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Summary

This mixed methods study will provide detailed understandings of carers experiences and
involvement when people living with dementia (PLWD) are detained within a Mental Health
Ward (MHWSs) for their own safety and the safety of others. MHWSs are a significant site of
care for PLWD and there are around 100 wards (80 NHS and 20 private) across the UK,
however, little is known about these wards, the quality of care they provide, or PLWD and
carer experiences [1-3]. We know carer involvement within MHWs can directly improve
patient outcomes [4-8]. However, there are no evidence-based interventions to involve and
support carers of PLWD admitted within MHWs. In response, this study will deliver new
knowledge and co-design evidence-based strategies to ensure carers are appropriately
supported and involved and to improve patient outcomes. Data collection will involve:

(1) A national online survey of all MHWs providing care for PLWD (approximately 100
wards). This brief (under 15 minutes) online survey will be emailed to ward managers
within all NHS Trust and private providers in the UK and will deliver the first detailed
description of MHWs, staffing structure, patient profiles, and current support for carers.

Qualitative methods:

We will carry out detailed qualitative research within three NHS wards, sites will be selected
to reflect ageing populations with significant health and social care needs and include inner-
city, coastal, rural and semi-rural areas. In these three wards we will conduct (1) interviews
with carers (we will include the PLWD where possible) admitted within these wards (past and
present) to understand carers needs and experiences and (2) a detailed ethnography
(observation, in situ interviews, document analysis) within these wards to examine
organisational cultures of care and staff perspectives on the involvement of carers:

(2) Interviews with carers will provide detailed understandings of carers’ experiences,
perspectives, and support needs across an admission, during transition, and following
discharge. Where possible we will include their partner with dementia to form a dyad.
Via:

« A series of narrative interviews (3 times over 12 months, total: 72 interviews) with 24
carers of people living with dementia (8 carers per ward) during an admission and
following discharge (average length of stay is 100 days) to explore their changing needs
and experiences over time.

* In-depth interviews with 24 carers who have been discharged within the last 3 years from
these same wards (8 carers per ward) to provide insights into carers’ needs post-
discharge and encourage open communication and reflection, because their relative is
no longer in the care of the ward.

+ To support the inclusion of carers, families, and PLWD for whom communication may be
difficult, either due to trauma or because of features of their dementia, we will use
participatory, visual, and textual, creative methods. All participants will be offered this
alternative mode of communication of experiences to support those who may not be able
to or want to participate in face-to-face interviews.

(3) Ethnographic data collection (observation, in-situ interviews, qualitative interviews,
and documentary analysis) will be carried out within the three wards over 30 days per
ward (within 3 wards total: 90 days) to understand ward organisational cultures and staff
perspectives This will involve:

+ Observational data collection (30 days per ward) will focus on examining:

o ward routines and practices that involve or exclude carers

o staff understandings and recognition of carers needs

o formal frameworks and informal rationales staff draw on to inform carer
involvement or exclusion from decision making, care, and transition to discharge

« Staff perspectives will be obtained via

o a series of short in-situ ethnographic interviews
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o qualitative interviews (30-60 minutes) with staff at each site (5 longer interviews
per site, 3 sites = 15 interviews).
« Documentary analysis will involve reviewing templates of documents routinely shared
with carers (e.g. welcome documents, information leaflets, sources of support).

Analysis: Methodological triangulation (survey, interviews, ethnography) will deliver robust
findings considering both richness (interviews and ethnography) and generalisability
(survey). This analysis will inform the development of service improvements:

(4) Evidence-based co-design will empower carers, families, PLWD, and MHW staff to
collaboratively shape service improvements. We will co-create scenario-based narratives
and ‘trigger films’ grounded in the research and use them in a series of online
workshops:

o Workshops with PLWD (n=10), carers and family (n=10), and MHW staff (n=10) will
explore the ‘trigger films’ to identify priority issues within current practice.

o The same groups will be invited back to workshops focussed on opportunities for
change.

o The third series of workshops will bring together PLWD (n=10), carers (n=10), and
MHW staff (n=10) in mixed stakeholder online workshops (10 in each workshop).

Expert facilitators will seek consensus on the provisional model of best practice,

suggested strategies and resources for wards.

(5) We will assess the feasibility of implementing these strategies in practice, via:
» Online focus groups with staff (=30 from across the UK) to assess acceptability and
to what extent they can be integrated into routine practice.
+ People with lived experience, PLWD (n=30) and carers (n=30) who will be invited to
share their feedback in a way that suits them (email, phone, video conferencing).

Outputs and impact:

We will translate the findings into co-designed open access resources to support MHWs in
involving carers, in accessible formats (films, podcasts, downloadable documents, and
audiobooks), disseminated to all MHW via our study website, community of practice,
professional bodies, and to carers in collaboration with Dementia UK, John’s Campaign and
TiDE.
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Background

Mental Health Wards

Mental health wards (MHW) are a significant site of care for people living with dementia
(PLWD). Within every NHS Mental Health Trust, specialist dementia wards care for the most
unwell, vulnerable, and high-risk PLWD who are detained (typically under the Mental Health
Act (1983)) for their own safety and the safety of others.

There are around 100 (80 NHS and 20 private) MHWs for PLWD across the UK, however,
there is an evidence gap around the quality of such settings and PLWD and carer
experiences [1, 2]. Professionals working in the field are concerned a MHW admission
causes ‘more harm than good’ [3]; stays are long (average 100 days) and the majority of
PLWD do not return home [4].

PLWD are admitted to a MHW when the psychiatric and behavioural features of their
dementia cannot be managed in any other setting, often following events including self-
harm, suicide attempt, or a serious assault of a carer [1]. This population are at high risk to
themselves and to others; with high acuity [5] and comorbidity [1]. Carer distress and illness
are common reasons for admission [1]. Admissions are complex, involving frequent
unscheduled transfers to general hospital, associated with high rates of falls and hospital
acquired infections [1].

Carer Involvement

Carer involvement (including all informal unpaid carers who look after a family member,
friend or partner living with dementia, and who may not see themselves as a carer) can
directly improve the clinical and social outcomes of people within MHWSs [6-9]: reducing
length of stay [6, 8]; promoting earlier discharge [7] and reduced rates of relapse and
readmission [6, 8]. Carers support PLWD in ways staff cannot, or do not [10]: ensuring care
is person centred [11]; proving advocacy [10]; supporting decision making [11], treatment
adherence [11], and recovery [12]. However, MHWSs consistently fail to involve carers in
decision making [13] and carers are routinely excluded from wards, a practice normalised
during covid and continuing since [2].

Carers describe MHWSs as a place of ‘battle’ [10] and report being marginalized and
overlooked [11, 14]. Carers experience high levels of trauma and distress following a MHW
admission [13, 15], with unmet emotional, social, and financial needs, all increasing during
an admission [2, 11] but are not routinely offered support [11]. Reviews and inquiries identify
ingrained cultures viewing carers as a ‘problem’ who ‘will not co-operate and will be angry
and critical’ [14, 16]. Staff view carers as a difficult to support, resource-intensive group [10,
17].

Evidence Gap

There is an absence of research examining carer perspectives of MHWs and no evidence-
based interventions to support carers of PLWD who are admitted within MHWs. NHS
England and the UK Government have called for collaborative and participatory projects
which adopt co-design approaches, to actively involve carers in the planning, development,
and evaluation of services [18], and work in partnership with carers and service users [19] to
ensure interventions are guided by the needs of those who will receive and deliver care [20].
In response, this study responds to urgent calls from the Department of Health and Social
Care and NHS England [18, 19], for partnership working with carers and families utilising co-
production to develop effective interventions and training programmes to support carers and
the guidance required by services and wards to support implementation.
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Research question: How can MHWs effectively work in partnership with and support family
carers of PLWD?

Aims and Objectives

This study will provide detailed understandings of carers experiences and involvement when
PLWD are detained within a MHW, and staff rationales and responses to carers, throughout
an admission. It will deliver new knowledge and evidence-based strategies co-designed to
ensure carers are appropriately supported and involved and to improve patient outcomes.

Objectives:

1. To deliver a detailed description of staffing structure, patient profiles, and current
support for carers and families in MHWs for PLWD.

2. Provide detailed understandings of carers’ experiences, perspectives of involvement,
and their support needs throughout a PLWD MHW admission, during transition, and
following discharge.

3. Understand ward organisational cultures and staff perspectives by examining (a)
ward routines and practices that involve or exclude carers (b) staff understandings
and recognition of carers needs, and (c) formal frameworks and informal rationales
staff draw on to inform involvement or exclusion from decision making, care, and
transition to discharge.

4. Translate the findings using co-design into evidence-based strategies to support best
practice in the involvement and support of carers.

5. (a) Assess the feasibility of implementing these strategies in practice and (b) gather
feedback from people with lived experience

Research Plan / Methods
Design

This mixed methods study uses a range of perspectives and methods, the “building blocks of
evidence,” to produce new knowledge [21]. We utilise a convergent parallel mixed methods
design [22] integrating a national mapping survey (online questionnaire), interviews
(longitudinal narrative), ethnographic (observation, interviews, documents) and experience-
based co-design (co-production of outputs) and feasibility (translation into practice). This
approach supports the collection of detailed data from multiple and contextualized
perspectives, with the goal to improve healthcare systems [23].

The study uses family systems theory and the Family Adjustment and Adaptation Response
Model (FARR) [24] to understand family responses to stress, such as dementia and mental
health admissions. It also incorporates anthropology and sociology theories to explore family
and kinship in care contexts and how healthcare professionals and MHWs recognize and
respond to families. This combined approach aims to understand carers and families’
experiences and how to best support them during MHW admissions.

Data Collection
National mapping Survey (objective 1)

Design: A multi-site, cross-sectional mixed methods questionnaire utilising multiple-choice
and open response items has been created in collaboration with our PPl Advisory Group.
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Recognising time pressures within MHWSs, the survey will take approximately 15 minutes to
complete.

Key sections: Ward location, number of beds, % bed occupancy, patient profile: routes to
admission, age, gender, discharge destinations, and staffing profiles. To understand how
wards currently support carers and families, we ask about carer identification, needs
assessment and communication; involvement in care planning and treatment; the provision
of ongoing support to family and carers; provision or recommendation of referrals for family
and carers.

Data collection: The survey will be delivered via an online survey tool (we plan to use
Microsoft forms, which integrates with NHS systems). Contact details for all MHWs in the UK
will be identified via:

* Hand searching NHS Trust and Health Board websites and CQC reports.

*  Our national community of practice for MHWs for PLWD, with over 50 UK members

« The Royal College of Psychiatrists Quality Network for Older Adults Mental Health
Wards membership list

+ Collaborating with Dr Kamath (study advisory committee), medical lead of the network of
private hospital providers for older people

« The executive committee of the Faculty of Old Age Psychiatry, Royal College of
Psychiatrists

+ The inpatient workstream of the Faculty of the Psychology of Older People

Our aim is to provide a comprehensive map of provision, we expect to achieve 45-60%
completion in line with other mental health workforce surveys [25].

Qualitative methods

A longitudinal and family systems approach to interviews: utilising our family systems
approach enables us to follow the ways carers and families adapt their patterns of
functioning and meanings over time in the context of care and crisis [24] and informs our
understandings of carer and family responses to stressful life circumstances, the stress of
dementia and a MHW admission, and the potential for interventions to improve outcomes for
PLWD, carers, and families. We will use interactional communication strategies from family
systems within the interviews [26].

Narrative interviews (objective 2)

We will use narrative interviews to understand carers experiences. This approach will
support carers (and where possible their partner PLWD, in sharing their personal accounts,
experiences, and stories [27] and to provide depth and sensitivity of insights and
understandings [28]. The use of narrative interview methodology is established with PLWD
[29-30] and carers [31-35]. Participants will be encouraged to actively direct the interviews
[28]. This approach builds on our pilot interviews [12], which demonstrated carers welcomed
the opportunity to tell their story. Interviews will also be accompanied by detailed field notes
to provide context and depth [27].

Attempting to understand fully someone’s experience too quickly can be a detriment to
understanding [36]. In response, our longitudinal approach will: (1) support participants to
articulate experiences, leading to the collection of in-depth, nuanced, and contextual data
collection [37]; (2) help build trust between the researcher and the interviewee over time; (3)
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reduce time pressure that can arise when interviews are reduced to a single encounter; (4)
importantly, for carers who feel stigmatised by a mental health admission, this approach
supports participants in feeling empowered by being accorded adequate time to tell their
story and be heard [37-39].

Data Collection:

(a) Narrative interviews with carers of PLWD currently detained within a MHW at multiple
time points. We will recruit 8 carers (and where possible their parther PLWD to form
a dyad) per site, 3 sites total = 24 participants. The first interview will be at
recruitment, followed by a sequence of two further interviews over 12-months (Total:
72 interviews).

This period of 12 months was selected based on the typical length of admission and capture
changes and transitions. But ensuring interviews will not be so frequent to overtax the
energy and willingness of participants during this difficult time.

(b) Narrative interviews with carers (where possible with the PLWD to form a dyad) of a
PLWD discharged within the last 3 years from the same MHWSs. We will recruit 8
carers per site, 3 sites total = 24 participants (Total: 24 interviews). Our PPI Advisory
Group emphasised the importance of interviewing these carers, to understand what
happens following discharge.

Interview approach: we will adopt a not knowing approach, recognising that carers and
families are more knowledgeable about their situations than professionals [26]. The
researcher will ask prompting and follow up questions, but as much as possible participants
will be encouraged to direct conversations to share their experiences. Each interview (on
average 60 minutes) will take place at the interviewee’s convenience, in person at the MHW
(which have family or meeting rooms that can be booked) or in their homes, via video
conferencing, or telephone. Interviews will be recorded and transcribed.

Supporting dialogues using artistic practice

To support EDI and the inclusion of carers, families, and PLWD for whom communication
may be difficult, all participants will be offered this alternative mode of communication of
experiences [40] to support those who may not be able to or want to participate in face-to-
face interviews. Artistic online and postal dialogues will support artistic expression of
experiences. Here participants will have the opportunity to form a creative dialogue with our
experienced artist-researcher (MW), whereby they communicate with each other through
developing artworks and sending and responding via the postal service to build a dialogue
together over time. Carers will be sent a series of packs of arts materials and pre-paid
envelopes over a 12-month period. Participants will be invited to create an artwork and to
send this to the researcher. The artist- researcher will create an artwork in response and
post this back. The process will then be repeated with the end point directed by the
participants over the 12-month period.

Ethnography within MHWs (Objective 3)
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We will utilise ethnography to understand ward organisational cultures and staff perspectives
by examining (a) ward routines and practices that involve or exclude carers (b) staff
understandings and recognition of carers needs during an admission, and (c) formal
frameworks and informal rationales staff draw on to inform involvement or exclusion from
decision making, care, and transition to discharge.

An ethnographic approach involves the in-depth study of people’s everyday actions and
accounts, by collecting relatively ‘unstructured’ data from a range of sources (observation,
ethnographic interviews, document analysis) [41]. It provides sophisticated tools for
understanding the complexities of everyday life within an organisational setting, by
examining the routines and behaviours of groups and individuals, both within and across
multi-disciplinary teams and sites of care [42; 44].

Ethnography is particularly useful to examine organisationally invisible work [45]. where the
issues are sensitive and multifaceted, where our aim is to access the unspoken and tacitly
understood [46], and to understand complex social relations, routines, and institutional
forces as they influence everyday cultures of care [47] within mental health wards.

Data collection: Within each of our three sites we will carry out ethnographic data collection
(observation, in-situ interviews, and documentary analysis) spending 30 days on each ward.
Data collection across the 3 sites over 4 months in each site (total 90 days/shifts of observed
practice) with a further period of 1 month following each site to clean data, develop
preliminary analysis, and carry out follow up interviews. Data collection will involve:

« Shadowing staff as they organise and deliver care to understand their practices and
rationales.

+ Observing staff engagement and communication with carers, including at admission,
remote communication (telephone calls, updates), and within ward (including supervised
visits).

« Joining team and case meetings (e.g. reviewing care plans, discharge planning), and
multidisciplinary team meetings (MDTs) to examine how carers and family enter
discussions, how professionals understand carers roles, and how carers are involved.

« Understanding opportunities for carer involvement in care (mealtimes, personal care),
resources (information, signposting) and the provision of support (psychological support,
carers assessments, peer support groups).

* Focusing on handover, admissions, opportunities for carer involvement, discussions
about treatment (care planning, mental health act meetings/reviews), discharge, end of
life care, and advanced care planning.

« Documentary analysis (focusing on information routinely shared with carers such as
welcome documents or sources of support, templates used to record or share
information with carers).

Staff perspectives will be obtained via a series of short in-situ ethnographic interviews (<10-
minute conversations) during shifts, to explore to capture staff experiences in ‘real time’. In

addition, longer interviews (30-60 minutes) will be held with ward managers, senior nurses,

allied health care professionals, consultant psychiatrists and the medical teams at each site
(5 per site, 3 sites = 15 interviews).

Analysis of mixed methods
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Our systematic approach to data collection and analysis uses the constant comparative
method and theoretical sampling whereby data collection (survey, narrative interviews, and
observation) and analysis are interrelated [48, 49] and carried out concurrently [50]. The
flexible nature of this approach will allow us to increase the ‘analytic incisiveness’ [51] of
data collection. As data are collected in parallel, preliminary analysis will proceed in parallel,
with this analysis informing the focus of later phases of data collection in the next site and
subsequent stages of analysis. As data are collected in parallel, preliminary analysis will
proceed in parallel, with this analysis informing the experienced based co-design work.

Mapping survey: descriptive statistics will summarise quantitative data and thematic analysis
of open responses, with a specific focus on mapping current practice.

Narrative analysis of interviews: longitudinal narrative interviews will keep individual
accounts intact, presenting them as individual case studies and single narrative interviews,
we will utilize narrative analysis. We will also take a thematic analysis approach across all
interview data, bringing it together in a series of descriptive reports to theorise across
interviews by finding common thematic elements across participants and events [52]
Analysis will involve coding experiences and examining and interpreting content of speech
by focusing on meaning, with the goal to scrutinize, reflect and theoretically interpret
elements of the participants lived experiences in relation to experiences of services [53]. We
will look across the case studies and descriptive reports to identify typologies of experiences,
and opportunities for resilience, recovery, and better adaptation, and how successful
adaptation can be promoted. Artistic conversations will not be analysed but images will help
the research team deepen their understanding.

Ethnography: Initially coding will produce a collection of ‘sensitizing concepts’ [54] and
analytic memos, which will inform the development of more refined and stable analytic
concepts. The analytic concepts that emerge from this process will be tested, refined to
develop stable concepts that transcend local contexts to identify broader structural
conditions [55] influencing experiences of MHWs.

Triangulation: Data triangulation will allow us to explore the experiences of PLWD, carers
and staff, exposing the realities of each group to allow a more comprehensive understanding
to emerge. Methodological triangulation (surveys, interviews, observations) allows for more
robust findings considering both richness (interviews and observation) and generalisability
(survey).

Intersectional approaches to analysis: we utilise intersectionality to provide a framework for
integrating diversity of experience to ensure inclusivity and to focus on the needs and
experiences of vulnerable and marginalised groups across the data sets. This will ensure
consideration of vectors including class, gender and social economic status among others
and how their interactions impact on experiences [56, 57] and enable the examination of the
power relations and how they contour individual experiences as well as organisational
cultures and practice [58. 59].

Experienced Based Co-Design (objective 4)

To translate the findings into evidence-based strategies to support best practice in the
involvement and support of carers we will utilise an experience-based co-design (EBCD)
approach to empower carers, families, PLWD, and MHW staff to collaboratively shape
service improvements to address their needs and enhance care. EBCD places the
experience of patients, carers, and staff at the centre of driving meaningful change. EBCD
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provides a better understanding of user’s needs, preferences, and challenges; more
effective and tailored solutions; and by incorporating diverse viewpoints innovative and
creative solutions. An EBCD approach has successfully been used with PLWD [60] and to
deliver improvements in adult MHWs [60].

Materials: We will use our analysis in the form of narrative case studies and ethnographic
‘thick description’ to cocreate with our PPl Advisory Group a series of scenario-based
narratives and short ‘trigger films’ providing ‘status quo’ and ‘what if’ scenarios grounded in
the empirical research. This provides ways to connect those involved in co-production
(carers, families and PLWD, and ward staff) with current practice and its impacts, by
providing detailed ‘real’ empirical examples and vignettes that bring issues alive. Composite
characters and journeys will be created. The ‘what-if scenarios’ will encourage creative
problem solving by asking participants to consider a range of possibilities.

Workshops: will follow an established process [61] and online workshops will support the
involvement of stakeholders across the UK. Adapted EBCD methods for online delivery have
been used successfully with people with dementia [60]. All participants will receive
workshops dates, information, and provided with an opportunity to meet a facilitator in
advance to discuss the EBCD process.

The first two structured online workshops (90 minutes) will utilise peer-homogenous groups
of PLWD (n=10), carers and family (n=10), and MHW staff (n=10) to ensure participants are
in a safe space and supported to share experiences. The first workshops will explore the
status quo scenarios with the goal to identify priority issues within current practice.
Participants will be asked to reflect on their own experiences triggered by the scenarios and
short films and to prioritise areas for quality improvement. The same participants will be
invited to a second workshop approximately two weeks later. These workshops will focus on
opportunities for change. The third series of mixed stakeholder workshops will bring together
PLWD (n=10), carers (n=10), and MHW staff (n=10) in online 90-minute workshops (10 in
each workshop). The objective of the final workshops will be to seek consensus on the
provisional model of best practice and the suggested strategies for wards.

Workshops will be facilitated by experienced facilitators and be co-lead with our PPI co-
applicants. Workshops will be recorded and transcribed. Researchers will also take field
notes.

Data analysis: The focus will be on sense-making and identifying recurrent themes and
narratives using thematic analysis [37] which will enable us to explore complexities and
nuances, allowing us to increase the ‘analytic incisiveness’ [38] of output development.
Thematic analysis of transcripts from the first two rounds of workshops will inform the
development of a provisional conceptual model of best practice for working in partnership
with and supporting carers within MHWs and practical evidence-based strategies that wards
can utilise which will be shared for consultation in the third round of workshops.

Exploring feasibility (Objective 5)

To (a) assess the feasibility (acceptability, implementation, integration, relevance and
acceptability) of implementing these strategies in practice, we will conduct focus groups with
MHW staff to address the i) acceptability, to what extent these strategies reflects current
practice, constraints, and the potential for new approaches; ii) implementation, to what
extent they can be successfully delivered; and iii) integration, to what extent they can be

10
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integrated into routine practice iv) relevance and acceptability of the outputs created for
PLWD, carers and families.

Design: three online focus groups of 8-10 people (n=30) will provide opportunity for
discussion to explore the structural and organisational barriers within wards that may
facilitate or impede effective implementation. Draft outputs will be circulated to participants
two weeks prior, to allow participants time to consider and review materials. Focus groups
will begin with introductory questions, moving onto specific questions on the materials, with
scenarios used to explore implementation. Focus groups will be recorded and transcribed
verbatim.

To (b) to gather feedback from people with lived experience, PLWD, carers and families will
be invited to share their feedback in a way that suits them most, that could be annotating
printed or electronic versions of documents, a brief conversation with the research online or
over the phone or via the researcher attending their PPl meetings to gather group feedback.
Those wishing to receive physical documentation will be given a stamped addressed
envelope to return annotated documents. A deadline for sharing feedback will be given to
each participant. If no feedback is received by the deadline, one reminder will be sent.

Data Analysis: Focus group transcripts will be inductively analysed [155]. Specific changes
or recommendations to materials for improvement (wording, style etc) will also be extracted
during coding and recorded for the team to consider. The learning gained from these
themes will then be used by the team to enhance the materials created for wards.

Recruitment and Sampling

Sampling

Non-probability sampling provides analytically rather than statistically generalizable findings
[62]. Theoretical sampling is a flexible, pragmatic approach, with research sites, services,
participants (and sample size), selected by identifying a range of variables that may
influence the phenomena (purposive sampling). This approach emphasizes the importance
of comparisons both within and across sites [63], enhancing the potential generalizability of
findings [64], and impacts on practice and policy [65].

National mapping Survey (objective 1): We will identify NHS wards (70 in England, the 7
regional health boards in Wales and 14 in Scotland) and private providers (20) (Cygnet
Health Care, the Priory Group, Elysium Health Care, and St Andrew’s Healthcare) by hand
searching CQC records, from the Royal College of Psychiatrists accrediting body for these
wards and for private providers via our steering group. Ward managers will be approached
via email inviting them to participate and sharing the link to the survey and the information
sheet. A verbal overview of the study will also be presented by the research team to the
Royal College of Psychiatrists Quality Network for Older Adults Mental Health and the
Inpatient Dementia Community of Practice. Inclusion criteria: ward manager of an MHW for
people with dementia. Either a ward just for PLWD (sometimes called an organic ward) or a
mixed ward caring for PLWD. Our aim is to provide a comprehensive map of provision, with
a target recruitment of 45-60%, in line with NHS workforce surveys [25].

Qualitative methods:

Agreements are in place with 3 NHS Mental Health Trusts which all serve communities with
significant health and social care needs and include inner-city, coastal towns, rural and semi-
rural areas with ageing populations.

11
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Narrative interviews (objective 2): Applying a family systems approach, we have
deliberately broadly defined carer as ‘all informal unpaid carers who look after a family
member, friend, or partner, and who may not see themselves as a carer’. We have not set
limits on what constitutes caring, or relationship type, and ascribe to the view that a family
itself defines who is, and who is not, part of it.

We build on our established PPI advisory group and our pilot, which establishes we can
recruit and interview carers of PLWD who have been admitted within MHWSs, who feel
strongly that they want to be involved in research and share their experiences, even when
distressing.

For Current Carers (longitudinal interviews): Our sample of carers, families, and PLWD (8
per ward) will be identified by ward managers. If judged appropriate, a letter and a PIS will
be posted or handed to carers inviting them to take part. Wards will inform the research team
where translated version of the recruitment materials are needed. Posters advertising the
study will also be placed on the ward to inform visiting carers. In addition, the research team
will deliver arts-based workshops at each site for PLWD, carers and staff, providing a
creative platform to introduce the aims of the study and the research team. Carers wishing to
take part will contact the research team via phone or email. Inclusion criteria: family member
(any relationship) or friend of a PLWD currently detained in the MHW. Aged over 18 years
old. Able to provide consent and willing to take part in the interviews. Exclusion criteria: the
carer is actively involved in a safeguarding investigation.

The MHWSs who have expressed an interest in taking part, have confirmed they are confident
our target sample can be achieved. We will initially use purposive sampling to ensure our
sample reflects the carer and PLWD population in each ward setting. As the study
progresses, this approach will be refined, utilising maximum variation sampling to ensure our
recruitment reflects and includes carers and families of diverse configurations and cultural
backgrounds who all provide care to PLWD. We will use snowball sampling from the initial
carer attending the MHW to identify other family members with a caring role. We have used
this approach successfully in previous research (KF) to facilitate the recruitment of other
family members involved in care, caring, and decision making.

Recruitment of discharged carers: Our sample of carers of PLWD who have been
discharged from the ward within the last 3 years will be identified via screening of ward
records completed by ward managers at each ward (8 carers per ward). A letter and
participant information sheet will be sent by post. Ward documents will indicate carer
language preferences and translated materials will be provided as needed. Those carers
wishing to take part will contact the research team via email or phone. Inclusion criteria:
family carer or friend of a PLWD discharged from the ward within the last 3 years, over 18
years old, able to give informed consent and to take part in an interview. Exclusion criteria:
Exclusion criteria: the carer is actively involved in a safeguarding investigation. If there are
ongoing disputes / complaints being investigated with the Trust, the carer will not be
contacted to avoid adding to distress. The smallest ward we have approached had 30
admissions within the past 12 months, thus recruiting 8 carers per site is feasible.

We will initially use purposive sampling to ensure our sample reflects the carer and PLWD
population discharged from each ward and regional setting. As the study progresses, this
approach will be refined, utilising maximum variation sampling to ensure recruitment reflects
and includes carers and families of diverse configurations and cultural backgrounds [66]. We
will also utilise critical case sampling to ensure we include carers who have had particular
types of experiences within the MHW setting (e.g. transfer to acute hospital) and key
informant sampling to include those with specific expertise.
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Recruitment and sampling of PLWD for Interviews:

PLWD within MHWSs are usually in the advanced stages of dementia and very distressed [3].
However, there may be some PLWD who are willing and can be supported in taking part in
dyadic interviews with their carer.

We will identify PLWD who may be able to take part through discussion with family carers.
Where it is felt that a PLWD may be able to take part in a shared interview, the researcher
will meet with the PLWD with their family carer in person to share the simplified participant
information sheet and answer any questions. At this point an assessment of capacity to
consent to take part would be made by the researcher in accordance with the Mental
Capacity Act (2005) this will involve assessing the participants understanding of the research
and its aims, their ability to retain this information for long enough to make a decision, their
ability to weigh up the information as part of a decision making process and to communicate
their decision. If the researcher feels a dyadic interview would be possible then a time and
date for the interview will be arranged. Once obtained, consent will be continuously
renegotiated and re-established to ensure participants are still willing to continue taking part
in the research. In line with this approach, capacity will be reassessed before the interview
begins and written consent will be taken using the easy read consent form. Capacity will be
re-assessed before each interview. If a person with dementia consents to and participates in
an interview but loses capacity before the next one, they will not be involved in the
subsequent interview.

Ongoing signs of consent and fatigue will be monitored for throughout the interview.
Inclusion criteria: PLWD, currently under the care of the MHW or discharged within the last 3
years, able to give informed consent and to take part in an interview alongside their carer.
Exclusion criteria: the PLWD is actively involved in a safeguarding investigation, people
without the capacity to consent to take part.

Ethnography within MHWs (Objective 3)

Recruitment and Consent for Observation:

Ward Staff: will be informed of the details of the study at least two weeks before the study
begins, given the opportunity to meet the research team and the opportunity to discuss and
ask any questions they may have. Once observations begin, initially only verbal consent will
be taken, first from the senior nurse on shift, then all clinical staff allocated to areas under
observation prior to the beginning of a period of observations. Staff will be informed they can
ask for observations to cease at any point without giving a reason. Written Consent will be
obtained before, during or after the period of observation at a time most convenient to each
staff member, in a way that will least impact on their routine, clinical work and the pressures
of their shift. Should a staff member decline to give written consent at this stage, field notes
involving them will be destroyed and data collected from them will form no part of the
research findings. This staff member will no longer be observed in any subsequent
observations. Due to the nature of hospital wards it is likely that staff from other teams
(district health team, GPs, Community Mental Health Team) will at times enter areas under
observation. It is not practical to take consent from all members of staff in these
circumstances, as this may entail interrupting ward processes or interventions. Instead,
posters giving information about observations on the ward will be prominently placed at the
entrance and throughout the area under observation. Researchers will carry information
sheets and be available to answer questions and will take verbal consent when it does not
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interfere with clinical care processes or the work of the ward. Observations will be ceased
should any staff member raise any concerns about being observed or the presence of the
researcher.

Carers and people with dementia: All patients and family carers will be verbally informed about
the study when the researchers arrive at the wards and will be informed that the researchers are
observing staff as they conduct everyday work. A4 Posters and summary information sheets
providing details of the study will be placed at the entrance of, and throughout, all observed wards.
The focus of the observations is on the organisation of care. Observations will take place from
the corridor(s) of wards, in public places, typically at nursing stations or ward observations points.
No observations will take place at the patient’s bedside.

Although the observations are focused on staff, it is inevitable that patients will also be witnessed
by the study team. Many of the patients on the ward will be in the advanced stage of dementia.
Therefore, we will be seeking consent prior to the study from either patients with dementia, or
where they are unable to consent, from a consultee acting on behalf of the person with dementia,
following the safeguards with respect to research contained within the Mental Capacity Act.

A decision about capacity will be made by the researcher, and the patient will not be enrolled if
the researcher believes this could be detrimental to their mental health or care. Advice about the
patient's wishes and feelings in relation to research participation will be taken from the consultee
who will either be a family carer or the medical consultant if the patient lacks capacity. If a person
with dementia has themselves consented and then lost capacity during the study, we will stop the
observations and request consent from their consultee.

If the consultee chooses not to consent, we will immediately withdraw the participant from the
study, meaning that the researchers will not conduct observations in areas where this patient is
and will not attend meetings related to this patient.

Carers will be informed of any newly starting or ongoing observations and will be reminded by
ward staff or the research at intervals should they ask. Verbal consent will be sought from carers
entering the ward. Consent will be ongoing and can be withdrawn at any point. Should a carer
opt out of the study, before or during observations, the researchers will cease to observe the ward
area where that carer is situated. Where carer observations involve prologued periods of
observation for carers for example attending an MDT meeting or a discharge meeting, the
researcher will seek written consent from the carer.

Recruitment of staff for interviews:

In-situ ethnographic situated interviews (5-10 mins reciprocal conversations) with ward staff
will take place during observations to explore what staff draw on to inform their interactions
and support with carers, how they recognize carers needs and what informal and embedded
rationales used in decision making inform their involvement with carers. The researcher will
identify and approach staff as opportunities to discuss approaches, practice, and decision
making occur. Verbal consent will be taken by the researcher and then written consent will
be sought at a later point when convenient so as not to interfere with the provision of care.

Staff to take part in longer (30-60 min) interviews (5 per site) will be identified in collaboration
with ward managers. Staff will be approached in person via researchers on site who will give
a verbal overview of the study and hand participants a written information sheet and consent
form. Interviews will be arranged at a time and date to suit participants and minimise impact
on the ward. The sample will include staff from a range of disciplines and roles. We will
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purposively sample to ensure that we include a range of professions and grades whose role
all involved regular contact with families.

Experienced Based Co-Design (objective 4)

PLWD (n=10) and carers (n=10) will be identified via our national partners (Dementia UK,
Young Dementia Network, John’s Campaign, TiDE). Our partners will share our recruitment
poster via their social media and in their newsletters. In addition, carers who took part in
interviews and consented to being contacted again by the study team will be sent the
recruitment poster to take part. Furthermore, we will share the recruitment poster with faith
and community organisations to support the recruitment and involvement of carers and
family from within ethnic minority groups. The poster will also be shared on the study’s social
media accounts. Inclusion criteria: Participants must be PLWD, carers or friends, who may
or may not have experience of MHWSs, who are willing to talk about mental health and
dementia, are over the age of 18, who are able to give written informed consent, and who
can take part in online workshops.

Those wishing to take part will contact the research team via phone or email. The research
team will check eligibility either via phone or email and share the PIS for more information.
This will include checking capacity to provide consent. The researcher will also check
availability for all online workshop dates. Purposive sampling to ensure the inclusion of a
range of experience and reflect our EDI goals. A written consent form will be shared ahead
of the first workshop. Verbal consent will then be re-assessed at the start of all subsequent
workshops.

Staff (n=10) will be identified via the inpatient dementia community of practice, the Royal
College of Psychiatrist’s list of accredited dementia MHWSs wards and the wards who took
part in our survey and signed up for the study newsletter. A poster will be shared via the
email from the Royal College of Psychiatrists to those wards on their accreditation list. The
wards who took part in our survey and signed up for the newsletter will see the poster in the
newsletter. The poster will be shared via email to the mailing list of the inpatient dementia
community of practice. In addition, the poster will be shared on the study’s social media
accounts (Linked In and X). Those wishing to take part will contact the research team via
phone or email. The researcher will check eligibility, and a participant information sheet will
be sent. Inclusion criteria: member of staff working within MHW for PLWD, of any
professional group in a role that involves contact with carers (e.g. health care assistants,
nurses, OTs, psychologists, physiotherapists, SALT, psychiatrists etc); any band/grade,
students on placement in MHW,; working on NHS or private ward. Purposive sampling will
be used to sample a range of professions, grades and experience (new staff and students
included). Exclusion criteria: the staff member is actively involved in a safeguarding
investigation.

Exploring feasibility (Objective 5)

PLWD (n=30) and carers (n=30) will be identified via our national partners Dementia UK,
TiDE, and John’s Campaign, a poster advertising the study will be shared via their
established PPI groups, newsletters, and social media channels. We will engage with faith
and community organisations to support the recruitment and involvement of carers and
family from within ethnic minority groups by asking them to share the poster. Those
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interested in taking part will contact the research team via phone or email. The research
team will check eligibility, share a participant information sheet, and establish their preferred
method of receiving outputs for review (electronic/paper) and how the participant would like
to provide feedback (post, phone, email). Inclusion criteria: person living with dementia or
carer (current or bereaved), willing to review outputs related to MHWSs, aged over 18 years.
Exclusion criteria: the participant (PLWD or carer/friend) is actively involved in a
safeguarding investigation.

Staff (n=30) will be identified via the inpatient dementia community of practice, the Royal
College of Psychiatrist list of accredited dementia MHWSs wards and the wards who took part
in our survey. A poster will be shared via the email from the Royal College of Psychiatrists to
those wards on their accreditation list. The wards who took part in our survey and signed up
for the newsletter will see the poster in the newsletter. The poster will be shared via email to
the mailing list of the inpatient dementia community of practice. In addition, the poster will be
shared on the study’s social media accounts (Linked In and X). Those wishing to take part
will contact the research team via phone or email. The research team will check eligibility,
share a participant information sheet, and establish which focus group the participant wishes
to attend. Inclusion criteria: member of staff working within MHW for PLWD, of any
professional group in a role that involves contact with carers (e.g. health care assistants,
nurses, OTs, psychologists, physiotherapists, SALT, psychiatrists etc); any band/grade,
students on placement in MHW; working on NHS or private ward. Purposive sampling will
be used to sample a range of professions, grades and experience (new staff and students
included). Exclusion criteria: the staff member is actively involved in a safeguarding
investigation.

Impact, Outputs and dissemination

Expected impact: Our goal is to (a) support services in meeting their legal requirements of
The Care Act (2014) to support carer needs and promote well-being; (b) establish shared
understandings of best practice in supporting and working in partnership with carers in
MHWs; (c) provide support for carers in culturally appropriate ways; and (d) deliver co-
produced evidence-based approaches to improve the involvement and experiences of
carers, and families and (e) improve PLWD outcomes and transitions to discharge.

Outputs: We will support MHW wards in meeting carer needs and promoting well-being
through various resources including podcasts, audiobooks, short films, and downloadable
documents. These resources will cover best practices, guidance on recognizing and
supporting carer needs, and culturally appropriate support. Additionally, MHW staff will
receive training to enhance their skills in working with carers, recognizing critical points in
care, and delivering culturally sensitive services. All outputs will be accessible in multiple
languages and formats, including broadcast-quality podcasts, digestible audiobook
narrations, short films, and downloadable PDF documents. These will be available as open
access and downloadable via platforms like Apple Podcasts, Google Podcasts, Spotify,
YouTube, and websites of Dementia UK, universities, and collaborators to ensure broad
accessibility.

Carers and families will have access to guides on understanding MHW processes, carer
rights, mental health legislation, and preparing for discharge. Information for PLWD will be
provided in easy-to-read accessible formats. Resources for PLWD and carers will be made
accessible on the Dementia UK website and will be available in in multiple languages
(Arabic, Bengali, BSL, Chinese, Gujarati, Hindi, Polish, Punjabi, Sylheti and Urdu).
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Dissemination: Our national mapping survey will support the dissemination and sustainable
implementation of interventions and resources for best practices. This includes engaging
MHWs nationally via newsletters and rapidly sharing findings through online masterclasses
and training. We will leverage our established professional networks and key partners, such
as the Inpatient Dementia Community of Practice, the Royal College of Psychiatrists, and
the Faculty of the Psychology of Older People, to support knowledge transfer. Key partners
who are part of our steering group including NHS England, Dementia UK, and John’s
Campaign will play crucial roles in this dissemination effort.

We will update study participants with our progress via:

* Newsletter every 6 months co-produced with PPI steering group for PLWD, carers,
families and professionals.
» Social media, including YouTube to share updates and outputs.

Project timetable
Total 30 months: 1st Jan 2025 - 30t June 2027

Survey: months 1-12 (months 1-3 design and piloting, data collection 4-7, analysis and write
up 8-12).

Narrative interviews: months 1-18 (site set up months 1-3, recruitment months 4-6, data
collection and analysis months 4-18).

Ethnography: months 1-18 (site set up months 1-3, data collection site 1 months 5-7, data
collection site 2 months 9-11, data collection site 3 months 13-16, data analysis month 9-18).

EBCD: months 18-24 (recruitment months 18-21, workshops 1 & 2 month 21, initial analysis
month 22, joint workshops months 23-24).

Feasibility: months 25-30 (recruitment and focus groups months 25-27, final
development/changes to outputs months 28-30).

Outputs: resources development months 21-30, policy engagement months 18-30,

PPI advisory groups meetings every month (with face-to-face meetings at start and end of
the project), public outreach events bimonthly throughout the project. Our end of study
date (i.e. our completion of the data collection) will be 31st March 2027 (month 27)
where our final feasibility focus groups will take place.

Ethical Approach

Our data collection approach will always preserve the dignity of individuals, guided by REC
approvals (15/WA/0191, 18/WA/0033, IRAS 313816) and DEEP guidance for involving
people living with dementia (PLWD) in research. Our processes and documentation are
designed to ensure ethical standards, and we will adhere to REC and The University of West
London’s governance procedures.

The lack of research exploring the perspectives of people living with dementia has been
argued to effectively silence those experiencing cognitive decline [67]. Recognizing their
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inclusion as vital for high-quality research, prioritizing their views and experiences has
become a key research goal [68]. Participation in research generally outweighs the risks,
enhancing dignity and personal identity [69]. People living with dementia themselves
emphasize the positive and empowering effects of their inclusion in research [70].

In response, this study focuses significantly on the perspectives of people living with
dementia and their carers, aiming to understand their thoughts, feelings, and experiences of
care within mental health wards. To respect the dignity, integrity, and personhood of
participants, a relationship-centred approach is interwoven throughout the study. This
approach is essential when working alongside people living with dementia and their carers,
including in research [71].

Potential risks and how these will be minimised:
Participant distress

Interviews: There is a chance that interviews with carers and where possible PLWD might
result in distress. During interviews carers will reflect on their experiences during their
relative’s admission to a MHW. This may be a distressing time for some carers and there is
a chance they may become upset during the interview. In our pilot study one carer became
upset but wished to continue with the interview.

All participation in interviews in voluntary. Participants will be aware of the nature of the
interviews and the potential for distress via the participant information sheet. At the start of
each interview, the researcher will ask the participant how they would like to proceed if they
become upset, such as taking a break or stopping the interview. The researchers are
experienced in qualitative interviews and in working with family carers. Researchers will take
a supportive approach, offering breaks as needed or to stop the interview. The interviews
take a narrative approach meaning that they are driven by the carers. At the end of the
interview the researcher will check-in with participants to see how they are feeling. A sources
of support document will be provided to all carers after interviews. If a researcher is
seriously concerned about a participant’s well-being, they will inform the participant and state
that they will share these concerns with the Principal Investigator (PI) and the ward manager
at the recruitment site, as outlined in the participant information sheet. Each site will have an
agreement on where to escalate immediate safety concerns, ensuring researchers have
contact details for local referral points, such as the mental health crisis team.

Ethnography: it is possible that some PLWD or carers might fine the ethnographic
observations intrusive.

Observations focus on staff practices and how staff work with and support family carers.
There is no direct observation of people with dementia taking place. Observations will be
conducted in a way that minimizes intrusion, focusing on public areas and avoiding private
spaces. Researchers will be vigilant for signs of distress or discomfort. If a patient appears
distressed, the researchers will stop observing the area where that person is located for the
duration of their stay.

Disclosures

Interviews: It is possible that during the interview’s carers or PLWD might disclose that they
are a risk of harm to themselves or others, or that they are at risk of harm from others. It is
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also possible that they might disclose examples of poor care or practice experienced during
the inpatient admission or from care provided by a subsequent provider (such as a care
home) on discharge.

The boundaries of confidentiality are clearly stated in the participant information sheet.
These will be reiterated verbally by the researcher at the start of the interview. Where a
disclosure is made, the researcher will inform the participant that they will need to share their
concerns in line with the boundaries of confidentiality outlined in the participant information
sheet. The researcher will make brief notes of their concerns and then contact the Pl for the
study to discuss the concerns. Depending on the nature of the concerns appropriate action
will be taken and will be the responsibility of the Pl who is a registered clinical psychologist.
Each site will have an agreement in place with the research team on where to escalate
immediate safety concerns, ensuring researchers have contact details for local referral
points, such as the mental health crisis team. The research team will also obtain a clear list
of safeguarding referral processes and contacts at each site. The Pl will inform the
participant of the action taken.

Ethnography: If a researcher witnesses poor practice during observation, first, they will
discreetly document the incident, noting the time, location, and details of what occurred.
Next, they would assess the immediate safety of the participants involved. If there is an
urgent risk, they would intervene to ensure safety, following pre-established protocols for the
ward (e.g. pressing their alarm to call for other staff). Where appropriate the researcher
would inform the participant that they will report the incident, maintaining transparency. They
will promptly report the incident to the Principal Investigator (Pl) and the ward manager,
providing a detailed account. Depending on the nature of the incident, the researcher,
supported by the PI will follow the site-specific procedures for escalating concerns. The
researchers will be aware of safeguarding and whistleblowing procedures at each site and
will have a named member of staff to contact if malpractice or safeguarding issues are
observed. If researchers witness poor practice that falls outside of safeguarding but still
raises concerns, they will report these concerns immediately to a named person as agreed
with the Trust prior to the commencement of data collection. If the researcher felt that no
action had been taken or that the response was unsatisfactory then they would escalate
concerns in line with local safeguarding procedures and as agreed with HRA and the NHS
REC overseeing the study design. Finally, the researcher will reflect on the incident in their
field notes, considering the broader implications for the study and any necessary
adjustments to the research approach.

Researchers will have up-to-date Disclosure & Barring Service certification, Occupational
health clearance and NHS research passports. Prior to data collection commencing the
researchers will complete or refresh Safeguarding Vulnerable Adults levels 1-3.

Risk to researchers
There is a very minor risk of emotional distress for the researchers.

Interviews- researchers will be asking carers about their experiences during their relatives
admission to a mental health ward and about their support needs. This could be upsetting for
the researchers. To mitigate this all researchers will be provided with weekly supervision and
support by the projects Pl who is a clinical psychologist and has worked with carers of
people with dementia for many years. In addition to regular supervision, ad-hoc debriefs will
be available to researchers as needed.
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Ethnographic observation- researchers will withess people with dementia who are
distressed, it is possible this may be upsetting. However, all researchers have experience of
these wards and of working with people with advanced dementia who are distressed.
Weekly supervision will provide a space to share any concerns with the PI.

There is a minor risk of physical or verbal hostility towards researchers

Ethnographic observation- These wards care for people who are distressed and so there
may be minor risk of harm to the researcher. This risk is very minimal as most distress
occurs during personal care tasks which researchers will not be observing. To mitigate this
risk researchers will follow ward safety protocols, such as carrying personal alarms so that
they can call for help if needed. Researchers will attend staff handover meetings before
carrying out observations so will be made aware if anyone is acutely distressed or there are
any new risks. As researchers are observing staff practices it is unlikely they would ever be
alone on the ward with a patient or a family member.

Capacity to consent

We will adhere to the recommendations and guidelines for conducting research with older
people, individuals living with dementia, and those with cognitive impairments. The Mental
Capacity Act 2005 (England and Wales) provides a legal framework to protect the rights of
individuals with cognitive decline, allowing them to make decisions for as long as possible. It
is crucial to understand that the inability to provide informed consent and participate in
research cannot be assumed based solely on a specific illness or condition [72]. Having
choice and control over decisions is a key aspect of quality of life [73]. Some participants
(those taking part in co-design and feasibility) may be in the early stages of memory
problems, and even those with more severe impairments (such as typical in MHWs) must
have their capacity assessed in relation to the specific activity proposed.

Participation in this study will be open to individuals with dementia at all stages and types,
who are receiving care in MHWSs. The capacity of people living with dementia can vary and
fluctuate due to a range of factors including psychosocial, situational, medical, psychiatric,
and neurological influences. Symptoms such as cognitive impairment, short-term memory
loss, communication difficulties, and poor concentration can make obtaining informed
consent challenging. Additionally, the capacity to consent can change rapidly, especially in
acute settings.

We will take steps to support people’s capacity including providing easy read versions of
information forms and consent forms (interviews, co-design and feasibility) and completing
dyadic interviews. For the co-design, providing information in advance and offering technical
support. Where people are unable to consent, consent will be sought from a consultee
(family carer or medical consultant) acting on behalf of the person with dementia, following
the safeguards with respect to research contained within the Mental Capacity Act. A decision
about capacity will be made by the researcher, and the patient will not be enrolled if the
researcher believes this could be detrimental to their mental health or care.

Informed consent

Our aim is to achieve ‘maximally informed consent’ [69] viewing informed consent as an
inclusive process that considers the abilities of individuals with memory issues or dementia
in specific contexts that emphasize their remaining strengths [69]. Dewing (2007) [74]
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suggests that consent capacity should not be judged solely on cognitive test scores; instead,
it should be seen as an opportunity for the research team to find ways to involve them in the
study. Our team has extensive experience conducting research with people living with
dementia. We will strive to obtain fully informed and voluntary consent, considering both the
participant’s willingness and their level of understanding, ensuring there is no coercion
involved. The team has significant experience of involving PLWD and their families in
research (EW, KF, SM, JH), and involving people experiencing severe mental health
disorders (SM) in research.

Survey: participation is voluntary, participants will read the information sheet and give
consent by clicking to open the survey. They can withdraw by closing the survey prior to
submission of their answers.

Interviews: Participation will be entirely voluntary, without any coercion or undue influence.
Researchers will ensure that carers feel free to decline participation or withdraw from the
study at any point. Written informed consent will be taken before each interview. Where
people with dementia wish to take part in interviews alongside the carer, their capacity to
consent will be assessed by the researcher ahead of each interview. Only those with
capacity will be invited to participate in interviews. If a person with dementia consents to and
participates in an interview but loses capacity before the next one, they will not be involved
in the subsequent interview.

Ethnography: Upon arrival at the wards, researchers will verbally inform all patients and their
family carers about the study, explaining that the researchers are observing staff as they
perform their daily tasks. Observations will be conducted from the corridors, in public areas
such as nursing stations and communal spaces, and not at the patient's bedside. A4 posters
and summary information sheets detailing the study will be displayed at the entrance and
throughout the observed wards. Only non-identifiable information will be recorded as part of
the observations of ward activities.

The primary focus of the observations is on the delivery of care, however, it is inevitable that
patients will also be withessed by the study team. Therefore, we will be seeking consent
prior to the study from either patients with dementia, or where they are unable to consent,
from a consultee acting on behalf of the person with dementia, following the safeguards with
respect to research contained within the Mental Capacity Act.

A decision about capacity will be made by the researcher, and the patient will not be enrolled
if the researcher believes this could be detrimental to their mental health or care. Written
consent will be taken from the consultee who will either be a family carer or the medical
consultant if the patient lacks capacity

If a person with dementia has themselves consented and then lost capacity during the study,
we would stop the observations and request consent from their consultee.

If the consultee advises that the participant would not wish to participate, we will immediately
withdraw the participant from the study, meaning that the researchers will not conduct
observations in areas where this patient is and will not attend meetings related to this
patient.

Carers will be notified of any new or ongoing observations and will be reminded by ward staff
or researchers periodically or upon request. Verbal consent will be taken from carers. Where
researchers are taking prolonged observations in an element of care that involves staff
interactions with carers (such as in a team meeting or during a supervised visit) written
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consent will also be sought. Consent can be withdrawn at any time. If a carer opts out of the
study, researchers will stop observing any ward area where that person is present.

Staff members will be fully informed about the study’s purpose, methods, and what
participation entails. It will be made clear through all aspects of the research participation is
voluntary and participants can withdraw at any time without any negative consequences.
Consent processes will emphasise confidentiality, that any data collected will be anonymized
and to protect their privacy. Researchers will try to be mindful of potential power dynamics,
making it clear that the decision to participate or not will not affect employment. The
research team will visit wards at least two weeks before the study begins, giving staff the
opportunity to meet with the researchers, to be informed of the details of the study, and to
voice any questions they may have. Once observations begin, initially only verbal consent
will be taken, first from the senior nurse in charge of the ward on that shift. Staff will be
informed that they can ask for observations to cease at any point and for any reason or
none. Following verbal consent, written consent will be taken before, during, or after the
period of observation at a time most convenient to each staff member, in a way that will least
impact on their routine and the pressures of their shift. Should a staff member decline to give
written consent, field notes involving them will be destroyed and data collected from them
will form no part of the research findings.

Due to the nature of hospital wards, staff from other parts of the hospital will at times enter
areas under observation. It is not practical to take consent from all members of hospital staff
in these circumstances, as this may entail interrupting ward processes, interventions and
patient care. Instead, throughout the period of observation, posters will be displayed
prominently at the entrance doors and within each ward around the area under observation
informing all entering that observations are ongoing, that information sheets will be made
available, with the teams’ contact details, and details of how to opt out. In addition, when
possible, staff entering these wards will also be notified verbally of the research as soon as
practicable without interrupting their clinical work. Observations will cease should any staff
member raise any concerns about being observed.

Co-design and feasibility: participation is voluntary, information sheets are provided to all
participants with a simplified version created for people with dementia. Participants will have
the opportunity to speak to the researcher to get more information and have questions
answered. Written consent will be taken from all participants and verbal consent will be
taken at the start of each workshop /focus group.

Confidentiality

Survey responses will examine ward level data not patient level data. Survey responses will
be aggregated across wards to ensure that individual wards are not identifiable in reporting.
Where ward managers share contact details to sign up for the study newsletter these will be
stored separately from survey response in a password protected excel database.

During ethnographic observations on the ward, researchers may hear personal and sensitive
information about patients. In addition, researchers will observe some privileged closed
meetings in the form of MDTs and ward rounds. No data about patients will be recorded
during observations. The fact that researchers may hear personal and sensitive information
and will attend privileged closed meetings, will be made explicit in participant information
forms for patients, carers and consultees.
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New patients may be admitted to the ward during an observation period, or researchers may
attend a handover where a new patient is discussed. To address situations where a new
patient is admitted or discussed and a carer or medical consultant in charge is not available
to discuss capacity and obtain consultee approval, CAG approval will be sought. The
researcher will then assess the patient’s capacity to consent at the earliest opportunity, and
subsequently seek consent from the patient, or where appropriate their consultee.

Document review (ethnography) will involve looking at ward templates for gathering and
sharing information with carers. Researchers will look at blank templates only.

Interviews, workshops, and focus groups will be transcribed and anonymized, with
recordings deleted afterward. Anonymized qualitative and ethnographic data (field not

es) will be transferred to encrypted, password-protected computers owned by the University
of West London for analysis. Electronic data, such as audio recordings and transcripts, will
always be encrypted and stored on password-protected devices before transfer. Data will
only be stored on secure, password-protected university computers and servers.
Handwritten documentation, including field notes and consent forms, will be scanned and
stored as electronic files, with the paper versions securely destroyed at the University of
West London.

Personal data collected for this study will be minimal. Any personal data, such as names and
contact details, will be stored electronically in password-encrypted files on a secure server
provided by the University of West London. Consent forms and field notes will contain only
minimal personal data (name, signature). Paper consent forms will be scanned, and
electronic versions will be stored on password-protected university computers and servers,
with the originals securely destroyed.

In all reporting and publication of findings individual participants will not be identifiable.
Confidentiality will be ensured at all times. Pseudonyms will be used for transcripts and in
written reports. Direct quotes will not include any identifiable information. Methods of
presentation that protect anonymity will be adopted including composite stories. In line with
the Caldicott Principles, only information necessary to the organisation and delivery of the
study will be obtained from participants. Minimal contact details will be required for follow-up
interviews and from those wishing to be updated of the findings of the study or receive
project newsletters, this will include the name, address and telephone number or email of
participants. All contact details will be stored securely and destroyed within 3 months of
completion of participation in the study.

Only members of the research team will have access to data. The research team who visit
the NHS sites will all have current research passports and authority to conduct research on
these NHS sites. The requirements of the Caldicot Principles and Data Protection Act will be
observed and confidentiality maintained at all times. Data generated as a result of this study,
and security arrangements for the protection of that Data, will be available for inspection on
request by University of West London, the REC, local R&D Departments and the regulatory
authorities.

Data security

The data generated will be analysed by the research team at offices at University of West
London and at the researchers’ own homes on secure password protected University of
West London computers. The research data will be saved in a clearly labelled study folder
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on a secure university drive accessible only to the study team. All study files will be named
and dated and stored in the project folder. A back-up folder will be created and maintained
by the PI's (EW) university drive. The back up will be mainlined once a month.

Emma Wolverson PI will act as the custodian for the data generated for the study. Personal
data will be stored for 3 months after the study. Research data generated by the study will
be stored for 5 years. Data will be stored and destroyed at University of West London in line
with the University of West London Data Protection Policy and University of West London
research Governance guidelines.

References

[1] Wolverson, E., Dunning, R., Crowther, G., Russell, G. and Underwood, B.R., 2022. The
characteristics and outcomes of people with dementia in inpatient mental health care: a
review. Clinical Gerontologist, pp.1-20.

[2] Wolverson, E.L., Harrison Dening, K., Dunning, R., Crowther, G., Russell, G. and
Underwood, B.R., 2023. Family experiences of inpatient mental health care for people with
dementia. Frontiers in Psychiatry, 14, p.1093894.

[3] George, K., 2010. Psychiatric admission in dementia care—cultural and social factors
may determine outcome. Asian Journal of Psychiatry, 3(2), pp.73-75.

[4] Edmans, B.G., Wolverson, E., Dunning, R., Slann, M., Russell, G., Crowther, G., Hall, D.,
Yates, R., Albert, M. and Underwood, B.R., 2022. Inpatient psychiatric care for patients with
dementia at four sites in the United Kingdom. International Journal of Geriatric

Psychiatry, 37(2).

[5] Goluke, N.M., Geerlings, M.1., van de Vorst, |.E., Vaartjes, |.H., de Jonghe, A., Bots, M.L.
and Koek, H.L., 2020. Risk factors of mortality in older patients with dementia in psychiatric
care. International journal of geriatric psychiatry, 35(2), pp.174-181.

[6] Carr, A., 2009. The effectiveness of family therapy and systemic interventions for
adult focused problems. Journal of family therapy, 31(1), pp.46-74.

[7] Pharoah, F., Mari, J.J., Rathbone, J. and Wong, W., 2010. Family intervention for
schizophrenia. Cochrane database of systematic reviews, (12).

[8] National Institute for Clinical Excellence, 2020. Supporting adult carers. Nice guideline
[NG150].

[9] Pilling, S., Bebbington, P., Kuipers, E., Garety, P., Geddes, J., Orbach, G. and Morgan,
C., 2002. Psychological treatments in schizophrenia: |. Meta-analysis of family intervention
and cognitive behaviour therapy. Psychological medicine, 32(5), pp.763-782.

[10] Hugelius, K., Harada, N. and Marutani, M., 2021. Consequences of visiting restrictions
during the COVID[19 pandemic: An integrative review. International journal of nursing
studies, 121, p.104000.

[11] Boye, B. and Malt, U.F., 2002. Stress response symptoms in relatives of acutely
admitted psychotic patients: a pilot study. Nordic Journal of Psychiatry, 56(4), pp.253-260.

[12] Stanbridge, R. and Burbach, F., 2007. Developing family“inclusive mainstream mental
health services. Journal of Family Therapy, 29(1), pp.21-43.

24



Protocol Version 8. 08/04/25 NIHR161439

[13] Department of Health and Social Care. Carers Action Plan 2018-2020- Supporting
carers today. 2018; Available from:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment da
ta/file/713781/carers-action-plan-2018-2020.pdf

[14] Bradley, E. and Green, D., 2018. Involved, inputting or informing: “Shared” decision
making in adult mental health care. Health Expectations, 21(1), pp.192-200.

[15] Onwumere, J., Informal carers in severe mental health conditions: Issues raised by the
United Kingdom SARS-CoV-2 (COVID-19) Pandemic. 2021, SAGE Publications Sage UK:
London, England. p. 107-109.

[16] Royal College of Psychiatrists, Old problems, new solutions: improving acute psychiatric
care for adults in England. 2016.

[17] Dirik, A., Kaselionyte, J., Giacco, D. and Priebe, S., 2020. Defining what a ‘carer’is and
the role they play in in-patient mental healthcare: A focus group study with patients, carers
and clinicians. BJPsych Open, 6(5), p.e89.

[18] Department of Health and Social Care. No Health without Mental Health: a cross-
government outcomes strategy. 2011; Available from:
https://www.gov.uk/government/publications/nohealth-without-mental-health-a-cross-
government-outcomes-strategy

[19] NHS England. The Five Year Forward View for Mental Health. 2016; Available from:
https://www.england.nhs.uk/publication/the-five-year-forward-view-for-mental-health/

[20] Stanbridge, R. and F. Burbach, Developing familyinclusive mainstream mental health
services. Journal of Family Therapy, 2007. 29(1): p. 21-43

[21] Lieberson, S., 1992. Einstein, Renoir, and Greeley: some thoughts about evidence in
sociology: 1991 presidential address. American Sociological Review, pp.1-15.

[22] Creswell, J.W. and Clark, V.L.P., 2017. Designing and conducting mixed methods
research. Sage publications.

[23] Ozawa, S. and K. Pongpirul, 10 best resources on... mixed methods research in health
systems. Health policy and planning, 2014. 29(3): p. 323-327.

[24] Patterson, J.M., Families experiencing stress: |. The Family Adjustment and Adaptation
Response Model: Il. Applying the FAAR Model to health-related issues for intervention and
research. Family systems medicine, 1988. 6(2): p. 202

[25] Johnson, S., et al., Morale in the English mental health workforce: questionnaire survey.
The British Journal of Psychiatry, 2012. 201(3): p. 239-246.

[26] Charlés, L.L., Disarming people with words: Strategies of interactional communication
that crisis (hostage) negotiators share with systemic clinicians. Journal of Marital and Family
Therapy, 2007. 33(1): p. 51-68

[27] Reissman, C.K., Narrative Analysis. 1993, London: Sage.

[28] Reason, P. and H. Bradbury, Handbook of action research: Participative inquiry and
practice. 2001: sage.

25


https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/713781/carers-action-plan-2018-2020.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/713781/carers-action-plan-2018-2020.pdf
https://www.gov.uk/government/publications/nohealth-without-mental-health-a-cross-government-outcomes-strategy
https://www.gov.uk/government/publications/nohealth-without-mental-health-a-cross-government-outcomes-strategy
https://www.england.nhs.uk/publication/the-five-year-forward-view-for-mental-health/

Protocol Version 8. 08/04/25 NIHR161439

[29] Benbow, S.M. and P. Kingston, ‘“Talking about my experiences... at times disturbing yet
positive’: Producing narratives with people living with dementia. Dementia, 2016. 15(5): p.
1034- 1052. 107.

[30] Buggins, S.-L., C. Clarke, and E. Wolverson, Resilience in older people living with
dementia—A narrative analysis. Dementia, 2021. 20(4): p. 1234-1249.

[31] Nimmons, D., et al., Views of people living with dementia and their carers on their
present and future: a qualitative study. BMC Palliative Care, 2023. 22(1): p. 1-13. 109.

[32] Hennings, J., K. Froggatt, and S. Payne, Spouse caregivers of people with advanced
dementia in nursing homes: A longitudinal narrative study. Palliative medicine, 2013. 27(7):
p. 683-691.

[33]. Gottschalk, S., et al., Balancing care demands and personal needs: A typology on the
reconciliation of informal dementia care with personal life based on narrative interviews.
Dementia, 2021. 20(8): p. 2689-2707.

[34]. Stapley, S., C.H. Pentecost, A., , and C. Quinn, Negotiating the caring role and carer
identity over time: ‘living well' and the longitudinal narratives of family members of people
with dementia from the IDEAL cohort. . Ageing and Society. , (submitted).

[35]. Collins, R., et al., Navigating the COVID-19 pandemic two years on: experiences of
carers of people with dementia from the British IDEAL cohort. International Journal of Care
and Caring, 2023. 1(aop): p. 1-22

[36] Anderson, H. and H.A. Goolishian, Human systems as linguistic systems: Preliminary
and evolving ideas about the implications for clinical theory. Family process, 1988. 27(4): p.
371393.

[37] Hermanowicz, J.C., The longitudinal qualitative interview. Qualitative sociology, 2013.
36: p. 189-208.

[38]. Ross, L.E., An account from the inside: Examining the emotional impact of qualitative
research through the lens of “insider” research. Qualitative Psychology, 2017. 4(3): p. 326.

[39]. Poland, F., et al., Protecting and empowering research with the vulnerable older
person. The SAGE Handbook of Qualitative Research Ethics,), London: Sage, 2018: p. 382-
395.

[40] Smith, L. and L. Phillipson, Thinking through participatory action research with people
with late-stage dementia: Research note on mistakes, creative methods and partnerships.
International Journal of Social Research Methodology, 2021. 24(6): p. 775-780

[41] Hammersley, M. and P. Atkinson, Ethnography: Principles in practice. 2019: Routledge.

[42] Quinlan, E., The ‘actualities’ of knowledge work: an institutional ethnography of
multiCIdisciplinary primary health care teams. Sociology of health & iliness, 2009. 31(5): p.
625-641.

[43] Caracelli, V.J., Enhancing the policy process through the use of ethnography and other
study frameworks: A mixed-method strategy. Research in the Schools, 2006. 13(1): p. 84-
92.

[44] Atkinson, P. and W. Housley, Interactionism. 2003: Sage.

26



Protocol Version 8. 08/04/25 NIHR161439

[45] Star, S.L. and A. Strauss, Layers of silence, arenas of voice: The ecology of visible and
invisible work. Computer supported cooperative work (CSCW), 1999. 8: p. 9-30.

[46] Dixon-Woods, M., What can ethnography do for quality and safety in health care? BMJ
Quality & Safety, 2003. 12(5): p. 326-327.

[47]. Greenhalgh, T. and D. Swinglehurst, Studying technology use as social practice: the
untapped potential of ethnography. BMC medicine, 2011. 9(1): p. 1-7.

[48] Glaser, B. and A. Strauss, The Discovery of Grounded Theory (London, Weidenfeld &
Nicolson). GlaserThe Discovery of Grounded Theory1967, 1967.

[49] Corbin, J.M. and A. Strauss, Grounded theory research: Procedures, canons, and
evaluative criteria. Qualitative sociology, 1990. 13(1): p. 3-21.

[50] Suddaby, R., From the editors: What grounded theory is not. 2006, Academy of
Management Briarcliff Manor, NY 10510. p. 633-642.

[51] Charmaz, K. and R.G. Mitchell, Grounded theory in ethnography. Handbook of
ethnography, 2001: p. 160-174

[52] Williams, G., The genesis of chronic illness: narrative rel ‘construction. Sociology of
health & illness, 1984. 6(2): p. 175-200. 139.

[53] Riessman, C.K. and L. Quinney, Narrative in social work: A critical review. Qualitative
social work, 2005. 4(4): p. 391-412.

[54] Blumer, H., The nature of race prejudice. 1954.

[55] Corbin, J.M. and A. Strauss, Grounded theory research: Procedures, canons, and
evaluative criteria. Qualitative sociology, 1990. 13(1): p. 3-21.

[56] Bowleg, L. (2012). The problem with the phrase women and minorities:
Intersectionality—an important theoretical framework for public health. American journal of
Public Health,102(7), 267-1273.

[57] Marfelt, M. M. (2016). Grounded Intersectionality: Key tensions, a methodological
framework, and implications for diversity research. Equality, Diversity and Inclusion: An
International Journal, 35(1), 31-47.

[58]. Collins, P.H and Bilge, S (2020) Intersectionality, Cambridge, Polity press.

[59]. Phoenix, A. and Pattynama, P., 2006. Intersectionality. European Journal of Women's
Studies, 13(3), pp.187-192.

[60] Macdonald, A., et al., Using experience-based co-design (EBCD) to develop high-level
design principles for a visual identification system for people with dementia in acute hospital
ward settings. BMJ open, 2023. 13(5): p. e069352

[61] National Institute for Health and Care Excellence. Transition between inpatient mental
health settings and community or care home settings. 2016; Available from:
https://www.nice.org.uk/quidance/ng53.

[62] Curtis, S., et al., Approaches to sampling and case selection in qualitative research:
examples in the geography of health. Social science & medicine, 2000. 50(7-8): p. 1001-
1014.

27


https://www.nice.org.uk/guidance/ng53

Protocol Version 8. 08/04/25 NIHR161439

[63]. Vogt, F., No ethnography without comparison: the methodological significance of
comparison in ethnographic research, in Debates and Developments in Ethonographic
Methodology. 2002, Emerald Group Publishing Limited. p. 23-42.

[64]. Herriott, R.E. and W.A. Firestone, Multisite qualitative policy research: Optimizing
description and generalizability. Educational researcher, 1983. 12(2): p. 14-19.

[65] Caracelli, V.J., Enhancing the policy process through the use of ethnography and other
study frameworks: A mixed-method strategy. Research in the Schools, 2006. 13(1): p. 84-
92.

[66] Reinhard, S., Home alone revisited: Family caregivers providing complex care.
Innovation in aging, 2019. 3(Suppl 1): p. S747.

[67] Taylor, J.S., DeMers, S.M., Vig, E.K., Borson, S., 2012. The disappearing subject:
Exclusion of people with cognitive impairment and dementia from geriatrics research.
Journal of the American Geriatrics Society, 60(3):413-419

[68] Dianne Gove, Ana Diaz-Ponce , Jean Georges , Esme Moniz-Cook, Gail Mountain,
Rabih Chattat , Laila @ksnebjerg & The European Working Group of People with Dementia
(2017): Alzheimer Europe's position on involving people with dementia in research through
PPI (patient and public involvement), Aging & Mental Health, DOI:
10.1080/13607863.2017.1317334

[69] Hellstrom, I., Nolan, M., Nordenfelt, L., Lundh, U. (2007). Ethical and methodological
issues in interviewing persons with dementia. Nursing Ethics, 14(5), 608-619

[70] McKillop, J., 2002. Did research alter anything? in Wilkinson, H, (Ed) The perspectives
of people with dementia: Research methods and motivations London : Jessica Kingsley
Publishers 109-114

[71] Ballard, C., O'Brien, J., James, |., Mynt, P., Lana, M., Potkins, D., Reichelt, K., Lee, L.,
Swann, A. Fossey, J., 2001. Quality of life for people with dementia living in NIHRHS&DR
Researcher-led (Standard): 15/136/67 19 residential and nursing home care: the impact of
performance on activities of daily living, behavioral and psychological symptoms, language
skills, and psychotropic drugs. International Psychogeriatrics, 13(01), pp.93-106.

[72] Moye, J., Marson, D.C., 2007. Assessment of decision-making capacity in older adults:
an emerging area of practice and research. The Journals of Gerontology Series B:
Psychological Sciences and Social Sciences, 62(1), P3-P11.

[73] Samsi, K., & Manthorpe, J., 2013. Everyday decision-making in dementia: findings from
a longitudinal interview study of people with dementia and family carers. International
Psychogeriatrics, 1-13.

[74] Dewing, J., 2007. Participatory research A method for process consent with persons
who have dementia. Dementia, 6(1), 11-25.

28



