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SALFORD INTEGRATED RECORD

SALFORD CCG

INTRODUCTION AT A GLANCE

The Salford Integrated Record (SIR) is an IT portal E

designed to improve care for Salford patients and ‘

promote research which benefits the local population.

S =< 5 organisations
M = 5-10 organisations

SIR is a key enabler of the Salford Together partnership’s SRR
vision for integrated care. The solution currently
provides hospital and mental health clinicians with a MATURITY .
view of the GP record, and it is being expanded to

encompass social care as a priority. Salford’s real depth o panmed pogramme or sharing dara

1 — Sharing one data type or planing data sharing

of experience lies in its use of SIR for research purposes, = 2-sharingtwo datatypes(inc. G a readonly

3 — Sharing three or more data types at read only
and it has developed communications and governance — ¢-shrnethres ormoredats ties with urke capability

*for the purpose of comparisonthe data types are GP, Acute,

approaches which support this aim. Community, Mental Heakh, Adut Socia Care, Child Sochl Care

HOW THE SALFORD INTEGRATED RECORD IS BEING USED

Individual Patient Care Care Planning & Coordination IRkl & EeTie Srpiian (REpEE Gl Research
Management Management

G G It was always an aspiration for the Salford Integrated Record to be a
resource for research. The Salford Lung Study was the first of its
kind and was made possible by access to SIR data. 5 9
TIMELINE
2008 2009 2016 Plan for 2018+
SIR first established, Initial SIR went live Salford Lung Study is Add mental health and
building on work usingthe Graphnet concludedfollowing an social caredatato SIR
doneon diabetes solution, providing a innovative fouryear and use predictive
care pathways foundationfor drugtreatmenttrial analytics capabilities
integrated care
Approx. 900 Approx. 7000 Approx. 275k
unique users per patients involved population

month in Lung Study
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LOCAL CONTEXT

* The Salford Integrated Record grew out of work relating to diabetes care pathways and was first
launched in 2008. It was intended to support individual patient care, population health
management, and research .

* SIR is seen as a key enabler of two important local care delivery programmes: The Integrated Care
Pioneer (Greater Manchester) and one of the Vanguard programmes for Integrated Primary and
Acute Care Systems - Salford Together. Both of these exemplify the delivery of integrated care and
the potential fortechnology to join up and enhance services.

* SIR has been developed hand in hand with the Salford Together programme, ensuring the
solution’s architecture, functionality, scope and implementation model supports the vision of the
partnership as a whole — including the city council, commissioners, primary care, acute care
providers, and mental health trusts.

* In 2008, NorthWest eHealth (NWEH) was formed between the University of Manchester, Salford
Royal NHS Foundation Trust and Salford CCG to enable the use of SIR for research. It has developed
a number of innovative tools and techniques to help facilitate research projects and is considered
an authority on the delivery of electronichealth record enabled randomised controlled trials.

* Use of SIR to support individual patient care is more limited compared to the research component,
butitis currently used by hospital and mental health clinicians to gain a view of the GP record, and
an expansion to social care is planned next. GPs can also access hospital data, but as its depth is
currently limited, this has not been widely adopted yet.

* SIRis currently based on Graphnet’s CareCentric product, which uses a SQL-server based central
data store to assemble data from the connected systems.

* The overall plan is to combine the local shared care records across the wider region, resulting in an
integrated record that covers Greater Manchester.
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THE SALFORD INTEGRATED RECORD SUPPORTS...

SIR will ultimately enable clinicians and care givers to work
more collaboratively to deliver effident and safe care.
Realising this vision in full is some way off but, in the
interim, hospital and mental health clinicians are using SIR
to view the GP record to aid decision making, save time
and improve the patientexperience by avoiding repetition.

Priorities for extending SIR’s usefulness in relation to
individual patient care include enhancing the breadth and
depth of the datasets available (currently the majority of
the data is from GP systems), and bringing social care
teams on board, both as viewers and contributors of data.
Providing single sign-on access to SIR for GPs will also help
embedits use in everyday practice.

A number of research bodies have used anonymised data
from SIR to support their studies.

The Salford Lung Study was the first major (and high
profile) project to do so. It examined the safety and
effectiveness of a new drug treatment for asthma and
chronic obstructive pulmonary disease (COPD), based on
nearly 7,000 consenting patients. This was different to
other randomised controlled trials (RCT) as it induded a
much broader range of patients, and provided a more
realisticview of how the drug performed.

SIR has also resulted in the development of some
innovative tools. These typically fall into two categories: 1)
tools which aid the research process and make research
easier to conduct, and 2) tools developed out of research
initiatives which support broader health objectives such as
population health management. Examplesinclude:

FARSITE (NorthWest eHealth)

O

=1D

A profiling tool for identifying and contacting patients suitable for research
studies, while still preserving their confidentiality. It provides an initial view

of the feasibility of a research project. More

SMASH Dashboard (University of Manchester)

A web application that shows pharmacists and GPs lists of patients that are

potentially at risk from the medications they are prescribed. More

PINGR (University of Manchester)

Computer software for GP practices that analyses patient data to suggest

what steps could be taken to improve theircare. More
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TECHNICAL SOLUTION e Salford Integrated Record uses Graphnet’s
CareCentric solution, which extracts and integrates
- CENTRAL- data from the underlyingclinical systems.
) —0) . . . .
e REPOSITORY * This provides a centralised summary view of the
ARCHITECTURE patient's information, accessible by health care
professionals either through a portal or by clicking
through from their own system.
* Data is extracted from GP systems every 24 hours.
FEATURE IN USE
Coded data v 4
Freetextdata 0 SITE TYPE VIEW SHARE ITSYSTEM
Salford Royal Foundation Trust Acute Yes Yes Allscripts Sunrise
Bi-directional Q Greater Manchester Mental Health Trust MH Yes | Planned | Paris
- 16 x GPs (EMIS) Primary Yes Yes EMIS
Real time @ 29 x GPs (Vision) Primary Yes Yes Vision
e P J Salford City Council LA Planned | Planned | CareFirst
Clinical Portal v 4
Analytics v STATUS SNOMED| Read | dm+d | HTML ITK HL7 FH|-|L|7R
Write access 7)) IN USE 7 v 7 v v | <
. NOT IN USE
Notifications Q ANED —
Alerts 7]
Patient Portal (7))
Data Sources DataIntegration Data Storage Data Access

Salford Royal FT
Allscripts Sunrise

Salford Royal FT ACCESS TO EMIS/ Vision
INFORMATION Mental Health
Paris

Social Care

PLANNED

Mental Health
PLANNED

loa

DATA ANALYST/
Social Care

PLANNED

RESEARCHER
ACCESS TO
DATASETS

"
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GOVERNANCE

The Salford Integrated Record Board provides governance to the
programme. The Chair and Clinical Lead is a GP. Also represented
are the Deputy CCIO, other GPs, secondary care doctors, the LMC,
information governance and technology. This gives assurance that
the programme is clinically focused and is stewarded correctly —
particularly from the point of view of using data for research.
Clinical engagement at a senior level is high, perhaps due in part to
the research element of the programme, which makes it easy to
demonstrate the value of shared data to clinicians.

Applications for access to SIR data go through a rigorous process.
Proposals must not only meet IG and clinical criteria but must also
demonstrate that they will benefit the local population.

Consent model

All patients were notified when SIR was set up and offered the opportunity to opt out. The
intention to use anonymised data for research purposes was clearly stated. Salford has a 1.5% opt
out rate which islow in comparison to other areas.

The model is currently such that patients wishing to opt out of their data being used for research
are also opted out of information sharing for direct care, and vice versa. Patients who in the past
opted out of information sharing initiatives such as Summary Care Record are also automatically
opted out of research. The consent model as a whole is being refined to provide more flexible
options for patients. The SIR Board is also considering the implications of GDPR.

Scope of data

When SIR was first introduced in 2009, over 1000 potentially sensitive diagnoses were excluded
from the record. In 2015, the SIR Board took the decision to reduce the number to less than 100,
based on a standard list of sensitive codes developed by Graphnet. This demonstrates how
attitudes to the subject have changed over time as people’s understanding has evolved.

Process for requesting access to the Salford Integrated Record

Not approved/
changes needed

Applicant

Refused notified

Clinical Research
questionnaire
received

Send to IG for
comment/
approval

[EPR team to add
to Master Role
list
Data is provided,

Request
e — Discussedin Applicant

detail notified

Data Request

Not approved
changes needed

Check form e

] comment/ 5
complete e notified

EPR team to
add to Master
Role list

Clinical AccessRequest
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COMMUNICATION

Patient engagement

The Salford Integrated Record team have engaged with patients in multiple ways to ensure they
understand how their data is being used. When the project was set up initially there was a
widescale communications campaign, sending leaflets to all households. In addition, GPs have had
a policy whereby SIR is explained when new patients register at their surgery. Other methods have
also been used to capture a wide audience and increase general awareness, for example the
Practice Manager Forum, newsletters, videos, and neighbourhood boards.

What are my choices?

Explanation is often not enough, however, and
Salford Together consulted the public about shared
records through its Big Health and Care aC:nld:_anggmymind
Conversation. This Salford-wide consultation =

included a question about patients” willingness to
have a shared record. 90% of the nearly 1600 E

. . My child d th
people who answered the question said they Sbond st

What do | do now?

Where can | get more
information?

ecord

would be happy to share information if it helped
with health and social care provision.

Messaging to patients about the difference between identifiable data used for direct care and
anonymised data used for research has always been clear. The SIR team is now looking to enhance
the messaging relating to how SIR is used locally compared with national information sharing
initiatives. It feels thatthisis often where the confusion liesandis keento provide clarification.

2016 Applications

STATUS NUMBER

Researchapproved with changes/ caveats

Researchapproved

Ongoing

Staff member access request

Application withdrawn

Research (requested follow up none received)

Research (no outcomerecorded)

Researchnotapproved

Total

2016 Regular Extracts

NAME

Salford Lung Study SIR Feed

FARSITE

End Of Life -Carefirst Extract

Risk Stratification

SMASH Dashboard

Diabetes Patient View

Salford Royal End Of Life Care
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SUCCESS FACTORS

PROCESS

* The process for granting access to data has become slicker over time
as better ways of doing things have emerged.

* Through regulariterations, the governance model has become more
efficientand robust.

* Involving the right stakeholders has also been key. Processes need to
be clinically focused but they also need the perspective of non-
clinicians who are specialists in their field, for example |G, Research
& Developmentortechnology.

CLEAR OBIJECTIVES

* When SIR was first established, its potential for research was
understood, and measures were built into the programme early to
allow it to be used forthis purpose.

* This clear objective meant communications could be open about the
use of data from the start, which has fostered publicsupport.

* The criteria that research projects must fulfil have also been well
defined. Projects using SIR data must some local benefit. This
stipulation is rigorously adhered to, as evidenced by the fact that
applications have beenrefusedif they cannot demonstrate this.

ESTABLISHMENT OF NORTHWEST eHEALTH

* The creation of NorthWest eHealth as a partnership between the
@ University of Manchester, Salford Royal and Salford CCG, to manage
engagement with research organisations and lead the way in
developing new research approaches has been highly successful.

* NorthWest eHealth acts as a useful bridge for academic researchers,
helpingthem find their way and ask the right questionsto ensure a
guality outcome.

The next phase of the Salford Integrated Record programme will focus on:
*  UsingSIR forplanning purposes at CCG level.

*  Promotingthe record for direct care, whichin turn will see its usefulnessfor
research purposesincrease.

. Making the record more useful to GPs for direct care, so that they can become
consumers of the data ratherthan simply contributors.

*  Expandingthe scope of the record by adding mental health and social care.

*  Potentially combiningthe Salford record with neighbouring Manchester, Stockport,
Bolton and HMRs CCGs to give a betterservice to the Greater Manchester public.

* Developingfurther population health managementinitiatives.
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LESSONS LEARNED

o— RESEARCH SCOPE o

Challenge: Careful consideration needs to be given to the scope and set up of research
projects because of the |G implications. Research questions need to be clear, otherwise the IG
impact cannot be properly assessed. The SIR team have had instances of projects wishing to
change scope but this has not been possible — even if the scope change would have led to a
more beneficial piece of research — because the original consent obtained did not cover it.

Lesson Learned: It is not possible to go back and change the scope of a project once it has
been agreed and consent has been sought. Projects need to be dear about what the data will
be used for (both initially and potentially in the future) from the outset.

o— CLOSING THE LOOP o

Challenge: While the SIR team have developed a robust process for vetting proposals for
access to SIR data, they have placed lessfocus on following up the research projects that were
approved to find out how they have progressed.

Lesson Learned: Ensure processesinclude stepsto “close the loop” as a matter of course.

o— DATA QUALITY o

Challenge: The data available is not always suitable for research. What (and how) clinicians
record data in a patient’s record for the purpose of direct care often differs from the data that
is needed to carry out meaningful research. For example, the number of encounters a patient
has had with their GP is not always easy to determine because of the way GP records are
structured. There can also be inconsistency in the clinical codes used (they have found this
with Read codes), and general data quality and completeness can vary between organisations.

Lesson Learned: The team has found that improving data quality is about changing behaviours.
Implementation of the Salford Standard has helped. This is a set KPIs, with associated financial
incentives, for General Practice. The Standard articulates the level of care that all Salford
patients should expect. It reducesvariation in the care itself and how care is recorded.

There a ways of “reading” the data to make it meaningful. The SIR team is working with
NorthWest eHealth to come up with solutions. For example, they have developed a tool to
inferhow many times a patient has visited their GP when this is not clear from the data.

CONTACT LINKS
CAROLINE RAND Salford Integrated Record
HEAD OF BUSINESS INTELLIGENCE & Salford Together

INFORMATION TECHNOLOGY, SALFORD CCG New Care Models
caroline.rand@nhs.net Salford Lung Study
NorthWest eHealth
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