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Developing resources And minimum
data set for Care Homes' Adoption

Aims

To establish what needs to be in place to support research, service
development and uptake of innovation in care homes

To synthesise existing evidence and data sources with care home
generated resident data to deliver an agreed data set - (Minimum
Data Set) - usable and authoritative for different user groups
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Why ?

* Research (and routine data) waste

* Need to implement a minimum data set (MDS) useful and usable at
resident, service and policy level working

* Pandemic exposed how little was known about care home residents.

e Other MDS (InterRAl and MDS 3) difficult to superimpose on UK
systems of care, care homes already collect a lot of resident data

* Working with the sector to address their priorities for an MDS
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Series of linked studies

Evidence reviews on what enables research uptake and use,
how residents are assessed over time and, the support care
homes need to implement an MDS

Trial Repository of residents’ data

Consultations with key groups (Care home staff,
commissioners, NHS practitioners, regulators, researchers) to
establish their priorities for an MDS

PPIE including residents in care homes and care home staff
National Survey on information care homes currently collect

Identifying care home residents in local authority and NHS
routine data sets in three Integrated care systems (ICS).

Prototype MDS tested in 60 care homes in the 3 ICS
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Information is required,
usually in different formats
and stored electronically

Lh:r:f:;: Lif T Protocol for the development of a
repository of individual participant data
from randomised controlled trials
conducted in adult care homes (the Virtual
International Care Homes Trials Archive
(VICHTA))
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Abstract

Background: Care homes provide long term care for older peaple. Countries with standardised approaches to
fesidents' assessment, care planning and review (known as minirmurm data sets (MDS) use the aggregate data to
quide resource allocation, monitor quality, and for research. Less s known about how an MDS affects how staff assess,

Why is an MDS needed?

Information is stored on Information is usually stored

paper or electronically electronically and collected

in a variety of ways:

A streamlined, shared data collection that is
mutually beneficial to both care homes and
external organisations offers the chance to
provide a better all-round service, across

It would enable staff to have more time tc
dedicate to direct care, rather than responding
to multiple and overlapping data requests; anc
better analysis, management and use of the

provide and review residents'everyday care. The review aimed to develop a theory-driven understanding of how care

home staff can effectively implement and use MDS to plan and deliver care for residents.

Lisa Iivine!"@, Jenwifer Kirsty Burton”, Myzoon Al Terence J. Quinn® and Claire Goodinan'*

Abstract

Background: Approximately 418,000 people live in care homes in the UK, yet accessible, 1obust data on care home
populations and crganisation are lacking. This hampers our ability to plan, allocate resources or prevent risk. Large
randomised contrelied trals (RCTs) conducted in care homes offer a patential solution. The value of detailed data
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Bringing together
administrative data and data
from digital care records to
create a minimum dataset for
care home residents

Arne Wolters Lead WP 4
Ann-Marie Towers and Adam Gordon WP5 leads:

Jenni Burton ( Gla gw)St cey Rand, Stephen Allan, Lucy Webster, Sinead Palmer, NkSmth(K nt),
FhICI)I(Ntt ngham) Richard Brin LCII _Ka tdCt(THF)B rbar ratty, lan Spencer
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Research Questions

e Can we collect resident data directly from care
homes and match this to routinely collected health
and social care data?

* What is the quality of the data we collect?

* How can the data be used to provide better,
joined up health and social care for residents?

e What do we need to consider to enable wider
roll out of a minimum data set for care homes in
England?
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Proposed structure of the DACHA care home MDS

Emergency &
Secondary care unscheduled
care

Primary care & Community Local authority
prescribing care & social work

Notifiable data Regulatory data

e.g. mortality, including
harms Minimum Data Set inspections

Individual data on residents Data on care service & workforce model

MDY

Electronic care plans and day-to-day records of care

Burton et al (2022): https://doi.org/10.1016/S2666-7568(22)00010-1
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Study design

* Mixed-methods longitudinal pilot of a prototype MDS

* 3 Integrated Care Systems Sites (ICSs)

* Regional partnerships between NHS, local councils and
others to coordinate and provide health and social care.

* Nottingham and Nottinghamshire, Surrey Heartlands,
and North East and North Cumbria

e 20 care homes per ICS

* Working with Care Software Providers Association (CASPA),
and two software companies: Person Centred Software
(PCS) and Nourish.
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Content
of the
MDS

Demographics

Palliative care needs

Care home stay

Resident needs

Quality of Life

Complications and adverse events

Diagnoses

Medication and vaccination

Health care utilisation

Home and workforce characteristics
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* Demographics (DOB, NHS ID, '
ethnicity, marital status)

v

e Care home stay (date of entry,
date of death)

e Resident needs (communication,
cognitive impairment*,
functioning™)

e Quality of life*

* Complications and adverse
events (e.g. falls, infections)

*Being added to the software
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Lots of relevant information in the
software but not in a format
suitable for quantitative analysis
(e.g. care notes, ‘about me’
information).

\I ew Adding some additional measures:
measures e Quality of life (out for

onsultation)

Cognition

Delirium

Activities of daily living
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* Demographics: Personal Demographics
Service

e Palliative care: GP data

* Resident needs: GP data (cognition),
Secondary User Services data (oral/nutrition
status), community datasets (continence).

* Complications/adverse events (GP data,
secondary user services data, ambulance
data, 999 data)

* Diagnoses (GP data)
* Medication and vaccination (GP data)

e Healthcare utilisation (GP data, 111, 999,
community services, ambulance, secondary
user services data.

e Care home characteristics (CQC)

* Workforce characteristics (Skills for Care)
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- i _ PCS: The home will create a ‘DACHA extraction
community’ within the software and add
consented residents to this.

Nourish: The home will be able to ‘tag’
k consented residents to highlight they
are participating in DACHA.

How will
work?

Participating care homes will be the data
controllers.

B

The software providers will be the data
processors (they will pseudonymise the data and
transfer securely to The Health Foundation (THF)

a The pseudonymised data will be stored securely
on THF servers.
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Two extractions 6 months apart

Pilot the process

FInal year . _ .
Examine data quality and make recommendations
about future data sources

of the

St u d y Use the data to answer priority research questions

for stakeholders in our ICSs

Focus group interviews with managers and staff
(implementation focus)

Staff interviews (how do they complete the new
measures; how do they use the information?)
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Care related quality of Life outcomes

1. Visit the Thiscovery webpage and read about the project:
https://www.thiscovery.org/project/care-home-qguality-of-life/

2. Click the Register button to create an account

3. Verify your email address by clicking a link in an email sent to you

4. Sign into your account using your email address and password

5. Start the task that asks “"Share your thoughts on five quality of life

measures for use in UK care homes”

Please complete Before 30th September."


https://protect-eu.mimecast.com/s/CKlSC3jZocmkNooSgsvJD?domain=thiscovery.org
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Thank you for listening

For more information: https://dachastudy.com/
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