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Why do we need a minimum dataset?

DACHA (Developing resources And minimum data set for Care
Homes’ Adoption) started in November 2019 and is divided into
five work packages with PPIE throughout

Objectives: rb\A C H A

= ldentify data required for a minimum dataset, through g il iy Ul
review of literature and engagement with stakeholders

= Link data sources to create a proof-of-concept minimum
data set (MDS) that is usable and informative for different
user groups

= Collect quality of life (QoL) data in care homes and link to
MDS, and assess value added of QoL in informing local
picture including for better care for residents


http://dachastudy.com/
http://dachastudy.com/
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Wider context

There is ongoing work at DHSC to implement a Minimum Operating
Data Standard (MODS) for care home software providers

NHS England is continuing work on the Adult Social Care Client Level
Dataset with a view to integrate these long-term and develop its own
minimum dataset
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Data specification development

Aspirational Accessed

Variable List Datasets

+Checked data quality
«Derived variables

«Compared data across
data sources

« Data access
and linkage

Prototype

MDS

e Summary
statistics

The next presentation will

elaborate on the prototype MDS
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Identifying data sources and additional data
collection

= We explored what was available in administrative health & social
care data sets and routinely collected by care homes

= Data items were identified that are not currently collected in any
dataset

= Priority variables were added to care home software and completed
by care home staff:

* Resident needs: IAGeD, Barthel, MDS CPS

* Quality of Life: ASCOT-Proxy, ICECAP-0O, EQ-5D,
QUALIDEM, single item overall QoL
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Information Governance to access data

= We aimed to set up data sharing agreements with:
= Care homes ZI

= NHS England |
= GP practices (Some)

= QOwners of various data sets at ICS level X

» Participating residents consented to share their care home record
and have it linked to other health and social care records (n=783)

= PPIE engagement to prioritise which datasets to access and which
variables to derive
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Datasets we accessed

From NHS England

Personal Demographics Service (PDS) Digital care records

SUS: Admitted Patient Care Care home survey (care home level)
SUS: Outpatients

SUS: Emergency Care Data Set

Community Services Data Set (CSDS)

Adult Social Care Client Level Data Set

National Ambulance data set

CQC data (care home level)

We were not able to access some of the datasets we originally aimed to use, particularly GP data
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What makes up the MDS?

Demographics, e.g. dob, sex, ethnicity sl INCluded from various linked data sources & care homes

Palliative care needs —> Included from Community Services Data Set, but not also
from GP data

Care home stay, e.g. date of entry, funding status === Included from various linked data sources

Resident needs, e.g. cognitive impairment, activities of Included from care home data and hospital data, but not also

daily living from linked GP data

Quality of Life === |ncluded from care home data

Complications and adverse events, e.g. falls and —} Included from hospital & ambulance data & care homes, but

infections not also from GP data

Diagnoses, e.g. Elixhauser conditions we=l> Included from hospital data but not also from GP data

Medication and vaccination m—p X (aimed to access in GP data)

Health care utilisation, e.g. ambulance callouts, elective Included from hospital, ambulance and community services

and emergency admissions data but not also from GP data

Home and workforce characteristics, e.g. type of home, _> Included from CQC and workforce survey
numbers of staff
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The GP data story

= GP patient data are held by individual GP practices

= Worked with three ICBs to explore potential data flows

1.

2.

One ICB were not able to prioritise the 1G work due to competing
priorities
In another, we had productive discussions on accessing risk

stratification data collected from GPs, but were unable to align
timescales for setting up data sharing agreements

In the third, we secured some data sharing agreements with GP
practices by working through a CSU — however the number of
consented residents from these practices was too low to proceed
while maintaining patient anonymity

11
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Timeline (to show how long it took)

July 2021 - started trying to access data
April 2022 — inclusion of DACHA in NHSE DPA
February 2023 — concerns expressed by NHSE

July 2023 — clarity that we could not access data under the DPA and a
new DSA was needed

October 2023 — NHSE DPIA for DACHA signed off. At this point we
could clarify data flows with other parties

January 2024 — DSA signed with NHSE
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Key challenges

Changes in the data landscape
Risk aversion

Legal bases for data sharing

A

Research funding frameworks

13
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1. Changes in the data landscape
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e CCGs > ICSs. ICBs set up in 2022 after initiation of DACHA.
« [Turnover of staff and restructures -> losing stakeholders].
« Merger of NHSD and NHSE, restructures

* Impact of pandemic — rapid set up of linkages at all levels

14
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2. Risk aversion

DACHA participants provided explicit consent for their data to be linked
and shared.

Despite this, NHSE assessed at the highest level of risk and the DPIA
required Caldicott Guardian review.

We think the merger of NHSD and NHSE meant that processes were
reviewed and led to a different attitude to risk.

NHSE are committed to supporting research but did not prioritise this.
|G was not set up to respond to external research.

Key contacts in one organization did not necessarily trust or accept
decision making made in other parts of the system.
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3. Legal bases for data sharing

DACHA MDS for Direct Care vs Service Evaluation vs Research
Our prototype MDS was developed for Research

A real MDS would be used for all three purposes

Linkages at ICSs set up for specific purposes, not flexible

NHSE did not have a legal basis to hold the care home data

We encountered different views on legal bases for data sharing from different
organizations (for example pushback on legal bases for data flows from DPOs for
GP practices in one ICS).

|deally we would get signoff from all data controllers on legal bases used in e.g.
data sharing agreements with care homes at the start.



University of Care homes in the
Kent study in one ICS

Consent Form

Resident’s Consent = = Authorised care home staff
Form ‘member signs DSA with THF

Personal Consultee
Declaration Form

records resident consents

Care Home Manager
on digital record

Care Home Manager I

Data Sharing Agreement with
Professional Consultee THF
Declaration Form

University of
Nottingham

Care homes in the
study in one ICS

Care Home Manager
records resident consents
on digital record

Consent Form

Resident's Consent Authorised care home staff
Form ‘member signs DSA with THF

Personal Consultee
Declaration Form

Care Home Manager I

Data Sharing Agreement with
Professional Consultee THF
Declaration Form

Care homes in the
study in one ICS

University of
Newcastle

Consent Form

p= <
ansens ~ Authorised care home staff
‘member signs DSA with THF

Personal Consultee
Declaration Form

records resident consents
on digital record

Care Home Manager I

Care Home Manager I

Data Sharing Agreement with
Professional Consultee THF
Declaration Form

Flows1,2,2.1
GDPR 6(1) (a) The data subject has given consent for the purpose OR (c) the processing is necessary for
compliance with a legal obligation to which the controller is subject; in this instance, the data subject lacks
mental capacity to give consent, but a best interests decision has been made after appropriate consultation
under the provisions of the Mental Capacity for the data to be shared.
GDPR 9(2) (c) necessary for the vital interests of the data subject who is physically or legally incapable of giving.
consent
CLDC Explicit Consent

The Health Foundation NHS England

Data Sharing Agreement with
NHS England

THF 1AO signs DSA with
NHS England
THF IAO signs DSAs with
individual care homes

Data Sharing Agreements with
individual care homes

Data Sharing Agreements with
THF

Authorised NHS England staff
member(s) sign DSA with THF

‘GDPR 6(1) (€) Necessary for the performance of a task
carried out in the public interest or in the exercise of
official authority vested in the controller. NHSE has a duty
to promote research (NHS Act 2006, s13L)

‘GDPR 9(2) (j) Archiving scientific and historical research
purposes or statistical purposes in the public interest.
CLDC Explicit Consent

Purpose of Processing
Research: Piloting a linked minimum
dataset and deriving local and national
insights and informing the development of
a future national MDS
Research. Demonstrating the feasibility,
usefulness and value of collecting quality
of life measures within care homes and
linking to other data sources.

THF IAO signs DSAs with
individual GP Practices

Data Sharing Agreements with
individual GP Practices

THF IAO signs DSAs with
individual GP Practices

Data Sharing Agreements with
individual GP Practices

GP Practices of residents
in the study in one ICS

Authorised GP practice staff
‘member(s) sign DSA with THF

ng Agreements with
THF

GP Practices of residents
in the study in one ICS

Data Sharing Agreements with
THF

Authorised GP practice staff
‘member(s) sign DSA with THI

Elows4,4.1,5,5.1
GDPR 6(1) (e) Necessary for the performance of a task
carried out in the public interest or in the exercise of
official authority vested in the controller.
GDPR 9(2) (j) Archiving scientific and historical research
purposes or statistical purposes in the public interest,
CLDC Explicit Consent

KEY

; é DSA parties

Data

Controller

Legal bases for
data sharing.

Purpose of
processing

|

Data Sharing Agreement

Sharing of
consents

(many to many)

DSA parties
{one to one)

ABBREVIATIONS

CLDC
DSA
GDPR
1A0
ICS

MDS
THF

Common Law Duty of
Confidentiality

Data Sharing Agreement

General Data Protection
Regulation

Information Asset Owner
Integrated Care System
Minimum Data Set

The Health Foundation
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4. Research funding frameworks

DACHA required significant work from busy teams
Contacts were engaged but hard to get work prioritised

Paid contract with a CSU led to some signed agreements with GP
practices

Obligation to support research but no funding
Gap between start of DACHA and start of attempts to access data

Could ICBs and other data controllers and data processors be partners in
a study like this?

18
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Conclusions

» Resource demand for building an MDS must be considered to make sure it can
be most useful and adaptable (high quality, timely, responsive)

= The current data landscape raises 4 key challenges to data linkage

= Lessons learned

1) Formalising agreements early on and obtaining, and maintaining,
senior, committed buy-in.

2) Studies should value the data sharing process through the inclusion of
data controllers and information governance staff in the system in
research project budgets.

3) The facilitation of GP and social care data collection nationally must be
balanced with its administrative burden.

19
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Pre-print article

Gordon et al. Piloting a minimum data set for older people living in care
homes in England: a developmental study
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Stay in touch

Kaat De Corte, Senior Data Analyst
Kaat.decorte @health.org.uk

Liz Crellin, Data Manager
Liz.crellin@health.org.uk
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