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Abstract

Dementia affects around 850,000 people in the UK. Whilst there is no cure, understanding
how to support people to live well with this condition is important. There are ‘many faces of
dementia’ and delineating experiences of living with different dementias in daily life is a key
step towards understanding how to support people to live well with different symptoms.
Supporting eating-related practices in a socio-relational context, referred to in this thesis as
‘dining’ experiences, may help promote the psychological needs related to living well with
dementia, including inclusion, occupation and identity. This study aimed to understand how
dining experiences and interactions were affected when living with typical dementia (tAD) and
posterior cortical atrophy (PCA) and the processes involved in supporting dining experiences.
Data collection included in-depth interviews with 20 family dyads (9 tAD; 11 PCA) and video-
based observations of four dining interactions. An ‘informed’ grounded theory approach was
used and Goffman’s (1974) Frame Analysis was identified to support understanding dining
experiences in this study. Goffman’s (1974) theory provides understanding around how people
structure and define their social experiences and coordinate these understandings in
interaction. Findings revealed how dining could become disrupted when living with tAD and
PCA, relating to vulnerabilities in this experience and eating-related practices becoming more
about ‘management’. Interacting processes of revising frames, management strategies,
optimising opportunities for continuity and engaging in supportive environments, were
identified to support maintaining-meaning in dining. Video-based observations extended
understanding in terms of contextual factors which shaped experiences and how people used
the environment to support their dining interactions. Implications include supporting dining by
using a balanced system of various processes to continue to create new meanings and
experiences and using the environment to make ‘dining’ central, as opposed to focusing on

eating-related practices as a ‘care-task’.
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Chapter 1: Introduction

1.1 Introduction

This chapter provides a background for this study and introduces the concept of living well
with dementia, considering how a study on eating-related practices in a socio-relational
context may support this. Secondly, the context is outlined as it is affiliated with a wider project
and an introduction to the sample is also provided here. The development of this data-driven
study is then outlined, describing how this study developed from a study focused around
eating-related practices to a study on ‘dining experiences’ which is the term used to refer to
the socio-relational experience of eating-related practices between two or more people.
Goffman’s (1974) Frame Analysis is introduced here as relevant for understanding micro-
social interactions and the coordination of experiences within dining situations. The layout of

the thesis is provided at the end of this chapter.

1.2 Background to study

In the UK, it is estimated there are around 850,000 people living with dementia and these
numbers are projected to rise to one million by 2025 (Prince et al., 2014). Given these figures,
there has been increasing public and research interest in dementia over recent years although
this still lags-behind research into other diseases and conditions (Luengo-Fernandez, Leal &
Gray, 2012). In terms of early-onset dementias there were over 40,000 people with this
diagnosis in the UK in 2014, whereby symptoms arise before the age of 65 (Prince et al.,
2014). Posterior Cortical Atrophy (PCA), originally Benson’s disease, is a rare form of
dementia which is typically early-onset with symptoms usually beginning between the ages of
50 and 65 years (Crutch et al., 2017). PCA is a visual-variant of dementia (see section 1.3).
Any prevalence figures are likely to be an underestimate because of poor general awareness
of the syndrome, however, Snowden et al. (2007) noted of 523 people who had Alzheimer’s
disease presenting to one specialist centre for cognitive disorders, 24 (5%) had PCA. When
compared with other dementias, PCA is under-researched in terms of understanding the
psychosocial impact, with much of the research to date focused on understanding the
neuropsychological, cognitive and imaging profiles of those with the diagnosis (Crutch et al.,
2017). Anecdotal and laboratory based research suggests ways in which PCA might impact
on people’s daily lives, including problems with eating-related practices, reading, driving and

localising objects in space (Mendez, Ghajarania & Perryman, 2002; Yong et al., 2014,
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Shakespeare et al., 2015), but there is a paucity of research focusing on the everyday

experience of living with PCA for individuals and families.

Research which includes families living with dementia is important as around 63.5% of people
with dementia live in the community, looked after by family or informal caregivers (Knapp et
al., 2007). People with dementia who live in the community are thought to spend around 90%
of their time with a spouse or close family member (Evans, 2003). Indeed, some researchers
have suggested family caregivers are often like the invisible second patient (Brodaty & Donkin,
2009), as they become increasingly responsible for compensating for changes in functional
abilities and dementia-related symptoms such as memory loss. A study by Jansson, Nordberg
& Grafstrdm (2001) observed 8 family dyads within the home environment and found activities
of daily living such as hygiene, dressing and mealtimes were carried out together. For
example, one couple showered together in the mornings so the husband could model the
showering process to his wife with dementia. This suggests family members and people with
dementia may come together in daily life more often than they did before the dementia. Indeed,
some researchers suggest that there is a tendency in the research to “forget that there is a
real living couple behind the disease” (Daniels et al., 2007, p. 162). However, given the amount
of time people with dementia and family members spend together, experiences may be largely
shared and interrelated, in terms of a ‘we’, when living with this condition, therefore it is

important to consider this relational context.

The lack of understanding and knowledge of how less common dementias manifest often
leads to delayed or incorrect assessment, diagnosis and support from health and social care
professionals (Keage et al., 2012). Second generation research is beginning to disentangle
the experiences of those with less common forms of dementias such as young onset
dementias (e.g. Johannessen & Méller, 2013) and those with atypical symptom profiles such
as behavioural variant frontotemporal dementia (e.g. Griffin, Oyebode & Allen, 2016). Visual
impairments have a profound impact upon everyday life, with previous research demonstrating
spatial perception is more strongly associated with independence in activities of daily living
than episodic and verbal short-term memory (Glosser et al., 2002). However, there has been
relatively little research into the impact of dementia-related visual impairments upon people’s
everyday experiences. Furthermore, many people with typical amnestic presentations of
dementia may also go on to have cortical visual impairment, likely later in their diagnosis and
at such at a time when they may have more difficulty articulating their experiences (e.g. Paxton
et al., 2007), therefore research with people with PCA may offer important perspectives on

how people may experience dementia-related visual impairments.
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At present, health care providers have greater opportunities to affect quality of life and
wellbeing than to affect the course of the disease (Brod et al., 1999). Inthe absence of disease
modifying therapies for people with dementia, environmental and psychosocial interventions
to improve the quality of life and wellbeing of those living with dementia currently hold
particular significance (e.g. Kasl-Godley & Gatz, 2000; Gilhooly et al., 2016). Better
understanding and delineating the experiences of those living with various clinical phenotypes
of dementia is a key step in developing tailored and specific environmental and psychosocial

interventions for people.

Many studies have addressed living well with dementia, including concepts such as ‘wellbeing’
or ‘quality of life’. One of the most influential models of living well with dementia, has been
developed by Tom Kitwood (1997) describing the concept of ‘personhood’, emphasising
recognition, respect and trust for the person with the diagnosis. This concept also emphasises
the idea of seeing the person before the dementia. Kitwood (1997) also outlined five
psychological needs which he perceived to be important for all human beings, but which were
more likely to be vulnerable among people with dementia. The needs Kitwood (1997) outlined,
contributing to the expression of love are: comfort, attachment, inclusion, occupation and
identity. Domains of living well with dementia in other research includes dignity, autonomy,
choice, control, safety, security, enjoyment, meaningful activity, relationships and self-

determination (Courtney et al., 2003; Kane et al., 2003).

As previously mentioned, not only does dementia affect the person with the diagnosis, but
also those around them. Family members report experiences of loss in terms of the social
connection and interaction with the person with dementia and the emotional burden of seeing
them change over time (Etters, Goodall & Harrison, 2008). Family members are at increased
risk of depression, stress and burn-out given the challenges associated for caring for someone
with dementia (Papastavrou et al.,, 2007). However, as addressed in further detail in the
literature review chapter (see section 2.2.2), experiences of caregiving are not always
negative and vary depending upon a range of psychological and social factors. For many
family members, positive experiences of caregiving have been reported such as enjoying
togetherness, sharing activities, feeling a reciprocal bond and feelings of accomplishment and

mastery (e.g. Sanders, 2005).

Dementia is increasingly being recognised as an inter-personal ‘we’ experience (Sallstrom,
1994; Perry, 1995). For example, some of the losses that people with dementia experience
result directly from the responses of others rather than the dementia itself (Kitwood, 1997;

Sabat, 2002; Patterson et al., 2017). For example, being devalued by others, social exclusion,
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depersonalisation and being perceived as ‘objects’ or having no subjectivity or personhood
are experiences which occur in interaction with others (Kitwood, 1997). People in the earlier
stages of dementia also often experience social isolation and withdrawal from others (Moyle
et al., 2012). Furthermore, losses for the family member include more difficulties in
communicating with the other person affecting the interpersonal relationship (Etters, Goodall
& Harrison, 2008; Papastavrou et al., 2007). There can also be tensions within the dyad as
people with dementia and family members transition into new roles (Adams, 2006; Atta-
Konadu et al., 2011). Hellstrém et al. (2007) studied the way couples in the early stages of
dementia maintained connection and maximised their quality of life. They found both partners
played an active role, as they strove to maintain quality and closeness and create what they

termed a ‘nurturative relational context’.

The present study focuses on eating-related practices in a socio-relational context, referred to
in this study as dining experiences and some studies suggest this relates closely to the
concept of living well with dementia (Keller et al., 2010; Genoe et al., 2010). Eating-related
practices such as mealtimes are not just a space for tasks, but a place for identity formation,
belonging and confirmation of social connection (through conversation and shared
engagement in eating). Eating-related practices play an important role in family life, indeed
they may be the ‘machine’ of family life (Keller et al., 2010), providing an important space to
nurture identities and relationships within families (Fiese et al., 2006). Engaging in successful
dining interactions may protect against separation and loneliness in dementia, supporting

families to stay connected through change.

Itis well documented that people with dementia often experience problems with eating-related
practices, even in the mild stages of the disease. This includes problems with eating and
drinking (Keller et al., 2007), weight loss (Soto et al., 2008), conversational difficulties (Orange,
Lubinski & Higginbotham, 1996) and tensions for family members in providing care (Fauth et
al., 2016). Many family caregivers provide assistant with eating and up to two-thirds report
behavioural disruptions when supporting people with dementia (Fauth et al., 2016). Changes
to eating-related practices also differ across various clinical phenotypes of dementia. For
example, people with dementia with Lewy bodies score higher than people with typical
Alzheimer’s disease on difficulties with swallowing, loss of appetite and needing support
(Shunichiro, 2015). In behavioural frontotemporal dementias changes in social behaviour have
been reported to be more predominant than in typical Alzheimer's (Mendez et al., 2014). A
study by Shakespeare et al. (2015) compared the differences between everyday functioning
ability among 32 people with PCA and 71 people with tAD. People with PCA were significantly

more impaired in everyday skills (p<0.001) and self-care (p<0.001), as well as in eating habits
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such as declining table manners. People with tAD were significantly more impaired in
stereotypic and motor behaviours. This includes rigid and fixed ideas and opinions, routines
which cannot easily be discourage and repeatedly using the same conversations. As well as
this, motivation was reported to be more impaired for people with tAD, including less
enthusiasm for usual interests. These differences may relate to important distinctions in dining

experiences when living with these two different dementias.

Returning to Kitwood’s (1997) model of psychological needs, engaging in eating-related
practices together may be a space to nurture these needs for people living with dementia. For
example, ‘inclusion’ may be supported by engaging in ‘commensality’ or the process of eating
and drinking together (Kerner, Chou & Warmind, 2015), promoting belonging and inclusivity.
‘Occupation’ may also be nurtured through opportunities to be involved in purposeful roles
such as preparing the meal. This is particularly important for people with dementia which
relates to decreased opportunities to ‘be useful’ and involvement in purposeful activities can
support quality of life for people with dementia (Phinney, Chaudhury & O’Connor, 2007).
Finally, ‘identity’ may be nurtured within dining situations by emphasising choice and
opportunities to express the self, for example, choosing to eat out at favourite restaurants or
with particular social groups and having opportunities to express the social self during dining
conversations. These opportunities may be vulnerable, in different ways, when living a visual-

variant of dementia (PCA) and amnestic presentations of dementia (tAD).

1.3 The Seeing What They See project

This study is affiliated with a wider project (grant code: ES/L001810/1), funded by the National
Institute of Health Research (NIHR) and the Economic Social Research Council (ESRC),
called ‘Seeing what they see: compensating for visual dysfunction in Alzheimer’s disease’
(Seeing What They See). Seeing What They See is a four-year study which aims to
understand the impact of dementia-related visual loss and develop home-based interventions
for people with dementia, to help people interact more successfully with their environments.
This is a multi-disciplinary project which includes a team of occupational therapists, social
workers, neuropsychologists, clinical psychologists and engineers across several research
sites including University College London (UCL) and Brunel University London. The project is
original as it involves people who have a diagnosis of PCA. The core features of PCA include
insidious onset and gradual progression, prominent visuo-perceptual and visuo-spatial
impairments not related to problems with eyesight-vision, relative preservation of memory and
personal insight into changes and evidence of complex visual disorders (Crutch et al., 2017).

At the time of this study, it was identified there was a lack of research on experiences of living



DINING WITH DEMENTIA 12

with dementia-related visual impairments, despite this being a common symptom of dementia
and people with PCA may offer novel insights into how dementia-related visual impairments
affect quality of life and how they compensate for these difficulties. There are ‘many faces of
dementia’, with ‘dementia’ being an umbrella term for a collection of syndromes, however
existing literature has largely focused on dementia of the amnestic type. The Seeing What
They See study developed as there was a need to understand how people experienced
dementia-related visual impairments, as a rarer symptom of dementia, compared with more
typical amnestic-type dementias. All the people with tAD in this study met the criteria defined
by Dubios et al. (2010) including gradual progression and episodic memory impairments
related to changes in the hippocampal area as the key early and defining feature, remaining
predominant in the course of the disease. Less specific changes in executive functions,

naming abilities or attention resources may also be apparent.

A diagram of the different study strands for the Seeing What They See project and aims of the
various studies is provided in appendix 1. The researcher was involved in preparatory study
3 of the Seeing What They See project, led by researchers at Brunel University London. This
included in-depth interviews with 37 family dyads (20 living with PCA and 17 living with tAD),
involving both dyadic and separate clinical interviews with the person with the diagnosis and
a family member. These interviews investigated difficulties and coping strategies related to
living with PCA compared to more typical Alzheimer's among people living at home (see
appendix 3 for the interview schedule). The interviews for the Seeing What They See project
were all carried out by the researcher and another researcher (either a fellow PhD student or
co-investigator for the project). The study which is reported on in the following chapters
developed from preparatory study 3 as a stand-alone study. The data collected specifically for
this study is distinguished from the Seeing What They See project data-collection in appendix
1 using orange text-boxes. This separate study was supported by a Brunel University London
Isambard Kingdom Research Scholarship, provided for the researcher to carry out a separate
study. The research interests for this study emerged inductively from analysis of the first few

interviews which were carried out for preparatory study 3 of the Seeing What They See study.

This study used a data-driven methodology which meant the researcher was initially open to
the topic of investigation. From the initial Seeing What They See interviews, the researcher
became aware that both people living with PCA and those living with tAD were reporting
significant changes and concerns related to eating-related practices which led to the focus
upon this activity for this study. Other activities of daily living (ADL)s such as bathing, dressing
or shopping were also considered. However, they appeared less of a concern than eating-

related practices from the Seeing What They See interviews, particularly given these practices
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related to family dyads coming together around three times daily for a significant portion of

time.

Not only did being attached to the wider Seeing What They See study support the
development of the interests for this study, but it also served a number of practical benefits.
In terms of the sample, it afforded an opportunity to gain access to participants with the rarer
dementia, PCA, through recruitment via the Specialist Cognitive Disorders clinic at UCL
hospital, which specialises in rarer dementias (see section 3.4.3 for sample and recruitment).
This provided an opportunity to explore how significant differential diagnoses was in terms of
people’s everyday dining experiences, comparing how different symptoms of dementia,
including perceptual and spatial impairments (PCA) and memory impairments (tAD), affected
dining. Secondly, PCA is typically a younger- onset dementia, which usually begins around a
person’s mid-50s to early 60s (e.g. McMonagle et al., 2006; Mendez et al., 2002). Given
participants in the Seeing What They See study were age-matched, this meant that the sample
of people with both PCA and tAD who were available for this study included a range of ages
including early- and later- onset dementias. This provided a diverse set of family dyads with
which to explore dining experiences which was deemed useful as the study aimed to provide
an explanatory understanding of psychosocial processes related to various dining

experiences, as outlined in sections 1.5 and 1.6.

Another practical benefit was that given the researcher had met participants previously to
discuss difficulties and coping throughout the day for the Seeing What They See interviews,
this provided a suitable platform with which to focus upon a particular day-to-day activity i.e.
eating-related practices, in more detail. Had the researcher not already explored other day-
to-day difficulties and coping strategies, family dyads may have felt they had not had an
opportunity to discuss broader difficulties which concerned them, for example the diagnosis
process or difficulties with bathing or other activities. Therefore, these initial interviews
provided a suitable basis to then focus upon an aspect of daily life without ignoring the overall
experience of living with dementia. Furthermore, the researcher had already built a rapport
with these participants which may have supported them to be more open within the dining

interviews than if this were the first time they had met the researcher.

Finally, being attached to the Seeing What They See project provided access to a wealth of
data and interactions within the wider project team, including professionals from multi-
disciplinary backgrounds. The researcher attended regular multi-disciplinary team meetings,
which supported a wider perspective than if this were a stand-alone project. Furthermore,

consent and ethical advice was gained via the Seeing What They See project, as outlined in
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the methods chapter (see section 3.3). The researcher also presented and discussed findings
with this wider research team and multi-disciplinary discussions supported the analysis
process and development of this study. The researcher also learnt from conducting the initial
Seeing What They See interviews about useful methodological approaches for gaining access
to participant’s experiences. It was deemed that the format from the Seeing What They See
interviews of interviewing family dyads first and then interviewing people with dementia and
family members separately was an effective way for gathering rich data,. Furthermore, this
may have provided some consistency for the participants as they were already familiar with

this style of data collection.

1.4 Development of this study

Given the lack of current knowledge around dining experiences for people living with different
clinical phenotypes of dementia, particularly when living with dementia-related visual loss
(PCA), this study used a data-driven methodology. As outlined in the following literature review
chapter, at the time of the Seeing What They See study and the start of this study, no research
was identified which compared daily experiences of living with PCA and tAD from a qualitative
perspective (see section 2.2.4). Furthermore, it was deemed important to make central the
interests and concerns of people living with this diagnosis, as opposed to imposing pre-
existing hypotheses which may not be relevant to their experiences. Data collection and
analysis occurred simultaneously so that emerging themes could inform subsequent data
collection and the research interests developed over time. As outlined in the methods chapter,
this study also used an ‘informed’ approach, using abductive reasoning which is a process of

comparing data, theory and literature as the study unfolded (see section 3.5.5).

The initial interests for a study on eating-related practices developed further as the researcher
wanted to understand more about how people living with the two dementias interacted with
the physical and social environment and compensated for any difficulties using the
environment. Given people with PCA particularly experienced difficulties interacting with the
physical environment, for example in terms of eating conduct, whereas people with tAD
experienced other difficulties such as in social connection with others, this initially appeared a
useful comparison to delineate experiences when living with these distinct clinical phenotypes
of dementia. Over time, as this study developed using a constant comparative approach to
compare dining experiences among people living with PCA and tAD, the symptom-specific
differences in functioning appeared less important than the researcher may have expected in
terms of overall appraisal of experiences. What appeared important was how people

perceived the dementia-related changes impacted upon their opportunities to express their
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social selves and relationships within social eating-related practices. This meant that what
was made central was the person, as opposed to the dementia and how the changes affected
opportunities for people to be who they were within this space. This was supported by the
reading of the literature, particularly the data-driven Eating Together study by Keller and
colleagues, which found that mealtimes mirrored the way people were and revealed “what it
was to be human” when living with dementia (Keller et al., 2010, p. 193). On reflection, the
development of this study supported the researcher’s own learning about the importance of
considering the person’s self-concept and on how dementia symptoms interact with this, as

opposed to the diagnosis or symptoms per-se.

The focus of this study developed from an initial interest in eating-related practices as an ADL,
to dining experiences as defined in section 1.1. Viewing eating-related practices as ‘dining’
helped to focus the lens upon this activity as a social activity, an opportunity to present the
self and connect with others. Eating-related practices for the families who were interviewed
for this study often became necessarily social as the person with dementia required assistance
from family members and they thus co-depended on one another within this space and thus
eating-related practices were largely an interaction. Where participants viewed changes as
disrupting their ability to present themselves or there were tensions in social interactions, this
appeared to relate to more negative experiences and a collapse in meaning of this integral
aspect of daily life. Therefore, as the title suggests, this study focuses on ‘dining with dementia’

as opposed to eating-related practices as a functional activity.

The data-driven nature of this study meant that the questions the researcher asked
participants evolved over time as the research interests developed alongside the analysis of
the initial interviews. The first few interviews appeared less rich and informative as the
researcher’s initial focus was largely upon eating-related practices as an ADL, to be managed.
However, this lacked meaning in terms of the central concerns of participants around eating-
related practices as a social experience. Over time, interviews became about how changes
affected people’s dining experiences and interactions with others particularly in terms of how
they could express the self, express identities and have social connection with others in this
space. For example, more time was spent discussing how changes impacted on eating out
experiences and social dining occasions with others, as well as how the changes impacted
the way the participants conversed when dining together. This is where eating-related
practices as a dining experience could be closely linked to ‘living well’ with dementia, as

outlined in section 1.2.
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Another development of this study included the movement from understanding perceived
‘dining’ experiences overall towards also understanding how actual micro-social elements of
dining unfolded. This related to looking more closely at how dining interactions were managed
for individuals living with either PCA or tAD and to understand how people living with these
different dementias supported them. This informed the second stage of data collection, which
used video-based observations of four different dining interactions. Understanding dining
experiences at the micro-social level was also supported theoretically by Goffman’s (1974)
Frame Analysis theory. Goffman’s (1974) Frame Analysis was identified to support the micro-
social understandings of how people made meaning from their dining experiences and
negotiated and managed these definitions in interaction with one another. This theory is

outlined in detail in chapter 5.

The interests and academic background of the researcher also influenced the way this study
developed. The researchers training and background is in Psychology (B.Sc.) and this study
evolved in a way which met the interests of the researcher as well as participant’s voiced
concerns. The initial focus was around considering the impact of the physical and social
environment on people’s eating-related practices, however over time the study became more
focused around psychosocial issues such as how individuals presented themselves through
dining and how they perceived or ‘framed’ their experiences within various eating-related
situations. Goffman’s (1974) Frame Analysis also considers micro-social meanings and
people in interaction and his approach has been termed a kind of ‘structured social
psychology’ (Verhoeven, 1993, p. 322). Engagement with these topics and Goffman’s work
may have been influenced by the researcher’s background in Psychology. Although she did
not come across Goffman’s (1974) work in her undergraduate study, the researcher came
with an interest in ‘existential’ perspectives of reality and how people understood the self, as
well as how people experience micro-social relationships and interactions. Although the
researcher attempted to stay grounded within participant’s reported experiences, for example,
through in-vivo, open coding (see 3.5.2), aspects such as level of intrigue and theoretical
considerations may in-part also pertain to the interests of the researcher. Had the researcher
not come with a background in Psychology, the study may have developed in a different way,
for example focusing upon nutritional aspects of eating the meal or the physical management
of eating-related practices, had she had an alternative background such as in Nursing or

Occupational Therapy.

1.5 Layout of thesis

Chapter 1: Introduction
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Chapter 1 has presented the background of this study, it provided a brief outline of the
literature in relation to ‘living well’ with dementia. It described how this qualitative study
developed from a study on mealtimes as a food-related task, to a study on dining with
dementia. This chapter also explains the context of this study, as attached to a wider study

and introduces the two types of dementia, tAD and PCA which feature in this research.

Chapter 2: Literature Review

Chapter 2 follows to outline the literature which is relevant to this study. It firstly outlines the
broader literature on experiences of living with dementia overall and discusses how a study
on ‘dining’ can both provide a window of opportunity to explore socio-relational aspects of
living with a dementia diagnoses and the potential of dining to support the needs of people
living with a dementia diagnosis. The second section of the literature review then appraises
the literature on eating-related practices from a sociological perspective, including
experiences among people living with dementia, as well as living with other diseases and
conditions as there was a lack of studies in dementia and particularly atypical dementias, so
it was deemed important to consult this wider literature. Chapter 2 concludes with outlining the

research questions for this study and a justification in relation to the existing literature.

Chapter 3: Methods

Chapter 3 outlines the methods used to meet the research aims of this study. It describes the
data-driven methodology and a justification for this approach, including the f‘informed’
grounded theory approach. It includes an appraisal of existing literature on living with dementia
which use grounded theory approaches. Details of the sample and recruitment are included
and ethical considerations. It also outlines the data-collection methods, firstly in-depth
interviews and secondly observations of dining scenarios. Data analysis processes are
outlined in detail. An evaluative framework and various criteria for appraising the quality of this

study is also suggested.

Chapter 4: Goffman’s (1974) Frame Analysis

In chapter 4, a justification for using Goffman’s (1974) Frame Analysis to support
understandings of dining with dementia in this study is provided. A discussion of the relevance
of this theory for understanding dining experiences is provided. There is also a discussion on

how his theory relates to a study on dining experiences of people with PCA and tAD. The
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reader is also referred to appendix 15 which contains a glossary of Goffman’s (1974) concepts

which have been applied in this study.

Chapter 5: Interviews on Dining Experiences

Chapter 5 presents the findings from the interviews. It firstly addresses how people perceive
changes to their dining experiences when living with PCA and tAD, showing how some
individuals appeared to continue to find meaning in eating-related practices as a dining
experience, whereas for others eating together could become more of a care-task as opposed
to opportunity for enjoyment. Secondly this chapter addresses how people living with PCA
and tAD who took part in this study supported changes to their dining experiences to maintain
meaning in these experiences. The findings are conceptualised using Goffman’s (1974)

Frame Analysis concepts.

Chapter 6: Observing Dining Situations

Chapter 6 reports on findings from the observations. It particularly addresses how actual
dining interactions were affected when living with tAD and PCAand how people supported
these interactions. It both compliments the interview chapter and highlights some key
differences. This chapter particularly shows how props within the physical and social
environment supported the diners. As in the previous chapter, the findings are conceptualised

using Goffman’s (1974) Frame Analysis concepts.

Chapter 7: Discussion

Chapter 7 brings together the findings from the interviews and observations, relating them
back to the original research questions as outlined in section 2.4. The findings are tdiscussed
in relation to the existing literature, including what this study adds. The research is critically
appraised using the evaluative framework laid-out in Chapter 3. Strengths and limitations of
this study are discussed. Finally, this chapter concludes with areas for future research,

implications and a conclusion of this work.

1.6 Summary of chapter one

This introduction has outlined the development of the research focus from ‘mealtimes’ to
‘dining’. Overall, studying dining experiences may provide an important avenue for

understanding the way family dyads can manage and cope with dementia-related changes
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from a socio-relational perspective, to support family cohesion, meaning and connection and
to help people to live well with dementia in their daily lives. Mealtimes may be one of the
‘simple pleasures’ (Hellstrém et al., 2007) which can contribute to retaining quality of life for
both people with a diagnosis of dementia and their family members. Phull, Wills and Dickinson
(2015) suggest that for a meal to be enjoyable “a group needs to play by the rules of sociable
interactions to construct a pleasant eating event” (p. 979). This study explores what happens
when different dementia-related symptoms (dementia-related visual loss and amnestic
symptoms) disrupt the ability to ‘play by these rules’. As people with dementia may come to
spend more time with family members, given they may increasingly rely on others for support,
this study looks at how people coordinate coping and meaning-making at the relational level,

exploring how each member of family dyads contribute to one another’s dining experiences.
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Chapter 2: Literature Review

2.1 Introduction

As outlined in detail in chapter 3 (section 3.5.5), the literature has been reviewed throughout
the development of this study, as the study used an ‘informed’ grounded theory approach.
This meant the literature has been approached from the beginning of the study, through to the

end-stages of the analysis and write-up stages to support the development of the study.

This chapter covers two areas of literature. Firstly, it provides an overview of the wider
literature on experiences of living with dementia, in terms of the psychosocial impact of
dementia upon people living with dementia and strategies people use to support their
experiences among people living at home (section 2.2). It was outside the scope of this study
to systematically review this research given the vast amount of literature available (Gilhooly
et al., 2016). However, this section is intended to provide an overview, providing a justification
and context for a study on dining experiences which may support living with dementia. Much
of this synthesises existing systematic reviews to provide an overview of the main themes
related to experiences of living with dementia. This section is organised into literature with
people with dementia, family members, dyadic experiences and the limited literature on

experiences of living with different types of dementia.

A more systematic approach has been applied to the literature review in the following section
on qualitative studies on sociological aspects of eating-related practices when adjusting to a
disease or condition in adult or later life (section 2.3). As well as reviewing this literature
throughout the development of the study, a systematic search has been carried out to ensure
all the relevant literature has been covered. Although there is literature available on eating-
related practices in residential settings, this literature was excluded as this was outside the
scope of this study focusing upon experiences for people living at home. The literature
available on eating-related experiences for families adjusting to other conditions was also
reviewed as limited research was identified which included the dementia voice and no studies
were identified which included people with the atypical dementia PCA, therefore this wider
literature was consulted to provide an understanding of how different symptoms may impact
experiences of eating-related practices and insights into potential experiences for the person
with changes to their functional ability as opposed to family member or dyad experiences,

providing a suitable background for this study. The research questions are presented at the
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end of the chapter, following a discussion of the areas for research development in the

appraisal of the existing literature.

2.2 Experiences of living with dementia

2.2.1 Experiences among people with dementia

This section provides an overview of the literature on experiences for people with a dementia
diagnosis living at home and strategies to support experiences. One of the main experiences
reported among people with a diagnosis of dementia is loss. Steeman et al. (2007) conducted
a meta-synthesis of 33 qualitative studies on living with early-stage dementia and found the
post-diagnostic phase was characterised by loss of control, leading to feelings of
incompetency, low sense of self-esteem and a changing sense of self which may hinder a
person further from being motivated to engage in certain meaningful occupations or tasks.
Loss of meaningful relationships was also identified in the review by Steeman et al. as
opportunities to socially connect with others was lost, for example, in terms of social
conversation where people with dementia may lose track within the interaction and have
difficulties expressing themselves. Feeling misunderstood and ignored by others could also
relate to experiences of alienation and loneliness. Similarly, another study by Sgrensen et al.
(2008) with 308 people with dementia found evidence of low social participation, as estimated
by the primary caregiver. They found low activity engagement predicted this, whereby when
family members took over activities of daily living, people with dementia became passive.
Loss in terms of sense of reality among people with dementia was also identified whereby
cognitive loss could cause unpredictable “gaps in the flow of their day-to-day lives” (Phinney,
1998, p. 11). However, Steeman et al. (2007) also outlined that these experiences were not
always felt and both positive and negative experiences were reported across their sample.
Another study by Miranda-Castillo et al (2010) with 152 people with dementia and their family
members, found that the most frequent unmet needs for people with dementia were daily

activities (50.7%), company (39.5%) and help with psychological distress (30.9%).

In terms of coping with loss, Steeman et al. (2007) found that people with dementia
simultaneously struggled to hold onto their identities whilst trying to adjust for changes,
oscillating between self-maintenance and self-adjustment. They found people with dementia
could seek opportunities to maintain meaning by engaging in purposeful activities and moving
on with life despite dementia. Although not referred to in Steeman’s review, eating-related

practices may be a suitable space whereby people may be able to engage in self-maintenance
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roles such as cooking. Han et al. (2016) also found connectedness was key for coping
whereby being connected to others, doing activities with others and being connected within a
familiar physical environment were supportive for maintaining continuity. In relation to this
study, the dining space may support and facilitate connectedness, i.e. by promoting
engagement in a familiar daily activity within a familiar environment, for example, by eating in
restaurants people had dined in before they had dementia. As outlined in section 1.2, the
concept of “commensality” refers to the process of eating and drinking together at the same
table, which is thought to support relationships (Kerner, Chou & Warmind, 2015), therefore
this may further promote feelings of connectedness for people with dementia. People with
dementia have also been reported to use confabulations, discussing fabricated or
mistinterpreted memories without conscious intention to deceive, to facilitate social
conversation, remain included and maintain personal identity in interaction with others (e.g.
Orulv & Hydén, 2006).

Steeman et al. (2007) also identified the importance of social interaction for coping with loss,
citing Kitwood’s (1990) concepts around dementia as a socially-embedded phenomenon.
They found that people viewed having a sense of belonging, being accepted and being loved
and valued by others protected against experiences of loss. More recently, Han et al. (2015)
and Moyle et al. (2012) also found people living with dementia in the community desired
maintaining meaningful relationships and a loss of this was a source of loneliness. Maximising
eating-related practices as dining events may support experiences of connectedness and
maximise interaction with family members for people with dementia. Overall, promoting dining
opportunities, such as dining out, may not only maximise the sense of belonging within family
dyads, but also promote wider social connections with one’s community, including family and

friend networks.

Another experience associated with living with dementia is changes in self-identity (Caddell &
Clare, 2011) and difficulties in terms of maintaining personal dignity and value (Sgrensen et
al., 2008). Caddell and Clare (2011) found among 10 people with dementia, they still felt they
were the same person, however, described specific changes to their sense of self in terms of
the impact symptoms had on their ability to do things as they did before, as well as having an
impact upon identity indirectly by affecting communication and thus weakening connections
with family and friends. Overall, the researchers found there were tensions between continuity
and change, leaving people with dementia in a state of flux regarding their sense of who they
were. They suggested this might underlie the desire of people with dementia to maintain their
lifestyle and activities, to prevent anxieties that could come from these tensions between

continuity and change. As described in more detail in Chapter 4, Goffman (1974) views the
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‘self’ as a malleable process which is expressed to others through engaging in everyday
activities and roles. Therefore, engaging in eating-related tasks in social dining situations,
similar to roles a person had in the past, may help to ease tensions in a person’s sense of
self. Indeed, Sgrensen et al., (2008) found great importance was attached to being involved
in useful domestic activities among people with dementia helping to protect against a decline
in personal dignity and value. Other studies support this, whereby opportunities for continuity
have been reported as a ‘safe space’ to regain emotional equilibrium for people living with
dementia (Pearce et al., 2002; Logsdon et al., 2007; Steeman et al., 2007; Wolverson, Clare
& Monz-Cook, 2016).

Overall, many of the existing studies on living with dementia emphasise maintenance of
meaningful aspects of life as a key component to promote wellbeing and quality of life. For
example, in a meta-synthesis of studies on living with dementia (Eriksen et al., 2016) they
found maintenance of social aspects of daily living such as supportive interactions,
maintaining friendships, support from others and meaningful activity engagement was key for
supporting quality of life when living with dementia. Meaningful activity engagement was also
emphasised by Phinney, Chaudhury and O’Conner (2007) whereby they found “the single
most important driving force in their lives was being active, doing as much as they possibly
could” (p. 384). Being involved in household chores and social engagement was part of the
range of activities which were meaningful, suggesting dining involvement could be supportive..
Phinney et al. also found the physical and social environment played an important role in
facilitating involvement in meaningful activities. This is an important consideration for this
study, whereby the physical and social dining environment may help promote involvement

among people with dementia.

2.2.2 Experiences among family members of people with dementia

This section considers the literature on experiences associated with living with dementia for
family members and strategies to support experiences. As outlined in the introduction (section
1.2), family members also experience changes when living with dementia and may be
described as the ‘invisible second patient’. Much of the research has focused upon stress and
coping among family members suggesting caring for someone with dementia involves ongoing
stress and frustration, relating to poorer quality of life and wellbeing (Gallagher-Thompson &
Powers, 1997; Bell, Araki, & Neumann, 2001; Butcher, Holkup & Buckwalter, 2001; Gilhooly
et al., 2016). Family members have been reported to experience high levels of burden and
may be at increased risk of depression, stress and burn-out given the challenges associated

with caring for a person with dementia (Papastavrou et al., 2007). Some studies suggest rates
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of depression range from 23% to 85% in family members caring for people with dementia
(Adkins, 1999; Clare, 2002; Papastavrou et al., 2007).

As the literature suggested for people with dementia one of the main experiences reported for
family members is also loss (Evans & Lee, 2014; La Fontaine & Oyebode, 2014). Loss is
reported particularly on the relationship level in term of loss of the partner/parent as they were
prior to dementia, loss of the relationship as it was previously, loss of emotional and practical
support and loss of shared understandings (Baikie, 2002; O’'Shaughnessy, Lee, & Lintern,
2010). Loneliness has also been reported for family members, particularly because of a loss
of companionship with the person with dementia (Ablitt, Jones & Muers, 2009), as well as
social exclusion from friendship groups and difficulties maintaining a social life due to
increased care responsibilities (Beeson, 2003; Nay et al., 2015). However, the experience of
loss is complex and varies across family members, for example, some family members have
reported the relationship continues to be present, while others talk of moving on from the
relationship and making new friendships (Evans & Lee, 2014; La Fontaine & Oyebode, 2014).
Dining together may foster social connection and prevent family members from feeling
estranged from the person with dementia, providing mutual benefits in terms of protecting

against experiences of loss for both the person with the diagnosis and family members.

One criticism of work with family members is that there has been a preoccupation in the
research with the negative or pathological aspects of care (Twigg & Atkin, 1994). If the focus
is on the caring role being one of burden and stress this may affect the discourses for family
members meaning-making around their experiences of living with dementia. Some studies
have highlighted that caring is more complex and experiences vary, shaped by factors such
as culture, context, relationship dynamic, support structures, personal coping resources and
meanings people ascribe to their situations (e.g. Hayes, Boylstein, & Zimmerman,
2009; Hibberd, Keady, Reed, & Lemmer, 2009;Lin, Macmillan, & Brown, 2012).
Understanding multidimensional factors which affect experiences of dining together is an

important consideration for this study.

Positive aspects of caring have been reported in existing research. For example, some family
members have reported coping well with the challenges and rewarding and satisfying
experiences (Farran et al., 1999; Cohen, Colantonio, & Vernich, 2002). Lloyd, Patterson and
Muers (2016) reviewed 14 studies on the positive aspects of caregiving and found this
included mastery or increased self-esteem, a sense of pride and purpose in new roles,
emotional rewards, personal growth and increased self-awareness and mastery in learning

new skills. In terms of coping, acceptance of the situation was found to be particularly
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important supporting family members to view their situation with a positive attitude and be
compassionate and empathic towards the person with dementia. Furthermore, they found it
important that family members created meaningful opportunities for the person with dementia
empowering them to continue caring. Eating-related tasks may be one area whereby family
members can promote meaningful engagement for people with dementia. Another study by
Nolan et al. (1996) found caregivers reported continuing to find simple pleasures in daily life
was supportive for positive caregiving, suggesting they should be encouraged to build
enriching and fulfilling activities into their daily routines. In relation to this study, one enriching
activity could be promoting dining, where family members could maximise meaning around

eating-related practices as a social event.

2.2.3 Experiences within a socio-relational context

As outlined in the introduction (section 1.2), dementia is largely a socio-relational experience.
In a study on the positive aspects of caregiving, Peacock et al., (2010) found having a family
member with dementia provided an opportunity for families to spend more time together and
become closer in ways that otherwise may not have been possible. However, this appears to
contrast with the literature outlined earlier which suggests both people with dementia and
family members experience loss in terms of their social connection (e.g. Baikie,
2002; O’'Shaughnessy, Lee & Lintern, 2010). Some of the literature suggests that although
people with dementia and family members are spending more time together, tensions may
exist between the needs or perspective of the spouse and the person with dementia
(O’Connor, 2007; O’'Shaughnessy et al., 2010). In a study on mutual engagement in everyday
activities among 26 cohabiting couples, Vikstrom et al. (2008) identified tensions in
coordinating behaviours, for example, where the person with dementia could still wish to
perform complicated tasks, whilst family members felt this could not be performed safely. The
found increased nearness could also hold different meanings, indicating a burden for
caregivers and/or feelings of loneliness when there was less mutuality in experiences. This
suggests that although people with dementia and family members are coming together more,
for example within the dining space, this does not necessarily relate to more experiences of
closeness. There is a need to understand further how experiences and behaviours are
coordinated within this socio-relational context, to understand how people may be able to

support opportunities of being together as successful interactions.

Another aspect of the socio-relational experience which has received less attention in the
literature but which relates to many of the problems reported by family members

(Eggenberger, Heimerl & Bennett, 2013) is changes to conversation. Changes to
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conversations when living with dementia have been reported to relate to a disruption in
perceived marital closeness among family dyads, making a partner see their relative as a
different person than before (Boylstein & Hayes, 2012). Early symptoms of dementia include
word-finding difficulties, repetitiveness and random topic shifts affecting conversational flow
(Harley, 2001; Miller & Mok, 2014; Miller & Guendouzi, 2005). Conversation is particularly
relevant to this study given that a fundamental element, or perhaps the fundamental element
of dining together is conversation. Given that the literature suggests people living with
dementia spend more time together, but that these interactions can be tense and exacerbate
stresses, understanding how communication contributes to this and strategies to support

communication within shared spaces is key.

Some studies have looked at conversation when living with dementia. For example, one study
by Jones (2015) investigated day-to-day conversations between a mother with dementia and
her daughter and son-in-law. This study found clear communication difficulties and diminishing
capacity to communicate was not solely related to symptoms such as semantic and short-term
memory impairment, but also related to the way the daughter and son-in-law responded in the
interaction. Two main communication difficulties were identified, firstly when questions
presupposed memory and secondly when the mother’s conversation was exposed as being
incorrect. In this study, Jones (2015) found the mother developed strategies to display
interactional competence, such as answering without knowing to prevent disruptions to the
interaction. An earlier study by Bohling (1991) which is described in more detail in chapter 4
(section 4.3), also described how people with dementia could change the topic or meaning of
conversations where this may not meet typical conventions for conversation and family
members could either establish effective communication by joining the person with dementia’s
frame of reference or fail to pick up on their cue, relating to people with dementia becoming
frustrated. Hamilton (2005; 2008) studied the sociolinguistic aspects of language in dementia
and found others had a significant impact on motivation and engagement in conversation
among people with dementia. She likened this to a ‘dance’ (Hamilton, 2005) whereby people
with dementia may be poorer (communicative) dancers, but with the appropriate dance
(communicative) partners they are still able to execute the dance (conversation) effectively,
demonstrating the interrelated experience of living with dementia. Other research suggests
strategies including giving more information (Orange et al., 1996), verbatim and paraphrased
repetition (Wilson et al., 2012) and simplifying sentences (Small et al., 2003). Studying dining
as a social activity may offer an opportunity to examine further how families living with

dementia facilitate successful communication.
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One strategy to support interaction among people with dementia which has already been
mentioned is confabulations. There is some debate in the literature about how family members
should respond to this in terms of truth-telling (Spector et al., 2000). For example, reality
orientation suggests truth-telling, however, this approach has been criticised as it can lead to
suspicion and mistrust when the person with dementia’s reality perspective is being contested.
In contrast, validation therapy works to validate the reality people with dementia experience
to support their wellbeing. This topic is complex as for family members no longer being
believed or ceasing to tell the truth to a family member with dementia has potential
repercussions in terms of closeness and openness in the relationship. As suggested by
Woods (2012) there is scope for more development of approaches that may help to maintain

and improve relationships between people with dementia and family members.

2.2.4 Experiences among people living with different types of dementia

This section considers the existing literature on studies of experiences when living with
different types of dementia. As outlined in chapter one, there are ‘many faces of dementia’
and there is a need to understand how different dementia profiles can impact upon people’s
experiences. There is some literature on the relative burden for family members when living
with frontotemporal dementia, compared with typical Alzheimer’s disease. In a review of this
work, Caceres et al. (2016) found spouses of people with frontotemporal dementia
experienced greater caregiver burden, distress and increased rates of depression. There are
a small number of qualitative studies examining experiences of living with different types of
dementia. For example, a study by Kumamato et al. (2004) found eating behaviours such as
cramming food into the mouth and uncooperativeness were found to be considerably
burdensome among family members. Another study by Oyebode, Bradley, & Allen (2013)
found changes in communication, rigid routines and socially embarrassing behaviours related
to unique experiences among family members. One study by Galvin et al. (2011) with family
members of people with Lewy Body dementia also identified unique challenges and unmet
needs related to living with this differential diagnosis. No qualitative studies were identified
which explored experiences of living with PCA at the time of this study. Therefore, it is largely
unknown how people experience living with dementia-related visual loss within their daily lives.
However, this is an important consideration given the above studies suggest various dementia

symptoms can impact experiences differently.

Few quantitative studies have been carried out with people with PCA. One study outlined in
the introduction (see section 1.2) explored the impact of PCA and tAD on everyday functioning

and neuropsychiatric status. This identified key differences in the way everyday activities were
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affected, including eating-related practices and interactions. There were a lack of studies
identified which explored how such changes impact family members. For example, given PCA
involves more physical difficulties with interacting with the environment at mealtimes
(Shakespeare et al., 2015), family members may need to provide more practical support which
could have impact upon their dining experiences than family members of people with tAD. In
terms of the psychological impact, no differences were reported in mood by family members,
however, it is unclear why this is the case. Another study contrasts with this and found among
15 people with PCA, they reported greater depression compared with people with tAD, which
they related to more insight and awareness into symptoms than those with tAD (Mendez et
al., 2002) However, in another study by Suarez-Gonzdlez et al. (2015) which compared the
neuropsychiatric profile of 28 people with PCA and 34 people with tAD, they did not identify
differences in measures of depression, irritability, apathy and anxiety, despite the very
different profiles of symptoms. There is a need for further research which explores the impact

a visual-variant of dementia can have on the quality of life and wellbeing compared with tAD.

Another important consideration is around experiences of living with early- compared with
later-onset dementias. Some research has been conducted exploring the experiences of living
with an early-onset dementia (i.e. under 65). For example, Johannessen and Mdller, (2013)
found people with early-onset dementias particularly experienced intrapsychic challenges
where dementia affected their self-image and there were reports of social embarrassment with
having this diagnosis. Some people with early-onset dementia also described how they felt
dementia was more stigmatising as it affected them at a younger age and some discussed
hiding this diagnosis from others to maintain social fagade. Given this current study includes
people with both early- and later- onset dementias this offers an opportunity to explore how
dining as a social experience may be affected by age. For example, considering how dining
out experiences with peers may be affected differently for those with an earlier-onset dementia
and the types of coping strategies, for example, perhaps attempting to conceal difficulties
when they are viewed as particularly stigmatising. Family members may also experience
different challenges when living with early-onset dementias, for example, Arai et al. (2007)
found they perceived greater difficulties with caregiving, as well as financial pressures and
work-related responsibilities. Feelings of isolation and being marginalised have also been
reported among family members (van Vliet et al, 2010). A qualitative study also reported family
members had more grief for midlife projects when affected by early-onset dementia
(Ducharme et al., 2013). In terms of dining, family members of people with younger-onset
dementias may have particular difficulties, for example, if they are also pressured by work-
related responsibilities, this may prevent them from having as much time to enjoy dining

interactions with the person with dementia, than people who are retired.
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2.2.5 Summary and relation to a study on dining with dementia

There is a vast amount of research on the experiences of living with dementia from both an
individual and relational perspective. It is outside of the remit of this thesis to cover all this
research in detail, however, this overview of the wider literature suggests many of the
difficulties and changes to experiences when living with dementia may be supported through
engaging in successful dining interactions. Many studies suggest engaging in meaningful
aspects of life, which promote opportunities for purposeful activity engagement and activities
with others could support can support living well with dementia. Dining then may be one space
to promote engagement in meaningful roles, as well as social interaction with others. As with
studies with people with dementia, studies with family members also suggest loss in terms of
the relationship as it was previously, as well as burden and stress. However, other studies
suggest positive aspects of caregiving include being involved in enriching and fulfilling
activities in daily life (e.g. Nolan et al., 1996) and continuing to create meaningful opportunities
for people with dementia. Supporting successful dining experiences may then also be
supportive for family members of people with dementia. Some dyadic studies, however,
suggest mutual engagement in activities such as dining together, could increase burden and
feelings of social isolation, as people with dementia and family members take on different roles

and could have different perspectives within shared activities, relating to tensions.

The literature on living with different types of dementia appears to be in its infancy, whereby
only a few studies were identified which looked at experiences when living with different
dementias. For example, some work has examined living with early-onset dementias,
suggesting that dementia may be more stigmatising when younger, relating to retreating from
social situations. There was a lack of qualitative work which explored the impact visual-variant
of dementia PCA could have on experiences of people living with this condition. Studying
dining across people living with differential dementia diagnoses may help further
understanding of the impact various symptoms of dementia can have on people’s daily lives
and interactions with others. The following section outlines the current literature on eating-

related practices among people living with different diseases and conditions.

2.3 Experiences of eating-related practices when adjusting to a disease or condition in

adulthood or later life

2.3.1 Literature search and overview
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As discussed in the previous section studying eating-related practices as a shared experience
may be supportive for living well with dementia as this activity may foster experiences of
togetherness, inclusion in meaningful roles, identities and involvement in meaningful activities.
This literature review examines the qualitative research available on studies of eating-related
practices when adjusting to a disease or condition in adult or later life from a sociological
perspective. This meant that studies addressing nutrition or feeding-related aspects of care
were excluded. Studies including people living with other diseases or conditions aside from
dementia were also included as there was a lack of studies with people with dementia,
particularly with people with atypical dementias, therefore it was deemed important to consult
the wider eating-related literature on adjusting or living with other diseases or conditions to
provide a context for understanding the potential impact differential diagnoses can have in

relation to eating-related practices.

Studies within residential or care home settings were also excluded as the focus of this study
is upon experiences for families living at home. To be included in the review, studies had to
be available in English. To identify suitable studies for review a search was carried out using
electronic databases: Google Scholar, PubMed, Scopus, CINAHL & Web of Science, using
the terms {'Dementia’ OR ‘Alzheimer’'s Disease’ OR ‘Posterior Cortical Atrophy’ OR
‘neurodegenerative’ OR ‘motor impairments’ OR ‘stroke’ OR ‘Parkinson’s disease’} AND
{'mealtimes’ OR ‘dining’ OR ‘eating’ OR ‘feeding’ OR ‘eating-related practices’ OR ‘eating out’
OR ‘cooking’ OR ‘meal preparation’}. There was no start date entered into the database so as
not to limit the search and the end date was 29" June 2018 when this search was finalised
and checked for the purpose of this write up. In addition, the reference lists of articles identified
by electronic searching were manually searched for further relevant studies. Where literature
included eating-related practices as a secondary outcome, these studies were also included.
Studies which did not mention eating-related practices in any context, and referred broadly to
activities of daily living, care tasks etc. were excluded on the basis it was not clear which
aspects were relevant to this topic. Studies were screened for relevance based on the title

and abstract.

The initial electronic search process identified 150 studies; of these, 107 were excluded,
particularly as many of these studies addressed nutrition-related changes, or were conducted
in care homes or residential settings. Quantitative studies were also excluded. The review

process is summarised in figure 1.
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Figure 1. Flowchart of study identification and the selection process

s Research identified through
= searching CINAHL (n=65), PubMed Adddtional records
3 (n= 32), Scopus (n=9), Google iIdentdied through
§ Scholar (n= 17), Web of Sclence hand searches
] (n=27) (n= 28B)
2 (n= 150)
A 4

> Records after duplicates removed
= (n= 144)
g !
3 Records screened Records excluded
@ (n= 144) = (n=107)
2 . v
= Full-text articles assessed
8 for ebgbility
2 (n=37)
] 1

Studies Iincluded in qualitative synthesis (n= 37)
3
3
2

The 37 reviewed studies are summarised in a table in appendix 2. Regarding topic, 26 of the
studies examined eating-related practices overall, one focused upon eating out, two studies
looked at strategies to support eating-related experiences and 7 examined the experiences of
changes to food-related roles. In terms of sample, 10 included family dyads living with
dementia (8 of which were part of the same research project, the Eating Together study), 8
examined experiences for family members of people with dementia and only one study
examined experiences for people with dementia. 7 studies examined experiences for people
living with stroke, all but one included people who had had a stroke as opposed to family
members, contrasting with the research with people living with dementia. Two studies
examined experiences for people living with Parkinson’s disease, with one including
experiences for family dyads. One study looked at experiences for people with Chronic
Obstructive Pulmonary Disease (COPD) and one with family members of older adults who
had had a terminal illness. 4 studies included a mixed sample of people adjusting to a disease
or condition in adult or later life, three of which excluded people living with dementia,
suggesting the ‘dementia voice’ is largely lacking from the research. Regarding methodology,
25 of the studies used qualitative interviews, 6 used a combination of interviews and
observations and 3 used focus groups. One study conducted an analysis of published
autobiographies on experiences of having a stroke. The Eating Together study used a
constructivist grounded theory approach, whereas most of the other studies used a descriptive

design such as phenomenology, ethnography or thematic analysis. Regarding country, 14 of
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the studies were conducted in Sweden, 6 in the UK, two in Canada, two in Taiwan and one
each in Iceland, Indian and Australia. One study did not specify country (Moloney & Walshe,
2018).

The review firstly appraises studies on eating-related practices overall. It appraises the largest
study identified by the search, the Eating Together study by Keller and colleagues, and this is
then compared with other research in dementia, across other diseases and conditions, and
different contexts. The review secondly appraises the studies on changes to food-related
roles. The final section appraises this literature overall before introducing the research aims

for this study.

2.3.2 Eating related practices in a sociological context for people with dementia

2.3.2.1 The Eating Together study

The largest study identified on eating-related experiences from a sociological perspective is
the 6-year ‘Eating Together’ study. This Canadian longitudinal study involved dyadic and
individual semi-structured interviews with 26 family dyads living with dementia (Cassolato et
al., 2010; Keller et al., 2010, 2015; Genoe et al., 2010, 2012; Lam & Keller, 2015 & Wong et
al., 2015). Much of the previous research addressed nutrition-based aspects of eating-related
practices, however the researchers recognised the importance of considering the sociological
aspect as related to quality of life when living with dementia (Keller et al., 2010). The study
aimed to explore how mealtimes were important in the caring relationship when living with
dementia (Keller et al., 2010). Participants included 25 dyads living with Alzheimer’s disease,
1 dyad living with frontal-temporal lobe dementia and 1 dyad living with vascular dementia.
The researchers did not distinguish between experiences for people living with these
differential diagnoses. The Eating Together study used a constructivist grounded theory
design, founded within symbolic interaction (Charmaz, 2006) to develop the resulting Life

Nourishment Theory.

The Life Nourishment Theory describes that although challenges were experienced by many
of the participants the mealtime, for the most part, was considered “a potential place for
positive interaction” (Keller et al., 2010, p. 198). Three key themes were identified in this study:
‘being connected’ including being face to face, participating psychologically and getting and
giving support; ‘honouring identity’ including protecting dignity, having meaningful roles and
reaffirming self in the world; ‘adapting to an evolving life’ including triggering awareness,

assigning meaning and responding to changes. Overall, they found mealtimes could be
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supportive for nurturing and strengthening attachments when living with dementia (Keller et
al., 2010, p. 207).

The Eating Together series largely focused upon positive experiences. For example, the sub-
study by Wong et al. (2015) looked at the emotional resilience of one mother-daughter dyad
from the Eating Together study who were chosen based on their resilience and ability to adapt
to changes to eating-related practices over the 6-year study. They found the dyad focused on
positive gains and personal growth, and balanced past pleasures whilst adapting to the new
normal. Adapting included developing positive strategies and continuing to learn about
changes. They also found this dyad identified meaningful alternatives when the person with
dementia could no longer complete mealtime related tasks, for example, eating out rather than
cooking as a way to enjoy eating together without the burden of preparing food. They
emphasised humour as one of the key coping strategies to support a positive appraisal of

changes.

The Eating Together series of studies did not differentiate experiences among people with
dementia and their family members which may be related to the grounded theory approach
that was applied in terms of identifying a core concern, as opposed to highlighting more
divergent themes. This is a consideration, particularly as the study reported on dyadic
experiences and some researchers have suggested this can leave the person with dementia’s
voice relatively unheard given family members may hold the dominant voice and people with
dementia often report less in interviews (Murphy et al., 2015). In the Eating Together study,
interviews with family members were reported to be around an hour whereas interviews with
the person with dementia were around 20 minutes-45 minutes (Keller et al., 2010), suggesting
they had less to report in relation to their experiences or may have had difficulty
communicating their perspectives. This suggests it may be useful to use other means of data
collection, such as observations, which do not rely on language ability or people reflecting
upon recent experiences which may be more difficult for people experiencing short-term

memory difficulties.

The Eating Together series of studies also used existing theoretical models such as the family
adjustment and crisis (FAAR) model (Patterson, 1988), Kitwood’s (1997) person-centred care
and attachment theory (Bowlby, 1979) to provide a conceptual understanding of the mealtime
experiences among their participants (e.g. Genoe et al., 2010; Keller et al., 2012). For
example, the FAAR model describes a continuous cyclical process of adjustment-crisis and
adaptation when living with a chronic condition. According to this model, adjustment includes

the use of available coping resources and crisis is where existing resources fail and adaptation
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is needed which involves redefining situations and adapting to new circumstances. The model
also emphasises that subjective meanings, as opposed to organic symptoms, explain
variability in family member’s reported experiences. For example, whereby some people are
situated in a phase of ‘adjusting’ hoping independence and social etiquette may return.
Attachment theory (Bowlby, 1979) was also used to highlight the potential impact of food and
mealtimes for the development and maintenance of relationships. Person-centred care
(Kitwood, 1997) was used to focus upon the abilities and strengths of people with dementia
and suggests dementia involves a continuous interplay between neuropathological factors and
psychosocial factors. The use of these models appears to provide a deeper understanding of
the experiences for people living with dementia. It is also worth noting that these theoretical
models largely support a positive perspective in terms of successful adaptation and eating-
related practices as a space to promote connection. This may be because the Eating Together
study aimed to address maintained meanings of mealtimes and there is less understanding
around the psychosocial factors related to losses and difficulties at mealtimes when living with

dementia.

One sub-study from the Eating Together series examined eating out experiences for family
dyads living with dementia (Cassolato et al., 2010). This was the only paper identified in the
literature review which focused upon eating out. Cassolato et al. (2010) found that among the
participants in the Eating Together study, eating out was meaningful for maintaining a
balanced life. This was in relation to ‘social balance’, i.e. maintaining connections with social
groups and acting as ‘binding glue’ for relationships and ‘environmental balance’ i.e. spending
time in other eating environments and ‘spicing up life’, for example by trying different foods
and minimising meal preparation demands. This supports the suggestion that eating out may
help to protect against low social participation and social isolation which is reported in
dementia (e.g. Sgrensen et al., 2008). Cassolato et al. also reported changes influenced the
experience of eating out, such as difficulties with crowds and noise as well as loss of social
capacity resulting in eating out less. They identified several strategies found to support and
restore balance such as going to familiar restaurants and at ‘off-times’ of the day, as well as

ordering easy-to-eat meals.

Overall, the Eating Together study presents the value and role of mealtimes in maintaining the
stability of the family unit when living with dementia. It highlights the potential of families to be
able to continuously adapt and maintain meaningful experiences, and opportunities for eating-
related practices to be a place for ‘life nourishment’ (Keller et al., 2010). The study also
emphasised the social aspect of mealtimes as chiefly important, in terms of fostering

connections and bonds as well as maintaining identities relating to the needs highlighted in
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section 2.2. They suggested that “eating meals together on a frequent and routine basis can
develop and maintain relationships in the face of dementia and prevent depression and early
institutionalisation” (Keller et al., 2010, p. 209). A list of strategies to support positive mealtime
experiences in terms of social engagement and continuity is summarised by Keller et al. (2015)
including conversation aids e.g. using the physical environment as an aid for conversation,
creating a calmer atmosphere, doing tasks together, role engagement, negotiating capacity
and being flexible. Overall, despite changes, they suggested that mealtimes could be used as
an intervention for families living with dementia, providing a natural connection point for family
dyads to maintain cohesion. They suggested "mealtimes provided a time when social

interaction was often easier for families" (Keller et al., 2015, p. 5).

In summary, the Eating Together study focused upon the maintained meanings associated
with mealtimes, as opposed to loss of meaning and difficulties for family members. This focus
away from a problem-orientated approach helped to explore the positive aspects of life when
living with dementia, but perhaps also overlooks some of the more difficult aspects, for
example, where meanings may be lost and interactions stressful when eating together. For
example, as mentioned earlier, the sub- study by Wong et al. (2015) examined the resilience
of one mother-daughter dyad, chosen on the basis of positive experiences. As well as this,
after 3 years, from the original 26 family dyads, 18 continued to participate in the Eating
together study. As the researchers noted, the people who agreed to participate and stay in the
study may have been different from the average family living with dementia with superior
coping skills that support resilience and continuation in the study (Keller et al., 2015). Whilst
the Eating Together study can be seen to support narratives around living positively with
dementia which help to challenge negative stereotypes and stigma (Harris & Keady, 2008),
there is less of an understanding around psychosocial factors related to eating-related

practices becoming a more stressful occasion when living with dementia.

2.3.2.2 Other research on eating-related practices for families living with dementia

Most other studies identified by the search were with family members of people with dementia
(n=7), excluding dyadic perspectives. Only one study explored the self-descriptions of eating-
related practices for the person with the diagnosis (Johansson et al., 2011). This may limit
understanding of eating-related experience both including the ‘dementia voice’ and from a
socio-relational perspective, understanding how people coordinate and negotiate their
practice and understandings. As outlined in section 2.2.3 people with dementia are thought to
spend around 90% of their time with a spouse or close family member (Evans, 2003), therefore

including dyads in research on eating-related practices is important.
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Of the studies with family members there were more negative experiences reported than in
the Eating Together study. The study by Keller et al. (2006) described the theme ‘throwing in
the dishtowel’ to demonstrate how dining experiences became stressful and tiring for family
members in their study with 23 caregivers. Another study by Hsiao et al. (2013) identified
family members tended to have negative attitudes and behaviours regarding changes to the
person with dementia’s eating conduct and deviations in eating behaviour. These authors
suggested “the burden of dealing with an older person with dementia increased along with the
progression of the disease” (p. 365), thus presenting the idea of an inevitability of a distressing
experience for family members of people with dementia, as opposed to being able to
successfully adapt. The researchers aimed to look at problematic eating behaviours using
semi-structured interviews with 13 family members and asked participants “what bothers you
about the care recipient’s eating habits?” (p. 362) which differed from what was asked in the
Eating Together study in terms of maintained meanings of mealtimes. This suggests it is
important to consider the influence of researcher bias upon the way people appraise their

experiences.

Other studies found that mealtimes related to a loss of social connection for family dyads
(Keller et al., 2006; Hsiao et al., 2013; Papachristou, Giatras & Ussher, 2013; Johansson et
al., 2014). For example, Papachristou, Giatras and Ussher (2013) conducted semi-structured
interviews with 20 family members and concluded that their findings conflicted with the Eating
Together study, whereby family members began conducting eating-related practices alone
and ate out less together, relating to a loss of opportunities for togetherness. They reported
some variations in strategies, for example, whereby some found it important that the person
with dementia assisted in food preparation such as laying the table, although this could be
more difficult or stressful for family members. In the study by Johansson et al. (2014) with 10
family members there were also reports of stressful interactions when engaging together in
eating-related practices. Family dyads could lose the day-to-day conversation which related
to experiences of loss and sadness when appraising mealtime experiences. Johansson et al.
reported that changes in conversation meant family members had to adjust to silence and
difficulties with the person with dementia following the on-going dialogue. Keller et al. (2006)
also talked about the loss of social mealtimes where eating together as a social activity could
be neglected and a ‘food as medicine’ type attitude could come to dominate. These findings
again contrast with the Eating Together study in terms of the opportunity of mealtimes as a
time for being connected and eating out being a resource for family dyads (e.g. Keller et al.,

2010; Cassolato et al., 2010). These studies used descriptive, qualitative design and lacked
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explanatory hypotheses, for example in how or why conversations may change or why family

members use different coping strategies.

Itis also apparent that none of the studies distinguished experiences for family members when
living with different types of dementia. Only one of the studies (Keller et al., 2006) identified
by the search specified the type of dementia, including probable Alzheimer’'s (14), senile
dementia (2), mixed dementia (2), frontal temporal lobe (3) and Parkinson’s related dementia
(1), but did not differentiate experiences within this sample. Other studies reported including
people with ‘dementia’ overall and did not specify type. No studies were identified which

included family members of people with PCA.

One study was identified which solely addressed mealtimes as described by people with
dementia. This study by Johansson et al. (2011) looked at managing mealtime tasks among
15 people living with dementia in Sweden. They found that people with dementia normalised
their situations and largely described preserving the self by engaging in mealtime roles.
Themes in this study included preserving the self whereby people with dementia discussed
using familiar habits as usual and being able to manage whereby participants expressed they
did not have difficulties preparing or eating food. Overall they found “experiences were that
memory loss did not affect their mealtime tasks in any great way” (p. 2557). These findings
contrast with the research with family members which describe more changes, stress, burden
and taking over meal preparation. There is a lack of understanding around how these
perceptions may be coordinated with family members within shared eating-related situations.
Johansson et al. (2011) also found that self-reports were not necessarily consistent with their
observations, whereby individuals reported memory problems were not affecting mealtimes
but may forget in the interviews what they had recently eaten or steps in the cooking process.
This suggests the interview approach may be limited in capturing the complexity of
experiences among people with dementia and observing behaviours may provide another
layer of understanding around these experiences. Overall, given the study by Johansson et
al. focused upon managing mealtime tasks, there is a lack of understanding around how
people with dementia self-report their experiences of the social elements of mealtimes, such
as conversations with family members and co-ordinating roles. The study also included 9
people with dementia living alone, therefore, the study may also be more about the mealtime
as an individual eating-related activity, as opposed to eating-related practices as a shared

activity with others.

2.3.2.3 Supporting eating-related practices among people living with dementia
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Many of the studies identified by the literature review detailed strategies to support eating-
related practices. However, across all the studies it was unclear how effective strategies were
and in which contexts. For example, the study by Keller et al. (2006) stated that some families
adapted by employing strategies listed, however, some did not resolve their mealtime
problems. Itis unclear what factors related to the variable usefulness of such strategies. Listing
strategies in this way is relates to the methodological approach of descriptive qualitative

designs as opposed to explanatory-based studies.

Many studies suggested the physical environment could be supportive, such as putting a glass
of water by the side of the person with dementia to encourage them to drink (Papachristou,
Hickeys & lliffe, 2016). In the study by Ball et al. (2015) they identified strategies such as
providing regular snacks and finger foods could support eating. However, they found
strategies described by family members could also exacerbate caregiver stress and burden,
which may then impact upon their social enjoyment of eating-related practices. In line with
this, strategies such as food shopping alone and eating out less with people with dementia to
manage symptoms also relates to loss of social dining experiences and opportunities for
togetherness (e.g. Keller et al., 2006; Papachristou, Giatras & Ussher, 2013; Johansson et
al., 2014). In the study by Keller et al. (2006) they listed strategies such as cutting up food
before the meal, keeping environments non-distracting such as no music, convenience foods,
pureed food and plastic-coated metal utensils to support eating conduct changes. However,
such strategies may disrupt the social enjoyment of the meal and relate to more of a ‘food as
medicine’ attitude (Keller et al., 2006). Many studies did not appear to distinguish between
strategies which support mealtimes as a social opportunity compared with the management
of eating as a care task. Furthermore, it may be important to consider the social definition
strategies such as eating aids can carry for people and how their use impacts upon the dining

experience.

Other studies focused upon strategies to support eating-related practices as a social activity.
For example, Johansson et al. (2014) found having the radio on or discussing past family
memories with the person with dementia could be helpful. In the study by Papachristou,
Hickeys & lliffe (2016) they developed and evaluated booklets with 20 family members on
eating-related practices. They found social strategies such as telling others about the condition
when eating out could also be helpful. In a focus group study by Johansson et al. (2015) with
22 staff working in the community, they found strategies such as enabling meals at home,
taking over, moving meals outside the home, and people with dementia preparing food were
recommended to maintain abilities and independence. It is worth noting this advice differs from

some of the strategies suggested in other studies with family members such as eating out less
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and taking over cooking roles (e.g. Papachristou, Giatras & Usshet, 2013). This may be related
to different motivational relevancies, for example, whereby family members may find it more
stressful and time consuming to enable the person with dementia to take part, whereas home-
help staff may recognise this as important for the person with dementia. This demonstrates
the importance of including the dementia voice in this research. Should people with dementia
hold different perspectives around their experiences as suggested in the study by Johansson
et al. (2011) they may value conflicting strategies such as being involved to support their
reality, in contrast to family members who may find it more advantageous to employ other
strategies. How these strategies are then negotiated and impact on each other’s experiences

is an important consideration.

2.3.3 Research on eating-related practices across other diseases and conditions

This section compares literature on eating-related practices across other diseases and
conditions to the research described above with people living with dementia. One of the key
differences is most of this research has been conducted with people with the condition and
only a small number included family member or dyadic accounts. This suggests a difference
in the way people with dementia are perceived in terms of their agency over their eating-
related practices and/or barriers in accessing the person with dementia’s voice. Of the studies
with people living with other diseases and conditions, all emphasised difficulties with the social
aspects of eating-related changes. For example, Miller et al. (2006) found psychosocial
consequences concerned people more so than the physical difficulties with eating. Another
study by Nyberg et al. (2016) found that people could withdraw from certain social occasions
or food types which may be used to demonstrate “proper food and mealtime behaviour, to
maintain the fagade and act according to perceived norms” (pg. 1). This supports focusing

upon the psychosocial consequences of changes to eating-related practices.

Some of the studies with people living with other diseases and conditions used multiple
methods for data collection, such as combining interviews with observations. For example, the
study by Klinke et al. (2014) found observation supported the inclusion of 7 people with
communication difficulties who had had a stroke whereby communication through behaviours
and body language could be investigated. These methods combined with interviews also
provided novel insights into strategies which supported eating-related practices. For example,
with observation Klinke et al. found that some participants maintained a good outward fagade
by pretending to drink from a cup in the presence of the researcher. Another of the studies by
Nyberg et al. (2016) found observations facilitated understanding of eating difficulties as

participants commented whilst interacting with their meal. For example, one participant
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switched from a knife and fork to a spoon at the end of the meal to support the eating process
and muttered that this was bad table manners, suggesting he was embarrassed and this was
‘improper’ behaviour. In some of the studies, despite using a combined approach including
observations it was unclear where this translated into the findings. For example, in one of the
studies they used observation and interviews but did not comment on the observations in their
paper (Carlsson, Ehrenberg & Ehnfors, 2004). Furthermore, often in these studies details of
the complex interactions which were observed, including non-verbal and verbal behaviours
were not included. This may be related somewhat to the way this data was collected, i.e.
relying on notes from the observations. Other methods such as video-recording may help in
capturing the complex and multi-faceted behaviour which can be observed in face-to-face
interactions (Knoblauch, 2012). One of the studies reviewed by Jones and Nasr (2017) on
eating among 8 people who had a stroke used photography as well as interviews which
revealed complex difficulties with eating-related activities such as eating out. The researchers
emphasised the need for these types of research methods which peel back the layers of

complexity related to eating as a multifaceted phenomenon.

In reviewing literature with people living with other diseases and conditions many of the studies
reported many difficulties and stresses in terms of the social aspect of eating-related practices.
For example, in the study by Westergren et al. (2016) with 19 people with Parkinson’s disease
they found participants presented overwhelming challenges, helplessness and loss of control
over the mealtime, as well as not being able to participate socially. In another study by
Moloney and Walsche (2018) which examined 10 autobiographies of people who had a stroke,
they found individuals discussed feeling embarrassed and worried about the perceptions of
other people and the impact that this has on them psychologically. This suggests that whilst
eating together can be therapeutic when adapting to a disease or condition (Keller et al., 2015)
it may also be a difficult social experience which reveals one’s impairments through engaging
in eating-related practices. In the study by Odencrants, Ehnfors and Grobe (2005) with 13
people with COPD they found respondents described eating with others at home or in a
restaurant in more diverse ways. For some it was an event and reason to eat more and for
others they ate smaller portions and were ashamed when eating with others. Some reported

eating with others made them nervous to the point they started to cough.

It is worth noting that social embarrassment was not a key theme which came out of the study
with people with dementia (Johansson et al., 2011). Several possible reasons may account
for this. Firstly, many of the participants in the Johansson et al. study lived alone and therefore
they may have reflected more upon food-related tasks as a solo experience as opposed to in

a social context. Alternatively, people with dementia may have had more difficulty reflecting
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on their recent experiences due to short-term memory problems and thus did not recall feeling
embarrassed. Another reason may be experiences are unique to living with this diagnosis.
Johansson et al. (2011) drew on Goffman’s (1959) presentation of self to explain their central
theme of ‘meals as normal’ among people with dementia. They suggested people with
dementia attempted to display themselves as competent and having control over the situation
to protect their identity and fear of being dependent on others, therefore presenting the idea
that they were satisfied and able to manage (e.g. De Witt, Ploeg & Black, 2009). However,
this explanation may be limited as one may expect then that people with Parkinson’s as
another neurodegenerative condition may also present changes in this way whereas the study
by Westergren et al. (2016) described in the previous chapter suggests more loss and
challenges. Further research is needed to elucidate the dementia voice around experiences

to their social eating-related practices.

Other studies emphasised mealtimes as an opportunity to anchor to normality, relating more
so to the study with people with dementia (Johansson et al., 2011). For example, Jones and
Nasr (2017) found among 8 people who had had a stroke that sustaining eating activities
regardless of their disability was important for wellbeing. They found that people sought
opportunities to participate in occupations revolved around eating. Wallin et al. (2013) also
conducted a study with 9 family members of people who were terminally ill with eating
deficiencies and found ways to be together around food helped to maintain ordinariness in

everyday life for family members.

As with some of the studies in dementia many with people living with other diseases and
conditions emphasised subjectivity in experiences. Disability appeared to be related to the
way people interpreted what changes meant as opposed to the objective changes themselves
and related to the way people managed eating conduct difficulties, for example hiding
symptoms when they viewed changes as non-normative (Perry & McLaren, 2003; Carlsson,
Ehrenberg & Ehnfors, 2004; Odencrants, Ehnfors & Grobe, 2005; Miller et al., 2006; Medin et
al., 2010). For example, Perry and McLaren, (2003) found level of impairment did not translate
to how much this impairment was a handicap or perceived as a problem in relation to eating-
related experiences. They provided an example of this, whereby a wife in one couple was
hemiplegic, ate one-handed, had impaired chewing and swallowing, was dysphasic and
hemianopic and despite these impairments, still carried on eating in restaurants and enjoyed
this experience with friends. They contrasted this with the case of a man who had a loss of
tactile recognition in one hand and would only eat out if shielded from view in a restaurant
(Perry & McLaren, 2003). The researchers highlighted the importance of exploring

participant's perceptions towards symptoms as opposed to the objective impairments
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themselves, as they appeared to relate more closely to social handicap and risk for social
isolation. Similarly, a study by Medin et al. (2010) which involved interviews with 13 people
who had a stroke found that the use of different strategies to support eating-related practices
varied from individual to individual and was related to what was important to each person and
how they used to eat before their stroke. Others could be viewed as either facilitators or
barriers to supporting eating situations according to the persons’ values and previous habits.
These studies support the concept that understanding experiences of eating-related practices
is complex and largely relates to psychosocial processes and individual appraisals of

situations.

Unlike the studies presented with people with dementia, some studies in other diseases and
conditions differentiate experiences across samples. For example, Gustaffson et al. (2003)
differentiated experiences when living with stroke, Parkinson’s disease and rheumatoid
arthritis. Another study by Miller et al. (2006) differentiated experiences between the person
with the condition and family member’s experiences. The study with 37 family dyads living
with Parkinson’s disease found “what might help the person with PD [Parkinson’s disease]
could be an added burden for the carer” (p. 617) suggesting some coping strategies could
cause tensions and difficulties affecting the other person. In including family members
accounts they also reported how swallowing problems encroached on family members’
experiences, whereby they often felt guilty with seeing their partner struggling and worried
about them choking, thus highlighting the way such diagnoses can be viewed as an
experience for the whole family. Of the studies with people living with dementia, where dyadic
perspectives were included studies reported on shared experiences as opposed to

differentiating experiences which also appears important.

Another strength of the study by Miller et al. is in looking at the effects of specific symptoms,
i.e. swallowing difficulties, as opposed to a broader diagnostic label. Another study by
Odencrants, Ehnfors and Grobe (2005) also considered factors specific to living with COPD.
For example, they found general factors relating to all people such as a desire of having
company, as well as findings associated with the ageing process, such as altered intake of
food and decreased activity level and finally some themes of a more disease-specific nature
(e.g. breathing, positive and negative feelings and the need of time). Differentiating
experiences in this way, i.e. related to symptoms, may be particularly important in being able
to provide tailored support and advice and is an important consideration when conducted a
study with people living with dementia where there are ‘many faces’ related to this diagnosis

(see section 1.2).
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Four of the studies identified by the literature search explored eating-related practices across
various contexts when living with different diseases and conditions (Brijnath, 2011; Klinke et
al., 2013; Lam & Keller, 2015; Chen et al., 2016). The study by Klinke et al. (2013) was the
only study identified which included experiences among younger-people (aged 34-64)
adapting to changes in their eating practices with 7 younger-stroke survivors. Key findings
included social embarrassment and participants wanting to escape in the company of others.
They reported social embarrassment may be more of a difficulty for younger people as they
felt they stood out more in relation to their peers than their older counterparts who may be
able to normalise their experiences in relation to their peers. Strategies such as using humour
and attempting to conceal their difficulties was identified. This relates to the study by
Johannessen and Médller, (2013) described in section 2.2.4 where people with early-onset
dementias experience intrapsychic challenges including social embarrassment and stigma,
relating to hiding their difficulties from others. Age is an important consideration in terms of

social eating experiences which appears to be yet to be addressed.

The other three studies considered cultural differences. The study by Lam and Keller (2015)
was a sub-study of the Eating Together study with 8 Chinese immigrant families with dementia.
They found although the life nourishment theory (see section 2.3.2.1) was generally supported
there were some important cultural differences such as taking on the role of the elder,
transferring culture across the generations, and keeping culture. They also found older care
partners also willingly accepted help from adult children. This differs from some of the other
research with people from Western backgrounds from individualistic cultures whereby people
reported more difficulties with accepting family support (see section 2.3.3). Another study by
Chen et al. (2016) examined experiences of people in Taiwan with low-literacy skills living with
COPD. They found people held a passive, fatalistic perspective about eating with heart
disease and felt insecure about eating activities and preparing food. The researchers
suggested this was a unique challenge because participants had difficulty accessing
education or support around eating. This set of studies highlights the importance of

considering individual situations in understanding experiences of eating-related practices.

2.3.4 Food-related roles in a sociological context

The research appraised in the previous two sections (2.3.2, 2.3.3) examined experiences of
eating-related practices overall. This section appraises the existing literature specifically on
food-related roles including in dementia and other diseases and conditions. 7 studies identified
by the search focused upon food-related roles when adjusting to different diseases and

conditions including 5 with people with dementia (Gustaffson et al., 2003; Russell, 2007;
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Fjellstrom et al., 2010; Atta-Konadu et al., 2011; Kullberg et al., 2011; Papachristou, Giatras
& Ussher, 2013; Boyle, 2014). All these studies considered the impact of gender-role

ideologies.

All studies suggested gender-role ideologies impacted experiences and types of strategies
people used to adjust to changes in cooking roles. For example, the study by Papachristou,
Giatras and Ussher (2013) with 20 family members of people with dementia (10 male; 10
female) found cooking and preparing meals was particularly challenging for male family
members who took on this role, given they were not necessarily familiar or skilled in food
preparation compared to female family members who had these roles previously. This related
to different coping responses, for example, male family members bought ready meals,
selecting items that were less complicated and stressful, helping them transition to these new
roles. One paper from the Eating Together study also explored changes in food-related roles
(Atta-Konadu, Keller & Daly, 2011). From the analysis of 3 years of interview data they
identified a central theme of ‘sliding into food-related roles’ driven by a gradual process of
moving back and forth through steps and strategies to retain meaning as food roles shifted.
Overall, they described the process of coming to terms with changes and working things out.
As with other studies they found gender played an important role, for example, where wives
who perceived food preparation to be related to the feminine identity saw a loss of these roles
as failing to live up to expectations and losing part of their identity. Kullberg et al. (2011)
conducted a study with 18 men with somatic diseases, used continuity theory to explain why
consistency in patterns of thinking about mealtimes and cooking roles were important for
participants in their study. They found the use of adjustment and adaptation techniques were
influenced by driving forces of continuity in their lives as opposed to adjusting for the disease
itself. They found factors such as gender-related roles, as well as civil status, personal
interests, and skills and habits were important factors in the participant’s approaches to food-

related activities.

Some studies found people were able to successfully adapt whereas others presented
changes as difficult and stressful. For example, Fjellstrom et al. (2010) found men struggled
to take on new cooking roles, in contrast the study by Papachristou, Giatras and Ussher (2013)
found men could transition to these new roles. One factor which may relate to variations in
findings across the studies is the methodological approach. The study by Fjellstrom et al. used
focus groups which included male and female family members. This designh may have related
to male family members reporting more difficulties taking on the cooking roles, given they may
have positioned this as non-normative compared to females in the focus group who may have

perceived they had stronger cooking role identities as a traditional western gender role
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ideology. The study by Papachristou et al. used 1:1 interviews, whereby male family members
may have had more freedom to express a new cooking role identity which was not influenced
by group dynamic. Thus, it may be important to consider how the social context and approach

to data collection could be impacting the way eating-related practices are appraised.

Another study by Gustaffson et al. (2003) found type of disease or condition impacted on the
way changes to food-related roles was appraised. This study involved semi-structured
interviews with 72 women with different diseases and conditions. They found people who were
not disabled (i.e. the control group) highly valued independence, people with rheumatoid
arthritis tried to live a normal life and ignore their disease, people with Parkinson’s disease
wanted to cook their own food for as long as they could and people who had experienced a
stroke engaged in food-related training and worked at becoming their own masters again. This
relates to research how different symptoms and disease types have an impact on the way
changes are experienced and the types of strategies people use to support their experiences
(see section 2.3.3). This study excluded people with dementia, therefore there is a lack of
understanding of differences related to living with this condition. The researchers did not

specify why they excluded people with dementia.

Two studies were unique in using observation to examine dyadic interactions when managing
food-related roles. Boyle (2014) looked at how men approached cooking when their wives
developed dementia. They used a combined approach of observing 21 couples going about
their mealtime and food-preparation, as well as semi-structured interviews. They found
husbands exercised choice and control over whether they cooked and often exercised control
over whether their wives cooking depriving them of decisional autonomy. Through the
combination of interviews and observations this provided a deeper understanding of
behaviours, including embodied expressions. For example, they found although women were
unhappy about their exclusion from cooking they did not verbally challenge their husbands
and instead expressed their resistance more subtly through their behaviour, such as trying to
enter the kitchen and joining in when their husband started cooking. These observations
appeared to have revealed important understandings around perhaps more socially
undesirable behaviours which people may be less likely to report in interviews. Another study
by Majlesi & Ekstrém (2016) also used observations but with video-recording to capture
interactions among one couple living with dementia when preparing food. They found people
with dementia actively used the material environment (including physical cues and their
partners) to compensate for challenges and difficulties in the task in order to partake in the

activity. The researchers reported this approach added understanding about actual
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performance and interactions, as opposed to just reflections on performances using

interviews.

2.3.5 Appraisal of the literature

Overall, the 37 studies reviewed highlight the complexity of experiences related to changes to
eating-related practices across different diseases and conditions. The research shows how
dining experiences become affected both for the person with the condition and those they
interact with and the complexity of coping across different individuals, as they adapt, not just
to changes in physical eating or nutritional changes, but also to social, cultural and
psychological changes. Existing research shows the importance of considering eating-related
practices from a psychosocial perspective, considering issues such as stigma, social
embarrassment, need for social adjustment, and the psychological impact of changes to roles
in terms of self-identity. The most comprehensive of studies identified with people living with
dementia, the Eating Together study, suggested the therapeutic potential of mealtimes for Life
Nourishment, however, other studies also suggest eating-related practices can become
stressful and people with dementia and family members may spend less time together eating,
eating out and engaging in social conversation, losing the therapeutic potential. Themes of
social embarrassment, stress with taking over cooking roles, valuing independence and

adjusting were reported to be related to adjusting to changes.

In terms of research with people living with dementia there was a lack of studies identified
which compared eating-related practices when living with different types of dementia.
Although some of the studies reported including a mixed sample of people with different
clinical phenotypes none distinguished between experiences, treating the sample as
homogeneous. As outlined in the introduction, ‘dementia’ is a broad term for a set of
symptoms, and differentiating experiences across different types of dementia is important for
identifying at-risk groups and providing tailored support. In some of the research with people
living with other diseases and conditions experiences related to swallowing difficulties
(Johansson & Johansson, 2009) and breathing difficulties (Odencrants, Ehnfors & Grobe,
2005) were reported providing more specific understandings of experiences related to these
symptoms. Furthermore, one study explored the social impact of eating difficulties related to
living with younger-onset stroke (Klinke et al., 2013), and there is a need for further research
in dementia which includes people living with early-onset dementias and how they experience

changes to eating-related practices.
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From the review, it appears there is also limited research which includes the ‘dementia voice’.
For example, three of the studies which have explored the impact of eating difficulties in
different diseases and conditions chose to exclude people with dementia from taking part
despite the fact it is well-known people with this diagnosis experience eating-related
difficulties. One study included people with dementia but the majority lived alone (Johansson
et al., 2011), therefore there is a need for further understanding around how people with
dementia perceive and cope with changes to social aspects of eating-related practices. It may
be important to outline differences in experiences among people with dementia and family
members particularly as cognitive losses can relate to difficulties identifying shared
perceptions (e.g. Phinney, 1998; Vikstrom et al., 2008). For example, the Eating Together
study, included people with dementia and family members, however, reported on the dyadic
experience overall. It is important to report on diverse experiences as opposed to just shared
dyadic experiences as this can leave the person with dementia’s voice unheard where family
members perspectives can come to dominate. Another concern is how best to access a
person with dementias experiences where they may have more difficulties reflecting on recent
eating-related practices, particularly in amnestic-type dementias. As highlighted by Klinke et
al. (2014) other data collection methods such as observation can help maximise inclusion for

people with communication difficulties in research.

Overall, the research paints a complex picture of experiences of changes to eating-related
practices. This includes reports of a wide range of experiences and strategies to support
changes. Most the studies identified by the literature search used descriptive, gqualitative
methods which described what is happening as opposed to by which it is happening. Given
the variations in reported experiences, from eating-related practices being a high point of the
day for family cohesion and enjoyment, to a time of tension, stress and estrangement from the
‘typical’ experience, there is a need for more explanatory research to provide potential insights
into why these different experiences may be reported. The Eating Together study used
grounded theory to explore the meaning of mealtimes for family dyads living with dementia.
This methodology is particularly useful for moving understanding towards why and exploring
inter-relationships between themes, providing a conceptual understanding of processes
related to experiences. The Eating Together study used a constructivist approach (Charmaz,
2006) which is useful for understanding the way people reflect upon their experiences. The
study also used existing theoretical frameworks which supported understanding of the
complexity of coping and processes by which individuals adapt to the behavioural,
psychological and social consequences of living with dementia. Many of the studies reviewed

were a-theoretical which limited understanding of these complex psychosocial processes.
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Another area for further research development is in understanding more about actual micro-
social interactions which take place when engaging in eating-related activities when living with
dementia. For example, studying conversation as a key aspect of the social element of eating-
related practices. This is important considering that although people with dementia and family
members may spend more time together this increased nearness can exacerbate tensions
within the couple (see section 2.2.3) therefore understanding these interactions is important.
One reason much of the research has not looked at the actual interactions which take place
may be that many take a constructivist or symbolic interactionist approach, as in the Eating
Together study. Much of the research uses interviews to focus upon abstract meaning-making
and how people reflect upon experiences, as opposed to behaviours and coordinating actual
actions. Related to this, understanding how people living with dementia utilise the physical
and social environment is an important area for research development, considering how this

may promote opportunities for involvement among people living with dementia.

2.4 Research questions

This study has developed using a grounded theory approach to address how perceived dining
experiences and actual interactions are affected for people living with two types of dementia,
tAD and PCA and how people living with these diagnoses support their experiences and
interactions. By ‘dining’ the researcher is referring to the social aspect of eating-related
practices with two or more people. This study includes the whole process of eating-related
practices where it involved social interactions such as food preparation and clearing away the
meal, as well as typical aspects of dining such as eating together. By ‘living with dementia’
this refers to the person given the diagnosis and a close family member, given the study takes
the approach of dementia as a socio-relational experience (see section 1.2). In comparing
PCA and tAD, the broad aim is to understand how dining experiences and interactions can be
affected and supported when living with a visual-variant of dementia versus amnestic
symptoms of dementia as well as identifying similarities in terms of adjusting to a dementia

overall.

Specifically, the research questions for this study are as follows:

(1) How do people perceive their dining experiences when living with tAD or PCA?
(2) What strategies support maintaining meaning in dining experiences when living with
tAD or PCA?

(3) How are dining interactions affected as they unfold when living with tAD or PCA?
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(4) How do people facilitate successful dining interactions as they unfold when living with
tAD or PCA?

The following chapter outlines how grounded theory and both interviews and video-based

observations have been selected and utilised to meet the aims of the study.

2.5 Summary of chapter two

Chapter two has set the context for this study. It firstly explored the wider literature on living
with dementia and provides a justification for a study on eating-related practices as a social
experience, relating to supporting needs such as inclusion, occupation and identity (Kitwood,
1997). The review of literature on eating-related practices has also identified the complexity in
understanding experiences from a psychosocial perspective, including the importance of
considering individual contexts which shape experiences, the methodological approach, and
considering variations across different clinical phenotypes. Existing studies with people with
dementia described eating-related practices from being a high point of the day for family
cohesion and enjoyment, to a time of tension, stress and estrangement from their typical dining
experience. Overall, it appears there is a need for more explanatory research to provide
potential insights into why different dining experiences may be reported by people living with
dementia and the processes which contribute to various experiences. Furthermore, there
appears to be a need for further research which includes the ‘dementia voice’, as well as a
second-generation of research which considers experiences across different types of
dementia, including PCA and early-onset dementias. Finally, the literature review highlights a
need for further research which focuses on the micro-social environment and interactions
which take place within dining spaces. Existing studies have used in-depth interviewing and
often take a constructivist angle which focuses upon meanings-made from experiences as
opposed to actual behaviours. However, it is important to consider behaviours within dining
spaces and how physical and social environments may promote opportunities for involvement
among people living with dementia, as well as how people coordinate their behaviours within
shared dining situations. The research questions have been outlined and the following chapter

outlines the methodology selected to address these questions.
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Chapter 3: Methodology

3.1 Introduction

As outlined in the previous chapter, this study aims to understand how people living with tAD
and PCA perceive and support their dining experiences and interactions. This chapter
describes the methodology selected to meet these aims. It outlines the data-driven
methodological approach which was undertaken and provides a justification for this. Although
not a grounded theory study, procedures from grounded theory were drawn upon and the
rationale behind using an ‘informed’ grounded theory approach is described. This chapter
outlines the data collection methods; firstly, dyadic and separate interviews and secondly,
video-based observations of various dining scenarios. It is important to note for organisational
purposes that data collection and analysis are presented separately in this chapter, however,
these procedures were not conducted separately but simultaneously as recommended for

grounded theory research.

3.2 Qualitative methodology

3.2.1 Rationale

A gualitative approach was identified as most suitable for this study providing an in-depth
exploration of participant’s experiences in their own words. Qualitative approaches also allow
participants to talk about changes which are significant for them, as opposed to imposing pre-
existing measures which may not capture personal concerns. This is important for this study
as it includes people with the rarer-dementia PCA and standardised quantitative measures
have been developed with people with typical Alzheimer’s and thus may not be so appropriate
for people with PCA. A gqualitative methodology allows people to explain their perspectives
and rich-meanings they give for their experiences (e.g. Carr, 1994), making it useful for

understanding dining experiences.

This study has been informed by grounded theory methods (Glaser & Strauss, 1967;
Charmaz, 2006). The grounded theory methodology has not been applied in the ‘purist’ sense,
given the aim was not to develop a grounded theory of dining, but rather to understand how
dining experiences change and the strategies related to supporting these changes. A rationale
for using this approach is described in this section, followed by an outline of grounded theory

and application of grounded theory in other studies in dementia.
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Firstly, the focus of the grounded theory approach is not on ‘what is’ happening, but ‘by which
it is” happening (Strauss & Corbin, 1998; Corbin & Strauss, 2008). This emphasis on process
particularly supports the development of an explanatory understanding as to why dining
experiences may vary for different individuals, which was an important aim of this research.
This contrasts with other qualitative approaches such as phenomenology which focus on
describing experiences (Starks & Trinidad, 2007). Secondly, given dementia is a degenerative
disease whereby family dyads are experiencing on-going changes to their everyday lives, the
emphasis on change and social processes in grounded theory helps capture changing
experiences among participants. Grounded theory suggests researchers use coding
procedures which emphasise processes in-flux, for example, using ‘-ing’ gerunds, to reflect
processes in action, as opposed to providing static understandings of experiences (Charmaz,
2006). Thirdly, grounded theory is particularly suited to “the study of local interactions and
meanings as related to the social context in which they actually occur” (Allen, Oyebode &
Allen, 2009, p. 458). As outlined in the previous chapter, there is a need for research which
addresses the micro-social experiences of dining, including how they interact with the physical

and social environment.

Grounded theory was also initially identified as useful for this study, given there is a lack of
gualitative research with people living with PCA and limited research which includes the
dementia voice (see section 2.3.5). Grounded theory methods provide a data-driven
approach, useful for when little is known about the phenomenon of interest (Charmaz, 2006).
It was deemed important that the concerns of participants were made central to dictating the
interests and direction of the research rather than imposing hypotheses which may not fit with
their experiences. Therefore, the data-driven approach of grounded theory was identified as
useful, providing a way of studying eating-related practices from participants’ perspectives.
Initial open, flexible coding procedures as outlined in section 3.6.2 allowed for an exploration
of the key areas of concern among participants to be made central. The guidelines of grounded
theory constantly refer the researcher back to participant’s accounts, so emerging themes are
grounded in their experiences. This informed the development and refinement of the data
collection and analysis over time. The simultaneous nature of data collection and analysis also
relates to the researcher shaping future data collection. In this study, this procedure supported
the development of interests from eating-related practices as a management task towards
their potential as dining interactions, as described in the introduction (see section 1.4), it also
supported the identification of using video-based observation of dining situations as an
appropriate next stage to help refine and understand themes arising from initial interviews with

participants.
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This study also included a comparative sample of people living with a diagnosis of tAD and
PCA. The central methodological procedure of grounded theory is the constant comparative
method, which is useful for comparing across and between participant’s accounts (e.g. Harmer
& Orell, 2008). Given grounded theory uses constant comparison across and between groups
from the beginning of data collection, this approach allowed differences and similarities across
the sample to emerge. For this study, by comparing the experiences of people with PCA, tAD
and family members this established patterns associated with the effects of specific symptoms
on dining experiences between the two dementias, as well as similarities in terms of adjusting
to living with a dementia overall. As well as this, the constant comparative approach supports
integration between themes, as in the Life Nourishment theory developed by Keller and
colleagues (section 2.3.2.1), providing a useful example of how grounded theory can be useful

for providing a more integrated understanding of eating-related practices.

This study also utilised existing sociological theory to enhance understanding and
interpretation of data. More recent versions of grounded theory often suggest engaging with
the literature during data analysis as it can enhance understanding and conceptualisation of
the data (e.g. Dey, 2004; Bryant & Charmaz, 2007; Locke, 2007; Bryant, 2009). Thornberg
(2012) presents an ‘informed’ version of grounded theory which utilises abductive analysis.
Abductive analysis involves a recursive process of comparing data, theories and literature.
Researchers who support the process of abduction suggest that in-depth knowledge of
multiple theories is necessary to find out what is missing or the anomalies in existing research.
Rather than engaging with literature at the end of the project, as classic or traditional
approaches suggest, informed grounded theory suggests engaging with multiple theories and
searching for explanations for emerging concepts stimulating an understanding of the data.
This process was deemed useful for this study whereby different theories were used to inform
understanding and were approached critically for their relevance in understanding dining
experiences for participants in this study. As presented in the following chapter, Goffman’s
(1974) Frame Analysis was identified as the most relevant and comprehensive theory which

aided understanding of the data within this substantive area.

Overall, grounded theory methods were identified as useful for meeting the aims of this study.
However, they were not adopted in the purist sense as the aim was not to develop theory but
produce a comprehensive understanding of dining experiences, grounded in participants
accounts, for people living with PCA and tAD. The guidelines of grounded theory are
malleable, as Glaser and Strauss (1967) invite readers to use grounded theory strategies
flexibly and in their own way. Furthermore, Charmaz (2006) views grounded theory as a set

of principles and practices to guide the researcher through a process as opposed to being
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adopted as packages. Therefore, it was important the researcher was guided by the research
aims and interests for this study. Overall, for this study, grounded theory procedures were
selected as they were particularly useful for referring the researcher back to participant’s
accounts, exploring social processes, comparing across and between the sample and the
‘informed’ version (e.g. Thornberg, 2012), provided guidelines for using existing sociological
theories to help provide explanatory understandings of participant’s dining experiences. These
rigorous procedures were identified as useful for providing a comprehensive understanding of

dining driven by participant’s accounts.

3.2.2 Grounded theory methods

By definition, grounded theory is “a qualitative research design in which the researcher
generates a general explanation (a theory) of a process, action, or interaction shaped by the

”)

views of a large number of participants™ (Creswell, 2007, p. 63). Grounded theory was initially
developed by sociologists Barney Glaser and Anselm Strauss (1967). This approach was
developed in response to criticisms of sociological studies of the time that appeared to be
concerned with verifying theory as opposed to discovering it. Glaser and Strauss argued that
research in sociology often tested existing theories, which could be ill-applied and did not
always fit with participant’s experiences under study. Instead they provided a ‘bespoke’ data-
driven approach for research in a substantive area. This approach suggests working from the
ground upwards and supports the generation of theory as opposed to testing existing
hypotheses. Grounded theory emphasises movement, for example, through coding using ‘-
ing’ gerunds to emphasise change and thus as mentioned in the previous section, is
particularly useful for understanding experiences where people are adapting to change
(Benoliel, 1996; Schreiber & Stern, 2001; Corbin & Strauss, 2008).

Briefly here and further elaborated on and discussed in relation to how they have been
adopted in this study (see section 3.6), the basic processes of grounded theory are cyclical
and repeated processes of: open coding (line by line coding to identify incidents and initial
concepts), constant comparison (comparing incidents across different cases as the data
comes in), memoing (writing notes on thoughts about the data and theoretical concepts
throughout the study), theoretical sampling (using emerging areas of interest to make
decisions about where to go next in data collection), theoretical coding (coding, memoing and
using diagrams to identify the ways in which concepts relate to each other), sorting (organising
codes and memos to support conceptual development) and writing (numerous cycles of

writing to support the development and presentation of the data and links between concepts).
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The process is unique to grounded theory, labor intensive and involves working with the data

from the outset of the study.

There is some debate among grounded theorists about the use of existing theory during data
analysis, whereby some suggest this can cause researchers to ‘force’ the data and commit
themselves to preconceived doctrines or pet theories, going against the original purpose of
grounded theory as an inductive methodology (Glaser & Strauss, 1967, p. 46). However,
among more recent versions of grounded theory, there is a suggestion that existing theory
can enhance understanding of emerging themes and concepts in the data analysis (e.g. Dey,
2004; Bryant & Charmaz, 2007; Locke, 2007; Bryant, 2009). Rather than engaging with
literature at the end of the project, as classic or traditional approaches suggest, informed
grounded theory (Thornberg, 2012) suggests engaging with multiple theories and searching
for explanations for emerging concepts to stimulate an understanding of data during analysis.
This approach was selected for this study, as people’s dining experiences were complex and
varied and existing theoretical frameworks were deemed useful for further elucidating
psychosocial processes which related to the way people understood their dining experiences

and interacted within these dining spaces.

Since the initial outline of grounded theory, many different strands and schools of grounded
theory have developed, with various tools and procedures which can be adopted depending
upon research aims and the epistemological and ontological position of the researcher.
Various schools include: classic grounded theory (Glaser & Strauss, 1967), Straussian
grounded theory (Strauss & Corbin, 1998), constructivist grounded theory (Charmaz, 2006,
2014), feminist grounded theory (Wuest, 1995), as well as informed grounded theory
(Thornberg, 2012). All grounded theory approaches utilise the basic processes of constant
comparison, memoing, theoretical sampling, theoretical coding, sorting and writing. As will be
discussed in the next section, whilst there are various ‘schools’ of grounded theory, many
researchers in practice use a mixture of various grounded theory approaches which suit their
research interests, whereas some aim to stick to a particular school and follow the procedures
outlined in a particular approach. For some studies, it is not clear the exact methodological
approach they have taken, using ‘grounded theory’ as an explanation, whereby this term is

ambiguous as a descriptor.

3.2.3 Application of grounded theory procedures in other studies in dementia

Studies which have used grounded theory to explore experiences of living with dementia

among people at home are reviewed here to provide an understanding of how grounded
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theory has been applied in previous work within this field to situate the researcher’s approach
with this existing research. Studies were identified using electronic databases; Google
Scholar, Scopus, CINAHL & Web of Science, using the terms “Dementia” OR “Alzheimer’s”
AND “Grounded Theory”. Studies were reviewed covering the time-period from 1970 to 30™
May 2017. This was selected as an appropriate time-scale as grounded theory was first
developed in 1967 (Glaser & Strauss, 1967) and its application and use in health sciences
research began around the 1970’s. The final date reflects when studies were reviewed for the
purposes of this write up. Studies were included which were available in English, mentioned
grounded theory in the abstract and included experiences of living with dementia among
people living with dementia at home as opposed to people living in institutional settings, as
the focus for this study. The Eating Together study has already been described in detail in the
previous literature review chapter. A table of the 44 reviewed studies can be found in appendix

4, detailing the topic, type of grounded theory used, the approach and the research product.

Overall, it appears from this review that grounded theory has been utilised for three broad
research interests (see appendix 4). Firstly, the experiences of living with dementia overall
(n=33 studies), including day to day experiences, experiences of the diagnosis, changes in
the relationship, end of life, help seeking and respite for family members, social participation,
self and identity and experiences of hope. More recently, the experiences of dementia within
specific activities has been explored (n=7), including experiences of dressing, leisure
activities, grocery shopping, navigating at a zebra crossing and eating-related experiences.
This set of studies on specific activities particularly relates to this study on eating-related
practices, i.e. focusing in on a specific aspect of the day to identify how people living with
dementia both experience and cope with changes within this context. As discussed in section
3.2.1, the grounded theory approach is particularly useful for studying experiences within the
actual social context they occur in (Allen, Oyebode & Allen, 2009) and thus may be particularly
helpful in studying eating-related practices. Thirdly, the experience of dementia across and
within different cultural contexts has also been examined using grounded theory (n=4). No
studies were identified which used grounded theory to compare experiences across people
living with different types of dementia, as in this study which includes people with tAD and
PCA. However, the fact it has been used to explore different experiences across cultures
suggests it is useful for exploring similarities and differences across various groups, facilitated
by the constant comparative method (Harmer & Orell, 2008). For much of the studies
reviewed, as in this study, grounded theory methods were selected due to a lack of information
or knowledge gap concerning the research interests, with grounded theory providing a data-

driven, open approach to analysis.
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Grounded theory has been used to explore the experiences of family members (n=19), people
with dementia (n=11) and experiences of dyads, i.e. family members and people with
dementia (n=11). These dyadic studies did not differentiate between experiences of people
with dementia and family members but looked at commonalities or shared experiences across
them both, as in the Eating Together study (see section 2.3.2.1). In this current study, both
the dyadic perspective has been addressed as well as separate perspectives among people
with dementia and family members. The procedure of doing dyadic interviews and separate
interviews in this study, supported the harnessing of multiple perspectives to be presented
(Kendall et al., 2009). As well as this, the fact the researcher did not aim to present an overall
‘grounded theory’ or ‘core concern’ per se, supported the identification of both similarities and
differences across experiences. This is similar to the study by Lawrence et al. (2008) which
did not integrate a theory around a core concept but rather presented similarities and
differences in experiences across three ethnic groups in the UK. Traditionally, grounded
theory emphasises the use of constant comparison to identify a core concern across the
sample (Glaser & Strauss, 1967). Although this is useful for dyadic studies in terms of
understanding shared perspectives around living with dementia overall, it may also be
important to outline differences in terms of a person with dementia’s perspective and family
member’s perspective, as opposed to overlooking differences in the process of identifying a

core concern.

From the studies reviewed, various schools of grounded theory have been utilised. 19
indicated using Straussian grounded theory procedures, 16 used classic grounded theory, 5
used constructivist grounded theory and 4 used a mixed or unspecified approach (see
appendix 4). A mixed approach refers to when two or more schools of grounded theory were
discussed in the study. Despite indicating these ‘schools’ of grounded theory were followed,
many of the studies did not meet their original criteria. For example, only 31 of the studies
produced a theory which is typically outlined as the main criteria for a grounded theory study.
The other 13 studies used grounded theory methods to describe experiences for people living
with dementia. Furthermore, 10 of the studies consulted the literature before analysis, which
for many grounded theory schools is contested. Therefore, it appears grounded theory is a
rather broad term and when applied practically different studies adopt these methods in
different ways. In reviewing the studies some did not describe the exact coding procedures
they used, making it difficult to determine if they followed all the approaches recommended by
that ‘school’. For example, Chung, Ellis-Hill and Coleman (2008) suggest they used Straussian
grounded theory, however only outlined using constant comparison when describing their

analysis as opposed to open, axial and selective coding and the coding paradigm which is
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outlined by Strauss and Corbin (1998), meaning it was unclear if these procedures were

indeed used.

As previously mentioned, another ambiguous element of grounded theory is when to approach
the literature. Grounded theory was originally outlined as an inductive methodology whereby
existing literature should be reviewed at the end stages of data analysis and conceptualisation
(e.g. Glaser, 1978). However, more recent grounded theorists emphasise the co-construction
of theory by the researcher and participants and suggest an informed approach is most prolific,
utilising the literature to support understanding and conceptualisation of data (see Thornberg
et al.,, 2012). From the reviewed studies, 10 indicated approaching literature and existing
theory at the beginning of the data analysis. For example, Brown and Alligood (2004) indicated
using Newman’s (1986) theory of health as expanding consciousness to interpret their
findings, which supported the development of the substantive theory of ‘help seeking choices:
taking one day at a time’ among wives caring for husbands with dementia. This approach
appeared particularly useful for integrating findings with the literature to provide explanations
around the phenomena investigated. The other studies did not indicate when the literature
was approached making it difficult to understand how ‘informed’ the analysis was. As outlined
in section 3.6.5, for the purposes of this study, an informed use of the literature and theory
during data collection and analysis has been used to support interpretation of the

psychological and social processes related to dining.

From this review, several important considerations have been highlighted. Firstly, given
ambiguities around how researchers have used the term ‘grounded theory’ including the
various ‘schools’, the researcher has been mindful to provide an exact outline of the
methodology used for this study. The researcher takes the stance that she did not want to
dogmatically follow one school of grounded theory, but be flexible and open to the various
methods suggested by different schools, guided by the research questions. Thus, for this
study, the approach may be best described as a mixed grounded theory, following the basic
principles of grounded theory but not prescribing to one particular school. Secondly, it is
unclear in many of the existing grounded theory studies on living with dementia when the
literature was approached or why, therefore the researcher has been mindful to be transparent
about when literature was approached, how it has informed or guided the analysis and a
justification for this. Finally, the researcher considered various approaches to grounded
theory, however, over time it became clear the aim was not to follow a particular ‘school’ or to
develop a grounded theory per se but to utilise grounded theory methods to generate an
integrated understanding of eating-related practices as a social experience for families living

with PCA and tAD. For this study then, grounded theory methods were not adopted in the
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strictest sense, as with some of the other grounded theory studies. The aim was not to identify
an overall ‘core concern’ or central theme but to capture a broader understanding of dining
experiences. The ethical considerations which are important for this study are highlighted in

the next section followed by the procedures which were used in this study.

3.3 Ethical considerations

This section provides an overview of the ethical considerations for the study which involved
interviews and video-based observations. Ethical considerations are important for determining
the correct values and best practice with any given situation or actions (Leino-Kilpi & Tuomaala
1989). This study has received ethical approval via an NHS ethics application to the University
College London Hospitals NHS Foundation Trust (UCLH). This was gained for the whole
Seeing What They See project (appendix 1). Brunel University’s Research Ethics committee
were also consulted for ethical advice for this study and agreed that no further ethical approval
was required for these interviews as they were included within the scope of the UCLH
application. Brunel University’s Research Ethics committee were also consulted for ethical
advice for this study and agreed for all ethical consent for these interviews to be gained
through the UCLH application (see appendix 5 for the approval letter). As part of the ethics
protocol, it was required the researcher attend Clinical Governance, Good Clinical Practice
training at UCLH. This training outlined data protection legislation and local information
governance policies when conducting research with vulnerable clinical populations. The
Seeing What They See research team also has experience in conducting research with people
with dementia. The researcher’s supervisory team also had a higher degree in medical law
and ethics and the other was chair of the Brunel University Clinical Sciences research ethics
committee. Ethical considerations were discussed in supervisory meetings. Each discipline
also has their own code of practice for human research ethics. Given the researchers
background in Psychology, the British Psychological Society (BPS) code of human research
ethics (bps.org.uk, 2014) has been used to guide best practice.

Firstly, as in the BPS code of ethics, researchers should endeavour to identify and assess
possible risks and develop a protocol for risk management. Research involving people with
dementia is ethically acceptable provided it is directed towards the understanding and
treatment of dementia and presents a negligible degree of risk whereby all research with
humans involves some risk in relation to psychological damage. A protocol for risk
management was developed which included the researcher informing the supervisory team
when she went on a home-visit as a lone worker and were contactable should any concerns

arise. One consideration for this study was around potential risk that dyad interviewing could
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pose in terms of tensions or conflict within the dyad (Valentine, 1999). This was patrticularly a
concern as people with dementia often appeared to have a different perspective on changes
then their spouse. Sensitivity of the researcher was considered important and it was key to
avoid ‘siding’ with one of the participants. The researcher deliberately did not use any
confrontational techniques despite the fact this may have resulted in more data. The
boundaries of family dyads were respected and it was deemed important they decided what
was shared. This meant that at times people revealed information that seemed to be new to
the other person, resulting sometimes in signs of unease. It was important the researcher was
sensitive to this unease and at times moved the conversations on. This was a delicate balance
between this control as the researcher as well as respecting the boundaries of dyads and
allowing them to decide what to share. The researcher also debriefed participants afterwards
ensuring she left participant's homes on a positive note. Although there is psychological risk
with dyad interviews, having opportunities for openness and sharing may also have supported

closeness in the relationship (Morgan et al., 2013).

Family dyads also had the opportunity following joint interviews to discuss separately their
perspectives. The researcher deemed it useful to do these separate interviews afterwards
which may have related to less confrontation in the dyad interview as they were aware they
had this opportunity to speak individually with the researcher. However, it can also be anxiety
provoking as this approach might imply secrets exist and that the person is willing to share
these secrets with the researcher (Morris, 2001). It was crucial to maintain the confidentiality
of all participants, and not to disclose any information shared separately. Furthermore, the fact
each member of the dyad had this opportunity may have supported people to feel equally
listened to. They were also familiar with this format of interviewing from taking part in the

Seeing What They See interviews, perhaps supporting them to feel more at ease.

Another consideration regarding risk was around how questioning can be anxiety provoking
for people with dementia (Novek & Wilkinson, 2017). As outlined by Johansson et al. (2011)
interview studies which include people with dementia have shown they are able to contribute
in a meaningful way but it is important to establish a trustful and relaxing relationship to
facilitate these interactions and lessen anxiety for the person with dementia. They suggested
to provide a safe context, interviews at home are advised and this was deemed important for
this study. Furthermore, the trusting relationship may have been supported as this was the
second research visit the researcher made following the interviews for the Seeing What They

See study.
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In terms of video-based observations as the second stage of data collection, the researcher
was mindful that videoing could be awkward for those involved and this psychological risk
needed to be minimised where possible (Luff & Heath, 2012). It was deemed important to
discuss the use and benefits of it before recording, as well as introducing it and setting it up
with participants, so that they could become familiar with the camera being in the room and
with being recorded. The researcher also chatted with participants before setting up the video
camera. Furthermore, the researcher made clear the camera could be turned off at any point
during the dining observations at participant’s requests. Given the researcher was asking
participants to observe an element of their home lives, this was an unusual situation for
participants and therefore it was also deemed important to given family dyads as much control
over the way these observations were conducted as possible. For example, family dyads
dictated whether they would prefer a lunchtime or evening meal to be observed and how the
researcher would be involved, i.e. as an observer or as a dining participant. The participants
also helped decide where to set the camera up in their dining space. Furthermore, given the
researcher had visited these family dyads on two occasions already for the Seeing What They
See and mealtime interviews, a rapport had been built with these family dyads which may
have supported participants to feel more comfortable with being observed during a dining
situation. Debriefing was a key element where the researcher had a discussion following the
end of the video-recording sessions asking participants how they found being videoed and if
they had any questions or concerns. None of the participants raised any concerns following

the video-recording of their dining situations.

The researcher also decided not to share transcripts of the interviews or observations with
participants for checking purposes as some qualitative researchers suggest (e.g. Page,
Samson & Crockett, 2000). The researcher understood this data as a process, as a constantly
changing experience, particularly given these participants were living with a
neurodegenerative disease. Therefore, the interviews were understood as reflecting
perceptions about dining at a single time-point during the interview. Sharing these transcripts
later may not then be relevant at a different time-point and may have affected the way family
dyads continued to process and shape their dining experiences. Especially where participants
reported distressing dining experiences or these were observed, from an ethical perspective
sharing the related transcripts may have caused unnecessary harm and exacerbate negative
experiences, affected the way they went on to cope and adapt to changes to their dining

situations.

Secondly, researchers should ensure that participants consent freely to the process on the

basis of adequate information. As outlined in the BPS code of ethics where capacity to consent
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is in question, it should be assessed using a systematic procedure such as engaging the
potential participant in a dialogue to explore their understanding of what it is that they are
consenting to. The researcher adhered to the legislation laid down in The Mental Capacity Act
(2005) regarding the involvement of people who lack capacity when they enter the study and
those who lose capacity during the study. Any part of the consent process can be problematic
when a person experiences cognitive impairment (Bartlett & Martin, 2001). The nature of
gualitative research also means consent procedures are not a single event but a continual
process between researcher and participants, especially when the person may forget they
have consented to participate (Kayser-Jones & Koenig, 1994; Bartlett & Martin, 2001).
Therefore, consent was re-negotiated on every visit as recommended by Bartlett and Martin
(2001). Furthermore, informed consent was gained with the person with dementia and family
member in the same room before each study visit. This is recommended to facilitate the
process of communication of information and understanding, where family members can co-

operate and participate in this process (Bartlett & Martin, 2001).

Capacity was assessed firstly by the research manager for the Seeing What They See project
using a combination of neuropsychological test scores, discussions with participants and
spouses/relatives, and qualitative assessments of willingness and ability to continue to
participate in the study. Informed consent was then gained by the researcher when visiting
participants for the Seeing What They See interviews (appendix 1) aided by the information
sheets and consent forms. Standard procedures were adapted where necessitated by the
participant’s cognitive impairments. For example, information sheets and consent forms were
read to individuals with PCA in the presence of their family member and the family member or
researcher filled the name and date if the individual with PCA was unable to write, then asked
them to sign after explaining what was written on his/her behalf. Information sheets were given

to participants to keep which included contact details of the research manager.

For the dining interviews, participants were not required to sign new consent forms following
the Seeing What They See interviews as participants had already provided written consent to
be audio-recorded and interviewed about difficulties and coping strategies. Instead consent
was re-negotiated with family dyads where the information sheets/consent forms were
revisited. The researcher provided a new written copy of the information sheets which included
the debrief contact numbers (appendix 9). The researcher also ensured participants
understood the purpose of the dining interviews by providing visit description sheets which
provided clear information about all aspects of this relevant to their decision about whether to
participate (appendix 6) as recommended in the BPS code of ethics. Careful drafting of this

visit description was done to ensure this information was provided in an understandable form.
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These sheets were provided at the end of the Seeing What They See interviews when inviting
potential participants to take part. They were also reviewed with participants when entering
their homes for the dining interviews before taking part. Verbal consent was gained and the
researcher engaged participants in a dialogue to check their understanding of what they were
consenting to. This involved discussing the aims of the project, why the research was being
carried out (for a PhD project), method of data collection, type of data to be collected and
confidentiality/ anonymity conditions. As recommended, joint consent procedures were
conducted with family members present who could facilitate communication if needed. It was
explained their participation in these separate interviews were entirely voluntary and they were
free to withdraw at any time. The visit description also included contact details for the
researcher in case of any queries. These procedures were adapted where necessitated by

the participant’s cognitive impairments as above.

For the video-based observations, an amendment to the existing ethics application for the
Seeing What They See project was required which included permission to observe and video-
record observations within participant’'s homes, given this was not included on the information
sheets/consent forms or covered in the original ethics application. The amendment was
completed collaboratively by the researcher with the project manager for the Seeing What
They See study. The amended information sheets, consent forms and ethical approval letter
are included in the appendix (appendix 9). The researcher was mindful that the information
sheets and consent forms applied to the whole Seeing What They See project and thus lacked
specificity in terms of detailing the exact aims, purpose and approach of data collection for the
video-based observations. Therefore, as with the information sheet for the interviews
(appendix 6) invitation letters were carefully drafted to ensure this information was provided in
an understandable form. These invitation letters (appendix 10) were sent out to potential
participants and reviewed with participants when entering their homes before taking part in
the observations. This included the purpose of the observations and how the videos would be
used. It was explained the videos would only be shared among researchers on the Seeing
What They See project. It was reiterated their participation was entirely voluntary and they
were free to withdraw at any time. The invitation letter also included contact details for the

researcher in case of any queries.

Thirdly, as outlined in the BPS code of ethics participants in psychological research have a
right to expect information they provide will be treated confidentially and, if published, will not
be identifiable as theirs. To maintain confidentiality, all participants were given a pseudonym
and all possible identifiable information was removed during transcription of both the audio-

recordings and videos. This included specific details such as locations, family member’s
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names and events. Audio-recordings and videos were uploaded to a password-protected
computer and deleted from the device immediately following each visit. Also one of the
reasons the researcher did not share transcripts with participants was to help protect the
anonymity of participants in the individual interviews as they were often sharing hidden
perspectives from the other member of the dyad, therefore from a confidentiality perspective
it may have been difficult to manage sharing data with each member of family dyads

separately.

Other ethical considerations detailed in the BPS code of ethics (2014) include giving advice,
deception and debriefing. In terms of giving advice, caution was exercised whereby the
researcher only offered support or advice relevant to the study, for example, sharing
information about eating aids that other people may have been using. This was only done at
the end of the interviews and/or observations. This was deemed appropriate support
particularly for people with PCA, where there is little formal advice or support for these
individuals (Crutch et al., 2017). Any other advice participants required, the researcher
signposted them to the contact details for the research manager for the Seeing What They
See project or the PCA support group at UCLH. In terms of deception, it was not required to
deceit participants for this study. Finally, in terms of debriefing the researcher spent time at
the end of a research visit discussing how participants found the process and engaging in
conversation to ensure she left on a positive note before leaving participants homes. Rapport
building was considered important, particularly as participants were giving their time

voluntarily.

3.4 Data collection: In-depth interviews

3.4.1 Rationale

Home-based qualitative interviews on people’s dining experiences was selected as the
appropriate first stage of inquiry for this study. Interviewing allows for open flexibility and
exploration of an experience, which is particularly well-suited where little is known about the
phenomenon of interest (Charmaz, 2006, p. 29). Furthermore, participants were familiar with
this research design from taking part in the Seeing What They See interviews with the
researcher (see section 1.3), providing some continuity in which to situate a follow-up
discussion on eating-related practices. As identified by the literature review presented in the
previous chapter, no qualitative studies were found which compared experiences of dining
when living with PCA and tAD, therefore interviewing as an exploratory line of enquiry was

identified as a useful approach. Furthermore, as Charmaz (2006) describes, interviews allow
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the researcher to go beneath the surface of the described experience and ask about
participant’s thoughts, feelings and actions, therefore this approach provided a suitable
avenue with which to provide an in-depth understanding of the meanings people made around

their dining experiences.

Paired interviews were deemed useful for understanding how family dyads worked together
to address issues and conflict and to capture how the pair coordinated their shared dining
interactions (Taylor & de Vocht, 2011). It was also useful as interviewees could fill in gaps,
supporting each other's memories in their storytelling (Wilson, Onwuegbuzie, & Manning,
2016). This was particularly useful for people with tAD given they often had memory lapses
relating to what happened at mealtimes and the other family members could support their
memory of recent experiences. It was also useful for allowing the researcher to observe
interactions between the pairs and observe how they co-created meaning and how they
managed conflicting perspectives. Separate interviews were also used as these allowed
concealed perspectives to be shared, which they may not have shared with the other person,
as well as elaborate on their perspectives from the dyad interview. Having this opportunity to
share these individual perspectives was identified as useful from the Seeing What They See
interviews as it meant where perspectives differed, individuals had an opportunity to voice
these views in the separate interviews. This may have supported family dyads to be less
confrontational than if only dyad interviews were conducted. Overall each approach
complements the other in harbouring multiple perspectives around mealtime experiences
(Taylor & de Vocht, 2011).

The order of the interviews always involved the dyadic component first, whereby family dyads
discussed experiences together, followed by separate interviews with each member of the
dyad which were conducted away from the other family member. This configuration was
identified as most appropriate by the researcher for several reasons. Firstly, eating-related
practices as a dining experience are a shared activity, therefore the interview mirrored the
idea of eating-related practices as dining, providing an opportunity to interact and negotiate
perspectives. Secondly, the researcher could pick up topics which arose in the dyadic
interviews to explore these further on an individual basis in the separate interviews. Thirdly,
on a practical level on visiting the participant’'s homes it felt more natural to see the family
dyad together first as this was their shared abode and this arrangement flowed on from the
consent procedures. Lastly, the fact the participants were also familiar with this structure from
the interviews for the Seeing What They See study may also have supported them to feel at

ease.



DINING WITH DEMENTIA 65

3.4.2 Sample and recruitment

Recruitment for this study was facilitated by the Seeing What They See study. For the Seeing
What They See project participants had attended the Cognitive Disorders Clinic at the National
Hospital for Neurology and Neurosurgery (NHNN), London (UK) and were invited to take part
in the research. This is a secondary/tertiary referral centre, with attending patients often
presenting with younger or atypical presentations of dementia. All of the participants
underwent a clinical and neuropsychological assessment as this was a requirement for
participation in the Seeing What They See study. People who had evidence of an ischaemic
stroke or brain tumour were excluded. All PCA participants fulfilled clinical criteria for PCA
(Tang-Wai et al., 2004) and probable Alzheimer’'s disease (Dubios et al., 2010). The tAD
participants fulfilled research criteria for a diagnosis of typical amnestic Alzheimer’s disease
(Dubios et al., 2010) (see section 1.3). Participants were excluded from the Seeing What They
See study if they were deemed to lack capacity to make an informed decision about taking

part in the research (see section 3.3.3)

Purposeful sampling was used to recruit for the interviews for this study, whereby family dyads
with either a diagnosis of PCA or tAD were asked at the end of the Seeing What They See
interviews if they would like to take part in this study on eating-related practices. Participants
were handed an information sheet by the researcher about these interviews at the end of
taking part in the Seeing What They See interviews if they indicated they were interested
(appendix 6). They were contacted within a week to see if they wanted to take part and to
arrange for the researcher to visit them at home. The researcher liaised with the project
manager for the Seeing What They See interviews to agree a suitable time to visit participants.
For some, if they were taking part in other research, it was decided to hold off on interviews
until they had completed those to minimise the possibility of interviewer burden. The
researcher also tried to ensure flexibility around participant’s availability around their other
commitments. All the interviews were conducted with 1-3 months of the Seeing What They

See study interviews.

Given this study aimed to compare across people living with tAD and PCA around an equal
number of participants with each type of dementia were sought. In addition, the researcher
aimed to recruit people both with earlier-onset and later-onset dementias, given PCA is
typically an earlier-onset dementia and as outlined in the literature review, having dementia at
a younger age may present unique challenges and disruptions to dining which was an
important consideration. Given the aim was not to achieve a ‘representative’ sample, but

rather capture diverse situations and experiences, the sample was not restricted to spousal
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relationships and included one mother-daughter dyad who were living together (see table 2,
section 5.2). Given this study aimed to establish causal explanations around various dining
experiences, a diverse sample was sought for understanding dining experiences under a

range of different conditions.

Overall, twenty family dyads took part in these interviews and participants from the Seeing
What They See interviews (n=37) stopped being invited once theoretical saturation had been
reached i.e. when nothing new was being said about the concepts and categories which were
emerging in the analysis. All the participants who were approached agreed to take part in the
subsequent interviews on their eating-related practices. The sample included 9 family dyads
living with tAD and 11 family dyads living with PCA. All family dyads who took part lived at
home with one another and dined together for most mealtimes, as well as often being together
for other eating-related practices such as preparing the meal. This supported the researcher

to focus upon eating-related practices as a social dining experiences.

Recruitment occurred through the Specialist Cognitive Disorders Clinic at UCLH and many of
the participants were active volunteers in various research projects at the clinic and those with
a diagnosis of PCA had access to specialist support and advice, for example, through the PCA
monthly support group which is organised by the clinic. Although not all the participants who
had a diagnosis of PCA attended this group, they were all aware of its availability and most
were in travelling distance to attend should they wish to do so. People, particularly with PCA,
may have felt more supported, given this access to specialist knowledge and education
around their symptoms from the specialist clinic. Having said this, people with tAD in the study
had access to a wider range of support and knowledge, given this is a more well-known

dementia, for example, from local support groups such as through the Alzheimer’s society.

One weakness of the sample is that most participants recruited through this process happened
to be from a similar socio-cultural background. All but one family dyad was W hite-British, with
many being highly educated. This is an important consideration when interpreting the results
of this study. For example, Hulko (2009) is critical of studies which include samples largely
comprised of mainly white, well-educated, high-class, married professionals in the early
stages of dementia. In Hulko’s study she identified that social location (including age, class
and geographic location) had a substantial impact on the way people go on to cope with and
experience their diagnosis. This is a key limitation of the sample who were included in this
study. However, there was some variability across participant demographics including age,
gender and type of dementia. As presented in the results chapters, a diverse range of dining

experiences were reported among this sample, allowing for some understanding of how these
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different contexts shaped dining experiences. Despite the limitations of the sample recruitment
through the clinic provided access to a significant number of individuals living with the rarer
dementia, PCA, which would not have been feasible without this recruitment path, given the

rarity of this diagnosis.

Another consideration in relation to the sample, is comparing between the two types of
diagnosis as a fairly arbitrary comparison, given people can differ in the types of symptoms
they experience. For example, some people with PCA had impaired cognitive awareness and
some people with tAD also reported perceptual difficulties. It is important to consider that
dementia is a ‘syndrome’; an umbrella term to describe a range of experiences of cognitive
impairment. Although distinguishing between PCA and tAD helped to understand patterns of
experiences related to mainly memory difficulties versus perceptual and spatial awareness
impairments, it is important to be mindful that the line between these dementias could be
blurred. This message has been echoed elsewhere (e.g. Cotrell & Schulz, 1993; Epp, 2003)
suggesting that whilst it might be useful to diagnose dementia and the various types, it is
important to be cautious in viewing individuals with dementia as individuals, demonstrating
limitations with grouping people within their diagnostic label as a basis for comparison.
However, comparing across these specific types of dementia can provide a more accurate
understanding of potential experiences related to various clinical presentations of dementia.
As discussed in the previous chapter, this supports a development in the research in terms of
beginning to distinguish dining experiences when living with different symptoms, as opposed

to just dining with ‘dementia’ as a very broad syndrome.

3.4.3 Procedure

The interview structure largely replicated that of the Seeing What They See project. Interviews
were carried out with the person with dementia and a family member, first interviewed together
and then separately on difficulties and coping with dementia. Given this structure worked well
for gathering rich data on shared and individual experiences for the Seeing What They See
interviews and this format had been piloted with two family dyads for that project, it was not
deemed necessary to carry out further pilot studies for this study. However, the researcher
was prepared to alter the interview guide or format of the interviews should there be any issues

or concerns following the first few.

Interviews on dining experiences were conducted over a period of 9 months. The first interview
commenced on 11/12/2014 and the final interview on 28/09/2015. All interviews were

conducted within 3 months of participants taking part in the Seeing What They See interviews,
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with the majority within the same month. The interviews for this study were conducted
individually by the researcher at family dyads homes and lasted approximately 1-1 % hours.
Given mealtimes largely took place in this context for participants, this provided a relevant
background to stimulate memories of dining activities and with which to discuss various coping
strategies. For example, some participants showed the researcher various eating aids they
had at home and often explained their dining situations by showing the researcher the space
they typically dined in. However, interviews in participants own homes caused some
unanticipated difficulties, for example, they could become distracted by several things when
interviewed in this environment (Bowling, 1997). Distractions such as interruptions from other
family members, unexpected visitors and phone calls all occurred. Another issue with home
interviewing was having appropriate space to be able to conduct the individual interviews
without the other member of the family dyad overhearing or participating in these
conversations. Given the researcher had visited participant’s homes previously for the Seeing
What They See interviews she was aware that appropriate space was available. However,
should there not have been, alternative space at the Dementia Research Centre was available
for participant interviewing if needed. Given interviews took place in the participants own
spaces, it was deemed important they were given control over how these situations were
managed, for example if they wanted to stop the interview to answer a phone call. The
researcher ensured she allocated enough time for each interview (at least two hours) allowing

flexibility in case any unanticipated distractions occurred.

On meeting participants at their homes, the information sheet was revisited (appendix 6) and
any further questions answered to ensure the participant dyads understood the purpose of the
visit. The researcher also revisited the information sheets and consent forms from the Seeing
What They See interviews with participants. Whilst they were not required to sign new consent
forms as they had already consented to take part in home-based interviews, the researcher
spent some time gaining verbal consent and checking they understood the process as outlined
in section 3.3. All participants stated willingness to take part in the study and did not raise any
concerns with the process for the interviews. The researcher also had an informal discussion
with participants before commencing the interviews. This included being asked if there had
been many changes since the last visit for the Seeing What They See interviews to check in
with participants after the time-lapse since the last interview, re-establish rapport and provide

a suitable basis to begin a focused discussion on eating-related practices.

Interviews involved a dyadic and separate interview component with the person with dementia
and a family member, exploring both interrelated and individual perceived dining experiences.

These interviews were all conducted in one visit. It was explained to participants that the
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procedure for the interviews would follow the same structure as the Seeing What They See
interviews. It was decided with participants what format this interviewing would take where the
researcher said to participants they could decide who went first for the separate interviews
and participants negotiated this between themselves. This both gave them some element of
control over the interviewing process and the researcher worked with participants to negotiate
where and how these separate interviews would be conducted. One issue was that the
researcher visited family dyads alone for the dining interviews whereas for the Seeing What
They See interviews there were two researchers. The other member of the dyad then had to
entertain themselves whilst the researcher was interviewing the other separately. For the
majority, this did not appear problematic as the other member of the dyad busied themselves
in other areas of the house and two of the participants went out for a short walk whilst the
researcher was with the other. However, for two dyads the other family member stayed in
closer proximity which may have affected the quality of the data collected. For example, Tanya
became frustrated because she noticed her husband Alastair was listening at the door when
the researcher was interviewing her and asked him to leave the room a few times. This
affected the flow of the interview and the researcher broke off from questioning whilst Tanya
liaised with her husband to avoid his listening affecting the interview. Another example, was
where Bob, Sarah’s husband, was sat in the conservatory adjacent to the living room where
the researcher was talking with Sarah. It was not until the interview commenced that it became
clear that Bob had sat next to the door and was listening and at one point he verbally involved
himself in the discussion. Both Sarah and the researcher then spoke in a lower tone for the
rest of the interview, however, Sarah may have been more concealed in her response as she
may have been cautious of Bob overhearing in the adjacent room. Given the researcher chose
to take a non-confrontational stance and work with participants to allow them autonomy in the
interview process it was not deemed appropriate to tell the other family member they could

not listen as this could have caused distress around the idea of having secrets (Morris, 2001).

Interviews were semi-structured, whereby an interview topic guide was used (appendix 7),
however, this was used flexibly where the ordering of questions and additional questions could
be added as the study developed and led by the concerns of the participants. The use of a
flexible topic guide is recommended by grounded theorist Charmaz (2006) for novice
researchers supporting researchers to return to the key topics. The interview guide was not
intended to impose a rigid structure but provided a guide to the main areas to be explored,
helping to keep interviews relevant. Topics which were addressed included experiences
related to changes, the eating environment, dining out, social issues such as changes to

conversations and eating with others, food preparation and clearing away.
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Over time, key areas of concern for participants began to emerge with initial transcription and
analysis of the earlier interviews, as analysis of the interviews and data collection occurred
simultaneously. Conversations became more in-depth and focused on key areas of concern,
i.e. around ‘dining’ as a social experience. This included more discussion with participants
around dining out experiences e.g. in public dining settings and managing concerns of stigma
and embarrassment associated with not meeting expectations for ‘correct’ dining behaviours.
This type of theoretical sampling is recommended by grounded theorists (e.g. Glaser &
Strauss, 1967), where interview discussions are dictated by the emerging areas of interest
from the data analysis which is occurring in conjunction with data collection (see section 3.8).
As well as this, the interests of the researcher with a background in Psychology may have
influenced the development of the topics of interest as outlined in section 1.4. At the end of
each interview, participants were asked if there was anything they had not covered in relation

to eating-related practices, maximising the opportunity for collecting rich data.

Field notes following each interview were written with initial thoughts on the interviews. These
were written as soon as practically and conveniently possible, usually within an hour post-
interview. These included notes such as observations from the visit and thoughts about the
interview, information about setting and context, how interviews related to previous ones and
what information was new or similar and notes of conversations which were not captured in
the audio-recording, for example, if participants added any comments such as on the
researcher leaving once the audio-recorder had been switched off. See below for an example

field note (figure 2) from an interview.
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Figure 2: Example field note following a mealtime interview

Date: 11/12/14
Type: field note
Susan and Terry, mealtime interview

Have conservatory room at the back of the house and chair in living room. Mainly eating in
there and spending most of time in that chair. Light coming through at back.

Susan very articulate about issues faced at mealtimes

Lack of choice/ makes it an easier task, only eating certain things.

Terry quite straight-talking, likes things done ‘properly’

Lots of aids around the house/ doesn’t necessarily support enjoyable mealtimes
Don’t seem to enjoy each others company/ mealtimes not social activity

Next visit think about taking pictures of dining environments

3.4.4 Audio-recording and transcription

The interviews were audio-recorded and transcribed by the researcher following each
interview. To maintain confidentiality, all participants were given a pseudonym and all possible
identifiable information was removed during transcription. Audio-recordings were uploaded to
a password-protected computer and deleted from the audio-recorder following each visit.
Transcribing is useful for data-driven methods of inquiry which allows the researcher to
become familiar with the data and begin to explore emerging areas of interest from the outset
of data collection. As grounded theorist Charmaz (2006) suggests “as a novice, you can best
study your data from the very start by transcribing your audio-tapes yourself or through writing
your own field notes... by studying your data, you learn nuances of your research participants’
language and meanings. Thus, you learn to define the directions in which your data can take
you” (p. 36). This initial stage of transcribing was found to be helpful for familiarisation with the
data as well as informing the nature of inquiry within subsequent interviews as the areas of
concern began to evolve. Furthermore, given this study was data-driven it supported an in-
depth understanding of dining from participant's experiences and early analysis. Some
researchers who use data-driven grounded theory approaches suggest transcribing can be
time wasting and encourages description rather than conceptual of the data (Glaser, 2002).
However, the process was found to be useful by the researcher for staying open to different
areas of concern for participants rather than forcing the data with pre-existing hypotheses.
Furthermore, on a practical level, transcribing was key for organising the data electronically

and comparing across interviews. There was a large amount of data for this study, i.e. three
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interviews per family dyad, totalling 60 interviews. Therefore, it was important this was
organised electronically, by typing-up interviews and uploading them into a qualitative analysis
software package (see section 3.6.1). An example of a transcribed interview of one family
dyad in this study is included in appendix 8. As outlined in section 3.3 the researcher did not

share these transcripts with participants for checking purposes.

3.5 Data collection: Video-based Observations

3.5.1 Rationale

As described in further detail in section 3.6.2, interview transcripts were analysed as each
interview was conducted which helped identify gaps in understanding and inform further data
collection. Importantly, interviewing served as the primary method of data collection for this
study, given this provided access to richer information on perceptions around dining from
participants and some understanding of behaviours. Video-based observations were selected
as a second stage of data collection, supporting further understanding of actual dining
behaviours. As outlined in the literature review (section 2.3.4), much of the existing research
comes from a constructivist perspective, whereas the use of video-based observations
assumes a scientific realism, assuming people are existent and that they have been
conducting in ways open to research (Knoblauch, 2012). This realist perspective is supported
by the theoretical framework of Erving Goffman (1974) which is explained in the following

chapter and which has been used to support conceptual understanding of data in this study.

Video-based bservations were selected for several reasons. Firstly, this method was thought
to support inclusion of the dementia voice in the research. As several researchers have
highlighted, dementia can impact on a person’s ability to articulate their views and perceptions
verbally posing unique challenges for researchers when conducting interviews (Hubbard et
al., 2003; Lloyd, Patterson and Muers, 2016). In the study by Johansson et al. (2011)
presented in the literature review (section 2.3.2) they described “detailed descriptions were
seldom given; instead, answers were often short and important experiences might have been
left out” (p. 2558). Similarly, in this study it was found interviews with people with dementia
were often shorter and less detailed around recent dining experiences than with family
members. Klinke et al. (2014) found observations can facilitate the inclusion of people who
have communication difficulties in their study on eating-related practices with people who had

had a stroke. Similarly, in an article on methods for gaining access to experiences of people
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with dementia, Nygéard (2006) suggests combining interviews and observations to elicit rich

data, enabling researchers to observe behaviours which may escape conscious awareness.

Secondly, observation may be useful in collaboration with interview techniques (Jamshed,
2014). For example, observations can provide further understanding of less socially desirable
behaviours which participants may be less willing to report in interviews. This was identified in
the study by Boyle (2014) (see section 2.3.3) whereby they found evidence for behaviours
related to power and control among family members of people with dementia which they did
not discuss in interviews. Participants may wish to display themselves in a certain way, e.g.
as a ‘good carer and thus only discuss aspects of dining experiences which support a

desirable image in interviews.

Thirdly, as identified in the literature review, there appeared to be a gap in understanding the
micro-social element of dining, such as conversations which took place in this space. As this
study developed, the questions evolved to include dining interactions and how people
supported these interactions in situ. As Wills et al. (2016) suggests, understanding everyday
social practices is challenged by the fact these activities are often mundane and important
behaviours and perceptions may be taken for granted and therefore difficult to recall. These
nuanced aspects of the practice itself, can be revealed through observation. Goffman (1959)
suggests “what people say often differs from what they do. Thus, he [Goffman] preferred to
observe actions and to listen to what people say in their natural settings than to rely on
interviews” (p. 982).

Goffman is talked about in more detail in the following chapter, including the relevance for this
study. Goffman (1974) primarily used observations for understanding micro-sociological
everyday encounters and how misunderstandings and breakdowns in meanings arose in
interaction. As the researcher became more familiar with Goffman’s (1974) work and its
relevance for understanding dining experiences for people in this study, observation was
identified as useful to facilitate understanding of these misunderstandings and breakdowns

that can occur when dining with dementia.

After some deliberation and reading of the literature, video-based methods were selected as
the best approach to capture observations. Although the researcher recognised the presence
of the camera could affect how natural dining encounters were, the benefits appeared to out-
way limitations in terms of this approach capturing the rich multi-faceted behaviours and

interactions which took place. As Knoblauch (2012) describes in his book on qualitative video-
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based approaches, this approach provides a “microscope of interaction” (p. 9). Video
recording provides the opportunity to meticulously examine and re-examine sequences of
events as they take place in real-time (Heath, Hindermarsh, & Luff, 2010). Videoing allows for
instances to be replayed and subtleties in body language and action to be drawn out from
observations (e.g. Sundin & Jansson, 2003). Furthermore, as shown in the study by Majlesi
and Ekstrom (2016) (see section 2.3.3), the use of video-recording dining interactions can
support understanding of how people with dementia use the physical and social environment,
including cues, to compensate for their difficulties. A small number of dining situations were
recorded in this study, given that the data was rich and multi-faceted, providing a large amount
of data with which to analyse and compare with the interviews. This process was labour
intensive and it was important to be cautious of not collecting too much data which then can
harbour the process of developing a conceptual understanding of the data (Glaser, 2001,
p.192).

3.5.2 Sample and recruitment

For this next stage, as with the interviews, purposeful sampling was used whereby the
researcher observed dining scenarios among people living with PCA and tAD who were
available after taking part in the dining interviews. Given the researcher was interested in
comparing experiences of dining in terms of living with PCA and tAD, an equal humber were
approached. The researcher sought four scenarios where participants were reporting a range

of dining experiences and the initial reasons for selection are described in more detail below.

Four family dyads were contacted by letter informing them of the purpose and nature of the
video-based observations (appendix 10). They were then contacted a week later to see if they
were interested in taking part. For one family dyad living with PCA whom the researcher
initially planned to contact, the person with dementia sadly passed away just before they were
contacted. Another dyad living with PCA was approached and the other three family dyads
whom the researcher had planned to contact agreed to take part. The research visit to their

home was arranged for a time and date which suited them.

Below is a description of the four family dyads, the reasons for selection and the context of
each scenario. The pseudonyms used are the same as for the interviews and demographic

information regarding these participants can be found in section 5.1.

1. Alastair and Tanya: Alastair who has a diagnosis of tAD and his wife Tanya were

approached as Alastair appeared to have impaired insight into changes and was
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defensive in the interviews when Tanya discussed changes relating to the diagnosis.
There were discrepancies and conflicts in Alastair and Tanya’s accounts of changes
and ways of coping. These frame disputes are described in more detail in chapter 5.
The researcher wanted to explore how these different perspectives were coordinated
through behaviours and actions during a dining scenario and understand more about
Tanya’s approach to this, as well as how Alastair presented himself during dining in

action given he was reporting little changes in the interviews.

2. Burt and Denise: Burt, who has a diagnosis of tAD and Denise were approached as
Burt was more aware and less defensive about changes than Alastair. He appeared
to accept that he was having difficulties and embraced dementia in some ways; for
example, he spent a few days a week at a day centre with others with dementia. Burt
and Denise reported positive mealtime experiences in the interviews, for example, they
reported working together to prepare meals and compensating for memory loss. The
researcher wanted to explore how this openness about tAD affected how eating-
related practices were managed and how this related to the way Burt presented himself
in a dining scenario, as well as Denise’s behaviours. The scenario with Burt and Denise
was also unique as they dine with Denise’s mother who also has a diagnosis of
dementia. She was consented into the study as a family member and thus the analysis
considers how her involvement affected the interaction with Burt, as opposed to

analysing her behaviour independently of this.

3. Trudy and Edward: Trudy, who has a diagnosis of PCA and her husband Edward
were approached as they were reporting positive dining experiences in the interviews.
Despite Trudy having an early-onset dementia, at 58yrs old, Trudy and Edward
reported no social difficulties and going out to eat ‘now more than ever’, suggesting
they maintained meaning in their dining experiences. The researcher wanted to
understand more about the behaviours and the set-up of their eating-related practices
which may have influenced this experience. It was clear from the interviews that Trudy
was experiencing substantial changes in her abilities, for example she now had

difficulty cutting up food and had stopped preparing meals.

4. Louise and Richard: Louise who has a diagnosis of PCA and her husband Richard
were approached as they were reporting more negative mealtime experiences in the
interviews. Louise reported feeling uncomfortable eating out due to difficulties
managing the meal and spilling food, had stopped going to ‘formal’ dining functions

with her husband and reported embarrassment with these difficulties. Richard
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presented these difficulties as wrong in relation to how eating-related practices ‘should’
be managed. The researcher wanted to learn more about dining behaviours in action
which may have related to these types of appraisals, as well as how the dyad were
interacting during dining which may have related to a breakdown in the dining

experience.

3.5.3 Procedure

As described in section 3.5.2, following initial analysis of the interviews, video-based
observations within participant’'s homes were selected as the next stage for data collection.
This required an amendment to the existing ethics application to include permission to observe
and video-record observations within participant’s homes, given this was not covered in the
original ethics application for the Seeing What They See study (see section 3.3). This process
took some time and it was not until over a year following the dining interviews that the
researcher entered the field to conduct the observations, following both the analysis of
interviews and decision to use observation and ethical approval from London- Queen Square
Research Ethics Committee. The dates for observation and interview for each of the families
is included in table 1. Ideally these observations would have been carried out earlier, directly
following the interviews, so they reflected a similar time-point, however, on a practical level
this was not possible and therefore they were conducted at this later date. As with other
sociological research, it was regarded important to ‘go where the action’ is, (Nygard, 2006),
collecting data within the specific context i.e. at home, to provide an understanding of how

participants used this setting to support their dining interactions

Table 1: Dates of interviews and observations with the four dyads who took part in the video-

based observations

Date for interview | Date for observation
Tanya and Alastair 16/01/2015 01/06/2016
Burt and Denise 12/02/2015 08/06/2016
Trudy and Edward 23/04/2015 10/06/2016
Louise and Richard 14/04/2015 29/07/2016

For the observations consistency or reliability was not important but rather observing
scenarios which were controlled by the participants, in terms of how they wished to carry out
their dining interactions. This meant the researcher was flexible in the procedure and

encouraged participants to carry out and coordinate their behaviour in a way that suited them.
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When family dyads were contacted by phone to arrange a suitable date and time for the
observation, they were asked whether they would prefer a lunchtime or evening meal and how
they would prefer the researcher to be involved i.e. as an observer or as a dining participant,
depending upon what they were more comfortable with. It was explained to participants over
the phone that the researcher wished to observe the meal preparation aspect as well.
However, on arriving at people’s homes some had already began this aspect. This highlights
the lack of control researchers can have when conducting research in natural settings,
however, it may also have been more naturalistic in the sense that this maybe the way

participants managed situations when having a guest round for mealtimes.

When the researcher arrived at participant’'s homes, information sheets were provided for
participants to keep and consent was gained for taking part in this observation stage (see
appendix 9). The purpose of the visit was explained to participants as observing an- as natural
as possible under the circumstances- dining situation to understand more about experiences
and coping strategies when living with dementia. The researcher took a copy of the invitation
letter and read through it with the participant dyads to ensure they understood the purpose of
the visit. Participants were encouraged to ask any questions they may have at this stage. It
was made clear to participants that taking part was entirely voluntary and they could stop the
video-recording at any time should they wish to. Participants were also encouraged to discuss
any changes to their situation prior to being observed given time had lapsed since the

interviews.

Following this, participants were introduced to the camera and it was explained videos would
be anonymised during transcription and analysed by the researcher. The participants were
reminded that recordings would be used for research purposes only and may be shared
among the research team for the Seeing What They See project but these recordings would
not be shared publically. The researcher was mindful that video-recording could potentially be
awkward for participants (e.g. Luff & Heath, 2012) therefore spent some time discussing the
use and benefits of it, introducing it and setting it up with participants, so that they could
become familiar with the camera being in the room and with being recorded. Where possible,
families helped set the camera up in a suitable space and check the frame-view was suitable
to support their control and ownership in this situation. Placement of the camera is an
important consideration in video-based research (Jewitt, 2012). It is important to consider that
filming is room-limited and to the framing the camera could capture. This did not present as
an issue for the observations with Trudy and Edward, Alastair and Tanya and Richard and
Louise as they had open-plan kitchen and dining spaces meaning most the interactions

including preparation, clearing away and the mealtime together could be captured. However,
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for Burt, Denise and her mother, the kitchen was in a separate room and therefore some of
the interactions, such as during meal preparation, were not captured as the camera was set
up where the dining table is. The researcher decided not to move the camera around to
minimise distraction, particularly as the camera was a larger compact cinema camera and
may have interrupted the interactions. Instead the researcher took note of some of the
conversations with Denise and Burt which occurred in the kitchen space which were not
captured on the video-recording, however this lacked the richness of the data captured using
the video-camera (see figure 4). Placement of each participant, the camera and the layout of
the physical environment for each of the dining situations is included in figure 3. The camera
was turned on as early as possible following the consent procedures and placement of the

camera to support participants to become familiar with being filmed.

Figure 3: Pen-picture of dining environments for the four dining situations, CASCO refers to
Burt and Denise, LEVVI refers to Louise and Richard, DOYDA refers to Alastair and Tanya
and WOOEL refers to Trudy and Edward (these were the original code names from the Seeing

What They See study)
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Given the researcher allowed for flexibility in terms of dining situations being led by the
participants, this approach produced four very different scenarios. The dining scenario with
Alastair and Tanya who were living with tAD involved a lunchtime meal, including a main meal
and dessert, where the researcher was invited to dine with the couple. Therefore, the research
was acting as ‘participant as observer’ (Gold, 1958) i.e. being part of the scenario. The meal

took place around a dining table which was in the kitchen area. The scenario with Burt and
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Denise who also were living with tAD was unique in that (as previously mentioned) Denise’s
mother who also had dementia ate with the couple. Their meal involved an evening meal,
including a main meal and dessert, where they requested the researcher observed the meal
and sat on the sofa adjacent to the dining table during their scenario. Here the researcher was
acting as ‘observer as participant’ (Gold, 1958) i.e. with minimal involvement in the social
situation but acting as an overt observer whom the diners could interact with as they wished.
The meal took place around a dining table which was situated in the living room, adjacent to
the separate kitchen area. For the scenario with Louise and Richard who were living with PCA,
this involved a lunchtime meal with a main meal and yoghurt for Louise afterwards. The
researcher sat behind the couple at the other end of the room whilst they ate their meal and
as in the scenario with Burt, Denise and her mother acted as ‘observer as participant’. The
meal took place on a low kitchen breakfast bar facing out to a window. Louise and Richard
had their back to the researcher whilst eating, but chose to turn their chairs around after
Richard had finished the main meal and Louise was still eating and discussed changes since
diagnosis with the researcher. The scenario with Trudy and Edward who were also living with
PCA involved an evening meal prepared by Edward, involving a main meal and pudding. The
researcher was invited to dine with Edward and Trudy, acting as ‘participant as observer as
in the scenario with Tanya and Alastair. The meal took place around a dining table which was
situated in the kitchen. The role of the researcher’s presence in the dining interactions is
further discussed in the observation chapter. It was important that these variations were part
of the analysis. As grounded theory researchers suggest ‘all is data’ (Glaser, 1998, p.8) and
it was important to consider the situational variations which related to various dining

interactions.

As previously mentioned, another way the situations varied was in how much meal preparation
was carried out before the researcher arrived. For example, Denise started cooking from
scratch when the researcher arrived after a busy day out, whereas for Trudy and Edward the
meal was already in the oven and did not require much additional preparation. This contextual

variation was another important consideration in the analysis.

The length of the dining scenarios also varied and depended upon the participants and the
way they chose to carry out their activity. For two of the dyads, after-dining conversations were
had at the dinner table and the camera was kept running during this. Video recordings of the
observations lasted from 41:58 minutes up to 01:07:59 minutes across the four dyads. Once
the camera was switched off, the researcher had a discussion with participants, asking how
they found being videoed and if they had any questions or concerns. All four dyads had taken

part in another study as part of the Seeing What They See project which involved video-
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recording in a simulated visual environment (preparatory study 2; see appendix 1), therefore
they may have been slightly more at ease with being recorded, compared with if this was new
to them. However, one participant (Trudy) said at the end of the recording that she felt like a
monkey in a cage, suggesting her behaviour was perhaps affecting by the cameras presence.
However, she did say this in a humorous tone suggesting she did not experience too much
anxiety with being recorded, and when questioned further about this she said she got used to
the camera being in the room and the meal was fairly typical for their interaction. The other
participants talked about forgetting the camera was there after a while. As previously
mentioned these contextual variations were part of the analysis as ‘all is data’ (Glaser, 1998)

and are included in the results.

Following each visit, field notes were made of conversations which were not captured in the
videos and the researcher’s reflections on the dining scenarios. This included conversations
before and after recording began. For example, Edward mentioned on arrival that the
researcher may notice a significant decline for Trudy in terms of her functioning ability since
the previous visit and this was recorded in the field note. An example of a field note from the

observation with Burt, Denise and her mother is provided in figure 4.

Figure 4: Example field note following observation

Date: 08/06/2016

Type: field note

Burt and Denise observation

Wife wanted to see me separately in the kitchen: ‘it's absolutely soul-destroying’, she discussed
grappling with helping them maintain their identity whilst seeing performance in everyday life is
diminishing, She thought he might be talking less due to trying to appear normal (said in kitchen)-
sitting up straight idea, engaged less over time, suspicion over what is framing him?

‘it's lovely to see him engaging and chatting with you’ (he doesn’t do this normally and didn’t in the
observation)

Separate/ boundary, ‘do you want to record in here this is where it's ‘all happening”

‘welcome to the chaos'/ stressed/ ‘mad house’
Humour element for wife

Feeling out of control- whatever?! idea

Some humour used around it, particularly by her

Much more openness about dementia with me separately

Mother has dementia too, mother and Burt playing each other off, didn’t interact with one another
He's happy when engaged but quiet overall/ suspicious of what frames him?

Important of engaging socially/ lack of social aspect but birds connection and TV connection

Disengaging as own coping strategy/ preserving self
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3.5.4 Video recording and transcription

As outlined in section 3.5.1 video-based data collection was used which allowed the
researcher to review the dining situations back, re-examining. Furthermore, it allowed the
researcher to be present during the observation as opposed to being concerned with noting
down behaviours and conversations during the scenario, acting as a participant and part of
interactions where necessary. As embodied perceptions became a theoretical interest,
observing these subtleties, for example in facial expressions or body language, could also be
explored via the playback features. Subtle strategies to support dining interactions could also
be observed and noted from these videos. On a practical level, the researcher used a
camcorder which was available to her through the research team. This was a compact cinema
camera (Panasonic AU-EVA1 5.7K). The camera was portable but due to the bulky size it was
deemed it may distract dining interactions if the researcher moved it around and thus it was
mounted in a suitable place within each setting as shown in figure 3. The camera also has a

microphone attached which captured the audio data.

Videos were uploaded and stored on a password-protected computer and deleted from the
camcorder following each research visit. During the transcription process of these
observations, personal details were anonymised and the pseudonyms which had been used
for the interviews were also used for the transcripts. Video-recordings were watched once
following each visit and rough notes were made of key instances and first-thoughts related to
themes from the interviews. The videos were subsequently watched repeatedly and
transcripts included details of the conversations and behaviours of participants, as well as a
summary of the setting and context. Given the data-driven nature of this study and the fact
there has been little research using video-based observations of eating-related practices when
living with dementia it was deemed important to transcribe qualitatively. A non-standardised
approach to transcribing was used where interactions, actions and social situations were
transcribed as described by Knoblauch (2012). This contrasts with more systematic
approaches to analysing video such as dementia care mapping (Brooker, 2005). The process
was found to be laborious given the multi-sensual nature of the data and difficulties with
capturing subtle facial expressions in the interactions. There was little literature identified on
how to transcribe such details from video-based data. For example, although the study by
Majlesi & Ekstrom (2016) on eating-related practices used video-based observations and
transcribed these qualitatively they did not outline how they transcribed and analysed their
multi-sensual data. The researcher was guided by the recommendations from Knoblauch

(2012) in his book on qualitative audio-visual analysis whereby actions and interactions were
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sequentially transcribed including how actions were being performed. This includes all talk
and visual conduct in as much detail as possible. However, given the researcher was new to
this type of transcribing and analysis the amount of information captured in the transcripts may
have been limited. Furthermore, it is also important to consider the transcripts of video data
are a version of events by the viewer, open to interpretation as with other sources of data
(Gibson et al, 2005).

Transcripts were organised into three key phases: ‘meal preparation’, ‘the mealtime’ and
‘clearing away’. Theoretical notes about the data were also included in the transcripts (see
example transcript in appendix 11). These transcripts were then uploaded into Atlas.ti 5.0 with
the interview data. Video transcripts were coded using the codes which had been established
from the initial stages of analysis of the interviews, as well as these codes being refined and
added to with additional codes where appropriate. For presentation purposes, the quotes used
in the observation results chapter (chapter 6) were re-formatted and therefore appear slightly

different to the original transcripts (as in appendix 11).

3.6 Data analysis

3.6.1 Use of CAQDAS for analysis

Analysis of the transcribed interviews was carried out using computer assisted qualitative data
analysis software (CAQDAS), Atlas.ti (version 5.0). The researcher attended an Atlas.ti
training workshop with Dr Christina Silver, an Atlas.ti consultant, whereby the main functions
and uses of Atlas.ti were demonstrated. From this it was identified this programme was useful
for grounded and data-driven analysis given the flexible coding functions and the ability to
move across different documents for constant comparison. This software is useful for storing
large amounts of data and organising each data file as ‘documents’. In addition, the software
is useful for the coding process, whereby codes are developed freely and can easily be edited,
removed or merged, supporting initial open and focused coding and renaming of codes as
analysis develops. Another helpful feature of Atlas.ti is that it supports the ability to group
‘families’ of documents in the ‘document manager’. This feature was useful to compare across
groups of people with PCA, tAD, people with dementia and family members by grouping their
documents and comparing codes for each ‘family’. Constant comparison across the data set
and within interviews and observations is also facilitated by the programme whereby it is
possible to compare quotations for each code using the ‘code manager’. Each of these

functions was used within this research, to refine and sort the codes, as well as group codes
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into themes to support the developing analysis. An example screenshot of the Atlas.ti
programme and the functions described here which were used for this study is included in
Appendix 12. As well as this, in the results (chapters 5 and 6) codes from Atlas.ti 5.0 for quotes

and related documents are used which provide an audit trial to the raw data.

3.6.2 Coding

Analysis was not carried out in a linear process but rather as a cycle of ‘double back steps’
and from the initial stages of data collection through to the write up of this study as
recommended by grounded theorists (e.g. Glaser, 1978, pg. 16). Coding, constant comparison
and memoing were carried out throughout the analysis process. Open coding involves coding
data with an initial open mind. As recommended by Charmaz (2006) line-by-line coding was
used, staying close to participant’s words, by using ‘in-vivo’ codes which use phrases or words
from the participant to code that section of data. Codes were also generally labelled with ‘-ing’
words to emphasise the active process and change or movement in experiences as opposed
to treating them as fixed instances (Glaser, 1998; p. 143). This data-driven approach allows
for codes to ‘earn their way’ into the analysis as opposed to being imported from pre-existing
theories or hypotheses (Charmaz, 2006). Overall, 937 codes were created in relation to the
interviews which stayed close to the interviewee’s accounts of their dining experiences. This
approach was important for capturing the voices of participant’s experiences to identify their

main concerns, thus ensuring analysis was data-driven.

The initial 937 open codes from the interview analysis were collated into focused codes which
were then applied to the analysis of the observation data and further refined with this new
data. This resulted in 104 focused codes. Whilst the researcher transcribed and analysed the
entire sequences of the dining observations as described in the previous section, they were
considered with an interpretative lens of Goffman’s (1974) Frame Analysis concepts and with
the codes from the dining interviews. In this way, the analysis was more focused for the
observations, for example, upon misunderstandings and how these were coordinated and the
various devices people used to coordinate their behaviours. However, the use of non-
standardised qualitative transcribing supported the process of staying grounded with the data,

supporting openness to new concepts and conflicting data (Charmaz, 2006).

Memos (as described in section 3.6.4) were hand-sorted and arranged into groups.
Theoretical links between concepts were identified, which conceptualises how focused codes
relate to one another (Glaser, 1978). Memos on links and nuances were made and links

between concepts were considered. The 104 codes were grouped into overarching themes
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which included changes to dining experiences, processes related to maintaining meaning in
dining and how these processes were interrelated. A list of the codes and their associated
groups from Atlas.ti is provided in appendix 13. Writing was another important stage in
solidifying key themes and concepts, some concepts were renamed during this process to

capture and present the content of each theme more accurately.

3.6.3 Constant comparison

Constant comparison is the process of comparing across incidents and codes to identify
underlying patterns across a data set, as recommended in grounded theory (Glaser & Strauss,
1967). Constant comparison across documents is the central tenant of the grounded theory
method, which is carried out during data collection and analysis, until the themes and resulting
concepts have been saturated. Atlas.ti 5.0 was found to support this process whereby
concepts could easily be compared to identify similarities and differences across and within
cases (see section 3.6.1). For example, Atlas.ti allows the researcher to look at codes and
compare quotations for each code across different interviews. As well as this, the families
function allowed the researcher to compare the codes for each group including people with
PCA and tAD, family members and people with dementia. This process was used throughout
data analysis, helping to establish overarching themes by exploring similarities and differences
across cases from the open coding phase through to the focused coding phase described in
the previous section. As in the Eating Together study (see section 2.3.2.1) the use of constant

comparison procedures supported a more interrelated understanding of the data.

3.6.4 Memoing

Memoing is another key tool recommended by grounded theory researchers which was also
used throughout the data analysis process to record the development of thinking and capture
ideas about codes and the way they relate to each other (Glaser, 1978, 1998). Memos were
hand-written throughout the data analysis process and typed into a Microsoft Word document
for later review during theory generation. They included notes about the data, field notes,

notes about related literature and theory to support understanding of the data.

The researcher decided to hand-write memos, type them up and label them in Microsoft Word
as this was perceived as less restrictive than the memoing function in Atlas.ti. Firstly, hand-
writing memos could be done anywhere and did not rely on having the Atlas.ti programme

available, allowing them to be recorded as and when thoughts came up. Secondly, memos
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could be viewed chronologically which was useful for observing movement within the analysis
and continuing to grow and develop ideas and conceptualisation of the data. As well as this,
because they required typing up, they could also be refined and modified during this process.
Memos became more theoretical over time, for example, regarding relationships between
categories and relationships between themes and Goffman’s (1974) Frame Analysis (see
chapter 4) as the analysis developed. Memos about the similarities and differences between
living with PCA and tAD were also recorded to support comparisons between dining

experiences across these two dementias. Examples of memos are included in appendix 14.

3.6.5 Abductive reasoning

As outlined in the previous chapter (see section 2.3.5), many studies on mealtime activities
for people living with dementia have been a-theoretical. Given the various dining experiences
reported in the literature and for participants in this study, from mealtimes being a high point
of the day for family cohesion and enjoyment to a time of tension, stress and estrangement
from the ‘typical’ dining experience, it appears dining is a complex psychosocial experience
when living with dementia. Theoretical explanations could help to elucidate the complex
psychosocial processes by which individuals adapt to the behavioural, psychological and
social consequences of living with dementia (Menne, Kinney & Morhardt, 2002). As previously
outlined, this study used an informed version of grounded theory to identify relevant theoretical
frameworks to support understanding of the data . Different sociological theories were ‘tested’

against the data as the analysis developed towards abstraction in understanding.

From reviewing the memos on existing theories which were considered in relation to the data,
these included the following: symbolic interactionism (e.g. Blumer, 1986); behavioural settings
theory (Barker, 1968); person-environment fit (Edwards, Caplan & van Harrison, 1998); the
stress-process model (Judge, Menne & Whitlatch, 2009); symbolic interactionism (Blumer,
1986); stress and cognitive appraisal (Lazarus & Folkman, 1987); social order, power and
conflict theory (Marx, 1976); presentation of self (Goffman, 1959) and stigma (Goffman, 1963);
selfhood theories (e.g. Kitwood, 1997; Sabat, 2002); social facts (Durkheim, 1982);
ethnomethodology (Garfinkel, 1967); field theory (Bourdieu, 1977); corporeal schema
(Merleau-Ponty, 1945) and finally Goffman’s (1974) Frame Analysis theory (1974). Goffman’s
(1974) Frame Analysis and his taxonomy of terms was identified as the most comprehensive
and relevant theory to support a conceptual understanding of the data and this theory is

outlined in the following chapter.
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3.7 Rigour

Although qualitative methods of inquiry are useful, a criticism of this method includes lack of
methodological rigour (Sandelowski, 1986). Some researchers suggest quality in qualitative
research is difficult to explain, but is recognised when it is seen, therefore in this respect it is
more like an art than a science (e.g. Corbin & Strauss, 2008). Alvesson and Skdldberg (2017)
suggest that qualitative research requires a creative and open mind and an acknowledgement
of blurriness, complexity and subjectivity by its nature. Some researchers use evaluative
criteria for establishing rigour in qualitative studies. Criteria should be selected which is most

applicable to the research interests and approach of the research (Mays & Pope, 2000).

Having considered various criterion for this study, the following criteria is proposed. Firstly,
Lincoln and Guba’'s (1985) constructs are proposed as a widely accepted criterion for
gualitative research and naturalistic inquiry (Pandey & Patnaik, 2014). Lincoln and Guba
(1985) suggest that trustworthiness of a study is important in evaluating its worth. They
suggest that qualitative researchers should consider four criteria of trustworthiness in their
work. These criteria are outlined here and used to evaluate the trustworthiness of this study
in the discussion chapter (see section 7.4.1). As well as this, the researcher has also added
the criteria of ‘relevance’ and ‘work’ from grounded theory (Glaser & Strauss, 1967), as these
relate to developing explanatory understandings of experiences, as in this study. Other criteria
from grounded theory, i.e. fit and modifiability, have not been proposed as although grounded
theory procedures have been used to support this study, the study did not intend to develop
a grounded theory per se (as described in section 3.2) and thus these criteria are not

applicable.

3.7.1 Credibility and relevance

Credibility, Lincoln and Guba (1994) suggest, is the most important factor in establishing
trustworthiness. Credibility deals with the question “How congruent are the findings with
reality?” (Merriam, 1998, p. 201). It is an attempt by the researcher to demonstrate confidence

between their findings (reconstructions) with that of participant reports (constructed realities).

This criterion is similar to ‘relevance’ as a key criterion in grounded theory studies (Glaser,
1998), A relevant grounded theory should have ‘grab’ (Glaser, 1998) and should be
understood and recognised in relation to those who it refers to. Although the researcher did

not develop a grounded theory, this criterion can be used to judge how relevant the



DINING WITH DEMENTIA 87

explanatory findings are for understanding variations in dining experiences for people who

took part in this study.

3.7.2 Transferability

Another criterion for assessing the quality of qualitative studies is ‘transferability’.
Transferability should be viewed with caution in relation to qualitative research, given small
sample sizes and importance of contextual factors which impinge on individual cases (Gomm,
Hammersley & Foster, 2000). However, Lincoln and Guba (1985) suggest that for a quality
study, qualitative researchers should provide a sufficiently thick description of the phenomena
under study to allow readers to have a thorough understanding of the boundaries of the study,
allowing them to make judgements of how the instances of the phenomenon described may

transfer to other situations.

3.7.3 Dependability

Dependability closely relates to credibility (Lincoln & Guba, 1985) as described in section
3.7.1. Dependability refers to the consistency of the inquiry processes used over time. It also
emphasises the uniqueness of human situations and reporting variations in experiences rather

than identical repetitions (Pandey & Patnaik, 2014).

3.7.4 Neutrality

Freedom from bias in the research process and end-product is the objective here (Guba &
Lincoln, 1994). This relates to ensuring that as far as possible the works findings are the result
of the experiences of participants as opposed to characteristics and preferences of the
researcher (Shenton, 2004).

3.7.5 Work

The grounded theory criterion of ‘work’ refers to the ability of the findings to account for the
way in which participant’s difficulties or concerns are resolved (Glaser & Strauss, 1967). It
refers to how the data can “explain what happened, predict what will happen and interpret

what is happening” (Glaser 1978, p4).
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3.8 Summary of chapter three

In this methodology chapter, the methodological approach has been outlined which includes
a data-driven, qualitative investigation, utilising grounded theory techniques to support the
analysis. The aim of this study was not to develop a grounded theory of dining experiences,
but rather utilise the flexible, data-driven methodological tools of grounded theory to
understand and analyse dining experiences. The study was data-driven in terms of allowing
participant’s accounts to drive the on-going interests and development of themes and analysis.
A justification for using grounded theory processes has been outlined including the lack of
current understanding around dining experiences for people living with PCA and tAD, thus
requiring a data-driven approach and the usefulness of the constant comparative method for
both comparing between groups of participants and supporting a holistic understanding of
dining experiences by comparing across concepts and themes. This study also utilised a
theory-based ‘informed’ version of grounded theory for analysis, whereby abductive reasoning
was used throughout the research process. This meant different concepts from existing
sociological theories were tested against the data to enhance understanding of the emerging
concepts. The procedures have been outlined which include in-depth interviews on eating-
related practices with 20 family dyads living with either PCA and tAD and video-based
observations of four dining scenarios with an equal number of people living with PCA and tAD.
The analysis process including cyclical and repeated processes of open and focused coding,
memoing, constant comparisons and abductive analysis has been presented. Proposed
evaluative criterion has also been outlined and is used to evaluate this study in the discussion
chapter. The following chapter presents Goffman’s (1974) Frame Analysis (1974) which was
identified through the process of abductive reasoning as the most relevant and comprehensive
theoretical framework to support a conceptual understanding of dining experiences within this

substantive area.
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Chapter 4: Goffman’s (1974) Frame Analysis

4.1 Introduction

As discussed in the previous chapter, this study utilised an informed version of qualitative
analysis, using abductive reasoning to ‘test’ the data against different sociological theories.
The researcher stayed open to a variety of sociological theories which supported the data
analysis process and Goffman’s (1974) Frame Analysis was identified as the most
comprehensive theory which helped to explain dining experiences for people who participated
in this study. Goffman’s (1974) Frame Analysis provides a close observation of behaviour and
interactions in everyday social contexts. This chapter provides an overview of the Frame
Analysis theory and the main principles from his works which are relevant to this study and
which been used to conceptualise understanding of the themes presented in the findings
chapters. The relevance of Frame Analysis to conceptualise an understanding of dining
experiences for people living with tAD and PCA is also outlined. Given Goffman’s (1974)
Frame Analysis contains a taxonomy of new terms, these terms are defined in this chapter
and where presented in italics the reader is referred to a glossary of Goffman’s (1974) terms
in appendix 15. Where these terms are used in subsequent chapters, the reader can refer to

this glossary for a reminder of their definitions.

4.2 Goffman’s (1974) Frame Analysis

4.2.1 Rationale

Goffman’s (1974) Frame Analysis was identified through abductive reasoning as the most
supportive theory to facilitate understanding of dining experiences. Firstly, he emphasises that
engaging in ordinary, everyday conduct is an opportunity for social expression and expression
of the self. He viewed the self as an aspect of social and cultural arrangements as opposed
to an isolated concept. This supported an understanding of how different changes to eating-
related practices could affect the opportunity to express the self within this space as a social
interaction. Goffman (1974) also describes how social experiences can become vulnerable
with change and the pathways towards experiences becoming vulnerable in this study which

appeared to be relevant to the experiences of people living with tAD and PCA.

Secondly, the philosophical lens Goffman takes also complimented the research interests of
this study in terms of understanding actual dining interactions. This contrasts with much of the

research in the literature review which took a constructivist or symbolic interactionist angle,
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focusing on meanings-made as opposed to actual experiences (see section 2.3.4). Although
Goffman’s (1974) philosophical standpoint is not easily described and he does not align
himself strongly with a particular perspective, he described his ideological viewpoint as a kind
of “structural social psychology” (Verhoeven, 1993, p. 322). With this lens, he explores the
structure of social interactions and behaviours. He acknowledges symbolic interactionist
perspectives whereby people co-create meaning through social interactions and individual
contexts which influence the way people behave and perceive their experiences. However, he
also criticises symbolic interactionism on the grounds that people do not enter everyday
situations with empty heads. Goffman also acknowledges structural patterns at the societal
level, where there are various norms and ideal standards for behaviour and people bring this
knowledge to guide their everyday doings. This perspective compliments looking further at
how people behave within dining situations as opposed to purely the meanings-made around
experiences as has been the focus in many previous studies on dining experiences.
Furthermore, this structural aspect of Goffman’s theory compliments this study as many norms
and ideals for dining behaviours appeared to inform the way people understood their
experiences. For example, the observation that the majority of people in Western cultures pick
up the knife and fork to eat at the dinner table suggests there are some structured definitions
or frameworks for these actions. His theory supported an understanding of how these ‘ideal’
standards for behaviours affected the way people perceived their behaviour when it deviated

from these ‘norms’.

Not only this, but Goffman’s (1974) Frame Analysis was identified as the most comprehensive
theory which provided an understanding of a range of social phenomena including normality,
stigma, embarrassment, feelings of uselessness, exclusion and misunderstandings in
meaning, which were key areas related to dining experiences for people who took part in this
study. His theoretical concepts provide a sociological lexicon for interpreting the way people
behaved and coordinated behaviours within shared social situations and the way people
framed their experiences to maintain meanings around dining. The relevance of Goffman’s

(1974) Frame Analysis is further addressed in the subsequent sections.

4.2.2 Overview of Frame Analysis

Instead of what is real, Goffman (1974, p. 2) approaches William James’ philosophical
question ‘under what circumstances do we think things are real?” Goffman constructs and
deconstructs the notion of experience by suggesting that people unconsciously monitor
situations by asking, ‘what is going on here?’, whereby frames/frameworks provide these

meanings and typically are confirmed by the situation, rendering a smooth flow of activity and
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the world coherent. This is relevant to living with dementia whereby cognitive losses can cause
losses around a person’s sense of reality (see section 2.2.1). For Goffman, reality is
dependent upon how it is framed and frames permit and motivate actions in everyday life. In
a book by Scheff, Phillips and Kincaid (2006) ‘Goffman Unbound!’, they explain Goffman’s
(1974) notion of frames as ‘defining contexts’ whereby “individuals and groups organize their
experience of a situation by shuffling through their vocabulary of words, phrases, propositions
and images... so that the situation becomes meaningful for them” (p. 90). This highlights the
subjectivity in experiences, whereby individuals bring their own assembly of frameworks to
everyday situations. In relation to this study, this supports an understanding of the individual
contexts and experiences that people bring to their dining situations, acknowledging the highly
individual frames which govern different people’s dining activities. Frames help people
organise their social worlds and make sense of what would otherwise be confusing and
meaningless situations; with these understandings informing and permitting action in everyday
situations. Goffman suggests frames are fundamental to our daily lives, they provide social
order and understanding and permit action; “we press these stories to the wind; they keep the

world from unsettling us” (1974, p. 15).

Goffman’s (1974) work has been described as both social constructionist, in terms of the
building up of meaningful frame assemblies through a lifetime of socialisation, as well as
deconstructionist in terms of displaying how reality can easily break down relating to confusion
and misunderstandings in framing (Davis. 1975; Clough, 1990). In relation to this study, dining
activities are particularly well-framed given we are socialised into them from birth and typically
conduct them daily, thus they provide a sense of normality, where activity generally flows
predictably from the established frameworks. This supports understandings of the therapeutic
value of mealtimes as identified in the Eating Together study (e.g. Keller et al., 2010), in terms
of anchoring people living with dementia to a relatively normal aspect of daily life. However,
the ‘deconstruction’ element of Goffman’s (1974) theory helps to illuminate the way the
expectant frameworks could be disrupted by changes related to dementia, relating to the
potential for negative dining experiences and confusion when engaging in these activities and

finding framed expectations are not being confirmed.

Given living with dementia often involves changes to ‘typical’ behaviours, this threatens the
smooth flow of activity for both members of the family dyad when dining together, where pre-
dementia frames for dining may not be met. Goffman also presents the idea that situations
can be layered with different frames of reference; whereby one situation could be transformed
in many different ways by people in interaction e.g. from a ‘serious’ frame to a ‘joke’ or play

scenario (see section 4.3.4). These notions open-up variability and ambiguities in meanings,
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whereby Goffman presents the frequent misunderstandings which can arise in social
encounters, where the wrong frame can easily be applied or individuals can layer situations
differently. These multiple realities are particularly relevant to experiences of living with tAD,
for example, where people with dementia may confabulate and bring different perspectives
into interactions, relating to tensions within family dyads when one member has dementia (see
section 2.2.3). Goffman provides some understanding around how different realities are

managed by people in interaction.

As previously mentioned, Goffman’s (1974) theory can be described as a kind of “structural
social psychology” (Verhoeven, 1993, p. 323). He rejects symbolic interactionism in that it is
limited if one is to consider social order and patterns in people’s behaviour. The structural
elements have largely been overlooked in existing studies which as previously mentioned tend
to take a constructivist perspective to understanding dining experiences (section 2.3.5).
Goffman discusses the structural aspect of his theory in an interview suggesting social order
is possible given there are culturally defined ‘norms’ or frameworks for behaviour which relate

to patterns which can be observed in behaviour across groups of people:

“As soon as you relate and identify a couple of processes, or try to relate them, or provide a
systematic picture of something, you have to pull away from the very abstract approach of
symbolic interactionism which doesn’t provide any patterns. The argument would be that there
are no patterns, that patterns emerge through persons taking each other into consideration,
in moving in and around each other. But there is no structure to the way they are supposed to

interpenetrate into each other's course of action.” (Verhoeven, 1993, p. 334-335)

In this way, Goffman’s (1974) Frame Analysis has some similarity to Durkheim’s (1982)
concept of social facts which exist at a cultural level, with a well-defined framework through
which people negotiate daily life and generate required responses. This allows society and
social order to continue in a relatively structured fashion. This relates to a relatively
conservative element to framing which may not be easily modified, for example, eating with a
knife and fork has been a common tradition since at least the 4" century and may not be easily
modified (James, Thorpe & Thorpe, 1995). It also allows people to coordinate their behaviours
when in interaction with others. As Misztal (2001) suggested in a discussion of Goffman’s
(1974) work, engaging in collective frames of behaviour in situations such as eating-related
activities helps to build connection and trust among interactants. However, individuals also
have some agency over framing and Goffman also emphasises subjectivity, individual

contexts and interactions in co-creating meanings.
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4.2.3 Situating Frame Analysis with Goffman’s (1974) earlier works

Goffman was primarily concerned with micro-social, face-to-face interactions in everyday life
throughout his work (Crossman, 2017). This was useful for this study, in terms of providing
conceptual understandings around the micro-social elements of dining experiences, such as
dining conversations. Goffman perceived Frame Analysis to be his masterwork, bringing
together many of the concepts described in his earlier publications (Fine & Manning, 2003).
In his earlier work, Goffman appeared to define various frames which people used to structure
their experiences. Goffman developed a sociological lexicon, revealing a socially concealed
world and highlighting the smallest details of everyday behaviours and interactions. Goffman’s
(1974) earliest and arguably most popular work (Crossman, 2017) developed from his doctoral
dissertation, ‘the Presentation of Self in Everyday Life’ (1959), whereby Goffman used
dramaturgical analysis drawing on imagery from theatre, presenting the idea ‘all the worlds a
stage’ and suggesting all actions are social performances to give off desired impressions to
others. In this book, he first defined terms such as ‘concealment’, ‘performance’, ‘front region’,

‘backstage’ and ‘team collusion’, which he further discusses in Frame Analysis.

Many of Goffman’s (1974) earlier works also appeared to be focused upon the way situations
are framed. For example, ‘Asylums’ (1961) was an ethnographic study which explored how
behaviour was framed in psychiatric hospitals and Goffman described how ‘total institutions’
restricted people’s behaviours, yet people found ways to redefine their roles and reclaim their
identities and create new norms. ‘Stigma’ (1963) also presented many of the concepts
discussed in Frame Analysis, outlining how people managed impressions of themselves, often
through ‘concealment’, in order to ‘pass at being normal’. ‘Behavior in Public Places’ (1963)
also included important elements found in Frame Analysis (1974), for example, behaviour of
people in daily circumstances is described where the actor takes account of the spatial
environment and uses frameworks from this setting, acting accordingly to become an inclusive
member of the gathering. Here Goffman describes differing norms for actors, for example, the
level of familiarity with a person they are interacting with dictates the limits of the behaviour
(p. 112ff.) ‘Strategic Interaction’ (1970) also consists of two essays which relate to Frame
Analysis. In these essays Goffman describes conditions under which individuals receive, give
and hide information. Here he introduces the concept of frames and describes terms such as

concealment and keying which are further defined in Frame Analysis.

Frame Analysis, draws reference to many of these earlier works, bringing together some of
the key concepts and the way people manage themselves in social situations. Frame Analysis

(1974) also contains some novel insights about the organisation of experience, seeing a shift
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from the content of social events and social phenomena to their form and the nature of social
meaning in general (Fine & Manning, 2003). In Frame Analysis (1974) Goffman writes about
how conceptual frames structure an individual’s perception of society. He moves
understanding towards an existential perspective of the nature of reality itself, whereby the
way social meaning is constructed and deconstructed in general is explored. Frame Analysis
also acknowledges that social and cultural frames inform individual frameworks, which
compliments an understanding of dining activities as a relatively structured daily activity. The
following four sections outline the main concepts in Frame Analysis which are relevant to this
study; primary frameworks, frame anchoring, transforming frameworks and negative

experiences.

4.2.4 Primary Frameworks

Goffman’s (1974) book, Frame Analysis, begins with a chapter presenting primary frameworks
which are the actions which are said to be “real or actual, to be really or actually or literally
occurring” (Goffman, 1974, p. 47). For Goffman, frames are the socially constructed,
contextually bound, principles of organisation. Multiple primary frameworks go on at the same
time and they inform a person’s actions and their attentional focus. According to Goffman,
frames typically filter into the flow of activity subconsciously, as they are ordinarily confirmed
by behaviours and the external environment. The situation, or frames available in the external
environment also provide an anchor for one’s own frames’ and behaviour. They allow for social
inclusion when individuals engage in shared frames within situations, connecting individuals
and coordinating behaviour in interaction. This relates to the concept of commensality around
eating (see section 1.2) as a kind of anchor to normality when living with dementia as
described in some of the existing literature (e.g. Keller et al., 2010; Johansson et al., 2011).
The interaction requires knowledge of the appropriate frame, guiding appropriate actions.
Goffman (1974) uses the analogy of a game of checkers to describe how individuals take
acquired knowledge to situations, whereby they do not go into everyday situations with empty
heads but are guided by cultural ‘rules’ of the game which have been learned over time. As
well as this, individual’s take personal knowledge, for example, past performance and
knowledge of social relationships with others, motivating their frameworks and related actions

as the game unfolds.

Goffman also distinguishes between the main-track or dominant storyline, as well as dis-
attended tracks or activities. New frames can disrupt the main frame, providing new frames
for the main-track of the activity. Disruptions are not always positive and Goffman discusses

uncomfortable situations where out-of-frame acts can threaten the frame of an event, drawing
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on the analogy of a member of an orchestra playing out of key and threatening the
performance (p. 571). This can be dis-attended to if the behaviour is not too obvious or
repeated, or concealed by other players if they co-operate, or it can disrupt the activity and
cause negative experiences (see section 4.7). This is particularly relevant in relation to living
with PCA where perceptual and spatial impairments relate to difficulties in eating conduct

(Shakespeare et al., 2015), which could disrupt the main-track of the dining interaction.

Goffman also distinguishes between natural and social frameworks. Natural frameworks are
unguided and occur beyond human consciousness through natural forces. Social frameworks
are those which involve human guidedness and are considered. Actions which are viewed in
a social framework subject the actor to standards of social appraisal by others, given motive
and intent are perceived to be involved (p. 22). However, distinguishing between whether to
apply a natural or social framework is often ambiguous and the wrong frame can easily be
applied. According to Goffman, individuals need two understandings: (1) understandings of
the natural world by which they are encompassed and (2) understandings of the social world.
People continue to use and negotiate these frameworks, also relying on accompanying signs
such as setting, appearance and manner, helping to distinguish which frame to use. This is
relevant to this study with people with dementia given that it may not always be clear whether
to view changes in behaviour as intentional or as part of a natural framework as Goffman
discusses in relation to mental disorders (p. 189). Given people cannot see damage to the
brain, interpreting behaviour is more likely to be ambiguous and certain behaviours could be

viewed in a fully intentional social framing, rending more judgement from others and the self.

Another key element is the ‘person-role’ formula whereby a person is never completely free
from the roles them play and the capacity in which they ‘play’ is always open to social
accounting (p. 270). He discusses person’s anchoring of doings into the world as an
expression and outcome of the self, whereby the self is present behind the roles they play.
Goffman discusses roles as ‘styles’ (p. 290) which are manners of doing things which are
deemed ‘appropriate’ given age, sex, class etc.; a style which he says is modelled after
something else, i.e. framing conventions. As outlined in the literature review, people with
dementia often struggle with maintaining their sense of identity and engaging in daily roles
can support this (e.g. Caddell & Clare, 2011; Miranda-Castillo et al., 2010; Sgrensen et al.,
2008). This may be linked to changes in the types of roles they are able to anchor into the
world and the style with which they are able to carry out these roles. Difficulties in carrying out
daily activities are a defining symptom of dementia and understanding changing roles as a
social expression of the self, help to understand loss of self-identity, as reported in the

literature (see section 2.2.1).
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4.2.5 Frame Anchoring

Goffman (1974) also covers the issue of how people maintain trust in the reality of everyday
frames. In his chapter on the Anchoring of Activity (p. 247-300), he uses the metaphor of the
anchor to describe how frames are anchored towards familiarity through several frame
devices, as if to prevent them drifting off into a sea of uncertainty. One such device is
bracketing whereby boundaries in time and space, help individuals define the beginning and
end of an activity. Goffman (1974) stresses that collectively organised social activity is
especially likely to be bracketed, allowing individuals to coordinate their behaviour around a
shared framework. This is particularly relevant to dining, as a collectively organised social
activity, typically marked off from the ongoing flow of events by a set of boundary markers (pg.
251). The physical environment, with its framing conventions, acts as an important cue for
generating the correct cognitive frames. Alexander (1979) notes that the physical environment
“is, precisely, the pre- condition, the requirement, which allows the patterns of events to
happen. In this sense, it plays a fundamental role in making sure that just this pattern of events
keeps on repeating over and over again” (p. 92). For eating-related practices then,
environmental cues such as the dishes and sitting at the table may generate the framework
that it is a time to engage in a certain set of behaviours related to eating-related practices. In
terms of social dining occasions for example, further environmental cues such as a candle, or
music may anchor people to the framing around a social dining frame. This is an important
consideration, whereby environmental cues may play an important role in generating frame-
relevant cues for dining situations (e.g. Majlesi & Ekstrém, 2016). Another consideration, is
that Goffman (1974) suggests the anchoring of frames is especially loose when individuals
are framing informal interpersonal experiences, i.e. social occasions, where they may be less

cues for framing (Sullivan, 2008).

With his concept of anchoring frames, Goffman discusses how frames ‘box in’ experiences,
shutting in desired behaviours and shutting out intruding ones (p. 253). One way individuals
attend to boxed in frameworks, is a device Goffman calls unconnectedness, referring to the
idea that people can ignore aspects of the situation which are not relevant to the ongoing
frame. For example, people in a meeting could ignore caterers, preventing disruption to the
main-frame of the meeting. Goffman (1974) also discusses other anchoring devices, such as
resource continuity, whereby the material traces left behind such as the dining room, anchor
activity to the external world, relating to an enduring understanding of how to behave in these
situations. In this way, sitting at the table and eating together may anchor people living with

dementia to a relatively enduring aspect of daily life, supporting a sense of continuity (e.g.
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Keller et al., 2010). Frames may also connect individuals to the broader social world. For
example, anchoring frames towards a collective point of view (ibid., p. 290) may foster a sense
of connectedness and reality with others, connecting individuals with society. Frames can
connect families and communities and this is an important consideration in terms of how
people with dementia perceive their dining experiences in relation to wider social networks

and communities.

4.2.6 Transforming Frameworks

Goffman highlights that “meanings, in everyday life, are the projection of the structure or form
of the experiences in which they are embodied” (ibid, p. 119) and through his concepts around
frame transformation, demonstrates the depth of various forms or layers of different meanings
(e.g. p. 83; p. 182). Firstly, keying transforms the meaning of an activity from what it literally
appears to be to something else (p.44). Davis (1975) calls this structural aspect of Goffman’s
(1974) theory ‘the onion skin’, as an analogy to capture the ‘peeling back’ of realms of
experiences for individuals. Goffman suggests that frames can be keyed-up or down from the
primary framework. It is a means of understanding a framework in terms of another, which
hinges on a primary framework representation (pg. 79). In relation to eating-related practices
then, when the dominant frame is outcome-focused and practical, this relates to a primary
framing, whereas when interactants have more time for social interaction, this may relate to
room for other keyings of frameworks, such as humour or playfulness. Typically, interactants
engaging in a transformed key are expected to be free of pressing needs. Transforming
frameworks is relevant to living with tAD as people with this diagnosis often use
confabulations, to support their social interactions (see section 2.2.1). Family members and
those around them may then need to transform the key from a primary ‘serious’ framework,

providing a supportive transformed understanding of the interaction.

Related to this, frames can be transformed through fabrications. This is a deceptive
construction by others whereby a person disguises one experience in terms of another.
Situations can be transformed to disguise and support the impression of others, inducing a
false belief about what is really going on (p. 103). One type of fabrication is benign fabrications
which are deceptive frames which are perceived to be in the best interests of the person
‘contained’ within them (p. 87). For example, paternal constructions are designed to comfort
children (p. 99). This is relevant where a person with dementia may confabulate and family
members may have a knowledge framing beyond the person with dementia’s evidential
boundary and using Goffman’s (1974) concepts they are then contained within this deceitful

framing. Therefore, family members often hold the power of beliefs in knowing the true frame
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within these situations, withholding information from the other and that person is then

contained in a frame trap.

Morality and trust are important in the fabrication process. This is because whoever holds the
power of belief are responsible for choosing when and how to reveal or clear the frame. This
relates to the literature described in section 2.2.3 where there is some debate around the
morality of truth-telling among family members and whether to engage in reality orientation or
validation therapy when their relative with dementia confabulates (Spector et al., 2000). This
is powerful because the deceiver is responsible for knowledge management, in relation to the
control and blocking of information, relating to Goffman’s (1974) work on secrets (Goffman,
1974, p. 177). Through fabrications layered upon primary frameworks, a person is thus
contained in a form of social control by others, a deceptive cognitive frame, whereby the
deceiver can choose to disclose the true framework at any given moment (p. 369), clearing
the frame. In this way, Jenkins (2008) suggests “we ought to think of Goffman as a significant
theorist of power” (p. 157). Through containment there is a constant facilitation and
constraining of cognitive interpretation and meaning, a battle of who holds the ‘true’ account
of what it is that is really going on. This is an important consideration in this study, particularly
in relation to living with tAD, where family members may withhold and conceal information
from the person with dementia to support their reality, but the person with dementia is then at

the will of others, i.e. in terms of others managing their knowledge frames.

According to Goffman, two or more people may be in the know and use what Goffman terms
the concealment track to operate in collusive communication with one another (p. 234). By
using collusive communication such as having a discussion out of ear-shot of the person
contained within a deceitful frame, people can conceal the framing from a person’s
understanding. Some tact is involved in that deceivers need to engage in these subtle
conversations out of ear-shot of the person contained. This is an important consideration in
relation to social dining activities for people living with dementia where understanding of
changes may vary across different diners. This relates to Keller’s (2010) finding that at times
people with dementia can be psychologically excluded in awareness when engaging in
conversations with others over mealtimes. Related to this, Goffman suggests frames can be
ambiguous and there is often “a wisp of doubt concerning the correct framework to apply” (p.
379-380). Suspicion and doubt arise when people perceive that another may be viewing the

same situation with a different framing to their own.

According to Goffman, when situations are fabricated such situations are particularly

vulnerable to collapse since they are based on a differential distribution of knowledge,
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therefore disruption may occur due to discrediting or doubt in the authenticity of the frame.
This relates to Goffman’s notion of negative experiences, when individuals are unsure as to
the correct framing. Schutz (1989, p. 285) describes ‘shock’ experiences as individuals move
from one realm of understanding to another. What was real to the interactants a moment ago
is now seen as a deception; their frame has collapsed and all the interacts may then come to
have a “workably correct view of what's going on” (Goffman, 1974, p. 338). Goffman suggests
individuals are often aware of the evidential boundary they are contained within and
acknowledge they are psychologically excluded from these frames. This is an important
consideration for people with dementia, whereby in social dining situations they may
acknowledge an evidential boundary beyond their cognitive framework, which could leave

them feeling excluded.

Goffman also discusses self-induced deception in terms of fabricating framing of a situation.
He suggests “some of those who are committed to differing points of view and focus may still
be willing to acknowledge that theirs is not the official or ‘real’ one” (p. 8). Therefore, people
may ch