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Summary

This mixed methods study will examine the experiences of African and African Caribbean people living 
with dementia accessing social service support. This is a key population at high risk of inequitable 
access to and poor experiences of health and social care services, experience failings in care, and have 
poor health and wellbeing outcomes. We will use the findings to improve how services recognise and 
support African and African Caribbean people living with dementia. Our goal is to ensure this 
vulnerable population has better experiences of health and social care services and are supported in 
living well with dementia in their own homes.

The study steering group of African and African Caribbean people living with dementia, care partners, 
and families identified this research priority and co-produced this proposal. 

An evidence synthesis: 
using meta-aggregation of findings, co-produced with African and African Caribbean people living with 
dementia, their care partners, and families to identify successful strategies in other care settings that 
could inform practices and improve care for African and African Caribbean people living with dementia 
accessing social service support. This will then be used to inform the development of a conceptual 
model of help-seeking. 

Data collection:

Will use a flexible exploratory sequential design integrating an evidence synthesis and qualitative 
methods: ethnography (observations, in-situ interviews, documentary analysis), case studies (narrative 
interviews), and co-produced translation to develop free and accessible guidance and training for health 
and social care practitioners and for anyone caring for African and African Caribbean PLWD. 
 
Data collection will be carried out in 4 Local Authorities. Agreements are in place with 4 Local 
Authority Adult Social Service teams in the Southeast (3) and North West (1) of England to allow for 
diversity of geographical, economic, demographic and practice variables. Data collection will involve:

Ethnography of Adult Social Care Teams:
Field work will take place across the 4 Local Authority sites we will carry our ethnographic data 
collection within 9 Adult Social Service teams (120 days/shifts of observation (30 days/shifts per Local 
Authority) and in-situ interviews), observing social workers (20-40) and the multi-disciplinary meetings 
they attend (total= 15).  It will involve observations, interviews and routine adult social care data.

• Observations within Adult Social Care Teams will concentrate on everyday work of social 
workers, support staff and other professionals involved in providing care and support 

• Specifically, we will observe Front Door Services teams and Duty Social Workers as they 
respond to calls from the community and shadow members of the social work team while on 
home visits to their clients.

• Carry out short ethnographic (within Observations) interviews (<15 minutes each 3-6 per shift) 
as they go about their everyday work. We will also include, where possible, interviews with 
other professionals such as occupational therapists, community nurses, Mental Health crisis 
teams, GPs, involved in the care of AAC PLWD. Routine team data (from Team leads or 
managers) will be collected (team staffing levels, caseloads, turnover etc), recorded levels of 
calls and requests for care and support and the number of AAC People with dementia (from 
team records) being supported by the teams during the fieldwork period. 

Case studies with African and African Caribbean people living with dementia and their families:
Within each Local Authority and Community Health Trusts catchment area over a 4-month period (with 
a further 2 month follow up period) we will carry out:
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• Narrative interviews with African and African Caribbean people living with dementia (10 per site, 
total: 40), who will take part in 3 sequential interviews (in total: 120 interviews) over a four-month 
period (where possible care partners and families will also be involved). 

• Interviews will explore their dementia diagnosis odysseys; the rationales for support sought, 
trajectories for support seeking, networks and adjustments of support, care experiences, and the 
impacts of these experiences on their wellbeing.

• As part of the narrative approach, interviews will be accompanied by detailed field notes to provide 
context, supporting the case study approach.

• The narrative approach supports participants in sharing their story over a number of visits, which 
was identified by our AAC Steering Group as an essential approach to support the involvement of 
this population. 

Artistic online and postal dialogue, and art workshops: 
To ensure diversity of participants voices – and to support meaningful engagement for AAC PLWD 
who are at increased risk of isolation – we will carry out artistic online and postal dialogues and a series 
of art workshops.

AAC PLWD (and their care partners) will have the opportunity to form a creative dialogue with our 
artist-researcher, whereby they communicate with each other through developing artworks and sending 
and responding via the postal service to build a dialogue together over time:

• The researcher will work with (n=>10) participants to develop a creative dialogue using postal 
art packs. Individuals living with dementia will be sent a series of packs of arts materials and 
pre-paid envelopes over a 4-12-month period.

• Participants will be invited to create an artwork and to send this to the researcher. The 
researcher who is an experienced artist will create an artwork in response to participants 
artworks and post this back to them. 

• The process will then be repeated over the course of the study, with the end point directed by 
the AAC participants. Themes for each artwork will be developed and reflected upon 
throughout the time period.  Themes pertaining to experiences of care will be focussed on only 
if appropriate, however, this is not obligatory and this is a space for participants to express 
themselves. 

• This will provide an ongoing and creative dialogue whereby experiences and perspectives can 
be explored.

This approach can support meaningful engagement for people living with dementia who are at increased 
risk of social isolation and gain a deeper understanding of the perspectives, wishes and experiences of 
participants using art. 

We will invite people living with dementia and their care partners to take part in arts workshops, 
organised in collaboration with our local community champions. Participants will be invited to 
creatively engage in a range of different arts materials. Art workshops will facilitate communication and 
expression for all participants including people living with advanced or rare dementias. The goal is to 
ensure all voices are heard, build trust and community participation in our research.

Translate findings into co-produced culturally appropriate and inclusive strategies that are 
actionable:
Using an Accelerated Experience-Based Co-Design approach we will hold a series of workshops (local, 
regional and national events) with African and African Caribbean people living with dementia, care 
partners and families to explore emergent analysis and co-design and develop outputs and interventions. 

We will use the findings to improve how services recognise and support African and African Caribbean 
people living with dementia. We will deliver open access guidance (podcasts, audiobooks, short films, 
and downloadable documents) on (a) improving outreach, recognition, and early detection (b) updating 
existing needs assessment tools (c) providing culturally appropriate support, (d) promoting equality, 
making reasonable adjustments to services. Delivering training (masterclasses and online) to 
practitioners caring for African and African Caribbean people living with dementia.
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Background

African and African Caribbean (AAC) people living with dementia (PLWD) are a key population at 
high risk of inequitable access to and poor experiences of health and social care services (MacRaild, 
2000 Adelman et al., 2011; Tuerk and Sauer, 2015; Cooper et al 2010), experience failings in care 
(NAO 2007;2010), and have poor health and wellbeing outcomes (Kapadia et al., 2022; Nazroo 
1998;2001; MacRaild, 2000; Shafiq et al 2020). 

This pattern of inequalities has been identified for over 20 years (Nazroo 1998;2001; MacRaild, 2000; 
Kapadia et al., 2022; Shafiq et al 2020). Our preliminary systematic scoping search identified only 9 
studies published during this time period that have focussed on or included PLWD from AAC 
backgrounds living in the UK. These have focused on a wide range of topics including service use 
(Knapp et al. 2016; Sleeman et al. 2018); dementia severity at presentation to memory services (Park et 
al 2017; Tuerk and Sauer 2015), screening (Rait et al, 2000), barriers to help seeking (Berwald et al, 
2016), awareness raising (Trusswell, 2019), risks (Stewart et al, 2001), and prevalence of dementia 
(Adelman et al, 2011) compared to White British PLWD. 

Research has yet to address the needs of older AAC PLWD, examine their experiences and the impacts 
of delayed recognition by health and social care services, or provide the evidence required to support 
‘timely’ access to services or access to services once they have reached crisis (Tuerk, & Sauer, 2015; 
Adelman et al. 2009; Adelman et al. 2011; Berwald et al 2016; Carter, et al 2024).

Within this study, our population is AAC PLWD. By African and African-Caribbean we refer to people 
whose heritage broadly originates from Africa and Caribbean countries (formerly known as ‘The West 
Indies’), and other ‘Caribbean Community and Common Market’ (CARICOM) territories (Agyemang, 
et al. 2005). There are no official figures identifying this population of PLWD from AAC communities 
in the UK, within the approximately 25,000 PLWD from ethnic minority communities (Truswell 2018), 
a population projected to increase 7-fold by 2051 (DoH 2015; Knapp et al 2007; Tuerk and Sauer 2015). 

AAC PLWD face significant challenges accessing services early and timely (Cooper et al 2010; 
Moriarty et al 2014; Mukadam et al 2009; Greenwood et al 2014; Truswell 2013).  They are the 
population most likely to be recognised by and reach services late (Adelman et al., 2011; Tuerk and 
Sauer, 2015; Cooper et al 2010; Berwald et. al 2016; Parveen et. al. 2017) and are less likely to seek 
support from formal health and social care services (Parveen et al 2017; Marwaha and Livingstone 
2002; Adamson 1999;2001).  

Late recognition (Lister 2007; Fraser 2020) and support by services, and delayed support seeking by 
AAC PLWD (Adelman et al., 2011; Tuerk and Sauer, 2015) means they are identified by services only 
once they have reached a more advanced stage of their dementia (Tuerk, & Sauer, 2015; Adelman et. al. 
2009; Adelman et al. 2011), have reached the point of crisis (Truswell 2018; Tuerk, & Sauer, 2015; 
Adelman et. al. 2009; Adelman et al. 2011; Berwald et al 2016) and require urgent acute medical and 
social care intervention.

These patterns of potentially avoidable acute hospital admission at crisis can further perpetuate 
inequalities following discharge, with AAC PLWD (Balezdrova, Choi, & Lam 2019; Berdai Chaouni, & 
De Donder, 2019) at high risk of being missed by services (Greenwood et. al. 2015) and a premature 
move into long term care (Liken 2001; Robitaille et al 2015; Kelley et al. 1999; Neville, Boyle & 
Baillon 1999; Lach and Chang 2007; Backhouse et al. 2018; Banerjee et al 2003). 

Misrecognition of a person’s needs (Lister 2007) by health and social care services, and delays in 
support seeking (Newcomer et al 1999; Liken 2001; Frankish 2008; Vroomen et al 2013; The Lancet 
2009; Perry-Young et al. 2018) mean AAC PLWD are also more likely than other populations to 
experience ‘crisis’ (Cooper et. al 2010; Berwald et. al 2016; Parveen et. al. 2017a; Parveen et al 2017b; 
Marwaha and Livingston 2002; Adamson 1999;2001). 
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A crisis is characterised by a sudden episode resulting in the perceived inability of individuals to cope 
(Roberts and Ottens 2005; Yates et al 2020), draw on support, live independently (Vroomen 2003; 
Liken 2001; Yates et al 2020), and a possible refusal or delay in seeking mainstream social care support 
(Perry-Young et al. 2018), until the PLWD requires urgent acute medical and social care intervention 
and increased and intensive support (Mioshi et al.2006). 

Once a person experiences crisis, this is associated with significant physical and cognitive deterioration 
(Wilkinson and Milne 2003; Vroomen 2003; Liken 2001; Hopkinson et al, 2021; Roberts and Ottens 
2005; Yates et al 2020), poor health and wellbeing outcomes (Wilkinson and Milne 2003; Bamford et al 
2004; Johnson et al. 2013; Ambrose et al. 2013; Shaw et. al 2003; Robalino et al 2018), and unplanned 
acute hospital admissions (Natalwala et al 2008; Nourhashemi et al, 2001; Villars et al. 2010). Older 
people who experienced acute unscheduled hospitalization are at increased risk of further physical and 
cognitive decline (Ehlenbach et al, 2010; Mathews et al, 2013). Carer burden, which is usually preceded 
by crisis, is the most significant factor contributing to the institutionalisation of a person living with 
dementia (Newman and Fieldman 2011; Law et al. 2013; Livingston et al. 2013; Banerjee et al. 2009; 
Pinner et al 2003).

The limited research examining the experiences of AAC PLWD is in part because research strategies 
have habitually grouped diverse minority ethnic communities together (Mukadam et al. 2011; Parveen 
et al 2017; Carter, C. et al 2024), AAC and people from South Asian communities (Jolley et al, 2009; 
Adamson, 2001; Adamson and Donovan, 2005); ACC, South Asian, and White British communities 
(Lawrence et al 2008 & 2011);  AAC, Asian and Chinese communities (Cheston et al 2017); AAC and 
Greek communities (Botsford et al., 2012) or AAC populations as providing a comparative examination 
with White British PLWD (Adelman et al. 2011; Tuerk and Sauer 2015; Marwaha and Livingston 2002; 
Stewart, Richards and Brayne 2001; Lasrado et al. 2020; Edge et al ) 

In addition, studies have typically aggregated diverse minority ethnic communities together (including 
AAC PLWD), to examine carers experiences (Baghirathan et al. 2020); support seeking (Tuerk, & 
Sauer, 2015; Edge, et al online source), stigma (Marwaha & Livingston 2002), racism (Marwaha & 
Livingston 2002), institutionalisation (Stewart et. al 2001) and equality of service provision (Dodd et al. 
2022). 

This established research approach has resulted in  homogenous portrayals of minority ethnic 
communities experiences, which fail to recognise difference and diversity (Mwale 2023; Cooper et al 
2010; Moriarty et al 2014; Bhopa 1997; Weed,1998;  Botsford, Clarke, & Gibb, 2011; Mukadam et al 
2009; Greenwood et al 2014; Truswell 2013; Jeraj and Butt 2018; Townsend and Godfrey 2001; 
Seabrooke and Milne 2004; Richards et al 1998;2000; Stewart et al 2001). Unsurprisingly this approach 
has resulted in this body of research reinforcing stereotypical narratives, through delivering a body of 
findings, which focus on highlighting perceived failings within the community, including religious and 
cultural beliefs (Greenwood et al 2015; Mukadam et al 2009; Parveen et al 2017), knowledge deficit 
(Giebel et al.2014; Parveen et al 2017; Jeraj and Butt 2018), and cultural perceptions of illness (Berwald 
et al 2016; Giebel et al.2014), as explanations for late recognition by services and for support seeking at 
crisis.

Research Question
How do Adult Social care teams understand, recognise, assess and respond to the needs of African and 
African Caribbean PLWD? And What are the experiences of support seeking from the perspectives of 
PLWD from AAC communities, their care partners, and families living in the UK?

Aims and Objectives 
The aim of this mixed method study is to examine the everyday practices and visible work of adult 
social care teams when recognising, assessing, responding and supporting the needs of African and 
African Caribbean PLWD. It will examine the rationales for their decisions and actions taken and the 
experiences of these from the perspective of PLWD from AAC communities, their care partners, and 
families.  Our objectives are:
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1. Develop a detailed conceptual model of help-seeking to explain what is known of pathways and 
access, and experiences of services that supports the provision of culturally appropriate care for 
AAC PLWD.

2. Examine and understand the experiences of AAC PLWD, care partners and families, of living with 
dementia, support seeking and encounters with services.

3. Provide detailed understandings and directly observed examples of recognition, assessment, and 
support of AAC PLWD, care partners and families, by Adult Social Care teams. 

4. Translate our findings into co-produced culturally appropriate and inclusive strategies that are 
actionable. 

Research design

To answer these questions, we adopt a mixed method approach, including a range of perspectives and 
methods, the “building blocks of evidence”, to produce new knowledge (Lieberson,1992). We utilise a 
flexible exploratory sequential design (Creswell and Creswell 2005: Ivankova, et al 2006) integrating 
evidence synthesis (a co-produced qualitative systematic review) and qualitative methods incorporating 
case studies (narrative interviews), ethnography (observations and short in- situ ethnographic 
interviews, documentary analysis), and translation (co-production). This approach of structured 
discovery utilises focussed methods, which allows flexibility to capture unexpected findings and key 
social processes (Burton et al., 2001; Winston et al., 1999).

Our approach recognises social categories intersect to produce varied and multiple health inequities, 
which reflects an important shift away from viewing the social determinants of health and health 
inequities through a single-axis framework (Koehn et al, 2012; Bascu et al, 2023). Therefore, our 
approach is underpinned by an intersectionality theoretical framework to enable the examination of how 
intersecting power relations across multiple and layered identity positions, including race, gender, class, 
ability, ethnicity, age, citizenship, sexual orientation, and nation, influence social relations (Collins and 
Bilge, 2020). 

Steeped in Black feminist thought, which challenges the idea of a universal understanding and 
experience of reality, in this case, inequality, marginalisation, and subjugation. Instead, it draws 
attention to how life experiences are impacted by multiple, layered, forms of discrimination, some of 
which may be overt and others more hidden or discreet. 

Methodologically a feminist intersectional approach means the research is grounded on the 
understandings that knowledge is situated and derived from close interactions between the researcher 
and the subject of research (Haraway, 1991; Harding 1986; Reinharz and Davidman 1992). Rather than 
seeing reality as objective and universal, feminist approaches draw attention to the subjective and 
contextual nature of knowledge and everyday social life (Haraway, 1991; Harding 1986;1987 De Vault 
1996). We draw on a feminist intersectional approach which Star (1979) describes as essentially a 
method for understanding perspectives from the margins or ‘boundary-dwelling perspectives’ (Star 
1979; Haraway, 1991).This requires the research team to continually ask and search for what else may 
be going on or invisible in a social problem that may add to its complexity or further burden the affected 
groups, while staying attuned to the ways in which power inequality manifests (Davis 2014). This 
informs our approach to exploring organisational and societal cultures by examining the intersections of 
location and power relations in shaping knowledge and its impact on organisational practice and 
cultures, and everyday social life (Crenshaw, 1991; Collins 2000;2012). Utilising an intersectional 
approach provides a lens through which we will re-examine taken for granted everyday experiences, 
assumptions, and outcomes to examine other vectors that may be contributing to the issues under 
investigation (Davis 2014).

Evidence synthesis:  
Prior to data collection, we will carry out a qualitative systematic review using JBI methodology 
(Lockwood et al 2020) using the process of meta-aggregation, whereby we will extract findings and 
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illustrations that are specific to PLWD from AAC communities from studies and bring these together in 
a series of synthesised findings. Meta-aggregation differs from other qualitative evidence synthesis 
approaches, as it does not seek to re-interpret original research data or to generate theories like meta-
ethnography or thematic synthesis (Lockwood et al. 2020). Instead, meta-aggregation develops 
“recommendations for action” by enabling the creation of generalisable statements (Hannes and 
Lockwood 2011). Generalisable statements are formed by combining and categorising similar findings 
from across a range of qualitative studies. These categories are then subjected to a synthesis to produce 
a single comprehensive set of synthesized findings that can be used as a basis for evidence-based 
practice. In addition, meta-aggregation assesses the credibility of qualitative findings. The final 
synthesized findings will be graded according to the ConQual approach for establishing confidence in 
the output of qualitative research synthesis and presented in a Summary of Findings table (Munn et al 
2014).  An a priori protocol will be developed and registered with the International prospective register 
of systematic reviews (PROSPERO) and reported following PRISMA guidance (Page 2021)

Search strategy: 
We will conduct a wide-ranging data base search for English language publications within a number of 
bibliographical databases (including Medline, CINAHL, the EMBASE, Medline, PsycINFO, OVID 
Emcare, Scopus,). Keywords and index terms identified as relevant and reflecting the project’s agreed 
priorities will be used and individual search strategies developed for each database. Qualitative studies 
will be included that focus on or contain an element relating to the experiences of support seeking from 
the perspectives of PLWD from AAC communities, care partners, and families. 

Screening, selection and appraisal: 
Following the search, all identified citations will be collated and uploaded into Endnote and duplicates 
removed. Titles and abstracts will be screened, and the full text of selected studies retrieved and 
assessed against the inclusion criteria. Included studies will undergo a process of critical appraisal using 
the JBI Qualitative Assessment and Review Instrument (Lockwood, Munn, & Porritt 2015). All review 
processes will be undertaken by two members of the review team and any disagreements that arise will 
be resolved through discussion, or with a third team member.

Consultation with stakeholders: 
To ensure the focus of the review is relevant to the needs of AAC PLWD, and to the context of the 
social care and community settings we will present and discuss the initial synthesized findings with 
stakeholders. The stakeholder consultation (n=>20) will include AAC PLWD, care partners and families 
(Kennedy, 2003; Johansson, 2014), and practitioners in social care and community settings as part of 
our programme of co-production. 

Outputs: 
The synthesized findings generated will be used to refine our approaches to data collection and 
alongside the findings of the primary research to inform the development of a detailed conceptual model 
of help-seeking to explain what is known of pathways to and access to and experiences of services. 
Data collection 
We will adopt a qualitative approach including ethnographic observations and in-depth qualitative 
interviews.  Ethnography can provide sophisticated tools for understanding the complexities of the 
everyday work within an organisational culture and the interrelationships between different elements of 
organisations. It involves the in-depth study of a small number of cases, studying people’s actions and 
accounts within their natural everyday settings, collecting relatively ‘unstructured’ data from a range of 
sources (Hammersley and Atkinson, 1989). An ethnographic approach is particularly useful to examine 
research questions and topics where measurement is inappropriate, where the aim is to access the 
unspoken, mundane, and tacitly understood (Dixon-Woods, 2003); for examining complex social 
relations, exposing institutional forces and cultures as they influence everyday routines and interactions 
(Greenhalgh & Swinglehurst, 2011).  Our approach to ethnography is informed by the symbolic 
interactionist research tradition, which aims to provide an interpretive understanding of the social world, 
with an emphasis on interaction, focusing on understanding how action and meaning are constructed 
within a setting (Housley and Atkinson, 2003). The value of this approach is the depth of understanding 
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and theory generation it can provide, with a key objective to provide findings transferable to other 
settings (Hammersley, 1987).
 
Ethnography in adult social care services:
Institutional ethnography examines the everyday work of people, their routine behaviour and practices 
(Quinlan, 2009) and their articulation work, how people account for and make sense of their actions 
(Star, 1999). An important focus is the frequently understudied, what is often characterised as the 
mundane and every day. Within any organisation there are always groups whose everyday work is not 
recognised formally and is often unnoticed and invisible (Star, 1999). 

Thus, this study will focus on the largely invisible everyday work of social care professionals. We will 
provide a detailed understanding of the social and institutional forces that shape and influence their 
work. Our ethnographic approach will enable us to understand how staff respond to the care needs of 
AAC PLWD and to follow the consequences of their actions on PLWD, their care partners and families. 
Importantly, we will also examine how they account for and make sense of their responses to care needs 
in these contexts. Ethnography allows us to examine these elements and, importantly, the interplay 
between them (Atkinson et al, 2008). 

In relation to the professionals involved in the study, intersectionality provides a critical lens for 
analysing the logics, assumptions, and practices underpinning care practices and attitudes towards care 
for racialised older PLWD.  Although care and care giving for PLWD within institutional spaces occurs 
in highly regulated contexts, it does not occur in a vacuum. Rather it takes place and is embedded within 
historical and established institutional cultures that include everyday taken for granted practices and 
unwritten rules that delineate appropriate and deserving patient-hood. These originate from established 
social practices and attitudes to the categorisation of people into hierarchies of need which result in the 
creation of racial categories passed on through generations and institutional practices (Monk 2022) in 
what Alfred Schults (1972) refers to as common sense manner. An intersectional analytical framework 
provides us the tools to explore how these implicit and often unwritten rules can operate in everyday 
clinical practice to bring about the subjugation of racialised older people living with dementia and 
consequently affect their care across health and social care settings. We will examine how and to what 
extent social categories of, for example, gender, race and class influence approaches and attitudes to the 
care of older PLWD. In everyday care practices these perceived differences may manifest through 
stereotyping and discrimination in different domains, benefiting some to the detriment of others 
(Massey 2007). These categories can become the basis for informing the distribution of resources, 
access to services and rights. In creating racialised categories as ‘others’, these perceived outsiders have 
often been presented as a threat, undesirable and thus whose activities must be watched and controlled. 
At the same time, we will take into account the intersectional identity positions and interlocking systems 
of power between different types of caregivers and gatekeepers. In terms of informal care, 
intersectionality provides a tool to study the diverse experiences of caregivers, and a nuanced 
understanding of how multiple intersecting factors and power relations shape these experiences 
(Hengalaar et al, 2021; Liu et al, 2022).

Ethnographic observations in adult social services teams: 
Field work will be conducted in 4 Local Authority areas across England which are known to have large 
numbers of AAC people.

Within each site we will carry out ethnographic data collection (observation, in-situ interviews, and 
documentary analysis) with (a) social work teams (30 days/shifts), (b) shadow social care professionals 
(n=5-10) and team and multi-disciplinary meetings they attend (this is variable, but we expect to attend 
5 meetings per site). In total, across the 4 sites we will carry our ethnographic data collection within 12 
teams (120 days of observation and in-situ interviews), shadow (20-40) social workers and the team and 
multi-disciplinary meetings they attend (total= 20). Data collection will be across the 4 sites over 4 
months in each site with a further period of 2 months after each site to clean data, develop preliminary 
analysis, and carry out follow up interviews.
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We are aware that there is complexity and some differences nationally in the configuration of Adult 
Social Services, however, the work schedules and organization of teams across the participating sites are 
all broadly structured in a sequential pathway, which clients experience when they require support and 
once it has been determined they are eligible for support. This includes a ‘front door service’, a service 
responsible for the management and review of existing cases, and long-term case management teams, 
which reviews and assess the needs of existing clients whose care needs may change.

1. Gateway to services- the 'front door service’: where clients become known to social care 
professionals including referrals from GPs, the public, family, community voluntary services, 
and mental health teams. This will provide understandings of how needs are identified, 
assessed, and classified. It will also enable us to examine the process through which care 
options are presented, explored, and the rationales for decisions on appropriate options for each 
case, including social care denial or refusal by both clients and or social care professionals.

2. The team managing existing and new cases: where existing cases currently assigned to the team 
and new cases are reviewed. This will provide another space to understand rationale for 
decisions about ongoing care and support for PLWD. 

3. Long term case management team(s): who carry out the assessment, care planning and reviews 
of the needs of existing and long-term clients whose care needs may change. This will provide 
understanding of how social care professionals respond to changes in individual circumstances 
such as deterioration of health and changes in family circumstances that may require exploring 
long term care options. We will examine options explored and discussed, strategies for 
engaging with clients, how families are engaged in this process, and the impacts on the 
trajectories of care. 

4. Hospital Discharge Teams: these are embedded in hospital trusts, their roles involve assessing, 
coordinating, and organizing care including finding and referring to appropriate care or related 
spaces of care and or discharge to home. 

With each team we will carry out focussed observations of:
• Team and case meetings and the multidisciplinary team meetings (MDTs) they attend, whose 

referrals and cases will include AAC PLWD. Within each team:
• shadow individual professionals (n=5) who review and triage referrals and cases. 
• in-situ short ethnographic interviews with staff following meetings and during shifts to 

explore rationales for actions and decisions. 
• documentary analysis (case files, team records including handover and case lists) of staffing, 

workload and case allocation, client acuity and placements, to provide context. 

This will provide understandings of staff rationales for recognition, assessment and how they respond to 
the needs of AAC PLWD.  

Across the Adult Social Care teams, we will include observations:
• Shadowing the duty social worker as they respond to calls from the community to understand 

referrals. 
• Shadowing social workers while on home visits to their clients to observe how needs and risks 

for clients are recognized, assessed, the rationales for decisions, and how support options are 
presented, negotiated, and agreed on. This will help us understand the visible work of social 
workers and the challenges they face in practice.  

• We will attend “Team around the client meetings” and ‘Strategy Safeguarding Meetings’ where 
teams respond to urgent safeguarding concerns requiring immediate action or when 
safeguarding and similar issue arise.

• We will also carry out interviews with other professionals such as occupational therapists, 
community nurses, Mental Health crisis teams, GPs, police involved in the care of AAC PLWD, 
should they be involved in these meetings. 

In-depth interviews with African and African Caribbean people living with dementia and their families:

Alongside ethnographic observations with adult social services we will be conducting interviews with 
AAC older PLWD and their families. To do this we will utilise case studies using a narrative interview 
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approach (Reissman 1993) to support AAC PLWD (and their care partners, and families) to share their 
personal accounts, experiences, and stories to emerge (Reissman 2003) and to provide depth and 
sensitivity of insights and understandings (Gaventa and Cornwall, 2008). We will employ Skeggs’ 
methodological practice of ‘thinking with’, which aims to provide a critical space for open dialogue and 
analysis, supporting participants in reflecting on their everyday life experiences and praxis (Skeggs 
2004; Olsson 2008). 

Drawing on Skeggs idea of ‘thinking with,’ we will conduct interviews in a sequence of meetings over 
time, during which participants will be encouraged to reflect on the meanings, affect and thoughts about 
accessing services which arise through the practice of ‘thinking with’. Each interview will build on the 
previous meeting in a sequence to reveal participants experiences. The researcher will ask prompting 
and follow up questions, but as much as possible participants will be encouraged to direct the 
conversations to share their experiences (Leaney & Mwale 2021). This approach will enable themes to 
emerge over time, ideas to be revisited, and reflections incorporated into individual and wider narratives 
across the cohort (Leaney & Mwale 2021) and to map rationales and trajectories for seeking support, 
networks, adjustments of support, and care experiences within the analysis. 

Drawing on the practice of ‘thinking with,’ our approach will explore individual/family odysseys into 
accessing social care support, ‘experiences of receiving and being supported by adult social care service 
teams’, ‘impact of these experiences on health and wellbeing’. Participants will be allowed time to 
direct and share their story over a number of visits, this was identified by our AAC Steering Group as an 
essential approach to support the involvement of AAC PLWD. It provides a number of benefits: 
(1) Importantly, for a marginalised population, this approach supports participants in feeling empowered 
by being accorded time to direct their story and be heard (Proctor, 2001; Cridland, et al 2016; Ross 
2017; Poland et al 2018). 
(2) Help build trust between the researcher and the interviewee over time. 
(3) Help reduce time pressure that can arise when interviews are reduced to a single encounter. 
(4) Supporting participants to articulate their experiences, leading to the collection of in-depth, nuanced, 
and contextual data (Ross 2017; Simons, et al 2008). 

Within each Local Authority and Community Health Trusts catchment area over a 4-month period (with 
a further 2 month follow up period) we will carry out:
• Narrative interviews with ACC PLWD (10 per site, total: 40), who will take part in 3 sequential 

interviews (in total: 120 interviews) each lasting up to an hour. Interviews will be conducted over a 
four-month period (where possible care partners and families will also be involved). A further 
period of 2 months will allow for follow-up interviews with participants who were recruited at later 
stages within the site.

• Interviews will explore their dementia diagnosis odysseys; the rationales for support sought, 
trajectories for support seeking, networks and adjustments of support, care experiences, and the 
impacts of these experiences on their wellbeing.

• As part of the narrative approach, interviews will be accompanied by detailed field notes to provide 
details of context of each interview (Reissman 2008) and will support the case study approach.

• We will also carry out document analysis of contact with community services, community nurses, 
GPs and social care practitioners, details of package of care, safeguarding reviews and 
recommendations, or support from voluntary services (including food banks, meals on wheels, 
driving services, befriending services, day care etc) and other support they draw on. This will 
provide understandings of the support they receive from formal and informal resources within the 
community and enable us to track this over time. In total, across the 4 sites, this will provide 40 case 
studies, with approximately 120 hours of in-depth narrative interview data and detailed field notes.

Artistic online and postal dialogue, and art workshops: 
: 
To ensure diversity of participants voices in the study, we will conduct to conduct a series of art 
workshops for AAC older people and PLWD hosted within local voluntary community day services 
across all 4 sites (n=3x 4= 12). People living with dementia and their care partners will be invited to 
participate in arts workshops, organised in collaboration with our local community champions.  
Participation in the art workshops will involve creatively engaging in a range of activities and with 
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different art materials. Using the art workshops approach will facilitate communication and expression 
of experiences for all participants including people living with advanced or rare dementias.  During the 
workshops participants are invited to talk through their art and what it means to the subject of the 
research. The goal is to ensure diverse voices are included in the study, as well as building trust and 
community participation in research.

People living with advanced or rare dementias are often excluded from involvement or having a voice in 
research and there is a growing awareness of the potential for using artistic practice to support the 
wellbeing of PLWD and promote communication (Zeilig et al 2014; Windle et al 2018; Moss and 
O’Neil 2019; Young et al 2016; Phillips et al 2010). To support the inclusion and involvement of AAC 
PLWD for whom verbal communication may be difficult, we will use participatory, visual, and textual, 
creative methods and approaches, which are in keeping with our wider intersectional approach 
(https://healthartsresearch.wales/case-studies/conversations-future-selves /). Supporting AAC PLWD to 
participate in creative engagement provides a more inclusive approach to support their expression of 
experiences. Team member MW uses these methods as part of her artistic practice and research and has 
extensive experience of working and collaborating with AAC PLWD. All participants will be offered an 
alternative mode of communication of experiences via:

Artistic online and postal dialogues via a collaboration with AAC PLWD and their care partners to 
support artistic expression of experiences and to support those who may not be able to or want to 
participate in face-to-face interviews or further stages of interviews. The AAC PLWD (and their care 
partner), will have the opportunity to form a creative dialogue with our 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: 

• The researcher will work with (n=>10) participants to develop a creative dialogue using postal 
art packs. Individuals living with dementia will be sent a series of packs of arts materials and 
pre-paid envelopes over a 4-12-month period.

• Participants will be invited to create an artwork and to send this to the researcher. The 
researcher who is an experienced artist will create an artwork in response to participants 
artworks and post this back to them. 

• The process will then be repeated over the course of the study, with the end point directed by 
the AAC participants. Themes for each artwork will be developed and reflected upon 
throughout the time period.  Themes pertaining to experiences of care will be focussed on only 
if appropriate, however, this is not obligatory and this is a space for participants to express 
themselves. 

• This will provide an ongoing and creative dialogue whereby experiences and perspectives can 
be explored.

This approach can support meaningful engagement for people living with dementia who are at increased 
risk of social isolation and gain a deeper understanding of the perspectives, wishes and experiences of 
participants using art. 

Analysis

Data collection (observations and interviews) and analysis will be informed by the analytic tradition of 
grounded theory (Glaser and Strauss, 1967). This uses the constant comparative method; as data is 
collected in one site, preliminary analysis of this will proceed in parallel, with this preliminary analysis 
informing the focus of later stages of data collection and analysis.  

Field notes of observation, experience, and near verbatim text will be written up into word files and all 
audio recordings of interviews (short and in-depth) will be transcribed verbatim by a professional 
transcription service. Analysis will involve the development and testing of analytic concepts and 
categories, and our strategies for their development include careful reading of the data, looking for 
patterns and relationships, noting anything that seems surprising and for any inconsistencies and 
contradictions across the range of perspectives gathered.

https://healthartsresearch.wales/case-studies/conversations-future-selves
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The analysis will be shared with the Project Advisory Group and Carer Steering Group who will include 
service users, experts in dementia care and Adult Social Service able to advise on the appropriate 
boundaries of any interventions for Adult Social care setting and the interface with families and 
communities.

To support this approach, we will employ an abductive approach to our analysis, a widely used 
approach which focuses on synthesises between data, existing concepts, and emergence of new concepts 
(Svennevig, 2001; Atkinson 2005; Gabbay, & Woods, 2006). This approach supports an interpretation 
process that is both explorative and grounded in data (Svennevig, 2001; Lulle, & Jurkane-Hobein, 
2017). In keeping with our theoretical framework, an abductive approach is useful with its foci on talk 
and people’s stories and also supports doing justice to rather than reducing the complexity of social life 
(Atkinson 2005, Lulle, & Jurkane-Hobein, 2017). Collectively the team (SM, KF, BH, AN, CC) brings 
expertise in collecting, managing and analysis of mixed methods and case study, narrative and 
ethnographic data within diverse health and social care settings (Mwale &Featherstone, forthcoming; 
Featherstone and Northcott 2020; Hayanga et al 2023; Coveney and Lambert 2023). We will take a 
systematic approach to the collection, management, and analysis of narrative interviews and 
ethnographic data.

Data collected of narrative interviews and ethnographic (observation and in situ interviews) will be 
analysed using the continuous comparative method.  Building on the use of theoretical sampling 
whereby data collection (observation and interview data) and analysis are interrelated (Glaser and 
Strauss 1967; Corbin and Strauss 1990) and carried out concurrently (Green 1998; Suddaby, 2006)). 
Preliminary analysis of data collected from one site will be conducted in parallel with subsequent data 
collection in the next site. At the completion of each phase/site of data collection, all data will be 
cleaned and uploaded into management software and coded. The development of the analysis into more 
refined and stable analytic concepts will involve careful re-reading of the emerging codes and 
sensitizing concepts, looking for patterns and relationships, noting anything surprising, and 
inconsistencies and contradictions across the range of perspectives gathered. This will refine the coding 
to produce more stable and robust analytic concepts and categories.

Case studies and narrative analysis:
Detailed narrative analysis of interviews will involve coding experiences of living with dementia, 
support seeking, experiences of services, examining and interpreting content of speech story by focusing 
on meaning, with the goal to scrutinize, reflect and theoretically interpret elements of the participants 
lived experiences in relation to support seeking (Reissman 2005; Sparke and Smith 2016). 

Preliminary analysis of narrative interviews will keep individual accounts intact, bringing them together 
as individual case studies to deliver detailed accounts of the individual, their care partners and families 
and their encounters with services. This approach emphasises the need for examining human lives and 
experiences as culturally and relationally constructed (Smith 2016; Reissman 2002).

We will also take a thematic approach to the analysis of the interview data, so that we can theorise 
across the case studies by finding common thematic elements across research participants and the events 
they report.  Once a typology is developed, the data will be reviewed and further refined to ensure 
accuracy of the accounts across the cases (Reissman 2002; Reissman 1993). Thus, is then followed by 
weaving of the themed accounts into a narrative of the participants accounts (Williams 1984). The 
analysis of narrative data will be presented as case studies and as thematic descriptive reports across the 
data set.

Ethnographic analysis:
Coding of ethnographic fieldnotes (observations and in-situ interviews) involves whole events or 
scenarios and will focus on the analysis of social action, the assessment, recognition, and classification 
of needs, and their consequences. Initially coding will produce analytic memos and a collection of 
sensitizing concepts and ethnographic coding of decision-making events and scenarios. The abductive 
method means that the coding of data into categories is a recurrent process and is ongoing, with further 
data then examined in the context of previous fieldwork and the analytic memos generated, which will 
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inform further data collection within the next site and the next, more focused, stages of analysis. The 
flexible nature of this approach is important because it enables us to increase the “analytic incisiveness” 
of both the narrative interviews and the ethnography (Charmaz & Mitchell 2001). 

The analysis of ethnographic data from each site will be presented in detailed descriptive reports, which 
will be organised as separate draft reports of social care teams, shadowing of individuals, and team 
meetings. 

Triangulation:
The analysis of the narrative interviews and observational data will be triangulated to form a master 
analytic report for each site. By triangulation in our analysis, we refer to a process of using multiple data 
sources and methods and perspectives to investigate a phenomenon. In this case we will draw data from 
an evidence synthesis, in-depth semi-structured interviews and detailed ethnographic observations to 
generate a detailed understanding of AAC people’s experiences of support seeking in social care. We 
will explicitly use intersectional perspectives to inform the development of our analysis to identify local 
organisational and structural conditions (Glaser and Strauss 1967) influencing the recognition, 
classification, and responses to needs of AAC PLWD. This process will include:

• Detailed descriptive reports for each site will be brought together to be examined and discussed 
with the wider team and study advisory groups (AAC PPI Advisory Group, Project Advisory 
Group, and at co-production events). 

• The use of abduction to ensure that a key focus is on identifying social processes in the use of 
recognition and responses to the needs of AAC PLWD.

• Producing overarching analysis by drawing together narrative synthesis, analytic reports, testing 
and refining to identify broader structural conditions influencing how services recognise and 
assess the needs of AAC PLWD.

Data management:
Data will be managed using NVivo computer software, this will also facilitate secure access to data for 
the wider research team. Data analysis and theory development will be led by the PI (SM) with BH, and 
support from co-PI KF. SM will supervise and support BH who will lead the organisation of data sets, 
coding, analysis and drafting of the initial analysis. 

Sampling and recruitment
 
Sampling in ethnographic research requires a flexible constant comparative method and theoretical 
sampling whereby sampling, data collection, and analysis are interrelated and ensure consideration of 
vectors including class, gender, and social economic status among others (Bowleg, 2012; Marfelt 2016).  

Theoretical sampling is a flexible, pragmatic approach, with research sites, social care services, 
participants (and sample size), selected by identifying a range of variables that may influence the 
phenomena (purposive sampling). The flexible constant comparative approach emphasizes the 
importance of comparisons within and across sites (Vogt, 2002), allowing for and enhancing the 
potential generalizability of findings (Herriott and Firestone, 1983), and increasing the possibility for 
the findings to impact practice and policy (Caracelli, 2006). In practice, this means that emerging 
themes from the preliminary analysis of data from one site will inform the focus of sampling and data 
collection in subsequent sites and later stages of analysis (Willig 2013). This flexible approach supports 
the sharp and precise analysis of the data (Reinharz and Davidman 1992; Phoenix, & Pattynama, 2006) 
and enhances the ability of the results to have an impact on practice and policy (Caracelli, 2006).

Adult social care teams and setting:
Adult social care services settings are suited to an ethnographic approach. At first glance adult social 
care services, and teams within them, may appear similar and homogenous, however, they all have 
unique cultures of working, contoured by local resources, cultures and organisational belief systems 
which in turn influence variance in care and decision across and within institutions.  We have developed 
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strong collaborations with Local Authorities across England from our wider network. The sites have 
been identified to represent demographic populations, geographical location (inner city and coastal 
areas) and social economic status. We have identified local partners and agreements are in place as 
follows

• Southeast England (3 Local Authorities -2 inner city and 1 coastal)
• Northwest of England (1 Local Authority encompassing both inner-city and coastal areas) 

Each Local Authority adult social care service: 
While our data collection sites (Local Authority Adult Social Care services) will be standardized, with 
chronological and methodical data collection, we will have variance within each site. We will employ 
theoretical sampling within sites to ensure that representativeness and consistency of concepts and 
events is achieved within the study, rather than sites and people. Informed by grounded theory, 
sensitizing concepts from the ongoing analysis will feed into the next stage of data collection to expand 
the research process and to capture relevant aspects as they emerge into the ongoing analysis. The focus 
is on ‘discovery’ to ensure the grounding of emerging concepts within data and the reality of the settings 
(Glaser and Strauss, 1967). 

Observations and interviews with staff: 
We will follow the everyday of social workers and allied health professionals. We will purposively 
sample across the teams to include a range of professionals, grades (including duty social workers, 
occupational therapists support workers) and other staff with coordinating responsibilities. Several 
months in advance of field work commencing, the research team will visit the social care teams to 
discuss with relevant staff the study aims and approach.

African and African Caribbean people living with dementia and their families: 
Sampling will be theoretically informed whereby we will use purposive sampling throughout to ensure 
inclusion of PLWD from wide-ranging socio-demographic characteristics including age, gender, socio-
economic status, and groups of AAC communities who may face, and experience, intersecting 
marginalisation, who are often further underrepresented in research, and may be at increased risk of 
being missed by services.
In collaboration with our community partners (champions), we will conduct a series of focused 
activities in the community with our community partners and champions to sensitise the community 
about our research. Through these activities and through our community champions participants will be 
recruited (n=10 at each site, total: 40). Participants will be African and African–Caribbean PLWD. By 
African and African-Caribbean we refer to people whose heritage broadly originates from Africa and 
Caribbean countries (formerly known as ‘The West Indies’), and other ‘Caribbean Community and 
Common Market’ (CARICOM) territories (Agyemang, et al. 2005). Participants will be

• 50 plus years old living with dementia to ensure we include people with young onset dementia. 
• Those currently accessing or are yet to access Adult Social Service support to ensure we 

capture experiences at different stages of seeking support.

We acknowledge that the presence or absence of a formal diagnosis of dementia in the community may 
not always be straight forward to establish, with older patients often obtaining a diagnosis or provisional 
diagnosis, for example during a hospital admission, however, we do know this population are well 
represented within these communities.   

Equality, diversity and inclusion:  
Theoretical sampling will be used to include AAC PLWD reflecting the range of socio-demographic 
characteristics and using maximum variation, purposive sampling, and snowball sampling to reflect 
diversity within AAC and PLWD communities. These approaches to sampling accounts for divergence 
across several intersecting factors of importance, including, but not restricted to, age, nationality, 
immigration status, disability, sex and gender, socio-economic status, sexuality, spoken language, and 
religion. 
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We will employ maximum variation sampling and snowball sampling frames to ensure that the research 
is inclusive of the diversity and distinct sub-groups that exist within the population of African and 
African-Caribbean people across each of these axes to ensure our recruitment reflects:

• different routes of family migration spanning Africa and the Caribbean.
• migration to the UK (first generation ‘Windrush’ and asylum seekers).  

To ensure recruitment reflects PLWD often under-represented within research and services, purposive 
sampling to include PLWD who are also:

• living with a psychiatric co-morbidity (Onyike, 2016), with the complex needs of this group 
(Radhakrishnan, Butler & Head, 2012) associated with poor experiences of care (Hext, Clark, 
Xyrichis, 2018; Care Quality Commission, 2017). 

• living with a learning disability (Bigby et al, 2014).
• PLWD who are homeless are likely to be experiencing complex mental and physical co-

morbidities (Stone, Dowling & Cameron, 2018), with these complex and challenging needs 
associated with poor care experiences (Healthy London Partnership, 2019). 

We are also aware of the lack of representation in research exploring the care experiences of PLWD 
from a number of other communities:

• PLWD within the LGBTQI communities who often face barriers to health care access (Mulé, 
Ross, Deeprose, Jackson, Daley, Travers &Moore, 2009; Peel, Taylor, Harding, 2016; 
Fredriksen-Goldsen, Jen, Bryan & Goldsen, 2016; McParland & Camic, 2018). 

• PLWD with multiple and rare forms of dementia, who may be at an increased risk of 
hospitalization (Mueller, Perera, Rajkumar et al, 2017) and recurrent experiences of crisis and 
encounters with emergency health and social care services (Atkins, Rackham, Acevedo, 
Dowman, Foewll, Aspinall, 2015). 

Where our programme of local outreach is not able to include AAC PLWD from within these 
communities within the research, we will utilise our PPI and Co-production programmes at regional and 
national levels to ensure these communities are represented and contribute their views and experiences 
in directing the research, the co-production of analysis, and study outputs.The inclusion of the voices of 
PLWD from within these under-represented groups within research is important if we are to develop 
robust and inclusive health care policies and practices (Mulé, Ross, Deeprose, Jackson, Daley, Travers 
&Moore, 2009). 

Dissemination and projected outputs
Our analytic outputs will provide a theoretically informed, evidence-based understanding of Adult 
Social Services and the experiences of service users founded on detailed analysis of the realities of 
everyday Adult Social Service work and practices of ‘work-as-done’ (Hollnagel, 2012). 

For Local Authority social care providers: 
A key knowledge gap we will respond to is supporting services in delivering their statutory duty to 
promote equality, to make reasonable adjustments to ensure services meet the needs of AAC PLWD, 
care partners, and families. We will use the findings to: 

• Identify current practices that support culturally appropriate practice and that could be shared with 
health and social care services and settings (via podcasts, audiobooks, short films, and downloadable 
documents).

• Identify how social care services respond to, recognise, and intervene to support AAC PLWD by 
identifying factors in organisations (practices, routines, and interactional styles) that can improve or 
worsen the early detection and timely access to support (podcasts, audiobooks, short films, and 
downloadable documents).

• Providing organisations with strategies that improve outreach and recognition of this population and 
to deliver their statutory duty to promote equality, to make reasonable adjustments to ensure services 
meet their needs (in-person, podcasts and short films).

For social care practitioners: 
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• Update existing needs assessment tools (e.g. CANE) and guidance for professionals to ensure they 
provide culturally appropriate assessment of the care needs of AAC PWD (downloadable documents 
and podcasts).

• Recommendations (podcasts, audiobooks, short films, and downloadable documents) delivering 
guidance on recognising the support needs of AAC PLWD, identifying opportunities to provide 
support, and promoting good practices.

African and African Caribbean people living with dementia, care partners, and families: 

To attend to the importance of using advocacy and human rights approaches to empower older people 
and PLWD. We will use the findings to deliver:

• Guides (podcasts, audiobooks, short films, and downloadable documents) on accessing services, 
support, and the risks of crisis. 

• Short accessible factsheets (podcasts and downloadable documents) on living with dementia and 
rights to reasonable adjustments.

•

Plan of investigation and timetable

Total 36 months: [1st January 2025 and 31st December 2027]

1-6 months (January -June 2025): 
On-boarding of Local Authorities, Community Health Trusts, and community partners; obtain SREC 
ethics, R&D and ADASS approvals. Expand and confirm AAC PPI Advisory Group and Project 
Advisory Group membership. Conduct and draft evidence synthesis. Hold PPI public events and 
advisory board events (AAC PPI and Project Advisory groups). 

7-30 months (July 2025- June 2027): 
Data collection will be over 4 months per site (4), with a further period of 2 month after each site to 
clean data, develop preliminary analysis, carry out follow up interviews, and in accordance with our 
Intersectional theoretical approach, carry out follow-up work with participating sites and communities 
in the translation and development of findings into open access training, resources, and service 
organisation outputs. Hold PPI public events and advisory group events (PPI and Project Advisory 
groups), and co-production events within sites and across the UK.

30-36 months (June-December 2027): 
Triangulation and finalising overarching analysis and theory development. Final drafting, co-
production, testing and development of open access training and masterclasses, resources, and service 
organisation outputs. Hold PPI public events and advisory board events (PPI and Advisory Boards). 
Report, Social Care, and academic publication drafting.

1-3 4-6 7-9 10-12 13-
15

16-
18

19-
21

22-
24

25-
27

28-
30

31-
33

34-
36

synthesis *** *** ***
Recruitment, access and 
sampling

*** ** ** ** ** ** ** ** **

Data collection   __ *      *** *** *** *** *** *** *** ***
Analysis and theory 
development

-** -** -** -** *** *** ** -**

Report and academic 
and social care 
publication writing

--* ** --* *** *** *** *** *** ***

Drafting, piloting and 
development -Adult 

* * * * * ** *** ***
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Social Care services-
based tools
Workshops and 
symposium

--* *** *** *** *** *** *** *** ***

Training – 
masterclasses, 
factsheets, on-line 
materials, modules and 
MOOC

* * * * * * * * *

Advisory group, Project 
Team, Study steering 
committee

* * * * * *

Ethics committee approvals

Data collection will always preserve participant dignity, our approach, processes and documentation of 
observations and interviews with PLWD in the community and observing the everyday work of Adult 
Social Services teams will be informed by REC approvals yet to be obtained). We will follow Health 
Research Authority (HRA), Association of Directors of Adult Social Services (ADASS) and University 
of West London ethics governance procedures. The university’s Research Governance Framework sets 
out the professional standards and basic requirements that are fundamental to all research, as well as the 
ethical and external regulations that govern research[https://www.uwl.ac.uk/research/ethics-code-
practice#:~:text=3.-,Ethical%20principles,part%20of%20the%20ethics%20process ]. We will follow 
recommendations and practical guidelines for conducting research involving elderly participants (c.f. 
High and Doole, 1995, Harris and Dyson, 2001; Loue, 2004), people living with dementia (Slaughter et 
al, 2007), and the cognitively impaired (Berg, 1996).

Involving people living with dementia in research: 
It has been argued that the lack of research exploring the perspective of people living with dementia 
(Taylor, et al, 2012) is in fact silencing of people experiencing cognitive decline (Roger, 2006). The 
inclusion and involvement of people living with dementia in research is recognised as central to the 
production of effective research (Alzheimer’s Europe, 2014), as their views and experiences are 
prioritised (The Scottish Dementia Working Group Research Sub-Group, 2014). Participation usually 
outweighs the risks (Hellstrom et al, 2007), with inclusion in research enhancing dignity and personal 
identity. People living with dementia also make a compelling argument for their inclusion in research, 
emphasising its positive and empowering effects (McKillop 2002; Robinson, 2002).

In response, this study includes a significant focus on the perspectives of people living with dementia 
and their carer partners to better understand their thoughts, feelings and experiences of seeking and 
receiving care and support from social services. We do this through specifically taking time to interview 
them at their convenience about their odyssey’s to accessing Adult Social Services (case studies). Our 
approach draws on a small but significant research that demonstrates that the perspective of people 
living with dementia can be obtained (Roger, 2006; Samsi and Manthorpe, 2013; Tanner, 2012; Pipon-
Young et al, 2012; Clemerson, et al, 2013).  Our approach ensures that the experiences of people living 
with dementia, particularly those seldom heard, are included within research (Wilkinson 2002) that 
examines their experiences of health and social care (Barnett 2000) and uses methods that can elicit 
personal stories and narratives of people living with dementia (c.f. Bryden, 2005; Goldsmith, 1996). 

Process consent: 
Study participation will be open to people living with dementia at all stages of the disease process and 
with different types of dementia who are being cared for in the community and eligible for support from 
Adult Social Services settings. People living with dementia may have varying degrees of capacity and 
their capacity may fluctuate depending on the dementia, their psychosocial, situational, medical, 
psychiatric and neurological factors. Symptoms of dementia include cognitive impairment, short term 
memory loss, difficulties in verbal and non-verbal communication and poor concentration and 

https://www.uwl.ac.uk/research/ethics-code-practice#:~:text=3.-,Ethical%20principles,part%20of%20the%20ethics%20process
https://www.uwl.ac.uk/research/ethics-code-practice#:~:text=3.-,Ethical%20principles,part%20of%20the%20ethics%20process
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understanding, which can make it difficult to gain informed consent. It is also important to recognise 
that the capacity to consent can change quickly for this group of patients. Our approach to consent 
draws on Dewing’s model of process consent (2007), which posits consent as a continuous process in 
which researchers continuously review if study participants’ are consenting to each decision across the 
course of the study. Process consent is a pathway, it’s a significant characteristic being ‘ensuring initial 
consent is revisited and re-established on every occasion or even within the same occasion’ (p19). The 
researcher plays a fundamental role throughout the study in continually assessing whether the person is 
prepared to continue with their participation. If there is a possibility that their feelings about 
participation have altered, then their consent must be revisited. To increase the transparency of this 
process, someone known to the people living with dementia can act as an independent validator. 
Dewing’s approach and method (including documentation) is internationally recognised research ethics 
committees in universities and health care provider organizations.

Training: 
The research team are experienced and have received training in understanding people living with 
dementia, how to maintain the personhood of the participant and to reflect the right behaviour and 
attitude in order to communicate in a person-centred manner. The research team are acutely aware and 
experienced in the use of appropriate language when communicating with a person with dementia, avoid 
stereotypical words about the condition, and make every effort to be with the participant in a genuine, 
respectful and human exchange, with an understanding that verbal communication is often challenging 
for the person with dementia (Alzheimers Europe, 2014). Thus, the researchers will use both verbal and 
non-verbal communication methods to aid interaction and will draw on "dementia specific" approaches 
and best practice outlined in the literature (McKillop, 2002). Researchers will ensure rapport is 
established with the participants and develops a relationship that is based on mutual respect. 

Data management and confidentiality considerations: 

All audio recordings of narrative interviews will be professionally transcribed verbatim. Field notes 
(from observations, and verbatim text of in-situ interviews) will be written up into word files. We will 
check all transcripts against recording for accuracy and quality. All transcripts will be anonymised to 
protect the privacy of participants and sites. In line with Caldicott Principles, only information necessary 
to the organisation and delivery of the study will be obtained from participants. We will not record 
personal information about the majority of participants (observations and short interviews) within the 
health and social care teams.

For PLWD recruited to take part in in-depth narrative interviews in the community, this will be their 
name, address and telephone number. All information sheets and consent forms state that participants in 
the research are guaranteed anonymity. Confidentiality and anonymity will be maintained in all 
reporting of findings from the research. No personal data will be published, and individual participants 
will not be identifiable from the research findings. Pseudonyms will be used for transcripts and in 
written reports. Direct quotes will not include any identifiable information. Methods of presentation that 
protect anonymity, such as composite stories, will be adopted if necessary. The research team has 
experience of using these techniques in their research, as well as a clear understanding of the UK 
General Data Protection Regulations (GDPR) NHS England Data Protection Policy (2014) and 
University of West London data protection policy.

Audio recordings (all interviews) will be deleted once transcribed – and the transcription has been 
checked; in the period between, these will be securely stored in folders within the university’s secure 
servers, only accessed by members of the research team. All anonymised data (fieldnotes and any 
documents) will also be securely stored in folders within the university’s secure servers and only 
accessible by members of the research team; consent forms will be saved in folders separate from the 
data. All consent forms will be deleted once all data collection has been collected and the final report 
completed; all anonymised data will be securely stored, within the same folders and university’s secure 
servers, for five years post completion of the final report. The transcripts that will be coded within 
NVivo will be anonymised with all identifiable information removed beforehand. 
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Dissemination, outputs and anticipated impact

Our strategy will build on the team’s ongoing programme of work drawing on evidence generated by in-
depth qualitative research to develop interventions to improve service delivery for PLWD, and to 
deliver training in dementia care within acute wards, universities, and community settings. This includes 
ongoing collaboration with NHS Trusts (with clinical teams and Dementia Boards), Dementia UK and 
Admiral Nurses working in the community (specialist nurses in dementia care) to develop evidence-
based training.

Interdisciplinary expertise in, and commitment to dementia education and training within the team (JH, 
KF, SM, AN), that utilises qualitative research evidence, informs our approach to delivering 
understandings of the provision of culturally appropriate care for AAC PLWD and validating best 
practice approaches to recognise and support the care needs of AAC PLWD. In validating and 
developing outputs, narrative accounts and ethnographic ‘thick description’ (presented in the form of 
whole experiences, events or series of episodes, situated within their wider context) provides ways to 
connect social care staff with practice concepts and principles using ‘real’ and vivid empirical examples 
that reflects ‘work as done’(Blumer, 1954)  and ‘care as experienced’ (rather than as imagined by policy 
makers and Local Authority senior staff). To enhance the design, validation and credibility of training 
and organisational outputs that reflect everyday social care, we will work with:

• AAC PLWD, care partners, and families through our programme of public outreach PPI events 
and consultations. AAC PLWD and their families will provide crucial insights about their 
experiences, perspectives, and recognition of what constitutes the provision of culturally 
appropriate care and making reasonable adjustments, what values and standards of care are 
good practice and must be prioritised in training, and that reflects their experiences and care 
needs.

• Participating social care teams and sites – to build understandings and recognition of pathways 
to and access to services, for exploring key social processes and institutional forces at play in 
how support needs are understood, become recognised, and responded to, the impacts (for AAC 
PLWD and staff), and the potential for alternative approaches. This will support the validity of 
the findings, training outputs, and their relevance for social care practice. Additional time to 
collaborate with each participating team has been included to support and facilitate this process.

• Project Advisory Group and AAC PPI Advisory Group – to share and discuss emerging 
definitions of what constitutes the provision culturally appropriate care and making reasonable 
adjustments to advise on the appropriate boundaries of training and interventions to support 
social care staff and the interface with PLWD and families. Members include service users, 3rd 
sector organisations and networks, experts in dementia care, medical ethics and law. 

We will draw on comparative lessons across settings to ensure we build on research expertise with other 
populations and settings and integrate transferrable learning. 

We recognise that within and across these communities there may be significant variation in opinion 
around what is understood or perceived as ‘good practice’. We believe this process of co-production is 
critical to enhancing understandings of good practice and the development and validity of our findings 
and their translation into outputs (organisational and training). The inclusion of multiple and potentially 
conflicting perspectives is in keeping with and supported by our intersectional theoretical approach to 
developing and refining analysis and output development. Multiple perspectives (AAC PLWD, care 
partners, family, a wide range of social care and professionals working in community settings) will be 
sought and integrated to deliver conceptual models of ‘good practice’ within the social care settings. 
The wider goal is not to establish consensus, but to establish relevance for ACC PLWD, care partners, 
families, and social care staff, and their utility, feasibility, and transferability to different organisational 
contexts (Taylor, et al. 2012).
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Expected impact

The goal is to (a) support services in delivering their statutory duty to promote equality, to make 
reasonable adjustments to ensure services meet the needs of AAC PLWD, care partners, and families 
and (b) delivering foundational knowledge to inform a longer-term programme to develop and evaluate 
interventions providing new or enhanced approaches to meet the needs of AAC PLWD, care partners, 
and families. 

Local Authority social care providers: 
A key knowledge gap we will respond to is supporting services in delivering their statutory duty to 
promote equality, to make reasonable adjustments to ensure services meet the needs of AAC PLWD, 
care partners, and families. We will use the findings to: 

• Identify current practices that support culturally appropriate practice and that could be shared 
with health and social care services and settings (via podcasts, audiobooks, short films, and 
downloadable documents).

• A key knowledge gap we will respond to is improving how social care services respond to, 
recognise, and intervene to support AAC PLWD. We will use the findings to deliver: 
Recommendations (podcasts, audiobooks, short films, and downloadable documents) delivering 
guidance on recognising the support needs of AAC PLWD, identifying opportunities to provide 
support, and promoting good practices. Identification of factors in organisations (practices, 
routines, and interactional styles) that can improve or worsen the early detection and timely 
access to support (podcasts, audiobooks, short films, and downloadable documents).Providing 
organisations with strategies that improve outreach and recognition of this population and to 
deliver their statutory duty to promote equality, to make reasonable adjustments to ensure 
services meet their needs (in-person, podcasts and short films).

Social care practitioners: 
A key knowledge gap we will respond to is enhancing the skills of social care practitioners in 
understanding and improving early detection and timely access to support AAC PLWD, with the goal to 
prolong independence and improved health and well-being outcomes. We will use the findings to 
deliver training and tools for health and social care frontline staff to support care quality: 

• Masterclass and training (via in-person, podcasts, and short films) in designing and delivering 
culturally appropriate services, that promotes equality, and enables the reasonable adjustments 
required to support AAC PLWD, carers, and families. 

• Update existing needs assessment tools (e.g. CANE) and guidance for professionals to ensure 
they provide culturally appropriate assessment of the care needs of AAC PWD (downloadable 
documents and podcasts).

• Recommendations (podcasts, audiobooks, short films, and downloadable documents) delivering 
guidance on recognising the support needs of AAC PLWD, identifying opportunities to provide 
support, and promoting good practices.

African and African Caribbean people living with dementia, care partners, and families: 
A key knowledge gap we will respond to is the importance of using advocacy and human rights 
approaches to empower older people and PLWD. We will use the findings to deliver:

• Guides (podcasts, audiobooks, short films, and downloadable documents) on accessing services, 
support, and the risks of crisis. 

• Short accessible factsheets (podcasts and downloadable documents) on living with dementia 
and rights to reasonable adjustments.

Research community: 
Open access publishing across nursing, clinical, policy, sociology, and anthropology journals. Co-
authoring with AAC PLWD and their care partners and families and translating publications for user 
communities (with the support of DEEP https://www.dementiavoices.org.uk - collaboration via Project 
Advisory Group membership).  

https://www.dementiavoices.org.uk
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All outputs will be accessible (open access and downloadable) in multiple formats, to include (a) 
broadcast-quality podcasts and interviews with the research team, collaborators, and people with lived 
experience (b) digestible ‘audiobook’ narration of outputs and research material, (c) broadcast-quality 
short film formats including narration to camera and interviews with experts by experience (d) 
downloadable pdf documents of written materials. These will be available as open access and 
downloadable (Apple Podcasts, Google Podcasts, Spotify audio material), YouTube (film material) and 
UWL and collaborator websites, to increase accessibility.

We will build on team members (KF, AN) strategies for the rapid communication and dissemination of 
HSDR studies to inform practice  and policy (15/136/67: https://rb.gy/foo2nr ) (13/10/80: 
https://www.nihr.ac.uk/case-studies/supporting-the-continence-of-people- living-with-dementia-in-
hospital/34008).

Social care and community practice: 
Key partners in dissemination and translation into practice are via the networks within our sites:  
Hackney Borough Council, Hounslow Borough Council, Medway Community Health Trust. Our key 
partners in dissemination to community providers are our collaborating community voluntary 
organisations: Nubian Life (West London, including Hounslow) which focusses on serving older people 
from AAC populations, Edward Woods Community Centre (Hackney and West London) Time to Talk 
Befriending (Sussex), and Age UK, which all serve AAC older people and PLWD. 

Building on our existing collaborations (co-applicant GB), we will work closely with the British 
Association of Social Workers (BASW) throughout the study. To support this, we have invited a senior 
representative of BASW to be a member of our Study Steering Committee. This will ensure their 
involvement throughout the study and will help us access spaces to share our research and key outputs 
with professionals. We will work with BASW to develop outputs to improve how social care services 
respond to, recognise, and intervene to support AAC PLWD, which BASW will disseminate to the 
wider social service workforce. 
 
We will utilise co-applicant GB’s existing links and involvement with Social Work England, the 
regulatory body, which provides support and maintaining of standards, and Skills for Care, which 
provides training for professionals working within community services. These organisations provide 
training and guidance via their platforms and through in person events and we will work with them to 
use the findings to deliver training and guidance for health and social care frontline staff to enhance 
skills in understanding and improving early detection and timely access to support AAC PLWD.

GB has established links with the Principal Social Workers’ network leadership. Through these 
established links we will share our outputs at national levels with senior Social Workers across England 
through their conferences and workshops. We will also work with the Social Care Institute of 
Excellence, an independent organisation that advocates for social care at policy and practice levels.

We will publish our research and key recommendations within professional social work and social 
service facing journals and magazines to maximise the reach of our recommendations to practitioners 
such as Community Care, The Professional Social Worker and Research in practice for adults (RIPFA). 

Team expertise (JH, KF, SM) in delivering in-person and online professional education and CPD 
training in the care of PLWD (https://rb.gy/r0fxc). Findings will inform education within our UWL 
research-led Masters, the MSc Dementia Studies: Contemporary Approaches to Practice, which attracts 
NHS and Social Care professionals from diverse backgrounds and develops them to become leaders in 
dementia care (https://www.youtube.com/watch?v=wLCnZbTDg1Y). Evaluation is extremely positive, 
with students reporting it directly informs professional practice. 

Public policy: Team members (KF,AN) are working with the All Party Parliamentary Groups (APPG) 
on dementia and Adult Social Care, and we will utilise these connections to deliver new knowledge on 

https://rb.gy/foo2nr
https://www.nihr.ac.uk/case-studies/supporting-the-continence-of-people-%20living-with-dementia-in-hospital/34008
https://www.nihr.ac.uk/case-studies/supporting-the-continence-of-people-%20living-with-dementia-in-hospital/34008
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the experiences of support seeking from the perspectives of AAC PLWD, care partners, and families, 
and the ways in which their support needs are understood, become recognised, and responded to by 
Adult Social Care Teams to inform cross-party priorities, and ministers for health and social care, of the 
needs of AAC PLWD, families and social care. We will:

• Communicate and discuss our work with dementia organisations and charities with whom we 
already have an established collaboration, including the Alzheimer’s Society and Dementia UK 
Head of Research and Publications (KF, JH).

• Inform public policy and service improvement via the NICE Social Care Standards in Dementia 
Care (direct links via co-applicant JH). 

Public discourse: 
• We will build on our networks where we have achieved significant communication of NIHR 

ethnographic research examining the care of PWLD by working directly with BBC producers, 
translating our research into BBC radio documentaries: (13/10/80) File on 4 
‘(https://www.bbc.co.uk/programmes/b006th08); and (15/136/67) 5 Live Investigates 
‘(https://bbc.in/2Ej8VZW).

• Building on our PPI and co-production programme, we will deliver a range of (public and 
online) events to support accessibility and public reach of the research. 

We draw on feminist intersectional theory through a commitment to bring about social change via 
specific recommendations and consciousness raising by making links between policy and practice 
(Levin 1987; Greenwood and Levin 2006). 
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