answering user-defined questions, the Discovery Data Service
enables providers to track and define pathways – no matter how
unique – using granular levels of data. This in turn enables providers
to identify and define strategies for treating patients as well as develop
prevention programmes, all while reducing the burden on the NHS.
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DISCOVERY DATA SERVICE
Key Benefits of the Discovery Data Service
Deeper Insights
The service will offer access to critical datasets that can be used to improve
care pathways across all public health. It is already delivering outstanding
results in several critical areas including diabetes treatment and Covid
management:
•

Currently, stakeholders often rely on high-level data only. However, the
Discovery Data Service’s datasets have the potential to cover all levels
from general population right down to individual patients.

•

The population level will enable healthcare providers to identify emerging
trends and issues within specific groups.

•

The patient level will allow providers to quickly analyse all aspects of
an individual’s care pathway through the NHS from interactions to
treatments and medications.

•

This level of detail can help optimise existing pathways or create
new ones that put both treatment and prevention at the heart of care
strategies.

•

The data in the Discovery Data Service, including hospital, community,
mental health, GP and out-of-hours, is integrated at source, enabling
pan-organisational insights.

View Case studies section for examples
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Discovery Data Service & NHS Digital:
Patient and payment pathways
While NHS Digital’s datasets include some clinical data, it is
mostly used to develop an understanding of any activities
carried out by a provider. This enables a clear payment pathway
to be created or a service’s final performance to be recorded.
The Discovery Data Service’s focus is on the entire patient
pathway. Its clinical analytics creates a greater understanding
of emerging population trends as well as identify potentially
at-risk individual patients. This approach provides actionable
insights for direct care and smarter, more effective working.
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DISCOVERY DATA SERVICE
Faster Updates

Greater Collaboration

More Independence

Before the service was introduced,
providers typically relied on data
supplied on a monthly or fortnightly
basis. This approach is massively
inefficient especially during fast-moving
health crises such as the pandemic:

Areas with no Discovery Data Service
support see healthcare providers
having to collate or request multiple
situation reports on a rolling basis:

Traditionally, data services are supplied
and managed by a third party, incurring
potentially more costs in the long
term as well as removing control:

•

This is a significant drain on productivity,
time, resources and budget, and leads
to inefficient, disjointed processes with
data often provided without the actual
process or determination clarified.

•

•

The Discovery Data Service will
eventually deliver a system that enables
every stakeholder to work to the
same parameters and assessment
procedures, all delivered via automated
processes requiring less work.

In the past, commercial suppliers processing
patient data have used their privileged
data access to sell additional products
back to the NHS. However, this has
also meant that the NHS was effectively
‘locked in’ to the supplier’s services and
at risk of paying twice for improvements.

•

However, the Discovery Data Service
is owned by the NHS and is for the
NHS, making costs more manageable
and transparent. It is also creating a
‘standardised’ system for feeding in data.
This reduces the need to continually
migrate data to new systems, in turn
reducing costs while increasing efficiency.

•

The Discovery Data Service enables
updates to be delivered on a daily basis
or, in some cases, in near real time.

•

Such immediacy and frequency has been
vital during the pandemic as relevant
data is delivered daily. This enables
stakeholders to identify issues across
a multitude of Covid-related areas
from monitoring vaccine uptake levels
through to identifying local outbreaks.

“We want to focus on the quality of data. We want to harmonise
and standardise data to enable reporting and analytics across
the whole ICS, and the Discovery Data Service is vital to
achieving these objectives.”

View Case studies section for examples

Kavitha Saravanakumar, Associate Director of Business Intelligence, NWL CCG
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DISCOVERY DATA SERVICE
How is the Discovery Data Service governed?
To protect patient identities, strong
information governance principles have
been implemented using technology and
processes that adhere to the most up to
date guidelines.

Governance
The review process for granting access is driven
by the following criteria:
•

Constantly monitored and updated based
on patient/citizen feedback, this ensures
the service remains secure and patient data
protected. A robust framework is in place to
assure this.

Safeguard the privacy, anonymity and
confidentiality of individual
patient data.

•

Preserve and deepen the trust of patients
and the population in the service by
ensuring they are involved in its growth (See
‘What does the public think?’ on next page).

Access

•

The framework enables the partners in the
Discovery Collaborative Programme to consider
all applications whether from the NHS (including
for commissioning and business intelligence),
academics and researchers, or from commercial
or third party users.

Maintain the trustworthiness of the
Discovery Collaborative Programme, the
NHS and other organisations providing data.

•

Maximise the public benefit and the fair
distribution of these benefits to patients, the
public and the NHS.

•

Add value to the NHS and its provider
organisations through the use of
patient data.

•

Ensure relevant scientific and ethics
approval where appropriate.

“The Discovery Data Service has very
strong information governance controls
that are monitored by data controllers.
Data will only ever go out where it’s been
explicitly approved for a particular flow
to take place.”
Steve Janering, Programme Director, North West
London ICS Discovery programme
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DISCOVERY DATA SERVICE
What does the public think?
Without public buy-in, any data-driven scheme is bound to fail. It’s
why asking for citizen opinions and addressing their understandable
concerns about the use of their data has been of paramount
importance during the Discovery Data Service’s development.
To find out the views of the public and their attitudes towards the sharing
of health and care data, 100 members of the public reflecting London’s
diverse population were brought together for a four-day Citizens’ Summit in
2020. The participants expressed a range of attitudes towards data sharing
including positive, neutral and cautious.
After discussions and workshops to listen to citizens’ concerns and discuss
the benefits and risks of data sharing, the Summit’s outcome was hugely
positive for the service’s future and its acceptance by the public:
•

9 in 10 participants expressed an expectation for a single set of policies
across all health and care organisations in London.

•

Almost all participants agreed that all health and care organisations in
London should join-up identifiable information to support individual care.

•

Almost all participants expressed an expectation that all health and care
organisations in London join-up de-personalised information as part of a
population dataset to support proactive care, planning and research.

THE SUMMIT’S
OUTCOME WAS HUGELY
POSITIVE FOR THE
SERVICE’S FUTURE
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DISCOVERY DATA SERVICE
Keeping data safe
To ensure this public positivity is maintained, the Discovery
Collaborative Programme has adopted the ‘Five Safes’ model to
safeguard NHS data for research and development purposes. These
‘Five Safes’ focus on:
Safe data
Is there a risk of identification?
Safe projects
Is the use of the de-personalised data appropriate?
Safe people
Can the researchers be trusted to use the de-personalised data in an
appropriate way?
Safe settings
Is there a limit on authorised use of the data?
Safe outputs
Are the results from analysis of the data anonymous when published?
By adhering to the ‘Five Safes’ model, the Discovery Data Service stands
the best possible chance of being seen as a force for good, not only
delivering better outcomes for the individual citizen’s own health and care,
but for everyone in their community and beyond.

“We continue to involve citizens and
patients and those with lived experience
in all of our work and help them to
understand the benefits. There are
still often concerns but with good
communication and local involvement,
these can be worked through.”
Dean Holiday, Head of Digital Programmes,
South East London ICS
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DISCOVERY
DATA SERVICE
CASE STUDIES
Uncover the impact that the service is having on different areas of
health and care, and why its data remains vital to combating Covid.

View section
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DECIPHERING
THE PANDEMIC
The following case studies and their impact were delivered using
Discovery Data Service’s feeds that continue to provide essential
daily insights and updates about the many different challenges
facing us during the ongoing pandemic.
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Uptake/Effectiveness of the
Covid-19 Vaccination Programme
ICS:
North West London
DDS Dataset:

2,183,939
NWL residents eligible for
Covid-19 vaccination

Discovery
Data Service

Collaboration of
Clinical Commissioning Groups

The Summary

The Impact (to date)

Assess the early vaccine administration
coverage plus vaccine effectiveness and
outcome data across an integrated care
system of eight CCGs by leveraging a
unique population-level care dataset.

NWL ICS integrated vaccination data with its
population and hospitalisation data to enable
agile real-world analysis. This innovative
approach provided evidence that:
•

A single dose of either the Pfizer/BioNTech
or Oxford/Astrazeneca vaccine was effective
at reducing the risk of testing positive for
Covid-19 (up to 60 days) across all adult age
groups, ethnic groups and risk categories
within a diverse urban UK population,
when compared with not being vaccinated.

•

The risk of contracting Covid-19 and/
or becoming hospitalised after vaccination
was very low in the vaccinated population.

•

The rates of declining a vaccine varied
considerably across age and ethnic
groups. There was also a strong
correlation between socio-economic
deprivation and vaccine uptake, with
those living in the most deprived areas
having higher vaccine declining rates.

The Main Objectives
1. To detail vaccination coverage across NWL
CCGs, identifying subgroups according
to socio-demographic factors as well as
where vaccination offers were declined.
2. To investigate the impact of vaccine
administration on possible virus
transmission by assessing rates of
positive testing after vaccination.
3. To assess the early effectiveness of Covid-19
vaccination over a ten-week follow-up period
and compare with the rate of Covid-19
positive tests in non-vaccinated populations.
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Uptake/Effectiveness of the
Covid-19 Vaccination Programme

North West London

Collaboration of
Clinical Commissioning Groups

The Result
Using the service’s datasets, the ICS was able
to identify communities of between 1,000
and 1,500 citizens where rates of vaccine
uptake were lowest. This enabled the rollout
of programmes for quality improvement,
public and targeted societal engagement, and
outreach initiatives to improve vaccine uptake.

Quickfire Study:
Covid Dashboards
Covid-19 testing data from the
Discovery Data Service was used
to create a Covid-19 Early Warning
Radar within Whole Systems
Integrated Care dashboards. This
suite of tools helped pinpoint local
outbreaks, identify patients at higher
risk of contracting Covid, and deliver
targeted risk-reducing interventions.
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Covid-19 Vaccine
Safety Programme
ICS:
North East London (NEL)
South East London (SEL)
DDS Dataset:

2,200,000
adults

North East London

Collaboration of
Clinical Commissioning Groups

Discovery
Data Service

Collaboration of
Clinical Commissioning Groups

The Summary

The Impact (to date)

Review the safety of Covid vaccines,
which is the subject of international
attention following several rare cardiac
and blood clot-related adverse events.

Professor Julia Hippisley-Cox of the University
of Oxford is leading the study using QResearch,
a large consolidated database featuring
a population base of around 10 million
people. To ensure a successful outcome:

The Main Objectives

•

De-identified data from the Discovery
Data Service is now contributing to the
dataset, adding to the size, social and ethnic
diversity of the population available to study.

•

The service provides a regular stream
of data to the Oxford team, enabling
their study data to refresh in line with
the changing vaccination status of the
north east London population as well
as track any new adverse events.

•

The research is being funded by Health
Data Research UK, the Office for National
Statistics and UK Research and Innovation.

1. To examine the risks of a range of
serious outcomes among vaccinated
and unvaccinated patients.
2. To contribute data to a large national
research dataset; very large populations are
required to reliably analyse such rare events.
3. To develop a system for the rapid
assessment of the uptake and safety of
Covid-19 vaccination in different groups.
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Covid-19 Vaccine
Safety Programme

South East London

Collaboration of
Clinical Commissioning Groups

The Result
The study is still ongoing and aims to
provide a more precise estimate of serious
vaccine-associated risks and the factors
that may be contributing to them.

Quickfire Study:
Vaccine Uptake
SEL ICS arranged the download of
de-identified data for 2,013,835 people
in south east London from Discovery
into a Stata Database. Working
with the King’s College Academic
Department of Rheumatology, SEL
showed in multivariate analyses that
ethnicity was having a strong impact
on vaccine uptake – but that socioeconomic deprivation was not a strong
determinant of vaccine uptake. SEL
believes this form of methodology
could be extended to multiple
questions relating to inequalities.
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OTHER
CASE STUDIES
While the pandemic has dominated the NHS – and in turn the
focus of the Discovery Data Service itself – there are still many
other projects and studies benefiting from its powerful datasets.
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Genes & Health Study
ICS:
North East London (NEL)
DDS Dataset:

49,250

North East London

Collaboration of
Clinical Commissioning Groups

The Summary

The Impact (to date)

Genes & Health is one of the world’s largest
community-based genetics studies, aiming to
improve health among people of Pakistani and
Bangladeshi heritage by analysing the genes and
health records of 100,000 people. It is a long-term
study led by Professor David van Heel of Queen
Mary University of London and involves volunteer
participants living in east London, Bradford and
Manchester.

The Discovery Data Service contributes
data from the GP and hospital records
of 49,250 east London participants. This
data is linked with information about the
participants’ genes and additional data
from NHS Digital’s national datasets,
enabling the study to identify:
•

How genes vary from person to
person in adult Bangladeshi and
Pakistani communities. Knowing
what is normal is important when
searching for genes causing diseases.

•

Genes in people with very high
and very low cholesterol levels
to better understand why heart
disease and strokes occur.

•

Genes of people with diabetes with
the aim to identify rarer types
of diabetes for which specific
treatments might be used.

•

How and why some people respond
differently to certain medicines.

The Main Objectives
1. To link the genetic information of participants
with data from their health records to understand
how diseases are influenced by genes.
2. To identify better treatments to cure or
help prevent disease.
3. To improve health among people of Pakistani
and Bangladeshi heritage, and understand
more about various health conditions that affect
the population at large including heart disease,
stroke and diabetes.
4. To provide a rich source of data to support local,
national and international health research for
decades to come.
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Genes & Health Study

North East London

Collaboration of
Clinical Commissioning Groups

The Result
Genes & Health has already contributed
to several scientific publications
in Nature, one of the world’s most
prestigious journals, including studies
on Covid susceptibility and the reasons
why some people become severely
ill. Further studies are ongoing.

THE STUDY HAS
ALREADY CONTRIBUTED
TO PUBLICATIONS IN
NATURE MAGAZINE
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Real-Time Data Delivery for the
Child Health Information Services
ICS:
North East London (NEL)
DDS Dataset:

540,000
children and young people

North East London

Collaboration of
Clinical Commissioning Groups

The Summary

The Impact (to date)

Provide routine childhood immunisation data
from the GP-registered population in north east
London to the Child Health Information Services
to support and improve service delivery.

The Covid pandemic has highlighted the
need for realtime data to monitor and improve
the uptake, timeliness and equity of routine
childhood immunisations and to avoid
further outbreaks of measles in London.

The Main Objectives

In partnership with NHS England and
Improvement – London Region, this NELdeveloped programme is designed to increase
the level of digital data integration between GP
Practice Providers, GP clinical system providers
and Child Health Information Services and
Systems. To achieve a successful outcome:

1. To deliver a high quality realtime
information service curated at source on
routine immunisations for children and
young people in north east London.
2. To enable the monitoring of equitable and
timely immunisation services for children
and young people in the NEL ICS.
3. To support the scaling of this service
across London and more widely in
partnership with other ICSs.

•

The Discovery Data Service developed
and curated the data specification, and
provides a secure daily stream of data to
the Child Health Information Services.

•

This allows monitoring of the vaccination
status of children and young people in
the north east London population, and
supports service commissioning and
quality improvement programmes.

•

This work has been shared with the
collaborative’s partners so the programme
can now be scaled across London.

4. To create an infrastructure to support dataenabled quality improvement programmes.
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Real-Time Data Delivery for the
Child Health Information Services

North East London

Collaboration of
Clinical Commissioning Groups

The Result
The programme has improved the clinical
quality and operational efficiency of
child health services thanks to a consistent,
curated and scaleable data source on
routine childhood immunisations. It has
also enabled quality improvement through
the scaling of in-practice tools developed by
the Clinical Effectiveness Group in north
east London as part of the Digital First and
London Data Strategy-funded programmes.

THE PROGRAMME
HAS IMPROVED
CLINICAL QUALITY AND
OPERATIONAL EFFICIENCY
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DISCOVERY
COLLABOARATIVE
PROGRAMME
Learn more about the programme set up to evolve the
Discovery Data Service over the past three years and why
it has been adopted by an increasing number of ICSs.
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DISCOVERY COLLABORATIVE PROGRAMME
What is the Discovery Collaborative Programme?
Formed in May 2019, the the collaborative was
created to manage, develop and deliver the
benefits of the Discovery Data Service more
efficiently as it expands its reach across London.
The Discovery Collaborative Programme
represents a natural evolution of the original
Discovery Programme. The latter was developed
in and for north east London initially as a
strategic partnership between the NEL ICS,
Endeavour Health Charity and the Clinical
Effectiveness Group.
As more ICSs signed up to the Discovery Data
Service, the Discovery Collaborative Programme
was created to bring all parties together within a
single collaborative. Its aim was to identify and
develop a common data service with each ICS
retaining the flexibility to develop information
services while maintaining control of their
population data.

The Discovery Collaborative Programme
enables the ICSs to:
• Carry out the service’s development more
efficiently and cost effectively by identifying
shared goals for the service, rather than each
commissioning different third party suppliers
to carry out similar work.
• Create an ecosystem where all the ICSs
are using the same sources of data so
vital insights can be uncovered and acted
on at speed.
To ensure the three ICSs collaborate
successfully, monthly board meetings are held.
Any updates, progress reports, achievements
and knowledge sharing are discussed, dissected
and distributed to ensure everyone remains
informed and ‘on the same page’.

There are currently three ICSs in the programme:
North East London, North West London and
South East London. Through the collaborative,
these ICSs work together to deliver a secure
data service supporting direct care, but on a far
greater scale and across a wider geographical
area in London.
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Discover more about the ICSs
involved in the Discovery
Collaborative Programme by
clicking on the links below:

›
›
›

North East London
North West London
South East London
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DISCOVERY COLLABOARATIVE PROGRAMME
What are the benefits of the Discovery
Collaborative Programme?
Bringing three ICSs together into a single collaborative means they
can share best practices and use and benefit from a service they have
invested in together.
Sharing experiences
Personnel from each ICS can share their experiences, challenges and
strategies, and how best each can help the other achieve their objectives.
This approach has been hugely constructive over the past three years,
creating a unified vision for ideas, concepts and proposals.
Working together
The programme breaks down silos, bringing together decision makers to
address key issues such as managing information governance successfully.
By collaborating, solutions are stronger as they are shared across all three
ICSs and can be stress tested to create the best possible outcome.

“The reason why the collaboration was
created was simple: We all have the
same challenges. We’ve all got the same
problems. We’re all working with limited
budgets. We all want to create processes
and solutions for the benefit of our
patients. So why not do it together?”

Offering support
As more ICSs come onboard, existing partners are ready and able to
support them by sharing experiences and knowledge. As the programme
expands, this inclusive, support-based approach will only deepen.

Bill Jenks, Digital Programme Manager
North East London CCG

Delivering results
The Discovery Collaborative Programme is able to demonstrate in real terms
how the three ICSs have worked and collaborated to achieve exceptional
results (see Section 3 – Case Studies).
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DISCOVERY COLLABOARATIVE
PROGRAMME
Strength in numbers
As partners in the Discovery Collaborative Programme,
the three ICSs are now in a better position to make
official proposals and requests at a national level
than they would have been ‘going it alone’.
For instance, the ICSs are in the process of making
a joint application to NHS Digital’s Secondary Uses
Service to secure all patient hospital activity within
the three ICS regions. If granted, this data will be
downloaded into the Discovery Data Service.
To help make its case, the collaborative is currently creating
a standardised application to persuade NHS Digital
that the information governance controls in place are
appropriate. Most importantly, by making the application
as a collaborative, instead of acting as three separate
organisations, it massively strengthens the case for securing
access to such critical data now and in the future.

Digital

Introduction

Discovery
Data Service

Case studies

Discovery
Collaborative
Programme

ICS profiles

Moving forward

Contacts

THE DISCOVERY COLLABORATIVE PROGRAMME REPORT 2021

PAGE 31

DISCOVERY COLLABOARATIVE PROGRAMME
What are the challenges facing the programme?
Any new programme experiences its own unique challenges
as it grows and develops, especially within a collaboration –
and the Discovery Collaborative Programme is no different.
The partners are working together to develop the technology
underpinning the Discovery Data Service, which is largely
reliant on open source software. Occasionally, the ICSs have
conflicting development priorities that could threaten the service’s
development. To manage such risk, regular discussions are held
within the collaborative to monitor the progress of the service’s
software development, and to ensure each ICS is always aware of
the others’ priorities.
Better still, to accommodate differences in prioritisation, headroom
has been created for each ICS to try out its own ideas, running
orders and approaches to development. This level of flexibility is
invaluable and critically, unavailable through mature commercial
products, which typically offer rigid, predefined infrastructures.
It means as the Discovery Data Service continues to be developed,
it will never result in a rigid system that must be ‘conformed’ to.
Instead, the service will be based on a robust framework that
each ICS can feed into – but one that also supports each partner’s
individual work processes.

“Because we are building the Discovery Data
Service together, we have the flexibility to tune
it to each ICS so partners don’t have to change
their ways of working profoundly. While change
is never easy, this unique approach offers more
freedom and more space for stakeholders to
adapt and flex within.”
Kavitha Saravanakumar, Associate Director of Business
Intelligence, NWL Collaboration CCG
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ICS
PROFILES

Meet the three ICSs driving the development and
governance programming of the Discovery Data Service
through close collaboration and cooperation.

View section
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WHICH ICSS ARE
INVOLVED IN THE
DISCOVERY
COLLABORATIVE
PROGRAMME?
There are three ICSs driving the collaborative:
North East London, North West London and
South East London. Profiled here are their
successes to date and their individual visions
for the future of the Discovery Data Service.
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ICS PROFILES
ICS: North East London (NEL)

North East London

Collaboration of
Clinical Commissioning Groups

Current population served: 2 million | No. of boroughs: 8

The founder of the Discovery Data Service
– or the Discovery Programme as it was
previously known – North East London
has acted as the trailblazer for the service
since its inception in 2015. In this interview,
NEL’s Bill Jenks and Dr Osman Bhatti reveal
some of the successes and challenges of
implementing and rolling out the service.

Why did NEL ICS create
Discovery in the first place?
BJ: It was about using data intelligently for
population health management so we could
improve outcomes for patients. Traditionally,
you spend a lot of money on third party
suppliers to do this kind of work. The aim
of Discovery was to be more cost effective,
owned by the NHS, and to keep as much
of the data and benefits within the NHS
and as close to the patient as possible.

IT WAS ABOUT USING
DATA INTELLIGENTLY
FOR POPULATION
HEALTH MANAGEMENT
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ICS PROFILES
ICS: North East London (NEL)

North East London

Collaboration of
Clinical Commissioning Groups

Current population served: 2 million | No. of boroughs: 8

What progress has been made
over the past few years?
OB: We’ve had GP data in the system for a
while now and that’s been a real success,
especially as it is flowing into the system
on a daily basis and being used constantly.
We are also making important strides with
acute data. For instance, we now have acute
data from Barts Health and Homerton NHS
Trusts and we are in the process of bringing
in acute data from the Barking, Havering and
Redbridge University Hospitals NHS Trust.
We’re in the final phase of getting data clinically
validated, which will be a big win for us.
BJ: The Discovery Data Service has also had a
massive impact on accessing and using data at
speed. When you look at old ways of working
using national data flows – where data would
flow from local providers up to national services
like NHS Digital – it caused delays in us being
able to access that data. These national data
flows also have issues surrounding who was
in control of the data as the data controllership
was moved to the national services.

Introduction

Discovery
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This sometimes meant if we wanted to use
data, we would have to make our case to
these national services instead of the local
provider who held the data in the first place.
The Discovery Data Service keeps the data
controllership with the originating provider,
allowing us to make decisions on the use of
the data locally and closer to our patients.

What is the biggest
challenge confronting the
service at the moment?
OB: The hard part is demonstrating the service’s
benefits back to providers and ICSs because
not all the benefits we realise can be easily
identified by the providers of the data. The best
way to promote the benefits is by showing the
success of use case outcomes powered by
the service’s data. For instance, the Discoverypowered insights into Covid and vaccinations
have clearly demonstrated the transformative
potential of the service for health and care.
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ICS PROFILES
ICS: North West London (NWL)

North West London

Collaboration of
Clinical Commissioning Groups

Current population served: 2.6 million | No. of boroughs: 8

North West London ICS joined the collaborative in 2019, using it to access a level
of granularity about health and care that was previously unattainable. Here NWL’s
Kavitha Saravanakumar and Steve Janering discuss the ICS’s motivations for
deploying the Discovery Data Service and the challenges they have faced.

Why did you become
involved in the first place?
SJ: We have a large volume of data moving
around our ICS from source systems to other
systems. If we didn’t put the Discovery Data
Service into the middle of that substantial
data flow, we’d end up with a lot of pointto-point data. Once fully implemented, the
service will be far more efficient as we can
have sources pointing to one central place.
This can then be routed to certified recipients
based on the rules that are built into the
Discovery Data Service such as the strict
governance surrounding information
sharing. Importantly, it also means that we
can separate the data from applications so
we don’t become locked in by application
suppliers. This ensures we have genuine
control and ownership of our data.
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What have been your
priorities and what progress
has been made?
KS: We are fully committed to the service
providing a data service layer, one that is
focused on effective data collection and
integration. We have already managed to
become much more granular and tap into
richer datasets thanks to the Discovery Data
Service. Previously, we could only access
similar data via monthly or fortnightly feeds,
and only ever at a high level. But now we get
daily feeds so we can monitor every single
thing that’s happening with a patient.
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ICS PROFILES
ICS: North West London (NWL)

North West London

Collaboration of
Clinical Commissioning Groups

Current population served: 2.6 million | No. of boroughs: 8

What have been your
priorities and what progress
has been made? (Continued)
Such a level of detail and immediacy has
been vital for monitoring how many patients
have received their Covid vaccination for
example. This approach has also resulted
in more collaborative working, opened up
many doors, and has been vital for driving
conversations about how we can uncover
and address previously hidden issues.

SJ: We also want to introduce mental
health and social care data in the future but
the Discovery Data Service needs further
development to ensure it can receive the data.

Discovery
Data Service

SJ: It has been difficult because it’s not a
finished product that we bought from a supplier.
The Discovery Data Service is predominately
open source and because it’s such a large data
aggregation programme, it naturally comes
with technical challenges to overcome.

What are your plans
for the future?

To ensure progress was made in the beginning,
we started off by getting all of our primary
care data published into the Discovery Data
Service before flowing that data out to NWL
ICS’s subscribers. Our aim by the end of this
financial year is to enter as much acute and
community data into the service as possible
and make it available to our subscribers.

Introduction

What challenges
have you faced?

SJ: All and any plans are ultimately driven
by the NWL ICS clinical and data strategies,
and the associated needs of our subscriber
programmes and systems. Subscribers tell
us what data they want based on their use
cases and requirements, and we respond
with what we can actually give them. If there
are several subscribers wanting the same
data, then we will prioritise that and make
it available to all as soon as possible.
.

Case studies

Discovery
Collaborative
Programme

ICS profiles

Moving forward

Contacts

THE DISCOVERY COLLABORATIVE PROGRAMME REPORT 2021

PAGE 38

ICS PROFILES
ICS: South East London (SEL)

South East London

Collaboration of
Clinical Commissioning Groups

Current population served: 2.1 million | No. of boroughs: 6

SEL is the latest ICS to join the programme and is already
using the service to deliver positive outcomes. Here SEL’s
Dean Holliday and Dr Jack Barker reveal what progress
has been made and detail their plans for the future.

Why did you become involved
in the first place?
DH: The SEL ICS Digital Team has a track record of delivering
useful and value-added initiatives, such as the Local Care Record
and the London Care Record Connect Care, which support
decision making for individual direct care. There has always been
an ambition to build on these successes and provide a data,
analytics and population health capability. Given the population
of London and the structure of services, it means that this is best
provided at scale and across London, which made the Discovery
Data Service a simple choice for us to collaborate on.

What have been your priorities and
what progress has been made?
JB: The majority of our work has been focused on creating and
implementing our data and analytics strategy because we didn’t
have a Clinical Effectiveness Group like they’ve had at NEL for many
years. We also didn’t have an integrated care system like they’ve
had at NWL for seven years. It means we have been building the
infrastructure and processes needed to support the Discovery Data
Service. We have now achieved these goals so we can move forward.

THE SERVICE WAS A
SIMPLE CHOICE FOR US
TO COLLABORATE ON
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ICS PROFILES
ICS: South East London (SEL)

South East London

Collaboration of
Clinical Commissioning Groups

Current population served: 2.1 million | No. of boroughs: 6

What challenges
have you faced?

these areas do not yet exist so its relatively
slow progress. We feel as though we are
defining the path for the rest of the country.

DH: The biggest challenge has been how
the Covid pandemic has impacted on the
project. It diverted people and resources
away from core service development and
collaborative work. It also meant that wider
ICS leadership and support was focusing
on Covid readiness, service delivery and
then vaccines, and quite rightly too.

What are your plans
for the future?
DH: To standardise the way the service
accepts and manages data from across the
collaborative. This will make it easier, faster and
cheaper to flow data in, as currently it is very
labour-intensive. This will allow all of SEL’s six
councils and 10 health providers to flow data
into the Discovery Data Service and support
population health analytics and decision making.

JB: We have been successful at importing
10 years of detailed primary care data,
which has given us a good start. Secondary
care data has been more challenging as
we have also had to develop the standards
and the software as we go. We will be
completing that over the next six months.
We are also trying to source personal historic
secondary care data from the NHS Digital
Secondary Use Service. This will be a first of
type and so understandably is taking some
time to work through. We are committed to
getting datasets from mental health, community
and social care – but data standards for
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The ambition of the programme was always
to try and provide an NHS-built and owned
data service, which could support London
and further afield and become a core costeffective solution. We are still working on
aspects of the service’s design but our
ambitions remain the same and achieving
them will be the ultimate test of our success.
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MOVING
FORWARD

Uncover how the Discovery Collaborative
Programme plans to grow and evolve the Discovery
Data Service over the months and years ahead.
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MOVING FORWARD
Charting the future of the Discovery Data Service
While the service still faces challenges, its ability
to produce better health and care outcomes
based on data insights is already self-evident –
but such success must continue to be built on.
While individual ICSs in the Discovery Collaborative
Programme will still pursue their own priorities in
future, each is committed to ensuring the Discovery
Data Service itself continues to evolve at speed.
To help create a roadmap for the service’s ongoing
development, eight key objectives have been put in
place by the Discovery Collaborative Programme:
1. To produce a seamless flow of structured
information between multiple integrated
care systems, enabling frontline systems
from one ICS to use the information from
other ICSs for direct patient care.

Discovery
Data Service

4. To enable public health colleagues to actively
engage with and use the data provided by
the Discovery Data Service to determine
and address wider issues of public health
importance including obesity, smoking,
and alcohol and substance misuse.
5. To allow commissioners using the data to
identify where services are required, and
how well they are being delivered.

2. To enable locally responsive population health
management programmes, which support health
improvements and equity across health and social
care by providing actionable insights to support
better patient care and population health.

Introduction

3. To ensure all forms of health and care data are
introduced into the Discovery Data Service
including acute, social care and mental health
to help create an exhaustive view of all health
and care issues impacting on the public.

Case studies

6. To ensure researchers in academic health
centres are given safe access to service data
for approved purposes so they can conduct
research studies for patient and public benefit.
7. To support London in developing a data
service that supports all Londoners.
8. To reduce the burden on individual integrated
care systems by acting together where possible.
Examples include agreeing upon processes
for data curation and sharing definitions
and computer code where appropriate.
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CONTACTS
North West London Collaboration of
Clinical Commissioning Groups
www.nwlondonccg.nhs.uk
Our Healthier South East London
www.ourhealthiersel.nhs.uk
North East London Health
& Care Partnership
www.eastlondonhcp.nhs.uk

Introduction

Discovery
Data Service

Case studies

Discovery
Collaborative
Programme

ICS profiles

Moving forward

Contacts

