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Abstract 

Lindsey McKay COLLINS 

Understanding the eating and drinking experiences of people living with 

dementia and dysphagia in care homes. 

Key terms: Dementia Care Mapping; Person-centred care; Locus of control; 

Identity; Communication; Transitions in care; Sackett’s model of evidence based 

practice. 

Aims: The aim of this study was to understand the eating and drinking 

experiences of people living with dementia and dysphagia in care homes from 

their perspective and those of their family members, formal care staff and 

Speech and Language Therapists (SLT).  

Design and methods: In this multi-method qualitative study, semi-structured 

interviews were carried out with 14 care home residents, seven family members 

of people living with dementia and dysphagia, and 13 care home staff with a 

variety of roles. Structured observations, using Dementia Care Mapping, were 

carried out with eight people living with dementia and dysphagia. Additionally, 

focus groups were carried out with a total of 31 SLTs. Data were analysed using 

thematic analysis. 

Findings: The findings of this study highlighted the changes experienced by 

people living in care homes, and those living with dementia and dysphagia, in 

relation to eating and drinking. In particular an impact on identity was found. This 

study highlighted the challenges of multiple people being involved in dysphagia 
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care, with unclear roles and responsibilities and ineffective channels of 

communication. Despite the challenges identified, there were also examples of 

positive eating and drinking experiences through connections with others and 

the celebration of meaningful events. 

Conclusion: This was the first study that sought to explore and understand the 

eating and drinking experiences of people living with dementia and dysphagia 

from multiple perspectives. The findings highlight the challenges involved and 

possible solutions to promote a more person-centred approach to eating and 

drinking for people living with dementia and dysphagia. 
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Chapter 1: Introduction 

This study seeks to understand the eating and drinking experiences of people 

living with dementia and eating, drinking and swallowing difficulties (dysphagia) 

in care homes from multiple perspectives: those of people living with dementia 

and dysphagia themselves, their family members, formal care home staff and 

Speech and Language Therapists (SLT). Eating and drinking are essential for 

human life and have long been recognised as fundamental human needs 

(Maslow 1943). However, food and drink have a much wider significance than 

only meeting physiological needs. Food and drink become social vehicles 

through the sharing of meals with others, solidifying people’s identities as being 

part of a social group. They have symbolic and moral significance in different 

cultures and societies, being connected to rituals, ceremonies and belief 

systems; and they allow individuals to show their creative flare through the 

production of delicious and aesthetically pleasing meals that cannot be justified 

for their nutritional content alone (Mintz and Du Bois 2002; Rozin 2005). All 

individuals have different experiences and relationships with food and drink, with 

these experiences being influenced by a range of factors. 

This introductory chapter describes the background to my thesis. I will begin by 

describing my personal motivations for carrying out my doctoral in this field, with 

reference to my clinical experiences and Sackett’s model of evidence-based 

practice (Sackett et al. 1996). I will then outline the key concepts that are 

relevant to this study of eating and drinking experiences of people living with 

dementia and dysphagia in care homes and conclude with an overview of the 

structure of the thesis and the focus of each subsequent chapter. 
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1.1 Personal context 

My personal interest in this topic stems from extensive clinical experience 

working as a SLT, supporting people living with dementia and dysphagia in a 

range of environments, including acute hospitals, mental health hospitals, day 

services, hospices, people’s own homes and care homes. Reflecting on these 

experiences, I have witnessed care practices that have been highly supportive 

of individuals’ well-being but also many care practices that have undermined 

well-being, failed to recognise people living with dementia as individuals and 

taken a generic, medicalised and task-focused, rather than a person-centred 

approach to dysphagia support and interventions.  

When I graduated as a SLT in 2006, dementia was not seen as a specialist area 

for the profession and as such I had very little teaching on the subject of 

dementia at University. Whilst this has improved in recent years, in my 

experience as a clinician, there is still a lack of dedicated SLT training in 

dementia care. My first role as a qualified clinician involved working two days 

per week in the Mental Health Services for Older People team of a NHS 

Foundation Trust, primarily with people living with dementia. In the absence of 

adequate formal teaching on dementia, I developed my knowledge and skills as 

a result of: discussion with more experienced colleagues, reading generic 

literature on dementia care, trial and error of different approaches recommended 

for other populations such as those with other progressive neurological 

conditions and responding to feedback from people living with dementia and 

those who care for them, about what worked for them as individuals. I was 

mindful there was a lack of high quality research on the best ways to support 
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people living with dementia and dysphagia and that a lot of the guidance came 

from clinical consensus, which was based on a medicalised approach to 

dysphagia. As a newly qualified SLT, I often felt that I was fighting against this 

medicalised approach to dysphagia where the primary, and often sole focus was 

to ensure that people consumed enough calories and were sufficiently hydrated, 

rather than to prioritise or even acknowledge their experience of eating and 

drinking. One experience in particular remains clear in my mind, involving a lady 

I will call Elizabeth and her husband, who I will call Ronnie.  

Elizabeth was referred to the SLT team for an assessment of her 

swallowing due to taking a long time to eat, coughing when eating and 

recurrent chest infections. Elizabeth lived at home with her husband 

Ronnie, who provided daily support with eating and drinking, as well as 

other care needs. Elizabeth had been diagnosed with young onset 

Alzheimer’s disease, which, in addition to her difficulties with swallowing, 

impacted her memory, speech, language, cognitive skills and mobility. 

On my first visit to Elizabeth, I had asked for her to have a typical meal 

so I could get a realistic picture of her eating and drinking abilities. Ronnie 

told me he had prepared Elizabeth’s favourite meal – four breaded 

mushrooms and two breaded mozzarella sticks with a small green leaf 

salad and a big cup of coffee. This was a regular meal for Elizabeth. It is 

also what SLTs would call a ‘high risk’ meal due to the varying textures 

and the need to be able to chew the food well. It took Elizabeth an hour 

and a half to eat her small meal. She had significant difficulties with 

chewing her food and with initiating each swallow, and she coughed 
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many times. She also said “this is lovely” many times throughout the meal 

and smiled frequently at her husband who was helping her to pick up the 

food with her fingers so she could eat it herself. 

My first instinct was to say that Elizabeth’s favourite meal was not safe 

for her. Ronnie told me this is what he was expecting from me because 

that is what the doctor and nurse had told him. But he also told me how 

much Elizabeth loved her meals, especially mushrooms and cheese; that 

she had very little else to look forward to; that he loved to see her smile 

and hear her say the food was lovely; that those ‘risky’ breaded 

mushrooms and mozzarella sticks made them both happy.  

For two years, Elizabeth continued to eat and drink what she wanted with 

intermittent input from me when Ronnie contacted me to ask for some 

advice or to update me on how Elizabeth was getting on. Elizabeth 

continued to cough and have chest infections and I continued to support 

Elizabeth and Ronnie to weigh up the pros and cons and make the 

decisions they felt were best for Elizabeth’s well-being.  

Elizabeth then had a fall and was admitted to an acute hospital that was 

outside of my employing Trust. Shortly after admission, Elizabeth was 

referred to a SLT who did not know her. On assessing Elizabeth, they 

immediately said she had to have nil by mouth and recommended for her 

to have artificial nutrition and hydration via a feeding tube. Ronnie said 

they did not want this. He said Elizabeth was managing her meals ok. 

The medical team said that her swallow must have worsened and that 
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this was the best option. Ronnie told me he felt he could not refuse 

without seeming like he did not want what was best for his wife.  

Elizabeth had a gastrostomy tube fitted the next day. The day after, 

Elizabeth pulled the feeding tube out and the wound site became severely 

infected. Ronnie phoned me to explain what had happened. He said 

Elizabeth was dying. He asked if I thought it would be ok if he brought her 

some mushroom soup. He did not want to ask the other SLT because he 

said he knew they would say no. We agreed it was unlikely to do more 

harm and that Elizabeth would likely enjoy it. I offered to speak with the 

SLT at the hospital about this and Ronnie agreed. In the meantime, 

Ronnie sneaked a flask of mushroom soup into the hospital, helped 

Elizabeth sit up in her bed and drink some of it. He told me later that he 

saw a flicker of a smile and heard the quietest “lovely” as Elizabeth 

enjoyed her mushroom soup. Elizabeth died that night at the age of 58 

years. 

I have reflected many times on this experience, considering all the possibilities 

for Elizabeth. The clinical evidence was that Elizabeth was at physical risk from 

continuing to eat what she wanted to eat. I have pondered whether this was 

enough to over-ride her personal preferences, even if she could not verbally 

communicate these preferences or understand the consequences of continuing 

to eat ‘high risk’ foods. This experience was a pivotal moment for me in realising 

that my approach was not the same as that of the other SLT and that there was 

a lack of robust evidence supporting either a medicalised or a ‘quality of life’ 

approach.  At the time I was working with Elizabeth and Ronnie, I was not in a 
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position to carry out my own research, so I adapted the guidelines that were 

available, continued to reflect on my own practice and hoped I was doing the 

best for them and other people who were affected by both dementia and 

dysphagia. However, this and many other similar experiences inspired me to 

conduct this doctoral thesis in order to apply rigorous methods in a systematic 

way in order to understand the experiences of people living with dementia and 

dysphagia and, as such, determine the best support.  

Throughout my SLT career I have encountered situations where the voices of 

people affected by dementia and dysphagia are not heard and where there is 

uncertainty about the best course of action. In these situations, in making my 

decisions about SLT support, I referenced Sackett’s Model of Evidence Based 

Practice (Sackett et al. 1996). Sackett et al. define evidence-based practice as, 

“The conscientious, explicit, and judicious use of the current best evidence in 

making decisions about the care of individual patients” (Sackett et al. 1996, p71). 

They refer to there being three overlapping elements, or pillars, that need to be 

taken into consideration when deciding on the best approach to individual 

patient care, with best practice being identified through consideration of the 

three overlapping elements. These pillars are: the best available evidence, 

clinical expertise (the individual clinician’s and that of their peers), and the beliefs 

and preferences of the individual receiving care (see Figure 1). 
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Figure 1 Sackett’s model of evidence-based practice (EBP) 

 

 

In addition to this model being helpful when robust research evidence is scarce, 

it also allows for flexibility and a person-centred approach to care, where the 

person’s preferences are recognised as having equal importance to the other 

pillars. Greenhalgh et al. (2014) outline some of the challenges with a sole focus 

on research evidence, recognising that it can devalue the tacit knowledge that 

clinicians accumulate through many years of practice experience and that 

individuals may not neatly fit into the textbook descriptions of diagnostic groups 

on which research sampling may be based. Sackett’s model values clinical 

knowledge and facilitates clinicians to draw on their own experiences and that 

of their colleagues, to determine a plan for support that is appropriate for the 

individual.  

Having used and valued this model for many years, I have frequently felt 

frustrated by the responses I have received when making what I believed to be 
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person-centred and evidence-based recommendations. This is not always as a 

result of a lack of available research evidence, but results from the differing 

values of the many people involved in making treatment decisions. In relation to 

dementia and dysphagia, these values are frequently conflicted between length 

of life and quality of life. In Elizabeth’s case, the medical team were prioritising 

length of life whereas Ronnie and I were prioritising Elizabeth’s quality of life.  

My aim in completing this thesis was to give a voice to people experiencing 

dementia and dysphagia as well as those involved in their care, and explore the 

inter-play between their different values and how they draw on these to influence 

decision-making in relation to eating and drinking. This involved not only 

identifying the different values and perspectives of individuals, but also the inter-

relationships between them and the way in which they come into play in the 

specific context of the care home environment. In the remainder of this chapter, 

I will outline the key concepts related to this thesis, starting with an introduction 

to dementia and a person-centred approach to dementia care. 

1.2 Dementia and person-centred dementia care 

Dementia is a progressive neurological disorder caused by damage to the brain 

as a result of disease or injury, resulting in deterioration in brain function. The 

term ‘dementia’ is used as an umbrella term that encompasses a broad range 

of specific types of dementia, the most common being Alzheimer’s disease and 

Vascular dementia. It is estimated that 46.8million people live with dementia 

worldwide (Alzheimer’s Society 2015). In the UK, it is estimated that there are 

almost 885,000 people living with dementia. It is anticipated that this number will 
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rise to over 1 million by 2025 (Wittenberg et al. 2019). People live with dementia 

in a range of environments including in their own homes, care homes (both 

residential and nursing), hospitals and hospices and are supported by a range 

of people including family members, friends, neighbours, volunteers and paid 

health and social care workers. 

Dementia has been increasingly recognised as a priority area for care and 

research in the national policy context over the past two decades. In 2009, the 

UK Department of Health published the National Dementia Strategy for England 

(Department of Health 2009), which provided recommendations for transforming 

dementia care through: increasing awareness and understanding of dementia; 

promoting early diagnosis and intervention; and supporting people to live well 

with dementia. This strategy was followed up with the development of quality 

outcomes for people with dementia (Department of Health and Social Care 

2010), which provided an update to the 2009 implementation plan. Following 

these key Government publications, the UK Prime Minister David Cameron 

launched his Challenge on Dementia (Department of Health 2012), which was 

updated three years later to outline what would be achieved in England by 2020 

(Department of Health 2015). The Prime Minister’s vision was for England to be 

the best country in the world for dementia awareness, care, support and 

research. Due to the predictions that the number of people living with dementia 

will continue to increase worldwide, as well as the rising cost of dementia care, 

dementia has also been recognised as a priority for further research and 

development internationally in relation to both providing care and finding a cure 
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for people who are living with dementia (World Health Organisation and 

Alzheimer’s Disease International 2012; Alzheimer’s Society 2014). 

Common symptoms of dementia include deterioration in memory, language 

skills, concentration and planning, visuospatial skills and orientation 

(Alzheimer’s Society 2017). Dementia has also been associated with an 

increase in social isolation and a loss of dignity and identity (Brocklehurst and 

Laurenson 2008). However, whilst it is recognised that there are some 

commonalities in the way in which dementia presents, the experience of living 

with dementia varies between individuals. This is because dementia affects the 

brain in many different ways, in combination with the fact that individual humans 

have unique qualities and respond differently to life experiences and situations.  

When dementia first emerged as a diagnostic category, the observable 

symptoms were thought to be caused purely by neuropathological changes 

(Lyman 1989). This conceptualisation has been referred to by a number of 

different terms including the ‘standard paradigm’ (Kitwood 1997). Authors such 

as Lyman (1989) suggest that conditions thought to have purely pathological 

causes are treated as medical conditions and thus only medical interventions 

are considered. This is known as a biomedical approach. Kitwood’s goal was to 

move away from the standard paradigm of a biomedical approach to dementia 

and instead he argued for a biopsychosocial approach, recognising that 

biological, psychological and social elements all contribute to the experience of 

living with dementia (Kitwood 1997). Kitwood presented this biopsychosocial 

approach to dementia with the following equation, recognising that individual 

experiences of living with dementia are impacted by these five factors: 
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The experience of dementia = Neurological Impairment + Health + Biography + 

Personality + Social Psychology 

Kitwood said that a person’s experience of living with dementia will not just be 

influenced by the neurological impairment caused by dementia, but will also be 

influenced by: both physical and mental health, including infections, pain, 

anxiety and depression; the life story or biography of the person in terms of 

social, educational and occupational experiences; the personality of the 

individual, including personality traits and characteristics that have endured and 

developed throughout their life; and the social psychology that surrounds the 

individual in their social and physical environment, referring to relationships and 

interactions with others. Because these factors are different for each individual, 

Kitwood (1997) proposed that no two people will have the same experience of 

living with dementia. He suggested that taking these factors into account could 

provide the basis for true person-centred dementia care. 

Person-centred care is not a new concept and is one with many definitions 

(Paparella 2015). These varying definitions and frameworks for person-centred 

care include the need to: treat people with respect and courtesy (Robinson et al. 

2008), respond to the person’s needs and preferences (Rogers et al. 2005), 

provide support and comfort (Fulford et al. 1996), involve and support family and 

carers (Paparella 2015) and put the person’s needs, rights and personhood at 

the centre of their care (Paparella 2015). Person-centred care has become a 

goal of international significance in recent years, prompting the World Health 

Organisation to write a global strategy for person-centred health services (World 

Health Organisation 2015). Person-centred care goes beyond care for an 
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individual person and relates to therapeutic relationships between the person, 

care providers and significant others, such as family members (McCormack et 

al. 2011). 

As well as his work on defining person-centred dementia care, Kitwood also 

provided a definition of personhood, a concept he believed was central to 

person-centred dementia care. Kitwood defined personhood as, “A standing or 

status that is bestowed upon one human being, by others, in the context of 

relationship and social being. It implies recognition, respect and trust” (Kitwood 

1997, p8). Maintaining personhood relies on interactions that enhance the 

person’s sense of self through mutual and reciprocal respect, rather than having 

a task-focused approach that can fail to recognise an individual and undermine 

their sense of self. In more recent years, authors have built on Kitwood’s work 

on personhood in dementia and suggest that personhood is socially constructed 

(Sabat et al. 2004) and relates to a person’s position within a moral community 

(Baldwin et al. 2007). Focusing on a person’s deficits as a result of the impact 

of dementia and equating the person to their diagnosis has the potential to lead 

to deprivation of a person’s rights to be treated as a human being as they are 

positioned in society as having a less legitimate voice and therefore less entitled 

to speak and to be heard. This concept has been captured by Sabat et al. (2004) 

in the term ‘malignant positioning’, built on the positioning processes described 

by Davies and Harré (1990). Whilst Kitwood mostly referred to personhood in 

the context of people living with dementia themselves, other studies have looked 

at the presence of personhood for others. Kadri et al. (2018) thematically 

analysed interviews with care home staff and found that many of the participants 
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were not respected as people by their employers. They concluded that 

enhancing staff personhood may improve care for care home residents, whilst 

acknowledging that treating care home staff as people should be recognised as 

having intrinsic value itself (Kadri et al. 2018).  

The maintenance of personhood, whilst supporting a person’s sense of self, can 

also contribute towards meeting psychological needs. Kitwood (1997) identified 

that people living with dementia have five over-lapping psychological needs, 

“Without the meeting of which a human being cannot function, even minimally, 

as a person” (Kitwood 1997, p81). Kitwood referred to these as closely 

connected psychological needs, specifically those of comfort, attachment, 

inclusion, occupation and identity, which he proposed were part of an all-

encompassing need for love, or unconditional acceptance. Whilst all human 

beings have these needs, Kitwood argued that the meeting of them may be more 

pertinent for people living with dementia who may be, “Less able to take the 

initiatives that would lead to their needs being met” (Kitwood 1997, p81). 

Whilst Kitwood’s work on person-centred dementia care may appear outdated 

due to the time that has passed since his seminal work was written, the goal of 

person-centred dementia care continues to be included internationally in health 

and social care guidance (The Health Foundation 2014; World Health 

Organisation 2015; National Institute for Health and Care Excellence 2018). In 

addition, a recent review of the chapter on personhood in his text ‘Dementia 

reconsidered: the person comes first’ concluded that Kitwood’s recognition of 

the importance of supporting personhood through a biopsychosocial approach 

has stood the test of time, whilst also acknowledging that this is still not 
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consistently put into practice (Brooker 2019, p82).  Kitwood’s work is also 

consonant with the more recent recognition of relationship-centred care, which 

acknowledges the person in the context of their relationships with others (Nolan 

et al. 2004), as well as a Human Rights approach, acknowledging the need to 

recognise people living with dementia as people who should be afforded the 

same rights and legal capacities as anyone else (Shakespeare et al. 2019). 

In relation to this thesis, the concept of personhood is important as the upholding 

of personhood for people living with dementia and dysphagia in care homes is 

heavily reliant on the values and behaviours of those who support them. 

Neurological impairment can result in people requiring more support with day to 

day life, which means the nature of interactions between them and care staff are 

very influential in whether their personhood is upheld and needs are met. In 

addition, the fact a person also has dysphagia means they are likely to be extra 

dependent on intimate interactions around eating and drinking in which care staff 

and others have tremendous power to uphold or undermine personhood. The 

impact of dysphagia on people with dementia will be explored further in the next 

section. 

1.3 Dementia and dysphagia 

The term dysphagia is used throughout this thesis to describe eating, drinking 

and swallowing difficulties. Dysphagia is a symptom of an underlying disorder, 

which may be neurological, for example a stroke, Parkinson’s Disease, 

dementia or a brain tumour; congenital or developmental, for example learning 

disability, cerebral palsy or a cleft lip or palate; or structural, for example mouth 
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or throat cancer, oral infections, gastro-oesophageal reflux or as a result of scar 

tissue from radiotherapy. Dysphagia can be progressive, chronic or acute and 

has a strong link with poor clinical outcomes (National Institute for Health and 

Care Excellence 2013). Such poor clinical outcomes include aspiration 

pneumonia, choking and fear of choking, malnutrition and an increase in length 

of hospital stay (RCSLT, 20014b). Dysphagia can also be caused by a wide 

range of medications, known as drug-induced dysphagia (Balzer 2000). Speech 

and Language Therapists (SLT) are the core health profession involved in 

providing assessment and support for people experiencing dysphagia. 

Swallowing is controlled by several cranial and peripheral nerves and involves 

the timely, coordinated movements of a range of physical structures in the oral 

cavity, pharynx and oesophagus (Shaw and Martino 2013). In addition to these 

motor processes, swallowing also relies on cognitive functions, such as 

remembering to eat and drink and recognising food and eating utensils, as well 

as sensory functions such as taste and smell. There is a higher risk of dysphagia 

for anyone who has a disease or disorder that impacts brain function, such as 

dementia, as brain disease has the potential to impact the physical, cognitive 

and sensory functions involved in eating, drinking and swallowing.  

It is estimated that 50% of people living with dementia will develop dysphagia at 

some stage (Alagiakrishnan et al. 2013). Whilst dysphagia does become more 

prevalent in the later stages of dementia (Royal College of SLTs (RCSLT) 2013), 

it can occur at any point from early through to late stages (Alagiakrishnan et al. 

2013). People with any type of dementia can experience dysphagia, as all types 

of dementia have the potential to impact the motor, sensory and cognitive 
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functions required to eat and drink effectively. In addition to this, it is estimated 

that eight out of ten people living with dementia have co-morbidities (All Party 

Parliamentary Group 2016). Many of these co-morbidities, for example stroke, 

head and neck cancer and other progressive conditions such as Parkinson’s 

disease and Multiple Sclerosis can have an impact on eating, drinking and 

swallowing due to their impact on brain functioning and / or the physical 

structures required for eating and drinking. In addition, ageing, which is the 

strongest known risk factor for dementia (Alzheimer’s Society 2016), can affect 

the efficiency of swallowing in otherwise healthy older adults (Wang et al. 2015). 

This is referred to as presbyphagia.  

There are four recognised stages of swallowing: oral preparatory (breaking 

down the food bolus in the oral cavity using saliva and chewing movements); 

oral transit (using tongue movements to propel the food or fluid bolus from the 

front to the back of the mouth); pharyngeal (the transfer of the bolus through the 

pharynx, which is in the throat at the rear of the oral cavity, to the sphincter 

muscle at the base of the pharynx / top of the oesophagus); and oesophageal 

(the transfer of the bolus down through the oesophagus to the stomach) (Kindell 

2002). A lateral view of the main eating and drinking anatomy can be seen in 

Figure 2. In addition to these stages, which are involved in the physical act of 

eating and drinking, there is a pre-oral phase which involves thinking about what, 

when and where to eat and drink, preparing or requesting food or drink and 

physically transferring food or drink to the mouth. Difficulties can occur at any 

stage of the eating, drinking and swallowing process and multiple stages can be 

impaired. An awareness of the complexity of the eating, drinking and swallowing 
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process is important in order to understand the varying support people living with 

dementia and dysphagia may require from others. 

 

 

Figure 2 Lateral view of basic eating and drinking anatomy 

 

 

Whilst dysphagia may be directly caused by the neuropathological changes 

associated with dementia, for example lesions in the premotor, primary motor 

and insula areas of the brain (Daniels and Foundas 1997), a person’s 

experience of dysphagia as a result of dementia will also be impacted by the 
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elements of the enriched model of person-centred care mentioned in the 

previous section: health, biography, personality and social psychology. Due to 

progressive cognitive difficulties, people living with dementia are likely to need 

increasing levels of support with eating and drinking, and this may be provided 

by paid care staff and / or family and friends. This additional support generally 

addresses the pre-oral phase of swallowing difficulties, before the food or fluids 

enter the mouth. Support may be in the form of: assistance with the planning 

and preparation of meals; reminders to eat and drink; physical assistance to 

transfer the food or drink from plate or cup to mouth; or environmental 

modification (Deane et al. 2001). Individuals who require such assistance are at 

increased risk of malnutrition (Riviere et al. 2002), and supporting people who 

are living with dementia and accompanying dysphagia is an area of care that 

has been found to be inadequate and potentially life threatening (Mcgillivray 

1999). In order to address difficulties with oral, oral transit, pharyngeal and 

oesophageal stages of the swallow, input is required from a variety of healthcare 

professionals, including SLTs. It is widely acknowledged, however that 

significant gaps remain in the evidence base for how best to support people who 

are living with dementia and dysphagia (Alagiakrishnan et al. 2013).  

There are many reasons why eating and drinking are important for health and 

well-being. Eating and drinking are essential for physical sustenance through 

adequate intake of food and fluids to meet nutrition and hydration needs. 

However eating and drinking are also important for meeting emotional and social 

needs through the experience of being with other people (Hung and Chaudhury 

2011). Food is a key part of celebrations, establishing and maintaining ties with 
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others, and allows us to foster a sense of companionship with friends and family 

(Evans and Crogan 2001). Individuals, families and communities develop their 

own habits and routines relating to food and drink, which contribute to overall 

physical and psychological well-being, and reflect alignments with particular 

social groups and cultures (Belk 1998). Dysphagia can negatively impact both 

physical and psychological well-being as people may become unable to 

continue to engage in meaningful celebrations and routines in the same way. 

Living in a care home environment can further impact the daily eating and 

drinking routines of individuals, which will be outlined in the next section. 

1.4 Dementia and dysphagia in care homes 

The number of people in care homes who are living with dementia has been 

steadily increasing over the past couple of decades (Matthews et al. 2013). Most 

recent estimations are that 70% of individuals living in residential care homes in 

the UK are thought to have dementia or significant cognitive impairment 

(Alzheimer’s Society 2014). Steele et al. (1997) state that 68% of people living 

with dementia in residential care homes have dysphagia, however this figure 

has been estimated to be as high as 93% in other studies (Feinberg et al. 1992). 

The prevalence of dysphagia in care homes is thought to be higher than in 

community settings as people in care homes frequently have higher levels of 

impairment as a result of more advanced dementia. 

The move into a care home can negatively impact social connections and 

familiar routines (Tester et al. 2004) and undermine an individual’s personal and 

social identities (Bridges 2007). Mealtimes and snack times provide significant 
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daily structure in care homes and have the potential to provide people living with 

dementia and care staff with the opportunity to build caring and meaningful 

relationships (Amella 2002). In addition, mealtimes have the potential to provide 

an important space to nurture attachment (Genoe et al. 2012); act as a vehicle 

for socialisation (Ochs and Shohet 2006); and generate a significant amount of 

social interaction when compared to other times of the day (Campo and 

Chaudhury 2011).  

Whilst it is argued that care teams need to be more aware of the impact of 

dysphagia on enjoyment of eating and drinking, self-esteem and desire to 

socialise (Ekberg et al. 2002; Farri et al. 2007), previous studies measuring the 

impact of dysphagia on individuals have tended to focus on outcomes relating 

to health (physical) and neurological impairment (cognitive), such as: changes 

in body weight, the amount of food consumed, medication use, and scores on 

cognitive and functional scales (Aselage et al. 2011). In addition, there have 

been studies that have looked at some practical care measures, such as the 

time taken to assist and the level of feeding assistance required (Lou et al. 

2007). Aselage et al. (2011) recognised it is more difficult to measure outcomes 

relating to well-being and quality of life, as these involve exploring more complex 

factors such as care culture, social interaction and institutional factors. It is also 

acknowledged by Aselage et al. (2011) that task-focused mealtimes, which do 

not support the social and emotional elements of mealtimes, are likely to result 

in the person living with dementia experiencing a strong emotive response that 

can impact negatively on their well-being. Whilst eating and drinking have the 

potential to increase well-being in the aforementioned ways, mealtimes in care 
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homes can also be fraught with difficulties, can be highly stressful and, as a 

result of care staff primarily focusing on the amount of food and fluids consumed 

rather than the psychosocial experience of individuals, can negatively impact on 

the caring relationship (Hung and Chaudhury 2011). 

The eating and drinking experiences of people living with dementia and 

dysphagia are not just impacted by care home staff. In the next section I will 

outline the range of people who have the potential to impact these eating and 

drinking experiences. 

1.5 Key stakeholders 

SLTs are the primary profession involved in the support of people who 

experience dysphagia. Due to the diverse nature of dysphagia however, in order 

to have an effective approach to dysphagia care, it is recommended by the Royal 

College of Speech and Language Therapists (RCSLT) that clinicians work as 

part of an integrated multidisciplinary team to ensure intervention goals are 

shared and consistent (RCSLT 2014). This multidisciplinary team may include 

medical staff such as doctors and consultants, nurses and other allied health 

professionals such as dietitians, physiotherapists and occupational therapists. 

This multidisciplinary working may involve working together in the same building, 

such as a hospital, or working in more segmented teams in community settings, 

such as in residential care homes. It is also recommended by the RCSLT that 

SLTs work in collaboration with the person themselves and anyone else involved 

in their care, which frequently includes family members and, for those living in 

residential care, care home staff. As well as playing a key role in dysphagia care, 
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SLTs are also important members of dementia care teams more broadly. 

However, specialist SLTs in the field of dementia care are scarce. 

There have been some small scale research studies, systematic reviews and 

opinion pieces that have looked at the relationships between different health and 

social care roles involved in dementia care. In 2001, Fortinsky suggested a 

conceptual model of triadic dementia care, with the triad being: the person living 

with dementia, the family member and the primary care physician. Fortinsky 

(2001) acknowledged the complexity of these care triads, where each person 

brings a range of personal and professional characteristics to each encounter. 

These differing characteristics can result in challenges in interactions and 

relationships. In their review of audio recordings of triadic interactions during 

healthcare appointments, Hasselkus (1994) found that the physician typically 

took on an authoritarian role and the family member a role of lay practitioner and 

interpreter. Harré and van Langenhove (1999) went on to theorise that the social 

roles that people in the dementia care triad took during interactions provided 

them with different perceived rights, duties, entitlements and obligations. As well 

as the individual roles that people assume within triadic relationships, there can 

also be the possibility of two members of the triad forming an alliance that 

excludes the other person (Biggs et al. 1995). Freshwater and Johns (2005) felt 

that this exclusion of an individual could be addressed by encouraging health 

and social care professionals to engage in critical reflection to consider whether 

their behaviour as part of the care triad is empowering or disempowering others 

within the triad.  
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Keady and Gillard (1999) highlight the frequent passivity of people living with 

dementia within the care triad, who they describe as being incidental subjects. 

Daly et al (2018) agree that people with cognitive impairment frequently have 

their decision-making desires and abilities overlooked by family members and 

health and social care staff within residential care homes, extra care facilities 

and supported living environments. The consideration, or lack thereof, of the 

priorities, interests and abilities of individuals was found to be influenced by 

social attitudes, a lack of (perceived or actual) available choices, a system or 

task focused approach to care, and others identifying more problems than 

opportunities to involve the person with dementia (Daly et al. 2018). These 

personal and organisational attributes were also identified by Scerri et al. (2015) 

as impacting whether an interaction or experience was positive or negative. In 

their study, where they interviewed 33 care workers and 10 family members in 

a geriatric rehabilitation hospital in Malta, Scerri et al also found that care 

workers recognised the need to know the person in order to understand their 

behaviours and wishes and felt that it was important to build relationships with 

family members in order to have a positive collaboration (Scerri et al. 2015). 

All of the publications reviewed relating to the triad of care involve only one 

healthcare professional, predominantly the primary physician. Whilst 

acknowledging the additional complexity of involving multiple informal and 

formal carers and healthcare practitioners (Adams and Gardiner 2005), this has 

yet to be studied. In this thesis, I include the person living with dementia, their 

family member, care home staff plus SLTs, adding a further dimension to the 

challenges of triadic collaborations.  
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1.6 Summary 

In this chapter I have described my personal and professional motivations for 

researching the topic of eating and drinking for people living with dementia and 

dysphagia in care homes and have provided an overview of some key concepts 

related to this topic. People who have a diagnosis of dementia are at increased 

risk of having difficulties with eating, drinking and swallowing, with the 

prevalence of dysphagia increasing in people living with dementia in care 

homes. SLTs are the core profession for supporting people living with 

dysphagia; however it is necessary as well as recommended for SLTs to work 

as part of a multi-disciplinary team to provide the most effective support. Whilst 

the approach for dementia care in the past has been predominantly biomedical, 

the biopsychosocial, or person-centred dementia care approach that has been 

adopted over the past twenty years, allows for consideration of more variables 

that impact well-being and quality of life and address the human rights of people 

living with dementia and dysphagia. I will conclude this chapter with an outline 

of the structure of the thesis with an overview of the content of each chapter. 

1.7 Structure of the thesis 

This thesis is organised into eight chapters: 

Chapter 1 has provided an introduction to this study and my personal and 

professional motivations for focusing on this topic, with reference to Sackett’s 

model of evidence based practice. The chapter has also introduced the concepts 

of dementia, person-centred dementia care, dysphagia, the impact of living in a 
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care home environment and the key stakeholders involved in supporting people 

who are living with dementia and dysphagia in care homes. 

Chapter 2 provides a narrative review of the existing research literature that 

contextualises this study. Through critical evaluation of the research evidence 

on how to understand and approach care for people living with dementia and 

dysphagia, this chapter highlights the gap this thesis seeks to address in relation 

to the three pillars of Sackett’s model of evidence-based practice. This chapter 

concludes with the aims and research questions of this thesis.  

Chapter 3 describes the methodological approach that informs the design of 

this thesis, providing justification for the use of a relativist ontology, a 

constructivist epistemology, an interpretivist theoretical perspective, and a 

phenomenological methodological stance. This chapter goes on to provide 

details of the multiple methods used for data collection: individual and group 

semi-structured interviews, focus groups and structured observations. This 

chapter also describes the process of data analysis and the ethical issues that 

were taken into consideration. The chapter concludes with a description of the 

study participants. 

Chapter 4 to Chapter 7 present the findings in relation to the aim of the thesis. 

The first findings chapter focuses on the impact of becoming a care home 

resident on eating and drinking experiences. The second findings chapter 

describes the experiences of people living with dementia and dysphagia in care 

homes and in particular the impact on identity. The third findings chapter focuses 

on the different perspectives of the multiple people involved in supporting people 
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living with dementia and dysphagia in care homes and the ways in which they 

interact with each other. The fourth findings chapter describes the ways in which 

positive relationships can continue to be maintained through the experience of 

eating and drinking, as well as the barriers that may prevent this. 

 

Chapter 8 provides a discussion of the findings, how these relate to the existing 

literature and what they add to the current knowledge relating to dementia and 

dysphagia. The findings are drawn upon to provide recommendations for 

practice, policy, research and education. This chapter also includes 

acknowledgement of the limitations of this study and concludes the thesis with 

a summary of the outcomes in relation to the research aim. 
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Chapter 2: Literature Review 

This chapter provides a description and critical analysis of the current literature 

that informs evidence-based practice to support people living with dementia and 

dysphagia in care homes and identifies gaps in this knowledge. It addresses the 

question: what is already known about how best to support people living with 

dementia and dysphagia in care homes? In the chapter I describe the literature 

review method before presenting and critiquing the relevant literature. The 

chapter concludes with the research aim and objectives of this thesis. 

It has been challenging to decide on the content of this literature review, as the 

majority of research into dysphagia more broadly, and dementia and dysphagia 

more specifically, relates to interventions that address the physiological 

challenges dysphagia presents; whereas by contrast there is relatively little 

literature exploring the psychological or social implications of dysphagia for 

people living with dementia and dysphagia. This focus on physiological 

challenges does not on the surface appear to relate to the subject of this thesis. 

However, it does help to identify the gap in the knowledge base that this thesis 

addresses. In order to provide a holistic review of the overall evidence base on 

dementia and dysphagia in care homes, I have included a brief synthesis of the 

literature relating to interventions that have a biomedical focus, but have focused 

in more depth on the small body of literature related to the experience of eating 

and drinking.  
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2.1 Review method 

In this chapter I have identified, critiqued and summarised the literature relevant 

to this thesis using a narrative literature review method. There are a number of 

approaches to reviewing literature, with some of the most common being 

scoping, systematic, conceptual and narrative reviews. Systematic literature 

reviews are often considered the most rigorous and well-defined approach. They 

can be used to assess the strength and significance of evidence when a good 

number of quantitative studies are available and often use a method of meta-

analysis to draw together findings across studies. By contrast, narrative reviews 

are used to provide a comprehensive overview of current knowledge and are 

typically more selective about the material included (Cronin et al. 2008). Initial 

scoping searches of the literature revealed limited empirical research on the 

topic of my thesis. This lack of empirical research meant that it was not possible 

to meet the Cochrane standards for systematic review (Higgins et al. 2019). In 

light of this, I discounted the use of a systematic review method. A narrative 

review was considered to be more suitable to present an overview of a number 

of pockets of literature that have used a range of approaches and which go 

beyond conventional research as such.  

The literature review is structured around the three pillars of Sackett’s model of 

evidence based practice (Sackett et al. 1996), which was introduced in Chapter 

1 as being the current best available evidence, clinical expertise and individual 

beliefs and preferences. Pillar one primarily includes quantitative studies relating 

to the available research evidence relating to dysphagia more broadly and 

dementia and dysphagia more specifically. Pillar two includes clinical guidelines 
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relating to supporting people living with dementia and dysphagia, based 

predominantly on clinical consensus. In the third pillar, I discuss research 

evidence that primarily focuses on individual beliefs and preferences alongside 

personal accounts of dementia and dysphagia, which is predominantly 

qualitative research.  

There is no current consensus about the standard structure of a narrative review 

(Ferrari 2015). Narrative reviews have been criticised for their higher risk of bias 

compared to systematic reviews due to researcher subjectivity in the selection 

of studies to be included (Yuan and Hunt 2009). Therefore, in order to reduce 

bias and be as transparent as possible I took the following systematic approach 

to identifying and including publications: 

• Initial searches were carried out using the following databases: Medline, 

PsycINFO, Science Direct, Scopus, AMED and CINAHL  

• Search terms were used related to the key concepts of this thesis: 

o The experience and impact of dementia and dysphagia 

o The experience of eating and drinking 

o The experience of living in a care home 

o The experience of family members of people with dementia and 

dysphagia 

o The experience of care staff of people living with dementia and 

dysphagia 

o Speech and language therapists and dementia and dysphagia 

• Key words were noted from papers identified through initial searches 
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• Further searches were carried out using identified key words in 

databases and a more general search of the grey literature to include 

policy documents, clinical guidelines and personal accounts 

• Abstracts, articles and other identified publications were reviewed to 

remove duplicates and to identify those that fit with my thesis topic 

• Citation tracking was used to identify further publications for review, 

predominantly from high quality systematic reviews 

The pre-defined criteria for inclusion were: published in English and having a 

primary focus on people living with dementia and/or dysphagia. Studies were 

not limited by publication date or type of study in order to reflect the breadth of 

the current available literature on the topic of this thesis.  

Within this chapter, I will draw on evidence relating to dysphagia more broadly, 

as well as to that relating more specifically to people living with dementia and 

dysphagia, and group literature of a similar theme under sub-headings. I used 

the Critical Appraisal Skills Programme (CASP 2014) checklist to appraise the 

quality of the publications and also referred to Polit and Beck’s (2008) hierarchy 

of evidence. The CASP checklist includes a series of 10 questions to support 

the critical appraisal of research papers. Whilst some of the publications were 

assessed as low in quality, I have still included these in the relevant sections of 

the review. For example, opinion pieces are generally considered as low quality 

in reference to the hierarchy of evidence (Polit and Beck 2008). However, where 

they are relevant to this thesis, I have included such evidence under Pillar Two: 

clinical expertise. 
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2.2 Pillar one: best available evidence  

In reviewing the best available evidence, my search for review articles identified 

a synthesis of dysphagia evidence from the Royal College of Speech and 

Language Therapists (RCSLT) and three high quality systematic reviews that 

have relevance for supporting people living with dementia and dysphagia. 

Greenhalgh (2010) describes systematic reviews as being “conducted 

according to [an] explicit, transparent and reproducible method” (p113). Each of 

the four reviews that were identified in my search describe in detail the process 

by which articles were sourced and reviewed for quality. When appraising 

systematic reviews, Greenhalgh (2010) suggests asking the following questions 

of the review, which are based on the Quality of Reporting of Meta-Analyses 

(QUORUM) Statement and Preferred Reporting Items for Systematic Reviews 

and Meta-Analysis (PRISMA) checklists: 

1. Can you find an important clinical question which the review addressed? 

2. Was a thorough search done of the appropriate database(s) and were 

other potentially important sources explored? 

3. Was methodological quality assessed and the trials weighted 

accordingly? 

4. How sensitive are the results to the way the review has been done? 

5. Have the numerical results been interpreted with common sense and due 

regard to the broader aspects of the problem 

(Greenhalgh 2010, p116-120) 
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Having evaluated the systematic reviews and evidence synthesis in reference 

to these questions, I deemed their processes to be of a high standard and 

therefore have included all four of them in this thesis. I also identified from within 

these reviews, 12 particular papers of relevance to my study. In addition to 

these, the database searches located a further 18 novel publications, that were 

not included in the systematic reviews or evidence synthesis. After evaluation 

using the CASP checklist (CASP 2014), all of the additional publications were 

included in this review and a critique of their quality is included in the narrative. 

The remainder of the included literature was found through citation tracking and 

searches of grey literature. 

In this section I will first provide a summary of the findings from the systematic 

reviews and RCSLT evidence synthesis in order to provide an overview of the 

current research evidence. I will then discuss the papers that have particular 

relevance to this study in more detail alongside other publications I found 

through my independent review of the literature. 

The four reviews included in this narrative review are: Alagiakrishnan et al. 

(2013), who drew together research on the evaluation and management of 

oropharyngeal dysphagia in dementia; the Royal College of Speech and 

Language Therapists (RCSLT, 2014b) who synthesised the evidence on SLT 

interventions for dysphagia; Abdelhamid et al. (2016) who provided a systematic 

review and meta-analysis on the effectiveness of direct interventions to support 

food and drink intake in people with dementia; and Bunn et al. (2016) who 

reviewed research relating to the effectiveness of indirect interventions to 

support food and drink intake in dementia. 
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In 2013, Alagiakrishnan et al. completed a systematic review that synthesised 

research focused on the evaluation and management of oropharyngeal 

dysphagia in dementia. The term ‘oropharyngeal’ refers to the first three of the 

four stages of swallowing outlined in Chapter 1: oral preparatory; oral transit; 

and pharyngeal stages. This systematic review provides a descriptive narrative 

of 19 research papers published between 1990 and 2011. Included papers were 

independently assessed by two of the review authors for methodological quality 

through evaluation of study design, sampling, outcomes, significance and the 

level of evidence and reviewed by a third author. No recognised quality appraisal 

checklist is cited in the paper, therefore the method of specifically how papers 

were assessed for quality is not known. Alagiakrishnan et al. note 

methodological design bias in many of the studies. Studies were categorised as 

either diagnostic, instrumental assessments or management. The latter 

category, which is of interest for this thesis, included four intervention types: 

dietary modifications, postural modifications, enteral feeding and medications. 

The outcome measures for these studies were: cases of pneumonia, volume of 

fluid boluses, incidence of enteral tube placement, mortality rates and aspiration 

risk. None of the identified studies included analysis of the subjective 

experiences of people living with dementia and dysphagia or well-being. This 

systematic review concludes by suggesting a limited evidence base to support 

any of the included interventions for people living with dementia and dysphagia 

and acknowledges significant gaps in the evidence regarding both the diagnosis 

and management of dysphagia in people living with dementia (Alagiakrishnan et 

al. 2013). 
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In 2014, the Royal College of Speech and Language Therapists (RCSLT) 

updated their evidence synthesis for dysphagia, to inform SLTs of the evidence 

to support dysphagia interventions in a variety of populations (RCSLT 2014b). 

They identified and included 32 studies relating to dysphagia in adults that had 

been published in English since 1998. The studies used a range of designs: 

predominantly randomised controlled trials (10) and systematic reviews (8) with 

a smaller number of clinical trials, cohort studies, literature reviews, pilot studies, 

prospective studies, surveys and one each of an interventional study, a 

retrospective study and a case-series study. Assessment of the quality of these 

studies included use of the Alberta Heritage Foundation for Medical Research 

(Kmet et al. 2004) and the Critical Appraisal Skills Programme (CASP 2014) 

checklists. Studies that met all of the quality criteria were deemed as excellent 

and those with two or three shortfalls were deemed as good. The types of 

interventions that were investigated which may be applicable to people living 

with dementia, included: formal, functional swallowing therapy; diet and fluid 

texture modification; oral versus non-oral feeding; and education and training. 

The types of outcomes measured in these studies related to: functional 

improvements in swallowing, changes in swallow biomechanics, mortality rates, 

identification of dysphagia, rates of chest infections and pneumonia, 

documentation in medical records, oral intake of food and / or fluids, and 

adherence to recommendations. A secondary measure of Logemann et al. 

(2008) included asking about the preferences of individuals in relation to fluid 

consistency and postural techniques. Out of the 32 included studies, only one 

(Farri et al. 2007) addressed quality of life as a primary measure, surveying 73 

individuals who experienced post-surgical dysphagia and who reported lower 
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self-esteem and restricted social relationships as a result of embarrassment and 

eating restrictions. This dearth of research focused on quality of life highlights 

the focus of SLT interventions on biomedical factors. The evidence synthesis 

concluded, whilst a variety of dysphagia interventions are common clinical 

practice, there is limited evidence to support any of them. 

In 2016, two further systematic reviews were published, one looking at the 

effectiveness of direct interventions to support food and fluid intake in people 

living with dementia (Abdelhamid et al. 2016) and the second looking at the 

effectiveness of indirect interventions for the same purpose (Bunn et al. 2016). 

This focus on food and fluid intake as a desired outcome, rather than the quality 

of the eating and drinking experience, is consistent across all of the studies 

evaluated in the systematic reviews and evidence synthesis, other than the one 

previously mentioned (Farri et al. 2007), suggesting that quantity is prioritised 

over quality when it comes to eating and drinking. The two reviews (Abdelhamid 

et al. 2016 and Bunn et al. 2016) were carried out by the same group of 

researchers, and are grouped under the acronym EDWINA – Eating and 

Drinking Well IN DementiA. Whilst these reviews do not specifically focus on 

people experiencing dysphagia, they have some relevance for addressing 

difficulties with eating, drinking and swallowing, with dysphagia being 

acknowledged within both of the reviews as being a potential contributory factor 

as to whether or not someone eats or drinks well. Both reviews involved a 

comprehensive search of a number of databases including MEDLINE, 

EMBASE, CINAHL, PsychInfo, five Cochrane databases, and the International 

Alzheimer’s Disease Research Portfolio. Inclusion of papers was assessed by 
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two reviewers independently with reference to the Cochrane risk of bias tool for 

assessing methodological quality (Higgins et al. 2011). 

Abdelhamid et al. (2016) identified 133 articles which covered 43 different direct 

interventions, including those that looked at: oral supplementation, food or drink 

modification, eating or drinking assistance, and social support for eating and 

drinking. Bunn et al. (2016) identified 51 studies reporting on 56 interventions, 

including those that looked at: dining environment and food service; education 

and training; behavioural interventions; exercise; and multicomponent. There 

was some overlap of studies included in the two reviews. The measured 

outcomes of the direct and indirect interventions related to: weight, body mass 

index, body measurements such as upper arm circumference, energy intake, 

cognitive status, hydration status, rates of aspiration pneumonia, mortality, 

eating dependency, length of mealtimes, duration of hospital stay, and staff time 

to assist. Whilst the main focus was generally on outcomes related to intake, 

some of the studies considered whether social, environmental and relational 

factors influenced intake, touching on the effectiveness of person-centred 

dimensions on dietary intake. Both Abdelhamid et al. (2016) and Bunn et al. 

(2016) identified a number of limitations to the studies reviewed, including: high 

levels of researcher bias, a lack of detail regarding the type of dementia 

diagnosed and the nutrition and hydration status of participants making it difficult 

to assess what interventions might be useful for different types of individuals, 

and a focus on intake quantity rather than quality of life outcomes. The reviews 

concluded there was no definitive evidence for the effectiveness of any of the 
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specified direct or indirect interventions for supporting food and drink intake for 

people living with dementia.  

In summary, these four reviews lead to the conclusion that, whilst there are a 

number of intervention options available to and used by SLTs to support people 

living with dementia and dysphagia, the research evidence to support these 

interventions is insufficient and inconclusive. In the remainder of this section, I 

will describe in more detail the literature relating to the five main approaches to 

intervention identified in the reviews: food and fluid texture modification, 

swallowing therapy and postural techniques, oral and non-oral feeding, 

education and training, assistance skills and support. A heading of studies which 

included quality of life is also included, as this is of particular relevance to this 

thesis. As well as drawing on some of the more pertinent publications included 

in the reviews, I will also integrate the additional publications found from my 

independent searches of databases, grey literature and citation tacking. 

Food and fluid texture modification 

Modification of diet texture and fluid consistency is common practice amongst 

SLTs for supporting people with dysphagia. However, whilst SLTs commonly 

assume the efficacy of such strategies (Smith 2007), the evidence for their 

effectiveness was noted by three of the above reviews to be inconclusive 

(RCSLT 2014b; Alagiakrishnan et al. 2013; Abdelhamid et al 2016). Two studies 

carried out in 2008 had conflicting results about the comparable benefits of a 

chin-tuck position, nectar thick fluids and honey thick fluids (Robbins et al. 2008; 

Logemann et al. 2008). Robbins et al. (2008) used a randomized, controlled, 



  

 48 

 

parallel-design trial to look at the impact of these three interventions on the 

clinical outcome of aspiration pneumonia risk in participants with either dementia 

or Parkinson’s disease. 515 participants who had demonstrated aspiration of 

thin fluids, seen using videofluoroscopy, were randomly assigned to either drink 

all fluids using a chin-tuck position, or to drink nectar thick or honey thick fluids 

in a neutral position. Robbins et al. used chest x-ray and clinical respiratory 

indicators to identify the presence of pneumonia and ordered the three 

interventions from most to least beneficial in the prevention of aspiration 

pneumonia as: chin-tuck position; nectar thick fluids; honey thick fluids. 

Logemann et al. (2008) used a randomised clinical trial to study 711 participants 

with dementia and/or Parkinson’s disease who aspirated on thin fluids, seen via 

videofluoroscopy, in order to identify which of the three interventions were most 

effective for the immediate elimination of aspiration. Logemann et al. found that 

honey thick fluids were most effective at eliminating aspiration followed by nectar 

thick fluids then chin-tuck position. Logemann et al. (2008) also noted that all 

three interventions were less effective for people with Parkinson’s disease 

accompanied by severe dementia, when compared to participants with 

Parkinson’s disease and no or less severe dementia, and recommended that 

patient preferences, which tended to be for the chin-tuck position over thickened 

fluids, be taken into consideration. Other research has supported this 

preference, with estimations of up to 52% of people with dysphagia failing to 

adhere to recommendations for thickened fluids (Shim et al. 2013; Rosenvinge 

and Starke 2005; Colodny 2005).  
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There has been a more recent systematic review of the literature relating 

specifically to texture-modified diet and fluids in care facilities (Painter et al. 

2017), which identified 22 studies for inclusion. This review supported the 

conclusion of the RCSLT (2014b), going on to say that not only is there a lack 

of evidence that texture-modification improves outcomes such as aspiration 

pneumonia, nutrition, and mortality, but it can also have adverse effects on 

energy levels and fluid intake. This view does not necessarily fit with the beliefs 

of care staff, however, as found in a small-scale Norwegian study. This 

qualitative study asked 12 care home staff about their views of texture-modified 

diets for residents and found that care staff believed these to minimise feeding 

difficulties and increase nutritional intake (Austbo Holteng et al. 2017). A 

randomised ‘time trade-off’ study reported by Lim et al. (2016) asked patients 

without dysphagia and healthcare professionals to sample different 

consistencies of thickened fluids and, knowing that they could reduce the risk of 

aspiration, pneumonia and potential death, decide whether they would be happy 

to consume the thickened fluids or would prefer a shorter life expectancy. The 

study concluded there is a marked aversion to the long-term use of modified 

fluids as it was felt that this would impair quality of life. In fact, participants stated 

that they would be willing to sacrifice five years of a ten-year life span to avoid 

having to have thickened fluids (Lim et al. 2016).  

The studies by Logemann et al. (2008) and Lim et al. (2016) highlight the need 

to recognise the experiences of consuming texture modified diet and fluids 

rather than solely focus on the physical implications relating to a potential 

reduction in aspiration. However, the contradictions in findings reinforce the 
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need for further research on the impact of texture-modified diets and for 

evidence-based education for care staff and those supporting people with 

dysphagia to eat and drink. It would also be interesting to discover whether a 

person’s ability to choose not to follow recommendations is limited if they are 

reliant on others to provide their food and fluids, such as for those living with 

dementia and dysphagia in care homes. 

Swallowing therapy and postural techniques 

The provision of swallowing strategies and techniques is common practice for 

SLTs working with people with a variety of diagnoses and involves exercises to 

improve muscle function and co-ordination as well as altered body postures to 

manipulate the swallowing physiology during the swallow. The RCSLT evidence 

synthesis identified a study by Wheeler-Hegland et al. (2009) that found some 

evidence to support the effectiveness of swallowing therapy for improving 

dysphagia symptoms, primarily for people post-stroke. Swallow strategies rely 

on: an individual recognising that they have dysphagia; understanding and being 

able to follow the recommended swallowing techniques; and remembering to 

carry out the swallowing techniques either as regular exercises or each time 

food or drink is consumed, and as such may not be helpful for some people living 

with dementia who experience cognitive difficulties. With the aim of overcoming 

the impact of cognitive difficulties, Benigas and Bourgeois (2016) used a single 

subject multiple baseline design, with repeated measures across participants to 

study whether spaced retrieval improved the use of swallowing strategies for 

people living with dementia when coupled with an external memory aid. Spaced 

retrieval involves recalling information with increasing amounts of time in 
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between attempts to recall. Whilst this was a small scale study with five 

participants, the results showed promise for the use of spaced retrieval for the 

purpose of learning compensatory strategies during oral intake, with all 

participants being able to recall and demonstrate at least two trained strategies 

through use of a visual aid. However, the study only included people with mild 

to moderate dementia and dysphagia in a quiet, controlled environment, very 

different to a typical care home mealtime environment. Whether the participants 

were able to continue to use the swallowing therapy strategies in a communal 

dining setting was not investigated. In addition, the study was entirely focused 

on the ability of the person to follow compensatory swallowing strategies that 

had been set by a SLT rather than to implement personal goals with higher levels 

of motivation to achieve them. There was no consideration given to the quality 

of the eating and drinking experience from the perspective of the individual.  

On review of the studies relating to swallowing therapy that specifically included 

or referred to people living with dementia and dysphagia, there is limited 

available evidence to support the use of swallowing therapy for people living with 

dementia.   

Oral versus non-oral feeding 

Enteral tube feeding commonly refers to two different procedures: one involves 

the insertion of a feeding tube through the nasal cavity, down the oesophagus 

and into the stomach (nasogastric, or NG); and the other involves a feeding tube 

being inserted into the stomach through the wall of the abdomen (percutaneous 

endoscopic gastrostomy, or PEG). These procedures are used when oral intake 
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is insufficient to meet nutrition and/or hydration needs either due to acute or 

chronic conditions and can be used as either short or long term interventions. 

As part of a Cochrane systematic review by Sampson et al. (2009), in the 

absence of any randomised controlled trials, seven observational controlled 

studies were included in the review. The majority of these studies looked at 

mortality as an outcome measure with only one looking at nutritional outcomes 

and none referring to quality of life or individual preferences. The review 

concludes there is insufficient evidence to support the use of enteral tube 

feeding for people with advanced dementia, with no benefits observed for 

individuals in terms of length of life or nutritional improvements.  

It should be noted that the papers included in the systematic review by Sampson 

et al. (2009) refer specifically to advanced dementia and that there is some 

clinical support for the use of enteral feeding in some individuals with dementia 

(Regnard et al. 2010). This reinforces the need for a person-centred approach 

to care which sees the person and their needs, rather than their diagnosis. The 

continued uncertainty and controversy relating to enteral feeding in dementia 

care continues to prompt further international research. For example, Teno et 

al. (2010) carried out a large prospective cohort study across the United States 

with 36,492 people who had advanced cognitive impairment as a result of 

dementia, comparing those who had a feeding tube placed with those who did 

not and adjusting for a wide range of socioeconomic and clinical characteristics. 

Teno et al. concluded that feeding tubes do not prolong survival, regardless of 

how long after the need for eating assistance it was placed. Similarly, Ticinesi et 

al. (2016) carried out a prospective observational study in Italy with 184 
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malnourished people living with dementia, looking at mortality rates as an 

outcome measure. In this study, people living with mild/moderate, severe and 

very advanced dementia were included, with dementia ‘stage’ rated according 

to the Clinical Dementia Rating scale (Hughes et al. 1982). Ticinesi et al. (2016) 

found survival rates were significantly shorter for people who received enteral 

feeding compared to those who continued to eat and drink orally, regardless of 

the assessed severity of their dementia. As such, Ticinesi et al. recommended 

that enteral feeding be discouraged for all people living with dementia. Both of 

these studies (Teno et al. 2010; Ticinesi et al. 2016) looked solely at life 

expectancy as a measure and did not consider people’s individual experiences 

or preferences.  

Clinically, there are ongoing debates about whether or not enteral tube feeding 

is of benefit for people living with dementia and it is recognised that the decision 

of whether or not to feed via an enteral tube raises a number of ethical issues 

for practitioners and family members, such as the impact on quality of life and 

the presumed wishes of the person (The et al. 2002). When an individual has 

significant difficulties with eating and drinking orally, and the evidence base 

along with clinical guidelines suggests non-oral feeding is not appropriate, 

alternative intervention options are often sought from SLTs. However, as can be 

seen from the above reviews (Alagiakrishnan et al. 2013; Abdelhamid et al. 

2016; Bunn et al. 2016), the research evidence to support interventions for 

people with dementia and dysphagia is lacking both in quality and quantity, 

resulting in a sparse evidence base on which SLTs can base their practice and 

recommendations. 
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Education and training 

Provision of education and training is recognised as a core role of SLTs across 

all clinical areas, with education being provided as a matter of course to 

individuals and those supporting them in the form of explaining 

recommendations and training being offered both formally and informally to 

health and social care staff. Whilst many training packages are evaluated 

informally by service providers, there is limited quality research that looks at the 

effectiveness of education and training for supporting people with dysphagia. In 

2002, Sullivan and Dangerfield conducted a pilot randomised controlled trial to 

investigate the difference between people post-stroke who received direct SLT 

intervention three times per week compared to daily indirect intervention 

delivered by nurses who had been trained to support people with post-stroke 

dysphagia. Participants who received the indirect intervention showed more 

rapid improvements with their swallowing abilities. This study highlights the 

benefits of training care staff who have daily contact with people who have 

dysphagia, rather than relying on direct SLT input to provide interventions on a 

less frequent basis. This conclusion was supported by Wright et al. (2008) who 

reported on a study which trained volunteers to assist older people with 

dysphagia with eating and drinking in a hospital setting, resulting in increased 

dietary intake for participants. 

Assistance skills and support 

Abdelhamid et al. (2016) included two papers that made reference to 

interventions that had a strong social element relating to eating and drinking 
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(Boffelli et al. 2004; Beck et al. 2010). Boffelli et al. (2004) carried out a controlled 

clinical trial to evaluate the impact of diet, environmental modifications and 

increased nurse time and assistance on the nutritional status of 19 malnourished 

people living with dementia in an Italian care home. They found some 

improvements in nutrition but no significant change in weight or body mass 

index. They did not report on the impact on quality of experiences of the people 

living with dementia. Beck et al. (2010) used a multifaceted randomised 

controlled nutritional intervention with nursing home residents. The intervention 

included oral nutrition supplements, diet modification, oral care and a twice 

weekly exercise programme. Beck et al. found that social function had 

decreased in the control group but not in the intervention group and concluded 

that it seems possible that social and physical functioning can be maintained 

through a multifaceted intervention. They did not suggest what specifically might 

account for the impact on social functioning and no consideration was given to 

the impact on the quality of life or experience of the individuals involved in the 

study.  

A further study, looking at caregiver assistance and approaches towards people 

with dementia in nursing homes was carried out by Gilmore-Bykovskyi and 

Rogus-Pulia (2017). Their secondary analysis of 33 video-recorded mealtime 

observations looked at the associations between the approach of the caregiver 

and the behavioural expressions and observable indicators of aspiration for 

nursing home residents with a diagnosis of dementia, all of whom required 

assistance to eat and drink. Interactions were coded according to the Task-

Centred Behaviour Inventory (Lann-Walcott et al. 2011) and the Patient-Centred 
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Behaviour Inventory (Coleman et al. 2013). The study found some evidence that 

aspiration was more likely to occur after a task-focused interaction by caregivers 

compared to after person-centred interactions, highlighting the importance of the 

caregiver approach on physical health.  

Quality of life  

There were four studies which included reference to quality of life measures, 

though quality of life was not their primary focus. Kenkmann et al. (2010) 

investigated the health, well-being and nutritional status of care home residents 

in response to changes in the dining experience: more choice of food, an option 

to self-serve, altered dining atmosphere through refurbishment of the physical 

environment and fewer people eating at once to reduce crowding, and readily 

available drinks and snacks. The primary outcome of this study was falls 

reduction with mealtime satisfaction being one of several secondary measures. 

The study involved 105 participants across six intervention care homes and 

three matched control homes. For all of the homes, data was collected in the 

year prior to implementation of the intervention and for one year after 

implementation. Kenkmann et al. found no change in nutritional status, hydration 

or enjoyment of food in response to their interventions. However, they 

experienced significant challenges with data collection due to using routinely 

collected data (i.e. that which is collected as a matter of course as part of routine 

clinical care), which was of varying quality. 

The other three studies which looked at quality of life related measures were 

concerned with the impact of family-style mealtimes in residential care. Altus et 
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al.’s (2002) small scale study in one dementia care unit with five participants 

found a modest increase in participation and communication as a result of 

family-style meals, where people helped themselves to food from dishes on the 

table, compared to pre-plated meals. They also found that, when the certified 

nursing assistant provided praise alongside the family-style meal, this resulted 

in more substantial gains in participation and communication. Charras and 

Fremontier (2010) introduced family-style meals to two nursing homes in 

France, where care home residents and staff ate together and helped 

themselves to food. Whilst their primary measure was weight, they also obtained 

qualitative feedback from staff, who suggested the residents experienced 

improvements in autonomy, quality of interactions and enjoyment of meals. The 

residents themselves were not asked about their experiences as a result of the 

intervention. The third related study (Huang et al 2009) involved reminiscence 

cooking sessions with 10 care home residents in Taiwan, all of whom had mild 

or moderate dementia. A number of measures were taken including pre- and 

post-intervention electroencephalography (EEG) and scales to evaluate mental 

health status, depression and feeling of participation, which were measured by 

care home staff. Measures of secondary outcomes suggested an increase in 

feelings of happiness and positive communication during and after the 

reminiscence cooking sessions. Whilst these are all small scale studies, there is 

some suggestion that family-style and reminiscence-based eating and drinking 

may improve the experience of eating and drinking, especially when paired with 

skilled assistance from others. 
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Summary 

To summarise this section, the research evidence relating to treatment or 

management of dementia and dysphagia is inconclusive and insufficient to guide 

evidence-based practice. Whilst there is evidence to support some 

interventions, the impact on length or quality of life is not fully understood for 

people living with dementia and dysphagia. In the absence of convincing best 

available evidence that considers a person’s experience as well as their 

physiology, in clinical practice by SLTs, a greater reliance is placed on clinical 

expertise and individual beliefs and preferences, which will be discussed in the 

next two sections.  

2.3 Pillar two: clinical expertise 

In the previous section, consideration was given to research evidence related to 

interventions for dysphagia more broadly and dementia and dysphagia more 

specifically. In this section, I will provide a synthesis of the clinical guidelines that 

are available to inform the support of people living with dementia and dysphagia 

in care homes. I have included guidance documents from the UK only as 

different countries have different approaches to residential care and I wanted to 

ensure that the documents reviewed were relevant to UK care home settings, 

on which this thesis is focused. Firstly I will outline three key guidance 

documents written by the Royal College of SLTs and two practice-based books, 

both written by SLTs. I will then present relevant information under the 

subheadings of ‘alternatives to non-oral nutrition and hydration’ and ‘improving 

mealtimes’. Internet searches were carried out to identify relevant clinical 
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guidelines and practice-based documents. These searches identified 28 third 

sector body guidelines. From my clinical experience, I know that each of the 

NHS Trusts I have worked for have created in-house guidance on supporting 

people with dementia and dysphagia based on the clinical expertise of the SLT 

team. I expect this is true of other NHS Trusts, however such in-house 

documents are not readily available outside of the individual organisations. 

Therefore I have only included samples of guidance documents that are publicly 

available in full. 

The professional body for SLTs in the UK (RCSLT) is responsible for setting 

professional standards to ensure the development and ongoing support of high 

quality clinicians and researchers in the field of communication and dysphagia. 

The RCSLT provides three relevant sets of guidance for SLTs who are 

supporting people with dementia and dysphagia. The RCSLT Clinical Guidelines 

provide recommendations for clinical assessment and interventions relating to 

eating, drinking and swallowing difficulties in dementia (RCSLT 2005). The 

RCSLT Position Paper on Clinical Services for People Living with Dementia 

(RCSLT 2014) describes the goals of the SLT in working with people living with 

dementia and dysphagia and provides details of the benefits of involving SLTs 

and the risks of not doing so. The RCSLT Resource Manual for Commissioning 

and Planning Services: Dysphagia (RCSLT 2014b) is more broadly related to 

dysphagia and includes the evidence synthesis described in the previous 

section. All three of these guidance documents draw on current research 

evidence, much of which has been described earlier in this chapter, and also 

include expert opinion and professional consensus. 
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Of the three RCSLT guidance documents, the RCSLT Clinical Guidelines for 

Management of Eating, Drinking and Swallowing Difficulties in Dementia 

(RCSLT 2005) is most focused on the practical advice SLTs may provide to 

people experiencing dementia and dysphagia. These guidelines state:  

 The Speech & Language Therapist will identify which behavioural strategies 

to facilitate the eating and drinking process and communicate these to the 

relevant carers. These may include: 

• Providing additional situational cues prior, during and after mealtime, 

to orient the individual to mealtime, e.g. place setting, assisting in 

preparation of food 

• Reducing distractions, e.g. clutter on the table, noise in the 

environment 

• Verbal cues, e.g. ranging from prompting to chew, to reassurance 

• Visual cues or symbols, e.g. place names, menu cards 

… The Speech & Language Therapist will contribute to the multidisciplinary 

team decision regarding the potential need for non-oral nutrition and 

hydration. 

(RCSLT 2005, p91) 

The work of Kindell (2002), whilst predating the RCSLT clinical guidelines, 

provides more detailed strategies for supporting people living with dementia and 

dysphagia. This practice based book by SLT Kindell includes details from 

research evidence but is also highly inclusive of clinical opinion and consensus 

of experienced SLTs working with people living with dementia. Kindell (2002) 
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provides a detailed list of management strategies and techniques for feeding 

and swallowing difficulties relating to: sensory impairment and dentition, mental 

state and behaviour, feeding situation and skills, issues relating to food/drink 

and swallowing, and severe swallowing problems. These guidelines are aimed 

at both newly qualified SLTs and those with more experience of working with 

people living with dementia and dysphagia. Whilst this book was published 

almost 20 years ago, it still remains the only book of its kind for providing detailed 

clinical guidance on the topic of dementia and dysphagia. 

A more recent relevant book is The Concise Guide to Decision Making and 

Ethics in Dysphagia (Leslie and Crawford 2017). Whilst this is not specifically 

related to people living with dementia, the authors prompt clinicians to consider 

the ethics of supporting different clinical decisions, in particular involving people 

who cannot articulate eating and drinking decisions for themselves due to 

cognitive and / or communication impairment. Leslie and Crawford, both SLTs, 

provide frameworks for supporting people to arrive at a good decision by 

considering values, morals and ethics, evidence-based practice, medical 

principles and best interest decisions.  

Alternatives to non-oral nutrition and hydration 

Clinical guidelines aimed at SLTs note the challenges relating to non-oral 

feeding, as discussed earlier in this chapter. Various strategies are 

recommended as alternatives, such as those discussed in Section 2.2 under 

‘oral versus non-oral feeding’. These strategies, as well as those recommended 
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by Kindell (2002), aim to improve the eating and drinking experiences rather 

than eliminate dysphagia for people living with dementia.  

One alternative to non-oral feeding is often referred to as ‘careful hand feeding’, 

which refers to supporting an individual to eat and drink whilst thinking about 

positioning, pace, bolus size, type of food and fluids and compassionate 

assistance. Careful hand feeding is often recommended for people living with 

dementia and dysphagia as, not only can it contribute to an individual 

maintaining intake of food and fluids, but it also allows for ongoing social 

interaction and human contact, which can help to promote well-being and 

enhance quality of life (Dennehy 2006). Whilst there is no robust evidence to 

support the use of careful hand feeding, demonstrated by the lack of research 

evidence identified in the previous section that examined any benefits of this 

approach, there is a clinical consensus that carefully supporting someone to 

continue oral intake is as beneficial as non-oral feeding (Palliative Care in 

Dementia Group 2009). 

More recently, the term ‘risk feeding’ has been used to describe an alternative 

to non-oral feeding. This multi-disciplinary approach, often promoted by SLTs, 

is recommended for people who have significant swallowing difficulties but who 

do not meet the criteria for non-oral feeding, for example due to the current stage 

and/or progressive nature of their diagnosis, and is presented as a protocol or 

model of care (Hansjee 2018). This approach is also relevant for people who 

choose not to have an enteral feeding tube fitted despite significant physical 

risks associated with swallowing. Risk feeding protocols involve an assessment 

of the person’s health and well-being; assessment of their current dysphagia; a 
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multi-disciplinary team discussion about the treatment options; and an 

acknowledgement, where appropriate, that the individual can continue to “feed 

at risk”. This means that risks are acknowledged about ongoing oral intake, but 

that these risks are accepted as being in the best interests of the person. There 

have been some challenges to the risk feeding approach as being overly 

focussed on physical risks rather than acknowledging other risks such as to 

mental health and quality of life and that it fails to recognise that all eating and 

drinking carries risk for anyone, regardless of the presence of dysphagia (Leslie 

and Crawford 2017). Whilst there have been publications in clinical journals 

about the benefits of risk feeding protocols (Hansjee 2013; 2015; 2018), there 

have yet to be any research studies to formally evaluate its effectiveness. 

Improving mealtimes 

In addition to professional guidelines that are specific to SLTs, there is an 

abundance of guidance available about how to support people living with 

dementia to eat and drink. These guidelines are aimed at a range of health and 

social care staff, family carers and people living with dementia. The main topics 

of these guidelines focus on how to support people to increase their food and 

fluid intake to reduce the risks of malnutrition and dehydration and broadly to 

‘improve’ mealtimes. Some official and charitable bodies have produced such 

guidelines, such as the Alzheimer’s Society’s Eating and Drinking Factsheet 

(Alzheimer’s Society 2016); Alzheimer’s Disease International’s review of 

dementia and nutrition (Alzheimer’s Disease International 2014); and the 

practical care guide on oral feeding difficulties and dilemmas by the Royal 

College of Physicians (2010). Others guidance documents have been produced 
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by health and care services, such as practical guides to nutrition, hydration and 

medication in advanced dementia by the Palliative Care in Dementia Group 

(2009) and a separate document on the same topic by Ashford and St Peter’s 

Hospitals NHS Foundation Trust (2012); and a ‘marvellous mealtimes’ strategy 

to improve the mealtime experiences of care home residents by CLS Care 

Services Group (2006). These guidelines have been developed primarily from 

clinical and practical experience and consensus from a range of health and 

social care professionals and predominantly focus on guidance on the types of 

foods that might be helpful for those on a modified diet and environmental 

changes such as reducing distractions.  

Summary 

The numerous guidance documents referred to in this section demonstrate that 

there is interest from health, social care and charitable organisations in 

maintaining people’s ability to eat and drink, acknowledging the research 

evidence against non-oral nutrition and hydration and providing suggestions for 

alternative approaches. Whilst there is reference to comfort feeding and ethical 

decisions, the guidelines predominantly prioritise maximising the intake of food 

and fluids with less attention to the quality of the eating and drinking experience. 

In addition, whilst the involvement of people living with dementia in research in 

the development of clinical guidelines is improving, there are still many guidance 

documents in circulation that do not take into consideration the views and 

experiences of people living with dementia from their own perspective. In the 

next section I will present literature that is specifically related to the individual 

beliefs and preferences of people living with dementia and dysphagia. 
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2.4 Pillar three: individual beliefs and preferences 

In this section I will present literature that relates to the beliefs, preferences and 

experiences of people living with dementia and / or dysphagia. This literature 

was identified through searches of databases of publications as described 

previously, as well as searches of grey literature online to identify key personal 

accounts. I firstly share a personal account of eating and drinking difficulties from 

the perspective of someone living with dementia before providing statements of 

what people living with dementia have said they want in terms of dementia care 

and research. I will then present and critically appraise four qualitative research 

studies that have sought to understand people’s experiences of eating and 

drinking.  

Wendy Mitchell lives with dementia and speaks openly about her daily life 

experiences via an online blog. Wendy wrote a blog post in 2017 about her 

experiences relating to food since being diagnosed with dementia (Mitchell 

2017). Wendy writes about the fact that social eating has become more difficult 

as a result of becoming “messy”; the challenges of decision making relating to 

food choices from a menu; the potential for a “coughing fit”; and not being able 

to cut something up. Wendy describes the thought of eating socially as 

“embarrassing”. She also talks about changes in taste sensation, cooking 

abilities and a reduction in appetite. Of her relationship with food, Wendy says, 

“My relationship with food is changing all the time and not in a good way. It’s a 

sad relationship now as the love has gone… my diet used to be varied and 

brilliant, but no more” (Mitchell 2017). Wendy is able to eloquently describe her 

experiences of and relationships with food and how these have changed as a 
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result of dementia and has developed a forum for sharing these ideas with 

others. For many people living with dementia, they are less able to describe their 

experiences and, as such, may have limited avenues for sharing their beliefs 

and preferences related to eating and drinking. 

In 2017, the Dementia Action Alliance (DAA) reviewed their Dementia 

Statements. These statements were originally developed in 2010 when a set of 

expectations about dementia care and support were developed in collaboration 

with people affected by dementia (DAA 2010). The reviewed 2017 statements 

include two that are particularly relevant to the proposed outcomes of this study: 

“We have the right to be recognised as who we are, to make choices about our 

lives including taking risks, and to contribute to society. Our diagnosis should 

not define us, nor should we be ashamed of it” 

“We have the right to an early and accurate diagnosis, and to receive evidence 

based, appropriate, compassionate and properly funded care and treatment, 

from trained people who understand us and how dementia affects us” 

 (DAA 2017) 

More specifically relating to dementia and dysphagia, in 2014, the James Lind 

Alliance asked people living with dementia to share their top 10 priorities for 

dementia research. One of the questions that emerged was, “What are the most 

effective ways to encourage people with dementia to eat, drink and maintain 

nutritional intake?” (James Lind Alliance 2014). Whilst people affected by 

dementia state that they want to be involved in developing research projects as 
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well as participating in the data collection and provision (DAA 2017), many 

research studies are ‘done to’ rather than ‘done with’ people living with dementia 

and it has been identified that people living with dementia and cognitive 

impairment need to be purposefully included in discussions about quality of care 

(Milte et al. 2017; DAA 2017). There have been some research studies that have 

sought to find out about people’s experiences of eating and drinking difficulties, 

either through asking people about their experiences or observing their daily 

lives and drawing conclusions from the observations. Whilst these may fall under 

the umbrella of best available evidence, which was described in Section 2.2, 

they have been included in this section as the focus is on individual perspectives.  

One example used Talking Mats to support focus groups that were used to find 

out from people living with dementia what their experiences were of changes in 

their eating and drinking (Murphy and McKillop 2015). Talking Mats is a visual 

communication aid developed by SLTs to aid people to express their views on 

a variety of topics. Murphy and McKillop carried out three focus groups with a 

total of 13 people living with dementia. Participants were shown a variety of 

Talking Mats symbols and asked to indicate if they were happy, unsure or 

unhappy with this element of their own eating and drinking and discuss this 

within the group if they were able. Murphy and McKillop used thematic analysis 

of the focus group data to identify a number of themes: mealtime experiences 

had changed; it had become more difficult to eat out; sense of taste had altered; 

there had been a reduction in appetite; experiences of forgetting to eat and drink; 

increased thirst; poorer energy levels; and reduced concentration. Some people 

suggested things that they had found had helped such as reducing distractions 



  

 68 

 

and having more time. This evaluation of people’s experiences of dysphagia 

gives an insight into some of the difficulties that people living with dementia may 

have regarding eating and drinking. 

Milte et al. (2017) used a systematic approach to describe the experience of 

people living with dementia of food in nursing homes using a series of interviews 

with people with cognitive impairments and focus groups with their family 

members. Their study sought to find out whether people with cognitive 

impairment and their families thought that food and dining in nursing homes 

were important and what aspects of food and dining supported or hindered 

quality of life. Milte et al. did not actively involve people with severe cognitive 

impairment in this study and instead their family members were invited to 

contribute to give an idea of their experiences. Interviews were carried out with 

10 care home residents with cognitive impairment and three people with 

cognitive impairment in the community. Six family members took part in the 

focus groups. Transcribed data was thematically analysed using NVivo. Milte et 

al.’s study identified a number of interesting themes: people know what they 

want but their wants are not always heard; offering of choice and recognition of 

individual preferences seemed to stop when people developed more significant 

cognitive impairment; for those on a modified texture diet, choice was eliminated 

and meals were described as repetitive and unappealing with no variety being 

offered and it being difficult for people to distinguish different foods (Milte et al. 

2017). Also noted was a challenge in balancing health and quality of life.  

The focus of Milte et al.’s study was somewhat similar to that of this thesis. 

However, there are a number of differences. Firstly, whilst challenges with 
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texture modified diets were identified as a key theme, people who experience 

dysphagia, as well as dementia, were not specifically recruited to this study. 

Secondly, people with severe cognitive impairment were not directly involved, 

though it was noted through analysis of family member contributions that they 

were likely to have the least freedom of choice and the least recognition of 

personal preferences. And thirdly, in this thesis, perspectives of care home staff 

and SLTs are also included to enable triangulation in order to explore factors 

beyond only providing a description of individual experiences. 

There have been two other studies that have specifically looked at the mealtime 

experiences of people living in care homes. One study by Barnes et al. (2013) 

aimed to explore the mealtime experiences of older people in residential care 

settings. They used an adapted form of Dementia Care Mapping (DCM) to 

observe 68 care home residents from four care homes at mealtimes. DCM is an 

observational framework that allows for systematic and structured observations 

to be carried out to view experiences from the perspective of the person 

experiencing them. Constant field notes are recorded and codes relating to 

behaviour, well-being and interactions are recorded at the end of each five 

minute timeframe. However, Barnes et al. adapted the use of DCM by only 

observing each participant for one minute in every 10 minute period. By not 

observing each person for a continuous period of time, this adapted form of DCM 

may have altered the accuracy of the representation of each person’s 

experiences, as the observer would lose some of the brief but potentially 

significant changes in behaviour and interaction that someone might experience. 

However, it did allow for people who were unable to verbally describe their 
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experiences to be included in the study. It was identified that residents were able 

to have a more active role in mealtimes when they were able to choose the food 

they wanted, either from dishes placed on the table or served from a hot plate 

(described as ‘resident-focused’ mealtimes), compared to when staff gave pre-

plated meals to each individual (described as ‘task-focused’ mealtimes). It was 

also noted that residents needing assistance received more care staff interaction 

than those who were able to eat and drink independently, though the quality of 

these interactions were not discussed. This study did not specifically look at the 

experiences of those who were experiencing dysphagia, though some of the 

findings may have significance and it was also acknowledged as a limitation of 

this study that people with more complex needs may not have been observed. 

A further small-scale study, which combined the use of 11 semi-structured 

interviews and an unspecified number of unstructured mealtime observations, 

was completed by Watkins et al. (2017), who aimed to explore the experiences 

of mealtimes of care home residents, specifically looking at how resident 

experiences might impact enjoyment of meals and resulting health and well-

being. Participants had to be able to participate in both the interviews and the 

observations, therefore people with more significant communication or cognitive 

impairment were excluded. Participants were asked about their current 

experiences of eating and drinking within the residential care setting. Thematic 

analysis of the data highlighted that mealtimes were seen as an opportunity to 

build and maintain relationships with other care home residents, though 

communication difficulties sometimes hindered this. Participating residents also 

acknowledged the challenges of maintaining individual preferences and routines 
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within a shared living environment, though stated that they preferred to maintain 

their individual habits and routines. There is an acknowledgement in the 

conclusion that it is important to understand the routines, habits and preferences 

of residents in order to provide an enjoyable mealtime experience. This fits with 

Atchley’s continuity theory (Atchley 1989), that people will do what they can to 

maintain their habits and routines, lifestyles and associated activities.  

There are a number of limitations to these studies of lived experiences. The 

studies focused primarily on mealtimes. However, eating and drinking occur 

throughout the day, not just specifically at the three or four designated 

mealtimes. Studies have also not focussed on the other practices that are 

related to the actual act of consuming food and drink, such as, for example the 

preparation of food and drinks, deciding what will be on the menu, laying the 

tables and doing the shopping. Many of these studies do, however, highlight the 

importance of social and relationship-building elements of mealtimes (Barnes et 

al. 2013; Murphy and McKillop 2015; Watkins et al. 2017) and have involved 

other people in the exploration of mealtime experiences (Milte et al. 2017). This 

recognition of the importance of others when we think about eating and drinking 

fits with the enriched model described in Chapter 1. It reflects the importance of 

acknowledging social psychology, but also individual preferences and the 

importance of the routines that have been part of an individual’s life story.  

Summary 

In this section, I have referred to individual experiences of eating and drinking. 

Some of these experiences have been provided directly from people 



  

 72 

 

themselves, others have been suggested by family members or through 

researcher observations. Milte et al. (2017), identified that people with more 

severe cognitive impairment may have more negative experiences of eating and 

drinking and have less power to make decisions about their care. Finding a way 

to understand the eating and drinking experiences of people living with dementia 

and dysphagia who are not able to verbally tell us about their experiences, has 

not yet been fully explored. 

2.5 Conclusion 

In order to support people living with dementia and dysphagia in a person-

centred way, we need to consider all areas of Sackett’s model to ensure that the 

research evidence is considered in the context of clinical experience and 

subjective experiences. The research evidence in relation to dysphagia and 

specifically to dementia and dysphagia has been found to be insufficient and 

inconclusive. There is an abundance of guidelines which, in the absence of 

research evidence, are primarily based on clinical experience and consensus, 

which advise various strategies for continuing oral feeding.  There is also 

consensus that the individual should be involved in decisions about their care, 

which is reinforced by the ‘We Statements’ collated by the Dementia Action 

Alliance. There is limited published evidence about the views of people living 

with dementia and dysphagia when it comes to eating and drinking, however the 

qualitative studies that have been carried out highlight the importance of choice 

and preferences as well as the social and relationship building opportunities. 
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Whilst there are gaps in all three areas that contribute to evidence-based 

practice, person-centred care is focused on the individual, and so it is the 

experience of the individual that this thesis will address. This thesis will look at 

formalising knowledge of the experiences of people living with dementia and 

dysphagia from the perspective of the person as well as other stakeholders who 

influence the quality of life of those living with dementia and dysphagia. 

Knowledge of these experiences will be used to inform person-centred clinical 

guidelines and to identify areas for further research into the efficacy of 

approaches and care interventions. This thesis is congruent with the vision of 

the Royal College of SLTs, which is to Give Voice to people who may struggle 

to have their experiences heard.  

2.6  Research aim and objectives 

From this review of the existing literature and drawing on my clinical experience 

I identified the following overarching aim for this thesis: 

• To understand the eating and drinking experiences of people living 

with dementia and dysphagia in care homes, from multiple 

perspectives 

In order to address this research aim, I identified five specific objectives. The 

objectives of this thesis were to determine:  

1. The impact living in a care home has on the eating and drinking 

experiences of those who live there; 

2. The impact of dementia and dysphagia on the eating and drinking 

experiences of care home residents; 
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3. The perspectives and roles of those supporting people living with 

dementia and dysphagia in care homes (family members, care home staff 

and SLTs); 

4. The barriers and facilitators to maintaining positive experiences of eating 

and drinking for people living with dementia and dysphagia; and 

5. The implications of the findings for policy and practice.   

 

This thesis, therefore, has multiple components and is both exploratory and 

explanatory. It seeks to explore what are the experiences of people living with 

dementia and dysphagia from multiple perspectives, recognising that the 

experiences of the person will be impacted by the beliefs, preferences and 

clinical and practical roles of people who support their eating and drinking. It also 

seeks to explain why some people experience higher levels of well-being than 

others as a result of the barriers and facilitators to maintaining positive 

experiences.  
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Chapter 3: Methodology and Methods 

As I have outlined in Chapter 2, in this thesis I sought to explore eating and 

drinking experiences from the perspectives of people living with dementia and 

dysphagia in care homes and those who provide support with eating and 

drinking. As this was highlighted as a gap in the existing literature, this study 

contributes to the development of new knowledge in the field of dementia care. 

When considering using research to discover new knowledge, it is important to 

reflect on what it means to know something and how knowledge is created and 

understood.  

I predominantly used the guidance outlined by Crotty (1998) and Braun and 

Clarke (2013) to identify the core elements of my research project: ontology, 

epistemological stance, underpinning theoretical perspective, methodology and 

methods. Within this chapter I define and outline my considerations for these 

elements and provide my rationale for using a relativist ontology, a constructivist 

epistemology, an interpretivist theoretical perspective, and a phenomenological 

methodological stance. I then describe the methods I used to address my 

research aims: individual and group semi-structured interviews; focus groups; 

and structured observations.  

Crotty suggests that ontology does not need to be included separately in the 

methodological scaffolding as he reflects that ontology and epistemology are 

conceptually similar, mutually dependent and, “To talk about the construction of 

meaning [i.e. epistemology] is to talk about the construction of meaningful reality 

[i.e. ontology]” (Crotty 1998, p10). Braun and Clarke (2013) agree that ontology 
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and epistemology cannot be truly independent of each other. I therefore speak 

about both ontology and epistemology side by side in the first section of this 

chapter.  

3.1 Ontology and Epistemology  

Ontology refers to the nature of knowledge, concerned with what we believe 

constitutes social reality. It is concerned with the relationship between the world 

and our interpretations of it and whether reality and our interpretations of it can 

be separated (Braun and Clarke 2013). It is widely accepted that there is a 

spectrum of ontological positions on a continuum from realism at one end to 

relativism at the other. Epistemology is a branch of philosophy that is focused 

on the theory of knowledge. It helps us to address the questions of how we know 

what we know and what it is possible to know (Willig 2008). For centuries there 

have been discussions between philosophers and researchers about the study 

of knowledge, with a range of approaches described and defended. Just as 

there is a continuum to describe ontological positions, so too there is a 

continuum to describe epistemological positions, with the two extremes being 

objectivist and subjectivist.  

Objectivist epistemology is based upon the assumption that, “Meaning, and 

therefore meaningful reality, exists as such apart from the operation of any 

consciousness” (Crotty 1998, p8). This perspective is based on an assumption 

that things exist whether or not we add meaning to them. It relates to a positivist 

orientation, which holds that the challenge of research is to discover an objective 

truth and tends to fit with quantitative approaches and with ontological realism, 
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which asserts that reality exists independently of perceptions.  Whilst this 

approach is taken for granted in physical sciences, the transfer of this ontology 

and epistemology to the social sciences and the study of human beings is more 

contested. 

According to subjectivist epistemology, “Meaning does not come out of an 

interplay between subject and object but is imposed on the object by the subject” 

(Crotty 1998, p9). This suggests that meaning is attributed by an individual and 

that, rather than there being one objective truth to be discovered, each individual 

subjectively constructs their own knowledge. Subjectivist epistemology tends to 

fit with qualitative approaches and relativist ontology, asserting that the only 

‘reality’ to which we have access is our own experiential, or subjective, reality; 

that reality is what individuals perceive to be real. 

A third epistemological stance is constructivist, which is, “The view that all 

knowledge, and therefore all meaningful reality as such, is contingent upon 

human practices, being constructed in and out of interaction between human 

beings and their world, and developed and transmitted within an essentially 

social context” (Crotty 1998, p42). In other words, meaning is actively 

constructed through people’s interpretations of their reality and, in order to seek 

to understand someone else’s reality, a researcher draws on their own 

knowledge and experience as a human being to make sense of their 

participants’ lived experiences. Constructivism brings together both objectivist 

and subjectivist views, recognising that the physical world exists and continues 

to operate in the absence of observers who may give it meaning, but as we 

experience it, we give it meaning, and those meanings are constructed through 
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our interactions with subjects and objects. This epistemological stance can be 

paired with a relativist ontology, recognising the interplay between the world and 

our interactions with it. 

My starting point in recognising an ontological and epistemological stance 

appropriate to my research questions was to consider the aims of my project: to 

understand the eating and drinking experiences of people living with dementia 

and dysphagia in care homes from their and other perspectives, and to explore 

why some people have more positive experiences than others. Consideration of 

my aims led me to reflect in detail on the concept of knowledge and the concept 

of reality, in particular in relation to people living with dementia. For many people 

who have a cognitive impairment, the meaning they make of their experiences 

is affected by memory or other cognitive difficulties, resulting in people often 

being described as being disorientated or having an altered reality. This is 

concordant with my belief that there is not one objective truth but that each of us 

relies on our perceptual and interpretative apparatus to actively construct our 

own knowledge.  

A common criticism of constructivism is that it leads to relativism; that in the 

absence of one, single objective truth we are left with several arbitrary opinions, 

none of which is necessarily more valid or less valid than another and so we are 

faced with the difficulty of choosing between them. Foucault (1991) argues that 

‘truth’ is really about ‘power’ and that dominant groups get to decide which 

constructions are the ‘correct’ ones and which evidence is valid. By adopting 

methods that aim to capture the perspectives of different individuals, including 

people living with dementia whose experiences have traditionally been 
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neglected or overlooked, this thesis aims to gain insight into the truths of different 

individuals and the processes that lead them to form different interpretations. 

This approach is compatible with a relativist ontology and a constructivist 

epistemology, recognising that there are multiple, potentially contradictory but 

equally valid interpretations of the same phenomenon, in this instance that of 

eating and drinking in the context of dementia and dysphagia. 

3.2 Theoretical perspective  

Crotty (1998) suggests that theoretical perspectives are the philosophical 

stances that underpin methodologies; they are ways, or approaches, of making 

sense of the world around us. The subject of my thesis, which aimed to 

understand the experiences of individuals, leant itself to an interpretivist 

perspective. Interpretivism developed from the work of Max Weber and his 

suggestion that human science research is concerned with understanding, or as 

he termed it ‘Verstehen’ (Crotty 1998). Orlikowski and Baroudi (1991) give a 

helpful definition of interpretivist studies, stating that they, “Assume that people 

create and associate their own subjective and intersubjective meanings as they 

interact with the world around them” and that interpretivist researchers, “Attempt 

to understand phenomena through accessing the meanings that participants 

assign to them” (Orlikowski and Baroudi 1991, p5). Interpretivism is therefore 

about seeking to understand the reality of individuals and their experiences 

within their societies and cultures, i.e. the world around them. The process of 

understanding experiences often involves watching, listening, asking about, 

recording and examining everyday life and then interpreting the resulting data 

(Schwandt 1998). This process of understanding informed the methods of my 
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study to examine the everyday experiences of eating and drinking within an 

institutional culture of care homes. 

3.3 Methodological position 

Methodologies are systems of methods or principles used to study a particular 

subject. They are how you go about finding out about the subjects or objects of 

your study. In developing this thesis, I explored a number of different 

methodologies that would fit with the relativist ontology, constructivist 

epistemology and interpretivist theoretical perspectives that have been 

described above, namely ethnography, discourse analysis and phenomenology. 

Crotty (1998) defines ethnography as seeking to uncover the meanings and 

perceptions of research participants against the backdrop of the person’s overall 

culture. Hammersley (2018) argues that ethnography has come to have a range 

of definitions, but with broad agreement that it involves collection of qualitative 

data relating to experiences in naturally occurring settings, or cultures. 

Hammersley (2018) therefore, like Crotty (1998) agrees that ethnography has 

an emphasis on the significance of the cultural context. In this thesis, I am 

predominantly interested in the lived experiences of those living with dementia 

and dysphagia and, whilst I seek to explore external influences on these 

experiences, I am not seeking to gain a wholesale understanding of the culture 

of care homes, but instead draw on a variety of perspectives to gain a holistic 

understanding of their experience. I therefore decided against an ethnographic 

methodology. 
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It is broadly accepted that discourse refers to structures of shared meaning. 

However, discourse analysis, like ethnography, does not have a standard 

definition or a single method (Powers 1996). Foucauldian discourse analysis is 

specifically concerned with the role of language in the construction of social and 

psychological life, questioning the relationship between what people say, think, 

feel and do (Willig 2008). Whilst this thesis is concerned with the ways in which 

people living with dementia and dysphagia are supported by others, including 

their interactions, I determined that discourse analysis would be too restrictive 

as it would not have allowed for the opportunity to hear the reflective accounts 

and contributions of relatives, care home staff and SLTs.  

Phenomenology was the third methodology I considered and the approach I 

decided was the best fit with my thesis aim, which relates to exploring 

experiences from the perspective of those who are having those experiences.  

One definition of a phenomenological position argues that, “While experience is 

always the product of interpretation and, therefore, constructed (and flexible) 

rather than determined (and fixed), it is nevertheless ‘real’ to the person who is 

having the experience” (Willig 2008, p13). Willig goes on to say that 

phenomenology is, “Interested in the world as it is experienced by human beings 

within particular contexts at a particular time” (Willig 2008, p52). The phenomena 

that I sought to explore were the experiences of eating and drinking for people 

living with dementia and dysphagia in care homes and I aimed to explore and 

provide a rich description of these phenomena from the perspective of those 

who experience them. Phenomenology is also concerned with human 

relationships, recognising that they provide valuable insights into the experience 
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of being human (Smith et al. 2009). As such, this study also sought to draw on 

the experiences and perspectives of those providing support to individuals with 

dementia and dysphagia, namely family members, care staff and SLTs, in order 

to more fully understand their eating and drinking experiences.  

There are a number of specific methodological approaches which take a 

phenomenological perspective, with the main two being descriptive 

phenomenology and interpretative phenomenology, both of which were 

considered for this study. Descriptive, or eidetic, phenomenology, built on the 

philosophical ideas of Edmund Husserl, aims to gain a pure picture of the 

participants’ experience of a particular phenomenon, ignoring the pre-existing 

knowledge of the phenomenon and ‘bracketing’ researcher biases in order to 

produce a description of a phenomenon that is without presupposition and 

without reference to social or cultural context (Matua and Ven der Wal 2015). In 

order to adopt a pure descriptive Husserlian phenomenology, researchers are 

expected to, “Shed all prior personal knowledge to grasp the essential lived 

experience of those being studied” (Lopez and Willis 2004, p727). However, it 

is acknowledged that this process of bracketing is not always possible due to 

researchers not being fully aware of their own potential biases (Smith et al. 

2009).  

Interpretative, or hermeneutic, phenomenology stems from the philosophical 

ideas of Martin Heidegger, which were built on Husserl’s earlier work, and which 

questioned whether it was possible to know anything outside of an interpretative 

stance (Smith et al. 2009). This approach goes beyond just describing 

phenomena and instead acknowledges that the individual who is the subject of 
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the study attaches interpretative meaning to his or her experiences of a 

phenomenon. This meaning is influenced by the context that surrounds the 

individual, recognising that individuals are, “Embedded and immersed in a world 

of objects and relationships, language and culture, projects and concerns” 

(Smith et al. 2009, p21). In addition, the researcher adds a second hermeneutic 

as they also add their own interpretation of what they have seen or heard (Smith 

2004).  

Whilst descriptive and interpretative phenomenological approaches can be 

looked at separately, Finlay (2009) suggests that they are really two ends of a 

continuum and that researchers may use different degrees of interpretations 

alongside the rich descriptions that are required for both approaches. Pringle et 

al. (2011) agree that it is arguable whether it is possible for a phenomenon to be 

described without some degree of interpretation. After consideration, I identified 

interpretative phenomenology as the most appropriate methodology for this 

thesis as I sought not just to describe but to understand the experiences of 

people living with dementia and dysphagia in the social and cultural context of a 

residential care environment. I also recognised that it would not be entirely 

possible for me to shed all of my prior personal knowledge, as would be required 

for a pure descriptive phenomenological approach, given my extensive clinical 

experience of working with the phenomena in question. Instead, as 

recommended by Finlay (2009), throughout data collection and analysis I took 

time to reflect on and acknowledge my existing knowledge and assumptions 

both as a white British woman and as an experienced Speech and Language 
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Therapist, and keep these in mind whilst attempting to approach the data without 

preconception and instead with fresh eyes. 

The most commonly used method for studies using an interpretative 

phenomenological methodology is Interpretative Phenomenological Analysis 

(IPA). IPA is an approach used in qualitative research to examine how people 

make sense of significant experiences in their lives (Smith et al. 2009). 

Researchers use IPA in order to produce rich, detailed, first-person accounts of 

the particular phenomena that is being explored (Pietkiewicz and Smith 2012). 

As such, IPA was not well suited to my study aims as it was not possible to get 

the rich, reflective accounts required for IPA from all of the participants. Due to 

the nature of dementia and its impact on cognition and communication, it was 

necessary for a significant proportion of data collection to be observational in 

nature in order to ensure those with reduced cognitive and communication 

abilities were still able to participate.  Interpretative phenomenology, however, 

remained more appropriate than descriptive phenomenology as, whilst 

descriptive phenomenology still allows for the exploration of what is ‘real’ to the 

individuals experiencing dementia and dysphagia, it does not seek to 

understand the phenomenon in its socio-cultural context.  

As an alternative to the in-depth interviews about lived experience used in IPA, 

the data collection methods which I selected for this study were semi-structured 

interviews alongside structured observations using Dementia Care Mapping 

(DCM), which will be discussed in detail later in this chapter. The interviews 

allowed exploration of the experiences of participants who could discuss them 

and reflect on them, including some care home residents, family members, care 
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staff and SLTs. For those who were unable to verbally communicate their 

experiences, DCM was used. I argue that DCM can be seen as compatible with 

an interpretative phenomenological approach as it seeks to understand the 

perspective of the observed individual in the context of their social relationships 

with others, with the observer using a combination of observational skill and 

empathy with the participant. Further details of the data collection methods for 

study two are outlined later in this chapter. 

To summarise my methodological stance: this study adopted the position that 

individuals construct reality through their personal experiences and interactions 

with others and these are situated within particular social and cultural settings. 

In order to understand participants’ multiple experiences of eating and drinking, 

I watched, listened and asked about the phenomena, in the physical and cultural 

context of care homes. This allowed me to examine the everyday experiences 

of eating and drinking for people living with dementia and dysphagia and 

interpret what I saw and heard.  

3.4 Study structure 

In acknowledgement of the challenges associated with gaining rich, reflective 

accounts of people living with dementia and dysphagia, initially I conducted a 

first study which sought to understand the eating and drinking experiences of 

individuals in a care home context who were able to reflect on and express their 

personal accounts and perspectives, in order to explore the impact of residing 

in a care home on eating and drinking. I then conducted further data collection 

involving people living with dementia and dysphagia and those who support 
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them in terms of eating and drinking. Overall, there were three different aspects 

to this research that were used to address each of the thesis aims and 

objectives. Figure 3 shows the different parts of this thesis in terms of objective, 

participants and data collection methods. Ethical approval for the first part of the 

study, which involved interviews with care home residents who had capacity to 

consent to participation, was granted by the Chair of the Humanities, Social and 

Health Sciences Research Ethics Panel at the University of Bradford on the 27th 

October 2016. Ethical approval for the remaining aspects of the study was 

granted by the Chair of the Yorkshire and Humber Research Ethics Committee 

on the 20th August 2018. The ethical approval letters can be found in Appendix 

A. 

 

Figure 3 Objectives of the thesis in relation to participants and methods 

 

OBJECTIVE:

To determine the impact living 
in a care home has on the 

eating and drinking experiences 
of those who live there.

PARTICIPANTS:

Care home 
residents (without 

dementia or 
dysphagia)

METHODS:

Individual and 
group interviews

OBJECTIVE:

To determine the impact of 
dementia and dysphagia on the 
eating and drinking experiences 

of care home residents.

PARTICIPANTS:
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Objectives four (to determine the barriers and facilitators to maintaining positive 

experiences of eating and drinking for people living with dementia and 

dysphagia) and five (to determine the implications of the findings for policy and 

practice) were achieved through drawing on all of the collected data from all 

participants and methods. 

3.5 Study design 

Data collection was undertaken within a cross-sectional qualitative research 

design and inductive thematic analysis was used to derive themes from each 

data set. The details of the study design will be discussed in the following 

sections. 

3.6 Data collection methods 

Multiple data collection methods were used: group and individual face to face, 

semi-structured interviews, structured observations, and focus groups. 

Interviews and focus groups were selected to enable participants to speak freely 

about their experiences in order to gather rich information, with the interviewer 

present to keep discussions on topic and prompt further elaborations. Structured 

observations were used to allow for the experiences of individuals who were 

unable to verbally communicate their experiences to be included. The 

combination of these methods promoted the inclusion of individuals regardless 

of their verbal communication abilities. Each of these is described in greater 

depth below. 
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Interviews 

Face to face, semi-structured interviews were carried out with: care home 

residents, relevant family members of the people living with dementia and 

dysphagia, and care home staff. Semi-structured interviews were selected to 

enable participants to share their varying experiences without being constrained 

by more predetermined questions with no scope for additional issues to be 

raised, as would be used in formal, structured interviews (Braun and Clarke 

2013). However, some structure was adopted to ensure that the topic of 

conversation remained relevant to the study, which may not have happened 

should the interviews be allowed to be fully unstructured. An example of one of 

the interview guides is provided in Appendix B, which give details of the types 

of questions asked as well as how the interviews were introduced and 

concluded. A summary of the content of the interviews is provided in the 

following sub-sections. 

Interviews: care home residents without dementia and dysphagia 

For the interviews with care home residents who did not have dementia and 

dysphagia, all individuals who consented to participate were invited to attend 

either a group interview with other people who lived in the same home or an 

individual interview. Participants who took part in the group interviews were 

offered the opportunity to have a follow up individual interview to provide more 

information on the points discussed in the group interview. This was offered in 

case anyone felt they had not had the opportunity to present their experiences 

or if there was something they did not want to share in the group. My role in the 
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group and individual interviews was to set the objectives for the interviews, build 

rapport with the participants to promote open and honest contributions, propose 

questions and follow up questions, and ensure everyone had an opportunity to 

contribute. After being welcomed to the interview and introductions being made, 

I asked care home residents about their experiences of eating and drinking both 

in the past and present. Specifically they were asked: 

• What were your mealtimes typically like in the past? 

• What are your mealtimes typically like now? 

• How have your preferences changed? 

• How have your routines changed? 

• What would you prefer to be different in the care home relating to 

eating and drinking? 

• What is the most important thing to you about eating and drinking? 

As is custom in semi-structured interviews, participants were enabled to raise 

other relevant issues that I had not anticipated in advance (Braun and Clarke 

2013). Interviews were audio recorded and later transcribed verbatim. 

Interviews: care home residents living with dementia and dysphagia 

For individuals who experience cognitive and/or communication difficulties, 

participation in interviews can be challenging. In order to address these 

challenges, supportive communication techniques were used to facilitate 

participation of people living with dementia. After initial conversations with 

participants who were living with dementia, as well as with their family members 

and care staff, a decision was made as to whether the person would be able to 



  

 90 

 

participate in an interview. Issues around capacity to consent to interviews are 

discussed later in Section 3.8. For those who were deemed to have the potential 

to participate, individual interviews were carried out and questions were asked 

on the following topics: 

• Can you tell me about a typical mealtime? For example, who would 

you eat with? Where would you have your meals? 

• What do you think makes mealtimes more enjoyable? What things 

make mealtimes less enjoyable? 

• Do you have any difficulties with eating and drinking? If so, what 

difficulties do you have? 

• What is the impact of these difficulties on your day to day life?  

• Have you found any strategies that help make eating and drinking 

easier? If so, what are they? 

• Have you ever seen a speech and language therapist or another 

professional about your swallowing difficulties? Did they give any 

advice? What did you think about the advice they gave? Did you 

manage to follow the advice? 

The wording of these questions was adapted to be appropriate for the 

communication abilities of the individual. In addition, Talking Mats (Murphy et al. 

2007) were used to provide some structure to the conversation and to act as a 

reminder of the topic. Participants were presented with individual cards relating 

to eating and drinking and asked to place them on the mat to indicate if this was 

something they were happy, unhappy or unsure about. Examples of cards 

include those that relate to the food and drink itself (snacks, finger foods, drinks 
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etc.), those relating to where people eat (at the table, with others, eating out 

etc.), difficulties with eating and drinking (chewing, swallowing, how things taste 

etc.) and things that might help with eating and drinking (reducing distractions, 

having more time, smaller meals etc.). Once cards have been placed on the mat, 

these are used to focus a conversation to discover more about why the person 

placed the card in a particular place; or if a person’s language skills do not allow 

for this discussion, the researcher can summarise the contribution and observe 

for non-verbal signs of agreement or disagreement with the summary. An 

example of a completed Talking Mat can be seen in Figure 4. In this example, 

the placing of the cards on the mat suggests that the person felt having more 

time would help them with eating and drinking but having adapted cutlery would 

not. As a SLT I was able to offer this additional support having had significant 

training and clinical experience supporting people with communication and 

cognitive difficulties using a range of supportive communication techniques, 

including Talking Mats. Individuals who were not able to participate in interviews, 

even with support, were not excluded from this study. Instead, their experiences 

were observed using the structured observational tool, Dementia Care Mapping, 

as outlined below. 

 



  

 92 

 

Figure 4 Example of a completed Talking Mat 

 

 

As well as my SLT background helping with supporting participation in 

interviews, having previous experience of working in care homes and interacting 

with care home staff, family members and people living with dementia was 

beneficial in building a rapport. Perceived power imbalances between 

researchers and participants are recognised in qualitative research (Karnieli-

Miller et al. 2009). However, I found that my shared knowledge about care 

homes, dementia and dysphagia and my professionally-developed interpersonal 

skills created a more informal atmosphere to encourage participants to speak 

openly about their experiences. 
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Interviews: Family members 

Family members of participating care home residents with dementia and 

dysphagia were invited to attend an individual interview to share their 

experiences of supporting their family member with eating and drinking. The 

following questions acted as a prompt within the interview. ‘NAME’ refers to the 

name of their family member. 

• What were mealtimes like for NAME in the past? How is this different to 

mealtimes now?  

• What do you think makes mealtimes more enjoyable for NAME? What 

things impact negatively on their mealtimes? 

• What kinds of difficulties have your noticed NAME experiencing?  

• What is the impact of these difficulties on their day to day life?  

• Have you or NAME found any strategies that help make eating and 

drinking easier? If so, what are they? 

• Has NAME ever seen a speech and language therapist or another 

professional about their swallowing difficulties? Did they give any advice? 

What did you think about the advice they gave? Did you and NAME 

manage to follow the advice? 

• What do you think is most important to NAME about eating and drinking 

(prompt with who / what / where / when / routines and rituals / choices / 

involvement)? 
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Interviews: Care home staff 

Care home staff within the participating care homes were invited to attend an 

individual interview to share their experiences of supporting people living with 

dementia and dysphagia. The following questions were used as prompts in 

these interviews. Where it says ‘NAME’, the names of the participating residents 

in the care homes where they were working were inserted. 

• Do you know what mealtimes were like for NAME in the past? If so, 

have you found ways of making current mealtimes more like past 

mealtimes? 

• What do you think makes mealtimes more enjoyable for NAME? What 

things impact negatively on their eating and drinking? 

• What kinds of eating and drinking difficulties have your noticed NAME 

experiencing?  

• What is the impact of these difficulties on their day to day life?  

• Have you or NAME found any strategies that help make eating and 

drinking easier? If so, what are they? 

• Has NAME ever seen a speech and language therapist or another 

professional about their swallowing difficulties? Did they give any 

advice? What did you think about the advice they gave? Did you and 

NAME manage to follow the advice? 

• Do you have any general comments about the eating and drinking 

experiences of people who have dementia and dysphagia in this 

home? 
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• What do you think is most important about eating and drinking (prompt 

with who / what / where / when / routines and rituals / choices / 

involvement)? 

Structured observations: Dementia Care MappingTM 

Dementia Care Mapping (DCM) was carried out with participants living with 

dementia and dysphagia in the care homes to explore their well-being and 

experiences during episodes of eating and drinking, as well as before and after 

eating and drinking took place. Observational methods are particularly helpful 

when a given phenomenon is relatively unexplored as it is orientated to 

discovering knowledge (Queiros et al. 2017). DCM is an observational tool that 

provides a structure to record the lived experience of people who experience 

cognitive and / or communication difficulties and would otherwise find it difficult 

to share their experiences with others. DCM has been designed to be used in a 

range of care environments by trained individuals, referred to as Mappers. 

Developed in the 1980’s, DCM is widely used, both nationally and internationally 

for practice development and research. I personally am qualified as an 

Advanced Mapper and an Approved University of Bradford DCM Trainer. I have 

used DCM extensively in a variety of care settings for service evaluation, 

practice change and research purposes.  

DCM uses ‘coding frames’ to describe the experiences of individuals. There are 

four different coding frames: behaviour category codes, mood and engagement 

values, personal enhancers and personal detractors. There are 23 behaviour 

codes, which are recorded to show what the person was primarily doing at a 

particular time from the perspective of the person, for example, ‘F’ for eating and 



  

 96 

 

drinking, ‘B’ for passively watching and ‘V’ for engaging in a work-like activity. 

Mood and engagement values are scored on a scale from +5, which represents 

high levels of well-being, to -5, which represents high levels of distress. The 

mood and engagement values are decided upon by using empathy and 

observational skill to evaluate how a person is feeling with reference to well- and 

ill-being indicators (School of Dementia Studies, 2016). Both behaviour category 

codes and mood and engagement values are recorded for each 5 minute period 

of observation, referred to as a Time Frame (TF). There are a number of 

operational rules that are applied should someone engage in more than one 

type of behaviour or have variety in their mood and engagement levels within 

one time frame, which improves the accuracy and reliability of coding. As well 

as providing a framework to record an objective, reliable description of a 

person’s experiences, DCM also provides a proxy subjective account of how a 

person is experiencing their situation. 

In addition to recording a behaviour code and a well-being code for each time 

frame, interactions with care staff are also coded. Care interactions which 

promote well-being are recorded as one of 17 personal enhancers (PE), which 

are examples of ‘positive person work’ (Brooker 2007). Examples of personal 

enhancers include: ‘warmth’ which involves demonstrating genuine affection, 

care and concern for a person; ‘respect’ which involves treating a person as 

valued and recognising their age and experience; and ‘facilitation’ which 

involves determining how much support someone needs with a particular task 

and providing just that amount of support. Care interactions that have the 

potential to undermine well-being are recorded as one of 17 personal detractors 
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(PD), which are examples of malignant social psychology (Kitwood 1997). 

Examples of personal detractions include: ‘outpacing’ which is providing 

information at a rate that is too fast for the person; ‘labelling’ which is using a 

label as the main way of describing someone; and ‘imposition’ which involves 

forcing someone to do something or denying them choice.  

In addition to recording the four coding frames, detailed qualitative notes are 

recorded to provide specific details of the person’s experiences. For example, 

Mappers write a detailed description of their observations relating to how the 

person is spending their time and what they observe in terms of signs of well- 

and ill-being. Mappers also record information about the environment such as 

any particular sounds or smells, what kinds of objects are in the environment 

and the layout and comfort of the furniture. Additional information on DCM has 

been included in Appendix C.  

There has been debate about whether DCM can be effective in representing the 

experiences of individuals, as there will always be some interpretation made by 

the observer. This is not unique to DCM, as any observational tool that tries to 

determine subjective states depends on some degree of interpretation. Indeed, 

it is acknowledged in an interpretative phenomenological approach, that 

description of non-verbal aspects requires greater interpretation (van Manen 

1990). In addition, DCM could be argued to be incompatible with 

phenomenological methodology as it can be seen as reductionist given that it 

assigns codes in place of describing an experience; especially as 

phenomenology is essentially anti-reductionist in this sense. Finlay (2009) states 

that, for a study to be truly phenomenological, it needs to involve both a rich 
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description of a lived experience and refrain from applying external judgements 

and frameworks to the data, at least initially, in order to keep an open attitude 

about the phenomenon. DCM can be applied as an external, ‘objective’ 

framework, using data only in its quantitative form, for example to report the 

percentage of time that a person experienced a particular mood state. However, 

for this thesis, I used the coding framework more flexibly to inform my findings 

and to summarise the observations in order to aid with identifying trends for 

further exploration. Overall, however, my focus in using DCM, remained on the 

use of the qualitative data, or field notes, made during observations whilst using 

the quantitative data to provide an overview of the person’s experience.  

With permission from the University of Bradford who own the copyright for DCM, 

three adaptations to the use of DCM were made for the purpose of this study. 

Firstly, the code ‘F’ is used in DCM to refer to someone who is eating and/or 

drinking. Some individuals may have dysphagia primarily relating to fluids and 

not to food, or vice versa, therefore it would be important to know which was 

being consumed at the time of the data recording. In order to distinguish 

between food and drink, ‘Fe’ was used to refer to eating and ‘Fd’ to refer to 

drinking. A second alteration was piloted for the first two observations where the 

length of the time frame (usually five minutes) was reduced to one minute 

intervals during periods of eating and drinking. This was done as a way to 

provide more detailed coding. However, after piloting this approach, I found that 

it did not improve the overall coding accuracy of the person’s experience; and 

the increased need to keep track of time became an unhelpful distraction. 

Therefore detailed notes were continued but coding was only recorded every 
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five minutes. Thirdly, the coding of Personal Enhancers and Personal 

Detractions is generally only used to code interactions between people living 

with dementia and care staff. In order to explore the role of family members in 

supporting a loved one with eating and drinking, I also coded the interactions 

between family members and people living with dementia.  

Focus Groups 

SLTs working with people living with dementia and dysphagia were recruited via 

links with the Royal College of Speech and Language Therapists (RCSLT) 

Clinical Excellence Networks. The participating SLTs did not have any links with 

the care homes where other participants were recruited. Focus groups were 

carried out with two groups of SLT participants. My choice of focus groups was 

partly pragmatic, to collect data from a large number of SLTs in a relatively short 

period of time and whilst they were already congregated to attend a study day. 

Focus groups also enable researchers to elicit a wide range of views and 

perspectives from groups of individuals by facilitating participants to converse 

and elaborate on each other’s accounts (Braun and Clarke 2013). During the 

focus groups, my role was as moderator, as described by Willig (2008, p30): to 

introduce participants to each other; to introduce the topic for discussion; to 

gently keep the group on the topic; to prompt responses to issues raised by the 

participants; and to set parameters such as the length of the group session. 

SLTs were asked to discuss their experiences of working with people living with 

dementia and dysphagia in care homes. In particular, SLTs were asked about:  
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• What they felt about their current input for people living with dementia and 

dysphagia in care homes 

• What they felt worked in terms of support and recommendations / 

interventions 

• What they saw as challenges or barriers 

• How confident they felt about working with people living with dementia 

and dysphagia 

• What they perceived to be the eating and drinking experiences of people 

living with dementia, their families and care staff.  

The focus groups were audio recorded and later transcribed verbatim for 

analysis. Due to the large group sizes, participants were asked to state their 

name prior to making contributions to enable more accurate transcription. All 

names were pseudo anonymised at the point of transcription, as outlined later 

in this chapter. 

3.7 Sampling 

A mixture of convenience and purposive sampling was used. Convenience 

sampling, also known as availability sampling, can be defined as selecting 

participants in an ad hoc fashion based on either their accessibility or proximity 

to the researcher (Jager et al. 2017). Convenience sampling was used to identify 

care homes to be recruited within the Yorkshire and Humber region and which 

were of varying size and in a mixture of rural and urban locations. This sampling 

approach was also used to select SLTs by approaching Clinical Excellence 

Networks for SLTs with an interest in dementia. Purposive sampling involves 
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selecting data sets (participants / care settings) that you believe will provide 

‘information-rich’ data as a result of experiencing a particular phenomenon 

(Patton 2002). Once care homes had been recruited, purposive sampling was 

used to identify appropriate care home residents with the purpose of including a 

mixture of men and women and a range of ages. I had also hoped to include 

care home residents from a range of cultural backgrounds, but this was not 

achieved due to the limited cultural diversity of residents in the participating care 

homes. This lack of cultural diversity is highlighted as a limitation in the 

discussion chapter of this thesis. However, it should be noted that, due to the 

exploratory nature of this study, it was never the intention to produce data that 

can be assumed to be representative of a wider population.  

As described previously, there were five different groups of participants in this 

study: care home residents; people living with dementia and dysphagia in care 

homes; care home staff; family members; and Speech and Language 

Therapists. There is no clear guidance as to the ideal sample size for a 

qualitative research study (Mason 2010). For phenomenological research, 

suggested sample sizes include at least six (Morse 2000) and between five and 

25 (Creswell 1998). In determining sample sizes for this study, I considered how 

many participants might be required in order to provide sufficient detail and a 

breadth of experiences. I will discuss each of the five participant groups, 

including target sample sizes, in detail below. For each group, all eligible 

individuals were approached to participate in the study until the target sample 

size was reached. 
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Sampling: care home residents 

Due to the expectation that the majority of people living in care homes with 

dementia and dysphagia would have some difficulties in describing their 

experiences of eating and drinking due to cognitive and / or communication 

difficulties, initial interviews were carried out with care home residents who were 

able to provide informed consent for participation and who were able to verbally 

participate in either a group or individual interviews. This first round of 

recruitment meant that eating and drinking experiences in care homes could be 

explored and compared to past experiences. 

It was anticipated between 12 and 20 people would be recruited, requiring the 

participation of three to five care homes to reach that number of participants. 

This sample size was chosen to allow for a variety of experiences to be 

contributed whilst still allowing for sufficiently detailed analysis of the qualitative 

data. 

The criteria for involvement were: any age, living in a care home (residential or 

nursing), able to verbally and physically engage in an interview (group or 

individual), and able to provide informed consent to participate. The first two 

criteria were used to gain insights into the lived experiences of people who 

shared as many similarities as possible to the participants who I anticipated 

would take part in the next aspect of the study, i.e. care home residents living 

with dementia and dysphagia. This increased the relevance and transferability 

of the findings regarding the impact of living in a care home to those who were 

living in the same context but with dementia and dysphagia. It is possible that 
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what is considered important to those without cognitive impairment or 

swallowing difficulties may differ from what is important to those living with 

dementia and dysphagia, who were the primary focus of this study. However, it 

was considered that the information derived from talking with care home 

residents who were able to express themselves reasonably articulately, in this 

first round of interviews, would provide insights that would help me to have a 

richer understanding of the phenomena of the experiences of people living with 

dementia and dysphagia who might be less able to articulate their experiences. 

Sampling: people living with dementia and dysphagia 

It was anticipated that between 8 and 12 people living with dementia and 

dysphagia would be recruited and that three to five residential care homes would 

need to be recruited to reach that number of participants. This sample size was 

decided upon to allow for varying experiences and perspectives to be explored 

and illustrate a range of lived experiences of eating and drinking, whilst also 

allowing for in-depth exploration and interaction with the data.  

The criteria for involvement were: any age; have a formal diagnosis of any type 

of dementia or probable dementia; and have a formal diagnosis of dysphagia or 

probable dysphagia. This inclusion of probable diagnoses reflects that not all 

people living with dementia or dysphagia will have received a formal diagnosis. 

However, in order to ensure that participants met the criteria for inclusion, 

probable diagnoses of dementia and / or dysphagia were made through 

discussion with a senior member of care home staff with reference to the 

Diagnosing Advanced Dementia Mandate (DiADeM) Tool for diagnosing 
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dementia (Yorkshire and Humber Strategic Clinical Network 2017) and the signs 

and symptoms of dysphagia checklist (NHS Lothian 2005). The DiADeM tool 

was designed to support General Practitioners to diagnose dementia for people 

living with advanced dementia in care homes. The tool involves an assessment 

of functional and cognitive impairment, corroborating history, and any clinical 

investigations to the exclusion of other similarly presenting diagnoses such as 

delirium. Recruited care homes were asked to identify people in their care 

environment who met all the criteria.  

Sampling: care home staff 

Within the care homes recruited to identify potential participants with dementia 

and dysphagia, members of care staff were also invited to participate in the 

study. It was anticipated that between three and five staff from each of the three 

to five care homes would participate in the study. This gave an anticipated 

minimum of nine and maximum of 25 care staff to allow for experiences to be 

shared from people with a range of seniority, roles and backgrounds. The criteria 

for care staff participants were: provide support to at least one of the participating 

people living with dementia, any grade and role, including care workers, qualified 

nurses, care home managers and catering staff, and able to participate in a 20-

30 minute interview during their usual working hours. 

Sampling: family carers 

Where there were identified family members and/or supporters of the recruited 

participants living with dementia and dysphagia, they were also invited to 

participate in the study. It was therefore anticipated there would be up to 12 
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family carer participants, one for each of the participants living with dementia 

and dysphagia. The criteria for family member participation were: family member 

or friend of a person participating in the study and visits the participating family 

or friend at least once per month. This frequency of visit was included to ensure 

family member participants had up-to-date knowledge of their family member’s 

/ friend’s eating and drinking. 

Sampling: Speech and Language Therapists 

It was anticipated that a minimum of 12 and a maximum of 20 SLTs would be 

recruited to the study. This was to allow for a wide range of experiences for 

thematic analysis to be used. The criteria for SLTs involvement were: registered 

with RCSLT as a practicing or newly-qualified SLT in the UK; registered with the 

Health and Care Professions Council (HCPC); and at least 25% of their caseload 

involved people living with dementia and dysphagia in a care home setting in a 

current or recent (within the last two years) role. Meeting these criteria ensured 

recruited SLTs were able to draw on their professional experiences of working 

with people living with dementia and dysphagia in care homes. Recruited SLTs 

were selected to cover both generalist and specialist posts and a range of 

grades and clinical responsibilities. 

3.8 Procedure 

Recruitment: care homes 

The Enabling Research in Care Homes (ENRICH) network was approached to 

assist in identifying care homes to participate in this study. The role of ENRICH 
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is to bring together care home staff, residents and their families with researchers 

to enable care home research to take place efficiently and collaboratively.  Care 

homes were identified in the Yorkshire and the Humber region. At the time of 

recruitment, ENRICH had 89 care homes registered in this region as ‘research 

ready’, meaning that the care homes have registered as being interested in 

taking part in local and national research studies. (Accessed online 

http://enrich.nihr.ac.uk/participants 10/07/2016). In order to collaborate with 

ENRICH for the purpose of recruitment, this study was successfully registered 

with the National Institute for Health Research (NIHR) Clinical Research 

Network (CRN) Portfolio of clinical research studies. 

For both study one (recruiting care home residents without dementia and 

dysphagia) and study two (recruiting care home residents with dementia and 

dysphagia), a co-ordinator from ENRICH made initial contact with care homes 

that had residents who met the study criteria. Following initial contact and 

resulting expressions of interest, the ENRICH co-ordinator provided me with the 

contact details of the manager of each care home. I emailed a cover letter to 

each care home manager to explain the purpose and details of the study along 

with an information sheet for managers (Appendix D). The email was followed 

up with a telephone call at an agreed time, followed by a face to face meeting 

with the manager or their delegate. At this meeting, I discussed with the care 

home managers the expectations and requirements of each participant along 

with further information on the inclusion criteria. All contacted homes agreed to 

participate in the study.  

http://enrich.nihr.ac.uk/participants%2010/07/2016
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Recruitment: care home residents without dementia and dysphagia 

Information sheets were provided to care home managers or their delegate to 

distribute to potential participants, giving more information about the study, 

including details of how to express an interest in participating, an example of 

which can be found in Appendix E. Once potential participants had expressed 

their interest to the care home manager, I attended the care home to meet with 

each potential participant. The purpose of this visit was to discuss the 

information sheet and the consent form, an example of which can be found in 

Appendix F. Key information was highlighted, including: that the interviews 

would be audio recorded; the processes that would be in place to maintain 

confidentiality; the participants preferred day and time for the interviews / 

observations; and the right to withdraw from the study. After I had answered any 

questions about taking part, I took written informed consent. Once consent had 

been obtained, a date was confirmed with the home and the individual 

participants for the data collection visits. Individuals who were not able to give 

informed consent were not included in this stage of the study. 

Recruitment: people living with dementia and dysphagia 

Following discussion regarding inclusion criteria, care home managers identified 

potential participants living with dementia and dysphagia. For participants 

deemed to have capacity to consent, the same procedure as for care home 

residents without dementia and dysphagia was planned. For potential 

participants living with dementia and dysphagia who were deemed to not have 

capacity to consent to participation, a consultee was identified and provided with 
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an information sheet. Consultees were then asked to complete a consultee 

declaration form, as outlined further below.  

Recruitment: care home staff  

Care home managers distributed information sheets to care home staff who met 

the criteria for inclusion in the study. Care home staff then completed and 

returned the expression of interest form to the manager to pass on to me. The 

same process was then completed as per the care home residents without 

dementia and dysphagia – an initial visit was carried out, the key points of the 

information sheet were highlighted and a consent form signed.  

Recruitment: family members 

Once care home residents with dementia and dysphagia had been identified, 

their family members were approached by the care home manager or their 

delegate to provide an information sheet and gather expressions of interest. 

Following these expressions, the care home manager or their delegate provided 

me with contact details. I made telephone calls to each of the family members 

to discuss the information sheet and consent process. Family members were 

asked to sign a consent form on their next visit to the care home.  

Recruitment: SLTs 

For SLT participants, the Royal College of Speech and Language Therapists 

(RCSLT) Clinical Excellence Networks were contacted to aid recruitment. The 

Chairs of two specialist dementia and mental health Clinical Excellence 

Networks made initial contact with SLTs who attend their study days and sent 
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out information sheets about the study to gauge interest. It was agreed that I 

would attend their next study days and those who wished to participate would 

attend the focus groups. Consent forms were sent via email two weeks before 

each study day and potential participants were encouraged to contact me by 

email or telephone with any questions prior to signing the consent form. 

Immediately prior to the focus group, consent forms were collected and a further 

opportunity to ask questions was provided.  

Consent 

For care home residents with capacity to consent, care home staff, family carers 

and SLTs, written consent was obtained prior to data collection. As described 

above, information sheets were provided regarding the study to ensure that 

consent was informed. Additional verbal consent was obtained immediately prior 

to the interviews / focus groups taking place. 

Individuals living with dementia and dysphagia in recruited care homes were 

approached and verbally asked if they would be willing to take part in the study. 

Informed consent was sought and the Mental Capacity Act (2005) was adhered 

to for all participants to assess whether they had the capacity to consent to 

participation. This process involves checking that a participant is able to: 

1. Understand the information that is relevant to the decision to be made  

2. Retain the information long enough to make the decision 

3. Weigh up the available information to make the decision 

4. Communicate the decision 
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Potential participants were assessed for capacity at the point of approach to 

participate in the study, in liaison with care home staff who knew and were 

familiar to the person. I am experienced in assessing capacity under the Mental 

Capacity Act (2005) as part of my clinical experience and in providing additional 

support where required to understand the information being provided. I 

additionally referred to the guidance from the British Psychological Society 

(2008), which provides direction for researchers who wish to include participants 

who do not have the capacity to consent to participation. Where a person was 

assessed to lack capacity to consent to participate in this study, a personal 

consultee (relative or friend) was sought to provide advice on the person’s 

wishes regarding study participation. Consultees were sought and referred to in 

line with the Department of Health guidance on nominating consultees for 

research involving adults who lack capacity to consent to participation 

(Department of Health 2008). If no personal consultee had been identified then 

a nominated consultee (care worker or advocate) would have been sought to 

provide advice on the person’s wishes regarding study participation. If no 

nominee had been found, the person would not have been included in the study. 

However, in practice all participants had a family member who agreed to act as 

personal consultee and who was willing and able to sign a consultee declaration. 

Verbal and written information outlining the study was made available to all 

participants, regardless of their capacity to consent to participation. 

In addition to seeking informed consent at the start of the study, I continued to 

assess for ongoing assent from participants, whether or not they were assessed 

to have capacity to give informed consent. Assent refers to an ongoing 
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willingness or affirmative agreement to participate (Alzheimer’s Association 

2004). Whilst carrying out interviews and observations, I was alert to any verbal 

or non-verbal signs that participants may no longer wish to participate, such as 

seeming to become distressed as a result of my presence. In practice, no 

interviews or observations were ceased as assent was observed to be present 

throughout. 

Data collection 

For data collected via care homes, once consent had been obtained, 

arrangements were made for the interviews and / or observations, with a date 

and time being arranged with the care homes and individual participants. The 

day before the initial visit, I telephoned the care home to check that the date and 

time were still convenient. On arrival for my data collection visits, I introduced 

myself to the relevant individuals and provided a reminder of the purpose of my 

visit. I provided information at the level of detail appropriate for each individual 

and checked for consent / assent to proceed before commencing the interviews 

/ observations. 

All interviews were audio recorded, with consent and were later transcribed. All 

interviews took place in the care home environment. The exact location of the 

interviews was dependent on the individual; some preferred to meet in private 

rooms whereas others preferred to meet in a quiet communal area. Telephone 

interviews were offered to family members, however these were not required as 

all family member participants were willing and able to attend the care home for 

an interview. 
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Observations were carried out either in communal dining or living rooms or in 

people’s own bedrooms. The observations were not video or audio recorded to 

respect the privacy of others in the environment who were not participating in 

the study. Instead, the guidance provided in the DCM User Manual (School of 

Dementia Studies 2016) was used to record the experiences of each individual 

and detailed field notes were taken during observations. Each participant was 

observed on a minimum of two separate occasions. These occasions included 

meal and snack times as well as other times throughout the day. 

For SLT focus groups, a reminder email was sent one week before the agreed 

date, via the Chair of the CEN, to remind potential participants that the focus 

group would be taking place and to again offer for any questions to be directed 

to me via email or telephone. Verbal consent was also obtained at the start of 

the focus group and a reminder was given that I would be audio recording the 

focus group.  

At the end of the period of data collection I thanked participants for their 

contributions and provided information about future dissemination of findings. I 

transcribed the interview and focus group audio recordings verbatim and wrote 

up the field notes from my observations. I organised the DCM data using a 

purpose-made spreadsheet in Excel, designed by the University of Bradford. 

3.9 Ethical considerations 

There are a number of ethical issues that were considered in the planning of this 

study, which will be discussed in detail in this section. As stated at the start of 
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this chapter, appropriate ethical approval was sought and provided for each 

stage of this study. 

Consent 

The processes of consent and assent have been discussed in the previous 

section, but are also acknowledged here as ethical issues, in particular for those 

who lacked the capacity to give informed consent to participate.  

Confidentiality 

In order to maintain confidentiality in line with the General Data Protection 

Regulations (GDPR), participants were allocated a different name instead of 

being referred to by their actual name in written transcriptions. The name of the 

care facility has not been included with the data and instead each was allocated 

a care home number. Participants were made aware of the times when 

confidentiality would be breached, for example if someone shared something 

that highlighted dangerous practice, abuse or safeguarding concerns in the care 

home or if safeguarding issues were observed during DCM observations. Advice 

was sought from care home managers about local procedures should there be 

concerns from interviews or observations prior to data collection commencing. 

No such concerns were identified during data collection. 

Intrusion 

During interview discussions, participants were asked to share personal 

experiences and examples relating to eating and drinking. In addition, 

observations were carried out over a significant period of time. This has potential 
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to be interpreted as an intrusion into personal life. Information regarding this was 

included in the information sheet to advise on the topics that would be discussed 

and to ensure that participants were aware that they did not need to respond to 

any questions with which they felt uncomfortable. In addition, guidelines from 

the DCM Process and Application (School of Dementia Studies 2016b) were 

referred to regarding the ethical use of DCM. This guidance states, “If any 

objections are raised or the participant appears distressed or adversely affected 

by the mapper’s presence, then that participant should not be mapped” (School 

of Dementia Studies 2016b, p57). There were no instances where Mapping or 

interviews had to cease. 

Distress  

In discussions about personal experiences, there is always the possibility that 

people may become distressed or upset. In order to reduce the risk of distress, 

topics for discussion were kept general; participants were not pressured to 

respond if they did not wish to; participants were advised that they could request 

a break if required; and I was alert for any early signs of distress (such as non-

verbal signs of discomfort with a topic e.g. avoiding eye contact or frowning) and 

was prepared to offer support or a comfort break if required. Should distress 

have occurred, I would have suggested a break so that the individual could be 

given space and time and be supported by me or a member of care staff if 

required. No distress was observed or reported in any of the interviews, 

observations or focus groups. 
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Burden of participation  

It was important that participants were aware of the commitment that 

participating in this study would entail. An estimation of time commitment was 

included in the information sheets. In addition, participants were asked if they 

were participating in any other research at the same time to check they were not 

overburdened. It was acknowledged that care staff had limited available time to 

participate in interviews and this was discussed with managers when homes 

were being recruited to identify the most appropriate time of day to meet with 

staff. This may also have been true for family members, who were invited to 

participate during a scheduled visit to the care home only if they felt they had 

sufficient time. Telephone interviews were offered to all family members in case 

this was preferable, however all consented to be interviewed in person. 

Secure data storage  

In accordance with GDPR, all documents containing personal information (i.e. 

signed consent forms) were stored in a locked cabinet along with the audio 

recordings of the interviews and the mapping data. Following transcription of the 

audio-recordings, the original recordings were permanently deleted. All typed 

documentation was stored on a password protected laptop computer. 

3.10 Data and participant descriptions 

As noted above, five different participant groups took part in this study: care 

home residents, care home residents living with dementia and dysphagia, family 

members, care home staff and SLTs. Data were gathered from participants 

through a total of 31 interviews and 34 hours and 10 minutes of observations 
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across seven care homes and two SLT focus groups. Each of the groups of 

participants will be described in detail below. A summary of the care home 

residents, family members and care home staff is provided in Table 1. 

Table 1 Summary of Care Home Participants 

CH 

Number 

Care Home 

Residents (N=20) 

Family Member 

(N=7) 

Care Home Staff 

(N=13) 

Study 1 – with residents without dementia or dysphagia 

1 Stuart    

Tessa    

Jeremy    

2 Sue    

Sally    

Jane    

3 Stanley    

Dorothy    

Josie    

4 Marion    

Brenda    

Betty    

Study 2 – with residents with dementia and dysphagia 

5 Audrey Terry Nora 

Magnus Jenny Emily 

Colin  Sharon 

  Rachel 

6 Shelly Delilah Nadine 

Beatrice Bert Sophie 

  Kirsty 

  Dolores 

7 Veronica Jack Susan 

Janice David Patricia 

Patrick Claire Janet 

  Sonia 

  Trudy 
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Care home residents (without dementia and dysphagia) 

A total of 12 participants, nine women and three men, took part in the first aspect 

of the study across four care homes, which varied in size from 18 to 65 residents. 

Two of the care homes were located in small rural villages, one in a large town 

and the other on the outskirts of a city. Five people participated in group 

interviews (three men and two women) and seven people in individual interviews 

(all women). The reasons for participants choosing to take part in an individual 

rather than a group interview was due to their physical health preventing them 

from being able to move from their bed and/or bedroom. None of the residents 

who took part in the group interviews accepted the offer to also attend an 

individual interview. The gender ratio of nine women to three men reflects the 

typical gender ratio in care home residents, which is an estimated 2.8 female 

residents for each male (Office of National Statistics 2014). The age of the 

participants ranged from 52 to 94 years. No further socio-demographics were 

collected from this group of participants. The length of the group interviews 

ranged from 53 to 77 minutes. The individual interviews ranged from 25 to 86 

minutes in length. 

People living with dementia and dysphagia 

A total of eight people living with dementia and dysphagia participated, three 

men and five women. Information about each of the participants living with 

dementia and dysphagia was provided by senior members of care home staff. 

Residents had been living in the care home setting for between one and seven 

and a half years. Whilst all had symptoms of dysphagia reported, half had no 
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record of having seen a SLT. All of the participants were being provided with a 

modified diet and three of the eight also had thickener added to their fluids. A 

summary of the participants with dementia and dysphagia can be seen in 

Table 2 and a detailed description in Table 3. 

Table 2 Summary information about participants living with dementia and dysphagia 

(N=8) 

Age Mean: 82 years  
Range: 74-88 years 

Gender Male: 3 
Female: 5 

Ethnicity White British: 7 
Welsh: 1 

Time in care Mean: 3.3 years  
Range: 1-7.5 years 

Dementia Type Vascular Dementia: 2 
Alzheimer’s Disease: 2 
Not known: 4 

Time since diagnosis Mean: 6.3 years 
Range: 4-11 years 
 (N=3; 5 unknown) 

Seen by SLT? Yes: 4 
No: 4 

Food/fluid type Modified diet and normal fluids: 5 
Modified diet and modified fluids: 3 
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Table 3 Descriptions of participants living with dementia and dysphagia 
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Other than one lady who had Bell’s Palsy and one person with no dentition, all 

of the symptoms of dysphagia were attributed by care home staff to the person’s 

diagnosis of dementia. Additional notes made in care home records regarding 

symptoms of dysphagia included over-protrusion of tongue, being slow to eat, 

spitting out bits that were in the food, holding food and/or fluids in the mouth, 

and one person was reported to have experienced a chest infection, which the 

care home staff believed to be as a result of aspiration. Half of the participants 

were described as requiring full assistance with eating and drinking and the 

other half as needing some assistance. 

Each person living with dementia and dysphagia was observed using Dementia 

Care Mapping on between two and five occasions. Individual observations 

varied in length from five minutes to 205 minutes and included both times when 

the person was eating and drinking and when they were not. Participants were 

observed in total for between 70 minutes and 415 minutes each with the average 

amount of total observations being 256 minutes per participant. A breakdown of 

the lengths and times of observations per participant can be seen in Table 4.  
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Table 4 The number and duration of periods of observation per participant 

Care Home Person Map Number Start Time Duration 

(minutes) 

CH5 
9 observations 

895 minutes in 
total 

Audrey 1 10:05 105 

2 14:15 80 

Colin 1 11:45 120 

2 15:20 45 

3 11:45 110 

Magnus 1a 14:20 80 

1b 16:10 15 

2 11:40 120 

3 16:00 50 

4 11:45 110 

CH6 

5 observations 

395 minutes in 

total 

Shelly 1 14:15 5 

2 16:45 25 

3 12:15 40 

Beatrice 1 11:30 120 

2 15:00 205 

CH7 

11 

observations 

760 minutes in 

total 

Janice 1 10:50 140 

2 16:35 60 

3 09:40 30 

4 08:35 85 

5 11:20 100 

Veronica 1 11:40 85 

2 16:35 60 

3 13:55 20 

4 11:40 100 

Patrick 1 12:00 50 

2 11:55 30 

In addition Audrey and Shelly took part in individual interviews. Audrey’s 

interview lasted 13.5 minutes and involved using Talking Mats cards to prompt 

discussion, however Audrey chose not to place the cards on the mat and instead 

stacked them up on the table. Shelly’s interview lasted 14 minutes. Talking Mats 

cards were also used as part of this interview. As Shelly was laid in her bed at 

the time, it was not possible to use a mat to place the cards on so, as with 

Audrey’s interview, we used the cards purely as a focus of our discussion.  
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Family members 

A total of seven family members participated. In order to be able to describe 

some of their basic characteristics, family members were asked to provide their 

age, gender and relationship to the person living with dementia and dysphagia 

as well as details of the frequency of their visits to the care home and whether 

or not they were present during mealtimes. Four male (one son and three 

husbands) and three female (one daughter and two wives) family members 

participated. Four of the family members visited the care home on a daily basis. 

The son and daughter participants visited least often, with Terry visiting once 

per week and Delilah visiting twice per week. Three of the participants assisted 

with either a meal or a snack at least once per day. A detailed description of 

each family member can be found in Table 5 and summary of the responses in 

Table 6. 

Each family member took part in an individual interview. These interviews varied 

in length from 21 to 53 minutes. The average length of interview was 34.5 

minutes. All interviews took place in private in the care home during a routine 

visit to the home. 
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Table 5 Description of family member participants 
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Table 6 Summary of information about family member participants (N=7) 

Age Mean: 72.6 years  
Range: 58-89 years 

Gender Male: 4 
Female: 3 

Relationship Spouse: 5 
Adult offspring: 2 

CH visit 
frequency 

Daily: 4 
6 x per week: 1 
2 x per week: 1 
1 x per week: 1 

Mealtime 
frequency 

Daily: 3 
1/3 of visits: 1 
1/4 of visits: 1 
1/5 of visits: 2 

 

Care home staff 

Thirteen members of care home staff participated from across three care homes 

(four from care home five; four from care home six; and five from care home 

seven). As well as information about age, gender, ethnicity and role, staff 

members were asked to provide information about their experience in care, with 

people living with dementia and with people who experience dysphagia. All of 

the participants were female and 12 of the 13 identified as White British. 

Participants were employed to carry out a range of roles within the homes. The 

length of time participants had worked in a care home setting varied from 9 

months to 26 years and most of this time had involved supporting people living 

with dementia and dysphagia. Participants were asked to rate on a scale of one 

to five, with one being not confident and five being very confident, how confident 

they felt about supporting people living with dementia and dysphagia. None of 
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the participants rated themselves as lower than a three with five saying they felt 

very confident supporting people living with dementia and dysphagia. A 

summary of their responses can be found in Table 7. 

Staff members were also asked to provide information about any training they 

had received in supporting people living with dementia and / or dysphagia. 

Examples of training received included none, in-house training from a half to a 

full day on general dementia and / or dysphagia awareness, one person had 

completed Level 2 dementia training, texture modification of food, and one 

person had received training specifically on dysphagia and choking, provided by 

a company who make a fluid thickening product. 

Table 7 Summary of information about care home staff participants (N=13) 

Age Mean: 46.3 years  
Range: 29-62 years 

Gender Female: 13 

Ethnicity White British: 12 
Pakistani: 1 

Role Manager / co-ordinator: 2 
Cook / chef / meal assistant: 4 
Senior carer: 3 
Care assistant: 3 
Domestic: 1 

Time working in care Mean: 13.8 years  
Range: 0.75 – 26 years 

Time with dementia Mean: 10.4 years 
Range: 0.5 – 25 years 

Time with dysphagia Mean: 11.8 years  
Range: 0.5 – 25 years 

Confidence 3/5: 3 
4/5: 5 
5/5: 5 

 



  

 126 

 

Each member of care home staff took part in an individual interview. These 

interviews varied in length from 13 minutes to 58 minutes. The average length 

of interview was 29 minutes. 

Speech and language therapists 

A total of 31 SLTs participated in this study. Two focus groups were held with 

SLTs in two different locations in the UK, including SLTs from across England 

and Wales. SLTs were asked to provide information about: the length of time 

they had worked as a SLT; the number of years they had worked with people 

living with dementia; whether they worked in a specialist dementia / mental 

health role; what grade of post, or ‘band’ they were currently working in (band 5 

is newly qualified; band 6 established staff; band 7 specialist; and band 8 is 

managerial); the setting(s) they currently work in; and the percentage of their 

current caseload that includes people living with dementia and dysphagia. Only 

one participant was male. Across the two focus groups, the length of time 

working as a SLT ranged from two to 38 years, with the length of time working 

with people with dementia ranging from six months to 20 years. There was an 

even split between SLTs with a specialist dementia role and a general adult or 

learning disability caseload. Almost half of the participants were a band 6 

(established staff) and 12 of the 31 were specialist SLTs (band 7). Three 

quarters of participants worked in the community, which involves care homes as 

well as people’s own homes. On average, just over 40% of participant’s 

caseloads were people living with dementia and dysphagia. A summary of this 

information can be found in Table 8. 
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Both of the focus groups lasted for one hour and 12 minutes. As well as the 31 

participating SLTs, an additional 10 SLTs attended the focus groups but did not 

participate. These individuals were attending the SLT study days. They did not 

meet the criteria for inclusion in the study but requested to remain in the group 

to learn from the discussions. All participating SLTs verbally consented to the 

additional SLTs remaining present. 

Table 8 Information about SLT participants 

 Focus Group 1 
(N = 16) 

Focus Group 2 
(N = 15) 

Time as SLT Mean: 11 years  
Range: 2-38 years 

Mean: 11.4 years  
Range: 2-20 years 

Time with 
dementia 

Mean: 8.3 years  
Range: 2-20 years 

Mean: 9.4 years  
Range: 0.5-20 years 

Specialist role? Yes: 9 
No: 8 

Yes: 7 
No: 8 

Job grade Band 6: 8 
Band 7: 7 
Band 8: 1 

Band 5: 1 
Band 6: 7 
Band 7: 5 
Band 8: 1 
Lecturer: 1 

Setting(s) 
 
Note: some respondents 
worked in multiple 
settings 

Community: 11 
Inpatient MH*: 3 
Acute inpatient: 4 
Rehab inpatient: 2 
Community LD**: 1 

 

Community: 12 
Inpatient MH*: 3 
Acute inpatient: 1 
Rehab inpatient: 1 
Community LD**: 2 
University: 1 

% caseload 
dementia and 
dysphagia 

Mean: 41% 
Range: 25-80% 
 

Mean: 46% 
Range: 25-95% 
 
Note: N=14 as one participant did 
not respond 

 

*MH = Mental Health; **LD = Learning Disability 

3.11 Data analysis 

In keeping with a methodological approach of interpretive phenomenology, 

inductive thematic analysis was used to derive themes to represent the 
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experiences of the participants. Data from interviews, as well as observation 

field notes gathered during DCM observations, and focus group transcripts, 

were explored in detail in order to identify, describe and explore the subjective 

experiences of the participants (Brocki and Wearden 2006). Transcripts of each 

interview and focus group along with the field notes from each observation were 

individually analysed. The themes were generated inductively from the data 

itself rather than being shaped by an existing framework. However, my previous 

clinical experience and knowledge, plus the use of an observational tool for the 

structured observations, may have provided some influence. It is widely 

accepted that qualitative researchers, in their interpretation of the data, will be 

influenced by their own subjectivity and prior knowledge and experience (Crotty 

1998; Willig 2001; Braun and Clarke 2013). My approaches to enhance rigour 

and trustworthiness in my interpretation are outlined in Section 3.12. The 

terminology I was already familiar with from adopting a person-centred approach 

to care and the language used in DCM, whilst not framing the analysis, did 

inform some of the terminology I used to describe and label the resulting themes 

and sub-themes.  

The phases of thematic analysis recommended by Braun and Clarke (2006) 

were used as a guide, namely: becoming familiar with the data; generating initial 

codes, searching for themes, reviewing themes and defining and naming 

themes. Practically, this involved an initial familiarisation stage with several 

readings of the transcripts and field notes. Key points were then identified and 

grouped according to emerging themes for that individual and initial codes were 

generated. Once this was completed for each transcript, whether of an interview, 
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a focus group of the notes of an observation, a list of emerging themes was 

produced to include all of the key points in order to identify the shared themes 

across participants. Once the themes were initially identified, they were 

reviewed, defined and named. The specific processes of analysing interview and 

focus group data are outlined in Figure 5. 

Figure 5 Process of analysis of interview and focus group data 

 

 

Listened to audio recordings and made notes of initial codes as became 
familiar with the data

Transcribed each interveiw / focus group verbatim (interviewer and 
participant contributions) with notes about e.g. laughter, agreement from 

others or significant pauses

Printed transcripts and coded sections by hand, adding initial codes in the 
margins

Reviewed the codes within and across transcripts to search for themes. 
This process was repeated several times to review the themes

Wrote a description of each of the themes then assigned each a name, in 
consultation with supervisory team 
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In order to preserve as much meaning as possible from the original data, instead 

of coding line by line, I coded sections of the text (Gibbs 2007) using underlining 

and annotation, with each section ranging from a few words to a paragraph in 

length. In addition, I manually coded the transcripts in order to develop an 

intimacy with the data (Clarke 2009). Once I had named the themes, I used an 

Excel spreadsheet to organise quotes under each of the themes and sub-

themes (see examples in Appendix G). 

The process for analysing the observational data followed a similar pattern but 

with some additional steps. The process I used to analyse the DCM 

observational data is outlined in Figure 6.  
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Figure 6 Process of analysis of observational (DCM) data 

 

 

Whilst it is recognised that analysis of experiences from observational data may 

not be possible in the same depth or with the same degree of confidence as 

subjective reports (Brocki and Wearden 2006), inclusion of observational data 

allowed the experiences of individuals who were unable to verbally express 

them to still be included in the study and to have their perspectives valued. 

Analysis was carried out as described in DCM Process and Application (School 

of Dementia Studies 2016b) and included identification of: 

 

Read through field notes and checked accuracy of coding in reference to 
DCM User Manual. Discussed any uncertainty with another expert Mapper

Added the codes to a purpose-made Excel spreadsheet in order to create 
a summary of each person's experience 

Field notes were typed, printed and initial codes were added

Codes were used to derive themes, which were then reviewed, described 
and named as per interview and focus group data
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• The types of behaviours in which participants engaged 

• The levels of well-being experienced through looking at the mood and 

engagement scores across the observed periods and specifically relating 

to episodes of eating and drinking 

• The types and quality of interactions that occurred between staff or 

relatives and people living with dementia and dysphagia, including those 

that enhanced Personhood and those that had the potential to undermine 

Personhood 

Whilst I derived numerical data from the DCM data (for example, the percentage 

of time the person experienced each mood and engagement value), I used the 

data to inform my understanding of individual participant experience alongside 

the qualitative field notes. Themes were then derived, as described for 

interviews / focus groups above, to represent the range of experiences across 

participants. The resulting themes represent data from all sources: interviews, 

focus groups and observations. An example of how each data source 

contributed to the themes and subthemes can be found in Appendix H. 

Based on an interpretative phenomenological approach, thematic analysis of the 

data from all sources, identified four super-ordinate themes which broadly fit with 

the first four study aims:  

• Becoming a care home resident: things are different now. This first 

super-ordinate theme relates to the impact of becoming a care home 

resident on experiences of eating and drinking. It highlights the various 

ways these daily life experiences had become different due to living in 
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the communal environment of a care home compared to when the 

individuals lived in their own homes. The themes under this super-

ordinate theme are: the quantity of food and drink (little versus plenty), 

the quality of food and drink, rules and routines relating to eating and 

drinking, roles of individuals relating to eating and drinking, connections 

with others, and how people have adapted and become resigned to their 

change in situation. 

• Being a care home resident with dementia and dysphagia: a loss of 

identity. The second super-ordinate theme relates more specifically to 

the significant impact on eating and drinking experiences of being a care 

home resident living with dementia and dysphagia. Building on the 

findings in the first theme, this second theme acknowledges the specific 

impact on identity for participants who had the additional challenges of 

dementia as well as difficulties with eating, drinking and swallowing. The 

themes under this super-ordinate theme are: impact on identity, the 

quality and quantity of food and drink, choice relating to eating and 

drinking, independence and involvement, and resignation. 

• Who is in charge? Conflicting perspectives of multiple 

stakeholders. The third super-ordinate theme highlights the range of 

individuals who are involved in supporting people living with dementia 

and dysphagia and addresses the question of ‘who is in charge?’ when it 

comes to taking decisions about how and what to eat and drink and the 

differing roles involved in providing and implementing guidance around 

eating and drinking. The themes under this super-ordinate theme are: 
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roles and responsibilities, communication challenges, trust, and 

agreement and disagreement. 

• Maintaining positive relationships through eating and drinking: The 

fourth and final super-ordinate theme captures that, despite the 

challenges related to dysphagia, eating and drinking continue to have the 

potential to support the maintenance of positive relationships between 

people living with dementia and dysphagia in care homes and their family 

members, care home staff and other care home residents. The themes 

under this super-ordinate theme are: connections with others, celebration 

of occasions and barriers to maintaining positive relationships. 

Each of these super-ordinate themes will be described and explored in separate 

findings chapters from Chapter 4 to Chapter 7 with specific reference to the 

themes and sub-themes that were inductively determined (see Figure 7). A 

discussion of these findings, how they relate to existing research and the 

implications of the findings for practice will be presented in Chapter 8. 
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Figure 7 Super-ordinate themes and themes 

 

 

3.12 Rigour and trustworthiness 

In qualitative studies, quality cannot be evaluated in the same way as in 

quantitative studies, i.e. by assessing reliability, validity and generalisability 

(Braun and Clarke 2013). There are ongoing debates about the best way to 
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• Selecting participants: I carefully selected participants to match the 

research aim and objectives: this was to ensure that people affected by 

the phenomena were also the ones to contribute their experiences. 

• Being consistent and attentive in interviews: this involved having a clear 

goal of interviews and focus groups; having topic guides for consistency 

but also the flexibility to delve deeper into examples shared; and including 

the researcher contributions in the transcripts so I could reflect on the 

types of questions and comments I made and the impact these may have 

had on the responses.  

• Being transparent, thorough and systematic: in both the research project 

more broadly and the data analysis specifically. I have clearly outlined my 

approach and the rationale behind it. 

• Audit trail: I kept a coding book, detailed field notes and a reflexive diary 

that enabled me to keep an audit trail of decisions I made throughout the 

process of completing this thesis, from writing my initial research proposal 

through data collection and analysis to production of this final thesis. 

• Supervision: I had regular meetings with my supervisory team, which 

allowed me to discuss and explore my thinking and decision-making. My 

supervisors read through several of the transcripts and contributed ideas 

to the coding as well as the naming and description of themes. Each of 

my supervisors brought different perspectives that complemented my 

own. I also received mentorship from a SLT who specialises in dysphagia 

care, who brought a clinical perspective to developing methods and 

interpreting data. 
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• Discussion of findings: in order to check the plausibility of my 

interpretation of data, I presented my themes to various audiences 

including at SLT networks and conferences, with my colleagues within 

the Centre for Applied Dementia Studies, informally with care home staff 

as part of my teaching role, and with the research monitors allocated to 

me by the Alzheimer’s Society as part of my Clinical Training Fellowship. 

These discussions supported me to refine my descriptions of themes. 

• Triangulation: by using multiple methods and multiple sources, I was able 

to create a richer, fuller narrative of the experiences of people living with 

dementia and dysphagia in care homes. My goal in triangulation was not 

to produce a more accurate narrative or ‘truth’, as would be the goal in 

studies taking a realist approach (Braun and Clarke 2013), but to 

strengthen the narrative by capturing multiple perspectives of the same 

phenomenon (Silverman 2006).  

• Ensuring different voices were heard: Throughout the data analysis 

process and the write up of findings, I kept a note of which participants I 

was quoting to illustrate themes and sub-themes. This enabled me to see 

if there were any participants who had not directly contributed a quote so 

I could check back to make sure that their reported or observed 

experiences were captured and represented. 

• Reflexivity: throughout the process of completing this thesis I have 

reflected on my role as researcher, but also on my identity as a clinical-

researcher. Whilst being a clinician was beneficial in understanding the 

workings of care home settings and having detailed knowledge of 

dementia and dysphagia, this prior knowledge could also have influenced 
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the way in which I collected and analysed data. Throughout the 

completion of this thesis, I have kept a reflexive journal where I have 

recorded my thoughts on the tensions between these two roles and any 

pre-conceptions I had based on my clinical experience. Immediately after 

each care home visit I recorded either in writing or using a Dictaphone 

my reflections on the visit, including initial thoughts on the data as well as 

how it made me feel both as a researcher and a clinician. I had regular 

conversations with my supervisory team regarding these reflections and 

also about maintaining the boundary of collecting data in my capacity of 

a researcher, not a clinician. This also involved reflecting on when it was 

appropriate to highlight clinical needs that I observed during data 

collection.  

3.13 Summary 

In this chapter I have described the underpinning methodology of this study, the 

procedure and multiple methods used for data collection, the ethical 

considerations and the process for data analysis. I have provided an overview 

of the study data and participants and the themes that represent their 

experiences. I have finished the chapter with a description of the steps I took to 

ensure rigour and trustworthiness. In the next four chapters, I will describe the 

findings that have resulted from the study using participant data to give context 

and meaning to the inductively derived themes.  
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Chapter 4: Becoming a Care Home Resident: Things are different now 

This chapter focuses on the significant impact the move from the person’s own 

home to a communal living environment had on the day-to-day eating and 

drinking experiences of care home residents. It addresses the first objective of 

this thesis: to determine the impact living in a care home has on the eating and 

drinking experiences of those who live there. To recap from the methods 

chapter: care home residents without dementia or dysphagia were asked, in 

individual or group interviews, to describe their experiences of eating and 

drinking from different stages of their lives; from childhood, through adulthood 

up until the present day of living in a residential care home. Participants were 

able to consent to participation and contribute to a verbal interview. To begin 

this chapter, I will summarise the themes and sub-themes associated with 

becoming a care home resident and will then discuss them in detail in the body 

of this chapter.  

All participants acknowledged differences between past experiences and 

present day experiences, noting the changes that had occurred as a result of a 

change in living location as well as resulting from increased disability and 

dependence on others. The way in which participants spoke about the past had 

a tone of nostalgia with experiences, on the whole, described as being more 

positive in the past when compared to the present day. Despite having less 

quantity and variety of food and drink available in the past, participants 

described the food and drink that was available earlier in their lives, as meeting 

their expectations and personal preferences. Food was described by 

participants as being simple, home cooked and tasty and family routines around 
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eating and drinking were reported to be of significant importance. Participants 

expressed that, prior to moving into a care home, they had played more active 

roles in a wide range of activities relating to eating and drinking, such as planning 

for and preparation of meals. They had been providers of help to others and 

collaborators with families and communities. In contrast, present experiences of 

eating and drinking in the care home environment were described by 

participants as not being as positive, despite there being a larger quantity and 

variety of food and drink available, as this food and drink did not always meet 

with participants’ expectations and preferences. Participants felt that food that 

in the past was thought of as a treat, such as ice cream, was now easily 

available, along with so-called ‘fancy’ foods, and as such they were no longer 

viewed as treats. Participants spoke about routines and traditions and felt that 

these had changed and were not always upheld in the care home setting. 

Participants also perceived that, in the present, they were more passive in their 

contributions to eating and drinking activities and were predominantly the 

recipients rather than the providers of help. Participants spoke of a range of 

coping and adaptation strategies in response to the changes they encountered 

from moving into a care home, with many describing a sense of resignation 

towards the changes to their eating and drinking experiences.  

A summary of the themes and sub-themes that relate to this super-ordinate 

theme of becoming a care home resident can be found in Table 9. 
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Table 9 Themes and sub-themes – Becoming a care home resident 

Theme Sub-themes 

Little vs plenty • Money / affording 

• Rationing 

• Impact on weight 

• Amount / availability / variety 

• Appetite 

• Tempting treats 

Quality • Simple / homemade 

• Sensory involvement 

• Personal preferences 

Rules and routines • Permission / being told 

• Choices 

• Routines / traditions 

• Ceremony 

• Occasions  

Roles • Active vs passive participation 

• Apprentice – teaching 

• Apprentice – learning 

Connections • Socialisation 

• Community 

• Help to others 

• Help from others 

Adaptation and 

resignation 

• Managing disability and difficulties 

• Altering expectations  

• Being resigned 

 

Through the rest of the chapter, the themes will be described with examples 

from interviews and I will highlight certain areas of interest or importance that 

will be further explored in the discussion chapter. The references of where each 

quote arose is in the format: name of participant; type of participant; care home 

(CH) number; individual interview (II) or group interview (GI) number; lines of 

transcript e.g. Sue, Care Home Resident, CH2II1, 355-357. Where quotes are 



  

 142 

 

40 words or under, they have been embedded in the text. Longer quotes have 

been indented and italicised.  

4.1 Little vs plenty 

All but one of the care home residents I spoke with experienced their childhood 

and teenage years immediately post-second world war. There were therefore 

many references to money in terms of not being able to afford things such as 

food and drink in the past due to insufficient income or family size and also 

references to rationing due to the war. Participants spoke about how their 

families worked around these difficulties by working with what they had. Care 

home resident, Sue said “Well in my day me mum and dad, they couldn’t afford 

fish for all of us so fish cakes were cheaper and the smaller ones used to get 

half a fish cake each.” (Sue, Care Home Resident, CH2II1, 355-357). Whilst Sue 

acknowledged that, in her past, compromises in relation to the quantity of food 

had to be made due to a lack of wealth, she spoke of this with a positive tone 

and facial expression. Sue wistfully described her typical mealtime experiences 

of the past in a way that suggested the simple food they consumed was symbolic 

of happy, family times. A number of participants, including Sue, acknowledged 

that the food and drink at the care home was, in contrast to past experiences, 

plentiful. Participants were keen not to waste the food that they had been given, 

even if they did not want to eat it all. This desire not to waste food, and 

gratefulness for the food that was available, seemed to be as a result of not 

having had a large supply of food and drink in the past. 
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We ate it and we cleared it up. We never left a scrap. If we had something 

to eat and we had something left we wouldn’t leave it, we wouldn’t waste 

it. We’d wrap it in a serviette and eat it later but we wouldn’t waste it. 

(Tessa, Care Home Resident, CH1GI1, 111-115) 

Whilst food was reported to be plentiful in the care homes, some participants 

spoke about self-rationing in the present day, for example to maintain a healthy 

weight. Several participants highlighted the impact of an increased quantity of 

food on their body weight due to the greater intake occurring alongside a 

reduction in mobility and exercise due to changes in physical health.  

 Sometimes my eyes are bigger than my stomach but I’ve learned now I’m 

in bed all the time, I don’t want to put weight on… if I have toast and then 

they weigh me at the end of the month I’ll have put weight on because 

I’ve had jam and I’ve had marmalade and I’ve had butter. (Sally, Care 

Home Resident, CH2II2, 4-6; 47-49) 

This reflection of Sally’s on the fact that toast is accompanied by butter and 

marmalade or jam, and thus more calorific, also signifies Sally’s lack of choice 

and control over how her food is prepared. Sally commented that she had asked 

the care home staff for just a small amount of butter but that they always put lots 

on. Because of this, she no longer chose to have toast, even though it was her 

preferred breakfast option. Instead, she asked for fruit and had her daughter 

bring in low calorie breakfast crackers for her. This lack of choice will be further 

discussed later in this chapter. 
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Josie also shared that she had gained in weight because of an increase in food 

in the care home and a reduction in exercise due to the impact of age and ill 

health on her mobility. Specifically, Josie spoke about the quantity of sweet 

foods available and her difficulties in resisting the temptation of having a pudding 

every day. 

I mean I never would have a pudding at home, but here there’s one every 

day. I mean, I try not to have one every day but there is one every day 

and it tempts you, doesn’t it? And I have put weight on because of it. 

(Josie, Care Home Resident, CH3II1, 165-170) 

As well as there being puddings available every day in the care homes, Josie 

also noted that there were sweet foods being provided throughout the day, not 

just at mealtimes; with biscuits mid-morning, a pudding at lunchtime, cake mid-

afternoon and a pudding with the evening meal. Whilst Josie said she enjoyed 

the sweet foods at the time of eating them, she did not like the negative impact 

they were having on her weight and ultimately her health. Several other 

participants talked about being tempted by foods that were “treats” in the past 

and were things that were seen as everyday foods in the present day, such as 

ice cream or sweets. These foods were described as hard to resist, even though 

the participants felt they did not ‘need’ them. Tessa talked about how she had 

felt grateful for such treats in the past but felt that these food items were no 

longer seen as special or something to be grateful for as they were now so 

readily available. 
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If suddenly someone comes up with a packet or couple of lollipops you’d 

think “goodness how did we get this” because they’d saved it, the ration 

so they could give us a lollipop and maybe some biscuits, ice cream and 

things like that. They’d save them for us. I don’t know if children would be 

the same nowadays. It’s not so special anymore because people 

because children can have them every day. (Tessa, Care Home 

Resident, CH1GI1, 250-256) 

This theme of little versus plenty highlights that whilst on the surface having 

greater food quantities and options might be expected by some to be a positive 

thing, some participants found it had a negative impact on their physical health 

and caused concerns about feeling wasteful. For several participants, it took the 

enjoyment and pleasure out of what had been considered treats as they became 

everyday foods. 

4.2 Quality 

When participants were asked about the types of food and drink that they had 

enjoyed in their lives, they described food and drink in the past as being simple, 

homemade and home grown with fewer treats and not, what a number of 

participants referred to as, “fancy foods”. Tessa reflected on the fact that baked 

goods were never bought but were instead home baked: “My Grandmother used 

to bake everything. She never bought bread, she never bought biscuits, she 

never bought anything like that. She was always baking.” (Tessa, Care Home 

Resident, CH1GI1, 5-7). As noted in the previous section about the quantity of 

food and drink, this homemade food, baked by a family member, appears to be 
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symbolic of a simpler time, centred on family life, in which children were involved 

in the process of baking and cooking with their elders. Tessa went on to talk 

about how her Grandma would facilitate the children being involved in baking 

bread. 

My Grandma had a big fireplace with the ovens at the side and we’d go 

round and we’d all get down on our knees. “Right now, bring it out” she’d 

say and she’d bring some out and put it down and say, “Now then, knead 

it” and we’d all have to get hold of it and we started punching and 

kneading it. (Tessa, Care Home Resident, CH1GI1, 37-41) 

Whilst the home baked and home grown food may be seen to be simple, the 

quality of the food was described positively in terms of taste and pleasure. There 

was also a sense of pleasure and satisfaction gained from growing food, as 

described by Jeremy: “We always had a garden and a greenhouse and we would 

grow tomatoes and lots of other things. They tasted delicious. I really enjoyed 

growing food” (Jeremy, Care Home Resident, CH1GI1, 201-203). Jeremy was 

one of several participants who spoke longingly about the taste of home grown 

food. Sue also spoke about the changes in the type and quality of food when 

comparing the past to present day experiences and how the food now was not, 

in her eyes, of the same standard. 

Well you’d have your potatoes, a bit of mashed potatoes, vegetables. You 

could do roast potatoes and your gravy, you’d have lovely gravy. Oooh 

give up it’s making my mouth water. You see I think about all them and 
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when I see what comes up I think [groans]. (Sue, Care Home Resident, 

CH2II1, 264-268) 

Sue gave a number of examples of the food in the care home not being of an 

adequate standard. On the most part she said she ate the meals that were 

provided. However, on some occasions, Sue felt the quality of the food was so 

poor, it was inedible.  

I had a Yorkshire pudding for my tea last night and I couldn’t eat it and I 

knew I wasn’t going to eat it when she was cutting them. I said “My God” 

I said, “They’re like bricks.” There was no taste in them and I just couldn’t 

eat them. I’m hoping the chef comes up today and I’ll tell her. They were 

dreadful. So I finished up having a yoghurt for me tea last night. But it’s 

not good enough because there’s nowt easier than making Yorkshire 

puddings. (Sue, Care Home Resident, CH2II1, 94-102) 

Sue reported that she had made attempts to offer to show the care home staff 

how to cook food to a higher quality, but these offers had been declined. This 

will be explored further in the section of this chapter about roles. 

Enjoyment of the quality of food and drink was also related to engagement of 

various senses – how things looked, how things smelt, and the taste of freshly 

picked vegetables, as shared by Jeremy in the previous example. When asked 

about what she missed the most about eating and drinking in the past, Sue 

shared her longing for the taste of home cooked food. 
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 I think now it’s probably more about the taste of food. That’s the thing I 

miss the most. Nice tasty home cooked food by me mum or me. If I could 

just go back and have that again (pause). Oh give over. (Sue, Care Home 

Resident, CH2II1, 544-547) 

Sue spoke about how she felt that certain food tasted different to her in the 

present day compared to the past, something which she attributed to her taste 

changing with age. This was reinforced by a member of staff who entered the 

room during the interview and commented that Sue frequently said that food and 

drink did not taste right, which negatively impacted on Sue’s experiences of 

eating and drinking. 

In relation to the quality of food, individuals had particular preferences about how 

certain food should be cooked. Jane shared her preference for having 

vegetables that had not been overcooked and laughed and shook her head as 

she spoke about her mother boiling vegetables for hours. 

 My mother, she did the cooking. But she always overcooked everything. 

The dinners, the veg they were always all mushy so she boiled everything 

for hours. I prefer them with a bit of bite. Not mushy. Especially sprouts, 

you know? They’re not nice all mushy. (Jane, Care Home Resident, 

CH2II3, 29-34) 

Jane had not enjoyed the overcooked vegetables that her mother prepared and, 

when asked, she said that the vegetables in the care home were also cooked 

until they were mushy. These mushy vegetables did not meet with Jane’s 

preferences and Jane had no reported difficulties with being able to chew her 
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food, so had no apparent need to be provided with softer cooked vegetables. In 

addition, some participants, like Marion, spoke about having particular 

expectations about food and drink and commented on the implications of 

whether or not these were met. 

 I think something you’ve ordered that you really like, it’s a bit 

disappointing, I mean, if it’s what you expected or if it’s better than you 

maybe thought that’s great. But it’s thinking about it just before you get it 

and thinking that you really fancy something today. And some days of 

course things are better than others and that anticipation and that what 

you get is what you were wanting, it’s just right. But sometimes, it’s not 

what you were wanting or expecting and that’s really disappointing. 

(Marion, Care Home Resident, CH4II1, 411-419) 

Marion clearly voiced the disappointment that she felt when she asked for a 

particular meal and it was not cooked or prepared in the way she had expected. 

We went on to discuss how this might be the case for people on a texture 

modified diet, who might order something from the menu, but it would be 

provided in pureed form. In relation to this Marion said: 

Well yes, that [pureed] food looks nothing like you would expect it to look. 

I mean, maybe they have to have it because they couldn’t eat like a steak. 

But I suppose it wouldn’t be what they would expect if they ordered steak. 

I mean the chef asked me how I liked my steak cooked and cooked it just 

like I wanted it. But maybe they don’t get asked. I mean, I don’t think they 
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would give them steak at all here. (Marion, Care Home Resident, CH4II1, 

423-429) 

In this reflection, Marion hints at one of the differences that people who require 

a pureed diet might experience when compared to people who did not require a 

modified diet – that they would not be offered the same choice of food and may 

be more disappointed by what they receive. This will be discussed further in the 

next chapter. 

This theme about the quality of food and drink identifies the preferences of 

participants for simple, homemade foods that met with the participants’ 

expectations and preferences. This theme also highlights the importance of the 

sensory experience of eating and drinking, with participants referring to 

engagement of the senses of sight, smell and taste in order to enhance the 

enjoyment of eating and drinking. 

4.3 Rules and routines 

In the narratives provided by participants, there was a sense that, especially in 

the present day, other people were in charge of decisions about eating and 

drinking, such as care home staff giving (or not giving) permission to be able to 

prepare meals independently or contribute to the preparation of meals 

(discussed further under the theme of ‘roles’). Rules had also formed a 

significant part of mealtimes in the past for participants with their parents often 

enforcing rules around eating and drinking, such as what was provided for meals 

or the expected table etiquette. This often differed when visitors were present, 

as did, for example, the table settings, as Tessa shared: “We had the round 
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napkins. And we had the square ones for when guests came. They were very 

dainty. The table had to look good when you had visitors.” (Tessa, Care Home 

Resident, CH1GI1, 280-283). 

This concept is an interesting one when we think about the layout of tables and 

dining areas in care homes. In one of the care homes I visited, I made a personal 

judgement when looking around the home that the dining room was very 

pleasant with tablecloths on the tables and vases of flowers, all set with 

condiments and cutlery ready for the approaching meal. However, Betty made 

a different judgement to me. Betty had always eaten at the table with her family 

and talked about how this was always an important part of their day, sitting 

together and sharing a meal. However, in the care home she chose to eat in her 

own room due to the style of the care home dining room. 

It always seems more formal here with people I don’t know and with the 

cloths on the table and the flowers. It’s just that, if it’s set out and it’s 

formal then… I prefer to be sociable when I’m eating but not so formal. 

I’d worry about spilling things on the table cloths. I don’t think I’d be able 

to relax worrying about spilling things or making a mess. And I certainly 

couldn’t go down there in my slippers. (Betty, Care Home Resident, 

CH4II3, 200-209) 

Betty’s perception of the care home dining room as being formal led to her eating 

by herself, even though her stories of positive past mealtime experiences 

involved her eating at the table with family and friends.  
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As well as the layout of the dining area, participants described routines and 

traditions from mealtimes in the past. Dorothy and Stanley spoke in particular 

about the religious routines that formed an important part of their mealtimes in 

the past. Dorothy said “We always had to say Grace before we started and 

before we left the table. Stanley would’ve had to as well.” Stanley agreed with 

Dorothy, adding: “Oh yes we had to. We all had to when we got to the table. 

We’d all say it together” (Dorothy and Stanley, Care Home Residents, CH3GI1, 

50-54). 

The tradition of saying Grace was a daily routine for Dorothy and Stanley, to be 

said before, and for Dorothy also after, each and every meal. It also formed a 

part of special occasions. Stanley went on to describe the honour he felt when 

he was asked to say Grace at a Burn’s Night celebration when he was in the 

RAF. He described it as being quite an occasion where Senior Officers gathered 

with their spouses to celebrate. 

All the silver came out and napkins, everything was laid out for the 

occasion. And a special dinner, like the Queen’s birthday. And we’d all 

dress up, medals and all. A real occasion. And Grace before we sat down 

to eat. Once I was asked to do it because the vicar hadn’t or couldn’t turn 

up. It was a real honour to be able to do that. They wouldn’t start until 

we’d had Grace. And it was 5 courses. On an ordinary day it was only 3 

courses. (Stanley, Care Home Resident, CH3GI1, 419-426) 



  

 153 

 

When asked if they still said Grace before their meals, Dorothy said that they 

said Grace quietly together but did not want to make a fuss about it, even though 

this had been something that Stanley had felt pride about in the past.  

In addition to these religious routines and traditions being of importance, the 

choice of where to eat and who to eat with was also described as being of 

importance to Dorothy and Stanley. For them, mealtimes, and the location of 

their mealtimes, formed an important part of the structure of their day. 

We eat together in the dining room. We have a table just for us two which 

is nice. Stanley comes here [to Dorothy’s room] every morning after 

breakfast then we go and have lunch together then I come back here to 

have a rest then go down to his room at 3pm every day and have tea 

down there with him. (Dorothy, Care Home Resident, CH3GI1, 243-252) 

Whilst each participant was able to describe the rules, routines and traditions 

from their past mealtime experiences, there was no evidence described of these 

personalised traditions and routines being upheld or supported by others in the 

present day in the care home setting. Some participants, like Dorothy and 

Stanley, were able to uphold their own routines. Other participants described 

resignation to fitting in with the rules and routines of the care home setting, which 

will be discussed in the ‘adaptation and resignation’ section of this chapter. 

4.4 Roles 

Similarly to the routines and traditions, the majority of participants reported a 

change in their roles relating to food and drink, from having a more active role 
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in the past to becoming more passive in the care home setting. These active 

roles in the past included being the person who planned, shopped for and 

prepared all of the meals. Jeremy shared that he and his siblings had to help 

their mum prepare the food for meals: “Well we had to help, peel potatoes, 

carrots, chop onions and do all that. We could be chopping the onions whilst 

they got something else done. Mum was in charge but we helped.” (Jeremy, 

Care Home Resident, CH1GI1, 296-298). 

Stuart was an exception, as he shared that he had always been the recipient of 

food, from his mother to his wife and now from the care home staff. Stuart 

appeared to be quite content with his passive role, saying, “My mother [did the 

cooking]. I didn’t do anything like that. I just sat and ate.” (Stuart, CH1GI1, 73-

74). 

However, for those participants who had experienced more active roles, they 

described their present day experiences as being the recipients of food and drink 

with little active role in planning or preparation. Some participants reported being 

happy with their past and present roles relating to eating and drinking, whereas 

other participants were less happy with their passive roles, for example being 

excluded from helping to prepare meals when they would have liked to be more 

involved.  

 Oh no, you’re not allowed [to help cook in the home], I suppose that’s in 

case maybe you fall or get scalded, the insurance, you can’t do that. But 

I miss doing it. I miss work. I say “For God’s sake let me do something” 
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but they say they can’t because they’re not allowed, they’re not insured. 

(Tessa, Care Home Resident, CH1GI1, 326-330) 

This example from Tessa highlights the restrictions that can be placed on care 

home residents that they would not be subject to if they lived in their own home, 

where health and safety assessments may be quite different. In contrast to 

Tessa, Brenda was quite happy to now be the recipient of food. She also felt 

that the food was of a good quality in the care home, though she went on to say 

the rice pudding was not how she would have cooked it and this put her off 

eating it: “I quite like being cooked for. They do a nice enough job here so I’m 

not going to complain.” (Brenda, Care Home Resident, CH4II2, 71-73). 

‘Roles’ also included references to apprenticing and learning how to take on new 

food roles such as cooking. This apprenticing refers to both learning – such as 

learning from a parent or a grandparent how to cook – and teaching – for 

example teaching children or others how to prepare certain foods and drinks. As 

mentioned previously, Sue was keen to teach care home staff how to improve 

the quality of the food and gave several examples of her attempts to do this. 

Sue, like Tessa, who was in a different care home, had been told she was unable 

to go into the kitchens due to a lack of insurance 

When I first come in here [to the care home] I once asked if I could go 

down in kitchen but I wasn’t allowed cos she’s not insured and they said 

“Why, why do you want to go in kitchen for?” to show ‘em how to cook, 

you know. (Sue, Care Home Resident, CH2II1, 418-421) 
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Sue, along with other participants, shared examples of when there had been 

missed opportunities for care home staff to draw on the residents’ knowledge 

and experience and engage participants in meaningful activity around eating 

and drinking. Sue willingly offered to share advice and show staff how to cook, 

but from Sue’s perspective, this advice was not taken. 

I said “How did you do them puddings?” “In the oven” she said “Why?” I 

said “They were like leather.” She said she put them on the bottom. I said 

“No, you want them on the top.” “Why?” “Because the heat goes up not 

the bottom that’s why they’re like that.” She said “Well if I do them at the 

top they’ll burn.” I said “No they won’t, if you watch them.” (Sue, Care 

Home Resident, CH2II1, 114-119) 

This theme of roles recognises the change from active to passive participation 

in activities relating to food and drink for participants in the care home setting. 

Some participants were happy with this change, whereas others were not. Whilst 

participants shared examples of knowledge and skills they could offer, the 

opportunities to draw on these skills were not taken by care home staff. 

4.5 Connections 

Participants shared examples of connecting with others through food and drink 

and the social elements of eating and drinking, such as being round the table 

with family and friends, engaging in a social way, sharing news about their day 

and laughing together. Whilst company was said to be important, participants 

such as Sue shared that it was specific company that was her preference – 

spending time with familiar people and with family: “I preferred my family you 
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know I wasn’t keen with strangers ... that’s how it should be sat up properly, 

family all together talking to each other talking and laughing you know.” (Sue, 

Care Home Resident, CH2II1, 229-236). 

None of the participants had specifically chosen to live with the groups of people 

they were now sharing their home with. Some participants, like Dorothy and 

Stanley, formed companionships with others in the care home. Josie also 

reported having formed friendships with others in the care home she lived in but, 

at the point of interview, she was grieving for another care home resident who 

had recently passed away. This had had a significant impact on Josie’s eating 

and drinking experiences. 

I think it’s important to be eating with somebody rather than on your own 

because even if you don’t speak you’ve got somebody there, you’ve got 

company with you so I would definitely say that’s it [the most important 

thing about mealtimes]. I mean, there are some people who don’t like a 

lot of conversation and who might like to eat on their own but most people 

like a bit of company when they eat. I mean [name of resident] she does 

speak but the other lady we used to sit with, we used to yap and yap and 

yap and when we’d had our meal we’d still yap on. Unfortunately she died 

a few weeks ago and I really miss being able to talk to her whilst I have 

my meal. So I suppose I maybe have been eating in my room more now 

because I don’t have that same conversation at the table. I mean you get 

used to people and them talking to you, so you miss that conversation 

when it’s not there, especially when you’re really on their wave length. It 
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makes a big difference. But it’s just one of those things. (Josie, Care 

Home Resident, CH3II1, 245-260)  

This account from Josie highlights the importance of friendships and sharing a 

meal with someone likeminded. Josie’s account also draws attention to the idea 

that, whilst the mealtime is the opportunity to connect with other people, the 

connection and, in Josie’s case, ‘yapping’ can continue after the meal has been 

eaten and as such provides an opportunity for extended socialisation. Not 

having familiar or likeminded people resulted in Josie eating by herself, which 

resulted in further loneliness and isolation, as was also noted by Jeremy: “I’d 

prefer to come out [of my room]. Be with other people. It gets a bit lonely on my 

own.” (Jeremy, Care Home Resident, CH1GI1, 314-315). 

Jane also reflected on the importance of companionship and shared that she 

had always been a sociable person. She described how the change in where 

she lived and her dependence on her family and friends to get from one place 

to another due to her physical health challenges had impacted where she was 

able to eat and drink. Jane said: “We used to have our parties or go out for meals 

and now we might get down to the café for something if they are able to push 

me in my wheelchair. Otherwise we have to stay here.” (Jane, Care Home 

Resident, CH2II3, 124-126). 

Jane also acknowledged that she was less able to go to parties or to other 

locations to enjoy food and drink with others. This was as a result of her living in 

a care home environment, but also highlights the impact of the reason why she 

was living in a care home; the impact of disability as a result of ill health. Jane 
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went on to share that, because her husband also experienced ill health, he was 

not able to take her out in her wheelchair to the local café anymore as he did not 

have the strength and fitness to do so. Dorothy also spoke of the impact of her 

physical health on her ability to go out to enjoy her meals with her family. 

Back in June, I went out for lunch with [daughter] but I haven’t been out 

since… when I came in here I could walk but my legs are terrible now so 

I use a wheelchair when I go out. It’s hard work. I had shingles and it still 

hurts. And I had a stroke too. (Dorothy, Care Home Resident, CH3GI1, 

235-239) 

The wider community aspect of food and drink was also reflected by participants, 

such as sharing meals with others and planning meals together. All of these 

examples related to the past rather than the present day and included 

collaborating over what different members of the community would grow in their 

gardens to avoid having too much of one food type. 

 Well on our estate we’d all get together and they’d say “I’ll plant this, you 

plant that, you plant that” and everyone would grow something different 

so that nobody had everything... A complete community. We would all 

share. So we would probably grow say carrots, plenty of carrots. 

Somebody else they wouldn’t grow carrots but they would grow cabbage. 

And I can remember someone would say “Tessa.” I’d say “What do you 

want?” They’d say “Fetch us some carrots, I’ve brought you some 

cabbage.” I’d pick the carrots and give them to them and they’d give us 
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cabbages. The whole place did that. (Tessa, Care Home Resident, 

CH1GI1, 213-224) 

This theme of collaboration, as well as referring to working together as equal 

partners, also includes examples of participants giving and receiving help 

around eating and drinking. Participants shared specific examples of how they 

had provided help and support to family and friends in the past compared to 

being the recipients of help from care staff in the present. Dorothy spoke about 

some of the chores she carried out to help her mother with the production of 

food for the family, including tending to the vegetables and the chickens, 

something that was expected of her as the eldest daughter. 

I’d help with everything, getting the water from the outside tap, helping 

with tending to the vegetables – potatoes, carrots, marrows, peas, beans. 

And we used to keep chickens for the eggs. I always helped because I 

was the eldest girl. (Dorothy, Care Home Resident, CH3GI1, 80-84) 

In the present day, participants’ references to help were about receiving help 

from care home staff, such as having assistance to cut food up. Two people 

reported having some difficulties with eating and drinking and the implications of 

these difficulties. Sally commented how she enjoyed having pork chops but was 

only able to manage them if they were chopped up for her and if the meat was 

tender. 

Today we had a pork chop and I really enjoyed my pork chop. They cut it 

up for me and it wasn’t tough, it was well cooked… I just have to leave it 
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if it’s too tough, I can’t manage it. (Sally, Care Home Resident, CH2II2, 

81-88) 

Under this theme of collaboration, some of the participants described having 

been successful in forming friendships and relationships within their new living 

environment. For others, they had been left eating by themselves without variety 

in their eating environment and without any true collaborations. Help was 

something that participants now received rather than gave, which was in 

contrast to their past experiences.  

4.6 Adaptation and Resignation 

As a result of moving to live in a residential care home, participants had had to 

make a number of adaptations relating to eating and drinking, including what 

they ate and drank, where they had their mealtimes, who they ate and drank 

with, as well as adapting to changes in eating and drinking abilities as a result 

of illness, disability or age-related changes. Marion spoke about physical health 

changes affecting her ability to use her cutlery and eat independently. She had 

found some strategies to help her to manage her meals, but had changed where 

she ate and drank, partly due to physically finding it difficult to be out of her bed, 

but also due to embarrassment about being observed struggling to eat. 

It’s getting to the stage that it’s getting more difficult [to eat] but I get 

everything cut up and I have a spoon and a fork and sometimes the spoon 

might go like this and I might hit the dish or I might miss but I’m a bit low 

[down in bed]. They get me up a bit before I have lunch... I prefer to have 

my meals on my own especially when I have things all over so I have a 



  

 162 

 

big serviette but I prefer not to have anyone watching. (Marion, Care 

Home Resident, CH4II1, 295-305) 

For some participants, like Marion, experiencing negative changes in the 

present day, there was a sense of being resigned to the fact that ‘this is how 

things are now’. For example, whilst Sue felt the quality of the food she received 

in the care home was not to the same standard as she would have had in the 

past, she felt that she should not expect it to be better: “But it’s not fair of me to 

expect it to taste the way it did when my mother made it or when I made it.” (Sue, 

Care Home Resident, CH2II1, 196-197). 

This sense of resignation extended beyond the quality of the food. When asked 

about the impact of spending mealtimes on her own in her bedroom, Betty, who 

ate in her bedroom because she found the dining room too formal, shared that 

she just got on with it as she felt there was nothing she could do about it. 

Well I just get on with it really. I can’t do anything about it so I just get on 

with it. I suppose now I think on it I do miss the company and the routine 

of sitting round the table. But I can’t do anything about it. (Betty, Care 

Home Resident, CH4II3, 48-52) 

Other participants acknowledged that things were different in the present day 

and, whilst they did not seem able to change the situation, they felt that it wasn’t 

acceptable. Josie provided an example of when care home staff rushed care 

home residents with their meals. Josie acknowledged that this was due to the 

fact that staff were busy, but still suggested that she felt improvements could be 

made. 
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They could give people I mean, they tend to whip the food away before 

people have finished so a bit more time… I understand because they’re 

really busy but the girls sometimes you’ve maybe still got a bit left there 

and there’s a hand there towards your plate and they say “Have you 

finished” but their hands are already there so you feel a bit of pressure to 

say yes you’ve finished even if you haven’t.... especially when you’re 

having a chat, it takes longer to eat. And I see their point because they’re 

busy. (Josie, Care Home Resident, CH3II1, 267-277) 

In addition, Josie highlighted the importance of treating people as individuals, 

acknowledging that everyone is different and should be treated as such: “We’re 

all different and we should be treated as different. I mean, I just want to live out 

the little bit of life I’ve got left being treated as me.” (Josie, Care Home Resident, 

CH3II1, 306-308). 

The care home residents who participated in this part of the study were able to 

share in detail their experiences of eating and drinking and the things that were 

positive and those that were less so. Whilst this information was shared 

articulately during individual and group interviews, individuals did not seem 

willing or able to inform care home staff about the things they were unhappy with 

or influence a change in the care they received. This may have been due to 

feeling powerless to change things or perhaps individuals feeling they did not 

have a right to be demanding. In addition, where individuals did express their 

displeasure to care home staff, for example Sue feeding back about the quality 

of the Yorkshire puddings, no changes were made in response to this.  
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4.7 Conclusions 

The first aim of this study was to determine the impact living in a care home has 

on the eating and drinking experiences those who live there. The interview data 

has highlighted a number of areas of importance for people who live in care 

homes relating to eating and drinking and how these have changed compared 

to past experiences. The data provide a detailed insight into the past 

experiences of individuals and how these experiences have changed over time, 

as well as how people have had to adapt to fit with life in a residential care 

setting.  

In addition to the themes described in this chapter, the data can also be viewed 

through the dimensions of the enriched model, introduced in Chapter 2. 

Participants spoke of the impact on eating and drinking of their physical health 

and mobility (health); spoke in detail about their personal preferences about 

what, where and with whom they prefer to eat and drink (personality); their 

previous experiences and the comfort of their prior routines (biography); and the 

importance of the social element of eating and drinking and of family mealtimes 

(social psychology). The differences between past and present experiences can 

also be viewed through a biopsychosocial lens. In the present day, physical 

needs are perhaps better met, with the exception of unwanted weight gain, 

through the abundance of food in terms of quantity and choice; however, 

psychosocial needs were more adequately met in the past through the meeting 

of personal preferences, expectations and individual traditions and roles. 
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What is significant to note is the articulate way in which participants were able 

to share their past and present experiences in the interviews explored in this 

chapter. Despite this, participants were not seemingly able to influence the 

things they were not happy with in their present situation. The possible reasons 

for this will be explored in Chapter 8. Whilst the themes and sub-themes from 

these interviews were not used to predict the experiences of people living with 

dementia and dysphagia, the experiences shared by these care home residents 

will be referred to in the discussion, to help to explore the meanings and 

significance of the experiences of people who were not able to tell me about 

them.   
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Chapter 5: Being a Care Home Resident with Dementia and Dysphagia: a 

loss of identity 

In the previous chapter, the study data was drawn upon to highlight the impact 

on eating and drinking experiences of a person becoming a care home resident; 

moving from their own home into a communal living environment. In this chapter, 

I will address the second objective of this thesis: to determine the impact of 

dementia and dysphagia on the eating and drinking experiences of care home 

residents. In order to do this, I will draw on the analysis of interview data with 

residents with dementia and dysphagia, care home staff and family members as 

well as observational data to focus on the theme, ‘Being a care home resident 

with dementia and dysphagia: a loss of identity.’ This chapter explores how 

people living with dementia and dysphagia in care homes seemed to experience 

diminished choice, control and identity. Both the interviews and the observations 

highlighted these consequences of communal living on the day-to-day 

experiences of eating and drinking, in terms of the reduction in choice of who 

residents ate with, and where, when and what they ate. In the findings presented 

in the previous chapter, all of the participants shared a nostalgia for how things 

had been in the past compared to the present day. Whilst the people in this study 

who were living with dementia were not able to verbally express this nostalgia, 

it was acknowledged by their family members that there had been a significant 

change in the routines and content of their mealtimes.  

In addition, the change from having an active role to becoming a passive 

recipient of care relating to eating and drinking was particularly noticeable for 

people living with dementia and dysphagia. It appeared that, although care 
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home staff varied in how much they included or empowered the people living 

with dementia and dysphagia in the process of eating and drinking, there were 

many examples of people being excluded either physically or psychologically. 

This was in part related to the words used to talk about people living with 

dementia and dysphagia, which were observed to have an impact on the care 

they received. A summary of the themes and sub-themes that relate to this 

super-ordinate theme of being a care home resident with dementia and 

dysphagia can be found in Table 10. 

Table 10 Themes and subthemes – Being a care home resident with dementia and 

dysphagia 

Theme Sub-themes 

Identity • Respect 

• Infantilisation 

• Labelling 

• Task and systems focus 

Quality and quantity • Types of and modifications to food and 

drink 

• Sensory involvement 

• Disgust 

Choice  • Permission / being told 

• Choices or lack of choices 

• Routines / traditions 

Independence and 

involvement 

• Active vs passive participation 

• Help from others  

• Banishment / exclusion 

Resignation • Managing the impact of disability and poor 

health 

• Being resigned 
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Within this chapter I will draw on data from a variety of sources: interviews with 

people living with dementia and dysphagia, with family members and care home 

staff; observations of people living with dementia and dysphagia; and focus 

groups with SLTs. Quotes are coded in the same way as in the previous chapter 

to make clear the source of the quote and the participant type. I have integrated 

data from different perspectives under the five themes. 

5.1 Identity 

Throughout this theme, there is an underlying thread that the identity of 

participants living with dementia and dysphagia in the care home environments 

was not recognised by care home staff. This was apparent both during 

observations of participants as well as during interviews with care home staff, 

family members and focus groups with SLTs.  

When considering identity in terms of the DCM data, there were a similar number 

of interactions that were recorded as having the potential to enhance identity 

(nine) compared to those that had the potential to undermine identity (ten) 

across all of the collected data (see Appendix I). Half of the enhancing 

interactions were between family members and the person with dementia and 

dysphagia, whereas all of the undermining interactions were initiated by care 

home staff. Examples of the interactions observed are given in the text below.  

Some of the family members were observed to pay sensitive attention to their 

partner’s cleanliness while eating, conveying that appearance had previously 

been important to their partner. Jenny, for example, conveyed a very respectful 

approach to her husband, Magnus, in her interview. She acknowledged that, 
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whilst Magnus no longer appeared to be aware of the fact that he had difficulties 

in managing his saliva, as Jenny knew that it used to bother him, she took time 

to help protect his clothing, thus respecting Magnus and his identity by 

recognising something that was of importance to him. 

One thing that used to not upset him but concern him was the slavering… 

It doesn’t seem to bother him anymore but it bothers me. It’s not nice to 

see your husband wet through under his jumper and there’s nothing you 

can do about it… He seems to have lost any, I was going to say self-

respect but respect is the wrong word. He doesn’t seem bothered? He’s 

not aware, that is the word, he’s not aware. But I am and I know that it 

used to bother him and possibly that’s why it bothers me. I really don’t 

like to see him really wet. (Jenny, Family Member, CH5II1, 74-96) 

Jenny is careful in her description to find the word that she thought best 

represented Magnus’ experience. She recognised that it was not that he was no 

longer bothered about having wet clothing but that he was now less aware of 

this. However, she suggested that, had he been aware, he would not have 

wanted to look that way. This respectful approach was also observed during 

Dementia Care Mapping (DCM) in the sensitive way Jenny supported Magnus 

to maintain his clean physical appearance. The field notes taken at the time are 

shown below: 
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Magnus’ wife is preparing to assist Magnus with his meal. She 

respectfully offers Magnus an apron to protect his clothes and, speaking 

quietly, asks Magnus’ permission to place the apron over his head. 

(Magnus, CH5, Map 4) 

This sort of respectful approach was also observed in the way David attended 

to his wife, Janice to ensure she was clean after eating.  

Janice’s husband carefully and gently uses a napkin to wipe Janice’s 

mouth. He says, “There, beautiful” afterwards and they make eye contact 

and share a smile (Janice, CH7, Map 4) 

These respectful interactions were contrasted with the account Jenny gave of a 

lack of staff attention to supporting Magnus with his difficulties with saliva 

management. She commented that she frequently found Magnus with a 

“soaking wet top” and saliva on his chin when she came to visit him and felt that 

staff did not support Magnus to keep his top dry. During periods of observation, 

staff members were not observed to show any response to Magnus’ difficulties 

managing his saliva or the potential impact of this on Magnus’ sense of identity. 

However, one member of staff who worked at the care home where Magnus 

lived, Sharon, did suggest in her interview that people living with dementia 

should not be treated ‘like rubbish’ and instead care staff need to get eating and 

drinking right for them. 

This client group are, well we have a lot to thank them for and they don’t 

deserve to be treated like rubbish. And it might only be eating and 

drinking, but it’s a big part of someone’s life is that and if that’s wrong 
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then what have they got? They’ve got nothing left if we can’t get that right. 

(Sharon, Care Home Staff, CH5II5, 293-298) 

A number of interactions were observed during DCM in which staff used specific 

words that implied they were treating the resident as if s/he were a child. This is 

recognised in the DCM coding frames where it is referred to as infantilisation. 

The words were also spoken in a patronising tone as staff members interacted 

with people who were living with dementia.  

Magnus is eating his meal independently. A member of staff says to 

Magnus, “You’re trying aren’t you?” then to no-one in particular, “He’s 

tried his best, bless him” (Magnus, CH5, Map 2) 

This sense of infantilisation was not limited to the way in which people living with 

dementia were spoken to and about. On multiple occasions, members of care 

staff used a spoon to scrape food from the lips or chin of a person being assisted 

to eat, in the same way food would be removed from the lips or chin of a child 

or a baby. Additionally, many of the participants with dementia and dysphagia 

that I observed were given their drinks in a plastic beaker with a spouted lid, akin 

to a cup that might be used by a young child. Staff members acknowledged that 

these cups may be interpreted as being for children with Sonia, a member of 

care home staff, describing them as “babyish” and another member of care 

home staff, Kirsty, describing them as “degrading” and recognising that these 

beakers are very different to the china cups people may have been more used 

to using.  
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Well I suppose they’re used to nice china cups and then you’ve come to 

having a like a plastic beaker and it feels a bit degrading I suppose for 

want of a better way of putting it, because they’re like a children’s cup 

aren’t they? The same with the coloured plates and things they use them 

in the EMI [Elderly Mentally Ill] unit but not everyone likes them. (Kirsty, 

Care Home Staff, CH6II3, 166-171) 

Whilst Kirsty recognised that the equipment being used may result in people 

feeling like they were being treated as children, other members of staff 

commented that they believed people living with dementia were like children. 

Patricia reflected on this, describing people living with dementia as going back 

to being like children. “I look at it and it’s like teaching a child, isn’t it? It’s like 

they’re going back in their years cos they go back as children anyway.” (Patricia, 

Care Home Staff, CH7II4, 41-43). Sophie, who worked in a different care home 

to Patricia, felt the same way. 

They say don’t they, once an adult twice a child. And if you look at some 

of their traits, they are actually going back to their childhood. They’re back 

on pureed food, they’re back on beakers, they’re back in pads so just like 

when they were children. (Sophie, Care Home Staff, CH6II2, 57-61) 

Linked to this belief that people living with dementia were like children, SLT 

Isabel acknowledged that, for many care home staff, previous experiences of 

assisting someone to eat and drink would likely have been with a child. Without 

training in how to assist someone living with dementia to eat and drink, Isabel 

felt that staff may therefore revert to the skills they would have used with 
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children: “If you don’t have the training in dysphagia and especially in dementia 

feeding problems then, you know, the act of feeding someone physically is like 

you do with a child” (Isabel, SLT, FG1, 553-556). 

Labels were used by many of the care home staff in their interviews when 

referring to people living with dementia and dysphagia. The ways in which 

people were labelled resulted in an impact on the way they were interacted with. 

One example of this relates to an observation that was followed up in an 

interview with care home staff member, Nadine, who spoke about a lady being 

a “full assist”. To give some context, during a mealtime observation, I observed 

a woman sitting at a table in the communal living space. A plate of food was 

placed in front of her along with a spoon. Whilst the member of staff went to get 

the lady a drink, the lady picked up the spoon and began to eat her meal. When 

the staff member returned, she took the spoon from the lady’s hand and began 

to feed her. When asked about the event, Nadine said: 

She’s an assist but she likes to help herself…she can [eat her meal 

herself] but it’s difficult because she is down as a full assist, so can you 

actually give her the spoon to do it herself? Because at the end of the 

day, you can just wash her hands afterwards and she’s still trying, there’s 

still that action there that she does seem to know what she’s doing. But 

she’s down as a full assist so we’re not really allowed to let her do it 

herself I don’t think. (Nadine, Care Home Staff, CH6II1, 214-223) 

Nadine reported that she was not aware where this label of “full assist” had come 

from, suggesting with uncertainty that it might have come from a senior 
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colleague. Whilst Nadine had some reservations about the guidance, suggesting 

that the lady could just wash her hands afterwards if she got food on them, she 

still felt compelled to fulfil what the label requested – to provide full assistance 

to the lady with her eating and drinking, acting in a way that failed to recognise 

and respect her skills and experience, which formed part of her identity. 

In a different care home, labels were used to collectively refer to people who 

required assistance to eat and drink as “feeds” and those on a modified diet as 

“the softs” or “the puree people”. Whilst people were not labelled in this way 

when interacted with, the staff used this language when speaking to each other, 

for example in the office and kitchen as well as during interviews. For example, 

Nora told me, “On a morning the puree people they just get the porridge” (Nora, 

Care Home Staff, CH5II2, 154). Emily, who worked with Nora, shared “We’ve 

lost quite a lot of residents that were feeds. We had ten feeds here at one time” 

(Emily, Care Home Staff, CH5II4, 459-460). 

It was not only care home staff who used labels to refer to individuals and groups 

of people; labels were also used at times by SLTs. One label that was 

acknowledged as having a negative connotation is ‘feeding at risk’. This is a 

term being increasingly used within the SLT profession to refer to individuals 

who have such significant difficulties with swallowing that they are deemed to 

be ‘at risk’ regardless of any modifications that might be made (Hansjee 2013). 

Despite these difficulties, a decision is made to ‘feed at risk’ which acknowledges 

the risk but advises that the person continues to eat and drink regardless. SLT 

Wendy spoke about moving away from this terminology due to it focusing on the 

physiological process of swallowing rather than the person. 
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Just thinking about the ‘feeding at risk’ terminology; we’ve had some 

interesting discussion about this in our dysphagia network recently and 

we’ve moved completely away from using that terminology ‘feeding at 

risk’ now because it’s such a negative connotation and it does focus very 

much on the functional swallow. (Wendy, SLT, FG2, 504-510) 

This concept of risk will be explored further under the theme of ‘choice’ later in 

this chapter.  

As well as being labelled by words, some people living with dementia and 

dysphagia were seemingly defined by physical objects. In one care home, a 

member of staff referred to people by the chairs they were sitting in and linked 

these to people not being able to eat certain foods. 

One day I was downstairs doing some of the feeders and I noticed one 

of the visitors was going round and giving chocolate buttons to everyone 

and I said, “You can’t give her one of those she’s prone to choking… you 

can’t give them to any of them in these special chairs. Anyone else can 

have them but not these ones because if they’re prone to choking it’ll be 

us who’ll get it for allowing you to give them the buttons so you can’t just 

give them out especially to her because you just don’t know if someone’s 

going to choke I’m not going to chance that. All the others by all means 

but not these ones”... I said, “You can go round the rest of them but just 

specifically not these ones.” (Patricia, Care Home Staff, CH7II4, 138-158) 

Patricia went on to say that most of the people who required modified diets were 

in specific chairs (large and reclining) and also had their drinks out of a plastic 
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beaker with a spouted lid. This was said factually and without any reference to 

individual needs or preferences, almost as if once a person had dementia and 

dysphagia they were automatically placed in a specific type of chair and given 

their drinks in a plastic beaker.  

Linked with the use of labels to define people was a focus on tasks rather than 

the person, something which, as in the previous example of “full assist”, labelling 

was seen to reinforce. Patricia’s quote above also highlights a task-focused 

approach to eating and drinking suggested by the term, “Doing some of the 

feeders”. During occasions of eating and drinking, staff members were observed 

to be primarily focussed on getting the person to eat and drink rather than on 

the quality of the experience of eating and drinking. The result of this task focus 

was frequently the experience of the person being outpaced, in other words, 

care home staff provided food and drink at a fast pace. One member of staff 

provided Veronica with a drink at a fast pace whilst also verbalising to another 

member of staff that she was doing so because Veronica was about to go for a 

lie down on her bed to relieve her pressure sores, a public announcement that 

also failed to recognise Veronica’s privacy and dignity relating to her health.  

A member of staff provides Veronica’s drink at a fast pace, allowing very 

little time for Veronica to swallow each mouthful. She says to another 

member of staff, “Let’s give her a quick drink then we can put her on her 

bed” (Veronica, CH7, Map 3) 
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It took less than a minute for Veronica to have her drink and there was no 

interaction between the member of staff and Veronica during this time. The cup 

was then taken away and Veronica was pushed out of the room in her 

wheelchair, again without interaction. In a different care home, Magnus was also 

subjected to a fast paced meal. He was being assisted by a member of care 

staff in his room to eat his evening meal.  

Evening meal being observed. Magnus is in his bedroom, sitting in an 

armchair with a table to the side of him. The television is on with the 

volume loud. A member of staff enters the room with a tray containing a 

bowl of soup, a bowl of a pureed meal (unable to identify specific 

contents) and a bowl of pudding. The member of staff stands beside 

Magnus and tells him it is “time for your dinner now”. The food is out of 

his sight on the table beside him. The member of staff picks up the bowl 

of soup and begins to feed it to Magnus using a filled dessert spoon, with 

mouthfuls given at a fast pace. Once the soup is finished, the main meal 

is given and then the dessert, both again with large mouthfuls and at a 

fast pace with only a moment’s pause in between courses. There is no 

conversation and no explanation of the food being given. From the 

member of staff entering the room to the three course meal being finished 

is just under nine minutes. Magnus is then given a drink and the member 

of staff says, “All done then”, stacks everything back on the tray and 

leaves the room. (Magnus, CH5, Map 1) 
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This example of a fast-paced meal highlights a task-focused approach where 

the member of staff was focused on giving Magnus his meal without considering 

his enjoyment of it. There was no interaction and no encouraged participation, 

even though at other times Magnus had been observed to be able to eat and 

drink independently. 

All of the care homes had a system in place relating to the timings of mealtimes 

and much of the day was structured around this with breakfast then morning 

refreshments, lunch then afternoon refreshments, tea and then supper. There 

were set times for meals and snacks, with some flexibility regarding drinks and 

food being provided between these times on request. However, if food and drink 

were not verbally requested, they were not observed to be offered between the 

set times, meaning that people with communication difficulties, who were not 

able to ask for a drink or something to eat, only received food and drink at the 

pre-determined times. People living with dementia and dysphagia had additional 

restrictions in terms of where and when they had their meals. One of the care 

home staff, Patricia, outlined the system by which meals were served to people 

in the home, with there being variation depending on whether the person could 

eat independently or whether they needed assistance. 

They tend to give to the ones who can feed themselves first so then 

they’ve got theirs and then they go onto the ones that need feeding… The 

ones that walk around they just eat at their own leisurely way they want 

to whereas the ones sat in the chairs can’t so we concentrate on them 

ones. (Patricia, Care Home Staff, CH7II4, 185-192) 
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In one of the other care homes, the time at which people got their meals was 

based on the type of food they ate, rather than whether or not they required 

assistance. Emily shared that “The softs are done separately because the soft 

foods come later” (Emily, Care Home Staff, CH5II4, 450-451). In this same care 

home, people who were on a modified diet also ate in a separate room to the 

people who ate an unmodified diet. During an observation, a member of care 

staff told me, “The feeding ones are through there [in the lounge]. These are the 

independents in here.” (CH5, Map 1 with Audrey). When asked about this, staff 

said this was so people with eating and drinking difficulties, who also were said 

to be people on a modified diet, could concentrate better on their meals. There 

was no acknowledgement of the personal preferences of individuals as to where 

they might like to eat or who they might like to eat with. 

There were also some systems that impacted the amount that people ate. 

Rachel, a member of care staff, spoke about Audrey and some of her difficulties 

with eating. Rachel commented that she felt that Audrey struggled more with 

eating her mashed potato when it was on a white plate because she felt Audrey 

could not see it due to having a visual impairment. She went on to note that 

Audrey ate more at breakfast when she had her porridge in a blue bowl.  

The mashed potato, it’s in a white dish so I think sometimes it’s better if 

hers is in a different coloured dish because she can’t always see it… I 

mean with the breakfast she will eat the majority of the porridge on her 

own cos it’s white on blue… [Asked: is there a reason why the blue dishes 

are only used at breakfast time?] I’ve no idea. That’s just what they send 
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from the kitchen. They have the blue at breakfast and then white at lunch. 

That’s just what they send. (Rachel, Care Home Staff, CH5II6, 31-48) 

In this care home, the crockery was available that would help Audrey to continue 

to eat more of her food independently; however the systems in the home meant 

it was not consistently used at all mealtimes and the contrasting coloured 

crockery was only made available on a morning. Whilst Rachel had thoughtfully 

reflected on the reasons why Audrey did better at some meals than others, 

determining this was because of the contrast in colour between the plate and 

the food, this reflection was not followed up. The potential reasons why this was 

the case will be explored in the discussion chapter.  

Sharon, a member of care home staff from the same home as Rachel, had 

reflected on the way in which people living with dementia and dysphagia in the 

care home were treated and she shared her dissatisfaction with this. Sharon 

said that people were singled out and treated like lepers, which she would not 

want for her own family members. 

I don’t know you just do it don’t you it just becomes this habit of oh that 

person has thick and easy and that person has the food pureed and you 

pass on that information to somebody else and it’s not enough… They’re 

kind of singled out and I don’t like that, I don’t think it’s fair. It’s a bit like 

being a leper... It’s like they’re a different, like they’re on a different level 

and they’re put somewhere else and you probably don’t think as much 

about them as you do about getting people in here [the dining room] and 

sitting them down at the table because it’s just easier to get the meal, go 

to them, feed them and then just walk away, and that to me is it’s pretty 
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naff. I wouldn’t want it for my parent. (Sharon, Care Home Staff, CH5II5, 

215-231) 

When asked why people were treated this way, Sharon shared that she felt that 

the lack of recognition of individual needs and identities was as a result of people 

having a diagnosis of dementia. She said that if a person had difficulties in 

expressing their preferences, then their views were not considered. 

The problem is, dementia is in the way. That’s the problem. If they didn’t 

have dementia and they could think for themselves then they’d be able to 

you know tell you what they needed and what they wanted. But because 

they don’t they don’t seem to push that and people seem to think they 

can just do what they like because they have dementia. They’ve got 

dementia and they’re not able to say that’s wrong or that’s right… They're 

forced, aren't they? And that's wrong to me. Whether it's for health 

reasons or not it's wrong. (Sharon, Care Home Staff, CH5II5, 351-364) 

The focus on tasks and routines of the home, rather than the individual needs 

and preferences of the people living in the home, had an impact on the potential 

for individualised experiences of eating and drinking, and thus a negative impact 

on the recognition of identity. When asked about the type of information they 

found out about individuals, care home staff referred to admissions paperwork 

where they asked about likes and dislikes relating to food and drink and some 

staff said they asked about preferences of where the person preferred to eat, 

though from the task focused practices identified, it seemed that this information 

did not always influence practice. This suggests that, even when care providers 

had some knowledge about a person’s past experiences and preferences, this 
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information was not always used to provide individualised care that recognised 

and respected the identity of individuals. 

5.2 Quality and quantity 

In the previous chapter I presented data that suggested that the quality and 

quantity of food had changed for people when comparing their past experiences 

in their own homes with their present experiences of living in a care home. For 

people living with dementia and dysphagia, there were even more examples of 

when the food and drink they received was not of the same standard as it had 

been in the past, and also when compared to care home residents who were not 

living with dementia and dysphagia. This in particular came from the need to 

modify the food and fluids, for example to soften or blend the food or to add 

thickener to the drinks. These modifications had an impact on choice, which will 

be discussed later in this chapter. In this section, I will focus on the impact of 

food and fluid modification on the quality of food and drink. 

There was variation in the perceived quality of the meals in the different care 

homes and by different members of staff. Sharon shared that she felt that the 

food in all of the care home where she worked was not of an appropriate 

standard, and that family members had complained about the food because of 

this. 

I don’t think I’ve ever worked anywhere where families haven’t 

complained about the food and how it looks. They complain about that a 

lot and I’m not surprised because it’s literally dropped on a plate in 
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mounds of whatever it is. You never get told what it is you just have to 

assume or guess what it is. (Sharon, Care Home Staff, CH5II5, 250-255) 

Other people felt that an effort was being made to make the food more 

interesting for people who were on a modified diet, so that it was not just 

‘mounds of food on a plate’ but instead demonstrated some creativity. A number 

of staff in one of the care homes spoke positively about the pureed salads that 

were offered to people who required their food to be blended. 

The kitchen do do wonders. Like I’d never heard of pureed salad before 

but when it came up and they present it so nicely with squiggles of 

beetroot on the plate and it looks really pleasing to the eye, not like a 

school dinner or anything like that [laughing]. (Nadine, Care Home Staff, 

CH6II1, 277-281) 

Blending food created a number of challenges for the cooks in the care homes. 

The cooks and kitchen staff I interviewed spoke about a desire to follow the rules 

of what someone was permitted to eat, but also wanted to make food that was 

nourishing, often relying on the cooks and kitchen staff to be creative in the way 

they prepared meals. Trudy was concerned about the reduction in vitamins in 

the food because of how they had to prepare it for people on a modified diet. 

I do worry about the vitamin content in the veg because you boil the hell 

out of them and sometimes, like broccoli and cauliflower, I don’t do that 

in the steamer I do that on the stove then I use the water for the gravy so 

we’re still using some of it. It’s a balance between making the veg so it’s 

soft enough for them to eat it and trying not to lose all the nutrients cos 
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obviously they’ve got to be able to eat it. There’s no point putting in front 

of them a nice healthy meal if they can’t eat it. (Trudy, Care Home Staff, 

CH7II7, 85-93) 

Trudy felt that they were going some way to ensure that the quality of the food 

was as high as possible by making sure that they bought good quality 

ingredients; but she also noted that some homes she had worked in spent much 

less on food, which meant that the enjoyment for those eating it would be lower. 

I have worked in a lot of different places and here, because you know 

where the food is coming from, you know it’s not cheap rubbish. Not just 

the basic things. Where I’ve worked in some homes where they go for the 

cheapest fattiest foods and it’s terrible to cook with and to eat. But here 

you know it’s good quality meat you know where it’s coming from it’s nice 

quality stuff it’s not cheap basic horrible stuff and that’s important. (Trudy, 

Care Home Staff, CH7II7, 382-388) 

As well as the potential for reduction in food quality because of the need to 

modify meals for people living with dementia and dysphagia in care homes,  

there were also a number of comments relating to the quantity of the food. 

Audrey, one of the care home residents, felt that the care home staff gave her 

more food than she wanted, saying “They always give me big plates of food, but 

I don’t want a lot” (Audrey, Care Home Resident, CH5II3, 40-41). This comment 

from Audrey was particularly interesting as both her son and the staff in the care 

home who were interviewed acknowledged the fact that Audrey only ate small 
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amounts. However, a member of staff also supported Audrey’s view of being 

given more food than she wanted, saying: 

She [Audrey] seems overwhelmed by the food. She seems to get half 

way through and then she thinks she’s eaten it so we turn the bowl around 

for her. But sometimes she seems to be overwhelmed by the food that 

she’s getting and we do try and do small portions but I feel that’s it’s still 

too much for her cos she’s only a little lady is Audrey so she does struggle 

and she’s adamant “I’ve eaten it, I’ve eaten it” but we say to her “Audrey 

you’ve not finished your dinner love.” (Rachel, Care Home Staff, CH5II6, 

8-17) 

For people who were having their food blended, there was also some 

acknowledgement that, because of fluids being added to the food, the quantity 

looked more than it was in terms of the calories and nutrients. Sharon reported 

being aware of this but felt that other care home staff were not aware.  

I think also when you puree it down and put it on a plate you wouldn’t get 

as much as you would if you just had it normal. If you put it out proper 

you’d get twice as much but I don’t think people realise that they’re getting 

half as much as the others. (Sharon, Care Home Staff, CH5II5, 102-106) 

Whilst there were a number of reported challenges associated with people 

having dysphagia and the need to modify diets, some of the care home staff 

spoke about positive attempts that had been made to make modified food and 

drink more appealing in terms of how it looked and tasted, in order to increase 

the quality of the food and how much people ate. In terms of the presentation of 
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food, care home staff talked about moulds that could be used to make food more 

visually appealing to those eating a pureed diet. Sharon felt that, by making the 

food look more visually appealing, this would mean that people would be more 

likely to eat it, for example like the pureed salads mentioned previously with the 

artful drizzle of beetroot puree. However, Sharon felt the home she was working 

at did not produce meals that were visually appealing for people on a modified 

diet. 

I did work somewhere where they got those moulds and made it into like 

what they were so that they knew what it was and it looked nicer. And 

that’s half the battle isn’t it? You know, people aren’t going to eat it if it 

looks like shit… they’re not going to eat it or they’re going to struggle or 

not enjoy it. I mean, you’d have to be starving to eat some of the pureed 

food here. (Sharon, Care Home Staff, CH5II5, 255-262) 

Whilst Sharon felt that the food being prepared was not of a sufficient standard, 

Dorothy, who worked in one of the other care homes spoke about how they 

made an effort to present food nicely, though recognised there were some 

challenges with that. Dorothy said that, because of hygiene issues meaning they 

had to use plastic piping bags, they were not able to pipe hot food to make it 

look nice, but were able to do this with cold foods. 

The presentation with the cold options is good because you can pipe it 

and play about cos it’s cold. But the hot, well for hygiene reasons we 

aren’t allowed to have cloth piping bags here so it’s plastic so you couldn’t 

really put in something that was hot. But with hot, we put it all in scoops 
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so it’s all nicely on the plate so it’s not all just mixed together it’s separate 

so you can see the separate things. (Dolores, Care Home Staff, CH7II5, 

41-47) 

During observations, on the whole, food was served so that each of the different 

components of the meal was separate on the plate. Some of the staff gave 

mouthfuls of food with a single component per mouthful, whereas others mixed 

the food together on the spoon. Trudy, one of the members of care staff noted 

that sometimes other staff in the home would mix the food on the plate so that it 

was not possible to identify the different food types or flavours. She felt that this 

was not appropriate. 

We always do things separately. A lot of people mix them all up together 

but then everything looks brown so we always say to the girls when they 

come up to the hot plate “please don’t get a spoon and mix it all up” 

because we’ve done it all separately because, although they can’t tell 

you, they can still see that meal and you have to show them it and say, 

“This is what you’re having today”. And the colours, we like the vegetables 

to be the proper colour because yes they might have dementia but it’s all 

about senses and they may still be able to see the colours and think, “Oh, 

I’d like to try that” and I think they give them a little bit of each, but we had 

a bit of a problem sometimes where we’d spend ages cooking everything 

separate and looking nice and they’d mix them all together, so that’s 

another issue. (Trudy, Care Home Staff, CH7II7, 389-394) 
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As well as commenting on the presentation of food, taste was also reported to 

be something of importance. By the care home staff presenting the different food 

types separately, this meant that different food types could be given one at a 

time, so the person eating it could experience different tastes.  In one of the 

observations of Shelly, a member of staff took time to explain to her what each 

of the different food types were. She watched carefully to see which Shelly 

preferred then gave more of the foods that received a positive response and, 

after checking that she had interpreted Shelly’s response correctly, stopped 

giving the food she did not seem to like. 

The staff member is assisting Shelly with her meal. The staff member 

acknowledges that Shelly prefers some flavours to others, comments on 

this to Shelly and then gives more of the flavours she prefers (Personal 

Enhancer: Recognition) (Shelly, CH6, Map 2) 

It was acknowledged by several members of staff and family members that some 

people living with dementia showed a preference for sweeter foods. This 

knowledge was used to help people to eat more or to have more of the things 

that they enjoyed. Patricia, a member of care home staff, spoke about one 

person in particular who she felt preferred sweet foods and commented that they 

therefore put honey on some people’s food to make it more appealing. 

It’s like one now we’ve tried her with her breakfast and she won’t entertain 

it and probably come dinner time she won’t entertain the dinner. But she’ll 

entertain the pudding because we find that some of them they actually 

prefer sweeter things. Like one of them, they put honey on their food to 
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just give them that sweet taste. (Patricia, Care Home Staff, CH7II4, 14-

20) 

This use of sweet foods to make them more appealing was observed both with 

Patrick and with Magnus. When observing Magnus, a member of staff 

commented to him that they had added jam to his rice pudding to make it sweet 

for him in acknowledgement of the fact Magnus preferred sweeter foods. 

A member of staff returns with Magnus’ pudding and says “I’ve brought 

you a nice rice pudding. You do prefer your puddings don’t you. I’ve 

added in some jam as well to make it nice and sweet for you”. Magnus 

seems to enjoy eating the rice pudding and is keen to receive more. 

(Personal Enhancer: Acceptance) (Magnus, CH5, Map 2) 

As well as using sweet flavours to enhance experience, Patrick’s wife Claire also 

reported the importance of smell. She said that she gave Patrick the opportunity 

to smell his food before she gave it to him and felt that this helped him to eat 

more. 

If Patrick does this [gestures keeping his mouth closed], I will hold the 

teaspoon near his nose so he’s got the smell of it and the same when I 

open one of those mousses later, I’ll get some on the spoon but I’ll hold 

it so he can smell it and then he will probably open his mouth. So it, you 

know sometimes I would take the spoon and just touch his bottom lip but 

as I say, it’s the smell that’s the thing that can help. (Claire, Family 

Member, CH7II8, 76-83) 
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Using moulds, keeping food types separate, making sure vegetables keep their 

colour, using sweet flavours and giving people the opportunity to smell their food 

were all tips that were shared with me in the recognition that how food looks and 

tastes had an impact on the experience of eating and drinking. Nadine, one of 

the members of care staff, went further to recognise that people living with 

dementia and dysphagia in the care home had reduced opportunities to 

experience the sensations relation to eating and drinking due to the fact that 

they were no longer actively involved in the preparation of meals. 

I suppose there’s no peeling of the carrots; all I’ve got is the carrots on a 

plate. For me there’s no feeling the vegetables and having all the smells 

of cooking as well. Because obviously everything comes up from the 

kitchen in the hot trolley so they’re missing out on all of those experiences 

as well and the tasting of, “Does this have enough salt in it?” or, “Have I 

put enough curry powder in?” and checking as you go. Cos that can be a 

memory creator as well, “Oh, I remember when I did that the last time and 

it tasted just like that” and thinking about those memories from the past. 

(Nadine, Care Home Staff, CH6II1, 253-262) 

Trudy, in a different care home, also acknowledged that people no longer had 

opportunities to cook things themselves. However, she felt that by home-cooking 

a lot of the meals in the home itself, there was the opportunity for people to have 

the experience of enjoying the taste of home cooked food, even if they didn’t 

prepare it themselves. 
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We give them home cooked, so nearly everything we cook ourselves. We 

could buy it in, but we like to make it otherwise it’s not cooking, it’s just 

heating things up. And the cakes and things, we like to do our own 

because it tastes better. So we’re big on taste here and make sure 

everything tastes nice. (Trudy, Care Home Staff, CH7II7, 389-394) 

Whilst care home staff and some family members reported that a lot of effort 

was made to make sure that meals looked, tasted and smelled nice, there were 

also reports of disgust relating to food and drink that had been modified, as in 

food being blended and drinks being thickened. Emily, a member of care home 

staff, spoke about a lady she had worked with who required thickener in her 

drinks and reported the lady being disgruntled about this, which Emily felt was 

an expected response. Sharon, who worked with Emily, felt that the reasons why 

people didn’t like the thickened fluids was because they were disgusting. 

I’ve yet to meet anyone who does [like thickened fluids] because it’s pretty 

disgusting. I wouldn’t want to drink it. I’ve drunk it you know when we’ve 

been on training and it’s just vile stuff. It’s like wallpaper paste really. It’s 

disgusting. (Sharon, Care Home Staff, CH5II5, 7-13) 

Susan, who worked in one of the other care homes agreed with Sharon. She 

shared that she cringed at the thought of having thickener in her drinks. And 

there was similar disgust when referring to food that had been pureed. Whilst a 

number of residents in the care home had modified diets, staff shared that they 

would be dissatisfied if they had to have modified diets, with Sharon saying, “She 
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doesn’t like it either, the pureed food. I think it looks unappetising. I wouldn’t 

want to eat it” (Sharon, Care Home Staff, CH5II5, 97-99). 

Sharon went on to say that it was not just the fact that it was modified food that 

made it disgusting but the fact that it was often served cold and that there was 

no variety, something which will be described in the next section. Terry, whose 

mother Audrey lived in the care home where Sharon worked, also described the 

blended meal options as being “not very nice”. Some of the residents were able 

to indicate to staff that they were not happy with the food they were being given. 

Nadine gave an example of one lady who she supported in the home who would 

not accept food she did not like, saying, “Some days she’ll really enjoy her meals 

and other days she will tell you it’s disgusting. She will say “yuck” and she’ll 

clamp her lips together. She won’t eat it” (Nadine, Care Home Staff, CH6II1, 28-

30). 

Two of the SLTs involved in the first focus group, Maggie and Nina, spoke about 

the quality of the food for people on a modified diet and how this might be 

interpreted by the person. Maggie shared that some people on a modified diet 

had indicated to her that they felt they were being punished.  

I think that sometimes people feel like they’re being punished [murmurs 

of assent from other SLTs] and a couple of times that has been said to 

me, particularly one patient who told her nurse that she thought she was 

being punished, that she’d done something wrong, that was her 

perception of the different food. (Maggie, SLT, FG1, 727-732) 
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Nina agreed with this statement from Maggie and shared her own example of a 

lady who felt that her food was of a lesser quality because her family did not pay 

as much money. She felt that the person was trying to find a justification for why 

they had different, sub-standard food compared to others in the home. 

I’ve experienced the same thing with a patient of mine saying to me, “My 

family doesn’t pay as much for me to be here as everyone else because 

I have this horrible food.” They’re trying to make an explanation for it. 

(Nina, SLT, FG1, 745-749) 

In these examples, people on modified diets felt they were being punished or 

were not paying enough and so were receiving a lesser quality of food. Given 

some of the descriptions of the food and fluids by care home staff, it is perhaps 

understandable why some people may not wish to have this modification to their 

food and drink. However, it is also acknowledged that some care home staff 

were making a considered effort to avoid food and drinks being perceived as 

disgusting by thinking about creating a positive sensory experience. 

5.3 Choice 

Choice is a topic that arose frequently in the interviews with care home staff and 

family members, who spoke about the importance of people being offered 

choices relating to eating and drinking. This was also a sub-theme that was 

discussed in the previous chapter with care home residents talking about a lack 

of choice in the present day compared to in the past. Whilst choice was 

described by care home staff and family members as important, there were a 

number of instances where the views and wishes of others were imposed on 



  

 194 

 

people living with dementia and dysphagia. Some of these choices were made 

by care home staff and some were made by family members. 

Shelly’s daughter, Delilah spoke about where her mum preferred to eat. Whilst 

she had asked the care home staff to take Shelly down to the dining room for 

her meals, on reflection she felt that her mum would prefer to eat in her bedroom. 

Given a free choice I think she would probably eat in here [her bedroom] 

but my sister and I well, both sisters and I were very keen that mum is 

stimulated as much as possible for her to keep going for as long as she 

possibly can. We don’t want her languishing in bed all day although we 

do appreciate there are some days when well why not? ... So I think we've 

probably requested that she goes down to the dining room for her lunch 

and I think she's probably fine with that but I think ultimately given a 

choice she may well choose here. (Delilah, Family Member, CH6II7, 209-

220) 

When observing Shelly, she was only ever seen to eat and drink either in her 

bedroom or in the quiet entrance area, however staff had reported that the 

reason for this was that she had been unwell. When asked, Shelly did tell me 

that she preferred to eat in her bedroom. When asked why, she said “I’m not 

sure. I think it’s quieter” (Shelly, Person living with dementia and dysphagia, 

CH6II6, 17).  

Care home staff said that care home residents were asked about their 

preferences relating to eating and drinking on admission to the care home. 

However, it would seem that these preferences were not always taken into 

account. The above example with Shelly is one illustration of this, where the 
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preferences of the family members were prioritised over the preference of 

person. There were other examples of people’s preferences being overridden. 

Susan, a member of care home staff, shared that, whilst she was aware of 

people’s preferences, she did not always stick to these as she preferred to offer 

variety. 

What I do, even though it [the care plan] does categorise what their 

favourites are, I don’t tend to give them that every day. I like to give a 

varied choice. Obviously they can’t always make the choice themselves 

so I try to give different things. (Susan, Care Home Staff, CH7II1, 192-

196) 

Whilst Susan’s motives seem to be to increase variety, she was also 

disregarding the recorded preferences of someone who was perhaps no longer 

able to communicate their choices. However, as mentioned in the previous 

chapters, when treats are offered too often, they no longer feel like a treat. As 

such, Susan, whilst seeming to take away choice, may have been preserving 

the sense of a certain food type being a treat. Other members of staff also 

reported taking away choices, with the intention of being helpful. Trudy shared 

that salt was not put out on the tables for people to add to their food because 

she felt it was not healthy. 

We don’t add salt and things like that because obviously they’re on a low 

salt, well salt isn’t good for you. So we might put a little bit in for taste but 

we don’t put salt out on the table because obviously we can’t in case they 

put on too much. So we don’t add it because on your meal at home you 
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might put salt on but we don’t here because it’s not healthy. (Trudy, Care 

Home Staff, CH7II7, 395-401) 

This intention to keep people healthy was not consistent. Whilst salt was 

withheld from people in case they added too much, Trudy also shared that she 

was happy to add high fat, high sugar and sweet ingredients to meals in order 

to make sure people received sufficient calories. 

They do tend to get a lot of cream and things and most of them have a 

sweet tooth but why not give them it you know? We’ve got to be quite 

healthy but at the end of the day you’ve got to give them what they’re 

going to eat. (Trudy, Care Home Staff, CH7II7, 401-405) 

As well as care home staff and family members making decisions for people 

living with dementia and dysphagia regarding where they had their meals and 

the ingredients that were or were not added to meals, there were many 

examples of a lack of choice with regards to what was available for people with 

dysphagia to eat. In all of the care homes, there was a lack of choice reported 

and observed at both mealtimes and snack times. Nora spoke about the lack of 

choice for people on modified diets at breakfast time. 

On a morning the puree people, they just get the porridge and some [are] 

eating bread. We give a jam sandwich or a chocolate sandwich or 

something like that. But they not get the bacon and things on a morning. 

The people like [name of resident] on a normal diet they get bacon and 

sausage and egg but not the feeds. (Nora, Care Home Staff, CH5II2, 153-

158) 
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This example shows the reduced choices at breakfast time for people with 

dysphagia, and also demonstrates some of the labels that were used to describe 

people on modified diets and those who required assistance, which were 

discussed earlier. Care home staff at one of the care homes spoke about Audrey 

and how they had offered her a choice of foods but she was not seemingly happy 

with any of the choices other than the porridge.  

It’s like Audrey, she only has porridge [for breakfast] and she’ll have a 

jam sandwich but nine times out of ten she doesn’t want the jam sandwich 

because she’s full off her porridge. And we’ve offered Weetabix but she 

doesn’t like Weetabix. She’s said that she doesn’t like it and the other two 

options for the cereals are rice crispies and corn flakes which she can’t 

have. I don’t think she’s overly happy because it’s the same thing every 

day. We offer if we have scrambled egg so if we have scrambled egg we’ll 

say, “Do you want some scrambled egg Audrey?” But she’s like, “Oh no, 

I don’t want anything” but we’re really limited on what we can offer. 

(Rachel, Care Home Staff, CH5II6, 192-203) 

In this example Rachel highlights the challenge of trying to offer variety whilst 

accepting there are a limited number of options available on a modified diet. 

When I asked Audrey about her choices at breakfast, she told me that it was not 

about a lack of choice, but that she has never eaten much breakfast. It would 

seem that staff had not interpreted the situation in this way and had not asked 

Audrey why she did not want the food. Audrey shared, “Well I don’t have the 

breakfast really, well not a right lot because I was always up early I wasn't 

hungry” (Audrey, Person living with dementia and dysphagia, CH5II3, 16-21). 
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Audrey’s son, Terry recognised that this had always been part of his mum’s daily 

routine. He also shared that she had always been more of a ‘picker’ rather than 

eating a big meal and that she always had a sweet tooth. He also commented 

on his mum’s routine for the order in which she eats what’s on her plate, 

depending on how hungry she is. 

She’s always been the kind of person who will only eat the things she 

wants to eat. So what she’ll do is, she’ll do one of two things. So if she’s 

not feeling hungry, her favourite bits on the plate she’ll eat. But if she’s 

hungry, she’ll get to the boring stuff first then she’ll save the better things 

til last. And I do exactly the same. And I see it in my mum. So if there’s a 

nice piece of meat on the plate and there’s veg and she wasn’t hungry, 

the meat would go and the veg would stay. Whereas if she was hungry, 

the veg would go first and then she’d tuck into the meat. (Terry, Family 

Member, CH5II7, 219-228) 

I asked Terry whether the care home staff knew this routine of his mum’s and 

he said he did not think so. During the study, Audrey was able to eat 

independently, but this would be important information for care home staff to 

know should Audrey need assistance in the future. Terry also shared that in the 

past they would always have had meals at the dining table and never on their 

knees. During the study, because Audrey was able to eat independently, she 

ate her meals in the dining room. However, in the care home, people who 

needed assistance to eat and drink were given their meals sat in easy chairs in 

the quieter lounge. This would be something else to consider should Audrey 
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need assistance with her meals in the future and yet was something else Terry 

was not sure care home staff knew about his mum. 

As well as breakfast options being reduced for people on a modified diet, cooked 

mealtimes in the day were also described as lacking in options. In some 

instances, I was told by care home staff that the choices were the same for both 

people on an unmodified diet and those on a modified diet. However, with further 

questioning, care home staff shared that actually there was a reduced choice as 

not all of the meal options were softened or blended. 

I do think there is a little bit of a lack of choice. Like at dinner time, you 

can have the meat or fish but you’re not getting other things, like pasta is 

never softened up for them. So I do feel they lose out cos most days it’s 

just meat and potato and veg. Same way with the puddings because a lot 

of them are getting the high cal puddings. And we’ve tried to encourage 

the kitchens to do jellies and pureed fruit rather than just the creamy 

mousses, because they don’t seem to like having the creamy puddings 

all the time and plus at the same time if they’re getting jellies and things 

like that then they’re getting fluids into them at the same time as well. And 

they do like the fruit but they don’t tend to get a lot of the pureed fruit. 

(Kirsty, Care Home Staff, CH6II3, 59-70) 

When I asked care home staff about the reasons why not all of the meal choices 

were offered to people on a modified diet, they said that it was because it was 

not so easy to blend all of the different options. For example, Patricia said that 

only one meal tended to be blended but that other people did have a choice. 
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I think only one of the meal tends to be blended so it would probably be 

the chicken because that’s easier to blend. But all the rest of them, they 

have a choice of what they want for their dinners, they have a choice of 

two for their dinners. And for their evening meal even though it’s normally 

sandwiches or they can have like fish fingers and chips or something like 

that and then they always have the same for the puddings but the softs 

and blendeds they have one of them but the majority there’s a choice. 

(Patricia, Care Home Staff, CH7II4, 100-116) 

Trudy, who worked with Patricia, agreed that they tended to only blend one of 

the meals. She said that in part this was because there were only eight people 

in the home who required a blended diet so it was easier to blend just one option 

for them. 

In most of the care homes, the midday meal was a cooked meal and the evening 

meal consisted mostly of lighter food options such as sandwiches or salads. This 

evening meal was also a challenge often for people on a modified diet and care 

home staff such as Sharon reported a lack of variety. 

Half of the time it’s cold and would you want to eat cold food? Especially 

cold mashed potato, which is what the soft diets have pretty much every 

day. It’s disgusting. And teatime they get soup every single day. There’s 

just no variety, not for the ones that need assistance. They get soup every 

single day. There’s no choice. Where the others might get something 

else, but they just get soup nothing else. (Sharon, Care Home Staff, 

CH5II5, 308-314) 
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On the other hand, as mentioned previously, some homes had tried to make the 

cold meals more appealing by blending salad items, which is not something that 

immediately comes to mind as a blended option. In the same care home, several 

members of staff reported a new initiative they had tried to overcome a lack of 

choice at snack times. They had started blending biscuits with cream so that 

people who required a modified diet had more choices for snacks. Susan spoke 

about this, as well as blending fruit to make a kind of ice cream. 

They’ve started to blend biscuit down with cream. But the other day one 

of them [kitchen staff] they blended down some banana and froze it to 

give them that taste. Because obviously for the people who can eat 

anything we can offer biscuits, chocolate, crisps. They’re all there on the 

trolley for those who are able to eat, so obviously these people are sitting 

there looking thinking, “Where’s ours?” So you’ll probably see some of 

those on the trolley. And they have the milkshakes as well with cream to 

build them up, and there is so many that are on that soft diet that are 

maybe able to suck a chocolate, but again we have to monitor that. 

(Susan, Care Home Staff, CH7II1, 40-50) 

In other care homes, there was a reported lack of choice at snack times. Nora 

said about snacks for people with dysphagia, “For those people with the difficulty 

with the swallowing, they give the mousse and the yoghurts to them. No 

chocolate and no biscuits and no crisps and no fruit” (Nora, Care Home Staff, 

CH5II2, 57-60). However, Sophie, a member of care home staff, felt that it would 

be easy to make adaptations to existing snacks, such as mashing cake up with 



  

 202 

 

cream or dunking biscuits in tea. She felt that other staff should have more of a 

‘can do’ attitude when it came to modifying snack items. 

Why can’t they have cake? Get some cake, put some cream on it and 

mash it up and it’s a soft diet. People need to use their heads… Biscuits, 

melt them in tea… There’s no reason why they can’t have a biscuit on a 

soft diet. You can make anything soft. I hate that word ‘can’t’. “They can’t 

have it”. Yeah, they can. (Sophie, Care Home Staff, CH6II2, 371-379) 

During my observations, there were a number of occasions where care home 

staff made the choice about what people were given.  

Audrey is given a meal by a member of staff without being given any 

choice of what to have. Other people in the room are also observed to 

not be offered a choice of what they would like to eat. (Personal 

Detraction: Imposition) (Audrey, CH5, Map 2) 

 

This lack of choice was not just seen in people who required a modified diet, and 

not just a mealtimes. In one of the homes, the member of staff serving the tea 

and biscuits took biscuits seemingly at random out of the biscuit tin and gave 

them to each person in the room without offering them a choice. This imposition 

by staff was also seen when people were saying that they did not want any more 

to eat but were over-ruled by staff who were assisting them to eat. Care home 

staff reported that they were denying this choice to not eat any more because 

they recognised that people needed to eat. 
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Shelly tells the member of staff “I don’t want any more” on several 

occasions. Each time, the member of staff says, “Let’s just have one 

more” and then continues to try to get Shelly to eat more (Personal 

Detraction: Imposition) (Shelly, CH6, Map 3) 

Janice is reluctant to eat any more food and keeps her lips closed and 

tries to turn her head away. The member of staff continues to put the 

spoon up to Janice’s lips and get food into her mouth (Personal 

Detraction: Imposition) (Janice, CH7, Map 5) 

 

In addition to diminished choices about what and where to eat, there were also 

examples shared about people not having a choice about how to eat and drink, 

like the aforementioned lady who was ‘fed’ her meals due to being labelled a 

“full assist”, even though she was capable of eating without assistance. This 

tendency to ‘feed’ people was observed and reported on other occasions also. 

Kirsty spoke about two of their care home residents who preferred to be able to 

eat by themselves. Kirsty reflected that she could understand this point of view 

as she would not like to be fed herself. 

The thing is with some of them, like this lady I was talking about the toast 

and the porridge, I think a lot of that was, she couldn’t manage the knife 

and fork to eat with so she liked it because she could just sit there with a 

spoon and she could do it herself independently. It was that 

independence as well that she could do it herself that was important 

because it’s not nice to have to be fed and she was a lady that didn’t 

really like you sat there helping her with her dinner and the lady down the 
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corridor is the same she just doesn’t like people assisting her and I can 

understand it because I wouldn’t like it either. (Kirsty, Care Home Staff, 

CH6II3, 138-148) 

In the next section of this chapter, I will move on to talk about opportunities for 

independence when eating and drinking. To summarise this section, there was 

a general consensus that people living with dementia and dysphagia in the care 

homes had reduced choices for meal and snack times and this was 

predominantly for people who required a modified diet. There was also some 

lack of choice about where people had their meals and how they ate them. Whilst 

care home staff found out about people’s preferences, these were not always 

followed and some key information was seemingly not shared or asked about. 

In some care homes, significant efforts were being made to offer more food 

choices and variety to people on a modified diet and there was some recognition 

of the reasons why people might not want to be assisted to eat and drink. 

5.4 Independence and Involvement 

During observations and interviews, it was apparent that people living with 

dementia and dysphagia were predominantly the recipients of eating and 

drinking related care activities and had very few opportunities to have an active 

role when it came to eating and drinking. Jenny and David reported strategies 

that they had developed to help their respective family members, Magnus and 

Janice to continue to have some independence in eating and drinking. Jenny 

spoke about how she supported Magnus to eat by them both having a spoon so 
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she could help him to get food onto his spoon but that she only helped if Magnus 

needed her to.  

I mean sometimes he uses his spoon upside down and that’s again when 

I step in. I make sure I’ve got some implement ready so he has a spoon 

in his hand but I have another one ready in case, but I don’t help unless 

I need to. Well, if you take that away from him… (Jenny, Family Member, 

CH5II1, 23-26) 

Similarly, Janice’s husband David had found a way to ensure Janice could still 

eat some of her food independently. He had noted that Janice could no longer 

eat by herself due to the fact that she was now on a pureed diet and was unable 

to hold the spoon to eat with and so staff had to feed her. However, he had found 

that Janice was able to independently eat the cakes he brought in for her if he 

placed them in her left hand. 

Now, I bring her a little cake and she knows where that goes. But you 

have to put it in her left hand, because if you put it in her right hand she’ll 

just squash it up, that’s what she does. But put in in the left hand and it’s 

straight up into her mouth and in two minutes it’s gone. (David, Family 

Member, CH7II3, 85-91) 

These examples from Jenny and David show that, with certain adaptations, their 

family members were able to have a more active role in eating and drinking. 

Both of these approaches were observed as being successful at enabling 

Magnus and Jenny to eat with some independence.  
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Throughout his main course of his meal, Magnus’ family member 

observes Magnus eating and, when he struggles to get food onto his 

spoon, uses a separate spoon to help push the food on so that Magnus 

can continue to eat independently. This is all at a relaxed pace also. 

Magnus appears relaxed and focused on his meal. (Personal Enhancer: 

Facilitation) (Magnus, CH5, Map 4) 

Family member places a piece of cake in Janice's left hand, stating that 

she can eat independently if this is done. Janice then eats her cake 

independently with a look of pleasure on her face. She keeps her eyes 

on her piece of cake. (Personal Enhancer: Facilitation) (Janice, CH7, Map 

3) 

Jenny said she felt that, whilst she encouraged Magnus to eat independently, 

that this did not happen when she was not there. She suggested that this was 

because staff did not have the time to support Magnus to eat by himself. Jenny 

went on to say that she therefore tried to be at the care home every day so that 

she could help Magnus to eat at least one of his meals himself. 

Well I don’t know what happens when I’m not here but I suspect because 

if I take hold of my utensil Magnus will open his mouth so I suspect that 

they do just feed him. And in many ways I don’t blame them because he 

does need constant supervision, because you don’t quite know where it’s 

going to go and they just don’t have time for that constant supervision. 

But I just say, “Come on, you can do it, get on with it.” Because it’s good 

for him to do it himself. (Jenny, Family Member, CH5II1, 233-238) 
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Beatrice’s husband, Bert also spoke about ways he supported Beatrice to 

continue to be involved in eating and drinking. Bert shared a particular example 

of collaboration relating to drinking, where he and Beatrice each held one side 

of the cup. Beatrice was not able to drink independently, but Bert felt it was 

important for her to still be involved. 

I’d always make a cuppa tea when we got in and she just sips it. Probably 

takes about quarter of an hour. And now I hold one side of the cup and 

she holds the other handle. I mean, she wouldn’t bring her hand up 

herself and do it and if you put it on the table next to her it’d just stay 

there. So I just pick her arm up and say “hold the handle” and she’ll help 

lift it up and sip it. So I do it with her because if you just left it in her hand 

she’d spill it so I just encourage her all the time. (Bert, Family Member, 

CH6II4, 21-29) 

Staff members also spoke about whether or not people were able to eat and 

drink independently and what support and adaptations people needed. After 

initially saying that Magnus was never able to eat by himself, Sharon corrected 

herself and said that Magnus could eat independently if he was sat up at the 

table, which she felt was important to maintain independence. In practice, 

however, I observed Magnus eating and drinking on five separate occasions and 

did not observe him being invited to sit at the table on any of these occasions. 

If you put Magnus up against a table he can eat by himself which I’m a 

big believer in not taking their independence away. Like using 

wheelchairs instead of walking them, all those things, I mean they don’t 
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have very much left as it is so I try to make them do things themselves 

when they can. (Sharon, Care Home Staff, CH5II5, 162-166) 

Colin was also described by Sharon initially as someone who was not able to 

eat and drink independently. However, one of Sharon’s colleagues, Rachel, 

described an occasion when Colin was able to sit at the table and eat his meal 

himself. 

With Colin, so on New Year’s Day he was actually down here [in the quiet 

lounge] and he was sat at the table and he actually had his meal himself. 

So he, well obviously it went all over him as well, but the majority of it he 

did actually he ate his main and his pudding by himself. (Rachel, Care 

Home Staff, CH5II6, 99-103) 

This description of Rachel’s concurred more with what was observed during 

DCM observations. Colin was observed eating and drinking on three separate 

occasions and was able to eat and drink independently for some or all of these 

meals.  

In some care homes, as well as there being limited opportunities for people to 

get involved in eating and drinking for themselves, opportunities to participate in 

food and drink related activities were also limited. Several staff members 

reported that this was because of a lack of either time or staff resource. 

However, in two of the homes, the activity co-ordination teams were making an 

effort to involve the care home residents in eating and drinking related activities. 

Nadine spoke about the cooking sessions that were held with residents and felt 

that these were of benefit. However, the cook in the same home said that these 
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did not happen frequently as there was not the time to do so. Nadine shared, “I 

think it’s nice when they do the cooking sessions, like they did one last week 

where they did chocolate crispy buns and I think it’s nice that they can still be 

involved in the making of something” (Nadine, Care Home Staff, CH6II1, 271-

274). 

Delilah, whose mum Shelly lived in the same home where Nadine worked, said 

that her mum enjoyed attending the baking sessions, even though she could not 

fully take part. Delilah felt that they gave her mum an opportunity to feel involved 

and have a change of scenery. 

Mum does like to go to the groups and I think she’s happy just to go along 

and watch and feel involved rather than join in; a change of scenery and 

a bit of activity going on around her even if it was just to give it a stir; but 

again the coordination isn’t quite what it was but it’s nice for her to feel 

involved with the reminiscing and things even if she can’t eat what they’ve 

made at the end. (Delilah, Family Member, CH6II7, 408-414) 

This perceived benefit of participation was in contrast to what Audrey’s son, 

Terry thought. Terry said he felt that Audrey would not be able to cook anymore 

and so felt that the staff just did the cooking because Audrey was no longer able 

to cook. This fitted with the observations in the home and the discussions with 

care staff, that baking groups were not carried out as it was felt people would 

not be able to cook or bake and as such would not benefit from such an activity. 

I can’t imagine she would be able to do anything with cooking anymore. 

As far as I know the staff just do the cooking but I’m not certain as I’m not 
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here that often but I don’t think she would be able to do it anymore so 

there wouldn’t be much point. (Terry, Family Member, CH5II7, 141-144) 

As well as people being involved, or not, in the preparation of food and drink; in 

one of the care homes a number of the staff spoke about food based activities 

that involved the care home residents being provided with a wide variety of 

different food and drink options to try. The home had developed ‘Foody Fridays’, 

where they would have a different theme on a Friday relating to food and / or 

drink. The activity co-ordinators made an effort to make sure that people on a 

modified diet due to dysphagia were still able to enjoy what was on offer. For 

example, Janet spoke about using soft cheeses on the day when they were 

sampling different cheeses with crackers, saying, “It can be blended down for 

them so they can have the taste as well so they’ll have the soft cheeses and 

things as well so activities [the activity co-ordinators] do that” (CH7II5, Janet, 

Care Home Staff, 159-161). 

In one of the other care homes, people with dysphagia were less well catered 

for when taster sessions took place. Delilah spoke about some of the 

experiences her mum, Shelly, had missed out on because of being on a modified 

diet. Delilah felt it was a shame that her mum could not join in with the activity 

and that adaptations could not be made. 

It’s a shame really that she can’t always join in because they have taster 

sessions, I think they’ve had chocolate recently and frothy coffee, 

whatever that is. What else have they had? I think they had cheese one 

time, anyway different taster sessions, different foods. And it’s a shame 
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really because mum can’t join in with that because of the diet she’s on 

and because they insist on using the thickener in her drinks. And she won 

a little packet of chocolate buttons at the bingo the other day but I thought 

that would just sit on her tongue and melt but she wasn’t really that 

interested. And oh they also did fruit but again she can’t have and maybe 

it’s a big ask for them to puree it all but it’s a shame for mum to miss out. 

(Delilah, Family Member, CH6II7, 384-395) 

Delilah’s reference to the staff insisting on using thickener will be discussed in 

the next chapter as it highlights a disagreement between Delilah and the care 

home staff.  

In one of the care homes, the activities co-ordinators had found ways to include 

eating and drinking in other activities where all residents could participate if they 

wished. She estimated that 80-90% of the activities they organised had some 

kind of food and drink element, for example having a cup of tea whilst listening 

to a singer, a little tub of ice cream half way through watching a film or a glass 

of beer and a packet of crisps whilst watching the rugby. One of the members 

of staff, Sonia, referred to the kitchen staff as excellent at helping to adapt foods 

so that people with dysphagia could also participate. She also spoke about 

having themed events to bring some variety to eating and drinking experiences, 

in particular she spoke passionately about a meal that was prepared by their 

cook who was from Ghana to celebrate their culture. 

We had Ghana day, so a few of our staff are from Ghana and one works 

in the kitchen as well as a carer and we asked her if she would do a 

fantastic meal. So she made this fantastic food and that was a celebration 
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of her culture, and she brought in some of her clothes for us to dress in 

we had some of the clothes, but the big focus was the food. There was 

this beautiful chicken dish and a rice dish and plantain that was gorgeous 

and for the pudding there was this coconut, oh, I can’t even remember 

what it was but I can still remember the taste. My mouth is watering it was 

gorgeous and that’s like a celebration of culture, celebration of us as a 

family but all centred around food. (Sonia, Care Home Staff, CH7II6, 174-

185) 

As well as such food and drink based activities offering an opportunity for people 

to be meaningfully occupied, they also brought a social element to eating and 

drinking that was observed to be absent for most of the meals and snacks due 

to people eating in chairs around the sides of the rooms or in their bedrooms, 

rather than at the dining tables with other people. This environment significantly 

impacted the opportunities for social interactions at meal and snack times for 

people living with dementia and dysphagia. Sharon shared that she did not like 

that people were being singled out: “I just don’t like the way they single them out 

here. And they do. Oh we’ll put all the softs in one room or at one table, but 

why?” (CH5II5, Sharon, Care Home Staff, 235-237). One of Sharon’s 

colleagues, Emily gave the explanation that people needed to focus on their 

meals, but also recognised that this perhaps needed to be reviewed.  

There are certain people who are in the other room because they have to 

focus on being fed but I suppose that we need to look why they’re in there 

and is it the same people in there all the time? (Emily, Care Home Staff, 

CH5II4, 783-786) 
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The data in this theme of independence and involvement highlights that the 

possibilities for people living with dementia and dysphagia to have an active role 

relating to eating and drinking was reported and observed to be lessened. Some 

care staff and family members had implemented adaptations to enable the 

person to be more involved. These adaptations were not consistently applied 

and many care home residents were eating separately to others and missing out 

on social opportunities.  

5.5 Resignation 

In the previous sections I have described some of the ways that members of 

care staff and family members reported adaptations in the types and choices of 

food and drink that were being provided to people living with dementia and also 

to the ways in which people were being assisted to eat and drink. One of the 

themes that I identified in relation to this adaptation was a certain degree of 

being resigned to the situation, from care home staff, family members and 

people living with dementia and dysphagia; to accepting this new way of living, 

whether or not they were really happy with it. 

Emily, one of the care home staff, spoke about the tendency in life for people to 

just go along with things. She felt that this was true for people living in the care 

home who perhaps then went through the motions of eating and drinking 

because they no longer had much of an appetite.  

I think in life generally there are people who will just go along with things 

and I suppose in a way I could imagine that, well you don’t build an 

appetite when you’re just sitting. So maybe the fact of he’s going through 
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the motions of eating, but in reality he’s maybe not hungry so he’s got no 

passion for the things that he wants. That maybe isn’t there. I could 

imagine there might be an element of that maybe not on a day to day 

basis but maybe he’s resigned to it. (Emily, Care Home Staff, CH5II4, 

505-513) 

Emily interpreted the gentleman’s lack of passion as being due to not being 

hungry and being resigned to the fact that he needs to eat anyway. There may 

however be other explanations for the lack of passion that could have been 

explored, such as not liking the food. Sharon, felt that Magnus had just got used 

to the fact that he had his drinks thickened and, whilst he used to spit them out, 

he did not do so any more. SLT Nina shared Sharon’s view; she felt that, as 

people’s dementia progressed, they became less aware and therefore more 

accepting of the recommendations. 

I find that, if people have progressed, they’ve had less awareness about 

the food and they’re actually, they’re more happy to accept the 

recommendations. I had a lady for a long time who was meant to be 

having thickener and kept not having it and getting chest infections and 

the last time I saw her she’s now on a level three and she doesn’t even 

notice. She doesn’t complain. She never asks to not have it and I think 

it’s actually because she’s progressed. (Nina, SLT, FG1, 786-793) 

It is interesting that Nina perceived this as a reduction in awareness due to a 

progression of the person’s dementia. An alternative explanation would be that 

the lady had become resigned to the fact that all of her drinks would be thickened 
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whether she wanted them to be or not as she was seemingly unable to go and 

make a drink for herself.  

This idea of being resigned was not just related to the food and drink that was 

being provided. Jack also shared an example where he appeared to be resigned 

to the fact that some members of staff were able to support his wife, Veronica 

more effectively than others. 

Some are better at it [assisting Veronica to eat and drink] than others and 

that’s always going to be the case. And [name of staff] was here when I 

came in yesterday and she’d forgot I was sat where you were sitting and 

she was so focused on Veronica and then there was another one. Some 

of them it’s a question of just get it in and it goes all over their mouth. But 

that’s life I suppose. But they do do the best they can I think and I feel 

lucky that my Veronica is in here. (Jack, Family Member, CH7II2, 414-

421) 

As well as being resigned to the fact that Veronica is not always supported to 

eat in the most positive way, Jack suggests that he cannot expect more than 

this and still feels he is lucky that Veronica is in the care home, even though he 

has identified ways in which her care could be improved. This fits with some of 

the examples given in the previous chapter where people living in the care 

homes felt that, whilst there were improvements that could be made, they could 

not realistically expect those improvements to actually be made. 
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5.6 Conclusions 

In this chapter I have shared examples from the perspectives of care home staff, 

family members, people living with dementia and dysphagia and SLTs that 

explore some of the experiences of people living with dementia and dysphagia 

in care homes. People living with dementia and dysphagia were treated in ways 

that did not recognise their individual personalities and preferences and 

examples have been shared of occasions when their identities were not 

recognised. The quality of the food provided to people who required a modified 

diet was lacking in variety and choices, despite the efforts of some care home 

staff to improve the sensory experiences. There was evidence of people living 

with dementia and dysphagia becoming less involved in activities relating to 

eating and drinking, including the social elements of mealtimes and, whilst there 

was some dissatisfaction with this, there was also a sense of being resigned to 

the changes.  
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Chapter 6: Who is in charge? Conflicting perspectives of multiple 

stakeholders 

In this chapter I will address the third objective of this thesis: to determine the 

perspectives and roles of those supporting people living with dementia and 

dysphagia in care home. Prior to undertaking this research, I was aware from 

my clinical experience that multiple individuals were involved in supporting 

people living with dementia and dysphagia in care homes, including family 

members, care home staff and SLTs. As such, I invited these different groups of 

people to participate in this study via individual interviews (family members and 

care home staff) and focus groups (SLTs). Through my data collection, it was 

evident that there were multiple, differing perspectives from the individuals 

involved, and that each had varied roles and responsibilities. This chapter 

addresses the strong superordinate theme that arose from these different 

perspectives of, ‘Who is in charge?’  

With multiple people involved, some internal and some external to the care 

home environment, there was evidence that roles and responsibilities were not 

always clear and, as such, decision making was not straightforward. When 

disagreements occurred about the best guidance for a person living with 

dementia and dysphagia, an imbalance of power was identified, with some 

individuals (care home staff and relatives) experiencing disempowerment and 

others (predominantly SLTs and GPs) having a more powerful or influential 

position. This resulted in some people following guidance they disagreed with 

and others making a choice not to follow the guidance provided by health care 

professionals. There were practical challenges with ensuring information was 
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provided and shared with all who needed to know it, primarily relating to the 

provision of recommendations by SLTs and the rationale for these, which 

contributed to some of the disagreements.  These conflicting perspectives and 

approaches will be discussed in the context of the comparison between knowing 

the person and having specialist knowledge of dysphagia, which runs 

throughout the themes, and with reference to the role of trust between the 

different parties involved. A summary of the themes and sub-themes that relate 

to this super-ordinate theme of who is in charge can be found in Table 11. 

Table 11 Themes and subthemes – Who is in charge? 

Theme Sub-themes 

Roles and 

responsibilities 

• Uncertainty of SLT role 

• Decision maker 

Communication 

challenges 

• Sharing of information 

• Communicating and understanding 

recommendations 

Trust • Knowing the person 

• Good days and bad days 

• Risk and fear 

Agreement and 

disagreement 

• Tension and balance 

• Conflict 

• Power and disempowerment 

In this chapter I will illustrate the four themes using data from the interviews, 

focus groups and observations.  

6.1 Roles and responsibilities 

Care home staff and family members in this study expressed some uncertainty 

about the roles and responsibilities of SLTs in supporting people living with 

dementia and dysphagia. SLTs in the focus groups were asked about their role 
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in supporting people living with dementia and dysphagia. The SLTs in both 

groups spoke at length about their roles being varied and holistic, including: 

individualised assessment, advice and interventions that considered the 

person’s individual needs and training and education for people living with 

dementia, their family members and health and social care professionals. 

However, whilst the SLTs appeared clear about their role, care home staff and 

family members shared uncertainty about what a SLT might be responsible for. 

Claire, Patrick’s wife was aware that Patrick was waiting to see the SLT but was 

not sure what to expect in terms of what the SLT would contribute. When asked 

what her expectations were of what the SLT might say or do, Claire said: 

That’s a good question. I’m not sure really. I don’t expect there’s anything 

much they can do that’s different to what we are doing already with the 

nice soft foods. I think [the care home manager] was saying that there 

used to be three specialists but there’s only one now so I think that’s why 

it’s taking so long for them to visit people. (Claire, Family Member, 

CH7II8, 127-132) 

Whilst Clare acknowledged the specialist status assigned to SLTs, she was not 

sure that they would suggest anything different to what the care home were 

already doing for Patrick. The recognition of the uncertainty about the role of the 

SLT was reflected in comments made by several SLTs in both focus groups. 

Victoria shared that, in her SLT role in a triage team, she frequently came across 

care home staff or family members who were uncertain about what the SLT role 

involved, saying: “I’m part of the triage team as well and just asking “What are 

you expecting to get from us?” invariably the answer is “I don’t really know but 
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I’ve been told to refer to you”” (Victoria, SLT, FG2, 17-19). Later during the same 

focus group, Zoe shared that she felt it was not only family members and care 

home staff who did not fully understand the SLT role in supporting people living 

with dementia and dysphagia. She also felt that other SLTs working in different 

fields did not appreciate the wide scope of the role. 

Even our own colleagues don’t understand the types of assessments that 

are quite different to the medical model of how we go about dysphagia 

assessment… It’s a very different style and just understanding and 

appreciating that and not just going for hands on and, you know, all of the 

other parts. So I think it’s a different type of dysphagia assessment or I 

suppose eating and drinking assessment for this client group. (Zoe, SLT, 

FG2, 539-541) 

Zoe went on to suggest that, a lack of understanding of the role and the 

implications of involving SLT might contribute to why care home staff and family 

members may go on to disregard the recommendations being made and be 

seen as being non-compliant. Zoe highlighted the need to check that people 

know what the SLT might do and the potential outcomes of a referral before an 

assessment takes place. 

The first thing to do is to check that the person wants that assessment 

and advice. You know, are they concerned? Or if they have the capacity 

to sort of communicate that to you. That whether they appreciate that you 

going in, that I will potentially advise this, this and this. You know, is that 

what you would want? So they might not fully understand what the 
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potential implications of our assessment might be and sometimes we can 

be quick to go in and make recommendations and say, “Oh no they’re not 

compliant.” (Zoe, SLT, FG2, 305-314) 

This lack of awareness of the potential implications of SLT involvement may 

explain why there was uncertainty about who makes the decisions regarding 

eating and drinking and whether the decisions and recommendations were 

implemented. SLT Bridget spoke about how her team was trying to reduce the 

uncertainty about the SLT role to help care home staff and families know when 

to refer and what might result from a referral. Bridget spoke putting together a 

pre-referral pack with frequently asked questions. 

We are trying to develop a pre-referral pack for nursing homes with 

dysphagia and we were kind of coming up with frequently asked 

questions and one of them was what we define as a specialist 

assessment and when would our role become necessary. (Bridget, SLT, 

FG1, 33-37) 

Linked to the uncertainty about roles and responsibilities was the uncertainty 

about who makes the decisions about eating and drinking. In the different care 

settings involved in this study, there was not one clear decision maker. The 

person who was deemed responsible for making a decision varied depending 

on the decision to be made. Veronica’s husband, Jack clearly stated this in 

reference to his wife, Veronica who was being provided with a soft diet by the 

care home staff, whereas he believed her food should be pureed. He reported 

being told by the care home manager: 
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[The Manager] said “We’ve got a problem because of SALT [Speech and 

Language Therapy] and all the restrictions they put on us” he said, “And 

there’s not a lot we can do. And if we’ve got to go down that path then 

there’s a long waiting list.” (Jack, Family Member, CH7II2, 101-105) 

This reported comment by the manager suggests a negative relationship 

between the care home and the SLT service, where the manager feels that the 

SLT is restricting them rather than supporting them. Reflecting on this situation, 

Jack went on to say: “It seems to be a mystery about who actually can make the 

decisions. Well not who can make them but how they are made as to why 

something is ok for one person but not for another” (Jack, Family Member, 

CH7II2 482-485). This comment from Jack led me to have an informal 

discussion with a member of the care home team. I asked about the rationale 

as to why Veronica was on a soft diet when her husband, Jack reported that she 

struggled with this and thought she would be better with a blended diet. The staff 

member said that the decision to provide a blended diet had to be made by the 

SLT because the change would make Veronica’s diet too restricted and they 

were limited because of the six to eight month waiting list for a SLT appointment. 

I went on to ask about another lady who participated in the study, Janice, who 

was receiving a blended diet and asked when she had seen a SLT. I was told 

that she had not seen a SLT but that her GP had made the decision about the 

blended diet as it was deemed to be in her best interests. This reinforces Jack’s 

statement above that “something is ok for one person but not for another” without 

there being an obvious rationale for this inconsistency. It also highlights a 

discrepancy about roles and responsibilities when it comes to decision making, 



  

 223 

 

with the GP making the decision in this case but being deemed inappropriate to 

make decisions in other situations, relating to other people living in the care 

home. 

Family members were not the only people to be unsure about who was 

responsible for making decisions regarding a person’s eating and drinking. 

Some members of care home staff provided examples of uncertainty about 

where eating and drinking decisions came from. For example, when asked who 

makes the decision about who requires assistance to eat and drink, staff 

member Nadine reported: 

I’m not sure if it’s from the nursing team or the clinical lead manager. I’m 

not 100% sure on that one. I know obviously the Speech and Language 

Therapists get involved and there’s people that come out and assess and 

they make the decisions and then obviously all the staff get told and then 

that’s what we have to do. (Nadine, Care Staff, CH6II1, 226-231) 

It is evident that Nadine is uncertain about who is responsible for making 

decisions about eating and drinking and that other, anonymous people have the 

power to prescribe who needs assistance and who does not, without discussion 

with staff, who are “told” what they have to do. Whilst Nadine was uncertain 

about who made such decisions, she still felt she had an obligation to follow 

them saying “At the end of the day, it’s on your head if you go against what 

you’ve been told to do, even if you don’t agree with it” (Nadine, Care Home Staff, 

CH6II5, 329-331). 
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In contrast to Nadine’s uncertainty about who made decisions about eating and 

drinking, other staff, such as Janet who worked in one of the other care homes 

felt quite sure that it was the SLT who was responsible for making the decisions 

about eating and drinking, saying: “The Speech Therapist. They make the 

decision. It all goes through the doctor and the office will get in touch with the 

doctor and they’ll make the referral to the Speech Therapy then they’ll come in” 

(Janet, Care Home Staff, CH7II5, 50-53). It was not clear what accounted for 

this difference in certainty, especially as Nadine’s care home appeared to have 

easier access to SLTs than Janet’s did. 

A number of other members of care home staff stated that it was someone else’s 

responsibility to make the decisions about what was appropriate for a person to 

eat and drink. However, this theoretical responsibility did not always fit with 

practice. One member of staff, Sharon, reported of her colleagues: “Sometimes 

the staff here do just take it upon themselves to decide what people should and 

shouldn’t be having and I don’t think we should be doing that. It’s not our job to 

do that, to make those decisions” (Sharon, Care Home Staff, CH5II5, 116-119). 

Sharon felt that it was not right for her colleagues to “take it upon themselves” 

to make this decision.  

In considering the theme of roles and responsibilities and who is responsible for 

making decisions about eating and drinking, there was little evidence of people 

living with dementia and dysphagia being the decision makers. Partly this may 

have been because it was felt that the person did not have sufficient awareness 

of their dysphagia. During her interview, I asked Jenny what her husband, 

Magnus might tell me about his eating and drinking. Jenny felt that he would not 
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be aware of his difficulties with eating and drinking and would still want to eat a 

normal diet, saying that he would say, “That he has no problem [with eating and 

drinking]. I’m nearly certain he would.” And that, if he could have his choice of 

what he wanted to eat, “Definitely chocolate digestives” (Jenny, Family Member, 

CH5II1, 193-198). However, Jenny went on to say that, of course it would not 

be possible for Magnus to have these anymore. This suggests Jenny believed 

that Magnus was not aware of the difficulties he was having and might have 

perceived his eating and drinking abilities differently to others around him, 

resulting in a lack of understanding as to why he was no longer being offered 

his favourite biscuits, and why others were not affording him the opportunity to 

make a decision about what he wanted to eat and drink. 

Audrey had a similar difference in perception about her own eating and drinking. 

When asked if she had any difficulties with eating and drinking, Audrey said, 

“No, I don't think so. No problem because I just [indicated eating quickly]” 

(Audrey, Person Living with Dementia and Dysphagia, CH5II3, 53-54). Audrey’s 

view was in contrast to the care home staff and her son, who reported that she 

had difficulties with chewing her food and therefore had to have a modified diet. 

Even though Audrey felt she had no difficulties with eating, she had limited 

control over the food that she ate as the texture of the food she was offered was 

decided upon by the care home staff. 

To summarise this section, there is clear uncertainty about who is responsible 

for making decisions relating to eating and drinking recommendations relating 

to eating and drinking for people living with dementia and dysphagia. On the 

whole, there was agreement that the SLT or GP would make the 
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recommendations, but family members and care home staff chose whether or 

not to follow them. People living with dementia and dysphagia were not seen as 

decision makers, perhaps due to a perceived lack of recognition of their 

dysphagia. Later in this chapter I will explore the process of decision making in 

reference to what happened when there was a difference of opinion.  

6.2 Communication challenges 

As well as there being miscommunications and misunderstandings about the 

roles and responsibilities of the SLT, there were also challenges reported 

relating to the sharing of information between the different parties involved. This 

resulted in recommendations not being followed or being only partly 

implemented. One of the examples related to the language that was being used 

to provide eating and drinking guidance and the quality of the communication 

between different members of the care team. This was particularly highlighted 

by the SLTs in the focus groups. Isabel (SLT) spoke about communication being 

a challenge, especially in reference to the specific guidance around modifying 

diets. 

A totally different challenge we’ve already touched upon communication 

and how poor communication can be in handing over recommendations 

and those being followed. But I actually think a lot of kitchen staff’s trouble 

is with the specificity of modified diet. Something mashed to that small 

[murmurs of assent] and with a thick sauce that doesn’t have a crust on 

it. And it’s hard for them I think. It’s difficult. And with so many changes in 
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the guidelines from the national descriptors and now IDDSI [International 

Dysphagia Diet Standardisation Initiative]” (Isabel, SLT, FG1, 454-462) 

The IDDSI guidelines (Steele et al. 2018) were developed in order to provide a 

common language for describing different textures of food and fluids and 

replaced the previous National Texture Descriptors (National Patient Safety 

Agency 2011). Whilst they were developed collaboratively with healthcare 

professionals and caterers, some of the language used is complex and there 

are various different elements to take into consideration when assessing the 

appropriateness of a certain food type for an individual. Care home staff also 

highlighted the challenges with changes in terminology and guidance around 

texture modification. Sophie commented that she felt that the changes to the 

guidelines were unnecessary. 

And then they keep changing the descriptions, that’s another thing. This 

woman came in cos it’s all changed from level one stage one to all this 

IDDSI shit. Oh God, why not just leave it at one thing rather than keep 

changing it for the sake of changing it? (Sophie, Care Home Staff, CH6II2, 

379-383) 

Carol, SLT referred more specifically to her concerns about recommendations 

being misunderstood when being passed from one person to another within a 

care home, resulting in recommendations not being followed. She suggested 

that, in her attempts to give recommendations that were individualised for the 

person, the nuances of these recommendations might be lost as they were 

passed on. 
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I think that’s similar to my concerns that if I’m trying to give some of those 

more individual individualised recommendations. The worry is that being 

misunderstood or misinterpreted when that’s passed on from one 

member of staff to another to another that that ends up being something 

completely different. (Carol, SLT, FG1, 958-963) 

Veronica’s husband, Jack also reflected on the challenges of communication 

within the care home. Jack felt that he was able to give helpful advice to 

members of the care team about what was helpful for his wife. However, whilst 

he believed his advice may be recorded in his wife’s file, it might not be passed 

on to other members of staff who did not know his wife so well. Jack felt this 

could have practical implications for how his wife managed to have her drinks. 

Communication is a problem in these establishments, terrible 

communication problems. Because I can talk to one person about 

something this morning or this afternoon and they’ll go away and put it in 

their notes but that doesn’t filter down. And a good example was, I know 

because of what I was doing before with her, that the beakers with the 

little slot and the hole she can drink. And she’ll drink a full carton, if that’s 

the right description. But they still come out with a thing that’s big with a 

big hole and of course it goes everywhere. (Jack, Family Member, 

CH7II2, 116-125) 

One of the members of care home staff in the same care home as Jack’s wife 

agreed that it was difficult to remember what was needed for each individual, 

saying “It’s so hard remembering who has what.” (Janet, Care Home Staff, 
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CH7II5, 17-18), highlighting that the challenge is not just with information being 

shared, but with it being retained by care staff. This difficulty in remembering 

recommendations was made more challenging in situations where there was 

inconsistency in the types of food that were given. For example, Sharon, 

expressed uncertainty as to why Audrey was given biscuits when it had been 

recommended for her to have a blended diet, “I mean what’s that about? She’s 

eating biscuits but she’s having a pureed meal for her main course” (Sharon, 

Care Home Staff, CH5II5, 87-88). When asked if she had challenged this 

inconsistency of approach, Sharon said she had not. Sharon’s colleague, 

Rachel was similarly confused about why Audrey’s diet consistency varied, 

saying of Audrey: 

She was on a soft diet when I came. Nobody explained why people were 

on softs. I was just made aware that some of the residents were on a soft 

diet. But then, when I saw Audrey having biscuits I was like, well she’s on 

a soft but they said she can occasionally have biscuits. But it does 

confuse me. (Rachel, Care Home Staff, CH5II6, 71-76) 

This confusion is particularly understandable when it is taken into consideration 

that Audrey was observed and reported to be able to eat biscuits without any 

difficulty. In the first period of observation carried out with Audrey, she was given 

a hot drink and two biscuits. Audrey sat by herself and carefully dunked her 

biscuits into her drink and ate them with great concentration and pleasure 

(Audrey, Map 1, CH5). As well as noting that Audrey showed no signs of 

dysphagia whilst eating her biscuits, this was also the only time I observed 

Audrey to experience positive well-being when eating and drinking. 
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As well as finding it hard to remember which recommendations had been made 

for which person, especially if the recommendations were nuanced, 

individualised and inconsistently followed, family members in particular also 

expressed uncertainty about the reason for specific recommendations, 

suggesting that these had not been clearly or effectively communicated to them. 

When asked about Janice being recommended to have a pureed diet, her 

husband David shared that he did not know the reasons behind the change but 

felt perhaps it was because she could not eat by herself anymore. He believed 

that the care home staff would have the necessary information. 

No I don’t know why really, unless maybe she started refusing the food. 

But they suggested it here and they’ll have all the details, won’t they? I 

remember them saying, “Janice has gone onto soft foods now” and that 

was a while ago and I think they said that was easier for her because she 

can’t eat by herself. (David, Family Member, CH7II3, 20-27) 

Family members also on occasion shared that they were not sure of the reason 

why their loved one was having difficulties with eating and drinking. Jenny, 

Magnus’ wife was not sure whether her husband was forgetting to swallow or 

whether he was not able to, saying: “He’s not swallowing as he was. I’m not sure 

whether he forgets or whether he’s not able. I don’t really know.” (Jenny, Family 

Member, CH5II1, 17-18). Audrey’s son, Terry had a similar uncertainty about his 

mother’s swallowing difficulties. He said that she had difficulty chewing her food 

and digesting her food but this latter belief did not fit with any reports from the 

care home staff, who did not report any problems with digestion. 
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My understanding is that she has this inability to chew her food and to 

digest her food. So from that point on it’s been a challenge for the guys 

in here. They’ve tried various bits and pieces but my understanding is it’s 

the chewing and the digestion where the problem is. So I think they’ve 

been blending it down, they’ve been doing whatever they need to do. But 

my understanding is that she can’t chew and digest the food I think that’s 

where the issue is. (Terry, Family Member, CH5II7, 7-14) 

Whilst Terry did not fully understand his mother’s swallowing difficulties, he had 

confidence in the care home staff that they knew the reasons for her difficulties 

and were providing an appropriate diet based on that understanding. However, 

it is easy to see how a lack of understanding about the cause of swallowing 

difficulties, and indeed what those difficulties are, might have led to family 

members not following recommendations that had been provided. 

With so many different people involved, there were a number of different 

scenarios where miscommunication could and did occur, many of which 

stemmed from uncertainty. This resulted in a lack of understanding about 

dysphagia and the recommendations being provided by the SLT or senior 

members of staff. As will be discussed later in this chapter, this impacted 

decisions that were made relating to eating and drinking and how disagreements 

were resolved. The implications of these miscommunications and potential 

resolutions will be explored further in the discussion chapter. 
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6.3 Trust 

Care home staff reflected challenges in remembering some of the 

recommendations that had been provided for individuals. However, they felt that 

they could be trusted to know what was suitable for a person based on their 

detailed knowledge of that individual. Susan, a member of care home staff, 

shared that she and her colleagues knew that there were some days where 

people varied in their abilities to eat and drink and they knew if they were having 

a good or bad day. 

You get to know everybody. And, some days, one particular gentleman 

will eat it himself. You may start him off with a meal and he’ll continue or 

it might be that I have to assist all the way through. So every day can be 

different for some of them. (Susan, Care Home Staff, CH7II1, 200-204) 

Family members also reported being aware of changes in abilities from day to 

day and the need to provide additional support on some days compared to 

others. Shelly’s daughter, Delilah reflected on her mum’s ability to drink 

independently some days whereas on other days she might require more 

assistance. 

There are some days of late when she has picked up the cup herself and 

has voluntarily started to have a drink, which is a marked improvement 

on our previous experiences where we were having to say, “Come on 

mum, have a drink” and were having to help her with the cup. I think it 

very much depends on her state of mind and on her co-ordination as well 

because there are some days when, not recently I have to say, but some 
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days where she struggles to find the spout of the feeding cup you know 

and get that to her mouth. (Delilah, Family Member, CH6II7, 42-51) 

This example from Delilah corresponded with observations I made of Shelly. On 

one occasion when Shelly picked up her drink independently, she was observed 

to be unable to get the spout of the beaker into her mouth as it was at the other 

side of the cup. After several failed attempts, Shelly put her cup back down. 

Both care home staff and family members described being aware of good days 

and bad days; however, SLTs reported hesitation in making good day / bad day 

recommendations, i.e. suggesting one set of recommendations to be followed if 

the person was deemed to be having a good day and another set of 

recommendations if they were deemed to be having a bad day. This was 

because there was concern that care home staff would not be able to adequately 

make a judgement as to whether the person was having a good or a bad day in 

terms of their eating and drinking abilities. Tallulah, a SLT, spoke about what 

she perceived to be the particular challenges for care home staff in determining 

whether a person is having a good or bad day, whilst also acknowledging that a 

family member, who has known that person for years, may be in a better position 

to recognise when a person is having a good or a bad day. 

I think we have to think how realistic is it to think that that carer that came 

on at lunch can really know is it a good day or a bad day. And equally, 

sometimes it’s family members take these really subtle signs and are 

really in tune and nobody else can be. It’s impossible for somebody else 

to be, “Oh, I’ll try that. I’ll try that today because they’ll manage it.” Or, “I’m 
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not going to try anything I’m just going to puree everything today because 

I know they won’t.” And because they’ve lived with them for years and 

seen the condition progress and they’ve adapted to that whereas in a 

care home it’s unrealistic to have that expectation. (Tallulah, SLT, FG1, 

973-983) 

This view that care home staff may be unable to adequately assess whether a 

person was having a good or a bad day was supported by another SLT, Wendy. 

She reflected that she tried to offer good day / bad day recommendations to fit 

with the Mental Capacity Act (2005) guidance to provide the least restrictive 

recommendations, but she felt that this was reliant on how much confidence she 

had in the care team to be able to make day to day decisions and that she did 

not always trust the care team to be able to do this. 

Quite often it will be to be least restrictive in line with the Mental Capacity 

Act. We’re coming up with two care plans, so a good day care plan and 

a bad day care plan. And where you’ve got confidence in the staff team 

to assess, you know, make those best interest snap decisions on a day 

to day basis. You’re saying, you know, go with the least restrictive. Go 

with the good day care plan bad day care plan. But I think it is very hard. 

(Wendy, SLT, FG2, 334-341) 

This element of trust or mistrust between the different people involved in care, 

or confidence versus lack of confidence in the abilities of the care home staff, 

was identified by other SLTs in relation to the provision of recommendations. 

Tallulah shared that she was not comfortable providing more nuanced 
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recommendations to care homes due to issues around trust in their abilities to 

understand or remember the specifics of those recommendations. 

In a care home it’s much harder to have those recommendations that are 

subtle but are comprehensively followed but are also subtle. And I guess 

I err on the side of them being very comprehensive and easy to follow 

rather than subtle and nuanced and tailored to the individual as soon as 

they move into a care home setting. (Tallulah, SLT, FG1, 947-955) 

This view was supported by Dora (SLT) who, when asked about good day / bad 

day recommendations said that this was not something she would recommend 

in care homes due to lack of trust in the staff and a need to protect herself 

professionally.  

That’s not something I would ever do in the care homes that I cover.  I 

don’t know them well enough to know their staff teams and I wouldn’t trust 

them to be able to make those decisions if it came back on me as well. 

So it’s as much about protecting myself, protecting them in their decisions 

and protecting the patient. And sometimes I can have a really good 

conversation with a carer and think, “Oh yes, they would be great.” But 

they’re not on shift every day and I can’t guarantee it every mealtime, that 

quality of knowledge of the patient and that is not guaranteed. So I would 

never make a recommendation for someone to pick and choose 

something with my caseload. (Dora, SLT, FG2, 366-376) 

Tallulah went on to reflect that this may mean that people miss out on the foods 

they enjoy because the recommendations are focused on worst case scenarios 
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and do not facilitate the flexibility for staff to make a judgement. Maggie provided 

an example that illustrated that, not only did this risk-averse approach result in 

people missing out on food they enjoyed, but also potentially on food that had 

religious significance. 

In my early dysphagia career in a care home I got really badly burned 

with a case where a man wanted to have tiny bits of a particular bread for 

a religious ceremony and I said, ok we’ll do a trial of just that in this certain 

way with this certain modification and this amount of liquid that was 

allowed in the ceremony. And the next time I came, he had the most awful 

pneumonia and he’d been given toast and sandwiches and everything 

and I was just was so horrified that I just, it really was a huge lesson and 

I am conservative in care homes now because of that experience. 

Because he was so ill, he had to have a period of Nil by Mouth he nearly 

had to go to hospital. But they managed to keep him at the home but only 

because there was an extremely good nurse there who got him through 

that chest infection. But then it was no, absolutely not. And at the time I 

was quite early on in my career and I was like well that’s it then. And now 

I kind of think that’s very hard he missed out on that and you know and 

the ethics of that and the quality of life for that man… that was really 

difficult... because of that event that challenge it meant he was on a more 

restrictive diet. (Maggie, SLT, FG1, 984-1003) 

This lack of trust was not one-way between SLTs and care home staff. Sophie 

suggested that she did not have trust in the recommendations being provided 

by the SLT for people who lived in the home where she worked. Sophie openly 
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stated that, whilst she was aware of the recommendations that had been made 

by the SLT, her choice was to not always follow them because she felt that they 

did not fit with what she believed worked for people. 

I just ignore them [recommendations] to be honest and just go with what 

works for them [people living with dementia and dysphagia] rather than 

what it says on a piece of paper. We can still say in the care plan that this 

is what we do because of course it’s what we do. But you need to adapt 

things for people. (Sophie, Care Home Staff, CH6II2, 386-389) 

Sophie’s reference to “what it says on a piece of paper” downplays the 

importance of the advice from the SLT, which she felt did not fit with “what works 

for them”. This implies that Sophie believes the care home staff know better than 

the ‘experts’ who are called in to give advice. This was supported by an opinion 

shared by Sophie earlier on in her interview, that she felt SLTs are unable to 

make a judgement of a person’s abilities based on the briefness of their 

assessment. 

It’s harder for them [SLT] coming into somewhere where they don’t know 

the person. They’ve just met this person and we’re telling them all these 

things and they’ve got a limited amount of time to do this assessment. I 

don’t think Speech Therapists have time to get to know them before 

they’re assessing them. I mean she [SLT] came in for breakfast. She 

must’ve been with her 10 minutes, 15 minutes, but how’s that assessing 

her? How can she make a judgement on that? (Sophie, Care Home Staff, 

CH6II2, 222-241) 
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In this section, I have presented data that indicates a lack of trust between the 

core people involved in supporting people living with dementia and dysphagia. 

This lack of trust resulted in an increase in restrictions for some individuals who 

experienced dysphagia. The trust issues had some basis in the uncertainty and 

communication challenges that were explored earlier in this chapter. Whilst a 

lack of trust was acknowledged by several participants, no examples were given 

of either care home staff or SLTs trying to openly address these concerns. 

6.4 Agreement and disagreement 

So far in this chapter, I have outlined the challenges of multiple people being 

involved, resulting in uncertainty surrounding roles and responsibilities, 

ineffective communication of recommendations and a lack of trust between 

different groups of people. As a result of these challenges, disagreements 

occurred between individuals and groups of individuals. In explaining instances 

of disagreement, it was apparent that each person was attempting to do what 

was best for the individual, either based on their knowledge of that person or 

their knowledge of dysphagia. Emily, a member of care home staff, shared an 

example of working with a family member to put quality of life above longevity.  

The daughter said, “For me, give her what she wants. Even if it’s for a 

lesser duration. Make her quality of life better.” She said she’d have to 

speak to her brother but she thought his wife would support her. But she 

really felt we had to put quality of life above longevity. (Emily, Care Home 

Staff, CH5II4, 38-42) 
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This belief that quality of life was paramount was shared by the family member 

and staff member on this occasion. However, this was not always the case. 

Terry, Audrey’s son, shared an example of where he felt that quality of life was 

more important than his mum getting a well-balanced diet but he felt the care 

home staff did not agree with him. He felt it was more important for his mum to 

be happy and enjoy her food, even if staff were unhappy at the mess she made 

and the fact she then did not then eat her vegetables.  

We’re at a point where, you know what? Anything goes now. You know, 

if it keeps her happy and puts a smile on her face, you know who are we 

to deprive her of that? That’s where we are and you have to balance it. 

She absolutely loves, I don’t know if you’ve seen, they’re called 

Tunnock’s Teacakes you know the soft ones? Well me mum loves them. 

But she makes such a mess. So we bring the baby wipes in and we,  I’m 

not going to deprive me mum of those Tunnock Teacakes just because 

she’s going to get a bit of mess on her clothes. And you know, we wipe 

her down. But that’s just one example of, you know what? If my mum likes 

them then I’m going to bring them in for her and she can have them. And 

if it means she doesn’t eat all her veg at lunchtime well it doesn’t really 

matter does it? (Terry, Family Member, CH5II7, 84-88; 283-299) 

In this situation, it seemed that Terry was not openly challenged on his decision 

to bring in sweet treats for his mum, though he believed that the care home staff 

were not happy about it. However, sometimes there was a more active conflict 

between the care home and the family members; for example, regarding Janice 

and the requirement of staff, backed up by the GP, for Janice to have a blended 
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diet whereas her husband believed she should continue to be able to eat what 

she enjoyed. Whilst undertaking a period of Dementia Care Mapping, I observed 

two separate instances where Janice’s husband, David, went against the 

recommendations that had been made by the care home staff and Janice’s GP. 

No clinical signs of dysphagia were observed during these instances.  

Janice is being supported by her husband to have a snack of a piece of 

cake (Angel Slice). He supports Janice to eat this independently by 

placing it into her left hand. Pleasure is seen on Janice’s face (+3). When 

she closes her eyes briefly, her husband puts his hand on hers. Janice 

snatches her hand away and seems to tell her husband off as if she thinks 

he is trying to take her cake. Her husband says sorry whilst chuckling to 

himself. Janice eats the rest of the cake independently and appears to 

enjoy it, making sure to eat every last crumb from her fingers. When she 

has finished, her husband brushes the crumbs off her top and they smile 

together as he says, “Let’s hide the evidence so we don’t get told off” 

(Janice, CH7, Map 3) 

In an interview with David, he explained that he brings Janice cake because he 

sees that she enjoys it. Later on, when Janice was being assisted by a member 

of care staff to eat her lunch and was eating very little of it, she was told, “I hope 

that husband hasn’t been giving you cake again” (Janice, Map 1, CH7). The staff 

members were not supportive of David bringing cake in for his wife. Care staff 

member Patricia reported that this was due to concerns over choking. 
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Janice’s husband brings in cakes all the time and a lot of the time you do 

watch because just in case you know she chokes or something. You have 

to be careful with what he gives her and he’s like, “Oh but she likes these” 

and maybe she does like them but it could cause her to choke. (Patricia, 

Care Home Staff, CH7II4 134-138) 

Delilah, Shelly’s daughter, had a similar disagreement with care home staff as 

to whether or not Shelly required thickener in her drinks. When staff members 

made drinks for Shelly, they added thickener to the fluids, unless they were 

naturally thicker like milkshakes or fresh fruit juice. Care home staff member 

Kirsty felt that the thickener was required to ‘make it go down better’. 

She [Shelly] used to be on normal fluids. She now just needs a little bit of 

thickener in, just to make it go down a bit better, so just maybe a scoop 

added in to her drinks. Though not the milkshakes; the milkshakes are 

fine and sometimes the fruit juice. The proper juice she’s alright with that 

but with diluted drink or water you certainly need thickener in there. 

(Kirsty, Care Home Staff, CH7II3, 15-20) 

Shelly’s daughter, Delilah disagreed with Kirsty and felt that her mother did not 

need thickener added to her drinks. Consequently, drinks provided by care 

home staff included thickener and those provided by her daughters did not. 

Delilah said “If I were refilling her cup for example I would just use the regular 

liquid from the jug and she manages that with no problem at all” (Delilah, Family 

Member, CH7II7, 40-42). This disagreement was perhaps exacerbated by the 

fact that, the SLT reported that Shelly did not need thickener but suggested the 
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GP could prescribe it if the care home staff thought it was useful, as discussed 

later in this chapter. 

In other similar situations, where there was disagreement between the opinions 

of family members and care home staff, the care home staff referred to the SLT 

to back them up in telling the family members what the person should be eating 

and drinking. This example from Susan demonstrates the use of someone with 

a professional status (the SLT) to reinforce her less powerful position as a 

member of the care home staff. 

That’s why we get the SALT [Speech and Language Therapy] team in 

because you find, sometimes the families think they can still eat. So 

obviously we need to then tell them that the professionals have been in 

and they’re now saying that’s what they have to have. (Susan, Care 

Home Staff, CH7II1, 54-58) 

SLTs reported being aware of this approach, recognising that care homes often 

referred to SLT so that they could use their professional status to enforce 

particular rules to other parties involved in the person’s care. It was identified by 

a number of SLTs as being part of their role, though it was questioned by some 

as to whether it was a good use of clinical time. 

I sometimes find that the care staff have a good understanding of the 

person’s swallowing and they’re being badgered by the family, possibly 

out of guilt. You know, “Oh but I want them to have this, that and the 

other.” And they then want us to go, just to back them up, which again is 



  

 243 

 

a dubious use of our time. But sometimes it’s necessary. (Frankie, SLT, 

FG1, 384-392) 

In other situations, where it was the SLT who the care home staff disagreed with, 

the GP was contacted to provide an alternative decision that supported what the 

care home staff felt was the right thing to do, going further up the professional 

hierarchy in order to get the decision they feel is right. Sophie felt that this was 

required if the care home needed to find a way around recommendations that 

they disagreed with. 

We’d go to the GP, get the GP involved. And family involvement. And say 

to them, “Look, what do you think?” Then we could always phone the 

therapist back and say, “Look, we’ve got a disagreement here. Can you 

come back and reassess at lunchtime?” So you’d ask for a specific time 

cos it’s alright you saying you’re coming in at half eight but the person 

might not normally get up until 10. So that’s what we’re looking at. That’s 

what we’re fighting against. But we’ve got a lot of support from families 

and GPs here so there’s always a way around it. (Sophie, Care Home 

Staff, CH6II2, 270-283) 

This view of the GP being able to override the recommendations from the SLT 

had also been acknowledged by a local SLT in reference to whether or not Shelly 

required her fluids thickened. During the interview with Sophie, she read the 

following extract from Shelly’s SLT report: 

She was assessed on both level 1 and level 0 and there was no sign of 

aspiration or penetration on either consistency. I would therefore suggest 
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that Shelly does not need thickener, however staff report that she will 

drink more when fluids are thickened. I will therefore leave it up to the 

GP’s discretion as to whether to prescribe thickener or not. (Extract from 

SLT report read verbatim during interview, Sophie, Care Home Staff, 

CH6II2, 114-119) 

This supports the professional hierarchy mentioned previously, where the SLT 

has positioned the GP higher up in the professional hierarchy and defers to the 

GP to make the final decision, even if it goes against her professional opinion.  

Predominantly, the decision maker was referred to by care staff as being the 

SLT or “the office”, referring to senior members of staff. As noted earlier in this 

chapter, whilst these were identified as decision makers, the recommendations 

made were not always followed and were sometimes referred to the GP to be 

overridden. In some circumstances, the person with dementia and dysphagia 

appeared more able to influence the decision about what they had to eat and 

drink, though their viewpoint was not always respected. A member of care home 

staff said the following about Audrey, a lady living with dementia and dysphagia, 

and her ability to decide whether or not she wanted to eat a meal: 

I think Audrey still knows enough to know what she wants and what she 

doesn’t want. I don’t think she’s quite at a stage yet where all the thinking 

has to be done for her. If a meal’s put in front of her she’ll certainly tell 

you if she doesn’t like it or she will comment to say she’s full or she’s had 

enough. (Emily, Care Home Staff, CH5II4, 121-126) 
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Whilst this was shared in the interview, my observations of Audrey showed that, 

whilst Audrey was indeed able to say that she was full or had had enough, this 

was not always respected by staff who used verbal and physical prompts to try 

to encourage Audrey to eat more, even when she had pushed her plate away 

(Audrey, Map 1, CH5). The involvement of individuals in decisions about their 

own care was therefore observed and reported to be variable. I asked a member 

of care home staff why she felt it might be that one lady, who she had worked 

with previously, had her views respected, whereas for other people, such as the 

participants in this research study, their decisions may be overridden. 

Well I suppose it might be because the other lady, she used to refuse 

things and she could tell us what she wanted. Magnus, well he seems 

happy with whatever he gets. He’s a good eater. But now you’ve said it 

maybe we don’t change us way of thinking because he seems happy with 

the set up. (Emily, Care Home Staff, CH5II4, 501-505) 

This suggests that a person’s ability to verbally communicate their preferences 

has an impact on whether or not their decisions are respected. There was also 

the suggestion that, whether or not the person understood that they had 

dysphagia, impacted whether their viewpoint was taken into account, as 

highlighted for Magnus and Audrey in Section 6.1.  

Whilst there are many examples above, from care home staff, family members 

and SLTs, that have highlighted the challenges of multiple people being involved 

in supporting people living in care homes with dementia and dysphagia and the 

impact of this on decision making, there were also some examples shared of 
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positive collaborations and agreement rather than disagreement. Anne (SLT) 

highlighted the benefits of a multi-disciplinary approach when working in a care 

home setting. 

I think that the opportunity of working in care homes is that, if you have 

good links with the GP, you’ve actually got a team that you’re working 

within there. And, if you can co-ordinate your visits so that you’re there 

when the GP’s there, so you’re not writing letters, you’re actually 

discussing it with the team, with the nursing staff, with the care staff, the 

key worker and the GP all at the same time it can just work brilliantly and 

you can feel like it’s a real team approach for that person and a very 

coordinated kind of way forward with the recommendations. And that the 

involvement of the family, you know if it works well and they’re there and 

it all coordinates well you can really feel that it’s a very good team 

approach. (Anne, SLT, FG1, 902-913) 

This theme of agreements and disagreements brings together examples of the 

tensions experienced by different people and groups of people in working 

together to support an individual. There was a sense of needing to balance 

quality of life and knowledge of the person and their preferences with the 

physical risks associated with dysphagia, which resulted in conflict when there 

were differing perspectives. When there was agreement, the different people 

involved felt like a successful collaboration had occurred. 
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6.5 Conclusions 

In this chapter I have identified some of the key points raised that related to the 

multiple perspectives of people involved in supporting people living with 

dementia and dysphagia in relation to making and implementing decisions. The 

chapter highlights the many challenges surrounding dysphagia and, in 

particular, dysphagia in people who have a cognitive impairment and, as such, 

are less able to formulate and communicate their own opinion relating to their 

experiences of eating and drinking. Whilst the majority of care home staff felt 

that it was the role of the SLT to make decisions about eating and drinking, it 

was acknowledged by care home staff, SLTs and family members that these 

recommendations were not always agreed with or followed. It is therefore not as 

straightforward as SLTs providing recommendations for individuals and those 

recommendations being followed.  

The quality of the relationships and confidence between the care home staff and 

SLTs varied and, whilst some successful collaborations were described as 

having positive outcomes, the majority of examples given resulted in a negative 

impact on the implementation of recommendations provided. Disagreements 

occurred in all of the care homes, however whether or not these were resolved 

varied significantly. Often, inconsistencies and disagreements were not resolved 

but instead each person behaved in a way that they felt was best for the person 

living with dementia and dysphagia. Broadly speaking, for family members this 

was based on their detailed knowledge of the person and on how to support 

them to have what they perceived to be the highest quality of life and gain 

enjoyment from their food and drink. From the perspective of the care home 
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staff, their behaviours were based on what they had been told from those who 

were perceived to know best about dysphagia, though this was sometimes in 

conflict with what they themselves perceived to be best for the person.  

Whilst this chapter has focused on many of the challenges associated with 

multiple people being involved in care, in the following chapter I will describe 

examples of where eating and drinking provided positive connections between 

the different parties involved and how special occasions helped to bring people 

together. 
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Chapter 7: Maintaining positive relationships through eating and drinking 

In the previous three chapters, the experiences of people living in care homes, 

and in particular those living with dementia and dysphagia, have been explored 

in relation to the changes that result from becoming a care home resident and 

the ways in which different people attempt to work together to support the person 

with dementia and dysphagia. A number of experiences have been described 

that have not been positive for people living in care homes. However, there were 

examples from this study that social relationships with family members, care 

home staff and other care home residents continued to be maintained through 

shared eating and drinking experiences. This chapter will address the fourth 

objective of this thesis: to determine the barriers and facilitators to maintaining 

positive experiences of eating and drinking for people living with dementia and 

dysphagia. I will highlight the connections made between individuals through the 

shared activities relating to eating and drinking and will give positive examples 

of eating and drinking providing a shared focus. I will also outline some of the 

barriers that prevented these connections occurring on a more regular basis. A 

summary of the themes and sub-themes that relate to this super-ordinate theme 

of maintaining relationships through eating and drinking can be found in Table 

12. 
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Table 12 Themes and subthemes – Maintaining positive relationships through eating 

and drinking 

Theme Sub-themes 

Connections • Socialisation 

• Shared pleasures 

• Care and affection 

• Impact on family  

Occasions • Celebration 

• Treats 

• Activities and engagement 

• Special events 

Barriers • Time 

• Resources 

• Communal living 

 

In this chapter I will draw on the interview, focus group and observational data 

to illustrate the themes.  

7.1 Connections 

During the interviews and observations, there were examples of times when 

food and drink activities seemingly created a connection between different 

people. This included between two or more residents of the care home, two or 

more members of the same family, or care home residents and care home staff. 

Many of these connections came out of everyday mealtimes and snacks, rather 

than being organised activities or events, which will be discussed under the 

theme, ‘occasions’, in the next section of this chapter. During a number of 

periods of observation, mealtimes and snack times were the only occasions 

when interactions were observed, with long periods in between of residents 
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sitting alone and not participating in any activity. This demonstrated that eating 

and drinking with others facilitated the strengthening of connections and 

relationships.  

Jenny, Magnus’ wife, spoke about how she still likes to visit Magnus at lunchtime 

as otherwise she felt they were both eating alone. She said that she often 

brought the newspaper with her as, when Magnus still lived at home with her, 

they used to look at the paper in the morning and talk about the news stories 

over their midday meal. During one of the periods of observation (Magnus, CH5, 

Map 4), Jenny was visiting Magnus before and during lunchtime. She had 

brought a newspaper with her and, for almost an hour prior to lunchtime, they 

sat together and looked through the newspaper.  

Magnus is very engaged in turning the pages of the newspaper and 

smiles at Jenny when she speaks with him about what’s in the 

newspaper. Magnus dictates the pace of this review of the days’ news. 

Both Jenny and Magnus appear to be experiencing positive mood and 

engagement. When Magnus’ meal arrives, Jenny gets out her own 

sandwiches and pulls over a small table so they can sit together and 

share their meal. Whilst they eat, Jenny speaks about some of the news 

stories as well as about the food Magnus is eating. She assists him when 

he needs help to get food on his spoon, but the real focus feels like it is 

on spending time together and sharing a relaxed and enjoyable meal. 

(Magnus, Map 4, CH5) 
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Jenny shared in her interview that, since Magnus had moved into the care home, 

it had had a significant impact on her own routine for eating and drinking at home 

and that she did not sit at the table as she had used to and had a reduced variety 

of food. She felt that there was no point laying the table and cooking an elaborate 

meal for one person. She also acknowledged that she missed Magnus’ 

conversation at mealtimes and felt regret for the times she had previously asked 

him to stop talking. 

What is really sad is that sometimes I used to say to Magnus, “Will you 

stop talking, I’m trying to eat.” And now I can’t get a word out of him. That 

is really sad. We used to have a natter whilst we ate our meals and often 

I would say, “Will you just stop talking.” Like you’re trying to write the 

shopping list or trying to cook and natter, natter, natter, natter, just non-

stop talk. And now I wish I’d never asked him to stop talking. I’d give 

anything to have a proper natter with him over a mealtime now. (Jenny, 

Family Member, CH5II1, 276-283) 

The social element of mealtimes was therefore felt by Jenny to be important both 

for herself as well as for Magnus. This was true of other couples as well. Janice’s 

husband, David, and Veronica’s husband, Jack, both shared in their interviews 

that they no longer ate at the table at home because they missed the company 

of their wives, and they felt it was important for both of them to share some 

mealtimes together in the care home, to spend time together as a couple. Janice 

and Veronica were both observed to demonstrate higher levels of well-being 

when their husbands were visiting; as was Beatrice when her husband, Bert 
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visited. Bert shared that he liked to make Beatrice a cup of tea during his visits 

and she always enjoyed them. 

A cup of tea. Oh yes, a cup of tea I make usually when I come in. I’ll make 

her a cup of tea and give it to her and she’ll say, “Oh, delicious” for every 

sip. After every sip, “Gorgeous”. You know, the whole time she says it. 

Every time. She really likes it when I make her a cup of tea. (Bert, Family 

Member, CH6II4, 131-134) 

During observations of Beatrice being assisted by her husband to have her cups 

of tea, Beatrice was seen to look relaxed and content. There was also observed 

to be a connection between the couple as Bert encouraged Beatrice to hold one 

handle of the cup whilst he held the other and they looked at each other as they 

raised the cup together for Beatrice to drink, followed by her saying “delicious” 

(Beatrice, CH6, Map 2). 

Audrey’s son, Terry also spoke about the benefits of sharing a snack together. 

He felt the food provided something for them all to focus on when they spent 

time together, as he previously noted that conversation was harder now due to 

his mum’s cognitive impairment.  

If we bring a couple of treats in we’ll just sit in here and enjoy some quality 

time together and then the eating of the treats is that common interest… 

it’s getting harder work to have a conversation so if we bring something 

in like a chocolate éclair… then that’s about half the time occupied and 

we can talk about how much she is enjoying her treats. (Terry, Family 

Member, CH5II7, 315-329) 
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Connections were also observed between residents and care home staff, and in 

particular with care home staff who were familiar to residents. Patrick was 

supported by a one to one carer throughout most of the daytime hours. One 

member of care staff in particular worked regularly with Patrick and, as such, the 

two of them had a good familiarity with each other. It was noted in observations 

that this connection with the more familiar carer resulted in higher levels of mood 

and engagement during meals compared to when Patrick was supported by 

someone less familiar. 

Members of care staff recognised that mealtimes provided an opportunity for 

socialisation and connection. Sophie said of a mealtime “It’s a social event, or it 

should be. It’s supposed to be an enjoyable meal so make it enjoyable” (Sophie, 

Care Home Staff, CH6II2, 426-428). Rachel, who worked in one of the other 

care homes, gave some specific examples of how she tried to make Colin’s 

mealtimes more enjoyable, including talking to Colin and taking her time to 

support him. 

With Colin, have a conversation with him as well and take your time. He 

likes small amounts and he will happily eat it. It will take a little bit longer 

but he appreciates the time that you spend with him. Sometimes he will 

sit and hold your hand and if you ask him a question he will answer you. 

Obviously if he feels comfortable around you and he likes you he will open 

up. And it may only be just a yes or a no but he will answer you. But you 

just have to be patient. (Rachel, CH5II6, 301-309) 



  

 255 

 

SLT Gerry reflected that, for some care home staff, this taking of time to assist 

someone with their meal is not just for the benefit of the person being assisted. 

Gerry had been told by care home staff that they also get pleasure themselves 

from spending time assisting someone to eat and drink. 

I’ve noticed some staff working in care homes have actually said it’s a 

pleasure for them. So, if somebody does take an hour to eat and they get 

to spend this time with them, it’s an activity that they understand. And 

they can just spend time with somebody and talk about the food. And 

there’s a lot more interaction potential for them. And if it lasts an hour, 

they do feel other people pressuring them to do something else but they 

have said to me that they like doing it and enjoy that time with a shared 

focus. (Gerry, SLT, FG2, 705-713) 

This idea of a shared focus was noted in my observations of people being 

assisted by both care home staff and family members. Whilst interactions 

between meal and snack times were either absent or ‘usual care’ interactions 

(i.e. those that are functional such as saying good morning or saying it’s nearly 

lunchtime) rather than meaningful conversations, I noted that there were a 

higher number of positive interactions during mealtimes and that these seemed 

more natural, with the food and drink giving a purpose to the interaction and a 

clear opportunity for connection.  

7.2 Occasions 

In some of the care homes, staff spoke about specific activities that were 

organised to include both a social element and an eating and drinking element. 
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Care home staff member, Emily shared an example of movie afternoons that 

used to take place at the care home and how they would have ice cream 

together to make more of the occasion. Speaking with reference to one 

particular lady who required a softer diet, Emily said: 

We used to have a movie afternoon. So we used to get a projector and 

they’d put a movie on and I’d pop and speak to her and I’d say [whispers], 

“Shall we have an ice cream?” And she’d be absolutely made up. So I’d 

sit with her and everybody would have ice cream but then she felt 

included, part of the group. (Emily, Care Home Staff, CH5II4, 92-97) 

As well as social events, care home staff also shared that they organised 

celebrations of key events throughout the year, including Valentine’s Day, 

Mother’s Day and Saint’s days, such as Saint George’s Day. All of these 

occasions involved having different types of food and drinks depending on the 

type of event or the season in which they occurred. Sonia talked about how the 

care home staff were trying to use the seasons and occasions to have themed 

meals and snacks to help orientate people to the time of year.  

We’re trying to bring the seasons in. So the next one is Valentine’s so 

we’ll probably do little heart shaped cookies or biscuits. And things get 

mashed down and blended so people are still getting the tastes of some 

of these things… We usually do a mother’s day afternoon tea and on 

father’s day we might maybe do a meaty meal. So St George’s day will 

be beef, Easter will be lamb that kind of thing. So tailored to the seasons. 

(Sonia, Care Home Staff, CH7II6, 36-42; 108-112) 
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Other care home staff spoke about making a particular occasion of Christmas 

and New Year’s Eve in an attempt to replicate the kinds of experiences people 

would have had in their own homes. Sharon spoke about making an effort on 

Christmas day to ensure everyone was downstairs and sitting around the table 

together for their meal. Sharon reported that this was a lovely occasion and 

reflected that it annoyed her that this only happened on one day each year. 

Christmas day, every single person got up and came down for Christmas 

dinner. And it was lovely. Everyone had a smile on their face and people 

ate without help when normally they are just fed. And it was such an 

occasion. So why can’t we do that every day? It really annoys me. 

(Sharon, Care Home Staff, CH5II5, 287-293) 

In this example, Sharon also reflects on the impact of sitting around the table 

together on people’s independence with eating and drinking.  

As well as generic event-focused activities, food and drink were also included 

within personal celebrations. On my first day in one of the care homes I noticed 

that the kitchen staff had written on the menu board “Janice’s Birthday Buffet 

with Victoria Sandwich Cake. Happy Birthday Janice!! ☺” During the day, staff 

members celebrated Janice’s birthday by providing her with a card and a gift of 

chocolates and toiletries, and later with a birthday cake, which had been brought 

in by Janice’s husband, David. As they brought out the birthday cake with 

candles lit on top, all of the members of staff in the communal area stopped what 

they were doing and sang Happy Birthday to Janice, along with one of the other 

care home residents (Janice, Map 1, CH7). David shared in his interview that he 
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liked to bring in a cake for Janice, even though he knew the care home would 

provide one, saying “They all seem to enjoy it when I bring cake in. And it doesn’t 

cost a fortune, but a bit of cake can make a big difference to people and it’s 

something nice I can do for my Janice” (David, Family Member, CH7II3, 61-67). 

David appeared keen to continue this intimate ritual of providing a cake for his 

wife on special occasions, perhaps to demonstrate his affection for her. A 

member of staff from the home, Trudy commented that there was no need for 

David to bring in a cake, seeming not to recognise that this simple gesture was 

of great importance to David, by providing a symbol of celebration for his wife.  

Everyone gets a birthday cake. So, if it’s a birthday, I always do a birthday 

cake. For Janice I didn’t do one because her husband always brings a 

massive one in. He knows he doesn’t have to but he still always brings 

one in. Usually they’ll maybe just bring a little one in but we always try 

and do the cake for them when the family is there so they get to blow out 

the candles. They always get a present as well so I’ll ask the activity girls 

when they want the cake so I’ll try to do it in the morning so it’s ready for 

whatever time they want to do the cake, so when the person is awake. 

And if it’s a blended person they we’ll always blend it down so they get 

some of their own cake. (Trudy, Care Home Staff, CH7II7, 237-249) 

This last comment from Trudy, whilst using labelling language of “a blended 

person”, is seemingly a way of Trudy trying to ensure that people were able to 

enjoy their own birthday cake, even if they were not able to manage it in its 

unmodified state.  
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Beatrice’s husband, Bert described how he was planning a celebration for 

Beatrice’s birthday with other members of their family. This was something that 

he was looking forward to, having the family together, especially as some of 

them lived some distance away. 

None of them [family] are local but they’re all coming up for Beatrice’s 

birthday. So we’re going to have a bit of a do for her birthday a bit of a 

celebration and a cake, of course, and what not so that’ll be nice. (Bert, 

Family Member, CH6II4, 209-212) 

Bert later acknowledged that Beatrice was unlikely to be aware of the fact it was 

her birthday. However, Bert felt it was important to celebrate the day in the same 

way they always had, regardless of whether or not Beatrice recognised the 

significance of the date. 

As well as the celebration of events and occasions, family members also spoke 

about how they liked to bring in treats for their family member and enjoy sharing 

these during a visit. Terry spoke about the pleasure he sees in his mum when 

he and his family bring treats in for her. He acknowledged that the care home 

provided treats too but expressed joy in being able to provide a treat himself. 

I see the pleasure in my mum’s face when she has treats. And she gets 

treats all day, but for us, just bringing her something special that she really 

likes, it’s a real joy. I think my sister gave into temptation to bring in a 

chocolate éclair the other day… She used to love chocolate éclairs so my 

sister wanted to give it a go and so long as we don’t leave a mess for the 
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staff, they’re not having to tidy up after us and we’re not creating them 

extra work. (Terry, Family Member, CH5II7, 302-310) 

Similarly, David spoke about the pleasure he took in bringing in little treats for 

his wife, Janice. It had become a routine for him to bring in a little box of treats 

for Janice to enjoy during his visits, even though he said he got told off by staff 

for doing so.  

I’ve always got a little box with some treats in. Some cake and some 

chocolate drops or chocolate buttons in. And they provide sweet things 

as well at teatime. They’ll maybe put a few chocolate buttons on a plate. 

But they don’t put too many on. And they keep saying to me, “Don’t you 

feed her cos she won’t eat her dinner.” So I’m always getting told off for 

bringing in treats for her. I guess it’s a habit now. And she always enjoys 

it. So I like to bring that in for her. It’s not much but she always enjoys it. 

Whether she knows who I am or not, we’re still married so I still want to 

do nice things for her. (David, Family Member, CH7II3, 95-106) 

As with the provision of the birthday cake, the care home staff who were 

interviewed only commented on the negative impact of David bringing in treats 

for Janice and did not seem to recognise the reasons why David wanted to bring 

treats in for his wife. However, being told off was not sufficient to stop David 

wanting to do nice things for Janice. Claire also chose to bring in a special treat 

for her husband, Patrick, balancing the enjoyment for Patrick with the possible 

consequences for his health. 
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Last weekend he said that he’d like a beer. So on the Sunday I had some 

of that really low alcohol stuff and it was about a third of a feeder cup. But 

he did have some beer. And I sent [the manager] an email to say it’s 

totally my decision and none of the carers were involved… And he did 

really enjoy it. It was strange, he just suddenly very coherently said he 

would like a beer… and he really enjoyed it and there were no ill effects 

at all. (Claire, Family Member, CH7II8, 142-154) 

These reflections from family members Terry, David and Claire include 

reference to the pleasure they themselves felt in providing a treat for their loved 

one. However, they also all commented that they felt that what they were doing 

might not be acceptable to care home staff. Terry spoke about “not creating 

them extra work”; David spoke about “getting told off”; and Claire felt she had to 

make it clear that “none of the carers were involved”. This fear of a negative 

consequence from care home staff could result in other family members not 

feeling confident to bring in treats or, like David confessed to, sneaking Janice 

a cake then “hiding the evidence”. There were other barriers to forming 

connections and celebrating occasions, which will be discussed in the next 

section.  

7.3 Barriers 

There were three sub-themes relating to barriers to achieving positive 

relationships through eating and drinking experiences – time, resources and the 

challenges of communal living. Time was seemingly the biggest barrier to care 

home staff making connections with care home residents and this was 
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commented on by care home staff, family members and SLTs. Magnus’ wife, 

Jenny shared that she felt that she needed to visit Magnus at mealtimes, not just 

for social purposes but also because she felt that the care home staff did not 

have sufficient time to help him to eat with some independence. She felt that, 

because of lack of time, the care home staff were more likely to feed Magnus 

rather than support him to eat. 

There needs to be somebody there to help and support. And this is one 

of the reasons I like to be here at lunchtimes because I have much more 

time than the staff and I can leave him to it and only interfere when the 

spoon’s upside down or the spoon is empty… (Jenny, Family Member, 

CH5II1, 227-230) 

As mentioned in an earlier chapter, Jenny want on to say that she suspected the 

staff ‘fed’ Magnus when she was not there, and she did not blame them for this 

because she said that Magnus did need constant supervision to eat 

independently. This suspicion fitted with my observations, as staff were 

observed either to leave food in front of Magnus and leave him to struggle to eat 

by himself (Magnus, Map 2, CH5) or feed him his meal without encouraging 

Magnus’ participation (Magnus, Map 3, CH5). Claire reflected that her husband 

Patrick was perhaps luckier than others as he had a one to one carer to assist 

with his meals. She compared the situation of care home residents not being 

given sufficient time to eat their meals to how that might feel for someone eating 

out in a restaurant and having their meal removed because they took too long 

to eat it. 
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It’s again thinking about the length of time that people might take to eat 

things, so allowing that amount of time. I know with Patrick there is that 

flexibility because he has the one to one, but for some it’s not always that 

easy for them to take that time. And what I would liken it to in a different 

way but say if you went out for a meal and you were sat there having a 

conversation you might take two or three bites, put your fork down, have 

a chat then have a bit more. But if a waiter came and said, “Oh you’re 

obviously not eating that” and took it away, well you wouldn’t go back 

there again would you? So that’s how I think about it, you know? If you’re 

going out for a meal, and hopefully going to have nice food, you eat it in 

your own time and at your own pace and you don’t expect it to be whipped 

away if you pause for a moment. So it shouldn’t be taken away from 

people in a similar position to Patrick, just because he needs a bit more 

time to finish his meals. (Claire, Family Member, CH3II8, 216-232) 

A member of care home staff, Emily, acknowledged that sometimes her 

colleagues were rushed. She said, “It’s not meant maliciously to the patients, 

but I think sometimes they just don’t want to take those extra few minutes just to 

make it better” (Emily, Care Home Staff, CH5II4, 340-343). Emily went on to say 

that, with reference to Colin who often ate in his bedroom, “They might just bring 

his main course and his pudding at the same time and it was just to prevent leg 

work” (Emily, Care Home Staff, CH5Ii4, 468-470). Emily’s colleague, Rachel 

also acknowledged that their being busy had an impact on residents but that 

they tried to make a point of not just being in and out quickly. 
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That’s why we make a point of, when we go up to reposition or pad 

change, especially with Colin, we do give him a drink and a bit of 

chocolate so it’s not just a case of we’re in and we’re out. We spend a bit 

of time with him. But it’s hard sometimes because we’re so busy with one 

thing or another. (Rachel, Care Home Staff, CH5II6, 250-255) 

In this comment, Rachel shows an awareness of the need to not just be task 

focused but instead think about the person, and the use of a drink and some 

chocolate can help to provide a positive experience for Colin. 

Earlier in this chapter, I referred to celebrations of key events. Sharon spoke in 

her interview about everyone sitting round the table at Christmas and felt 

annoyed that this was not done every day. In one of the other care homes, staff 

member Trudy also acknowledged that sitting round the table at Christmas 

together was lovely, however she also reflected that, the reason this did not 

happen every day was because of the time it takes to get everybody to the table 

and the lack of staff resource to support this. 

They try and get people at the tables. And I mean, Christmas day is 

always lovely because they always come in and we set the tables up and 

they’re all in the dining room. But it’s quite difficult I think to get everybody 

seated just for day to day lunch and dinner. It would take too long and it 

depends on the staff and what’s going on as well. Because obviously they 

might be running around. Sometimes it’s just me and the person doing 

the list and one other person running around dishing out the meals trying 

to get as many meals out as you can. (Trudy, Care Home Staff, CH7II7, 

191-200) 
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The challenges of the effective use of time were also noted by SLTs in the first 

focus group. Justine spoke about recognising care home staff being “rushed off 

their feet” and getting angry when SLTs request their involvement in an 

assessment due to their lack of available time. 

One of the biggest barriers just seems to be the amount of time the carers 

have who work in care homes. They are just rushed off their feet. I’ve 

heard people feeling and being quite angry sometimes because you’re 

trying to ask them to help with an assessment or something and they’re 

half way down the corridor already. They’re just so rushed off their feet a 

lot of the time and so and then for them having the time to say sit and 

feed someone is also a big issue. (Justine, SLT, FG1, 280-287) 

Another SLT, Isabel, went on to reflect that she has experienced carers being 

“Actually quite proud of the fact that, “Oh, I can get this down them in five minutes 

and then I’m onto my next person”” (Isabel, SLT, FG1, 295-297). SLT Laura 

followed on from these comments by reflecting that, if the priority is on the 

process of feeding someone, then time is not made available for the social 

elements of eating and drinking. 

There’s just no time for the other elements then. Even the social aspects 

of enjoying the meal. It’s just getting food down somebody and there’s 

everything else. There isn’t time. Or people don’t hear those 

recommendations because they don’t have time to listen. (Laura, SLT, 

FG1, 309-313) 
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As well as time challenges reducing the social element of eating and drinking, 

SLT Bridget also expressed concerns about the physical impact on people not 

having sufficient food and drink. Bridget shared a recollection of a gentleman 

she had worked with who had issues with co-ordination. He had shared with her 

that he did not want to ask the staff for help because he felt they did not have 

the time. Bridget said, “He perceived that they were busy, rushed off their feet, 

and didn’t want to ask them to help him” (Bridget, SLT, FG1, 642-644). 

In addition to a feeling that staff are busy, either as a result of not enough time 

or not enough staff, there were additional challenges raised relating to the 

impact of communal living. These challenges were predominantly raised by 

family members who recognised that having other people living with their family 

member resulted in some adaptations being required. Terry, who had previously 

spoken about the pleasure he and his mum, Audrey, got from him and his sister 

bringing in treats, also noted that there were difficulties with bringing in these 

treats. One of these difficulties was that other people in the home often wanted 

some of what they have brought but were not able to share the treats due to 

health conditions. 

You have the other issue where you bring some biscuits in and, 

particularly the guys in here you know they’re focusing on and, have you 

met [name of resident] in here? He’s diabetic. So we bring the chocolates 

in and we bring the biscuits in and then you can see him looking. So 

you’ve got to be careful how you distribute the food. We’d like to say you 

all have it but you just can’t do it so it’s tricky when there’s other people 

living here. (Terry, Family Member, CH5II7, 88-101) 
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Terry went on to say that, because of this, they tended to take his mum through 

to the conservatory with them when they brought in treats. He did comment that 

this was not all negative, as he also felt this meant they got to spend some 

quality time together. One of the members of care home staff, Rachel who 

worked in the home where Audrey lived also shared that the dining room 

environment did not always work for Audrey due to the other people eating in 

there at the same time. She felt this impacted the amount of food Audrey ate. 

Yes, [the environment] particularly affects Audrey quite a bit. So, if other 

people are getting up around Audrey then she will get up, whether she’s 

finished her meal or not and will automatically get up because other 

people are. And she does worry if people are raising their voices or 

anything like that. (Rachel, Care Home Staff, CH5II6, 366-370) 

Terry shared that this is likely due to his mum’s previous routines at mealtimes. 

He said that, even if she had not finished eating, if other people were finished, 

she would get up and start to clear the plates.  

Shelly’s daughter, Delilah also felt that the dining room environment did not suit 

her mum. She felt that there was not a lot of conversation at the dining table, in 

part because the people living in the home did not have many new experiences 

to talk about.  

I don’t think there’s a lot of conversing goes on in there [the dining room]. 

Mum’s almost, you know she’s got the pleasantries to hand but with 

regards to conversation I would say with other residents, and I’m not just 
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talking about mum, but the other residents don’t have much to give either. 

And understandably if they’re within these four walls, and by that I mean 

the home day in day out. They’re not going to be able to bring much to 

the conversation. I mean mum listens with great enjoyment when I tell 

her what I’ve been doing but she’s forgotten it straight afterwards but at 

the time she enjoys to hear it. (Delilah, Family Member, CH6II7, 129-140) 

In addition to the dining room not being a particularly social environment, Delilah 

felt that her mum might feel like she was eating with strangers and felt that her 

mum would not like eating in public wearing “a bib” and eating a pureed diet. 

Maybe it’s just that feeling of eating with others that she doesn’t know, 

where there’s no real social atmosphere shall we say, people who are 

maybe, I don’t know. Maybe if I was subjected, not subjected, but if I was 

eating with what basically amounts to strangers everyday with no 

conversation going on, not that I’m saying mum’s aware of that, just 

eating in public as it were particularly when you’ve got a bib round you 

and your food’s all pureed maybe I’m just imagining what she’s feeling 

but I think maybe she wouldn’t like that as much. (Delilah, Family 

Member, CH6II7, 223-231) 

Jack similarly shared that the dining room in the care home where his wife 

Veronica was living did not meet her needs because, “There’s always a lot of 

noise with people going past and the noise from the kitchen and Veronica didn’t 

like it” (Jack, Family Member, CH7II2, 314-323). Several SLTs also commented 

on the dining environments in care homes not always being suitable. Isabel 
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shared that, in her experiences in care homes, they were often very noisy, 

changing the dynamics of the environment and that “Whatever you do, it’s not 

going to be a nice environment to eat in anyway” (Isabel, SLT, FG1, 354-360). 

SLT Bonnie suggested that, for the reasons of the noise and distraction of care 

home environments, it may be better for some people to eat in their bedrooms. 

Sometimes I think that the people in the dining room might benefit from 

being in their rooms because there’s so much noise. And, like you’re 

saying, that’s so far removed from being at home when there might be 

two people having a quiet meal together. And you’ve just got a room full 

of people with some people shouting and there’s just so much going on. 

(Bonnie, SLT, FG2, 208-214) 

Other than the potential for people to eat alone, there were no specific solutions 

offered for the challenges of communal living. However several of the family 

members expressed gratitude for the fact that their family member was living in 

a care home setting where care home staff were doing what they could. SLT 

Frankie also recognised the importance of celebrating the skills and 

achievements of the care home staff by feeding back good practice to the 

managers of the homes. She said: “I would say where possible you praise staff 

when they are feeding someone beautifully and you tell their managers that they 

were feeding brilliantly, so take opportunities when you see good examples” 

(Frankie, SLT, FG1, 811-814). 

The barriers identified in this section are likely not just to impact on eating and 

drinking experiences, but on daily life experiences. However, despite the 
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challenges of time, resources and communal living, positive interactions can still 

take place. 

7.4 Conclusions 

In this chapter I have described some of the positive examples of connections 

described and observed between different individuals within the care home 

setting. These connections and the celebration of personal occasions and key 

events were thought to be positive for all involved. However, there were several 

apparent barriers to these connections occurring on a more regular basis. These 

barriers related to a perceived lack of time and resources and the impact of living 

in a communal setting. Whilst these barriers were prevalent, it was still possible 

for positive relationships to be maintained through the sharing of food and drink. 

In the following chapter, I will provide a discussion of the findings from across 

the four findings chapters in relation to the study aim and objectives and the 

previous relevant literature.  
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Chapter 8: Discussion 

The aim of this study was to understand the eating and drinking experiences of 

people living with dementia and dysphagia who reside in care homes, from 

multiple perspectives. In addressing this aim, this thesis has provided a 

comprehensive, multi-faceted exploration of such eating and drinking 

experiences. By using a variety of methods to gather the information (focus 

groups, interviews and structured observations) and by considering multiple 

perspectives (of care home residents with and without dementia and dysphagia, 

family carers, care home staff and SLTs) it has been possible to examine the 

topic in a novel and holistic way, obtaining detailed information about the daily 

eating and drinking experiences of the increasing population of people living with 

dementia. 

The five objectives, with the methods used to explore them in brackets, were to 

determine: 

1. The impact living in a care home has on the eating and drinking 

experiences of those who live there (individual and group interviews with 

care home residents) 

2. The impact of dementia and dysphagia on eating and drinking 

experiences for care home residents (individual interviews and structured 

observations with people living with dementia and dysphagia in care 

homes; and individual interviews with family members and care home 

staff) 
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3. The perspectives and roles of those supporting people living with 

dementia and dysphagia in care homes (individual interviews with family 

members and care home staff; and focus groups with SLTs) 

4. The barriers and facilitators to maintaining positive experiences of eating 

and drinking for people living with dementia and dysphagia (synthesis of 

all interview, focus group and observational data) 

5. The implications of the findings for policy and practice (synthesis of all 

interview, focus group and observational data) 

This study suggests that the current experiences of eating and drinking for 

people living with dementia and dysphagia are impacted by a combination of: 

the individual preferences, attributes and abilities, or perceived abilities, of the 

person; the ways in which others provide support to the person, including the 

effectiveness of the channels of communication between the different people 

involved; and the actual and perceived systemic pressures of providing high 

quality eating and drinking experiences in a task focused and communal 

environment. The combination of these different influences was seen to 

variously enhance a person’s enjoyment of eating and drinking or create a 

barrier to such positive experiences. A summary of these key areas that impact 

the experiences of people living with dementia and dysphagia in care homes 

can be seen in Figure 8. 
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Figure 8 The key areas impacting eating and drinking experiences of people living with dementia and dysphagia in care homes 
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Through consideration of the experiences of people living with dementia and 

dysphagia that have been identified in this study, this chapter will also reflect on 

Sackett’s model of evidence-based practice, which was introduced in Chapter 

One, and, drawing on the experience of my study, suggest other elements in 

addition to the current three pillars that need to be taken into consideration when 

clinicians are identifying the best course of action for supporting a person living 

with dementia and dysphagia. In this chapter I will also identify the limitations of 

this study as well as the implications for practice, research, education and policy. 

I will then provide concluding remarks, providing a summary of the study findings 

in relation to the aim and objectives. 

There were several key findings that resulted from this study: 

• People living in care homes, corroborated by family members, gave 

accounts showing their eating and drinking experiences were significantly 

different when compared to eating and drinking experiences in their past 

and were more negative in the present day; 

• Both interviews with care home residents with and without dementia and 

observations with people living with dementia and dysphagia indicated 

that there was loss of choice, involvement, independence and identity for 

care home residents, and these losses were more significant for people 

who additionally have dementia and dysphagia; 

• There were many different people involved in the care of people living 

with dementia and dysphagia in care homes. The roles of these different 

people were frequently uncertain, in particular the role of the SLT, and 

the communication between those involved was ineffective in supporting 
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those with dementia and dysphagia, resulting in frustrations and 

inconsistent dysphagia support; 

• People living with dementia and dysphagia in care homes were observed 

to be able to have positive eating and drinking experiences, most often 

with family members. There were a number of barriers, indicated through 

interviews with all stakeholders and observed, that prevented these 

positive experiences from being the norm. 

In this chapter I will discuss the themes that were described in the findings 

chapters in relation to previous, relevant literature where it exists and propose 

explanations as to the underlying reasons why people living with dementia and 

dysphagia in care homes experience eating and drinking in the way that they 

do. Rather than discussing each theme separately, themes will be discussed in 

relation to each other to demonstrate the relationships between the themes and 

their relevance to the study aim and objectives. As well as referring back to 

literature that was introduced in Chapter 2, I will also bring in new literature which 

was reviewed after data analysis to discover more about previous research 

related to the inductively derived themes whose significance I did not predict 

prior to undertaking this study. 

8.1 The impact of the care home environment on eating and drinking  

In order to understand the eating and drinking experiences of people with 

dementia and dysphagia in care homes, the first objective of this study was to 

determine the impact living in a care home has on eating and drinking 

experiences of care home residents. In asking people about their past and 

present experiences of eating and drinking, it became apparent there were very 
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clear differences between individuals living in their own homes in the past 

compared to their present day experiences in the care home environment. 

These differences were in terms of the food and drink themselves as well as the 

physical and social environment in which food and drink were consumed. This 

finding is not unexpected given the significant change in living environment for 

these individuals; moving from living in their own familiar home to living in a 

communal residential setting with a large number of people who, prior to the 

move, were most likely strangers.  

The care home setting can be likened to the institutional environments Goffman 

spoke about in his ‘essays on the social situation of mental patients and other 

inmates’, where all domains of a person’s life are suddenly lived out in the same 

location, following the rules and routines that are set by others (Goffman 1968). 

As well as spending copious amounts of time in the same environment, and 

indeed for many people all of their time, living in a care home was found to be 

associated with a reduction of control and an increase in passivity. In this study, 

several care home residents spoke about no longer being involved in the tasks 

associated with eating and drinking. This not only included activities such as 

shopping, cooking and preparing meals, but for many also included the act of 

cutting up their own food, lifting it to their mouth and deciding when they have 

had sufficient to eat or drink. Care home staff commented that they did not 

perceive certain residents to be capable of participating in eating and drinking 

activities; there were not enough care staff to facilitate such activities; or there 

were health and safety restrictions that prevented such participation, even if the 

person was willing and able. This finding fits with that of Maddox (2003) who 
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suggested people had the ability to act relatively autonomously in their own 

homes compared to in care homes, where residents have to act within the 

confines of inflexible routines and risk assessments. 

Moving into a care home is generally associated with ageing, which in turn is 

frequently associated with disability and dependence. Brocklehurst and 

Laurenson (2008) reflected that old age used to be associated with wisdom to 

be passed down to younger generations. This was illustrated in several 

examples shared in this study, where participants described learning about 

cooking from older relatives and following their rituals and routines. However, 

societal attitudes to old age have become increasingly negative and old age is 

now associated with becoming vulnerable and dependent, with longevity now 

synonymous with decline (Wilson 2000). Goffman wrote about stigma being the 

relationship between particular traits and social stereotypes (Goffman 1963). 

The stereotyping of being vulnerable and dependent, along with stigma of 

negative worth as a result of age and / or disability has been found to be 

prevalent in residential care settings where the environment itself can be seen 

to be stigmatising and oppressive, and staff members treat residents in a 

dehumanising way (Dobbs et al. 2008). Of course, the reason most people move 

into residential care is that it has become necessary for them to depend on 

others. However, this dependency should not stop them being accorded full 

status as human beings and needing help with activities of daily living does not 

mean a person no longer has lessons from life experience to offer to others.  In 

this study, care home residents, who were keen to be involved in processes 

related to eating and drinking, were seen as no longer being capable of teaching 
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others and their wisdom was not valued by care home staff. Care home staff 

tended to assume residents were incapable of tasks such as cooking or laying 

the table, rather than carefully assessing the abilities of each resident and 

treating them as individuals to maximise their participation. 

As well as the apparent belief of care home staff that residents were not able to 

get involved in cooking, there were also ‘health and safety’ references about 

people potentially being injured if they were to enter the kitchen to help prepare 

a meal. Such attitudes could be described as being paternalistic, where people 

in authority restrict the freedoms of those dependent on them. Paternalism can 

threaten the autonomy of individuals and increase their future dependency on 

others, as opposed to autonomist care, which has been defined as the provision 

of assistance in a way that values individuals (Sánchez-Izquierdo et al. 2019). 

This paternalistic restriction was highlighted by McCormack et al. (2011), who 

said infection control and safety agendas were contributing to depersonalisation 

in care settings. In my study, it was also recognised that the prevention of active 

participation resulted in care home residents feeling frustrated and having 

negative feelings towards some of the care home staff. Phinney et al. (2007) 

agree, stating that the lack of involvement of people living in care homes with 

every-day meaningful tasks had the potential to detract from a person’s sense 

of self.  

The result of people not being encouraged or empowered to regularly engage 

in eating and drinking related activities was that people reported becoming more 

passive in their day to day lives. This passivity can be understood as learned 

helplessness, a cognitive psychological state where people believe they have 
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no control over what happens to them as a result of previous experiences where 

control has been lacking (Seligman 1975). Care home residents in this study 

also reported that their preferences were not being met in many ways as a result 

of living in a care home, in terms of who they ate with, what they ate, where, 

when and how.  

Participants reported the challenges of eating with strangers, with only two 

examples given of positive relationships being formed with other care home 

residents; that of Stanley and Dorothy forming a partnership in the care home; 

and Josie talking about a friend she had made who had recently passed away. 

Evans and Crogan (2001) said that food allows us to foster a sense of 

companionship with friends and family, aligning with the findings of Campo and 

Chaudhury (2011) that significantly more interactions happen at mealtimes 

compared to other times of day. Watkins et al. (2017) went on to say that 

mealtimes were also opportunities to build relationships with other residents, 

noting that this was only if communication abilities allowed. However, the 

responses from care home residents in this study suggest that, on the whole, 

the social opportunities mealtimes fostered were mainly applicable to eating and 

drinking with friends and family, rather than with people perceived to be 

strangers. This was especially the case for those who found it more difficult to 

engage in conversation. 

With regards to what people ate and drank in the care home, there was nostalgia 

shared by care home residents in this study for simple, home-cooked foods that 

were of a good quality. This nostalgia should be considered in the light of the 

potential cognitive bias of ‘rosy retrospection’, where people judge the past with 
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disproportionate positivity compared to the present (Mitchell and Thompson 

1994). This nostalgia for foods from the past may not be for the food itself but a 

longing for the feelings associated with past mealtime experiences. Sweeney 

(2020) hypothesised that nostalgia is not directed towards the event itself but to 

the emotions associated with the event. Crogan et al. (2004) found a similar 

theme in their study to uncover the meaning of food for nursing home residents, 

concluding ‘good’ food symbolised comfort for residents. There were also many 

examples in the current study where the appearance of food was referred to, 

from care home residents as well as family members and care home staff, with 

aesthetically pleasing food being referred to more positively. Some care home 

staff expressed that they took pleasure in being creative in the way they 

presented food to maximise its aesthetic qualities and took pride in the resulting 

creations.  

The care homes in this study provided several kinds of physical environments 

in which people could consume their meals. Snacks tended to be provided 

wherever people were situated at the time, usually in the communal living rooms 

or in their bedrooms. Meals were provided for some people in dining rooms, but 

predominantly this was only an option for people who could eat and drink 

independently and / or those who did not require a texture modified diet. Some 

of the dining rooms were plainly decorated and appeared almost clinical, with 

bare tables and walls. In other care homes, the separate dining rooms were in 

a restaurant style, with table cloths, condiments and, in some instances, silk 

flowers on the table. When looking at the clinical and practice guidelines related 

to supporting people with dementia to eat and drink, these tend to focus on the 
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types of food and drink, rather than providing advice on the environment itself. 

Altrus et al. (2002) and Charras and Fremontier (2010) both found in their 

studies that family-style meals, i.e. those where residents sat round a table 

together with staff and helped themselves to food from dishes in the centre of 

the table, resulted in an increase in engagement and enjoyment. Whilst family-

style meals were not observed as being commonplace in any of the care homes 

in this study, reference was made in interviews regarding the style of mealtimes. 

For example, one care home resident, Betty, spoke about the restaurant-style 

dining room not suiting her preferences as it felt formal compared to the 

scrubbed farmhouse table she was used to eating at. Shelly preferred not to eat 

in the dining room as she said she found it noisy. Others, like Marion, felt 

embarrassed to eat in front of people due to having difficulties in getting food to 

her mouth, which she did not want other people to see. These findings bring to 

mind the approach used at the Hogewey development in the Netherlands where 

accommodation and meaningful activities are designed to echo the previous 

lifestyle of the residents who live there. Godwin (2015) provides an overview and 

evaluation of the Hogewey approach to residential and nursing care for people 

with advanced dementia. Whilst there is no specific research evidence 

supporting this approach, Godwin concluded it was the nearest she had seen to 

care which embodied the person-centred philosophy of Kitwood (Godwin 2015).  

I have already talked about the routines that people living in care homes are 

expected to fit in with, and this was true of both mealtimes and snack times, 

which occurred at specific times throughout the day, though people were 

provided with additional snacks in between meals if they were able to request 
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them. These routines can also be examined in terms of ‘how’ people eat and 

drink. Care home residents referred to the routines and rituals of their past, 

which were no longer adhered to in the present-day care home setting. This was 

also true of spiritual rituals and routines. I was particularly struck by Dorothy and 

Stanley describing how they used to say Grace at mealtimes, which was of great 

significance to them. The mention of their ritual had a significant impact on me, 

as it led me to reflect on experiences from my own practice. As a SLT, I have 

observed hundreds, if not thousands, of mealtimes in a variety of care settings 

and have not once heard anyone be offered the opportunity to say Grace before 

eating their meal. In Agli et al.’s (2019) qualitative exploratory study looking at 

spiritual care in nursing homes, it was concluded that care home staff should be 

given more time and training to support spirituality in order to benefit the quality 

of life and cognitive functioning of care home residents. A lack of recognition of 

personal and spiritual rituals has the potential to detract from someone’s identity, 

which will be discussed further in the next section. 

Whilst interviewed residents were able to articulately express their past and 

present eating and drinking experiences, including areas of dissatisfaction, there 

was a sense of reluctant adaptation to the new routines, and people felt resigned 

to the fact that this was just how things were. Care home residents were grateful 

for what they had, not wanting to be demanding or to cause a fuss, but they 

remained displeased in their resignation. Collopy (1988) referred to the tensions 

between individual choice and the pressures of ‘collective care’, recognising that 

care home residents often accepted the external determinations of their present 

situation. In reference to continuity theory, Atchley (1989) and Menne et al. 
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(2002) suggest that, whilst people continue to preserve their social patterns by 

doing what they have always done, they are forced to do so whilst also taking 

into account the confines of their current situation. 

In reflecting on the study findings relating to the impact of living in a care home, 

it brings to mind the question of what can realistically be achieved in care homes 

in terms of individualised, person-centred care. Ryvicker (2009) stated that 

standardised care practices strip residents of individuality, dignity and ultimately 

their personality. Watkins et al. (2017) agreed, stating that it was important for 

care homes to understand the routines, habits and preferences of individuals in 

order to provide enjoyable mealtimes. However, I have often heard it questioned 

in practice whether it is feasible for care homes to meet individual preferences 

due to a perception that checklists of tasks are more essential than meeting 

quality of life needs. This was hinted at within some of the care home staff 

interviews in this study: when asked about mealtimes in the care home I was 

provided with a list of which groups of people ate what, where and at what time, 

rather than a description of individual’s preferences and how individuals were 

supported to have positive experiences. The Care Quality Commission’s (CQC) 

regulation relating to meeting nutrition and hydration needs (CQC 2015) states 

that, when organising care, a good care home should take into consideration all 

of the person’s individual needs, including those relating to ethnic, religious and 

cultural backgrounds. Such an approach seems to have been successfully 

implemented in examples such as the aforementioned Hogewey development.  

I have also considered why it might be that care home residents are 

disempowered and devalued as a result of the actions of care home staff. The 
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care home staff in this study demonstrated warmth and affection towards care 

home residents and spoke about wanting what was best for them, therefore I do 

not think that the detracting interactions I observed were carried out as a result 

of any malice. Social stigma relating to age and disability are likely to have 

influenced the behaviours of the care home staff. However, I also wonder 

whether the behaviours of care home staff signify that they too feel 

disempowered and devalued, making it hard for them to empower and value 

others, especially within the confines of a task-focused communal living 

environment. Buetow et al. (2016) proposed that care that focuses on the person 

or ‘patient’ sees healthcare professionals and carers as being lesser than the 

person. Instead they suggest that person-centred care should recognise the 

clinician and the patient as moral equals. Rajamohan et al. (2019) concurred 

with this, finding in their integrative review to understand the relationship 

between staff qualities and person-centred care that there was a positive 

association between care home staff job satisfaction, quality of care and the 

quality of life of residents. 

To summarise this section, moving into a residential care environment has an 

impact on many aspects of a person’s eating and drinking experiences. Some 

of these changes are as a result of increased disability and increased 

dependency on others. However, the stereotyping of older people as being less 

able and the associated stigma of negative worth can result in learned 

helplessness and an increase in passivity. Whilst the opportunities for social 

connections were rarely embraced, and challenges of communal living 

environments are acknowledged, there were some positive experiences of 
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eating and drinking. The barriers and facilitators for supporting positive mealtime 

experiences in a consistent and person-centred way will be discussed in more 

detail later in this chapter. 

 

8.2 The impact of dementia and dysphagia on eating and drinking  

In the previous section I described how I found that people living in care homes 

were thought of by care home staff as being incapable and were not valued by 

care home staff as being able to contribute to the care home setting. In this 

section I discuss the thesis objective of determining the impact of dementia and 

dysphagia on the eating and drinking experiences of care home residents. For 

people living with dementia and dysphagia in this study, they were negatively 

positioned by others to an even greater extent than care home residents without 

dementia and dysphagia. They were positioned by care home staff, and in some 

instances SLTs, as being incapable but also as being disabled and like children. 

People living with dementia told the Dementia Action Alliance (DAA 2017) that 

their diagnosis of dementia should not define them. However, Goffman (1963) 

recognised that stigmatisation resulted in people with certain traits being 

positioned as members of an ‘undesirable group’ and that this in turn can result 

in people taking on that view of themselves, i.e. as being incapable, disabled 

and like a child. More recent studies on stigma in dementia have found that 

societal stigmatisation of people living with dementia remains prevalent, 

resulting in social exclusion, failure to be afforded human rights and threats to 

both physical well-being and quality of life (Garand et al. 2009; Burgener et al. 

2015). Whilst other authors have suggested that dementia is emerging from 
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societal stigma (Clarke et al. 2020), malignant positioning and disempowerment 

of people living with dementia were observed in this study. For example with 

Magnus, who was able to eat and drink independently but who opened his mouth 

for care staff to feed him his meals. This was not because he was incapable but 

because the care staff treated him as if he were, resulting in Magnus becoming 

increasingly passive as a result of learned helplessness (Seligman 1975). 

Reflecting on why care home staff behaved in this way, there were some 

suggestions from my interviews with care home staff that this was because staff 

felt it was simply easier or more efficient to take over eating and drinking tasks, 

rather than learning and remembering each person’s preferences and abilities, 

as on several occasions care home staff commented that it was difficult to 

remember which recommendations were for which person.  

Whatever the underlying reason for the disempowerment of people living with 

dementia and dysphagia, Keady and Gillard (1999) recognised malignant 

positioning resulted in increased passivity in people living with dementia as a 

result of them being positioned as ‘incidental subjects’. Whilst care home 

residents more broadly had a reduction of involvement leading to lack of choice 

and control, this was even more so for people living with dementia and 

dysphagia in this study. In interviews with care home residents who did not 

experience dementia or dysphagia, ‘choices’ was a minor sub-theme. However, 

it was much more significant for people who were living with dementia and 

dysphagia who experienced a lack of choice in all areas relating to eating and 

drinking. This was also recognised by Milte et al. (2017) who noted, when 

cognitive impairment was higher, choice and recognition of preferences by care 
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home staff were lower. A reduction in autonomy has been found to have a 

significant impact on the well-being of care home residents (Kloos et al. 2019), 

therefore it can be hypothesised that people who have authority withheld from 

them through lack of choice will experience ill-being as a result. 

Lack of choice, lack of recognition of preferences and being negatively 

positioned as a result of a diagnosis all impact a person’s personal and social 

identity. This impairment of identity was a significant theme in this study for 

people living with dementia and dysphagia. There have been debates about 

whether self and identity endure in people living with dementia. In their 

systematic review of the literature on this topic, Caddell and Clare (2010) 

concluded that self and identity do endure but that they deteriorate with 

increased cognitive impairment. In this study, the primary ways in which identity 

was seen to be negatively impacted were through labelling language and the 

items and processes that became symbolic of how the person was positioned 

by others. Labelling, or using a word or term to define a person, was identified 

by Kitwood (1997) as being an example of malignant social psychology. Labels 

used by care home staff in this study indicated a task-focused approach to eating 

and drinking, for example referring to “feeds” and “full assists”. In addition, some 

of the language used to talk to and about people living with dementia and 

dysphagia was also suggestive of staff thinking of them as children and 

demonstrating a lack of respect for the age and experience of the person; an 

attitude that has been recognised as being widely adopted by society towards 

people with dementia (Gerritsen et al., 2018). When considering why staff used 

this kind of negative language, I speculated whether it might be linked with a 
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perception of inadequate time for staff to truly get to know residents as 

individuals and thus labels were used as a short-hand to refer to a collective of 

people with similar needs.  

Kitwood (1997) suggested that care staff do not use labelling language with 

malicious intent, but that the language used within a care environment is 

reflective of the care culture, and that labelling language is associated with old 

culture care, which is in contrast to person-centred care. Person-centred 

dementia care is expected by the government and health and social care 

regulators, however it is still not common practice (The Health Foundation 

2014), as was seen in this study. Egan et al. (2020) propose that the focus 

should not be on person-centred care but on person-centred cultures and how 

these can be embedded. Zimmerman et al. (2019) suggest that in order to 

transform organsiational culture, changes need to be made to the physical 

environment, values, norms and the supporting organisational structure.  

Also impacting the identity of people living with dementia and dysphagia were 

the use of particular physical items and standardised processes by care home 

staff. For example, people living with dementia and dysphagia were routinely 

provided with their meals in a different location to others in the home; frequently 

had their meals at a different time, either before or after people who did not 

require assistance or a texture modified diet; were sat in different chairs, which 

they often remained in all day; and drank out of plastic beakers with spouted 

lids, similar to those that might be used by young children. This generic use of 

physical items and standardised processes is symbolic of individuals with 

dementia and dysphagia being collectively thought of as being different to others 
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but the same as each other. These findings of the symbolic use of items and 

processes, relating to the stigmatisation of people living with dementia and 

dysphagia, have not previously been explored in the literature. They do however 

build on Tajfel (1981) and Hogg and Turner’s (1987) work on Social Identity 

Theory in which they state that, not only do other people stereotype certain 

groups in society by making judgements about people according to their 

perceived or actual group membership but that we derive our sense of who we 

are at least partly from our group membership. According to Hogg and Turner 

(1987) this can extend further and we actively identify with the norms of the 

group and adjust our behaviour accordingly, with the consequent diffusion of 

personal identity: a kind of self-stereotyping. Returning to the example of 

Magnus opening his mouth to be fed his meal when he was able to eat 

independently, whilst one interpretation was learned helplessness, another 

could be of him behaving in a way that was expected for the group in which he 

had been stereotyped. 

Another way in which people living with dementia and dysphagia were 

segregated was through the type of food they received. As outlined in Chapter 

2, the evidence base supporting the use of texture modified diets is inconclusive, 

however SLTs continue to assume it is effective (Smith 2007) and care staff 

have suggested texture modified food and drink make eating and drinking easier 

for people with dysphagia (Austbo Holteng et al. 2017). This may be due to a 

risk-averse culture amongst SLTs and care home staff, who prefer to err on the 

side of caution, even when this may be detrimental for the quality of life of the 

care home resident. In this study, from my observations as a qualified SLT, the 
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recommendations for a texture modified diet did not always seem to be 

necessary for some participants who were also observed to eat a more complex 

diet, for example Janice eating cake even though she was otherwise provided 

with a pureed diet. What is noted in the literature (RCSLT 2014b; Alagiakrishnan 

et al. 2013; Abdelhamid et al. 2016; Painter et al. 2017), and in this study, is that 

a texture modified diet limits choices, is not associated with signs of well-being 

or pleasure, and does not allow for people’s food preferences to be considered. 

The recommendation of a texture modified diet also resulted in challenges for 

care home staff in the preparation of adapted meals and conflict between SLTs, 

family members and care home staff, which will be discussed further in the next 

section. 

A final area of significance relating to the impact of dementia and dysphagia on 

the experience of eating and drinking relates to the opportunities for social 

interactions. People living with dementia and dysphagia typically ate alone, in 

the same chair they sat in throughout the day, which was either in their bedroom 

or placed around the edge of a communal living room. Because they were not 

invited to sit at a table with others, apart from on special occasions such as 

Christmas day, the opportunities for social interactions were limited. In other 

studies, it is noted that mealtimes provide opportunities for social interactions 

and for caring relationships to develop between care home staff and residents 

(Campo and Chaudhury 2011; Hung and Chaudhury 2011; Amella 2002). In this 

study, opportunities for social interactions during eating and drinking activities 

were infrequently observed to be taken. This may be because care home staff 
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are simply unaware of how beneficial residents might find such opportunities for 

social interaction. 

Barnes et al. (2013) noted there were more interactions between staff and 

residents when residents were assisted to eat and drink when compared to 

those who ate independently. Whilst this increase in interactions fits with my 

observations in this study, I recorded the quality of the interactions as 

predominantly either ‘usual care interactions’ or interactions that detracted from 

well-being. With reference to the DCM coding frames and Kitwood’s (1997) 

notion of personal detractions and psychological needs, this was particularly true 

in relation to meeting the need for occupation. Whilst care home staff were seen 

to demonstrate care and affection for the care home residents, enhancing their 

need for comfort, they were also observed to disempower people, for example 

by ‘feeding’ a person who was capable of eating and drinking independently. 

Additionally, they were observed to impose the routines and processes of the 

home by defining what the person ate, when and where. These interactions 

contributed to the task-focused feel of mealtimes and the erosion of identity. 

These behaviours again may be due to a culture in which improved social 

interaction and personalised care are seen as non-essential and therefore not a 

good use of staff time, or perhaps suggest a lack of knowledge as to how to 

empower people living with dementia. 

Smebye and Kirkevold (2013) similarly found that task-focused interactions 

resulted in personhood being undermined compared to interactions that were 

characterised by mutual affection and respect, which sustained personhood. It 

was noted in this study that the assistance skills of family members were more 
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positive than those of care home staff and that mealtimes and snack times 

provided opportunities for family members to continue to build on the caring 

relationship with their loved one. Family members took more time; empowered 

the person to do what they could to be independent; and drew on their previous 

knowledge of the person’s likes and dislikes, thus helping to sustain 

personhood. The sharing of food and drinks between family members resulted 

in signs of well-being in the person living with dementia and dysphagia and was 

reported to be a positive experience for the family member as well, who spoke 

about the pleasure they felt in sharing treats with their loved one or bringing in 

something special that they knew they would enjoy. These findings imply that 

improvements to residents’ well-being are possible with sufficient time and 

attention. 

To summarise this section, people living with dementia and dysphagia in care 

homes are negatively positioned by others. This results in increased passivity, 

a reduction in choice and control and a deterioration of identity. Labelling 

language and the use of stigmatising equipment further reinforces the stigma 

associated with dementia and dysphagia resulting in further restrictions in choice 

and social opportunities. 

8.3 The perspectives and roles of family, care home staff and SLTs 

In this section I address the thesis objective of determining the perspectives and 

roles of those supporting people living with dementia and dysphagia in care 

homes. There are a number of different people involved in supporting people 

living with dementia and dysphagia. In this study, the roles of these different 
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people were found to be uncertain, leading to frustrations, ineffective 

collaborations and communications, and unresolved conflicts. This also led to 

issues of lack of trust between the different people involved and misperceptions 

about the roles and capabilities of the different parties. The relationships 

between the different people involved were therefore complex. A recent 

Canadian study looking at quality improvement initiatives in nursing homes 

similarly found that there was a disconnect between information that was 

required and information that was communicated, concluding that the 

implementation of interventions requires more than education of care home staff 

and instead needs to address team functioning and communication at a broader 

level (Desveaux et al. 2019). 

Fortinsky (2001) suggested that these complex relationships between 

healthcare professionals and care staff can be challenging due to the range of 

personal and professional characteristics each person or group of people brings 

to a situation. This complexity is increased when more people are involved. 

Fortinsky (2001) and others (Hasselkus 1994; Harré and van Langenhove 1999; 

Freshwater and Johns 2005; Daly et al. 2018) have talked about the triad of 

care, reflecting the three parties in many out-patient consultations, of person 

with dementia, family member and health care professional. However in this 

study, there was further complexity with the inclusion of four and sometimes five 

different individuals or groups of individuals being involved in decisions about 

eating and drinking of those with dementia and dysphagia – people living with 

dementia and dysphagia, family members, care home staff, SLTs and GPs.  
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In this study there were examples of relationships between the different parties 

not being successful at providing optimal well-being for care home residents with 

dementia and dysphagia. SLTs were described by care home staff as imposing 

restrictions on the care home. In turn, care home staff were described by SLTs 

as not to be trusted to implement nuanced recommendations. Family members 

were described by SLTs and care home staff as not understanding potential 

risks. Alliances were formed between care home staff and SLTs or GPs 

depending on who agreed with whom. This is consistent with the observations 

of Biggs et al (1995) that alliances can be formed in triads of care to exclude or 

over-rule others. These conflicts were underpinned by a lack of trust in the role 

or abilities of the other person or group of people, or a feeling that they did not 

know what was best for the person living with dementia and dysphagia. The 

conflicts were further complicated by the uncertainty about the SLT role from the 

perspective of care home staff and family members, and in some instances by 

SLTs themselves. In their cross-sectional web-based survey of SLTs in the 

United Kingdom and the Republic of Ireland, Egan et al. (2020) found, whilst 

SLTs felt their role in dysphagia management more broadly was well defined, 

their role in supporting people living with dementia who experienced mealtime 

difficulties lacked consensus. If SLTs themselves are unclear on their role with 

this population of individuals, it is understandable why care home staff and 

family members are also uncertain. 

In addition to the above, confusion may also have been caused in part due to 

no formal hierarchy of roles being proposed or enforced in practice. There were 

varying perceptions of hierarchies of power. In some instances, the SLT or the 
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GP were seen as being at the top of the hierarchy, being ultimately responsible 

for decisions about eating and drinking, with the GP being able to override the 

SLT decision when care home staff disagreed with the SLT. As identified by 

Hasselkus (1994), healthcare professionals, for example SLTs and GPs, can be 

seen to have a role of authority, with the GP having the highest level of authority. 

On the other hand, family members and care home staff in this study did not 

have explicit power in terms of the hierarchy, which seemed to favour 

professional status and education relating to dementia and dysphagia over 

knowledge of the person, their values and preferences. However, there was the 

potential for family members and care home staff to exert power by deciding 

whether or not to follow recommendations that were made by the SLT or GP. 

There were some occasions in this study where care home staff did choose to 

ignore recommendations, however these were in the minority. Whilst care home 

staff did not always agree with the rules they had been given, there was a 

reluctance to challenge them. This may have been as a result of feeling a lack 

of power. Collopy (1988) spoke about powerful and resourceful professionals 

interacting with vulnerable and resource-weak clients. Whilst Collopy was 

referring to ‘clients’, the same could be said for care home staff who may feel 

vulnerable and without the skills to challenge those seemingly more powerful 

than them, i.e. the healthcare professionals. The care staff in this study spoke 

about having a sense that they knew what was best for the person, but felt they 

had to do what they were told for fear of the potential repercussions. This fear 

and risk aversion resulted in people not being provided with food that was seen 

to bring them pleasure, such as Janice and her enjoyment of the cakes and 

chocolate her husband brought for her. This links with the literature on ‘risk 
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feeding’ (Hansjee 2018). The risk feeding approach was developed to address 

the needs of people who are deemed to be at risk of aspiration on all 

consistencies of food and / or fluids. Applying the same approach to people who 

have shown a preference for food that is deemed unsafe but who do not have 

the capacity to choose not to follow SLT recommendations may support care 

home staff to feel more comfortable about offering foods that may be thought of 

as physically risky but are supportive of quality of life.  

In addition to applying Collopy’s (1988) terms of ‘vulnerable’ and ‘resource-

weak’ to care home staff, family members can also be categorised as such in 

comparison to others in the hierarchy of care. However, on occasions where a 

family member disagreed with eating and drinking recommendations, compared 

to care home staff it was more likely that the family members would take the 

decision to ignore the recommendations and do what they felt was best, for 

example by not thickening fluids or by bringing in treats that did not fit with the 

recommended texture descriptions. Family members in this study were more 

confident to ‘flout the rules’ compared to care staff, perhaps because they were 

less fearful or aware of the potential consequences of doing so. This suggests 

that there may be two power hierarchies – one relating to knowledge about 

dementia and dysphagia, which may be thought of as ‘legitimate’ or ‘expert’ 

power (French and Raven 1968) and one relating to knowledge about the 

person – and that the power balance can change depending on who provides 

the food or drink to the person on a daily basis. 

Ineffective communication was found to be a significant contributing factor to the 

uncertainty, mistrust and fear that were found in this study. The different parties 
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failed to have clear and open conversations. This study has highlighted an 

elephant in the room; a kind of mutual collusion that serves to avoid or deny 

conflict in order to preserve superficial harmony and the status quo, even though 

this may be unsatisfactory for all parties. The family members, care home staff 

and SLTs in this study shared examples of dissatisfaction with how they work 

together to support people living with dementia and dysphagia. All parties felt 

they wanted was best for the person, whether that be to reduce the risks of 

aspiration or improve the quality of the person’s life. There was no clear decision 

maker and as such, each party acted in the way they thought was best, or did 

what they felt they should do according to the rules and procedures as they 

understood them. This occurred whilst simultaneously turning a blind eye to 

other parties who were taking a different approach to supporting the person 

living with dementia and dysphagia. Care home staff did as they were told but 

did not feel positive about their actions or went against recommendations whilst 

fearing the repercussions. SLTs did not provide optimal care recommendations 

because they assumed care home staff would not be able to follow nuanced 

recommendations. In turn, care home staff hinted this assumption was correct 

because they struggled to remember pertinent details about residents’ individual 

requirements. Family members provided care which they felt would make their 

loved one happy, whilst knowing that care home staff disapproved. This 

ineffective communication and lack of collaborative working has not been 

explored in other studies. However, the significance and implications are both 

profound and clear. The current approach leads to people living with dementia 

and dysphagia receiving inconsistent and sometimes overly restrictive care, 
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further reducing their choices and variety in their eating and drinking 

experiences. This leads to fewer positive eating and drinking experiences. 

To summarise this section, there are a number of different people involved in 

supporting people living with dementia, which adds significant complexity and 

leads to difficulty in providing consistent high quality care. When considering 

why this is the case, one must consider the absence of joined-up team-working 

policy from the relevant professional bodies. The role of the SLT in particular is 

uncertain, resulting in ineffective collaborations and conflict. These conflicting 

opinions and the impact of power hierarchies often impacts the quality of life of 

people living with dementia and dysphagia and reduces the choices afforded to 

them. The unresolved challenges associated with valuing both expert 

knowledge in terms of dementia and dysphagia, along with personal knowledge 

of an individual, result in unintentional mutual collusion where, each party acts 

semi-independently according to their own perception of optimal care. Whilst 

this study has highlighted many challenges relating to the eating and drinking 

experiences of people living with dementia and dysphagia, there have also been 

examples of positive experiences, which will be discussed in the next section. 

8.4 Maintaining positive eating and drinking experiences: barriers and 

facilitators 

This section addresses the fourth objective of this thesis: to determine the 

barriers and facilitators to maintaining positive eating and drinking experiences 

for people living with dementia and dysphagia. The James Lind Alliance (2014) 

exercise resulted in a list of questions to be given priority in future dementia 
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research. One of these was, “What are the most effective ways to encourage 

people living with dementia to eat and drink and maintain nutritional intake?” 

Having completed this study, I wonder if this is the right question, or whether the 

greater focus should be on how we support people to enjoy eating and drinking 

in order not only to maintain nutritional intake, but also to maintain their identities 

and quality of life. Lyman (1989) said that, if we identify dementia as 

pathological, only medical interventions will be considered. This is true also of 

dysphagia. Where eating and drinking are viewed as a means to maintain 

nutritional intake, i.e. to address physiological issues, the approach will be 

focused on the task of getting sufficient food and fluids into a person. Where 

eating and drinking are recognised for providing enjoyment, pleasure and social 

connections, these benefits of eating and drinking become the focus of 

dysphagia care. 

 

The approach of care home staff and family members in supporting people living 

with dementia and dysphagia to eat and drink had a positive response where 

that support involved warmth, encouragement of independence, laughter and 

acknowledgement of and respect for the individual. This approach fits with 

Kitwood’s person-centred care frameworks: the enriched model of dementia 

care (that a person’s experience is influenced by neurological impairment, 

health, biography, personality and social psychology) and psychological needs 

(of comfort, identity, attachment, occupation and inclusion) (Kitwood 1997). By 

knowing the person in terms of their neurological impairment, health, biography 

and personality and by providing a social environment that is supportive of 

psychological needs, people living with dementia and dysphagia can have 
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positive experiences of eating and drinking. Examples of this were seen in this 

study, such as family members knowing the food and drink that their loved one 

had previously enjoyed and providing these for them and recognising the 

strategies that were required to overcome physical challenges with eating and 

drinking independently.  

Human connections were recognised in this study as being vital for positive 

eating and drinking experiences. This has been found to be the case in other 

studies. Surr (2005) concluded the quality of interpersonal relationships is an 

essential component for preserving self and identity in people living with 

dementia in care homes.  Goffman (1963) also recognised the impact of these 

human connections, which he said lit up the world for individuals. More recently, 

McCormack et al. (2011) referred to these as ‘person-centred moments,’ which 

they said needed to be increased in order to transform the person-centred 

moments into consistent person-centred care. For the most part, these person-

centred moments were observed in interactions between family members and 

people living with dementia and dysphagia, who knew the person best and had 

the most time to spend supporting the person to eat and drink. 

Positive experiences were observed and reported, however they were not 

consistent and a number of perceived barriers were identified. Murphy and 

McKillop (2015) said that time was required to help people to enjoy eating and 

drinking more. However, the main barrier was related to the perception of 

insufficient time: time to empower people and to get to know people fully. If this 

time insufficiency is perceived rather than actual, this offers hope that this barrier 

can be overcome through adjusting the attitudes of individuals to see person-
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centred care as a value base; a way in which we behave rather than a series of 

tasks that need to be carried out. In their guide to person-centred care, The 

Health Foundation encourage the view that person-centred care does not take 

more time or financial resources (The Health Foundation 2016). Reflecting on 

the observations I made during this study, many of the participants with 

dementia and dysphagia were assisted to eat and drink. It would have taken no 

additional time for the care home staff to say what the food was, to place it in a 

position where the person could see it, and to speak with the person whilst they 

were assisting them. In addition to the perception of insufficient time, there were 

restrictions of the physical environment and the communal living setting with 

different people with different needs. Tester et al. (2004) suggested that moving 

into a care home can negatively impact social connections and familiar routines 

as a result of the pressures of what Collopy (1988) called ‘collective care’ and 

the fact that organisational efficiency has priority over the needs of the individual. 

The final identified barrier for positive eating and drinking experiences related to 

the well-being of care home staff. Corbin (2008) recognised that caring is 

complex and requires both technical and emotional competence. In this study, 

as well as in my clinical experience, disproportionate attention was given to 

technical competence and compliance with regulations, and this frequently 

overrode emotional competence, which was often seen as a weakness. 

Increasingly, caring is being seen as emotional labour, where care staff are 

having to manage their own emotions, as well as the emotions of others, whilst 

maintaining appropriate professionalism (Badolamenti et al. 2017). This focus 

on the need to be resilient seems to translate as an expectation that people 
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become emotionally withdrawn from their work. However, in order for care home 

staff to provide care for others, they first need to be respected and valued 

themselves (Maben 2008). Kadri et al. (2018) found that the personhood of care 

home staff was not consistently upheld. This suggests that, in order for positive 

eating and drinking experiences to become the norm, the needs and 

personhood of care home staff must first be addressed. 

In summary, people living with dementia and dysphagia can continue to 

positively experience eating and drinking. Care home staff and family members 

can support these experiences through knowing the person and forming human 

connections through the demonstration of warmth and respect. Whilst there are 

perceived barriers of insufficient time, challenges of a communal living 

environment and as a result of a lack of appreciation of the emotional 

competence of care home staff, this study has illustrated that positive 

experiences are possible. In an attempt to increase the frequency of these 

positive experiences, following acknowledgement of the limitations of this thesis, 

the subsequent sections describe the implications of this thesis for practice, 

research, education and policy. 

8.5 Limitations 

The overall aim of this thesis was to understand the eating and drinking 

experiences of people living with dementia and dysphagia in care homes. Due 

to the fact that many such individuals are not able to verbally express their 

experiences, I used a variety of methods and explored the experiences from a 

range of perspectives in order to achieve a holistic understanding of these 
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experiences. This study relied mostly on observational data to understand 

experiences from the perspectives of people living with dementia and dysphagia 

themselves, as only two people were able to participate in interviews and these 

were very short and lacking in detail due to the communication and cognitive 

abilities of the individuals. This reliance on observational data, whilst enabling 

people with significant communication and cognitive impairment to be involved 

in the study, could be seen as a limitation because observational data requires 

more interpretation than, for example, interview data. It was also not possible in 

discussions to check with individuals living with dementia and dysphagia to 

make sure I had correctly interpreted their experiences, and as such it was not 

possible to access the whole of the double hermeneutic that is involved in 

Interpretative Phenomenological Analysis. 

Related to the use of observational data is the fact that I did not make any video 

or audio recordings during my observations. My rationale for not videoing or 

audio recording my observations was due to the risk of intrusiveness for others 

in the environment who were not participating in the research and the possibility 

of social desirability bias. Social desirability bias is where research participants, 

i.e. the care home staff, may behave in a way they believe to be desirable as 

opposed to their typical behaviours due to a fear of reprisal (Grimm 2010). The 

impact of this was that I had to rely on one-time observations and detailed field 

notes when completing my data analysis. Had I video recorded the observations, 

this would have allowed me to watch again, which may have led to the 

identification of further points for discussion. Notwithstanding this limitation, I do 

feel my recorded observations accurately reflected events sufficiently well. 
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The participants in this study predominantly identified as being white British, with 

only one care home staff participant identifying as being Pakistani. At present, 

there are relatively few people from black, Asian and minority ethnic (BAME) 

groups in care homes due to the cultural value placed on caring within families 

and the perception that care homes are often not culturally appropriate. This 

study therefore does not explore the eating and drinking experiences of people 

from a range of ethnic or cultural backgrounds. 

It was highlighted in this study that GPs play a role in supporting people living 

with dementia and dysphagia and have an impact on the recommendations 

made, as they are often seen as being at the top of the power hierarchy. 

However, whilst they may have had important contributions to make, GPs were 

not invited to participate in this study. Had they been involved, this could have 

added another useful dimension to the discussion about the experiences and 

roles of people involved in supporting people living with dementia and 

dysphagia. 

 

8.6 Implications of this thesis  

This thesis has significance for practice, research, education and policy. In this 

section I will describe the implications for each with reference to the findings of 

this and other studies. 
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Implications for practice 

In reflecting on the implications for practice, I have returned to Sackett’s model 

of evidence-based practice. The three pillars of this model refer to the best 

available evidence, clinical expertise and the preferences and values of the 

individual. In addition to these broadly described pillars, this study has led me to 

expand on my understanding of this model. Instead of clinical expertise relating 

to the expertise of my profession and other professional colleagues, I propose 

that the expertise of care home staff and family members should also be taken 

into consideration to reflect their expert knowledge of the individual and the 

setting in which they live. I have also reflected that, in considering the personal 

preferences and values of the person, these need to be considered in the 

context of the communal care home setting, where personal preferences cannot 

always be fully adhered to. To provide recommendations that do not account for 

the physical and social environment of the care home setting risks making 

recommendations that will not or cannot be fully implemented. I have added 

these reflections to enhance Sackett’s model in Figure 9. 
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Figure 9 Sacketts Model of Evidence Based Practice: Refined 

 

 

In addition to my suggested refinement of Sackett’s model of evidence-based 

practice, I have identified a number of other implications and recommendations 

for practice.  

In this study, there were many examples of ineffective communication and high 

levels of uncertainty. Communication between the different people involved in 

the care of people living with dementia and dysphagia needs to improve. All 

parties need to collaborate and engage in open communication regarding the 

eating and drinking needs of individuals, combining expert knowledge of 

dysphagia with expert knowledge of the person. This should include open 

discussions about what is best for the person; opportunities for feedback from 
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care home staff and family members; as well as clear strategies for sharing 

information about recommendations.  

Given the significant role care home staff play in supporting people living with 

dementia and dysphagia, care providers would benefit from more wide-spread 

knowledge of the enriched model of dementia care to empower them to better 

support a person’s eating and drinking. This would help to ensure that people 

living with dementia and dysphagia are being supported in a person-centred 

way, enhancing their identity and sense of self (Phinney et al. 2007). 

Implementation of the enriched model in relation to eating and drinking would 

support care providers to: 

• Identify and support meaningful activities  

• Recognise the abilities and preferences of the individual  

• Identify routines, rituals and spiritual needs  

• Use knowledge of a person’s past experiences to recreate emotions 

associated with nostalgia (Sweeney 2020) 

• Enhance human connections and foster a sense of companionship with 

others (Watkins et al. 2017) 

It is important for people living with dementia and dysphagia to be shown respect 

through interactions and supporting the person to maintain a dignified 

appearance. As well as showing respect through actions, this should also be 

considered in relation to language. The language that care providers use to talk 

to and about people living with dementia and dysphagia has the potential to 

impact the way in which that person is treated. Using language that recognises 
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the individual, rather than labels, will promote person-centred interactions. The 

Alzheimer’s Society (2018) and the Dementia Engagement and Empowerment 

Project (DEEP) (2014) promote the use of positive language when talking about 

dementia, acknowledging that using belittling or depersonalising language can 

negatively impact mood and self-esteem and increase societal stigma.  

Supporting a person to maintain independence when eating and drinking may 

take more time for care home staff in some instances. However, this time can 

provide an opportunity for person-centred moments and help to prevent decline 

and learned helplessness (Seligman 1975). In practice, this extra time 

requirement should be recognised as essential to meet the psychosocial needs 

of the person, and should be considered as important as meeting physiological 

needs. As well as supporting people to be more involved in their own care, 

people living in care homes have skills and abilities that can be of benefit to 

others. This involvement of care home residents in supporting others should be 

encouraged in order to increase well-being. 

Finally, in relation to implications and recommendations for practice, it was 

positive to see some catering staff being creative in their preparations of texture 

modified diets and spending time making food look appealing. This approach 

should be encouraged and, in my professional opinion as a SLT, further 

enhanced by care staff placing the plate in the eye line of the person so they 

can benefit from the visual appeal of the meal. 
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Implications for research 

There are a number of ideas for future research that have stemmed from the 

findings and limitations of this study. Some participants were keen to be involved 

in teaching others about cooking and the preparation of food and drink. They 

talked with nostalgia about being taught to cook by parents and grandparents. 

This desire to teach others could be combined with inter-generational studies, 

which are increasing in popularity in care home settings, to encourage the role 

of care home residents in teaching children and young people about cooking. 

This would also help to change stereotypes associated with age and could help 

society to return to associating age with wisdom to be passed down to younger 

generations (Brocklehurst and Laurenson 2008). 

It became evident in the interviews with some family members that their loved 

one moving into a care home setting had a significant impact on their own eating 

and drinking experiences, such as changing what and where they ate. This 

impact on family members is not an area that has been specifically explored in 

the research literature and could be an interesting area for future study to 

appreciate the broader impact of a person moving in to a care home. 

As mentioned in the previous sections relating to practice, there were some 

examples in this study of the impact of language used on the behaviour of care 

home staff towards people living with dementia and dysphagia, for example the 

use of the term “full assist” resulting in disempowerment of a resident. The topic 

of language has been well studied, but not specifically in the context of eating 

and drinking and the impact it has on the behaviours of care home staff.  
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I have acknowledged in the study limitations that there was a lack of cultural 

diversity in the participants in this study. It would be interesting to expand this 

study to a more diverse population to explore the impact of dementia and 

dysphagia on their experiences of eating and drinking. I also recognise that other 

healthcare professionals may be involved in the support of people living with 

dementia and dysphagia in care homes, in particular it would be helpful for future 

research to investigate the perceived roles and responsibilities of General 

Practitioners in dysphagia care. 

Both SLTs and care home staff recognised that the potential for collaborative 

working to support people living with dementia and dysphagia was not being 

fulfilled. Both SLTs and care home staff felt there were challenges but these 

were not openly addressed. It would be helpful to investigate further the reasons 

why neither felt able to speak up about these challenges in order to address 

them and thus improve the quality of care. 

From the findings presented in this thesis, it would be helpful to develop and 

pilot the implementation of a framework for assessment and support of people 

living with dementia and dysphagia in a care home setting to support SLTs and 

other healthcare professionals in determining the best course of action for each 

individual. This could include training for care home staff on how to support 

people living with dementia and dysphagia to have positive experiences of 

eating and drinking. Such training could be designed and its effectiveness 

evaluated in future clinical studies. 

Finally, in relation to implications for research, this thesis has benefitted from the 

use of multiple methods and perspectives to explore the eating and drinking 
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experiences of people living with dementia and dysphagia. Combining 

observational data with interview and focus group data from a range of 

individuals has created a holistic view of the phenomena and future research 

should explore similar research methods to ensure that people with more 

advanced dementia can contribute. 

Implications for education 

In considering the implications for education, I have considered specifically the 

education of SLTs, care home staff and researchers and will present these 

separately. 

Education for SLTs 

In University degree programmes, SLTs should be supported to view dysphagia 

in people living with dementia in a bio-psycho-social framework rather than 

having a purely biomedical focus. This would be relevant for SLTs working with 

people with dementia and dysphagia in all health and social care settings, not 

just in care homes. In order to support this broader view of dysphagia, Sackett’s 

model of evidence-based practice should continue to be taught in SLT 

education, with the addition of recognising the expertise of care home staff and 

family members, together with the consideration of the personal preferences and 

values of the individual in the context of the communal care home setting.  

The Royal College of SLTs is increasingly promoting the role of SLT clinical-

academics. In completing this thesis, I learned a great deal about the benefits 

and challenges of this role. The benefits included the fact that I already had 

knowledge and skills which enabled me to empathise with participants and build 
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effective rapport. However, the challenges included recognising the need to 

maintain the boundary between my role as a researcher and the role of a 

clinician. Education for SLTs on these benefits and challenges would be helpful 

for future clinical-academics. 

Education for care-home staff 

This thesis has contributed to the knowledge that person-centred care is not 

consistently implemented in care homes. The implementation of person-centred 

care requires a change in care culture, which in turn requires adaptations to the 

physical environment, values, norms and organizational structure (Zimmerman 

et al. 2019). Education of care home staff can contribute to changes in practice 

alongside these other factors, to encourage an attitude adjustment as regards 

valuing person-centred interactions and support as time well spent. In relation 

to this thesis, person-centred care training should refer to how to assist people 

with eating and drinking related tasks in a way that focuses on their abilities and 

personal preferences. Within such education, care home staff may benefit from 

spending time observing the care home environment to appreciate the 

experiences of care home residents. Observation of interactions between family 

members and care home residents may also be beneficial for care home staff to 

see positive interactions relating to sharing food and drink that they can then 

replicate. 

As well as education about person-centred care, care home staff would benefit 

from training in reflexivity and assertiveness to support them to be able to reflect 

on their practice but also feel empowered to speak up when they feel that 

practice needs to improve. This also would require leadership training for care 
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home managers to support them to enhance the personhood of the care team. 

In particular, managers should make sure care staff feel comfortable with 

spending extra time on improving residents’ well-being. 

It would be helpful for care home staff to be more familiar with the roles and 

responsibilities of health care staff who may be involved in care for people living 

in the home. Rather than relying on local education of care providers about the 

roles and responsibilities of different health care professionals, it would be 

helpful for this to come from the governing bodies of different professions to 

have greater reach, such as from the Royal College of Speech and Language 

Therapists, as will be referred to in the next section on implications for policy. 

Education for researchers 

In reflecting on my role as clinical-academic, referred to above, I recognised that 

some of the clinical skills I drew upon during data collection are not 

commonplace skills for researchers; for example, understanding the ways in 

which a care home functions and how to build rapport with a range of 

participants, particularly those with limited communication abilities. On 

reflection, I took these skills for granted at the time but now recognise that 

researchers who are new to working in care homes would benefit from practical 

guidance on performing research in these settings. 

Implications for policy 

The implications for policy are suggested to recognise the different people 

involved in supporting people living with dementia and dysphagia and to change 

the focus of eating and drinking advice from a purely biomedical perspective of 
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encouraging the consumption of food and drink to a perspective which 

specifically recognises the importance of the residents’ enjoyment of eating and 

drinking. The policy implications are relevant to health and social care providers 

and regulators. 

The role of SLTs needs to be reviewed, regarding people living with dementia 

and dysphagia in care homes and this role should be clearly communicated with 

care homes. I believe this communication would be more effective if it was co-

ordinated at a national level, rather than local SLTs potentially repeating work 

that has already been completed by others. Some of the care homes involved 

in this study had more regular contact with their local SLT, whereas one in 

particular had very little contact with their local service, despite a number of 

residents experiencing symptoms of dysphagia. Lessons can be learned from 

settings where positive relationships already exist with SLTs in order to make 

this the norm.  

In this thesis, family members remained involved in supporting eating and 

drinking with the majority of them visiting the home daily. The role of family 

members in supporting people living with dementia and dysphagia in care 

homes should be recognised and valued by policy makers as supporting both 

the needs of the person with dementia and also the needs of the family 

members. This should include recognition of the emotional impact of dysphagia 

on family members, as well as care home staff and healthcare professionals. 

Within policy relating to care homes, the rights of care home residents, with and 

without dementia, should be promoted with regards to decision making and 

involvement in the care home setting. The role of care providers also needs to 
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be reviewed regarding their contribution to supporting people living with 

dementia and dysphagia. The knowledge and skills of all care home staff, 

including care home managers, nurses, care assistants, activity coordinators 

and cooks should be recognised and valued in policy. Additionally, the need for 

care home staff to be empowered to advocate for the people they care for should 

be highlighted. The need to value and support care home staff should also be 

reflected to promote person-centred practice across the care setting, including 

towards care home staff. 

Finally, the language used to refer to people living with dementia and dysphagia 

should continue to be reviewed in policy documents to ensure person-centred 

care is being promoted. This language should reflect a culture of compassion, 

which should be embedded in all policy relating to dementia and dysphagia in 

care homes. A change in the way in which dementia and dysphagia are talked 

about will help to reduce the associated stigma, which was prevalent in the 

participating care homes, as it is in society (Burgener et al. 2015). By reducing 

the stigma associated with dementia and dysphagia, we can move away from 

seeing individuals as incidental subjects (Keady and Gillard 1999) and move 

towards a culture of respect for people living with dementia and dysphagia in 

care homes (Gerritsen et al. 2018). 

8.7 Concluding remarks 

The purpose of this thesis was to understand the eating and drinking 

experiences of people living with dementia and dysphagia in care homes. 

Through interviews, focus groups and observations, key areas of importance 
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have been highlighted. The eating and drinking experiences of people living with 

dementia and dysphagia in this thesis depended on how the person was 

stereotyped, positioned, understood and ultimately treated. 

The eating and drinking experiences of people living in care homes were very 

different to their previous experiences of living in their own homes. The food 

quality and quantity changed, as did the physical and social environment in 

which mealtimes and snacks took place. This resulted in experiences that were 

more negative than in the past and less focused on the individual’s needs and 

preferences. For people living with dementia and dysphagia, the loss of identity 

and lack of recognition of individualised preferences was even more apparent. 

These individuals increasingly were seen as part of a collective care process 

rather than as individuals. These individuals had each become merely someone 

to be fed, someone who was not afforded choice, someone who was given food 

and drinks that were often deemed unpalatable and lacking in variety.  

The care home residents also had become lost in the uncertainty of who made 

decisions about their eating and drinking. There was conflict and disagreement 

between the different people involved as to which was most important – being 

an expert in knowledge of the individual or being an expert in the knowledge of 

dysphagia. My interviews and observations led me to the view that family 

members were positioned at the opposite end of this knowledge spectrum to 

SLTs, with care home staff being in the middle position, knowing something 

about the person and something about dementia and dysphagia, but perhaps 

seen as expert in neither due to the challenges of caring for so many individuals 

in the context of a process-driven service. The ability of key stakeholders to 
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communicate and collaborate with each other was impeded by a number of 

barriers, many of which were deemed to be too difficult to overcome due to 

insufficient time and resources.  

The eating and drinking experiences of people living with dementia and 

dysphagia in care homes were not all negative. There were some shining 

examples of positive experiences. Mealtimes and snack times continued to offer 

opportunities for connection, in particular for the person and their family 

member. When these connections were formed, they resulted in more positive 

well-being for all parties. These positive experiences and connections were 

achieved through nourishing the person with the food and drink they enjoy, 

engaging the person in a meaningful way, seeing the person as the individual 

they are, and recognising the benefits which can be achieved through the simple 

daily act of eating and drinking. It is my hope that, by shining a light on these 

possibilities, such positive experiences might become the norm, rather than the 

exception.  
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Appendix B: Example Interview Guide  
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Understanding the importance of eating and drinking  

for people living in care homes 
 

 

 

Family Interview Guide 

Introduction 

• Thank you for agreeing to take part in this study and for agreeing to this 

interview – the interview will take no more than 1 hour 

• Today, we are going to be talking about eating and drinking 

• I will be recording the session on this tape recorder so that I can join in 

the conversation with you without having to take lots of notes. No-one 

else will listen to the recording other than me and it will be stored securely 

• I have prepared a few questions to start us off 

• If there are any questions that you do not want to answer, you do not 

have to answer them 

• We can take a break at any time or you can choose to end the interview 

whenever you wish 

 

Topics / questions for discussion 

The following questions will act as prompts: 

• What were mealtimes like for NAME in the past? How is this different to 

mealtimes now?  

• What do you think makes mealtimes more enjoyable for NAME? What 

things impact negatively on their mealtimes? 

• What kinds of difficulties have your noticed NAME experiencing?  

• What is the impact of these difficulties on their day to day life?  

• Have you or NAME found any strategies that help make eating and 

drinking easier? If so, what are they? 

• Has NAME ever seen a speech and language therapist or another 

professional about their swallowing difficulties? Did they give any advice? 

What did you think about the advice they gave? Did you and NAME 

manage to follow the advice? 

• What do you think is most important to NAME about eating and drinking 

(prompt with who / what / where / when / routines and rituals / choices / 

involvement)? 
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Concluding the interview 

• Acknowledge that the interview time has nearly finished 

• Sum up the key things that we have discussed – check for accuracy and 

ask if there is anything else to add 

• Remind: audio recording will be transcribed, anonymised and stored 

securely; provide contact details in case of any questions or queries 

• Thank the individual for their time and contributions 

• Ask if the individual would like to be sent a report of my findings after the 

study and whether they would like this to be sent by post or electronically 

 

NOTE: NAME refers to the name of the person living with dementia and 

dysphagia / their family member 
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Appendix C: Information on Dementia Care Mapping 
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This information has been taken from DCM Process and Application (School of 

Dementia Studies, (2016b) p88-89 

 

What is Dementia Care Mapping™? 

Dementia Care Mapping™ is an observational tool and a process, which is 

designed to help staff to consider and improve the quality of care for people 

living with dementia. When carrying out observations or a ‘map’ a Dementia 

Care Mapper/s will observe between one and eight people living with dementia. 

What they write down examines the experience of care from the perspective of 

the person with dementia. The mapper/s observe people continuously for a 

number of hours depending on the mapping purpose.  

Every five minutes a mapper writes down a Behaviour Category Code (BCC) 

which represents what each person was mainly doing for that five minute period. 

This is chosen from a list of 23 codes represented by a letter (e.g. F=eating and 

drinking, L=leisure, fun and recreational activities). In each five minutes the 

mapper also records a Mood and Engagement (ME) Value, which represents 

how engaged the person is and whether their mood is positive or negative. This 

is represented on a six point scale (+5, +3, +1, -1, -3, -5). 

The mapper also has a way of recording the quality of staff interactions with 

each person they are observing through Personal Detractions and Personal 

Enhancers. Personal Detractions are times when an interaction ‘puts down’ a 

person with dementia and undermines their emotional or social needs. For 

example, talking about him/her in his/her presence as if they were not there 

would be recorded as ‘ignoring’ because such an approach excludes rather than 

includes the person.  

Personal Enhancers are times when a member of staff interacts with a person 

in a way which has the potential to support them and their emotional or social 

needs. For example, providing a person with verbal prompts to help them to 

complete an activity independently would be coded as ‘enabling’ and would 

support a person’s engagement in meaningful occupation. Personal Enhancers 

and Detractions are recorded as and when they occur. 

Once the observation is complete the mapper/s analyse the data that they have 

recorded and present it in an easily understandable format that care teams can 

use to help them reflect on current practice and the development of action plans. 
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Appendix D: Care Home Managers Information Sheet 
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Understanding the experiences of eating and drinking 

for people living in care homes 

 

Information Sheet for Care Home Managers 

Introduction 

My name is Lindsey Collins. I am a PhD student at the University of Bradford and a 

Speech and Language Therapist. I am doing a study to find out about people’s 

experiences of eating and drinking when they live in a care home and have cognitive 

and / or communication difficulties. I am especially interested in talking with people who 

have trouble with swallowing food or drink and those who support them.  

This information leaflet outlines my project. You can keep this information to refer back 

to. If you have questions about this information at any point, please contact me using 

the contact details at the end of this leaflet. 

Purpose 

Eating and drinking is important for helping people to keep well. It is also often a social 

activity, and it can bring back memories of the past. When people move into a care 

home, what they eat and drink, their meal times and who they eat with all change.  

Sometimes people have problems with eating and drinking (dysphagia). Food or drink 

may not go down easily or can make a person cough. Some people may need help to 

eat and drink.  

In this project I am interested in finding out what it is like to live in a care home when a 

person has eating and drinking problems as well as cognitive and / or communication 

difficulties. The findings will help care homes and services to understand how to support 

people who have eating and drinking problems.  

Why have I been invited? 

This care home has been invited as it is registered with the Enabling Research in Care 

Homes (ENRICH) Network. I would like to invite all of the residents in your home who 

meet the following criteria to participate in the study: 

• Live in your care home 

• Have a diagnosis or a probable diagnosis of dementia 

• Experience difficulties with eating, drinking and swallowing (dysphagia) 

I would also like to invite family members to participate where appropriate and a number 

of care staff from the home. 
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What will the study involve? 

There will be three groups of participants who will be recruited from the care home: 

1. People living with dementia and dysphagia 

2. Family members of people living with dementia and dysphagia 

3. Care home staff who support people living with dementia and dysphagia 

Each participant will be invited to participate in an interview lasting between 20 minutes 

(care staff) and up to one hour (people living with dementia and family members). For 

participants living with dementia and dysphagia, I would also like to observe them for a 

period of time to see what their experiences of eating and drinking are like. This will 

involve discretely observing individuals for several hours on two separate occasions. I 

will use a tool called Dementia Care Mapping to complete these observations and will 

make a note of how people spend their time (looking particularly at eating and drinking), 

what their mood is like and the type of support they receive from care staff. I will not 

observe private or personal activities such as dressing or using the bathroom. 

As the care home manger, I would appreciate it if you could assist this study by: helping 

to identify potential participants; distributing information sheets to potential participants; 

and collecting the names of those who express an interest in participating in the study. 

What will be done with the information? 

All of the interviews will be audio recorded so that I can listen to the conversations rather 

than making notes at the time. I will use the interview data along with my observations 

to identify themes about what it might be like to live with eating and drinking problems. 

These themes will be used to provide information to care homes and health and social 

care professionals about what is important to consider when supporting people with 

eating and drinking.  

Will comments be kept private? 

The data collected as part of this research project will be handled in line with the General 

Data Protection Regulations (2018). The University of Bradford is the data protection 

Sponsor for this study and will be responsible for looking after information and ensuring 

it is used properly.  

Each participant will be asked to sign a consent form. For people living with dementia 

and dysphagia who do not have the capacity to consent to participation, a personal 

consultee will be sought and asked to sign a declaration form if they feel that the person 

would have consented to participate had they been able to. All consent and consultee 

declaration forms will be kept in a locked cabinet and will be destroyed within 3 months 

of the completion of the study. 

I will type up the audio recordings of the interviews and my notes from my observations, 

removing any names and identifying information. The recordings will then be erased 

and my observation notes will be kept in a locked cabinet and destroyed within three 
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months of the end of the study. The typed up interviews and notes will be shared with 

my supervisors at the University.  

Names and personal details will not be included in any report. My final thesis and 

reports about my findings may include quotes from participants in their own words. But 

their names and the name of the care home won’t be included. 

All information will be kept safe and secure. However, if a participant shares something 

or I observe something that suggests that the individual or someone else might be 

harmed, I would need to discuss this with you and may need to report it to another 

authority. 

Do I have to take part? 

No, you (as a care home) do not have to take part. You can choose not to participate 

and this will not have any consequences for you. If you choose to take part, you can 

change your mind at any time. You can ask for your information to be taken out of the 

write up. To do this you would need to ask me within two weeks of agreeing to take 

part.  

What are the potential benefits? 

I hope that the contributions from the residents and their families as well as care staff 

will help residential care providers to promote more positive eating and drinking 

experiences. I also hope to influence the support provided by health and social care 

professionals, in particular Speech and Language Therapists. 

What are the potential risks? 

There is a risk that participants may become upset by talking about changes to their 

eating and drinking experiences. Participants will be offered support if this happens. 

Participants do not have to answer any questions that make them feel uncomfortable. 

The discussions will take place within the Home. We will liaise with you about the most 

appropriate place to hold the discussions to keep disturbance to the Home to a 

minimum.  

Some people may feel uncomfortable about being observed. I am experienced in 

carrying out observations and will be as discrete as possible. I will explain my presence 

to others in the environment. If my presence causes distress to either the person I am 

observing or others in the environment, I will stop observing. 

 

What will happen to the results of the research? 

The results of the research will be written up as part of my PhD thesis. I also intend to 

write articles about my research. These will be published in journals. I also aim to use 

the results to inform care providers about how they might support people with eating 

and drinking.  
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Who has organised, funded and reviewed this study? 

This research is being carried out as part of a PhD at the University of Bradford. The 

PhD has been funded by the Alzheimer’s Society as part of their Clinical Training 

Fellowships.  

This study has been reviewed and given a favourable opinion by The Yorkshire and 

Humber Research Ethics Committee on the 20th August 2018. 

What if there are any problems? 

If you would like any clarification about any aspect of  

this research, please contact:   

Lindsey Collins 

Centre for Applied Dementia Studies 

University of Bradford 

Richmond Road 

Bradford 

BR7 1DP 

Tel: 07919 213911  

Email: l.collins3@bradford.ac.uk  

 

Should you wish to receive independent confidential advice about taking part in 

research, please contact Tamsin Holt, Head of Research Support, using the following 

details: 

Research Knowledge Transfer Support 
Richmond Building 
Richmond Road 
Bradford 
BD7 1DP 
Tel: 01274 235184 
Email: nhs-ethics@bradford.ac.uk   
    

Complaints  

If you would like to raise a concern or make a formal complaint, you can contact 

Professor Jan Oyebode (Professor in Dementia Studies and PhD supervisor) using the 

following details: 

Centre for Applied Dementia Studies 

University of Bradford 

Richmond Road 

Bradford 

BR7 1DP 

Tel: 07827 976538 

Email: j.oyebode@bradford.ac.uk  

mailto:l.collins3@bradford.ac.uk
mailto:nhs-ethics@bradford.ac.uk
mailto:j.oyebode@bradford.ac.uk
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Appendix E: Participant Information Sheet Example 
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Understanding the experiences of eating and drinking 

for people living in care homes 

Information Sheet for Personal Consultees 

Introduction 

My name is Lindsey Collins. I am a PhD student at the University of Bradford 
and a Speech and Language Therapist. I am doing a study to find out about 
people’s experiences of eating and drinking when they live in a care home and 
have cognitive and / or communication difficulties. I am especially interested in 
talking with people who have trouble with swallowing food or drink and those 
who support them.  

This information leaflet outlines my project. You can keep this information to 
refer back to. If you have questions about this information at any point, please 
contact me using the contact details at the end of this leaflet. 

Purpose 

Eating and drinking is important for helping people to keep well. It is also often 
a social activity, and it can bring back memories of the past. When people move 
into a care home, what they eat and drink, their meal times and who they eat 
with all change.  

Sometimes people have problems with eating and drinking (dysphagia). Food 
or drink may not go down easily or can make a person cough. Some people may 
need help to eat and drink.  

In this project I am interested in finding out what it is like to live in a care home 
when a person has eating and drinking problems as well as cognitive and / or 
communication difficulties. The findings will help care homes and services to 
understand how to support people who have eating and drinking problems.  

Why have I been contacted? 

The manager at ______________________________ has identified that 
________________________________________________ meets the criteria 
for participating in this study. However they have informed me that your 
relative/friend is not able to decide for himself / herself whether to take part in 
this research. 

In situations where a person is not able to make a decision about whether to 
take part in a research study, a personal consultee is sought. This is someone 
(a family member or friend) who knows the person well and who has in interest 
in their welfare. The role of personal consultee involves advising what the 
person’s wishes and feelings would be if they were able to make their own 
decision about whether to take part.  

The manager has suggested that you might be able to give an opinion regarding 
the wishes of your relative/friend to be involved.  
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If you are unsure about taking on this role of personal consultee, you may seek 
independent advice. It is your decision whether or not to agree to this role. Your 
decision will not impact the care that your relative/friend receives. If you are 
happy to be the personal consultee, then please read on. 

If your relative/friend has already made decisions or expressed their wishes 
about taking part in research, these should take precedence. If they have not 
made their wishes known in advance, then please consider what you know of 
their wishes and feelings, and consider their interests.  

If you are of the opinion that your relative/friend would have no objection to 
taking part, I will ask you to read and sign a consultee declaration form. I will 
give you a copy to keep.  

I will keep you fully informed during the study so that you can let me know if you 
have any concerns or you think your relative/friend should no longer take part. 
If you are of the opinion that your friend/relative would no longer wish or should 
not continue taking part, it will not affect the standard of care they receive in any 
way.  

The following information is the same as would have been provided to your 
relative/friend. 

Why have I been invited? 

You have been invited because you may have some problems with eating and 
drinking and you live in a care home.  

What will the study involve? 

You will be invited to take part in two activities: 

1. I'd like to talk with you for up to an hour about your experiences of eating 
and drinking. I will ask you about what eating and drinking is like for you; 
what difficulties you have; what makes eating and drinking more or less 
enjoyable; and any strategies you have found helpful. 

 

2. I'd like to spend about 8 hours in the care home to see the place of eating 
and drinking in your day. I will use something called Care Mapping. This 
means I will make notes about how you spend your time, whether you 
seem to be enjoying yourself, and how members of care home staff help 
you. I will sit on one side and will not interrupt your day.  

If you would like to take part in one or both of these activities, please complete 
the ‘slip’ at the end of this sheet and return it to the home manager. 

I would also like to talk to people who support you with eating and drinking. This 
would involve talking to a family member if you have one who visits regularly. It 
will also include talking to one or more people who work here.  
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What will be done with the information? 

Our conversation will be audio recorded. This means I can listen back to it rather 
than take lots of notes whilst we are talking. I will make notes during the periods 
of observing your day.  

Themes about what it is like to live with eating and drinking problems will be 
identified. These will be used to provide information to care homes about what 
is important to consider when supporting people with eating and drinking.  

Will my comments be kept private? 

All information that I collect for this study will be kept safe and secure in line with 
the General Data Protection Regulations (2018). 

You will be asked to sign a consent form. This will be kept in a locked cabinet. 
The consent form will be destroyed at the end of the study. 

I will type up the recordings of our conversation and my observation notes. I will 
remove all names and anything that could identify you. The recordings will then 
be erased. The typed up conversation and notes will be shared with my 
supervisors at the University. 

Your name and personal details will not be included in any report. My final thesis 
and reports about my findings may include quotes from what you said in your 
own words. But your name won’t be included. 

All information will be kept safe and secure. However, if you share something or 
I observe something that suggests that you or someone else might be harmed, 
I would need to tell the home manager or another authority. 

Do I have to take part? 

No, you do not have to take part. The care that you receive will not be altered 
whether or not you take part. If you choose to take part, you can change your 
mind at any time. You can ask for your information to be taken out of the write 
up. To do this you would need to ask me within two weeks of taking part.  

What are the potential benefits? 

I hope that what you tell me can be used to help care homes to make eating and 
drinking more positive for people who need help with eating and drinking.  

What are the potential risks? 

There is a risk that you may become upset by talking about changes to your 
eating and drinking abilities, habits and routines. If you become upset, we can 
take a break. We can then discuss whether you want to continue or stop the 
interview. You do not have to answer any questions that you don’t want to. 

What will happen to the results of the research? 

The results of the research will be written up as part of my PhD thesis. I also 
intend to write articles about my research. These will be published in journals. I 
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also aim to use the results to inform care providers about how they might support 
people with eating and drinking.  

Who has organised, funded and reviewed this study? 

This research is being carried out as part of a PhD at the University of Bradford. 
The PhD has been funded by the Alzheimer’s Society as part of their Clinical 
Training Fellowships.  

This study has been reviewed and given a favourable opinion by The Yorkshire 
and Humber Research Ethics Committee on the 20th August 2018. 

What if there are any problems? 

If you would like any clarification about any aspect of  

this research, please contact:   

Lindsey Collins 
Centre for Applied Dementia Studies 
University of Bradford 
Richmond Road 
Bradford 
BR7 1DP 
Tel: 07919 213911  
Email: l.collins3@bradford.ac.uk  
 

Should you wish to receive independent confidential advice about taking part in 
research, please contact Tamsin Holt, Head of Research Support, using the 
following details: 

Research Knowledge Transfer Support 
Richmond Building 
Richmond Road 
Bradford 
BD7 1DP 
Tel: 01274 235184 
Email: nhs-ethics@bradford.ac.uk   
Complaints  

If you would like to raise a concern or make a formal complaint, you can contact 
Professor Jan Oyebode (Professor in Dementia Studies and PhD supervisor) 
using the following details: 

Centre for Applied Dementia Studies 
University of Bradford 
Richmond Road 
Bradford 
BR7 1DP 
Tel: 07827 976538 
Email: j.oyebode@bradford.ac.uk  

mailto:l.collins3@bradford.ac.uk
mailto:nhs-ethics@bradford.ac.uk
mailto:j.oyebode@bradford.ac.uk
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______________________________________________________________ 

To state your interest in taking part in this project, please complete the following 
and pass this slip to the care home manager 

I am interested in taking part in this project about eating and drinking and am 
happy for my name to be passed to Lindsey Collins. 

Name: 

 

Signature: 

 

Date: 
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Appendix F: Consent Form Example 
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Understanding the experiences of eating and drinking  

for people living in care homes 

 

 

Consent Form: Residents 

Researcher: Lindsey Collins, PhD Student, University of Bradford 

Please initial each box: 

 

 
I have read and understood the information sheet. I have had the chance to ask 
questions and have had these answered. 
 

 

 
I understand that it is my choice whether I take part. 
 

 

 
I understand I have the right to withdraw at any time without providing a reason and 
this will not affect my care. 
 

 

 
I understand that, if I withdraw, the researcher will use the information I have provided 
up to that point unless I say I do not want her to. 
 

 

 
I understand who will have access to the personal information provided, how it will be 
stored and what will happen to the information at the end of the project 
 

 

 
I understand that information given will be confidential unless there are concerns 
about safety, in which case the researcher will discuss this with me before informing 
an appropriate person. 
 

 

 
I understand that direct quotes from what I say may be used in written reports and in 
talks about the research but that no-one will be able to tell who I am from these 
quotes. 
 

 

 
I agree to take part in an interview. 
 

 

 
I agree for the interview to be audio recorded. 
 

 

 
I agree to the researcher observing my day. I understand that I can go about my day 
as I normally would during this time. 
 

 

 
I agree to the researcher approaching my family member to invite them to take part in 
an interview to discuss my eating and drinking. 
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_________________________ ____________         _____________________ 

Name of Participant   Date   Signature 

 

 

_________________________ ____________ _____________________ 

Name of Researcher   Date   Signature 
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Appendix G: Themes with Associated Quotes Examples 
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Appendix H: Sources Contributing to Themes Example 
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Sources Contributing to Themes 

 

This table shows the themes relating to the super-ordinate theme ‘being a care 

home resident with dementia and dysphagia’ with the data sources that 

contributed to that theme. You can see that care home (CH) residents, family 

members, care home staff, SLTs and DCM observations contributed data to 

each of the themes. Interviews with people living with dementia and dysphagia 

contributed to the themes of ‘quality and quantity’ and ‘choice’. 
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Appendix I: Summary Table of PEs and PDs 
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This table provides a summary of the total number of PEs and PDs for all 

observed participants across all Maps. The table shows that, overall staff were 

most effective in supporting the need for comfort and least effective in supporting 

the need for occupation and inclusion. 
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Appendix J: Coded Transcript Example 
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Appendix K: DCM Summary and Additional Information Example 
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Colin All Maps Summary 

 

Date of maps: January 2019  Place: CH5 

Observer: Lindsey Collins              

 

How Colin spent his time (BCCs) 

This graph shows the percentage of the mapped time that Colin as a whole spent 

engaging in each of the different behaviours. 

 

 

Colin spent: 

• 36% of the time eating and drinking 

• 24% of the time passively engaged, watching but not joining in 

• 15% of the time engaging his senses 

• 13% of the time interacting with others, either verbally or non-verbally 

• 7% of the time engaging meaningfully with an object 

• 2% of the time each: disengaged (C), engaging in self-care (D), and receiving 

practical support from care home staff (P) 
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Colin’s levels of well-being (ME values) 

This graph shows the percentage of the mapped time that the group as a whole spent 

experiencing each of the different mood and engagement values. 

 

 

Colin spent: 

• 84% of the time in a neutral mood with intermittent engagement 

• 13% of the time showing small signs of a negative mood or being disengaged 

• 4% of the time showing signs of considerable positive mood and engagement 

 

Colin’s average mood and engagement for each of the maps was: 

• +0.7 in Map 1 

• +0.8 in Map 2 

• +1.0 in Map 3 

To put this in context, +1.0 refers to a neutral mood and intermittent engagement.  
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Personal Detractors (PDs) and Personal Enhancers (PEs) 

Personal Enhancers (PEs) and Personal Detractors (PDs) describe the interactions 

between care staff and participants. PEs are interactions that support the person's well-

being. PDs take away from well-being. PEs and PDs are categorised under 5 

psychological needs - comfort, identity, attachment, occupation and inclusion 

 

PE and PD Summary Table for Colin (all maps) 

Psychological 

need  

Detracting  Enhancing  

Comfort  1 

Identity  1 1 

Attachment  2 

Occupation  2 1 

Inclusion  4 1 

 

Descriptions of Personal Enhancers 

Comfort: Map 1: 12:55 – PE Relaxed pace – member of staff assists Colin to eat his 

meal using a relaxed pace 

Identity: Map 3: 11:50 – PE Respect – member of staff says “You look really smart 

today, Colin” 

Attachment: Map 1: 11:55 – PE Genuineness – member of staff approaches Colin and 

says “Hello Colin, how nice to see you downstairs” 

Attachment: Map 3: 12:15 – PE Genuineness – member of staff says “it’s nice to see 

you downstairs, Colin. And you’re looking very smart today” 

Occupation: Map 1: 12:40 – PE Facilitation – Staff member moves table closer to Colin 

so he can reach his food more easily and puts a spoon into his hand, saying “you alright 

over here? Let’s turn your plate round” 

Inclusion: Map 3: 12:20 – PE Recognition – member of staff says “can I put this on you 

like this” as puts Colin’s apron on 
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Descriptions of Personal Detractions 

Identity: Map 1: 12:55 – PD Infantalisation – member of staff says “do you need a hand 

my lovely” 

Occupation: Map 1: 13:10 – PD Imposition – Staff member tries to wipe Colin’s face 

with a tissue. Colin pulls away. Staff member says “you come here, sweetheart” 

Occupation: Map 3: 11:50 – PD Objectification – member of staff moves Colin in his 

chair without any interaction 

Inclusion: Map 1: 12:10 – PD Ignoring – one member of staff says to another “that one. 

He can feed himself” 

Inclusion: Map 1: 12:50 – PD Ignoring – member of staff says to another “If you put his 

drink down, put it to the side or it confuses him” 

Inclusion: Map 1: 13:05 – PD Ignoring – member of staff says to another “I’m not 

convinced Colin wants this” 

Inclusion: Map 2: 15:20 – PD Ignoring – member of staff says “he used to like dancing” 
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CH1 Notes from DCM Observations 

Care Home as a whole additional notes: 

• Two lounge areas – one smaller with more people, one larger with fewer 

• Larger lounge doubles as dining room; separate dining room with three tables 

• Environment can be noisy 

o TV on in one lounge (children’s programmes on at times; often no-one 

watching it) 

o Music on in other (loud, often quite ‘frantic’ music e.g. Tequila) – can 

hear through to other rooms 

o Buzzer sounds often and for prolonged periods of time 

o Fire alarm test was quite prolonged 

o Residents struggling to hear each other over the sound of the TV that 

no-one is watching 

o Noise from serving area during lunchtime in dining room 

• In both lounge areas, the chairs are placed around the edges of the room, not 

promoting interaction 

• Some resident interactions between some residents – “Sit back down in your 

chair, you might fall” 

• Several people sleeping in the communal area at any one time  

• Staff choosing biscuits for residents – not given a choice 

• Staff calling people by name, showing some knowledge of individuals 

• Staff talking across room to each other “two left” 

• Cups and plates are plastic and blue 

• Staff serve food and drink at snack time then leave the room whilst people 

continue to eat and drink 

• Often full time frames where no staff are present 

• Environment doesn’t encourage interaction – chair positioning and lack of 

stimulation 

• “Watch where you’re going or you’ll bang your head again” (Accusation) 

• Said to lady happily colouring “you need to go to the toilet” (Disruption) 

• Man says “why is it always cold bloody coffee?” 

• “I’ll take you to the toilet in 5 minutes” (Withholding) – didn’t return 

• Table settings in dining room: 

o White cloths with bright coloured round plastic mats (on first day – this 

was not replicated at every mealtime and not in the smaller dining area; 

other mealtimes the tables just had a plain cloth on and nothing else; in 

the separate lounge/dining room there were no cloths or table settings) 

o Condiments on table  

o Smooth radio playing loudly on TV 

o People passing though 

o Felt busy / chaotic 

o No napkins – people wiping mouth and nose on pinny / sleeves 

• “The feeding ones are through there. These are the independents” (Labelling / 

Banishment / Stigmatisation) 

• “[NAME of resident], go sit over there” (Imposition) 
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• Moving people in wheelchairs without interaction (Objectification) 

• Food served before drinks and food looked quite dry 

• More interactions between residents over the mealtime – sat closer together 

around a circular table 

• People not being told what the food is 

• Large portions being given and just slopped into a bowl – no seasoning offered 

• Some people offered seconds. Not consistent 

• Staff only in dining room to serve food without interaction other than briefly 

assisting one lady 

• “I can’t eat that. I hate it. It’s disgusting” – not offered an alternative  

• “It’s too noisy isn’t it” – resident in lounge / dining room; another occasion “it’s 

too loud. It gives me a headache. I’ve told you a thousand times” – music 

turned down (subjective opinion is that the environment seems suddenly 

calmer) 

• When drinks served several people being told frequently “don’t let your tea go 

cold” 

• “They’re just feeding everyone else tea and coffee at the moment” – staff 

member to resident 

• One lady saying “I’m dead tired; I mustn’t panic must I; I want to go back” – 2 

members of staff laughing at what she’s saying (Mockery) 

• Afternoon tea break – biscuits given to some people – those on modified diet 

not offered a snack 

• Mainly staff and visitors talking together – very little engagement with residents 

even though staff and visitors sat amongst residents 

• Typical to ask people across the room if they want the toilet 

• Typical to call people “love” or “sweetheart” 

• One lady wanting to get up and go somewhere told “you sit there, you’re going 

to have teatime soon” – this was said 1 hour before teatime 

• Instance of PE – “I know you don’t like this so much. It can be a bit scary” 

• During Magnus Map 3 / Colin Map 1 – 8 people in room – 3 people asleep, 2 

borderline, 1 singing, 1 colouring. No staff present at start of mapping then one 

staff member in, who greeted people by name and with a handshake 

• During Magnus Map 3 – at start of observation, 6 residents in room – 1 

colouring; 1 asleep; other 4 borderline. 1 member of staff present – writing 

notes. Other staff member comes in room, puts tablet in mouth of sleeping 

person and tells to chew 

• Segregation of certain residents (seems to be those who need assisting to eat 

and drink) 

• Yoghurts given with big spoons 

• Several people being told to sit down 

• “I’m just going to put you a bib on” 

• People generally not told what they are having to eat 

• At mealtimes, there were times where one member of staff was present to 

assist multiple people 

• Medication given during mealtimes 
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• “Can you shout in [name of resident]’s ear and ask if he’s got any pain?” 

(between staff) 

• Runny rice pudding – some people coughing on it 

• “You’re not allowed sandwiches, you’ll have to have the soup instead” 

• Pudding down before main eaten 

• “Is [name of resident] a feed?” 

• “[Name of resident] is next door. She’s been on the commode” 

• One lady asked for a drink of water 5 times (3 different staff) before she 

received it 

• Plastic bowls not really study enough – move around as people try to get the 

food out of them. May benefit from a non-slip mat of some kind 

 

Audrey additional notes: 

• Tapping seemingly to the music from the other room – seems to get some 

pleasure from music and dancing 

• No interaction that doesn’t relate to food and drink in first observation period (2 

hours 50 minutes) 

• Signs of dysphagia – none with tea and dunked biscuits; delayed swallow 

trigger; effortful swallow at times (food was very dry looking); difficulties getting 

food on spoon at times; slow chewing movements; fluids fine 

 

Audrey PD / PE / UC (Usual Care) interactions for Map 1 

34% of time eating and drinking; average ME +0.5 

(No staff interaction between 10:10 and 10:35) 

10:35 – UC – Staff offering a drink of tea or coffee 

10:35 – PD Imposition – Staff gave biscuits without offering choice  

(No staff interaction between 10:40 and 11:30) 

11:30 – PD Invalidation – Audrey asks to use the toilet. Staff respond to say “You’ve 

been to the toilet” then says to Mapper “she’s been to the toilet” but Audrey says she 

needs to go again so staff take her (note, has not been to the toilet since observations 

started at 10:10) 

10:50 – UC – Staff say to Audrey “Are you getting up? It’s lunchtime” 

12:00 – PD Objectification – Member of staff puts pinny on Audrey without any 

interaction 

12:10 – UC – Staff puts down plate of food and says “here you are an a spoon” 

12:25 – UC – Staff member says “You eat your dinner up, Audrey” 

12:30 – PD Imposition – Audrey brought a drink without being offered a choice but 

drinks it readily, saying “that’s lovely” 
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12:35 – PD Outpacing – Staff says to Audrey “Eat your diner up, sweetheart” then two 

minutes later “Audrey, come on and eat a bit more” then three minutes after that “Are 

you going to eat your dinner up?” then three minutes after that “Come on, Audrey. 

Finish up” 

12:45 – PD Invalidation – Audrey says “that’s enough” but staff pick up spoon and 

assist her to eat some more food saying “You can manage a bit more” 

12:50 – PD Imposition – Audrey says “Can I go to bed now” the member of staff 

replies “not yet, you’re only half way through your pudding” 

12:50 – PE Facilitation – Staff member sees that Audrey is having difficulty getting the 

food onto her spoon and helps to get the food onto the spoon then Audrey continues 

to eat independently 

 

Audrey PD / PE / UC interactions for Map 2 

19% of time eating and drinking; average ME +1.3 

15:35 – UC – Staff greets “Hello, Audrey” then carries on walking through the room 

15:55 – PD Outpacing – Member of staff says “come on love, time to eat” then leaves 

the room. Audrey stands up, sees the person has left, looks round and sits back down 

again looking confused 

16:10 – PD Imposition – Audrey is given a meal by a member of staff without being 

given any choice of what to have 

16:15 – PD Outpacing – Audrey has been given some cheese on toast then a bowl of 

soup and bread is put down then a drink then a pudding, all with no interaction . 

Audrey in the end eats very little then gets up and leaves the table 

 

Magnus additional notes: 

• Really struggles to get spout of beaker into mouth; struggles to tip sufficiently 

to get (thickened) fluids out; chewing on beaker spout – even when staff 

present they are not helping – drank only a small amount of fluids (has 

catheter) 

• Signs of dysphagia – wet cough post swallow on fluids at times; coughing also 

noted post swallow on blended diet; cough is weak; wet voice post; problems 

with saliva management at times; cough more evident towards the end of the 

meal when Magnus looks visibly more tired 

• Catheter is visible at bottom of trouser leg – are privacy and dignity 

considered? 

• When assisted to eat in his room, the member of staff stands next to Magnus’ 

chair so he has to look up to make eye contact and to see when more food is 

coming. As well as reducing the opportunity for connection, this can increase 

the risk of aspiration as tipping the head back makes it more difficult to close 

the airway during the swallow 
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• Watching television whilst eating – volume is loud 

• In map 3 – meal is ham, chips and peas for those on a normal diet 

• Wife says Magnus used to grow veg and really enjoyed fruit – stewed fruit 

crumble and custard – could this or similar be provided now?  

• Wife to staff “will you help him with his lunch tomorrow because I’m at the 

hospital and he forgets how to do it sometimes” 

• Towards the end of a meal, Magnus starts to look tired and coughing 

increases 

 

Magnus PD / PE / UC interactions for Map 1 

47% of the time eating and drinking; average ME +0.7 

14:25 – PE Facilitation – member of staff offers help with drink and assists with a sip 

“enough?” “Yes” 

14:40 – PD Accusation / Invalidation – member of staff approaches Magnus and says 

“don’t chew your cup”, wrestles the cup out of his hands and says “come on, have a 

drink”. Magnus replies “I did”. Member of staff says “no you didn’t. You didn’t tip it up 

enough” 

14:45 – PD Disparagement – member of staff calls across room to Magnus “you need 

to tip it up. That’s a bit better. No don’t chew it” 

14:50 – PD Disruption – staff says loudly “stop chewing the cup” then takes the cup 

out of Magnus’ hands and puts it at the far end of the table, out of his reach 

15:00 – PE Acknowledgement – member of staff enters the room, notices Magnus 

and goes over. Says hello and shakes hand. Asks how he is and Magnus smiles in 

return 

15:15 – PD Disruption – Magnus moves some paperwork that a member of staff is 

working on into a pile. The member of staff takes the paperwork away and says “I 

don’t know why you want that” 

15:35 – PD Objectification – Magnus is moved from chair to wheelchair using a hoist. 

His permission is not sought beforehand. He is told by a member of staff “let go of 

there” when he tries to take hold of part of the hoist. Facial expression suggests that 

Magnus feels unsafe or uncomfortable 

16:10 – PD Disempowerment – A member of staff assists Magnus with his meal 

without offering the chance for Magnus to eat independently 

16:15 – PD Outpacing – Magnus is being given his main course with a large spoon a 

fast pace. He finishes his main course in under 4 minutes. Fluids are also continued to 

be given whilst Magnus is coughing post swallow. 

16:15 – UC – “Is that nice?” “Yes” 
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Magnus PD / PE / UC interactions for Map 2 

54% of the time eating and drinking; average ME +0.6 

11:55 – PE Acknowledgement – member of staff approaches Magnus and greets with 

a handshake, saying “hello Magnus, how are you today”. Magnus smiles at the 

member of staff. 

12:10 – PD Ignoring – member of staff says to another “he can feed himself as well” 

pointing at Magnus 

12:15 – PD Objectification – member of staff puts a pinny on Magnus without any 

interaction 

12:35 – PE Facilitation – member of staff turns Magnus’ plate round so he can eat the 

food from the other side of the plate, however Magnus still continued to struggle to eat 

12:50 – PD Infantilisation – member of staff says to Magnus “you’re trying aren’t you” 

then to no-one in particular “he’s tried his best, bless him” 

12:50 – PD Ignoring – member of staff says to another “can one of you feed Magnus 

he’s struggling a bit” 

12:55 – PE Relaxed pace – member of staff sits next to Magnus and helps him with 

his meal. The member of staff does this at a slow pace 

13:00 – PE Acceptance – member of staff says to Magnus “I’ve brought you a nice 

rice pudding. You do prefer your puddings don’t you. I’ve added in some jam as well 

to make it nice and sweet for you” 

13:10 – PE Facilitation – member of staff goes to get a tissue and gives it to Magnus 

so he can wipe his mouth. Magnus thanks the member of staff 

 

 

Magnus PD / PE / UC interactions for Map 3 

60% of the time eating and drinking; average ME +2.0 

16:10 – PD Disruption – Magnus has been holding his cup, along with some other 

items, and engaging with them. A member of staff comes over and removes the cup 

from Magnus, resulting in him frowning  

16:15 – PD Disparagement – member of staff says to Magnus “I can tell you’re tired 

because you drool more” 

16:15 – UC – “I’ve got some soup for you. I think it’s leek and potato” 

16:20 – PE Fun – whilst assisting Magnus with his meal, a member of staff talks 

jovially with Magnus and they smile and laugh together 
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16:25 – PD Infantilisation – Having been assisted with his meal, Magnus had quite a 

lot of food residue around his mouth. He was not provided with a napkin to clean his 

mouth or assisted to do so 

 

Magnus PD / PE / UC interactions for Map 4 

41% of the time eating and drinking; average ME +2.5 

Assisted by wife. Don’t code interactions but some strategies used: 

• Relaxed pace throughout 

• Talking calmly 

• Saying what the food is “I think that’s chicken and cheesy mash. It looks 

lovely” 

• Turning plate and saying what is left on it 

• Using a second spoon to push food onto the spoon Magnus is using so every 

spoonful is a success 

• Provides tissues to wipe mouth and hands after meal – assisted with this 

• Chatting between courses 

• Prompting to drink “Magnus I’ve got a nice cup of tea here for you” 

• Recognising when fatigued and offering more assistance e.g. holding the cup 

for him 

No staff interactions throughout the meal, just with wife 

Family member PD/PE: 

11:45-12:15 (30 minutes) – PE Relaxed Pace – family member looks through 

newspaper with Magnus and talks about what is in the headlines, giving Magnus lots 

of time to look at each page before turning the page 

12:20 – PE Respect – family member respectfully offers Magnus an apron to protect 

his clothes, speaking quietly and asking Magnus’ permission to place it over his head 

12:25 – 12:35 (10 minutes) – PE Relaxed Pace – family member and Magnus return 

to looking through the newspaper together with Magnus setting the pace for looking at 

each page 

12:35-12:55 (20 minutes) – PE Facilitation – Throughout his main course of his meal, 

Magnus’ family member observes Magnus eating and, when he struggles to get food 

onto his spoon, uses a separate spoon to help push the food on so that Magnus can 

continue to eat independently. This is all at a relaxed pace also 

12:55 – PE Facilitation – After Magnus has finished eating, his family member 

provides him with a tissue to wipe his mouth and hands clean 

13:10-13:30 (20 minutes) – PE Facilitation – Magnus appears more tired when eating 

his pudding. His family member starts by using the same strategy as for his main 

meal. As Magnus becomes more tired, his family members offers increasing amounts 

of support to help him to continue eating and drinking 
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Colin additional notes: 

• Wet, intermittent cough, not just when eating and drinking but also post 

swallow on fluids at times 

• Seems to like to do things with his hands – often picking at things or holding 

and manipulating things or rubbing hands together or rubbing the table top or 

appearing to try to clean the table top 

• Spends significant periods of time in his room / in bed according to staff 

• Drinks given in spouted beaker – not always able to get spout into mouth to 

drink – at times some staff come and remove the lid from the beaker, others 

put it back on - inconsistency 

• At times post drinking, appears breathless - ? any pain 

• Is able to drink independently when given a cup but benefits from having staff 

there to prompt as doesn't always seem to recognise it as a cup / drink 

• Responds mostly non-verbally to interactions and attempts to initiate 

interactions. Occasional verbal responses 

• Spends a long time just watching what is going on without any interaction 

• Pureed meals given with spoon to eat independently. Able to eat part of meal 

independently. Seems to eat colourful food first (veg/meat) before potato – 

possibly able to see this better on the white plate 

• Fatigues before finishes meal – putting spoon down more frequently between 

mouthfuls. Not always successful at getting food on spoon towards end of 

meal 

• In 3rd observation, main course, pudding and drink all on table at one time 

 

Colin PD / PE / Usual Care (UC) interactions for Map 1 

38% of the time eating and drinking; average ME +0.7 

11:55 – PE Genuineness – member of staff approaches Colin and says “Hello Colin, 

how nice to see you downstairs” 

12:10 – PD Ignoring – one member of staff says to another “that one. He can feed 

himself” 

12:20 – UC – member of staff says “this is for you, Colin” and puts a table in front of 

him. Colin does not respond 

12:40 – PE Facilitation – Staff member moves table closer to Colin so he can reach 

his food more easily and puts a spoon into his hand, saying “you alright over here? 

Let’s turn your plate round” 

12:50 – PD Ignoring – member of staff says to another “If you put his drink down, put 

it to the side or it confuses him” 

12:55 – PD Infantilisation – member of staff says “do you need a hand my lovely” 
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12:55 – PE Relaxed pace – member of staff assists Colin to eat his meal using a 

relaxed pace 

13:05 – PD Ignoring – member of staff says to another “I’m not convinced Colin wants 

this” 

13:10 – PD Imposition – Staff member tries to wipe Colin’s face with a tissue. Colin 

pulls away. Staff member says “you come here, sweetheart” 

13:10 – UC – “Hello Colin” 

13:30 – UC – member of staff says “who keeps putting the lid on your drink?” and 

removes it 

 

Colin PD / PE / UC interactions for Map 2 

0% of time eating and drinking; average ME +0.8 

15:20 – PD Ignoring – member of staff says “he used to like dancing” 

15:35 – UC – “Hello Colin” 

 

Colin PD / PE / UC interactions for Map 3 

50% of time eating and drinking; average ME +1.0 

11:50 – PD Objectification – member of staff moves Colin in his chair without any 

interaction 

11:50 – PE Respect – member of staff says “You look really smart today, Colin” 

12:15 – PE Genuineness – member of staff says “it’s nice to see you downstairs, 

Colin. And you’re looking very smart today” 

12:20 – PE Recognition – member of staff says “can I put this on you like this” as puts 

Colin’s apron on 

12:55 – UC – Member of staff says to no-one in particular “there should be some 

gravy on there” then leaves the room 

13:05 – UC – “Cuppa tea, Colin?” 
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Appendix L: Dissemination Activities 

  



  

 396 

 

Dissemination Activities 

 

International Conference Presentations 

 

Collins, L. (February 2020) Challenging a dehumanising approach to dementia. 

TEDxMaplewood, New Jersey USA:  

https://www.youtube.com/watch?v=HUzocymbsP4  

Collins, L. (November 2018) Stop, Look, Listen and Think: A person-centred approach 

to dementia and dysphagia in care homes. Oral Technical Research Session. American 

Speech-Language and Hearing Association Annual Convention, Boston USA. 

Collins, L. and Leslie, P. (November 2018) Don’t assume – Ask. Enabling people with 

cognitive-communication difficulties to have their decisional preferences heard. Oral 

seminar. American Speech-Language and Hearing Association Annual Convention, 

Boston USA. 

Collins, L. (October 2018) Some days are better than others: The eating and drinking 

experiences of people living with dementia and dysphagia in care homes. Oral 

Presentation. Alzheimer Europe, Barcelona. 

 

National Conference Presentations  

 

Collins, L. (November 2019) Supporting people to live well with dementia and 

dysphagia in care homes. Oral presentation. UK Dementia Congress. 

Collins, L. (September 2019) Who’s in charge here? Supporting people living with 

dementia and dysphagia in care homes. Oral presentation. Royal College of Speech 

and Language Therapists Conference. 

Collins, L. (July 2018) Exploring the eating and drinking preferences and experiences 

of people living in care homes. Oral Presentation within Symposium: RICH (Research 

in Care Homes) experiences of four PhD students. British Society of Gerontology 

Conference. 

Collins, L. (February 2018) I can tell you about dinner – you just need to know how to 

ask: a person-centered approach to dementia and dysphagia in care homes. Plenary 

Presentation. UK Swallow Research Group Conference, London. 

Collins, L. (May 2017) Understanding the eating and drinking experiences of people 

living with dementia and dysphagia. Plenary Presentation. Compass Group Healthcare 

Conference. 

 

https://www.youtube.com/watch?v=HUzocymbsP4
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Collins, L. (May 2016) Dementia and dysphagia: what is best practice? Plenary 

Presentation. Nutricia Dysphagia Academy, London. 

Collins, L. (May 2016) Supporting people with dementia and eating and drinking 

difficulties. Primary Care and Public Health Conference, Birmingham. 

 

Presentations to clinical audiences 

 

Collins, L. (January 2020) Supporting decision making for people living with dementia. 

Seminar, University of Central Lancashire. 

Collins, L. (June 2019) A person-centred approach to supporting people living with 

dementia and swallowing difficulties. Plenary Presentation. NACC Innovations in 

Dementia and Mealtimes Seminar, Doncaster. 

Collins, L. (May 2019) Exploring the eating and drinking experiences of people (with 

dementia and dysphagia) in care homes. Peninsular Dysphagia Network, Exeter. 

Collins, L. (March 2019) Exploring the eating and drinking experiences of people with 

dementia and dysphagia in care homes. Dementia Clinical Excellence Network, Bristol. 

Collins, L. (November 2019) A person-centred approach to supporting people living 

with dementia and dysphagia. Royal Hospital for Neuro-disability Study Day, London. 

Collins, L. (May 2018) I can tell you about dinner, you just have to ask: Exploring the 

eating and drinking experiences of people with dementia and dysphagia in care homes. 

Dementia Clinical Excellence Network, London. 

Collins, L. (January 2018) Eating and drinking experiences and preferences of people 

living in care homes. Birmingham City University Seminar Series, Birmingham. 

Collins, L. (June 2017) End of life care for people living with dementia and dysphagia. 

Palliative and Supportive Care Clinical Excellence Network. 

Collins, L. (June 2016) Supporting people with dementia and dysphagia: balancing the 

risks. Plenary Presentation. Advancing Dysphagia Practice Seminars. University of 

Central Lancashire. 

Collins, L.  (July 2015) End of life care in dementia: The role of the SLT. Speech and 

Language Therapy Study Day, Dublin. 

 

 


