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ABSTRACT

Introduction: Information on care home residents in England is captured in numerous data sets (care home records, General
Practitioner records, community nursing, etc.) but little of this information is currently analysed in a way that is useful for care
providers, current or future residents and families or that realises the potential of data to enhance care provision. The DACHA
study aimed to develop and test a minimum data set (MDS) which would bring together data that is useful to support and
improve care and facilitate research. It is that utility that underscores the importance of meaningful public involvement (PI)
with the range of groups of people affected. This paper analyses the involvement of family members of care home residents and
care home staff through a PI Panel.

Objectives: The objective for the PI activities was to consistently bring the knowledge and perspectives of family members and
care home staff to influence the ongoing design and conduct of the DACHA study.

Methods: The bespoke methods of PI included a dedicated PI team and a PI Panel of public contributors. Meetings were
recorded and minutes agreed, resulting actions were tracked and reflections on the PI recorded. A democratic, social relations
approach was used to frame the analysis.

Results: A PI panel met 17 times. All meetings included both family members and care home staff. Analysis of the records and
reflections developed the following themes about the operation of the PI: deepened understanding of the data environment in
care homes; Influence on the pilot MDS; aiming for best research practices with care homes; personal/professional development
for PI members; expectations of the project. Learning points for future research projects are developed.

Conclusions: PI shaped the design and conduct of the DACHA study, grounding it in the needs and perspectives of people
using and providing social care. Data research has a huge responsibility to accurately incorporate relevant public perspectives.
There is an implicit assumption that records and data are objective and ‘speak for themselves’ however there can be unintended
consequences from introduction of new data requirements in practice.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.

© 2025 The Author(s). Health Expectations published by John Wiley & Sons Ltd.
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Patient or Public Contribution: Public contributors to this manuscript include family members of older people living in care

homes and staff of care homes. The wider study also involved as the public, older people living in care homes. Public
contributors helped develop the project, contributed throughout the conduct of the study and some chose to be involved in

preparing this manuscript.

1 | Introduction

The Developing research resources And minimum data set for
Care Homes' Adoption and use (DACHA) study aimed to
develop and pilot a minimum data set (MDS) for care homes for
older people in [1]. The purpose of an MDS is to enable care
coordination, governance and service planning [2]. Information
on care home residents in England is currently held by different
organisations (e.g., care home records, health records) and not
easily shared [3].

The DACHA pilot MDS linked data routinely collected by
health providers to data from care homes’ digital care records by
identifying care home residents aged 65 or older in National
Health Service (NHS) data sets [2]. The content of the pilot
MDS was informed by literature reviews, stakeholder develop-
ment workshops, surveys and public involvement (PI) [4-10].
The 4.5 years (2019-2024) study was divided into five related
work packages (WPs) (Figure 1). Fourteen original collabora-
tors came from nine universities, the National Care Forum, The
Health Foundation (THF) and the Alzheimer's Society Research
Network.

There are important stakeholders in this enterprise, and the
means of involvement or engagement need to be tailored to
their interest, preference, area of existing knowledge and
communication needs. At the centre are the older people living
in the care homes, and their families. Data recording or use has
implications for those running and working in care homes.
Health care organisations contribute to the care of older people

in care homes [11]. Local authority adult social services
departments and the Care Quality Commission (CQC) require
data from care homes in their commissioning, quality assurance
and regulatory roles. Care planning systems are moving from
paper-based to digital, with a government target for 80%
implementation in England by 2025 [12] therefore providers of
digital care planning software are also stakeholders. Effective PI
could reduce the risks of negative unintended consequences
from findings and recommendations [13, 14] by weighing up
implications for care practices of collecting particular infor-
mation which could in future be used for benchmarking.

Meaningful PI in care home research requires relationship
building between researchers and PI stakeholders, and consid-
eration of the differing perspectives and interests of stake-
holders [15]. Care home research programmes have involved
public representatives at each stage of the research cycle and in
project management meetings [16] and in particular roles [17]
but transparency about the extent, nature and influence of PI in
published care home research is varied [18] with calls for more
discussion of processes and evaluation [19]. Edelman and
Barron [20] argued for the evaluation of PI as a component of
the research process rather than as if it were a therapeutic
intervention. Indeed such evaluation positions PI members as
research participants, ‘othering’ them from more agentic roles
in research [21]. Rather than constructing and evaluating PI as
an intervention it could be conceptualised as a social practice in
which researchers and the public interact and power relations
are considered [22]. It is clear that research with care homes
will be most effective with authentic co-production and active
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FIGURE 1 | Diagram of the five work packages in the DACHA project.

2 of 21

Health Expectations, 2025

BSUS017 SUOLULLIOD dAIIER.D) 3|cfed!ddde U Ag pausenob afe sapie O ‘88N JO Sa|nJ 4oy Afeid18U1IUO AB]1M UO (SUONIPUCD-PUE-SLLIBYWI0D" AS 1M AseIq 1 U IUO//SaNY) SUORIPUOD PUe Swid | 34} 855 *[5202/T0/82] o ARigiTauliuo A8|im e1iBuY 15e3 JO AISAIUN AQ OFTOL XaU/TTTT OT/I0p/W0d A8 M AReiq juluo//Sany Woij papeo|umod ‘T ‘GZ0Z ‘SC9L69ET



collaboration between researchers and care home re-
presentatives [5].

Frith argues that PI in applied health research is best under-
stood as an attempt to make research more democratic, with
the potential to change both what is studied and the research
processes, to broaden which knowledge is valued and who is
involved in the production of knowledge [23]. In England, PI
in health research was advocated in a national research
development strategy in 1991, framed as ‘consumer’ involve-
ment in 1996 with a publicly funded body to support it [24].
This body became INVOLVE. In 2015, the National Institute
for Health and Care Research (NIHR) recommended co-
production between the public, researchers and health pro-
fessionals [25]. An overview of systematic reviews of PI in
clinical trials identified a range of innovative PI but oriented to
consultation rather than decision-making [26]. UK Standards
for PI in Research were published in 2018 [27] providing
practical examples of good PI but less consideration of the
rationale for involving the public in research [28]. The remit of
INVOLVE was taken into NIHR in 2020. Debates continue
over PI should be part of the establishment with a remit to
improve research processes or a socially transformative prac-
tice [24].

PI can be related to concepts of activism [29], active citizen-
ship [30] and participatory research [31], with common
arguments for the place of local and contextual knowledge,
indigenous knowledge, experiential knowledge and situated
knowledge, alongside scientific knowledge, in science policy
[32]. Care homes are part of social care provision, which in the
UK is argued to be in crisis and in need of a shift from a
charity welfare to a rights-based paradigm [33]. Fricker [34]
proposed a concept of epistemic justice, including hermeneu-
tic injustice, where members of groups do not have access to
equal participation in the generation of social meanings and
are at a disadvantage when making sense of their social ex-
perience. We argue care home staff and relatives of care home
residents can be said to experience hermeneutic injustice.
They are not equally included in the generation of social
meaning about data and reporting requirements for care
homes. Their experience is frequently marginalised. Care
workers in Ontario had few opportunities to contribute their
knowledge when an MDS was implemented, framed as an
experience of epistemological violence [35]. We aimed to cre-
ate a structure and social relations underpinned by democratic
principles in which care home staff and family members’
knowledge could be recognised, valued and shape the
knowledge developed by the project [34]. With the findings of
earlier work feeding into later stages, we aimed for iterative
engagement so that stakeholders could contribute to the
developing understanding. Democratic principles under-
pinned the DACHA approach to PI, with the aim of enabling
those least heard and most affected groups to contribute their
own expertise and to advocate for others. We worked to the
democratic principles that public contributors would be
involved in decision making [23] in order that their contri-
butions influenced the research process.

This paper presents an analysis of the involvement of care
home staff and family members of care home residents in

the DACHA project, using a social relations and democratic
approach and reflection on examples of key effects over the
4 years of the study. Rather than separating out and evalu-
ating the PI component of the study we examine it in the
context of building a project and outputs that are fit for
purpose.

The DACHA project received ethical approvals for distinct
elements of the research project:

« WP2 care home trials archive; Health, Science, Engineering
and Technology ECDA—University of Hertfordshire (HSK/
SF/UH/04185).

« WP3 national care home survey; Health, Science, En-
gineering and Technology ECDA—University of Hertford-
shire (HSK/SF/UH/04301).

+ WP5 care home pilot; London Queen's Square Research
Ethics Committee (22/L0O/0250/311711).

« National consultation 2022; Health, Science, Engineering
and Technology ECDA—University of Hertfordshire (HSK/
SF/UH/05009).

« National consultation 2023-24; Health, Science, Engineer-
ing and Technology ECDA—University of Hertfordshire
(HSK/SF/UH/05487).

Ethical review was not sought for this analysis of the PI process
as it is not required for PI activity.

GRIPP2 reporting guidelines are followed [36].

2 | Materials and Methods
2.1 | Types of Involvement

There were specific PI activities, and also PI in the research
management activities. The specific PI activities were:

« PI Panel: Care home staff and family members (discussed
in this paper).

« Activity provider facilitated resident involvement: care
home residents (reported elsewhere [37]).

« Consultation events: health and care professionals, com-
missioners, regulators, software providers along with
broader representation from family carers, care staff and
care home managers (reported elsewhere [7-9]).

This paper examines the PI Panel. The PI Panel facilitated
the involvement of family members, care home staff and
care home managers. Five family members, three care home
staff and three care home managers formed the PI Panel.
Online meetings were held quarterly throughout the
project. Members of the PI team chaired, facilitated and
took part in these meetings. Members of the wider DACHA
team informed the Panel about the research and asked
questions of the panel so that the Panel influenced the de-
tailed design, implementation and interpretation of each of
the WPs.
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PI activity was coordinated by four co-applicants (including a
family carer [Alzheimer's Research Network volunteer] and the
Director of the National Care Forum) and a senior research
associate. Members of this PI team, and another family carer,
regularly attended the meetings of the core research team.
Table 1 summarises the project activities and processes and the
groups of people represented. In the second year of the project
the family carer co-applicant resigned from the project and a
person experienced as a family carer was recruited to the
PI team.

2.2 | Materials for Analysing the Process and
Impact of PI

Records of the PI activities included:

« Tracked actions of DACHA team members in response to
input from the PI Panel through Research Management
Team (RMT) minutes and questionnaire sent to
DACHA team.

« Minutes of PI Panel meetings.

« Minutes of PI team meetings.

« Notes of small group reflective discussions on PI (held at
RMT away day).

+ Feedback from and discussion with members of the PI
Panel (including the use of UK Standards for PI, and
leading to a reflective article by panel members [38]).

Records of project wide activities included:

+ Minutes of RMT meetings.

« Minutes of Core Research Team meetings.

2.3 | Analysis

Analysis was iterative beginning with reflective discussion with
the PI Panel in the 12th meeting, followed 3 months later by a
reflective discussion by the RMT, allowing the involvement of
PI Panel members and research team members in initiating
analytical consideration of PI in the project. Content of the
discussions were recorded in note form. These notes were then
treated as part of the record of PI activities.

All these records of PI activities were read (A.K. and K.M.). The
content was condensed and collated to allow triangulation
between these and the records of the research project. This
allowed us to explore the relationship between input from PI
Panel members and decisions and activities in the conduct of
the research project, to track developing impacts, identify
potential missing responses to PI input and to identify themes
(AX. and K.M.). Emerging themes were discussed and deve-
loped with M.X., K.M., R.C., .M. and then the rest of the co-
authors.

2.4 | Recruitment

We recruited PI Panel members through the Alzheimer's Soci-
ety Research Network, the National Care Forum, contacts with
other care home researchers, existing university PI groups and
informal networks linked to the research team. We prepared a
role description identifying necessary experience: supporting
family/close friend living in a care home; working as a carer or
a manager in a care home; supporting a person who has
dementia. Panel members would need good communication
skills; the ability to participate and contribute in meetings;
ability to respect other people's views and perspectives and
work sensitively with people from diverse backgrounds.
Remuneration was £20 per hour for 2 h of each meeting and 2h

TABLE 1 | Public and stakeholder roles and processes in the DACHA study.

Represented groups

Study process/activity

Frequency

Care home residents

Care staff, managers and family carers

Health and care professionals, commissioners,
regulators, software providers

Family carers, care providers, software providers, health
commissioning and innovation, data governance, data
policy implementation

Chief investigator, senior administrator, senior research
associates (weekly), PI Team including family carer
(monthly)

Co-applicants responsible for PI (including family carer
and representative of National Care Forum), senior
research associate dedicated to PI activity

Co-applicants, research associates, senior administrator

Activity provider facilitated
public involvement (PI)

National Expert Consultation

Study Steering Committee

Core Research Team

Research Management Team

Three care homes, eight rounds
of involvement

PI Panel One group, meeting quarterly

throughout the project

Consulted three times

Group throughout the study

Six meetings over the course of
the study

Weekly meetings throughout
the course of the study

PI Team Monthly meetings

Meetings every 2 months
throughout the course of the
study
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of preparation which could be paid either as a shopping
voucher, money (for which individuals would needed to register
with the university to fulfil UK employment law) or care homes
could invoice the university.

2.5 | Data Recording—Records of Meeting and
Content

PI panel meetings were held online using the Zoom platform.
With the agreement of people attending the meeting, meetings
were recorded. PI team members also took notes which, with
the recordings, were used to compile draft minutes of the
meeting, shared with panel members for their amendments.

3 | Results
3.1 | Description of Involvement Activities

The PI panel met 17 times. Total attendances were: family
carers 53; care staff 23; care home managers 24; DACHA PI
team 70; DACHA WP teams 36 (see Table 2). Table 3 shows the
meetings, attendees, agenda items, points emerging from dis-
cussions and how these were taken into the study. Each of the
five WP teams came to the panel at least twice, with three teams
engaging four times with the panel. Panel members were sent
an agenda and supporting information 2 weeks before each
meeting. To make sure information was clear for panel mem-
bers, PI team members fed back to research team members on

draft information which was then edited before being sent to
panel members. This helped the panel to understand the
methods and purposes of each part of the study so that they
could raise their questions and comments and contribute to
discussions and planning. Panel meetings began in June 2020
when care home managers, staff, families and researchers were
dealing with COVID-19 with it's massive impact on care homes,
care home staff and on older people. Panel meetings were
chaired by members of the PI team, who opened each meeting
by facilitating an icebreaker activity which encouraged all
attending the meeting to introduce themselves as individuals
rather than simply in terms of professional or caring roles.
Meetings included presentations, small group discussions in
break-out rooms, large group discussions and use of a visual
collaboration software application. Meetings lasted 2h with a
refreshment break. There were typically three main agenda
items for each meeting, including the Panel process, planning
each of the research activities and feedback about actions taken
in relation to discussions in previous meetings. Meetings ended
with an opportunity to share notable points which further
allowed Panel members to shape their thinking.

3.2 | How the Involvement Influenced the
DACHA Project

Influences of the involvement were extensive, pervasive and
dynamic, as researchers’ appreciation of the care home data
context deepened, PI contributors developed understanding of
research approaches and influence early on in the project had

TABLE 2 | PI panel meetings showing dates and numbers and roles of attendees.
Panel Panel members—
Panel meeting Panel members—  members—care care home PI team DACHA team
number and date family carers staff managers members members
1. 30/06/2020 3 0 4 4 1
2. 11/09/2020 3 2 3 5 1
3.05/02/2021 4 1 2 6 1
4. 07/05/2021 3 3 3 6 3
5. 06/08/2021 5 1 2 6 2
6. 15/10/2021 4 2 0 5 4
7. 05/11/2021 3 1 1 5 0
8. 04/02/2022 3 1 1 4 4
9. 06/05/2022 4 3 1 5 3
10. 05/08/2022 2 2 0 4 2
11. 04/11/2022 5 1 1 3 7
12. 03/02/2023 3 1 1 4 1
13. 05/05/2023 3 1 1 3 1
14. 29/06/2023
meeting stopped
through ill health
15. 04/08/2023 1 1 1 3
16. 03/11/2023 3 2 1 4 1
17. 01/03/2024 4 1 2 3 2
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TABLE 3 | Table of PI panel meeting agenda, key points and actions.

Panel
meeting
number

and date Agenda items

Key points emerging

How key points taken account
of in project

1. 30/06/2020 Introduction to DACHA project

Information about how the
panel will work

Work package 2— repository of
data, is it reasonable to reuse
original participants’ data?

Information on reimbursement
for PI panel membership

2.11/09/2020 Work package 1, review 1,
emerging findings about
outcome measures, including

InterRAI

Work package 1, review 2

3. 05/02/2021 Terms of Refence and Agreed

ways of working

DACHA project and purpose of
an MDS, in context of other
practice initiatives

Will the two resident public
involvement care home groups in
Norfolk be representative?

When will the panel get
information to look at so they can
feedback on it?

Panel members in favour of
reusing data. Advised raising with
ethics committee for advice.

Few examples of outcome
measures which incorporate
representation from families.

InterRai as a long list, there
should be attention on how the
factors interact for individuals.

Categories broad and may not
pick up on nuance, e.g., for a
person quite ill with dementia.

The functional implications
should be emphasised—e.g.,
potential for social isolation if
sensory needs not met.

Much of this information
currently already collected, but
time consuming on paper, not all
easily shared with families, and
not always used to support
responsiveness to change in
resident condition.

For SK to link with software
providers.
DACHA has useful role in helping
establish purpose of an MDS. This
could help consistent information
be collected across care homes.

Agreed.

Need for an MDS to capture
individual functional needs, not
simply scales.

Share research plan with key
milestones for the project with the
panel members.

Advice sought from ethics
committee that originally approved
a trial included in the repository.
The view of PI panel that panel
members were in favour of reusing
data was shared with ethics
committee. This trial is now
included in the Trial repository.

The key points informed the
interpretation of findings and the
discussion in the paper reporting
the literature review of outcome

measures used in care home
research, in which the following

points were made:

(1) Outcome measures that are
used in research are not often used
in the day-to-day life of care homes.

(2) common research outcome

measures, specifically Barthel
Index, were viewed as outdated as
care homes often routinely collect a
wider range of data about residents.

(3) residents can have day-to-day

fluctuations in outcomes, and most

research tools only measure
outcomes at a single time point so
may not collect an accurate picture

of residents.

DACHA team wrote and published
‘Developing a minimum data set
for older adult care homes in the

UK: exploring the concept and
defining early core principles’.

DACHA team wrote and published
‘Developing a minimum data set
for older adult care homes in the

UK: exploring the concept and
defining early core principles’.

(Continues)
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TABLE 3 | (Continued)

Panel

meeting

number How key points taken account
and date Agenda items Key points emerging of in project

4. 07/05/2021

WP3 findings from realist review
of uses of minimum data sets

WP1 literature review 1, to
inform panel how their input
informed the review, and the

results

List of types of data collected
currently in care homes
compiled by panel members—
discussion of utility/what would
be useful to collect

Work package 3, the survey of
care home managers about data
collected

That PI can contribute voices of
residents, family carers and care
home staff to development
of MDS.

An MDS must replace other data

recording, not add to it—ask care

home managers what they collect
regularly, what is used.

To have value MDS must provide
feedback to care home managers.

Algorithms to flag, e.g.,
deterioration would be valuable.

Data must be held securely.

MDS should include personal
preferences.

MDS needs to be easily accessible,

used, with staff trained in using it,

may need to have requirement for
regular data entry.

Critical for an MDS to have
integration with NHS data.

Transferrable between care homes
if a person moves care home.

Importance of frequent data entry

for best use of MDS in supporting

care—staff need understanding to
have ownership.

Ideally MDS should facilitate two
way communication between care
home and family.

MDS should enable efficient
responses for care homes to
requests for data.

MDS should give a real sense of

the whole person, incorporating

wellbeing and mental health as
well as physical health.

MDS should facilitate resident
involvement in data collection.

Barthel scale is physically
focussed, insensitive to change,
seen as outdated, but is used
sometimes in care homes to
calculate staffing needs.

Of the 400 tools used in research,
only MMSE and Barthel
recognised by panel members.

Impact funding sought to develop
accessible messages to care staff
about principles of MDS and their
key role.

Informed thinking about whether

outcome measures used in research

measure what they aim to measure

and whether they measure what is

most important to residents, family
and friends and staff.

Influenced reporting in the paper
reporting the literature review,
measures used in research are

frequently not relevant to everyday

life in care homes, and don't take
account of wellbeing.

Development of an infographic to
share this message widely to
increase general understanding.

Survey questions informed by list
drawn up by panel members.

(Continues)
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TABLE 3 | (Continued)

Panel
meeting
number
and date

Agenda items

Key points emerging

How key points taken account
of in project

5. 06/08/2021

Open item—what panel
members think DACHA should
be considering in relation to
resident's information

Infographic to show data
sharing issues—to communicate
widely the insights from
previous panel discussions (see
meeting 4)

Developing the public
involvement with care home
residents

Feedback to Panel about
changes made to Work Package
3 staff survey in light of their
input

Invitation to additional meeting
with DACHA team member LI
to inform development of a

Reflection on the extensive demands
on care homes to share information,
with much duplication.

Examples of information manager
chooses to collect to help monitor
individual wellbeing and care
provision.

Examples of data provided to CQC
but no feedback on performance
compared to other homes.

Encourage responses from direct
care staff.

Incorporate questions about data
for wellbeing and mental health.

Incentivise completion—e.g., offer
training/information back from
university for care staff.

Recording information about
diversity of residents, including,
e.g., ethnicity and sexual
orientation, so that outcomes for
different groups can be seen.

MDS needs to be able to develop
over time.

Sensitive prompts to consider
detailed unmet needs.

Prompts for identifying change in
resident's condition.

Prompts for contact with family.

Should represent two direction
information flow.

CQC and safeguarding should be
included.

Reduce text in infographic.

Provide brief information for
involved residents of information
stored about them, as context for

discussion.

Use pictures and short video as
well as text.

Questions added addressing
wellbeing and mental health.
Increased emphasis on mood and
perspectives of relatives in the
survey.

Draft of survey shared with panel
members for further comment.

Amendments made to infographic
which was then shared via DACHA
website.

These points were incorporated
into the activity pack used to
facilitate resident public
involvement.

Panel discussion prompted
discussion in the project team
about who's perspectives are
incorporated in an MDS; resident,
relative, provider, other?

This separate project team
contacted panel members.

(Continues)
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TABLE 3 | (Continued)

Panel

meeting

number How key points taken account
and date Agenda items Key points emerging of in project

6. 15/10/2021

7. 05/11/2021

study to find out residents’ and
relatives' priorities for research
using trials archive

Invitation to join DACHA study
Facebook

Invitation to contribute to a
project about data sharing, care
homes and GP practices

WP4 workshop re: data linkage

Update about PI with care home
residents (first round of
activities in with two APs)

Feedback from DACHA survey
re: findings (what data care
homes are collecting,
perspective on data sharing and
an MDS)

Be aware of communication needs
of involved residents.

Use photo library from Centre for
Ageing Better.

Panel members happy to be
emailed about this project.

Data collection already happening
in care homes. Quality of data
collected will depend on whether
it has value to the right people.

Need to identify who has access to
the data being collected. How do
we ensure it's being used to
improve resident care. Also keen
for residents and family carers to
be able to access collected data.

Care home staff want to know
more about hospital admissions
and how to balance min and max
data sets.

Data safety is paramount. Panel
members happy with WP4's plans
re: data safety.

Questions about how many care
homes are using digital systems.

Need to explore ways to make sure
people living with dementia are
included (and to consider how
other projects have done this).

To consult family members
with PoA.

Positively received and panel
members happy care homes were
tailoring participation to individuals'
wishes.

Questions about the care homes that
participated (how representative
they were of overall). Keen for more
information re: analysis and context
(e.g., to get insights on why some
responding homes did not collect
NHS numbers). Some surprises at
what some care homes do not

WP4 shared learning with rest of
DACHA team (esp. WP5).

WP4 decided to return to ensure PI
were involved when developing
their analysis plan.

A ‘next step’ documented in
the minutes was to explore option
of providing a plain English privacy
statement on the DACHA website

(but unclear if actioned).

Could be answered via BH's survey.

PI team incorporated feedback from
APs and put in options to help
involved people LWD (e.g., a range of
activities to choose from, prompt
cards, flexibility in how activities
were run).

Consideration of how to present
survey findings in a nuanced way.

(Continues)
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TABLE 3 | (Continued)

Panel
meeting
number
and date

Agenda items

Key points emerging

How key points taken account
of in project

8. 04/02/2022

9. 06/05/2022

DHSC provider data set

Other

‘WP5 overview and discussion of
study recruitment

Data items in the MDS (which
outcome measures best capture
wellbeing and quality of life)

Update re: Study Within A
Project (SWAP) about
domiciliary care, offer to be
involved in PI for this

DACHA consultations

WP4: Learning and actions from
last panel

collect and how this may impact on
care. Questions about how complete
the care homes' data is.

Feeling that survey focused more
on resident health than wellbeing.
Quality of life is missing.

Widespread use of digital
technology surprising.

Important that data sharing is two-
way. Need for context with data,
staff training, supportive use of
league tables.

MH positive re: contacts made
between DACHA and Skills for
Care Workforce Intelligence, with
member of SFC joining the
DACHA steering committee.

Information sheet—difficulty of
balancing ethics committee’s need
for technical language and residents
still being able to understand it.
Suggested amendments, e.g., to add
how long data would be held.
Importance of having different
options, e.g., easy read.

Looked at ASCOT, QUALIDEM
and ICECAP-O. Liked ASCOT
but?missing sense of overall
wellbeing, liked QUALIDEM but
is long. Need to consider (a) the
types of care homes taking part
(and if findings generalisable) and
(b) that staff may rate QoL more
highly than a family member.

Residential care homes and family
members should be involved in
data interpretation.

Members of the panel volunteered
to be involved.

Panel asked to help trial
consultation survey.

Keen for two-way flow of
information will relatives but
acknowledge goes beyond
DACHA's remit. However could
be a recommendation (future-
proofing).

Quality of life measures to be
included in the MDS.

Promoting this message, e.g., through
the infographic and public resources/
plain English summaries.

Recruitment materials amended
(information sheets made clearer,
flowcharts added), easy read
options included.

Incorporation of feedback into
consultation re: measuring QoL.
Discussion of how SWAP can
explore some of issues mentioned.

WP5 said would try to return for
this. Also to share benchmarked
data with care homes in their area.

Some panel members joined the
Study Within A Project (SWAP).

Feedback incorporated into survey
design.

This recommendation has been
communicated at conferences and
in other outputs.

Feedback about trusted data
sources taken into account by WP4.
Inclusion of community service

(Continues)
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TABLE 3 | (Continued)

Panel
meeting
number

and date Agenda items

Key points emerging

How key points taken account
of in project

WP4: Current challenges—data
sharing agreements

Infographic feedback

10. 05/08/2022 WP5: update and discussion
(how to engage with residents
and families about DACHA,
maintaining care home

engagement over time)

Update of PI activities with
residents

Facebook relaunch

11. 04/11/2022  WP4: Analysis protocol (what is
already known, what would be

useful to know)

Feedback from QoL
consultation

WP5: Recruitment challenges

Discussion re: trusted data
sources. Keen for inclusion of
district nursing records.

Access to information from GPs is
problematic for care homes.

Discussion of strategies, e.g.,
open days, posters, linking
recruitment to monthly resident
reviews, use of newsletters to keep
engaged.

Panel advised on how to frame
exploring QoL.

Panel asked to look at Facebook
page and feedback. Some mixed
feelings about how useful/
appropriate it would be.

Interest in use of data for
constructive benchmarking,
outcomes that would be interesting
(e.g., pressure ulcers, UTIs),
importance of context with data—
e.g., the particular population of any
one care home, staff skill mix and
level of training. Need to think about
who is receiving the data and their
understanding of it. Pros and cons of
benchmarking.

Panel fed back about how they
would like to learn about the
findings (infographic or slides,
inclusion of more detail).
Discussion of how to maximise
recruitment via family members
(when residents cannot consent) as
relatives are asking what data would
be taken, why DACHA needs it,
how their relative would benefit
from taking part. Panel suggest
making sure activity coordinators
have information to pass to relatives,
assurance of confidentiality,
information meeting for relatives led
by care home manager, importance

utilisation re-ranked as high
priority for MDS capture.

WP4 ensured community health
records linked in Pilot MDS.
Community health data collected
and analysed in pilot.
Panel thanked for their help, still
able to feedback via email if
desired.

Infographic uploaded to website.

WP5 team used a newsletter to
keep in touch with care homes.

Advice taken into account when
designing activity pack.
Facebook page amended but
eventually taken down.

WP4 mindful of feedback when
completing their analysis.

QoL consultation is summarised in
a report of the national
consultations on the DACHA
website.

Researcher reflected on the
feedback which reinforced the
range of approaches being used.

(Continues)
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TABLE 3 | (Continued)
Panel
meeting
number How key points taken account
and date Agenda items Key points emerging of in project

12. 03/02/2023

13. 05/05/2023

14. 29/06/2023

15. 04/08/2023

Implementation

Reflective exercise

WP5: Update and MDS preview

WP1: Discussion of findings of
review 2

Discussed contributing to
writing activities

Panel not completed—illness of
panel member.

WP4: Analysis update

of personal contact from a
researcher.

Discussed factors that would
potentially affect implementation.
Importance of speaking to managers
and care staff, also considering the
MDS with respect to the ‘bigger
picture’.

Discussed the panel's experiences of
being part of DACHA and any
feedback.

Discussed potential differences in
people in different staff roles
completing outcome measures on
behalf of residents.

Discussed difficulties of
participating care homes
completing all data entry in one
locality involved in the study and
how best to address this. Concern
raised by panel of impact on care
homes of pressure to complete
data entry for the DACHA pilot.

Discussed wastefulness re: number
of outcome measures used in
research, how it is unclear how or
why they are selected for use. The
panel expressed an interest in any
end of life measures included.

Several panel members expressed an
interest.

The panel asked questions and
discussed what they would be
interested in learning from the data
(such as how medication is used)
and the complexities of interpreting
data (e.g., frailty scores). Panel

Reinforces decision for WP5/
implementation team to be
interviewing and gathering
feedback from care homes.

Added action points to panel minutes.
Keen to see a paper and/or report
about how the panel has influenced
DACHA (A X. focusing paper on this,
K.M. gathering impact data). Started
having brief bullet point updates
about ongoing work packages at start
of each panel (to help panel members
to keep track over time).

Question asking about job roles added
to interviews about how care staff
complete outcome measures (this fed
back to PI panel in meeting 15).

WP5 team followed suggestions of the
panel in resolving difficulties of data
entry completion (offered online
debriefs with managers, sent email to
managers apologising for issues,
made a roadmap for managers,
newsletter to update care homes,
offered contact via email and phone)
(feedback to panel on this in
meeting 15).

Comments included in plain English
version of the review and shared with
lead reviewer. Attempted to publish
the plain English version but was not
picked up—put on website.

M.K. and E.A. wrote paper,
published with K.M. Panel
members invited to contribute to
write up of Panel public
involvement in the DACHA study.

Feedback incorporated into
analysis plan. WP4 event (March
2024) re: data analysis and
interpretation.

(Continues)
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TABLE 3 | (Continued)

Panel
meeting
number

and date Agenda items

Key points emerging

How key points taken account
of in project

WP5: Feedback from PI team

about how feedback on care

home pressures was actioned
(see meeting 13).

16. 03/11/2023 Suggestions to enhance care

home recruitment to SWAP

WP2: Update on VICHTA
follow-on study

Discussion of an additional
panel meeting

17. 01/03/2024 Reflection on participation in

DACHA PI panel

Emerging findings from WP5,
pilot of MDS in care homes

Feedback from principle
investigator of DACHA on
impact of PI

interested in being involved in
interpretation of the data.

Panel asked if data would be
collected on DNAR and on end of
life plan (highlighting the
difference between these).
Panel emphasise importance of staff
being able to use the information in
an MDS to improve care for
individuals.

The panel were pleased that this
had been actioned.

The panel made several suggestions,
e.g., posters up in staff rooms with
offer of voucher, easy link to make
contact and one to one interviews
rather than focus group.

The panel felt researchers should be
able to submit questions. Discussion
of potential uses of VICHTA data.

The panel expressed interest in a
final event in Spring 2024. The
panel reflected on how members’
involvement in, or understanding
of, research has increased since
becoming involved in DACHA.

Discussion on how the QoL
measures performed in the pilot,
how the information might be used
to inform care, tensions between
standardisation versus tailoring of
e-records software for care homes.

Discussion on how answering
QoL questions had changed care
staffs’ perceptions of what was
important to individuals.

‘WP4 checked if this could be added to
GP data request. Information on
discussion of preferred place of death
was obtained from community.
services data set in the pilot MDS, and
discussed in publication of the
analysis of pilot data.

Impact funding to develop
accessible information for care staff
about their critical role in data
(entering and use of data).

This approach was used by the
SWAP and also when recruiting
care home staff for the third
DACHA consultation.

VICHTA researcher to offer panel
members chance to respond to
VICHTA consultation when live,
summer 2024.

A panel event was arranged for

Spring 2024. Panel reviewed and

comments on PI section of final
report.

Summary of impact of PI on DACHA
study sent out to PI panel members.

GRIPP 2 Long Form for reporting public involvement [39]

Section and topic Item Reported on
page no
Section 1: Abstract of paper
la: Aim Report the aim of the study 1
1b: Methods Describe the methods used by which patients and the public were 1
involved
(Continues)
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TABLE 3 | (Continued)
Section and topic Item Reported on
page no
1c: Results Report the impacts and outcomes of PPI in the study 1
1d: Conclusions Summarise the main conclusions of the study 1
le: Keywords Include PPI, ‘patient and public involvement’, or alternative terms as 1
keywords
Section 2: Background to paper
2a: Definition Report the definition of PPI used in the study and how it links to 2-3
comparable studies
2b: Theoretical underpinnings Report the theoretical rationale and any theoretical influences relating 2-3
to PPI in the study
2c: Concepts and theory Report any conceptual models or influences used in the study 2-3
development
Section 3: Aims of paper
3: Aim Report the aim of the study 2
Section 4: Methods of paper
4a: Design Provide a clear description of methods by which patients and the 4-6
public were involved
4b: People involved Provide a description of patients, carers and the public involved with 4-6
the PPI activity in the study
4c: Stages of involvement Report on how PPI is used at different stages of the study 4-6
4d: Level or nature of involvement Report the level or nature of PPI used at various stages of the study 4-6
Section 5: Capture or measurement 6-12
of PPI impact
5a: Qualitative evidence of impact If applicable, report the methods used to qualitatively explore the 6-12
impact of PPI in the study
5b: Quantitative evidence of impact If applicable, report the methods used to quantitatively measure or NA
assess the impact of PPI
5c: Robustness of measure If applicable, report the rigour of the method used to capture or NA
measure the impact of PPI
Section 6: Economic assessment
6: Economic assessment If applicable, report the method used for an economic assessment of PPI NA
Section 7: Study results
7a: Outcomes of PPI Report the results of PPI in the study, including both positive and 6-12
negative outcomes
7b: Impacts of PPI Report the positive and negative impacts that PPI has had on the 6-12
research, the individuals involved (including patients and researchers),
and wider impacts
7c: Context of PPI Report the influence of any contextual factors that enabled or hindered 6-12
the process or impact of PPI
7d: Process of PPI Report the influence of any process factors, that enabled or hindered the 6-12
impact of PPI
7ei: Theory development Report any conceptual or theoretical development in PPI that have 13
emerged
7eii: Theory development Report evaluation of theoretical models, if any 13
7f: Measurement If applicable, report all aspects of instrument development and testing NA
(e.g., validity, reliability, feasibility, acceptability, responsiveness,
interpretability, appropriateness, precision)
(Continues)
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TABLE 3 | (Continued)

Section and topic Item Reported on
page no
7g: Economic assessment Report any information on the costs or the benefit of PPI NA
Section 8: Discussion and conclusions
8a: Outcomes Comment on how PPI influenced the study overall. Describe positive 6-12
and negative effects
8b: Impacts Comment on the different impacts of PPI identified in this study and 6-12
how they contribute to new knowledge
8c: Definition Comment on the definition of PPI used (reported in the Background 2-3
section) and whether or not you would suggest any changes
8d: Theoretical underpinnings Comment on any way your study adds to the theoretical development 13
of PPI
8e: Context Comment on how context factors influenced PPI in the study 6-12
8f: Process Comment on how process factors influenced PPI in the study 6-12
8g: Measurement and capture of If applicable, comment on how well PPI impact was evaluated or NA
PPI impact measured in the study

8h: Economic assessment If applicable, discuss any aspects of the economic cost or benefit of PPI, NA
particularly any suggestions for future economic modelling.

8i: Reflections/critical perspective Comment critically on the study, reflecting on the things that went 6-13
well and those that did not, so that others can learn from this study

Abbreviation: PPI = patient and public involvement.

Deepened

Personal/professional

understanding of data Influence on the pilot Aiming for best research Differing expectations of
g development for panel
environment in care MDS practice in care homes B P the project
homes members
) r \ r 3\ R T
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— existing research — Include quality of life participating care — experience into other — Evolving e-records
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- — — — —
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FIGURE 2 | Results: Themes and subthemes.

ongoing effects later. Themes are listed, illustrated with sub-
themes (Figure 2) and discussed below.

3.3 | Themes
1. Deepened understanding of the data environment in care
homes.
2. Influence on the pilot MDS.

3. Aiming for best research practices with care homes.

EEE——
Challenge in achievin
gfull involvement in
DACHA analysis and
interpretation
~—

4. Personal/professional development for PI members.

5. Expectations of the project.

3.3.1 | Deepened Understanding of the Data
Environment in Care Homes

Data that care homes were expected to provide to other orga-
nisations with little feedback, was a key topic regularly dis-
cussed in the PI panel in varied contexts. Discussions were
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iterative, as researchers engaged with input from the panel,
came back to the panel to report how they had responded to
that input, and discussed implications for the next stage
of work.

A literature review of measures or instruments used in care
home research was conducted [4] to discover if any of the
measures would be useful as part of an MDS. The emerging
findings of this review were discussed with the PI panel, with
family members, care staff and managers all arguing that ex-
isting measures gave insufficient attention to mental health or
wellbeing. They emphasised the importance of sensitivity to
change over time, with different aspects of needs coming to the
fore at different times in the trajectory of a person's stay in a
care home. Discussion with the panel members drew attention
to how little these measures used in research included family
representation, an important source of information about re-
sidents. Existing measures were thought to be insensitive,
lacking the detail and range of information now routinely col-
lected by care homes to inform their care of residents. Care staff
illuminated the current usual practice of monthly wellbeing
reviews, although not necessarily shared with families, as
family members concurred. The panel discussion was reflected
in the literature review report, in particular that there is little
relationship between outcome measures used in research and
routine data recording in care homes, research measures appear
outdated in relation to information recorded in care homes and
insensitive to day-to-day fluctuations for residents [4].

As researchers and panel members listened to each other and
worked to reach shared understandings about the purpose of a
MDS in care homes, researchers found it difficult to explain the
parameters for data with potential for inclusion in an MDS. The
Panel's thoughtful questioning and challenging discussions
prompted the DACHA team to negotiate, agree and propose a
definition of, and purpose for, an MDS [3].

PI Panel members emphasised the desirability of integration
between care home records and NHS data, transferability for a
person moving from one care home to another and usability for
staff. Detailed accounts of the day-to-day realities of dealing
with data in care homes were crucial to the research team ap-
preciating the complexities of the demands placed on care home
staff to provide data to other agencies. Very similar data is
required by many different stakeholders, and different depart-
ments in the same stakeholders, in different formats, leading to
duplication of effort. The experience for care homes is of pro-
viding data but getting nothing back in the way of analysis or
feedback on how their outcomes relate to those of other care
homes. Three members of the panel (two managers and one
senior carer) compiled a list of all the types of data that they
recorded regularly and this was used to help design a survey
sent out to care home staff [6]. The Panel helped design an
infographic to communicate the data demands on care
homes [40].

It was clear that an MDS should draw on data already recorded
and not add to the burden of care homes. To add value, and
therefore to motivate implementation, an MDS must provide
feedback to care home managers on the performance of their
care home, to feedback to teams and drive improvement. The PI

Panel was aware of the importance of the work and increasing
national focus on care homes and data as a consequence of the
impact of the COVID-19 pandemic and policy responses.

3.3.2 | Influence on the Pilot MDS

3.3.21 | Quality of Life. The family members, staff and
managers in the PI Panel were clear that an MDS should give a
sense of the whole person, incorporating wellbeing and mental
health. Having fed into the development of an online survey for
care home staff, the results from the survey were fed back to the
panel and discussed to inform the analysis. This drew attention
to the dearth of information being recorded in practice about
quality of life. Further analysis revealed that information about
quality of life was recorded by fewer than a third of respondents
to the survey [6]. The impetus from the PI Panel was to push the
developing DACHA MDS beyond international examples to
incorporate quality of life. DACHA researchers and PI Panel
members discussed the pros and cons of quality-of-life measures
that could be part of an MDS. The PI Panel helped develop
activities to facilitate PI of care home residents about quality of
life [37], and their views also informed the development of a
consultation with wider stakeholders on their utility and
usability [8]. The preferred measures were included in the pilot
MDS that was trialled in 45 care homes with 996 residents [10].
Three of the four measures piloted were found to have
acceptable psychometric properties [41] and used to better
understand the factors associated with different constructs of
residents’ QoL (e.g., emergency hospital admissions) [42].

3.3.2.2 | Community Health Data. DACHA researchers
from THF brought expertise in data linkage and analysis of sets
of routine health data. While simple in conception, the execu-
tion is complex both technically and in relation to governance
processes. Health services for people in care homes in England
are provided by the NHS and by General Practitioners (GPs).
The NHS is made up of Trusts, organisations with a geo-
graphical and functional focus (e.g., acute care) and with their
own governance arrangements. THF DACHA team members
drafted accessible presentations, discussed and refined these in
collaboration with DACHA PI research team members and met
the PI Panel four times (Panel meetings 6, 9, 11, 15). PI Panel
members were able to develop an understanding of a techni-
cally complex research approach so that they could contribute
their views and get feedback on how their input had influenced
the research. The PI Panel was excited by the potential of
linking individual care and health records, and particularly
emphasised the value of linking information on community
health care including district nursing and community rehabil-
itation services. Panel members working in care homes com-
mented on the strength of district nursing records as a source of
reliable information about residents’ health and input from
health services. This resonated with PI with care home re-
sidents [37] who put priority on better information about their
appointments with health professionals. When the DACHA
RMT agreed principles and priority information for a MDS, PI
team members advocated for community health information to
be included in the pilot MDS through data linkage, as this was
prioritised by PI Panel members and residents. In response the
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pilot MDS collected the mean number of community service
appointments overall, and broken down for speech and lan-
guage therapy, continence, district nursing, podiatry and com-
munity rehabilitation. All were reported over 1 year and could
be summarised across different subgroups, for example by res-
ident or care home characteristics, to understand variation.

3.3.3 | Aiming for Best Research Practices With Care
Homes

The involvement of a family carer and a director of the NCF from
the early stages of project development and writing the funding
bid helped to ensure that plans considered the practical impli-
cations of carrying out the research for care homes and for the
people living in them. The DACHA project aimed to create new
ways of working and doing research in and with care homes, so
that the outputs benefit not only researchers but also residents.
The research team's awareness of the demands on care homes
and the workload for staff and managers was sharpened by the
Panel discussions over the project. Participating in research
would bring demands over and above day-to-day practice, which
was still recovering from the impact of COVID-19, and the time
needed for participation should be made clear up-front to care
homes, as transparency aids the homes' planning and commit-
ment. There was a sense that the needs of the care home should
be central and the demands of taking part in the research should
work around this. A critical point in the timings of the research
project challenged this value, leading to difficult discussions both
in the PI Panel and the DACHA team. The pilot of the MDS
involved care homes completing additional measures at two time
points for each participating resident in their home, in addition
to the extraction of routinely collected data for these residents.
There was a deadline for completing the measures in order for
the e-record software providers to extract the data. There was a
miscommunication, some care home managers were not in-
formed that there was a request for additional measures to be
completed and a deadline for these.

The researcher dealing with the consequences of the missed
information was balancing the evident stress of care home
managers and staff when approached to complete data entry in
a short space of time, with the demands for the viability of key
aspects of the research study. When the researcher presented
this to the PI Panel as part of an update on the progress of the
study, Panel members expressed disappointment that, despite
their involvement and contributions throughout the study and
the expressed wish of the study to work well with care homes,
past poor practices experienced by some panel members in
other research projects had been repeated. The respectful but
challenging exchange in the PI Panel meeting, which a care
home manager panel member commented benefitted from ex-
perienced chairing to ensure all views were heard, respected
and understood, did develop an action plan to mitigate the
impact on the care homes involved. This included offering
online debriefing sessions to care home managers, a commu-
nication from the study lead apologising for the issues, and the
offer of contact for care home managers with researchers by
email or phone. A ‘road map’ of future dates was suggested by a
care home manager at a participants’ debriefing session and
sent to all participating care homes.

Most of the affected care homes strove to complete the addi-
tional measures in the short time frame believing that the
project will benefit residents in the long-term. Others, already
stressed by issues other than the research, withdrew from the
study. A care home manager Panel member reflected on the
importance of endings and the impact on any future research
participation for these homes. The local research nurse con-
tacted the withdrawn care homes to understand learning and
keep communication channels open for future research.

The researcher had an uncomfortable position at the PI Panel as
the spokesperson for the conduct of the fieldwork, as was dis-
cussed at an RMT meeting. For some team members the
practical problems faced by the project were seen to make
unavoidable any additional pressure put on participating care
homes. Indeed this was also respecting the individual residents
in those participating homes who had given consent for their
records to be used in the study. Others argued that it was
important for the project to act consistently with the value of
giving care homes a voice in the research both through the PI
Panel and relations with participating care homes.

Even though we aimed to ensure that the needs of the care home
were central and we had strong PI, undue pressure on care
homes can quickly arise (e.g., through a miscommunication).

3.3.4 | Personal/Professional Development for PI
Members

Although it was not an explicit aim that involvement in the
Panel be developmental for the members it was clear from a
reflective session held in meeting 12 that it was for some. Panel
members described their motivation for getting involved as
wanting to make a contribution. Family carers felt they could
draw on their experience of having their spouse or parent living
in a care home. They were also drawing on other life experi-
ences including work or volunteering in health or care-related
settings. Some family carer Panel members thought they should
have less influence than researchers and people working in care
homes. One family carer said they had learned from the project,
and subsequently raised awareness of PI while volunteering
with dementia groups.

By this 12th meeting, Panel members were able to describe
initial concerns that taking part in the Panel would raise
uncomfortable differences in perspectives. One family carer
described being fearful they would be ‘too negative’ because
they had not been able to find good care for their relative. This
person worked in an organisation aiming to support and pro-
mote social care so was wary of the potential conflict with that
role if they spoke negatively about care, but reflected that taking
part had sparked ideas for improvement of her organisation'’s
work. A care staff panel member described their initial caution
in contributing because of the ‘disconnect and lack of under-
standing’ in society of the work of social care. This person was
concerned that the research plan would be unrealistic. How-
ever, they described the ‘morale boost’ of the unexpected
opportunity to connect with a group of people who, from dif-
ferent perspectives, cared deeply about the subject. They had
considered things that wouldn't have occurred to them, which
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had informed and improved their work as a carer. Care home
managers in the panel valued hearing the thoughts and
reflections of family members who could be frank and open in
this different context, and this influenced their practice. Two
members of the panel published an article, aimed at care home
staff, about their experience on the panel, and the career
opportunities this led to, which including as a research co-
applicant, working for NIHR [38] and a career path blending
practice, research and implementation.

3.3.5 | Differing Expectations of the Project

Some issues of great importance to PI Panel members were beyond
the scope of the project. For example, Panel members wanted the
pilot MDS to share real-time data with families. Family members
and care staff were cognizant of the huge potential of linkage of
individual care and health records for effective care. The scope of
the pilot MDS was to create a pseudonymised linked data set that
could be a proof-of-concept but would not identify individual re-
sidents or be directly accessible to CH staff, residents or carers (so
therefore couldn't share any data with families). With the concept
tested, the project would make recommendations to policy makers
who were considering implementation of an MDS for care homes.
Family members stressed the potential to use software to easily find
out how their relative was, what they have been doing during
the day, without calling care staff away from their work. Digital care
planning systems were evolving and their use became more wide-
spread in care homes during the course of the project. This func-
tionality of family access that panel members thought important in
an MDS was becoming available in e-records systems. This infor-
mation from digital care planning systems is, however, not yet
linked to records held about individuals in the health system.

Some PI contributors were frustrated about the pace of setting up
PI activities, timing and format of reporting meetings back to
panel members and limitations of meeting on-line rather than
face-to-face. The Principal Investigator (C.G.) and research team
responded with telephone conversations and in-person meetings
with concerned individuals and agreed action plans to try to
resolve issues. The original family member co-applicant chose to
leave the project, feeling their time could be better used elsewhere.

The PI team aspired for more PI Panel involvement in data analysis
and interpretation than was achieved as the complexities of study
recruitment, data governance between organisations for data link-
age and data extraction limited time available for analysis. Panel
members were interested to contribute to writing up the work of the
panel and have contributed to this paper. PI contributors reflected
on the PI process and these reflections formed part of the analysis
for this paper. Four members of the PI Panel (E.A., M.F., M.K. and
J.W.) chose to be co-authors of this paper, edited the early draft of
the paper and contributed to findings development.

4 | Discussion

We aimed with this paper to analyse the involvement of care
home staff and family members in the context of the overall
project [20, 22, 43]. The DACHA project aimed to keep the

concerns and priorities of people living and working in care
homes informing all stages of the project and we argue that this
was achieved, as shown in the inclusion in the MDS of content
prioritised by the PI Panel. We aimed to use a democratic
approach, valuing different knowledges through the involve-
ment of public contributors in decision making [23]. There is
evidence in reflections from the panel that members did feel
that their knowledge and experience were valued and heard.
The input of the panel directly informed decisions, notably to
include quality of life measures in the pilot MDS, and to link to
data on community health services. The Panel was involved in
implementing these decisions in the ongoing research by re-
viewing and giving feedback to decide which measures of
quality of life should be used. There was increased work for
researchers who needed to identify the data owners for com-
munity services and negotiate data-sharing agreements. Deci-
sion making in the project was progressive. Final decisions
about which items to include in the MDS were ultimately taken
by the research teams working on the relevant WPs, in nego-
tiation with the RMT, in which PI team members advocated for
the PI panel perspective. Decision making was therefore a
process over time rather than a single event, but we argue a
shift in the ‘soft’ norms, codes and values of research practice
[22] was achieved, with researchers responding to and feeling
accountable to PI members.

We aimed to keep these groups’ priorities central to our
research, in the belief that for an MDS to be useful to improve
care and usable in day-to-day practice, the research approach
should be of close collaboration with those groups most affected
who would bring unique insights. Social care has not had the
research attention that health has enjoyed. Research questions
and policies for practice tend to be heavily influenced by health
practice needs. Care practitioners are not traditionally repre-
sented in academia. The impact of Covid-19 further illustrated
the policy neglect of the care sector [44], and strengthened our
conviction for collaborative work. Researchers need to consider
the political context of their research field and project [45] and
relative power positions of the groups who have a legitimate
interest in the research.

A democratic PI approach is fragile and can be challenged by
the contractual obligations of completing a funded research
project in the context of unexpected events [43]. Fragile dem-
ocratic relations between the research team and the PI panel
members could be argued to have been bolstered in this project
by the consistent process of quarterly meetings, and by chairing
that aimed to developed shared understanding and trust
between Panel members and researchers attending each panel
meeting. The views of the Panel were ascribed power through
technical tools of agendas and reporting at both core team
meetings and RMT meetings [46]. Panel members could invoke
the power of authentic accounts of lived experience, but this
was at times contested by researchers citing their own experi-
ence in care homes [47, 48]. Family members frustrated with
the PI arrangements drew on existing social relationships to
escalate these concerns, leading to feelings of vulnerability for
some researchers. Social relations in PI activity are both the
means for constructing shared understandings but also likely
sites for misunderstanding, disappointed expectations and ten-
sion [49]. These tensions can be productive [50] but there needs
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to be attention to those in less powerful positions, both PI
members and researchers [51].

One alternative approach to PI in this project, suggested in RMT
reflections, would have been to have PI representatives linking
to each WP team rather than a central Panel. This may have
strengthened social relations between researchers and PI
members, increased the PI members' opportunity to understand
detailed aspects of the research methods and help to resolve
challenges. However, this would have made it more difficult for
PI to hold the overall project to account on issues such as the
focus of the project including the mental health and wellbeing
of people living in care homes. An ideal might be to combine
both approaches, although this would need a greater time
commitment from PI Panel members and increased support to
negotiate the wider role.

This PI Panel brought together in the same meetings care staff,
care home managers and family members of people living in
care homes. There were some difficulties in voicing views and
experiences openly in this mixed group at first. We made use of
the function to have the individual groups meeting in smaller
‘breakout’ groups within the online meetings. As the project
progressed however trust built between group members, and
members valued hearing alternative perspectives. As described
earlier in the paper, people living in care homes had PI facili-
tated by care home activity staff [37]. Further development of
the PI Panel approach should consider supporting direct rep-
resentation in the Panel from people living in care homes [52].

Social relations were more complex than simply between PI
panel members and the research team. Many individuals had
more than one role or identity [47]. The research team included
members linked to practice (NCF) and with family carer ex-
perience. Researchers also have relevant family or social care
practice experience. The research team grew substantially to
conduct the study. Some of the team know each other well
while others were working together for the first time. PI Panel
members, both family members and practitioners, brought ex-
perience in other roles including research, social care practice,
advocacy and volunteering [53]. These multiple roles and
identities also underpin complex power relations [22, 54].
Reflections in the RMT meeting and in the PI Panel touched on
these issues. Notably the concern and sense of responsibility
expressed by PI Panel members either initially sceptical that a
research project could be ‘realistic’, or struggling to reconcile a
sense of responsibility to advocate for the care sector with
personal experience of poor practice. Some PI members moved
into other research related roles, meeting the policy agenda for
developing social care research capacity [55]. These overlapping
roles brought shared experience and empathy to the panel in-
teractions, but also, with individuals as ‘boundary spanners’,
the potential for advocating for social care research grounded in
practice.

We argue there have been ‘soft’ effects from the PI process that
are important for growing a social care research practice. Re-
searchers’ understanding of, and attitudes towards, residents
and care home staff have benefitted from a deeper appreciation
their situation. Many of us have completed the project having
learned far more than can be wrapped up and capitalised on in

this project and the challenge is to sustain and re-invest this
learning. This project had resource for PI co-applicants to
contribute to project design and committed resources to support
PI throughout. While this is recommended good practice [56] it
is not easy to identify funding for research development. For PI
to be influential from the earliest stages of project inception it is
necessary to support and sustain interest groups of, for example,
care home staff and people living in care homes, beyond indi-
vidual projects.

5 | Conclusion

The DACHA project shows that with integrated PI, commit-
ment demonstrated from the Chief Investigator and sufficient
resources designed into the project, collaborative research
leading to outcomes prioritised by those most affected can be
achieved. The PI not only informed the MDS but also deepened
our understanding of the context in which we were working
and provided both accountability and support when there were
issues. The PI exemplified a ‘social practice of dialogue and
learning between researchers and the public’ [22]. The next
steps of development and implementation of an MDS for care
homes should build on this example of socially transformative
PI practice [24], incorporating relevant knowledge and experi-
ence, to minimise negative unforeseen consequences. There is a
need to tap the deep knowledge in practice by spanning
boundaries between research and practice, and rapidly enhance
practitioner research in social care.
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