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Background and Aim

The South London and Maudsley NHS Foundation Trust (the Trust) is one of the
largest providers of secondary mental healthcare in Europe. In 2007, the Trust
developed the Clinical Record Interactive Search (CRIS) system which provides

authorised researchers with regulated, secure access to anonymised information

extracted from the Trust’s electronic clinical records system?®.

The CRIS website (www.maudsleybrc.nihr.ac.uk/cris) was developed to provide
information to Trust service users, the general public, and prospective research
users. It is the main source of information available to academic users prior to
meeting with a member of the CRIS Team and is a large component of the wider
CRIS communications plan which aims to ensure that all CRIS stakeholders can
access relevant information about CRIS in several different formats.

We planned to conduct a lay review of the CRIS webpages designed to support
with alignment against the following UK Heath Data Research Alliance (HDRA)
Transparency Standards?:

e Standard 1: Open access application form and guidance
e Standard 2: Transparent application process and criteria
e Standard 3: Clear website navigation

e Standard 4: Consider Target Audience
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Results

The lay review suggested several improvements to the website. Feedback was
reviewed and compared against the UK HDRA Transparency Standards. Changes
were drafted in consultation with communications colleagues, they included:

updating images, adding additional information, making accessibility changes,

and adding a new page aimed at service users and the public.

CRIS: a timeline

Click through the slideshow to see highlights of CRIS news from 2023:

NIHR | R cenne™

BioResource

Centre for Innovative
Therapeutics (C-FIT)
r

(
Centre for Neuroimaging

Centre for Translational
Informatics

Clinical Record Interactive
Search (CRIS)

CRIS: a timeline

Public

CRIS Team

CRIS Projects

CRIS Publications

been published.

NIHR |izpemse T—

OME ‘ RESEARCH ~ FACILI

Home | Facilities | Clinical Record Interactive Search (CRIS) | Information for Patients and the Public

TIES ~ PATIENTS AND PUBLIC ~ TRAINING ~ ‘ PARTNERSHIPS ~ ‘ KINGS CLINICAL RESEARCH FACILITY

Projects completed or in progress

Health and social care costs associated with different levels of cognitive function in dementia: this project was
funded by a pre-competitive consortium between King's College London, Pfizer, Janssen and Lundbeck. Findings have

Developing a mechanism to ascertain negative symptoms of schizophrenia in mental healthcare clinical
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Information for Patients and the Public Email newsletter
The Clinical Record Interactive Search system, known as CRIS, is a computer system that allows researchers to carry For the latest news and updates subscribe to our email newsletter
) , .

out research using information from the South London and Maudsley NHS Foundation Trust’s (the Trust) clinical

CRIS Data Linkages @)

In 2023, our data linkages with Hospital Episode
Statistics provided by NHS England, and GP data

from the London Borough of Lambeth provided
by Lambeth DataNet, were refreshed allowing us
for the first time to capture comprehensive
healthcare use over the Covid pandemic and
post-pandemic period.

records.
CRIS is safe and secure. It does not reveal service users’ personal details to Trust researchers

CRIS makes a real and positive difference to future mental health treatments and care. Our aim is to put research at the

core of everything we do, so we can continually improve our clinical care @

CRIS Information Leaflet

Read the latest CRIS information leaflet or Child and Adolescent Mental Health Services (CAMHS) CRIS leaflet. Fora
print copy, please email: cris.administrator@slam.nhs.uk.

'

CRIS Data Linkages

We have set up a Clinical Data Linkage Service (CDLS), which enables us to join or ‘link’” information (‘data’) from
Clinical Record Interactive Search (CRIS) with other clinical sources within a secure ‘safe haven'. Safe Havens have

®

text: this project was funded by Roche. Findings have been published.

Investigating_ the performance of an algorithm to detect parkinsonian adverse effects in people receiving
antipsychotic polypharmacy: this project was carried out in collaboration with In Silico Biosciences. Findings have

been published.

Investigating mental healthcare contacts before and after commencement of paliperidone palmitate
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maintenance: this project was funded by Janssen. Findings have been published.

Development and evaluation of algorithms to ascertain treatment-resistant depression and depression
associated with high suicide risk in routine mental healthcare records: this project was funded by Janssen
beginning initially with algorithm development and descriptions of characteristics of these sub-groups of depression,
followed by further development of the treatment-resistance algorithm and information provided on levels of service use
for economic analyses. This work remains in progress as a core CRIS activity, no longer directly funded.

Identifying markers of treatment-resistance and clozapine non-response using the CRIS dataset. This study was
nested within the Schizophrenia Treatment Resistance And Therapeutic Advances (STRATA) research programme and
was funded by H Lundbeck A/S. Findings have been published in the following papers:

s A predictor model of treatment resistance in schizophrenia using data from electronic health records

clozapine

s Using a statistical learning_approach to identify sociodemographic and clinical predictors of response to
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Industry-supported CRIS-based PhD programmes

been set up in the NHS to ensure that confidential patient information can be linked in a way that guarantees the legal
and ethical rights of patients.

What is Data Linkage?

Data linkage is the joining of two or more independent databases that share a variable at an individual record level — for
example, someone’s GP record and their hospital record will share a unigue ‘NHS number’. Linkage between different
sources helps to improve the quality of information and enables researchers to look at patients’ healthcare in more
detail — for example, investigating how general practice and hospital care might be better coordinated. Although
datasets may be linked on unigue ‘identifiers’ such as NHS number, these are all removed and the information is fully
anonymised prior to any researchers being given access fo it.

The CRIS team have co-created an animation with funding from the MRC to explain data linkage and how it has
contributed to the evolution of healthcare research, see below:
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Fig 1. Screenshots of the CRIS website prior to the lay review.

Method

A lay review of the website was conducted with a group of five mental health
service users and carers. The review was conducted in two stages: individual in-
depth reviews with an online questionnaire followed by a focus group.

An academic review by CRIS researchers was also conducted, this involved a
review of the webpages and completion of an online questionnaire.
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Fig 2. Word cloud illustrating feedback from the lay review.

Clinical Record Interactive Search (CRIS) Publications

About CRIS publications

These CRIS publications webpages include links to research papers written using CRIS data by year.

All these academics papers have been through a peer-review process for checking the quality and importance of
reports of research.

Featured publication: Estimating Demand for Potential
Disease modifying Therapies for Alzheimer’s Disease in
the UK

# CRIS Administration: manage all elements of CRIS administration. This includes the project application process and

e CRIS Extraction: support users to develop data extract specifications for approved research projects. They also
« Clinical Data Linkage Service (CDLS): manage secure data linkages between CRIS and other third-party patient level
# Natural Language Processing (NLP): develop and deploy NLP applications to extract structured data out of clinical

« CRIS Technical Support: develop, maintain and administer CRIS technical infrastructure and data processing

Support for Researchers

The CRIS team have developed several resources to support researchers at all stages of their CRIS project. The team
includes colleagues who work in the following areas:

CRIS communications

extract project specific datasets.

data sets. This includes governance and approvals, data linkage, hosting and access.
records text.

pipelines.

For an overview of the CRIS project process, see our swimlane diagram.

@ Apply to Use CRIS

(2 Accessing CRIS Data

To access CRIS data, researchers are required to have a contract with South London and Maudsley NHS
Foundation Trust. They also need to provide evidence of completing Information Governance (IG) training in the
past year. For information on what contract is required and other practical information, please read the Welcome to
CRIS Guide.

The CRIS Team can support users through the various stages of their CRIS project. Please review the CRIS
Service Manual for an overview of the services we provide.

The CRIS Extraction Team assist users with the extraction of project-specific data from CRIS, read below for the
Team statistics for 2023.
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Fig 3. Screenshots of the CRIS website following implementation of the changes recommended in the lay

review.

Lessons Learnt

e There are challenges in designing a website that is informative to both lay
public readers and academic research users.

e Providing dedicated pages for patients and academic users can help to tailor
relevant information to different stakeholders.

e Different people like to take in information in different formats, providing
videos and pictures alongside text helps to support this.
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