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and finalise the themes, and wrote the published article. 
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Abstract  

Background: Decisions about eating and drinking problems are challenging for 

family carers and healthcare professionals caring for people with severe 

dementia, particularly in acute hospitals. I aimed to better understand this process 

and develop a guide that will support family carers and hospital professionals to 

have a conversation and make decisions. 

Methods: This PhD consisted of four workstreams to co-design a decision guide: 

WS1) a systematic review about the decision-making processes; WS2) an 

interview study with people with mild dementia; WS3) an interview study with 

family carers and hospital professionals; and WS4) a co-design workshop study 

with family carers and hospital professionals.  

Findings: Decision-making processes about eating and drinking for people with 

dementia are complex and often characterised by unclear procedures and a lack 

of support. People with mild dementia were not familiar with eating and drinking 

problems resulting from dementia. They preferred to leave the discussion and 

decisions to family carers and healthcare professionals until issues arose. It was 

consequently demanding for family and professionals to make the decisions on 

a patients’ behalf, especially in acute hospitals where they reported poor 

communication, limited resources, and emotional involvement.  I developed a 

decision guide through co-design workshops to facilitate conversations and 

discussions about eating and drinking problems and treatment options between 

family carers and hospital professionals to support their decision-making. 

Participants from the interview and workshop studies helped co-design and check 

the final prototype of my decision guide to make sure it was comprehensible for 
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all parties, addressed cultural and language differences, and focused on the 

patients’ best interest. 

Conclusion: In acute hospitals, decisions about the care around eating and 

drinking for people with severe dementia are challenging. Decisional support for 

family carers and hospital professionals, for example, the decision guide 

developed in this PhD, is potentially helpful and could lead to better care. An 

evaluation study is still warranted to test its usefulness in actual clinical practice.   
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Impact statement  

This PhD aimed to develop a decision guide to facilitate the discussion and 

decision-making about nutrition and hydration for people with severe dementia in 

acute hospitals. The findings from the PhD will potentially benefit people with 

dementia, family carers of people with dementia, professionals and hospital 

services, and the academics in the relevant field.  

 

Impact on people with dementia and family carers 

The findings from this PhD suggest that people with mild dementia and some 

family carers were not aware of eating and drinking problems related to dementia. 

Advance care plans for future eating and drinking were rare. Family carers often 

found it challenging to engage in discussions about eating and drinking problems, 

especially during health crises and end-of-life in acute hospital settings. 

Therefore, from the findings, it is vital to increase public awareness of eating and 

drinking problems in dementia and encourage conversations around eating and 

drinking problems in advance care planning.  

I offer possible solutions to introduce and engage people with dementia and their 

families in discussions. I have also developed a decision guide about nutrition 

and hydration for people with severe dementia in acute hospitals. The decision 

guide will help family carers to have key information and clear steps for 

conversations and decision-making. It will engage them in the discussions to 

clarify their values, consider others’ views, and communicate their opinions. 

Importantly, the decision guide focuses on person-centred care and best-
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interests decision-making. The findings also propose practical approaches to the 

conversations and decision-making in acute hospitals. These will enhance better 

decision-making processes about nutrition and hydration in these settings that 

will benefit the well-being of and improvement in care for people with severe 

dementia and their families. 

 

Impact on professionals and hospital services 

During this work, hospital professionals highlighted the benefits of the 

multidisciplinary team in helping assess and understand the overall picture of the 

individual with dementia, which was considered important in decision-making. 

However, many hospital professionals found it difficult to routinely engage with 

the multidisciplinary team, especially the palliative care team. Some 

professionals lacked confidence discussing eating and drinking problems with 

family carers.  

I also propose possible solutions to help individual hospital professionals engage 

with families in the discussions. The decision guide also emphasises and 

introduces multidisciplinary teamwork and palliative care, which professionals 

can use as a tool to introduce such processes of care. The decision guide has 

been disseminated and has received huge attention on Twitter. For example, 

many health and social care professionals and services, such as in geriatric 

medicine, dementia and palliative care, and speech and language therapy have 

asked to use the guide or suggested to others to use it. 
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At the organisational level, the findings highlight the need for consistent 

procedures to support decision-making and care for nutrition and hydration for 

people with severe dementia. For example, additional measures to support family 

involvement in decision-making and personal care, a consistent record-keeping 

and information sharing system, and champions to encourage multidisciplinary 

involvement.  

 

Impact on the academic community 

This PhD offers in-depth understanding and several practical solutions to the field 

of nutrition and hydration care in acute hospitals for people with severe dementia. 

I have developed a shared decision-making model about nutrition and hydration 

for people with dementia which can be used as a framework to develop an 

intervention to support eating and drinking problems in future studies. It can also 

be applied and adapted to other decisions related to dementia and end-of-life 

care. The overall findings also identify problems or areas for improvement 

regarding nutrition and hydration care for people with severe dementia in acute 

hospitals, using the perspectives of all stakeholders which will enable 

researchers to further study such areas and find new improvements. Lastly, the 

decision guide developed in this thesis is available to freely use and test in 

training, clinical practice, and research, which will lead to future refinement and 

updates of the decision guide.  

Chapter 2 (WS1) – the systematic review has been published in BMC Geriatrics 

(at the time of writing, the Journal’s impact factor is 3.921, the article’s Altmetric 

score is in the 90th percentile of all outputs of the same age, and it has been cited 



  

9 
 

nine times). Chapter 4 (WS2) – the interview study with people with mild dementia 

has been published in Age and Ageing (at the time of writing, the Journal’s impact 

factor is 10.668, the article’s Altmetric score is in the 95th percentile of all outputs 

of the same age, and it has been cited twice). I presented the findings from this 

PhD in local, national, and international conferences, including the EAPC and 

BSG conferences.  
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Chapter 1 Background 

1.1 Introduction 

When people have severe dementia, they may be unable to make decisions for 

themselves. They may rely on others such as family members or friends 

(henceforth referred to as ‘family carers’) and health and social care professionals 

to make decisions as a proxy in their best interests (Mitchell, 2015a). Decisions 

about nutrition and hydration are particularly difficult, and may include whether to 

initiate or continue certain interventions, how to deliver them, and consideration 

of the risks and benefits. These decisions may be complex, challenging, 

emotionally demanding and cause considerable stress for family carers and 

professionals (Moore et al., 2017). These decisions may be more complicated in 

acute hospital settings where people living with dementia are physically unwell 

and may require other invasive procedures to treat acute deteriorating conditions 

(Afzal et al., 2010, Sampson et al., 2006).  

Time constraints to treat acute conditions and severe malnutrition/dehydration 

may pressure people to make decisions in a rush. Family carers and 

professionals may benefit from decisional support, for example, a decision aid or 

guide, to help them consider various information and choices tailored to the 

individuals’ conditions and needs (Davies and Iliffe, 2016, Elwyn et al., 2006, 

Harrison Dening et al., 2016). 

For consistency, I use the term ‘family carers’ throughout the thesis. Family carers 

in this thesis are those informal carers who provide unpaid care for an individual 

living with dementia and have a social relationship with them, such as a spouse, 
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parent, child, other relative, neighbour, friend or other non-kin (Broese van 

Groenou and De Boer, 2016). 

This chapter incorporates an overview of the literature on dementia care in the 

severe stages, common nutrition and hydration problems, and shared decision-

making processes in the dementia context. This chapter is fundamental to the 

following chapters that will describe my PhD project, which aimed to develop a 

decision guide about nutrition and hydration for family carers and hospital 

professionals caring for people with severe dementia during acute hospital 

admissions. 

1.2 Dementia 

Dementia is a growing health concern. In 2016, dementia affected around 44 

million people worldwide (GBD Dementia Collaborators, 2019). This figure will 

reach 76 million in 2030 and 135 million in 2050, mainly due to population ageing 

(World Health Organization, 2015). In the UK, it an estimated 839,000 people 

were living with dementia in 2016 (GBD Dementia Collaborators, 2019). This 

figure is expected to rise to over 1 million by 2025 and over 2 million by 2051 

(Prince et al., 2014). In England, overall costs of dementia care are predicted to 

increase from £23.0 billion in 2015 to £80.1 billion in 2040, and the average 

annual cost per person predicted to increase from £35,100 in 2015 to £58,900 in 

2040 (Wittenberg et al., 2020). There will be an increasing burden on individuals 

who have dementia, their family carers, and healthcare systems (GBD Dementia 

Collaborators, 2019). Care for people living with dementia has become a priority 

for health and social care policy. 
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Dementia is an umbrella term characterised by a global cognitive decline leading 

to functional impairment, personality and behavioural changes (Arvanitakis et al., 

2019, Gale et al., 2018). The most common cause of dementia is Alzheimer’s 

disease, followed by vascular dementia, mixed Alzheimer’s disease and vascular 

dementia, and Lewy body dementia (Prince et al., 2014). Dementia might be also 

caused by several less common aetiologies; for example, frontotemporal 

dementia and Parkinson’s disease dementia (Arvanitakis et al., 2019, Burns and 

Iliffe, 2009). The clinical course of dementia may vary and can be difficult to 

predict for each individual. However, the average life expectancy of people living 

with dementia is around 3.3-4.5 years after the onset of the disease (Wolfson et 

al., 2001, Xie et al., 2008). Dementia should therefore be considered a life-limiting 

illness, but this has been under-recognised by the public and many professionals 

(Browne et al., 2021, Davies et al., 2021c). 

Despite different causes of dementia, people living with the condition share a 

clinical syndrome with variable manifestations. They can present with a range of 

cognitive, psychological, behavioural, sleep or physical impairments. Clinical 

presentations of Alzheimer’s disease are distinct from other causes of dementia 

at the earlier stage. People living with dementia in the later stage have similar 

manifestations regardless of aetiology (Arvanitakis et al., 2019). The most 

common presentation of Alzheimer’s disease is a slow onset and gradually 

progressive loss of memory. This may be accompanied by language difficulties, 

mood changes, social withdrawal, and disinhibition in an earlier stage. People 

with early-stage dementia can live fairly independently with little help; however, 

support for them is still important to meet individuals’ needs (Arvanitakis et al., 

2019, Burns and Iliffe, 2009, Benke et al., 2015). 
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1.2.1 The severe stages of dementia  

A ten-year follow-up study showed that around 14% of people living with 

dementia in nursing homes reached the late stage of their illness (Koopmans et 

al., 2003). A more recent study found that only 27.4% of people dying with 

dementia died with severe dementia, while the majority died with mild (22.2%) 

and moderate dementia (50.4%) (Aworinde et al., 2018). In the UK, it is estimated 

that of 883,1000 people living with dementia in 2019, 510,6000 had severe 

dementia (Wittenberg et al., 2019), and the number of people with severe 

dementia is projected to more than double in 2040 (Wittenberg et al., 2019, 

Wittenberg et al., 2020). 

Cognitive functions of people living with dementia profoundly deteriorate in the 

late or severe stage, including executive dysfunction, visuospatial impairment, 

memory loss and language disorder (Boller et al., 2002). People with severe 

dementia have more psychological and behavioural problems, for example, 

delusions, hallucinations, agitation, disorientation, and pacing (Boller et al., 2002, 

Arvanitakis et al., 2019). Motor disorders and neurological signs, such as 

myoclonus, disorders of gait, falls, and swallowing difficulties, may become more 

problematic in the severe stage. Progressive muscle loss and decreased physical 

functions, including swallowing function, were also associated with the severity 

of dementia (Takagi et al., 2017). These significant declines lead to severe 

functional impairments, which are more marked throughout the last years of 

illness of people living with dementia (Chen et al., 2007). Additionally, people with 

severe dementia can suffer spiritually from loss of hope, autonomy, personhood 

and social relationships (Daly et al., 2019). Frailty is particularly linked to 
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dementia severity and can further diminish overall functions, including 

psychological and social aspects (Anantapong and Tinker, 2019, Anantapong et 

al., 2020b, Sampson, 2012, Yuan et al., 2021). In the later stages, levels of care 

dependency of people living with dementia increase exponentially in several 

domains, including problems with eating and drinking (Schussler et al., 2016). 

1.2.2 End-of-life stage of dementia 

Dementia is a life-limiting condition, but there is limited public understanding and 

awareness of the terminal nature of dementia (Browne et al., 2021, Davies et al., 

2021c). Health and social care professionals often find it difficult to predict and 

explain dementia trajectory and end-of-life to family carers (Moon et al., 2021). 

This difficulty could lead to a reluctance to discuss end-of-life care decisions with 

people with dementia and their families and delay the involvement of the palliative 

care team (Lawrence et al., 2011, Sampson et al., 2018).  

The definition of the end-of-life in dementia is still inconsistent (Browne et al., 

2021), which may explain variations of clinical practice and policy towards end-

of-life care for people with dementia. The uncertain nature of end-of-life in 

dementia is particularly demanding when people need to make end-of-life 

decisions during health and social crises (Lamahewa et al., 2018). Time-related 

criteria, for example, the prognostic survival time of six or twelve months, are 

difficult to use and are not applicable in dementia, because people with dementia 

may continue to live for several years with episodes of an acute illness that may 

cause sudden death (Department of Health, 2008, Murray et al., 2005).   
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In dementia research, cognitive and functional tests are often used to determine 

end-of-life; however, the use of such tests can be inaccurate and preclude people 

with obvious needs for palliative and end-of-life care (Browne et al., 2021). These 

cognitive and functional tests commonly identify end-of-life as people with severe 

or advanced dementia, i.e., based on the stage of the disease. However, using a 

single specific tool will miss the complexities and holistic needs regarding 

dementia and end-of-life (Browne et al., 2021).  Browne et al. (2021) proposed to 

refocus the definition of end-of-life in dementia from prognostication-based or 

stage-based to need-based approach; to identify and provide end-of-life care 

needs for the individual with dementia.  

I acknowledge that many people living with dementia may reach the end of life 

before they get to the severe stages of dementia (Aworinde et al., 2018). Given 

that severe and advanced stages of dementia are often used as a proxy of end-

of-life in dementia, I have considered and discussed end-of-life and palliative care 

as significant parts of care for people with severe dementia. This is in line with 

guidelines and recommendations to engage with end-of-life and palliative care 

for people with dementia as soon as possible of their dementia journey 

(Alzheimer’s Society, 2020, Department of Health, 2008, Department of Health, 

2009, NICE, 2018b); therefore, this needs to happen for people with severe 

dementia. 
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1.3 Family carers of people living with dementia 

Family carers may help an individual living with dementia with household chores 

or other practical errands, transport to doctors or social visits, social 

companionship, emotional guidance, or help with arranging professional care 

(Broese van Groenou and De Boer, 2016). In England, many people with 

dementia receive unpaid care from family carers, numbers are expected to rise 

from 260,000 in 2015 to 331,000 in 2025 and 479,000 in 2040 (Wittenberg et al., 

2020). Family carers are vital to health and social care for people with dementia; 

for example, people with dementia who co-reside with family carers were 20 times 

less likely to be transferred from community to residential care (Banerjee et al., 

2003). People with dementia who live with their family carers also tend to have a 

better quality of life (Orgeta et al., 2015).  

Although many family carers reported positive feelings from caring for people with 

dementia, for example, ensuring their closeness in relationships with the 

individual and fulfilling their moral obligation  (Lawrence et al., 2008), caring roles 

generally lead to care burden, which has a negative impact  on family carers’ 

mental and physical health, which in turn may result in social and/or financial 

strain (Orgeta et al., 2013). These negative impacts include poor mental and 

physical health, social functioning, and quality of life of family carers (Daley et al., 

2019, Del-Pino-Casado et al., 2021, Lawrence et al., 2008, Orgeta et al., 2013). 

For example, some family carers experience financial crises and give up much of 

their personal and social life to carry out daily care (Lawrence et al., 2008). 

Family carers with high levels of care burden and stress are less likely to 

understand difficult caring situations or use effective problem-solving strategies 
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(Orgeta and Sterzo, 2013), which may further worsen their health and impact the 

quality of care they provide for their relative. Family carers’ stress and coping 

responses can influence the dementia progression and quality of life of the 

individual with dementia (Orgeta and Leung, 2015, Orgeta et al., 2015). Family 

carers’ perception and coping with their caring roles vary based on their cultural 

and social beliefs and pre-existing personality (Lawrence et al., 2008, Orgeta and 

Leung, 2015, Orgeta and Sterzo, 2013). It is, however, important to provide 

support to every family carer by, for example, diverting care demands, arranging 

emotional and practical guidance, and reframing the positive evaluation of their 

role in the care (Daley et al., 2019, Department of Health, 2009). 

1.4 Nutrition and hydration for people with severe dementia 

Eating and drinking are essential for the maintenance of nutrition and hydration 

but are also important for the pleasure and social interactions of an individual 

(Royal College of Physicians, 2021, Baijens et al., 2016). The ability to eat and 

drink hinges on a complex and coordinated system for swallowing and airway 

protection, such as synchronised contraction of muscles in the oropharynx, 

larynx, and oesophagus (Easterling and Robbins, 2008), resulting in multiple 

areas where problems can occur. Successful eating and drinking are also 

affected by the individual’s mood, general medical and surgical problems, 

neurological and psychiatric diseases, and the caring environment and 

supporting services (Royal College of Physicians, 2021, Howells et al., 2021). 

Significant eating and drinking problems can manifest as dehydration, weight 

loss, food refusal or a reluctance to eat, frequent coughing and spluttering, 

prolonged mealtimes, pulmonary problems such as laryngeal obstruction and 
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chest infections, drooling from the mouth, and withdrawal from mealtimes (Royal 

College of Physicians, 2021). Approximately 15% of community-dwelling older 

people (Madhavan et al., 2016) and 30% of hospitalised older people (Lee et al., 

1999) have swallowing difficulties. They may require and benefit from 

multidisciplinary strategies to maintain their independence (Baijens et al., 2016), 

for example, support for eating and drinking with acknowledged risks 

(Sommerville et al., 2019).  

Eating and drinking difficulties can occur at any point in dementia and are 

common for people with severe dementia (Mitchell, 2015b). The progression of 

dementia may cause swallowing difficulties, loss of appetite, inability to recognise 

food and utensils, difficulties in attention and problems with maintaining normal 

eating routines (Shinagawa et al., 2016). While eating problems in people with 

mild and moderate dementia tend to come from appetite changes and changed 

eating habits, people with severe dementia tend to experience swallowing 

disturbances (Kai et al., 2015). These can lead to aspiration pneumonia, 

malnutrition, weight loss, skin breakdown, poor wound healing, and increased 

confusion (Pivi et al., 2012). Support regarding eating and drinking problems 

requires a tailored approach for each individual at each stage of dementia. 

Approaches to nutrition and hydration problems of people with dementia  

Approaches in the earlier stages of dementia 

To improve nutritional status and prevent complications, people living with 

dementia and eating problems can receive interventions and support in many 

ways. Some methods of support include oral supplementation, food or drink 

modification, dining environment modification, social support for eating and 
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drinking, education for family carers, and behavioural interventions (e.g., 

Montessori based activities and relaxing music prior to a meal) (Borders et al., 

2020, Bunn et al., 2016). From systematic reviews, the evidence of these 

interventions has shown no definitive effectiveness concerning the improvement 

of nutritional status, quality of life, and functional and cognitive status. However, 

this might be due to the small sample size and short-term study design of the 

included studies (Bunn et al., 2016, Abdelhamid et al., 2016). When these 

interventions can no longer support people living with dementia effectively, and 

malnutrition and dehydration worsen, family carers and healthcare professionals 

may consider other interventions that could help. 

Approaches in the later stages and end-of-life of dementia 

Artificial nutrition and hydration (ANH) can be offered via invasive procedures 

such as nasogastric (NG) tube, percutaneous endoscopic gastrostomy (PEG), 

intravenous hydration and hypodermoclysis (National Collaborating Centre for 

Acute Care, 2006, Royal College of Physicians, 2021). The evidence for 

effectiveness for these interventions is limited, and they can have a negative 

effect on the well-being of the individual with dementia (Brooke and Ojo, 2015, 

Pivi et al., 2012, Sampson et al., 2009b, Teno et al., 2011, Davies et al., 2021b). 

There is not enough evidence that tube feeding improves nutritional status, 

promotes quality of life, nor increases the survival time of individuals living with 

dementia (Davies et al., 2021b, Sampson et al., 2009b). It can, however, increase 

the risks of pressure ulcers in people with severe dementia (Davies et al., 2021b).  

Due to the emerging evidence, a study suggests that the proportion of US nursing 

home residents with advanced dementia and eating dependency receiving 
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feeding tubes decreased by approximately 50% between 2000 and 2014 (Mitchell 

et al., 2016). However, tube feeding for people living with dementia is still used in 

some settings and countries, such as Asia, Southern Europe, and some parts of 

the USA. Tube feeding is less common in the UK and Western Europe; however, 

within these countries, the use of tube feeding is more common in certain 

circumstances and settings (Bentur et al., 2015, Braun et al., 2005, Clarfield et 

al., 2006, Di Giulio et al., 2008, Wirth et al., 2010, Buiting et al., 2007).  

Family carers and healthcare professionals have difficulties forgoing (both 

withholding and withdrawing) ANH. They may perceive that ANH could prolong 

the life of people living with dementia, prevent complications and improve 

nutritional status (Punchik et al., 2018, Snyder et al., 2013), usually perceiving 

that reduced oral intake accelerated death (Del Rio et al., 2012, Neuberger et al., 

2013). Furthermore, they can intuitively think that stopping the provision of food 

and fluids will lead to starvation and subsequently ‘suffering’ in people living with 

dementia (Dorner et al., 2011, Norberg and Hirschfeld, 1987). However, forgoing 

nutrition and hydration from people with a terminal illness, including those with 

dementia, may not be associated with discomfort (Buiting et al., 2007, McCann 

et al., 1994, Pasman et al., 2005). Previous studies suggested that forgoing 

nutrition and hydration for people with terminal illness might have no effect on 

some people in terms of fatigue, involuntary muscle spasm, and overall survival 

rate. However, in the final terminal phase, it could have benefits in others, for 

example, sedative effect, and reduction of respiratory secretion and urinary 

output; and adverse effects in others, especially more symptoms of fluid retention 

(Bruera et al., 2013, Good et al., 2008b, Good et al., 2008a, McCann et al., 1994). 

Despite the current scientific evidence, decisions to forgo ANH should not be 
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assumed as the best way for every individual and family but require individually 

tailored-made and value-sensitive considerations before executing the decisions 

(Lynch, 2016, Parry et al., 2013).  

Alternatively, for people with severe dementia, risk feeding (sometimes known as 

‘comfort feeding only’ and ‘eating and drinking with acknowledged risk’) in some 

circumstances can be a solution to meet everyone’s concerns (Soar et al., 2021) 

and provide food and fluids orally to people living with dementia with the goal of 

their comfort and pleasure in mind, despite acknowledged risks of choking and 

aspiration. People living with dementia will be helped to eat as long as it does not 

cause them distress (Davies et al., 2016, Palecek et al., 2010). Strategies and/or 

modification of food and fluid may be used to prevent or minimise aspiration when 

people with dementia eat and drink (Soar et al., 2021). Although interventions 

promoting oral feeding require more time and staffing compared to artificial 

feeding (Douglas et al., 2017, Mitchell et al., 2004), they appear to have promising 

benefits for the individual with dementia, for example, quality of life, social 

contact, and autonomy (Bunn et al., 2016, Snyder et al., 2013). 

1.5 Acute hospital care for people with severe dementia 

Thirty-nine per cent of people living with dementia aged over 65 in the UK live in 

care homes (either residential care or nursing homes), and 61% live in the 

community (Prince et al., 2014). Hospital admission is often challenging for 

people living with dementia, both physically and emotionally (Dewing and Dijk, 

2016), and may be perceived by family carers as inappropriate for people with 

dementia (Keuning-Plantinga et al., 2021). However, hospital admission is 

common and sometimes necessary for people living with dementia when they are 
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acutely unwell or when there is a social crisis or breakdown of care in the 

community (Bernardes et al., 2018, Melis et al., 2019, Sampson et al., 2009a, 

Keuning-Plantinga et al., 2021). People living with dementia have more hospital 

admissions than other older people, including admission for illnesses that are 

potentially manageable at home (Livingston et al., 2020). Even in the last six 

months of life, 24.6% of people with severe dementia living in nursing homes had 

at least one hospital transfer, 19.2% were hospitalised, and 8.3% had an 

emergency department visit without hospitalisation (Lamberg et al., 2005).  

Common reasons for admissions are acute conditions such as delirium, 

aspiration pneumonia, and urinary tract infection, as well as complications from 

other comorbidities (Bernardes et al., 2018, Sampson et al., 2009a). However, 

staffing levels, organisational practice, facilities, and discharge planning during 

acute hospital admissions are often suboptimal for dementia care, including 

personalised care for eating and drinking (Patira et al., 2018, Timmons et al., 

2016, Royal College of Psychiatrists, 2019). It is not uncommon that hospital 

professionals do not recognise the individual’s dementia, and care or 

communication are not adapted to meet the individual’s conditions (Alzheimer’s 

Society, 2020, Keuning-Plantinga et al., 2021). 

The hospitalisation of people living with dementia, whilst sometimes necessary,  

is associated with multiple negative consequences, for example, falls, 

malnutrition, depression, spatial disorientation, and superimposed delirium 

(Dewing and Dijk, 2016). A systematic review among older people who were 

hospitalised shows those with dementia have a higher overall mortality rate than 

those without dementia (RR 1.70, 95% CI = 1.27-2.88) (Rao et al., 2016). The 
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mortality rate is even higher among people living with dementia who have more 

severe cognitive impairment and transferred from care homes, compared with 

those who have less severe cognitive impairment and reside in their home 

(Sampson et al., 2009a). The UK National Dementia Strategy has emphasised 

the need to improve dementia care in general hospitals, including discharge 

planning and care for nutrition and hydration (Department of Health, 2009).   

Care for nutrition and hydration in acute hospitals 

A study in the USA found that difficulties with eating were a strong factor 

influencing a decision to forgo hospitalisation made by physician’s order for 

people with severe dementia (adjusted OR 4.17, 95% CI = 1.52-11.47), but the 

decision did not appear to be made unless death was imminent (Lamberg et al., 

2005). Many people with dementia who are not eating and drinking and 

approaching their end of life are still transferred to acute hospitals, mainly due to 

no end-of-life care plan being put in place (Lawrence et al., 2011).  

In acute hospitals, around half of family carers reported that their relatives were 

left with insufficient supervision during mealtimes (Department of Health, 2009, 

Keuning-Plantinga et al., 2021). The hospital environment is often busy and 

demanding, individual’s basic needs, including eating and drinking, can be 

overlooked (Lawrence et al., 2011). Although it is recommended that dementia 

care should be individualised and consider the individual as a whole, as well as 

their family carers (Livingston et al., 2020), it is common that food and drink in 

hospitals is not offered to meet the individual’s preferences and needs (Lawrence 

et al., 2011, Royal College of Psychiatrists, 2019). For example, some family 

carers reported that hospital professionals failed to notice eating difficulties and 
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offered food that the individual could not chew, swallow or cut up (Lawrence et 

al., 2011).   

People with severe dementia who have frequent care transitions, including to and 

from hospitals, are more likely to receive tube feeding (Teno et al., 2009). In acute 

hospitals, forgoing food and fluids for people with advanced dementia may be 

perceived as negligence by family carers if there is little communication between 

them and the care team (Neuberger et al., 2013). People living with dementia 

whose surrogates had a better understanding of the clinical course of severe 

dementia were less likely to have burdensome interventions, including 

hospitalisation and tube feeding (Mitchell et al., 2009). Despite their poorer 

clinical prognosis, people with severe dementia are at risk of being transferred to 

acute hospitals and receiving burdensome treatments, including tube feeding, 

due to either their progressive dementia or another acute illness. It is vital to 

provide support for family carers and professionals to increase their 

understanding of clinical courses of severe dementia and awareness of the 

negative consequences of overtreatments. 

1.6 Decision-making for people with severe dementia 

Due to the progression of dementia, people living with dementia are unlikely to 

have the capacity to make complex decisions for themselves at the later stages 

(Samsi and Manthorpe, 2013). Advance care decisions can help people 

understand the individual’s wishes and preferences for future care as the 

individual later becomes unable to make or communicate their own decisions 

(Robinson et al., 2012). Substituted judgements and best-interests decision-
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making may be required later if the individual’s preferences regarding the 

decisions are unknown.  

1.6.1 Advance care decisions for people living with dementia 

Advance care planning (ACP, which is sometimes termed an advance care plan) 

is defined as a multistage process whereby an individual living with dementia and 

their family carers arrive at a shared understanding of their goals and preferences 

for future care (Robinson et al., 2012). People with dementia can record their 

wishes as advance statements, as Advance Directives (ADs), also known as 

advance decisions to refuse treatment (ADRTs) and/or appoint a power of 

attorney (Robinson et al., 2012). ACP may help reduce unnecessary 

hospitalisation and increase concordance between care received and the prior 

wishes of the individual with dementia (Robinson et al., 2012, Wendrich-van Dael 

et al., 2020). It can also reduce family carers’ uncertainty in decision-making and 

improve their perceptions of quality of care (Lawrence et al., 2011, Livingston et 

al., 2020). 

Although it is a recommendation to have an ACP in place for every individual with 

dementia and their family carers (van der Steen et al., 2014, Livingston et al., 

2020), these are still rare in practice (Hendriks et al., 2017, Sampson et al., 2018), 

partly because it is difficult for people living with dementia to think hypothetically 

about their future self (Dening et al., 2013, Anantapong and Davies, 2021). Family 

carers and healthcare professionals are often unsure when and how to introduce 

such discussions individuals with dementia (Anantapong and Davies, 2021). 

They may also question whether the ACP represents the current wishes of the 

individuals with dementia because it is usually outdated and poorly documented 
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(Buiting et al., 2011, Lawrence et al., 2011, Sulmasy and Snyder, 2010, Wade 

and Kitzinger, 2019).   

1.6.2 Substituted judgements and best-interests decision-making 

Bioethical approaches to inform decision-making processes for individuals who 

lack decisional capacity vary across countries and settings, based on their 

regulations and legal frameworks (Geddis-Regan et al., 2021). One approach is 

substituted judgement which asks surrogate decision-makers what the individual 

would have wanted or chosen for themselves (Sulmasy and Snyder, 2010). 

However, the process may fail to recognise how the individual might feel about 

any new or worsening cognitive impairment (Geddis-Regan et al., 2021). 

Substituted judgement may also leave family carers with undue pressure and 

cause them to feel distressed and guilty (Sulmasy and Snyder, 2010, Wade and 

Kitzinger, 2019). 

Best-interests decision-making is an alternative approach and is the cornerstone 

of the UK Mental Capacity Act (Department of Health, 2005, Geddis-Regan et al., 

2021). This approach does not require family or friend carers to express an 

opinion about a specific option or decision, but to explain ‘what factors would 

have been used by the person (their interests) and how the person would have 

arrived at the final decision’ (Wade and Kitzinger, 2019). It takes into account a 

holistic view of an individual's welfare alongside their expressed values and 

preferences to inform any decisions made for their care (Geddis-Regan et al., 

2021). The best-interests approach is perceived as ethically superior over 

substituted judgement (Wade and Kitzinger, 2019). However, two main difficulties 

still inherently exist in the best-interests approach: 1) who is the appropriate 
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individual or organisation to consult? and 2) how should the views of different 

individuals and organisations be melded into one to inform the individual’s best 

interests? (Wade and Kitzinger, 2019). 

As outlined in the Mental Capacity Act, an individual legally named as Lasting 

Power of Attorney (LPA) or a Deputyship can make decisions regarding the 

health and welfare of the individual with dementia (Department of Health, 2005, 

Wade and Kitzinger, 2019). If there are no legal representatives, a family member 

may support clinical decision-making by providing insight for the clinical team 

about the individual’s values and preferences. 

My focus is on the best-interests decision-making approach because it is more in 

line with the person-centred care approach (Sulmasy and Snyder, 2010, Brooker 

and Kitwood, 2019), the Mental Capacity Act (Department of Health, 2005), and 

the NICE guidelines on decision-making for people who lack mental capacity 

(NICE, 2018a). Proxy decisions are also not always consistent with the decision 

of the individual living with dementia (Harrison Dening et al., 2016), which further 

confirm the disadvantages of the substituted judgement approach. This thesis will 

not include findings and in-depth discussions about the involvement of LPA or 

Deputyship as it is beyond the scope of my PhD. Still, some findings and the 

guide may be applicable and useful for attorneys.  
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1.7 Decision-making about nutrition and hydration in acute hospital 

Decisions regarding nutrition and hydration for people with severe dementia are 

often left to family carers and professionals. These decisions include, for 

example, whether to continue hand-feeding, initiate ANH and consider risk 

feeding. Family carers and professionals may not know the preferences of the 

individual with dementia (Harrison Dening et al., 2016). Decisions about nutrition 

and hydration can be particularly emotive and they cannot be inferred from an 

acceptance or rejection of other medical decisions (Cogen et al., 1992). Ideally, 

the decisions should be made through the adoption of a shared decision-making 

approach; that is, the family carers on behalf of people living with dementia should 

be supported to collaborate with healthcare professionals to make these 

decisions (Legare et al., 2011a, Sulmasy and Snyder, 2010). 

Decisions about nutrition and hydration during admission are often made quickly 

when a crisis occurs and this can lead to rushed and ill-thought-out decisions. 

Family carers reported that the proxy decision-making about dementia care in 

hospitals is particularly distressing without support from healthcare professionals 

(Lord et al., 2015). Temporary ANH may be necessary in some cases where there 

are reversible causes for eating problems. Around 40% of tube feeding 

placements for people who died from dementia were made in acute care 

hospitals, with the nursing home having a limited influence on the decision (Teno 

et al., 2011). However, there is little evidence for long-term benefit, and these 

interventions may need to be reviewed and stopped before the individual can be 

discharged home or to a care home (Neuberger et al., 2013, Timmons et al., 

2016). Thus, decisions about nutrition and hydration in acute hospitals are 
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particularly difficult. They must weigh up the immediate benefits to the acute 

condition and the individuals’ comfort and long-term care plan.  

Challenges for shared decision-making for dementia care 

One study of acute hospitals reported that two-thirds of family carers felt they 

were involved in care decisions; however, only half of the participants were 

satisfied with their involvement in these decisions (Keuning-Plantinga et al., 

2021). This could mean that the current acute hospital’s shared decision-making 

process is suboptimal, and family carers’ involvement could be mere tokenism. 

Many barriers to decision-making have been identified in this context, including a 

lack of information (Hirschman et al., 2006, Mezey et al., 1996), poor 

communication (Davies et al., 2014a), and limited emotional and practical support 

(Davies and Nolan, 2003). Good information and support facilitate decision-

making (Hansen et al., 2004).  

It is not just family carers who have difficulties; many health professionals find it 

challenging to balance between personal and professional feelings when making 

decisions and providing care, but this is often under-recognised and lacks support 

(Lawrence et al., 2011). Many professionals also lack confidence and may avoid 

having these discussions (Clarke et al., 2013, Davies et al., 2014b). Some 

overlook the importance of ongoing discussions about care planning (Saini et al., 

2016). On the other hand, professionals and families may hold some discussions 

with the individual with dementia before a crisis occurs and later rely on the family 

members to relay with confidence which decisions the individual with dementia 

would have wanted (Emanuel and Emanuel, 1992b). Family carers can find this 

process very difficult and may not be able to accurately predict what the individual 
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would have wanted (Davies N, 2015, Davies et al., 2014a, Harrison Dening et al., 

2016). Family members and healthcare professionals may benefit from more 

support in this area (Forbes et al., 2000, Gessert et al., 2001, Raymond et al., 

2014). 

1.8 Decision guides 

Decision guides or aids (henceforth decision guides) can be used to help guide 

decision-makers through the shared decision-making process. Decision guides 

have been defined as:  

“Interventions designed to help people make specific and deliberated 

choices among options (including the status quo), by making the 

decision explicit and by providing (at the minimum) information on the 

options and outcomes relevant to a person’s health status as well as 

implicit methods to clarify values. The decision aids may include: 

information on the disease/condition; costs associated with options; 

probabilities of outcomes tailored to personal health risk factors; an 

explicit values clarification exercise; information on others’ opinions; a 

personalized recommendation on the basis of clinical characteristics 

and expressed preferences; and guidance or coaching in the steps of 

making and communicating decisions with others” (Stacey et al., 

2017).  

There is substantial evidence demonstrating the effectiveness and feasibility of 

patient decision guides in general, including improving patient knowledge, 

realistic expectations and participation (Elwyn et al., 2006, O'Connor et al., 1999). 

Decision guides can take various forms, including booklets, pamphlets, videos, 

or web-based tools. Lord et al. (2015) found that family carers of people living 

with dementia perceived decision guides about care placement and healthcare 
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decisions useful and acceptable. In particular, they call for the development of 

and evaluation work on decision guides for dementia care (Lord et al., 2015). 

Decision guides provide more than just information. They help people participate 

in decision-making, promote discussions, clarify what their values are, and 

consider the views of others (Volk et al., 2013). Decision guides bring clarity about 

options.  

This clarity is particularly useful for family carers of people living with dementia, 

as dementia can involve a variety of symptoms and comorbidities, creating 

confusion and a multitude of difficult decisions (Davies and Iliffe, 2016). A 

systematic review found that decision guides that supported decision-making in 

dementia care were shown to be effective, increasing knowledge and the quality 

of communication. They also reduce decisional conflict among carers (Davies et 

al., 2019). A clear, informed process for making difficult decisions may alleviate 

feelings of uncertainty, stress and guilt (Adams and Sanders, 2004, Davies et al., 

2014a).  

1.9 Summary 

Dementia is a life-limiting and progressive neurodegenerative disorder. It can 

cause eating and drinking difficulties, and people affected often require some 

adaptation or assistance to continue eating and drinking by mouth. ANH may be 

offered if adaptation and assistance for eating and drinking are no longer 

effective, especially in the later stages. ANH is not recommended for people with 

severe dementia because of a lack of evidence of its effectiveness, and the 

potential to cause harm to the individual with severe dementia. However, people 

with severe dementia can be acutely unwell and be transferred to acute hospitals. 
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In acute hospitals, it is not uncommon that people with dementia receive 

suboptimal care, including for eating and drinking. Family carers and hospital 

professionals may also find it difficult to make decisions about nutrition and 

hydration for people with severe dementia. A decision guide that promotes a 

shared decision-making process may help with decision-making about nutrition 

and hydration for people with severe dementia in acute hospitals. 

1.10 Overall PhD objectives and structure of this thesis 

The overall objectives of my PhD were to explore the experiences, perspectives 

and needs of all people involved about their decision-making regarding nutrition 

and hydration for people with dementia in acute hospitals. Using co-design 

processes, I aimed to develop a decision guide used by family carers and hospital 

professionals for conversations and decisions about nutrition and hydration for 

people with severe dementia during acute hospital admissions. 

The following chapters will report my PhD, which consists of four workstreams. 

Chapter 2 will present a systematic review (Workstream 1, WS1) on the shared 

decision-making process for nutrition and hydration for people with dementia. 

Chapter 3 will describe the methodological perspectives and the overview of the 

co-design process to develop a decision guide. Chapter 4 will report the WS2 

study, which was a secondary analysis of qualitative data from the Nutri-Dem 

study (see Section 3.9) and looks at the perspectives of people with mild 

dementia on future eating and drinking problems.  
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Chapter 5 will present a qualitative interview study with family carers and hospital 

professionals about their experiences, perspectives and needs regarding 

nutrition and hydration for people with severe dementia in acute hospitals (WS3). 

Chapter 6 covers the last WS of my PhD (WS4), which involved co-design 

workshops, data synthesis of all workstreams and development of the decision 

guide about nutrition and hydration for people with severe dementia during acute 

hospital admissions. Lastly, Chapter 7 discusses the findings in relation to 

existing work and consider recommendations for clinical practice, policy, and 

future research.  
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Chapter 2 A systematic review aimed to explore the underlying 

process of decision-making about nutrition and hydration for 

people with dementia 

2.1 Introduction 

This systematic review is the first WS of my PhD (WS1). The systematic review 

aimed to explore the underlying process of decision-making regarding nutrition 

and hydration for people with dementia from the perspectives and experiences of 

all involved. I used this systematic review to guide the subsequent workstreams. 

The review has been published in BMC Geriatrics in 2020, entitled ‘Mapping and 

understanding the decision-making process for providing nutrition and hydration 

to people living with dementia: a systematic review’ (Anantapong et al., 2020a) 

(see Appendix 1). 

This chapter reports the systematic review according to the Preferred Reporting 

Items for Systematic Reviews and Meta-Analysis (PRISMA) guidelines (Moher et 

al., 2009) (see Appendix 2). Theoretical frameworks underlying the review are 

also described. 

2.2 Brief background and rationale  

Family carers and healthcare professionals describe uncertainty about decisions 

regarding nutrition and hydration for people with dementia (Douglas et al., 2017, 

Harrison Dening et al., 2016, Mezey et al., 1996). The variation of knowledge, 

attitudes, and beliefs about nutrition and hydration for people with dementia is 

also marked among healthcare professionals and family carers of people with 
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dementia (Heuberger and Wong, 2019, Snyder et al., 2013). In practice, decision-

making processes about nutrition and hydration for older people with cognitive 

impairment are often suboptimal. For example, inadequate consultation time and 

support for families, pressure to choose a particular option from some 

professionals, and imbalance of information provided, i.e. more information about 

the benefits of tube feeding, but less about its risks (Mitchell and Lawson, 1999). 

Existing work on the decision-making process focuses only on specific steps 

rather than understanding the whole process to identify key areas where support 

is needed and for whom (Clarke et al., 2013, Mole et al., 2018, Murphy et al., 

2017). A lack of understanding of the whole process may lead to poor decisions 

and care for people with dementia. Clearer approaches to the decision-making 

and discussion between family carers and multidisciplinary professionals might 

help clarify each stakeholder’s views and make an agreement on the decisions. 

2.3 Review questions 

This systematic review aimed to understand the steps in the decision-making 

process regarding nutrition and hydration for people living with dementia from the 

perspectives and experiences of all involved. I have included studies conducted 

with people living with dementia, carers, and health professionals. The review 

questions are:  
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1. What are the key decisions that need to be made about nutrition and 

hydration for people living with dementia?  

2. What are the steps required for making decisions made by people living 

with dementia, carers and professionals and how do these steps map onto 

an existing decision-making model? 

3. What are the facilitators and barriers to making decisions? 

2.4 Theoretical frameworks 

2.4.1 Decision-making process: Inter-Professional Shared Decision 

Making (IP-SDM) Model  

My initial literature review in Chapter 1 suggested the decision-making process 

about nutrition and hydration for people with dementia can be vague and difficult 

to conceptualise. Hence, two main theoretical frameworks were used to guide 

and provide a structure to this review.  

The Inter-Professional Shared Decision Making (IP-SDM) model (Legare et al., 

2011a) is the theoretical model I have chosen to ground this review and my whole 

thesis. I chose this model because it is widely accepted and used in clinical 

practice and research. It is a complex model and was systematically developed 

based on a range of decision-making models (Legare et al., 2011a, Legare et al., 

2011b, Stacey et al., 2010). It moves beyond a single patient-doctor dyad to 

explain an interprofessional approach and family involvement. The model 

emphasises not only the interactions between an interprofessional team, patient 

and family, but also within the interprofessional team themselves, i.e. 

multidisciplinary teamwork, which is often under-recognised in other models 
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(Stacey et al., 2010); for example, the models proposed by Emanuel and 

Emanuel (1992a), Entwistle and Watt (2006), Montori et al. (2006), and Elwyn et 

al. (2017).   

The IP-SDM considers a broader context of decision-making processes, 

including culture and legal framework (Legare et al., 2011a, Legare et al., 2011b). 

Unlike other decision-making models, the IP-SDM model provides explicit 

methods or steps for shared decision-making processes (Stacey et al., 2010). 

The processes involve the clarification of values and beliefs, and this suits value-

laden decisions, including decisions about nutrition and hydration for people with 

severe dementia. In conclusion, the model was developed to describe both a 

stepwise framework and a shared approach to the decision-making process for 

healthcare issues.  

As shown in Figure 2-1, the model describes decision-making factors at three 

different system levels: micro (individuals including people living with dementia, 

family carers, individual practitioners), meso (healthcare teams within 

organisations) and macro (broader policies and social context). It consists of eight 

steps: 1) identification of the decision to be made, 2) information exchange 

between individuals making the decision, 3) exploration of values and 

preferences of those involved, 4) feasibility of options, 5) consideration of 

preferred choices, 6) deliberation of an actual decision, 7) implementation of the 

actual decision and 8) outcome evaluation. These can be revisited and 

renegotiated for each step, depending on immediate outcomes (Legare et al., 

2011a). 
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Figure 2-1 The Inter-Professional Shared Decision Making (IP-SDM) model 

(Legare F, Stacey D, and IP Team, 2010. Available from www.ohri.ca/decisionaid) 

 

2.4.2 Decision determinants: Ottawa Decision Making Support 

Framework (ODSF) model 

To understand more about the decision-making process and expand the model 

above, I also used the Ottawa Decision Making Support Framework (ODSF) 

model (Murray et al., 2004, O'Connor et al., 1998). ODSF provides a framework 

to explore decision determinants, facilitators, and barriers of each stage of the 

decision-making process. As shown in Table 2-1, the model is discussed in 

socioeconomic and clinical characteristics of clients (patients and carers) and 

health professionals, perceptions of the decision (such as knowledge, 

http://www.ohri.ca/decisionaid
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expectation, values, and decisional conflicts), perceptions of important others 

(such as norms, pressure, support and decision participation roles), and 

resources to make decisions (personal and external resources) (Murray et al., 

2004, O'Connor et al., 1998). 

Table 2-1 Definitions of decision determinants in the Ottawa Decision Support 
Framework 

Determinants Definitions 

Participants’ perceptions of the decision 

Knowledge Cognizance of the health problem or situation, options, and 

outcomes 

Expectations 

of outcomes 

Perceived likelihood or probability of outcomes of each option 

Values for 

outcomes 

Desirability or personal importance of outcomes of options 

Decisional 

conflict 

Uncertainty about course of action to take 

Stage of 

decision-

making 

Phase of decision-making in the context of stages of change: 

not thinking about the options (interested in considering 

further?); considering the options; close to selecting an 

option (interested in re-considering options?); taking steps 

towards implementing option (interested in re-considering 

options?); have already carried out choice (interested in re-

considering options?) 

Predisposition Degree to which a person is leaning strongly towards 

choosing an option or is uncertain 

Participants’ perceptions of others involved in decision-making 

Perception of 

others’ 

opinions and 

practices 

Perceptions of what others decide or what others think is the 

appropriate choice. For the client, important others may 

include their spouse, family, peers, and professional(s). For 

the professional, it may include the client, professional peers, 

and personal network 
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Support Informational, emotional, and tangible help from important 

others to bolster and sustain decision-making 

Pressure Perception of persuasion, influence, coercion from important 

others to select one alternative 

Role in 

decision-

making 

The way a participant is or wants to be involved in decision-

making with others; do they wish to make the choice 

themselves after considering other opinions, do they want to 

share decision-making with someone else, do they want 

others to make the decision after considering their opinion 

Participants’ resources for decision-making 

Personal 

Previous 

experience 

Previous exposure to the situation, options, outcomes, 

decision-making process 

Self-

confidence 

Belief in one’s abilities in decision-making, including shared 

decision-making 

Motivation Readiness and interest in decision-making, including shared 

decision-making 

Skill Abilities in making and implementing a decision 

External: Assets from others required to make and implement the decision 

Type Availability and access to information, advice, emotional 

support, instrumental help, financial assistance, and health 

and social services 

Source Social networks, professional networks, support groups, 

voluntary agencies, and the formal health care, education, 

and social sectors 

Participants’ characteristics 

Client/patient Age, gender, education, marital status, ethnicity, occupation, 

locale, diagnosis and duration of condition, health status 

(physical, emotional, cognitive, social) 

Professional Age, gender, ethnicity, clinical education and speciality, 

practice locale, years of experience, counselling style 

*Adapted from Murray et al. (2004) and O'Connor et al. (2002)  
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The two theoretical models above guided my review regarding the design of the 

search strategy, study selection, data extraction and data synthesis. I explored 

the studies against the models but was not limited to them. I searched for 

alternative explanations of the decision-making process and naturally occurring 

determinants studied in the existing studies, which may not align with the models. 

This method allowed for comparison of the decision-making process regarding 

nutrition and hydration for people living with dementia with other healthcare 

decisions. From this, I built upon and developed the models further (see Figure 

2-4 in Section 2.6.4 and Figure 7-1 in Section 7.6).  

2.5 Design 

2.5.1 Protocol and registration 

The protocol of this review has been registered and available on PROSPERO 

(Registration number: CRD42019131497). The PROSPERO system has been 

updated to acknowledge the publication of this systematic review.   

2.5.2 Eligible criteria 

I included peer-reviewed original research articles reporting the decision-making 

process regarding nutrition and hydration for people living with dementia, fulfilling 

the following criteria in Table 2-2. 
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Table 2-2 Inclusion criteria for eligible studies 

Inclusion criteria 

Population: At least 80% of the study participants were people living with 

dementia, informal and formal carers of people living with dementia, and/or 

professionals caring for someone with dementia. This cut-off was based on 

the proportion of people living with dementia among nursing home residents 

(Helvik et al., 2015) and used by other published studies in Cochrane 

(Murphy et al., 2016). Otherwise, I included studies that analysed data about 

people living with dementia, informal and formal carers of people living with 

dementia, and/or professionals caring for someone with dementia separately 

from participants with other conditions. 

Data: Decision-making process regarding nutrition and hydration 

interventions for people living with dementia; determinants, facilitators, and 

barriers of the decisions 

Intervention: Any nutrition and hydration interventions, for example, oral- or 

hand-feeding and enteral or parenteral ANH 

Setting: All settings in which decisions regarding nutrition and hydration for 

people living with dementia were made. 

Study design: Quantitative study, qualitative study, and case study  

 

Case studies were included as I expected that we could gain more detailed 

insights into the decision-making process from an individual case study. Reviews 

and systematic reviews were identified and screened for their references to 

identify relevant articles, but reviews themselves were not included. I also 

identified relevant conference abstracts to search for published articles of the 

studies myself and contact the authors for the articles.  

I excluded letters, opinion pieces, and theses. Due to resource limitations, studies 

not published in English were excluded. There was no restriction on publication 
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year. During the pilot screening and team discussions, I developed a detailed 

manual guide for study selection (see Appendix 3).  

2.5.3 Information source 

I searched the following electronic databases of peer-reviewed articles; CINAHL, 

the Cochrane Library, EMBASE, MEDLINE and PsycINFO. I tracked citations, 

searched reference lists, conducted additional hand searches, and consulted 

experts. The search was carried out from the inception of each database until 29 

January 2020 at the time of publication and 6 October 2021 to update this 

Chapter.  

Eight original research articles were identified from the tracked citations and the 

search of a reference list of included studies and reviews. Twelve relevant 

conference abstracts were identified; I was unable to locate and contact the 

authors of two conference abstracts. I located and contacted the authors of ten 

conference abstracts to ask for published articles of their studies. The authors of 

the two studies did not reply, even after a second reminder of no initial response 

for 2-4 weeks. The authors of eight studies did reply. Two authors sent a copy of 

the published article and article in press of the studies, and one author sent a 

copy of their related work. Others confirmed that there was no publication related 

to the studies.  

2.5.4 Search strategy  

A combination of Medical Subject Heading (MESH), subject headings and 

keywords was developed to conduct the search with Boolean operators. The 

search was initially guided by the search strategy of existing Cochrane systematic 
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reviews on enteral feeding for people with dementia (Sampson et al., 2009b) and 

shared decision-making in other diseases (Kew et al., 2017). An initial literature 

scoping was conducted to refine the search terms and identify synonyms or 

abbreviations that were felt appropriate (see Appendix 4: WS1 Full search 

strategy for MEDLINE database). The search terms were tailored for each 

database. I consulted with information specialists at the University College 

London Library Services to refine the search strategy iteratively. 

2.5.5 Study selection 

The articles were screened and selected against the inclusion/exclusion criteria 

first against article titles and abstracts by at least two reviewers (I and one of my 

PhD colleagues). Following this, all full texts of the screened titles and abstracts 

were selected against the inclusion/exclusion criteria by me. Due to limited time 

and resources, a random sample (35%) of selected full texts of original studies 

was checked by a second independent reviewer (one of my PhD colleagues); any 

disagreements were discussed together with third reviewers, my supervisors, to 

reach a consensus. 

2.5.6 Data collection process and data items 

I used the IP-SDM and ODSF models to guide the data extraction of key 

components of the decision-making process. Relevant data from the included 

studies were extracted and recorded in a standardised data extraction table 

developed using Microsoft Excel. The table listed relevant data: study 

characteristics; participant characteristics (socioeconomic and clinical 

characteristics); common nutrition and hydration decisions, decision-making 
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process (aligned to IP-SDM), decision factors (aligned to ODSF), sources of 

funding of the included studies; and information about the quality assessment. A 

summary of the data extraction list is presented in Table 2-3, and a copy of the 

full data extraction table is available in Appendix 5. 

Table 2-3 Predetermined data extraction list 

Concept/theme Model/domains Items 

Study characteristics 

Study  Study 

characteristics 

First author, year, study aims, design, 

country, year, sponsorship (sources of 

funding), study design, analysis 

methods, settings 

Population Demographic Population of the study (people living 

with dementia, carers, health 

professionals), age (mean, median or 

range if any available), number of each 

participant group, sex (proportion), 

stage of dementia (of people living with 

dementia involved), duration of the 

study 

Main findings of the included studies 

Common 

problems 

Common 

issues/ 

decisions to be 

made 

Feeding methods being studied (oral, 

enteral, and parenteral ANH), 

Common decisions (to start or 

discontinue feeding interventions, to 

reconsider the decisions) 

Decision-

making 

process 

IP-SDM model: 

three levels 

within 

healthcare 

system 

Micro-level (individual): the patient, 

family members/carers, individual 

healthcare professionals 

Meso level (healthcare teams within an 

organisation): healthcare professionals 

on the team 
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Concept/theme Model/domains Items 

Macro-level (broader policies and social 

contexts): social norms and values, 

organisational routines, professional 

codes, institutional structure including 

government rules and policies 

IP-SDM model: 

8 steps of 

making 

decisions 

Identification of decision to be made 

Information exchange 

Exploration of value and preference 

Feasibility consideration 

Consideration of preferred choices 

Deliberation of an actual decision 

Implementation 

Outcome evaluation 

Determinants 

of decision-

making 

ODSF model: 

determinants 

Perceptions of the decisions: 

knowledge, expectations of outcomes, 

decisional conflict, stage of decision-

making, predisposition 

 Perceptions of important others 

involved: perception of others, opinions 

and practices, support, pressure, role in 

decision-making 

 Resources to make decisions: personal 

(previous experience, self-confidence, 

motivation, skill) vs external (type, 

source) 

ODSF model: 

Participants’ 

characteristics 

Clients/patients: age, gender, ethnicity, 

education, diagnosis and duration of 

condition, health status (physical, 

emotional, cognitive, social) 

Professional: age, gender, ethnicity, 

clinical education and speciality, 

practice locale, years of experience 
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The data extraction tool was piloted on two papers by three reviewers, followed 

by a meeting to discuss the comprehensiveness and practicality of the extraction 

table. Any discrepancies were discussed together with third reviewers, my 

supervisors, to reach a consensus. I completed the data extraction of the 

remaining papers using the agreed data extraction table. 

2.5.7 Quality assessment  

I used the Critical Appraisal Skills Programme (CASP) toolkit of quality appraisal 

tools to appraise the quality of quantitative and qualitative studies (Critical 

Appraisal Skills Programme, 2018). The CASP toolkit has different tools for 

varying study design; quantitative, qualitative, and randomised controlled trials. 

However, the CASP toolkits do not cover case studies. Therefore, I used a tool 

proposed by Murad and colleagues for evaluating the methodological quality of 

case reports and case series (Murad et al., 2018). This tool was developed and 

adapted from standard appraisal tools of other study types and has been applied 

in several published systematic reviews with a good inter-rater agreement (Murad 

et al., 2018).  

I appraised the included studies against the criteria in the selected tools and rated 

each study for an overall judgement of its methodological quality as; good, 

moderate, or poor. Studies judged to be of higher quality were prioritised in the 

results and discussion, but no studies were excluded based on quality because 

all included studies were considered relevant, as per the inclusion criteria, and 

would provide insights into the topic. The quality assessment was to assess 

methodological biases and inform levels of certainty of an individual study 

(Boland et al., 2017), which would be considered during data synthesis later. 
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Quality assessment was led by me, and a random sample (10%) of included 

studies was checked by a second reviewer, one of my supervisors. 

2.5.8 Strategy for synthesis of results 

This systematic review included and extracted papers that described 1) common 

issues in providing interventions on nutrition and hydration for people with 

dementia 2) process in making the decisions, guided by the IP-SDM) model, 3) 

decision determinants, guided by the ODSF model and 4) facilitators and barriers 

to decision-making. The initial scoping search of the literature suggested a lack 

of randomised controlled trials with limited data in this field; therefore, a meta-

analysis was impossible. The review also included a mixture of study designs, 

including studies using quantitative and qualitative methods and case studies. 

I therefore conducted a narrative synthesis using thematic analysis and tabulation 

following guidance from Popay et al. (2006). The narrative synthesis is well-suited 

to synthesise qualitative and quantitative research studies and has been used in 

several other reviews. 

The thematic analysis of this study had three stages: 1) coding the extracted data 

within the data extraction table of the eight steps of IP-SDM model; 2) generating 

themes/subthemes from the coded data within each step, and 3) mapping and 

revising the IP-SDM model based on the generated themes/subthemes. I also 

extracted and noted alternative perspectives within the data and included them 

in the synthesis. Three reviewers independently coded data from two papers, and 

a meeting was held to discuss the coding and devise an agreed coding frame. I 
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then coded the remaining data using the agreed coding frame. Themes, data 

synthesis and revisions to the model were discussed iteratively among reviewers.  

2.6 Results 

2.6.1 Study selection 

As shown in Figure 2-2, I identified 2,114 citations from all database searches 

and eight studies from citations, reference list, and hand searches. Of these 

citations screened, 198 full-text articles were assessed for eligibility. Forty-nine 

articles were included in the narrative synthesis. Reviews and conference 

abstracts were excluded after being screened to identify other relevant articles. 

Almost 40% of 149 excluded studies did not explore decision-making processes 

occurring in actual practice, but rather focused on decision or clinical outcomes 

regarding nutrition and hydration for people with dementia, for example, the 

proportion of preferences towards each feeding method, satisfaction towards 

nutrition interventions being provided, and descriptions of decision guides of 

nutrition for people with dementia. Fourteen excluded studies did not meet the 

criteria for 80% of participants being people with dementia, and carers and 

healthcare professionals caring for people with dementia. Six studies were not 

specific to nutrition and hydration, but rather, for example, about end-of-life care 

or care for older people with cognitive impairments in general. 
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Figure 2-2 PRISMA flow chart of study selection 

2.6.2 Study characteristics  

Forty-nine articles met the eligibility criteria. Ten of the articles were from similar 

research groups or studies. Two sets of three articles were selected from two 

studies (Bryon et al., 2012a, Bryon et al., 2010, Bryon et al., 2012b, Pasman et 

al., 2003, Pasman et al., 2004a, The et al., 2002). Another two sets of two articles 

came from the same studies (Pengo et al., 2017, Valentini et al., 2014, Malhotra 

et al., 2021, Zain et al., 2020). However, their study objectives and results were 

distinct. Therefore I treated them as separate studies, but this was acknowledged 

when synthesised.  
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As shown in Figure 2-3, the included studies comprised data from 19 countries. 

Five studies were comparison design involving more than one country. Over 40% 

(20/49) of the included studies were conducted in the USA. Almost half (24/49) 

were conducted in Europe: six in the Netherlands; three in Belgium, Germany, 

Sweden, and the UK; two in Italy; one in Finland, Malta, Norway and Poland. 

Almost a quarter (12/49) of the included studies were from Asian countries: four 

from Israel, two from Hong Kong, Japan, and Singapore, one from China and 

Taiwan. Two of the studies were carried out in Australia, and one in Canada. 

Almost all of the included case studies (8/10) were from the USA, with the rest 

from the UK. 

 

Figure 2-3 Number of the included studies based on country and study design 
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The included studies involved at least 7,262 patients, carers and healthcare 

professionals: 272 people with dementia; 3,051 physicians; 3,112 nurses and 

allied healthcare professionals; 799 family carers; 28 professional surrogates. 

Only two studies involved professional surrogates (Jox et al., 2012, Luhnen et al., 

2017). Due to some studies using direct observational methods, the precise 

number and type of participants could not be determined.  

Settings across the included studies varied. Thirteen studies were conducted in 

more than one setting. The most frequent setting was a nursing home (29/49), 

followed by an acute hospital (25/49). Two studies were based in a hospice 

setting. Only three studies were conducted in home care settings.  

Twenty-three qualitative, 16 quantitative and 10 case studies were included. 

Eleven studies used hypothetical scenarios to initiate or stimulate discussion. 

Most (12/16) quantitative studies used a self-administered questionnaire, while 

most (19/23) qualitative studies used a semi-structured interview method. Only 6 

of 49 studies used direct observations of the actual decision-making process. 

Table 2-4 of characteristics of included studies are presented below.
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Table 2-4 Study characteristics of included studies  

First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 

(staff:surrogate) 

Quality 
rating 

Quantitative studies 

Hodges MO 
(1994) (Hodges 
et al., 1994) 

Examine internists' 
attitudes and decision-
making regarding tube 

feeding for older patients 
including people living with 
dementia (PLWD) with 

unknown patient and 
family's preferences 

Self-administered, 
structured 
questionnaire with 

case scenarios 

Nursing home (USA) Tube feeding in general Physician: Board-certified Internal 
Medicine (99%), subspecialty 
(55%) (no raw number of the 

subgroups) 

326 (326:0) Good 

Kuehlmeyer K 
(2015) 
(Kuehlmeyer et 

al., 2015) 

Explore how nursing 
professionals evaluate the 
nonverbal feeding-related 

behaviours of PLWD 

Self-administered, 
structured 
questionnaire 

Nursing home 
(Germany) 

Unspecified: nonverbal 
feeding-related 
behaviours towards tube 

feeding and hand feeding 

Mixed: certificated nurse (65%), 
nursing assistant (23%) (no raw 
number of the subgroups) 

131 (131:0) Good 

Teno JM (2011) 

(Teno et al., 
2011) 

Examine tube feeding 

decision-making based on 
interviews with bereaved 
family carers 

Telephone 

interviews with 
structured 
questionnaire 

Mixed- PLWD died in 

nursing home (76.4%), 
hospital (15.6%) (USA) 

Tube feeding in general Family member: child of the 

decedent = 66.6%, spouse = 8.4%, 
sibling = 3.5%, other = 21.5% 

486 (0:486) Good 

Bigford MK 
(2021) (Bigford 
et al., 2021) 

Explore knowledge and 
opinions of registered 
dietitian nutritionists 

(RDNs) and speech-
language pathologists 
(SLPs) about ANH in a 

terminal illness, focusing on 
dementia 

Self-administered, 
structured 
questionnaire with 

case scenarios 

Mixed- hospital (in-
patient, outpatient), 
long-term care (USA) 

ANH in general: NG, 
Naso duodenal, 
nasojejunal, PEG, PEG-

J, TPN, peripheral 
parenteral nutrition 

Mixed: registered dietitian 
nutritionists (865), speech-
language pathologists (312) 

1177 (1177:0) Moderate 

Chen PR 

(2019) (Chen et 
al., 2019) 

Explore perceptions of 

hospital professionals 
regarding reducing tube 
feeding use of patients with 

advanced dementia 

Self-administered, 

structured 
questionnaire 

Acute Hospital 

(Taiwan) 

Tube feeding in general Mixed: Physician (101), Nurse 

(278), dietician (42), paramedical 
staff (pharmacists, speech 
therapists, occupational therapists, 

physical therapists, psychologists, 
and respiratory therapists) (103), 
administrative staff/ social worker 

(44), attendant/ volunteer (56) 

624 (624:0) Moderate 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Gieniusz M 

(2018) 
(Gieniusz et al., 
2018) 

Evaluate physician 

knowledge and perceptions 
regarding the use of 
percutaneous endoscopic 

gastrostomy (PEG) tubes in 
PLWD 

Self-administered, 

structured 
questionnaire 

Acute hospital, 

outpatient (USA) 

PEG Physician: attending physician (82), 

resident physician (50), fellow (11), 
others (3); no information of the 
rest 

168 (168:0) Moderate 

Kwok T (2007) 
(Kwok et al., 
2007) 

Examine attitudes of family 
carers of PLWD regarding 
life-sustaining treatment, 

including tube feeding 

Interview with 
structured 
questionnaire 

Mixed- nursing home 
(84% of PLWD under 
their care), 

psychogeriatric ward, 
long-term care ward 
(Hong Kong) 

Nasogastric (NG) 
intubation, PEG 

Family member: spouse (9), 
offspring (32), other (10) 

51 (0:51) Moderate 

Modi SC (2007) 
(Modi et al., 
2007) 

Examine the relationship 
between race of patient/ 
physician and 

recommendation for PEG 
placement 

Self-administered, 
structured 
questionnaire with 

case scenarios 

Acute hospital, follow-
up clinic in hospital 
(USA) 

PEG Physician: Family Medicine (457), 
Internal Medicine (479), Geriatrics 
(44), unknown (103) 

1083 (1083:0) Moderate 

Norberg A 
(1994) 
(Norberg et al., 
1994) 

Compare nurses' reasons 
to feed or not to feed 
PLWD within six countries 

Interview with 
structured 
questionnaire and 
case scenarios 

Mixed- institutions 
considered providing 
high-quality care 
(Australia, Canada, 

China, Finland, Israel, 
Sweden, USA) 

Unspecified: hand 
feeding, forced feeding, 
tube feeding 

Nurse: ward sister (67), staff nurse 
(82); participants from USA (39), 
Australia (20), Canada (20), China 
(8), Finland (20), Israel (20), 

Sweden (20) 

149 (149:0) Moderate 

Pasman HRW 
(2004) 

(Pasman et al., 
2004b)  

Examine characteristics of 
PLWD for whom it is 

decided to forgo artificial 
nutrition and hydration 
(ANH) and characteristics 

of decision-making process 

Self-administered, 
structured 

questionnaire 

Nursing home 
(Netherlands) 

ANH in general: PEG, 
NG, intravenous (IV) 

infusion, subcutaneous 
hydration 
(hypodermoclysis) 

Patient: 178 cases (PLWD) in 
whom ANH was forgone; 

questionnaire about the cases filled 
in by nursing home physician (178 
cases), nurse (128), family member 

(128) - filled by all (116 cases) 

178 (0:0) (178 
PLWD) *unit of 

analysis is PLWD 

Moderate 

Pengo V (2017) 
(Pengo et al., 
2017) 

Examine physicians and 
nurses' opinions regarding 
antibiotics, ANH for PLWD 

with different life 
expectancies 

Self-administered, 
structured 
questionnaire 

Mixed- hospital, 
geriatric clinic, 
residential and semi-

residential facilities 
(Italy) 

ANH in general Mixed: physician (288), nurse (763) 1051 (1051:0) Moderate 

Shega JW 
(2003) (Shega 
et al., 2003) 

Examine factors that affect 
physician 
recommendations of PEG 

for PLWD 

Self-administered, 
structured 
questionnaire with 

case scenarios 

Acute hospital: case 
scenarios of PLWD 
admitted to an acute 

hospital (USA) 

PEG Physician: General Internal 
Medicine = 50.8%, Family practice 
= 49.2% 

195 (195:0) Moderate 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Valentini E 

(2014) 
(Valentini et al., 
2014) 

Examine physicians’ and 

nurses' opinions regarding 
ANH for terminally ill PLWD 

Self-administered, 

structured 
questionnaire 

Mixed- hospital, 

Geriatric clinic, 
residential and semi-
residential facilities 

(Italy) 

ANH in general Mixed: physician (288), nurse (763) 1051 (1051:0) Moderate 

van Wigcheren 
PT (2007) (van 
Wigcheren et 

al., 2007) 

Examine incidence of ANH 
in PLWD and 
characteristics of ANH 

decision-making process 
for PLWD 

Self-administered, 
structured 
questionnaire 

Nursing home 
(Netherlands) 

ANH in general: food and 
fluids (NG, PEG) and 
fluids only or hydration 

(IV infusion, 
hypodermoclysis) 

Physician: nursing home physician 704 (704:0) Moderate 

Babiarczyk B 
(2014) 
(Babiarczyk et 

al., 2014) 

Explore attitudes and 
experiences of caring 
professionals about feeding 

problems 

Self -administered, 
structured 
questionnaire 

Nursing Home 
(Norway, Poland) 

Unspecified: feeding 
difficulties, forced feeding 

Mixed: professional staff (nurses 
(19), certificated nurse assistant 
(10), healthcare assistant (8) 

nursing student (2), Dietician (1), 
physiotherapist (1)), Unprofessional 
(student (3), assistant (8)); 

participants from Norway (28) , 
Poland (24) 

52 (52:0) Poor 

Golan I (2007) 
(Golan et al., 
2007) 

Evaluate decision-making 
process of family members 
and physicians regarding 

PEG insertion for PLWD 
referred for PEG 

Interview with 
structured 
questionnaire 

Acute hospital (Israel) PEG Mixed: physician referring for PEG 
(72), family member or guardian 
(126), gastroenterologist (34) 

232 (106:126) Poor 

Qualitative studies 

Aita K (2007) 
(Aita et al., 

2007) 

Explore why Japanese 
physicians feel bound to 

provide ANH, particularly 
PEG, to PLWD 

Semi-structured 
interviews 

Mixed- acute hospital, 
long-term care hospital 

(Japan) 

ANH in general: 
particularly to PEG 

Physician: Internal Medicine (11), 
Surgery (2), Neurology (4), 

Neurosurgery (3), Palliative care 
(1), Psychiatry (3), Geriatrics (1), GI 
surgery (1), GI Internal Medicine 

(1), Family physician (2), General 
Medicine (1) 

30 (30:0) Good 

Bryon E (2010) 

(Bryon et al., 
2010) 

Explore nurses' 

involvement in ANH 
decision-making for 
hospitalised PLWD 

Semi-structured 

interviews 

Acute hospital ward- 

Geriatrics, Geriatric 
Psychiatry, Palliative 
support team, Internal 

Medicine (Belgium) 

Tube feeding, 

gastrostomy 

Nurse: registered nurse (17) 

Master's in Nursing Science (2), 
undergraduate nurse (2) 

21 (21:0) Good 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Bryon E (2012) 

(Bryon et al., 
2012a) 

Explore nurses' 

experiences in ANH 
decision-making for 
hospitalised PLWD 

Semi-structured 

interviews 

Acute hospital ward- 

Geriatrics, Geriatric 
Psychiatry, Palliative 
support team, Internal 

Medicine (Belgium) 

Tube feeding, 

gastrostomy 

Nurse: registered nurse (17) 

Master's in Nursing Science (2), 
undergraduate nurse (2) 

21 (21:0) Good 

Bryon E (2012) 
(Bryon et al., 

2012b) 

Explore nurses' 
experiences with nurse-

physician communication 
during ANH decision-
making for hospitalised 

PLWD 

Semi-structured 
interviews 

Acute hospital ward- 
Geriatrics, Geriatric 

Psychiatry, Palliative 
support team, Internal 
Medicine (Belgium) 

Tube feeding, 
gastrostomy 

Nurse: registered nurse (17) 
Master's in Nursing Science (2), 

undergraduate nurse (2) 

21 (21:0) Good 

Jox RJ (2012) 

(Jox et al., 
2012) 

Explore experiences of 

family and professional 
surrogates regarding 
medical decisions, 

including tube feeding for 
PLWD 

Think aloud with 

case scenarios 

Unspecified (Germany) PEG Mixed: family surrogate (16), 

professional surrogate (16) 

32 (0:32) Good 

Lopez RP 

(2010) (Lopez 
et al., 2010b) 

Explore organisational 

influence on practice of 
tube feeding for PLWD in 
nursing homes 

Focused 

ethnographic; 
observations, 
semi-structured 

interviews, 
abstraction of 
publicly available 

material 

Nursing home- two 

nursing homes with 
high and low use rate 
of tube feeding (USA) 

Unspecified: feeding 

practice regarding both 
tube feeding and hand 
feeding 

Mixed: observations of all nursing 

home staff and residents (no 
number); semi-structured 
interviews of staff including director 

of nursing (2), senior administrator 
(2), speech and language 
pathologist (2), licensed nurse (11), 

certified nurse assistant (6), social 
worker (2), diet technician (2), 
recreational therapist (2) 

At least 29 (29:0) Good 

Luhnen J 
(2017) (Luhnen 
et al., 2017) 

Explore values and 
experiences of legal 
representatives of PLWD 

regarding healthcare 
decisions, including PEG 

Semi-structured 
interviews 

Mixed- associations 
related to legal 
representatives and 

nursing homes 
(Germany) 

PEG Mixed: family surrogate (12), 
professional surrogate (12) 

24 (0:24) Good 

Malhotra C 
(2021) 
(Malhotra et al., 

2021) 

Explore factors in families 
to life-extending treatments 
and reasons for 

discordance with overall 
end-of-life goal 

Semi-structured 
interviews 

Mixed- acute hospital, 
long-term care, 
community 

(Singapore) 

ANH but mainly NG Family member: child (17), wife (3), 
daughter-in-law (3), husband (1), 
others (2) 

26 (0:26) Good 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Pasman HRW 

(2003) 
(Pasman et al., 
2003) 

Explore nurses' 

experiences and responses 
to feeding problems of 
PLWD in daily practice 

Observations, 

semi-structured 
interviews 

Nursing home 

(Netherlands) 

Unspecified: hand 

feeding, forced feeding, 
ANH 

Mixed: observations of 94 PLWD 

needed help with meals; more 
depth for those 60 PLWD having 
feeding problems and 15 having 

aversive behaviour; including their 
family and 46 nurses helping them 

At least 140 (46:0) 

(94 PLWD) 

Good 

Pasman HRW 
(2004) 

(Pasman et al., 
2004a) 

Explore role and influence 
of participants (family and 

professionals) in the 
decision-making to start or 
forgo ANH for PLWD 

Observations, 
semi-structured 

interviews 

Nursing home 
(Netherlands) 

ANH in general: to start 
or forgo ANH 

Mixed: observations of decision-
making process for 35 PLWD; 

involving nursing home physician 
(8), family members (32), nurses 
(43) 

83 (51:32) Good 

The AM (2002) 
(The et al., 
2002) 

Explore decision-making 
process behind withholding 
ANH from PLWD in nursing 

home 

Observations, 
semi-structured 
interviews 

Nursing home 
(Netherlands) 

ANH in general: 
withholding ANH 

Mixed: observations of 35 
candidates (PLWD) for the 
withholding of ANH; involving 

Nursing home physician (8), family 
members (32), nurses (43) 

83 (51:32) Good 

Zain Z (2020) 
(Zain et al., 

2020) 

Understand what shapes 
caregiver preference 

toward NG tube feeding for 
PLWD 

Semi-structured 
interviews 

Mixed- acute hospital, 
long-term care, 

community 
(Singapore) 

ANH but mainly NG Family member: wife (4), husband 
(1), daughter (12), son (5), sibling 

(1), daughter-in-law (3), grandchild 
(1) 

27 (0:27) Good 

Buiting HM 

(2011) (Buiting 
et al., 2011) 

Explore Dutch and 

Australian doctors' 
experiences of decision-
making of ANH for PLWD 

Semi-structured 

interviews 

Mixed- nursing home, 

hospital (Australia, 
Netherlands) 

ANH defined by the 

participants themselves 

Physician: nursing home physician 

(14), geriatrician (6) GP (9) 
palliative care specialists (1); 
participants from Netherlands (15), 

Australia (15) 

30 (30:0) Moderate 

Dimech J 
(2020) (Dimech 
et al., 2020) 

Explore the decision-
making processes of 
clinical teams and relatives 

in addressing life-
threatening swallowing 
difficulties in end-stage 

dementia 

Semi-structured 
interviews 

Long term care (high 
dependency unit) 
(Malta) 

ANH in general, hand 
feeding 

Mixed: family member (6), 
professional (unclear but at least 6) 

12 (6:6) Moderate 

Gil E (2018) 
(Gil et al., 

2018) 

Explore family guardians' 
attitudes and cultural 

considerations of decision-
making of tube feedings for 
PLWD 

Observations, 
follow-up semi-

structured 
interviews 

Acute hospital- 
Gastroenterology 

outpatient unit (Israel) 

PEG Family member: descent (15), 
sibling (2) 

17 (0:17) Moderate 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Lopez RP 

(2010) (Lopez 
et al., 2010a) 

Explore nurses' beliefs, 

knowledge, and roles in 
feeding decisions for PLWD 

Semi-structured 

interviews 

Nursing home (USA) Unspecified: feeding 

decisions towards both 
tube feeding and hand 
feeding 

Nurse: licensed practical nurse (6) 

Registered nurse (5) 

11 (11:0) Moderate 

Jansson L 

(1992) 
(Jansson and 
Norberg, 1992) 

Elucidate nurses' ethical 

reasoning and decision-
making of forced feeding 
for PLWD with refusing-like 

behaviours 

Semi-structured 

interviews with 
case scenarios 

Mixed- nursing home, 

psychogeriatric clinics, 
somatic long-term 
clinic (Sweden) 

Forced feeding for PLWD 

with refusal-like 
behaviours 

Nurse: all registered nurses 20 (20:0) Poor 

Nagao N 
(2008) (Nagao 
et al., 2008) 

Explore American and 
Japanese experts' ethics 
consultation focusing 

nutritional management for 
PLWD 

Semi-structured 
interviews with 
case scenarios 

Acute hospital (Japan, 
USA) 

ANH in general: NG, 
PEG, IV 

Mixed: US psychiatrist (1), 
Japanese Internal Medicine (1), US 
and Japanese ethicist (2); 

participants from USA (2), Japan 
(2) 

4 (4:0) Poor 

Norberg A 

(1987) 
(Norberg et al., 
1987) 

Explore nurses' 

experiences of withdrawing 
and withholding nutrients 
and fluids from PLWD and 

interpret their reasons 
regarding ethical principles 

Semi-structured 

interviews with 
case scenarios 

Nursing home 

(Sweden) 

Unspecified: forced 

feeding, tube feeding, 
infusion, active 
euthanasia 

Nurse: registered nurse (14), 

practical nurse (17), mental nurse 
(10), nurses' aid (19) 

60 (60:0) Poor 

Norberg A 

(1987) 
(Norberg and 
Hirschfeld, 

1987) 

Explore healthcare 

professionals' attitudes 
towards feeding of PLWD 

Semi-structured 

interviews, focused 
group 

Mixed- long-term care 

institutional services, 
nursing home, 
psychogeriatric 

hospital (Israel) 

Unspecified: forced 

feeding, tube feeding, 
infusion, active 
euthanasia 

Mixed: individual interviews of 

physician (10), social worker (1), 
nurse (16), nurses' aid (3); Group 
interviews of 4-15 people each 

group (no exact number) including 
psychologist; at least 60 
participants 

60 (60:0) Poor 

Pang MCS 

(2007) (Pang et 
al., 2007) 

Explore cultural influence 

on tube feeding decisions 
for PLWD in USA and Hong 
Kong 

Observations Specialised long-term 

care unit in hospital 
(Hong Kong, USA) 

Tube feeding in general: 

to or not to forgoing tube 
feeding 

Mixed: observations of PLWD, 

family member, healthcare 
professional 

No information 

about number of 
participants 

Poor 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Smith L (2016) 

(Smith et al., 
2016) 

Explore nurses' perceptions 

and beliefs about suffering 
regarding ANH for PLWD 

Focused group 

with case 
scenarios 

Home care for people 

with late-stage 
dementia (USA) 

ANH in general: suffering 

from ANH 

Nurse: home healthcare nurse 17 (17:0) Poor 

Wilmot S 
(2002) (Wilmot 

et al., 2002) 

Explore how nursing 
professionals apply ethical 

principles in feeding 
problems of PLWD 

Focused group 
with case 

scenarios 

Acute hospital: wards 
in a psychiatric 

hospital (UK) 

Unspecified: feeding 
problems with a 

spectrum of methods 
(ANH and hand-feeding) 

Mixed: nurse, health care assistant 
staff 

12 (12:0) Poor 

Case studies 

Berger JT 
(1996) (Berger, 

1996) 

Describe conflict between 
professionals and family 

over differing assessments 
of resident's quality of life 
and the cultural context of 

illness 

Case study Nursing home (USA) ANH in general: NG, 
permanent gastrostomy 

Case study involved daughter, 
physician, nursing professionals 

NA Good 

Christenson J 
(2019) 

(Christenson, 
2019) 

Describe ethical dilemma 
concerning stopping hand 

feeding in people with 
advanced dementia 

Case study Hospice (USA) Hand-feeding in general; 
assisted hand feeding, 

presumed wishes of 
‘voluntary stopping eating 
and drinking’ (VSED), 

consider risk feeding 

Case study involved wife, 
physician, nurse, unlicensed 

assistive personnel, hospice's 
administration, partner organisation 
of the hospice 

NA Good 

Meier CA 

(2015) (Meier 
and Ong, 2015) 

Describe ethical dilemma of 

withholding food and drink 
in a patient with advanced 
dementia. 

Case study Hospice, nursing home 

(USA) 

Hand-feeding in general: 

fully assisted hand-
feeding, verbally 
expressed of VSED, risk 

feeding 

Case study involved daughter, 

nurse, social worker, chaplain, 
hospice medical director, nursing 
home director 

NA Good 

Orr RD (1991) 
(Orr et al., 

1991) 

Describe clinical and ethical 
analysis of decision-making 

regarding tube feeding for 
PLWD 

Case study Acute hospital, nursing 
home (USA) 

Surgical placement of 
gastrostomy 

Case study involved daughter, 
nursing home professionals, 

attending physician, director and 
administrator of nursing home, 
ethics consultant 

NA Good 

Orr RD (2002) 
(Orr, 2002) 

Describe the ethics 
consultation and decision-

making process regarding 
tube feeding for PLWD 

Case study Acute hospital, nursing 
home (USA) 

Unspecified: tube 
feeding, gastrostomy, IV, 

total parenteral nutrition 
(TPN), time-trial, risk 
feeding 

Case study involved daughter, 
physician, bedside nurse, ethics 

consultant 

NA Good 
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First author 
(year) 

Study aim Study design/ 
methods 

Setting (Country) Main feeding methods 
studied 

Population of the study Number of 
participants 
(staff:surrogate) 

Quality 
rating 

Tapley M 

(2014) (Tapley 
and Regan, 
2014) 

Describe decision-making 

process regarding tube 
feeding for PLWD in the 
best interests meeting 

Case study Nursing home (UK) Tube feeding:  

radiologically inserted 
gastrostomy (RIG) tube 

Case study involved husband, two 

daughters with conflicting opinions, 
specialist dementia nurse, GP, 
nursing home manager, staff nurse, 

dietician 

NA Good 

Back AL (2005) 

(Back et al., 
2005) 

Describe conflicts between 

physicians and family and a 
step-wise approach to deal 
with the conflicts 

Case study Nursing home (USA) ANH in general: NG, IV, 

considering PEG 

Case study involved husband, 

medical director of nursing home 
(physician) 

NA Moderate 

Clibbens R 

(1996) 
(Clibbens, 
1996) 

Describe a situation where 

the patient's difficulties in 
swallowing became an 
ethical dilemma for family 

and the author 

Case study Acute hospital, nursing 

home (UK) 

NG Case study involved daughter, 

nurse, hospital team 

NA Poor 

Hodges MO 

(1994) (Hodges 
and Tolle, 
1994) 

Describe and discuss 

ethical issues in tube 
feeding decisions for older 
people, including the case 

of PLWD 

Case study Nursing home (USA) NG with considering soft 

patient restraints 

Case study involved sorority friend, 

nursing home physician, nurse, 
dietician 

NA Poor 

Scarpinato N 
(2000) 

(Scarpinato et 
al., 2000) 

Describe the author's 
decision-making and 

uncertainty 

Case study Acute hospital, nursing 
home (USA) 

PEG Case study involved attending 
physician, nurse, niece (never 

contact before) 

NA Poor 



  

80 
 

2.6.3 Quality assessment 

Around 40% (21/49) of included studies had good methodological quality, rated 

using the selected appraisal tools. Most included studies had poor (n=12) to 

moderate (n=16) ratings. Most concerns for those articles with poor and 

moderate-quality ratings were: poor participant identification and recruitment 

systems which may lead to selection bias and non-respondent bias; weak 

methodological quality of data collection and data analysis which may lead to 

recall bias, social-desirability bias, misclassification bias and potential 

confounding effects. Most studies involved self-administered questionnaire and 

face-to-face interviews, which were subjected to recall bias and self-retro 

evaluation bias. Furthermore, eleven studies used hypothetical scenarios to 

initiate and stimulate discussion. Responses to these approaches may or may 

not reflect the decision-making process in real practice. Only six studies used 

direct observations of the actual decision-making process; however, they were 

still subjected to the observers’ attention bias and subjective interpretation. 

Overall judgements and summary notes of quality assessment of included 

studies are included as Appendix 6. 
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2.6.4 Narrative synthesis: Decision-making process  

The themes identified in this review were ordered according to the decision-

making steps of the IP-SDM model (Legare et al., 2011a). During analysis, I 

recognised that two steps within this model appeared to be closely related. I 

therefore revised the model, reducing it from eight to six steps by combining a) 

the consideration of preferred choices with the deliberation of an actual decision; 

and b) the implementation of the decision with outcome evaluation (see Figure 

2-4). The themes are narratively presented following each of the six steps of the 

model. 
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Figure 2-4 Diagram shows the decision-making process of nutrition and hydration for people living with dementia 
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• Identification of decision to be made 

Across the studies, key decisions about nutrition and hydration that needed to be 

made for people living with dementia concerned various eating and drinking 

problems. Problems including the inability to recognise food, food refusal 

behaviours, chewing and swallowing difficulties, recurrent choking and aspiration, 

changes in alertness, and significant weight loss. These occurred either during 

acute illness or due to the progression of dementia (The et al., 2002, Shega et 

al., 2003, van Wigcheren et al., 2007) which triggered concerns of family carers 

or healthcare professionals. The decisions to be made were focused on whether 

and how to start or forgo ANH, to continue or stop hand-feeding, and to consider 

risk feeding. 

o Decision not using shared approach 

Nurses and family carers often encountered day-to-day decisions around eating 

problems in people living with dementia showing a progressive decline. They had 

to make the decisions alone or sometimes with colleagues present at the time. 

These day-to-day situations frequently required an immediate decision to be 

made, such as whether to continue encouraging the individual to eat if they 

refused at each meal (Pasman et al., 2003, Wilmot et al., 2002). Some people 

would stop feeding after a couple of days and accept the inadequate food intake. 

Others might continue feeding by pressing softly with the spoon or even more 

forcefully pushing (Pasman et al., 2003). In these circumstances, a formal 

discussion was often not possible or appropriate. Such decisions were made 

without adequate support or surveillance, and some decision-makers found it 

difficult to make these day-to-day decisions on their own. However, when the 

eating and drinking problems worsened or did not improve, nurses and family 
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carers escalated the situation to a physician or nursing home director to discuss 

further plans (Pasman et al., 2004a). 

o Decision using a shared approach 

In the context of acute illness, family carers and practitioners were likely to have 

discussions and consider using ANH, especially in acute infections and 

dehydration (Teno et al., 2011, van Wigcheren et al., 2007, Pasman et al., 

2004b), as they considered dehydration in acute illness as treatable. However, 

they felt more reluctant to start ANH if the overall health of the individual was poor 

or if they were considered to be in the end stages of dementia (The et al., 2002).  

Family carers might request that professionals stop hand-feeding an individual 

with dementia who had previously expressed that they did not want food or fluids 

when they became “terminally ill” or ‘Voluntary Stop Eating and Drinking’ (VSED) 

order. VSED order was challenging if the individual no longer had decisional 

capacity but still accepted food or fluids (Christenson, 2019, Meier and Ong, 

2015). VSED is acceptable for those terminally ill but mentally competent. For 

people with dementia with severe cognitive impairment, VSED is still debatable 

and usually considered a negligent practice (Meier and Ong, 2015).  

Across all decisions, assessments of mental capacity and swallowing were 

important. These assessments included considering other causes such as 

depression (Scarpinato et al., 2000, The et al., 2002, Luhnen et al., 2017) and 

clarification of the goals of care for the individuals, which usually aimed to 

promote comfort (Buiting et al., 2011, Hodges and Tolle, 1994, Lopez et al., 

2010b, The et al., 2002, Chen et al., 2019). However, it was not uncommon that 
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families still requested life-extending treatments, including tube feeding, despite 

agreeing on palliative care goals (Malhotra et al., 2021). 

o Initiator of the shared decision-making process 

The person initiating the decision process was likely to be a person who spent 

the most time with the individual with dementia and noticed the changes, usually 

nurses (Bryon et al., 2012a, Bryon et al., 2010, Lopez et al., 2010b, Pasman et 

al., 2004a) and sometimes family carers (Meier and Ong, 2015, Zain et al., 2020). 

Nurses raised the problem to a physician or nursing home director during a team 

meeting, sometimes by informal conversations (Lopez et al., 2010a, Pasman et 

al., 2004a) and together with family carers (Pasman et al., 2004a). However, 

nurses might end their involvement after the notification, as they perceived a legal 

restriction for them to be involved with the decisions (Lopez et al., 2010a). They 

also perceived that their role was to convey the message and guide 

communication (Bryon et al., 2010). The decision process beyond this point 

hugely varied and depended on the culture and organisational practice on how 

the decision should be deliberated and who should be involved (Buiting et al., 

2011, Lopez et al., 2010b, Bryon et al., 2010).  

• Information exchange 

During the decision-making process, information about the individual’s conditions 

and feeding interventions was shared among people living with dementia, carers 

and professionals. This process was often biased by their understanding and 

emotions towards the situation and interventions. 
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o Understanding of disease and interventions 

I have identified diverse interventions in this review, spanning from regular oral 

feeding to the use of tube feeding, which may lead to reduced pleasure in eating 

and social contact (Wilmot et al., 2002). The level of knowledge, preferences and 

attitudes towards these interventions varied among all involved. Several studies 

found that family carers and professionals had poor understanding and unrealistic 

expectations of tube feeding for people living with dementia (Gieniusz et al., 2018, 

Kwok et al., 2007, Golan et al., 2007, Babiarczyk et al., 2014, Shega et al., 2003, 

Chen et al., 2019, Lopez et al., 2010a, Pang et al., 2007, Bigford et al., 2021, 

Zain et al., 2020).  

Around 60% of physicians also underestimated the 30-day mortality rate found 

for people living with dementia following PEG insertion (Gieniusz et al., 2018, 

Shega et al., 2003). Many health professionals perceived that tube feeding could 

prevent aspiration, improve nutrition and prolong the lives of people living with 

dementia (Bigford et al., 2021, Chen et al., 2019). Some family carers thought 

ANH could alleviate suffering from starvation (Malhotra et al., 2021). In advanced 

dementia, some families perceived that the individuals were already severely 

cognitively impaired and bedbound, so ANH would not dramatically worsen their 

quality of life (Zain et al., 2020).  

Physicians reported that understanding poor outcomes and irreversibility in 

advanced dementia were the most important factors influencing provision of ANH 

(Pasman et al., 2004b, Hodges et al., 1994). Generally, if individuals were not 

considered imminently dying, which seemed difficult to predict (The et al., 2002, 
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Dimech et al., 2020), professionals and family members might consider ANH (Orr, 

2002, Orr et al., 1991, Pengo et al., 2017, The et al., 2002).  

o Explaining the disease and intervention 

Insufficient information regarding feeding interventions was provided for family 

carers (Golan et al., 2007, Teno et al., 2011). Studies in Singapore, Taiwan, and 

the USA found that professionals tended to give biased information in favour of 

tube-feeding, if they feared aspiration from hand-feeding or that the individuals 

were suffering from inadequate nutrition and hydration (Chen et al., 2019, Lopez 

et al., 2010b, Pasman et al., 2004a, Zain et al., 2020). For example, the benefits 

of the tube feeding might be explained more thoroughly than its risk, and the 

option of risk feeding might not be discussed (Teno et al., 2011, Zain et al., 2020). 

Some families reported that they needed to find out information about treatment 

choices themselves, for example, from the internet (Zain et al., 2020).  

However, in many other cases the family was emotionally unable to assess the 

information and needed more time to accept the current situation, especially the 

approaching death of the individual with dementia (Pasman et al., 2004a, The et 

al., 2002, Malhotra et al., 2021). Sixty-three percent of physicians reported that 

family carers requested PEG for the individual even when the physician explained 

they would not recommend it (Gieniusz et al., 2018, Gil et al., 2018). In many 

cases, professionals felt the need to guide family carers to understand the 

seriousness of an individuals’ condition, discouraging them from using tube 

feeding by explaining their unrealistic expectations of the benefits (Bryon et al., 

2010).  
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Information about clinical outcomes of the feeding interventions alone did not 

have a significant influence on confidence or comfort in making decisions (Kwok 

et al., 2007). Therefore, it was important to consider contextual information, for 

example, about the individual’s life history, age, experiences with other family 

members, and the wishes and opinions of the individual with dementia, family 

carers and professionals (Luhnen et al., 2017, Aita et al., 2007, Bryon et al., 2010, 

Jansson and Norberg, 1992, Jox et al., 2012, Kuehlmeyer et al., 2015). Presence 

of acute conditions could overshadow the overall care goals of comfort and lead 

to decisions to use tube feeding, especially NG tubes (Dimech et al., 2020, 

Malhotra et al., 2021). The individual’s current wellbeing also influenced 

decisions among professionals, for example, physicians were less likely to 

oppose the initiation of tube feeding if the individuals generally looked happy and 

were not physically restrained (Hodges et al., 1994, Hodges and Tolle, 1994, 

Shega et al., 2003, Jox et al., 2012, Valentini et al., 2014, The et al., 2002).  

o Recognising the emotions of all involved 

Uncertainty around disease progression, lack of knowledge and confusing roles 

regarding the decision-making process created feelings of guilt, exclusion, self-

doubt, and frustration, and sometimes led to conflicts among family carers, 

healthcare professionals and nursing home professionals (Back et al., 2005, 

Berger, 1996, Bryon et al., 2012a, Clibbens, 1996, Lopez et al., 2010a, Norberg 

et al., 1987, Pang et al., 2007, Malhotra et al., 2021, Zain et al., 2020). Regular 

discussions, open team meeting and family meetings to build trust and share key 

information facilitated the process (Back et al., 2005, Pasman et al., 2003, Bryon 

et al., 2012b, Berger, 1996, Luhnen et al., 2017, Wilmot et al., 2002, Dimech et 

al., 2020). However, it was sometimes necessary to consult an ethics committee 
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or specialist to resolve conflicts (Orr et al., 1991, Tapley and Regan, 2014, 

Berger, 1996, Christenson, 2019). 

• Values and preferences clarification 

Depending on their role, decision-makers had varying perceptions of the 

necessities of feeding interventions and approached the decisions in different 

ways. Personal preferences and social values played an important role in the 

differences.  

o Value and preferences regarding feeding interventions 

ANH was generally viewed as a medical intervention that could unnecessarily 

prolong the individual’s life (Bryon et al., 2012a, Pasman et al., 2004b, Smith et 

al., 2016, The et al., 2002, Hodges et al., 1994). However, some family carers 

and professionals considered it constituted basic human care that could not be 

forgone (Norberg and Hirschfeld, 1987, Aita et al., 2007, Chen et al., 2019, 

Malhotra et al., 2021, Bigford et al., 2021). Compared to withholding ANH, the 

withdrawal of ANH was more distressing due to its more concrete association 

with death (Buiting et al., 2011), but some families would accept and expect ANH 

to be withdrawn if it was used for a temporary purpose (Malhotra et al., 2021).  

Artificial hydration was more acceptable for people living with dementia than 

artificial nutrition, especially during an acute illness (Pengo et al., 2017, van 

Wigcheren et al., 2007, The et al., 2002, Buiting et al., 2011, Valentini et al., 

2014). Views of ANH being part of basic human care were usually derived from 

social, religious, racial and professional values of sanctity of life among the carers 

and healthcare professionals (Norberg and Hirschfeld, 1987, Aita et al., 2007, 
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Nagao et al., 2008, Modi et al., 2007, Babiarczyk et al., 2014, Chen et al., 2019, 

Valentini et al., 2014, Bigford et al., 2021), especially in some cultures. For 

example, in Israel, Japan, Singapore, and the USA, ANH provided hope and 

psychosocial benefits to the individual’s family (Gil et al., 2018, Nagao et al., 

2008, Smith et al., 2016, Zain et al., 2020). 

o Values and preferences in making decision 

Due to their cognitive decline, people living with dementia were often unable to 

participate in decision-making. This made them vulnerable to suboptimal 

decision-making about their care made by families and professionals, who 

generally intended to provide a good care but did not know the previous wishes 

and preferences of the individuals  (Dimech et al., 2020, Bryon et al., 2012a). 

Family carers and professionals varied when ranking the priority of values and 

ethical principles to be used in the decision process (Jansson and Norberg, 1992, 

Norberg et al., 1994, Berger, 1996, Dimech et al., 2020), and respect for the 

autonomy of the individual was a common concern across the studies.  

Written ACP were rare due to inadequate awareness of the terminal nature of 

dementia, cultural barriers to ACP and lack of legal support (Dimech et al., 2020, 

Gil et al., 2018, Zain et al., 2020). When ACPs were available, they were 

honoured by family carers and professionals (Pang et al., 2007, The et al., 2002, 

Babiarczyk et al., 2014). However, the written ACP or any previously stated 

directives might be seen as vague, outdated, and no substitute for an ongoing 

discussion (Buiting et al., 2011, The et al., 2002, Christenson, 2019). People 

living with dementia might not have been able to fully understand their future 

healthcare needs when they made advance decisions (Meier and Ong, 2015).  



  

91 
 

Across the included studies, decision-makers generally strived to balance 

between the substituted judgement and best-interests decision-making 

approaches. If previously stated directives were absent or unreliable, family 

carers and professionals almost always relied on the individual’s presumed 

wishes (Luhnen et al., 2017, Pasman et al., 2004a, Pasman et al., 2004b, 

Valentini et al., 2014, Dimech et al., 2020) and interpretations of their current 

behaviours to maintain their autonomy (Buiting et al., 2011, Jox et al., 2012, 

Kuehlmeyer et al., 2015, The et al., 2002, Bryon et al., 2010).  

Interpretation of the individuals’ behaviours such as facial expressions and 

appearing to ‘decline' food, varied among family carers and professionals, and 

was challenging to understand (Kuehlmeyer et al., 2015, Pasman et al., 2003, 

Scarpinato et al., 2000, Smith et al., 2016). The individuals’ expressions to 

‘decline’ food could be viewed either as a remaining ability to exercise their 

autonomy, or as consequences and complications of progressive dementia 

(Scarpinato et al., 2000, Wilmot et al., 2002). When the individual’s preferences 

were unclear, the values of family carers and social norms would override the 

decisions (Gil et al., 2018, Jox et al., 2012, Pasman et al., 2004a, Aita et al., 2007, 

Nagao et al., 2008, van Wigcheren et al., 2007). In a US study, almost 40% of 

physicians would follow a family’s request to begin tube feeding, even where the 

individual had stated not to do so (Shega et al., 2003). 
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• Consideration of feasibility 

Some feeding interventions were considered impractical for certain situations or 

settings due to limited resources, and organisational and legal restrictions. 

o Micro level 

When eating and drinking difficulties became severe, people living with dementia 

required a high level of care in terms of time and staffing from families, nursing 

home professionals and hospital professionals (Bryon et al., 2010, Berger, 1996). 

Difficulties may also lead to recurrent aspiration, pneumonia, and repeated 

hospitalisations. In these circumstances, hand-feeding could be seen as 

impractical, and tube feeding was needed to limit costs of care and prevent 

unnecessary hospitalisations (Bryon et al., 2010, Orr et al., 1991, Lopez et al., 

2010b). At the individual level, family carers with higher perceived financial 

burden, caring for people living with dementia with poor clinical outcomes, tended 

to forgo tube feeding (Kwok et al., 2007). However, a quarter of family carers 

perceived that a feeding tube was inserted to make it easier for professionals to 

provide nutrition and hydration for people living with dementia (Gil et al., 2018, 

Luhnen et al., 2017, Teno et al., 2011, Zain et al., 2020). 

o Meso level 

Studies reported that the amount of time and staffing for each individual with 

dementia should be equally distributed among patients within the healthcare 

settings, as far as reasonably possible (Meier and Ong, 2015, Norberg and 

Hirschfeld, 1987, Bryon et al., 2010), including time spent on supporting eating 

for each individual with severe dementia. This time should also not compromise 
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practitioners’ professional integrity and dedication to care (Berger, 1996, Orr et 

al., 1991). 

In some nursing homes, the use of tube feeding sometimes required a transfer of 

the individual to other units with more equipment and higher staffing levels. The 

transfer might be distressing for the individual and their family carers who had 

settled with the earlier unit and formed relationships with a professional team 

(Berger, 1996). Social and environmental factors within care units, such as 

relationships with professional team and staffing resource constraints, were also 

important to the decision-making about nutrition and hydration for people with 

dementia (Berger, 1996, Luhnen et al., 2017).  

o Macro level 

Legal regulations and organisational cultures played an important role in 

increasing tube feeding, for example, where these focused on preserving the 

individual’s life and did not value hand-feeding (Lopez et al., 2010b, Pang et al., 

2007, Norberg and Hirschfeld, 1987, Bigford et al., 2021, Chen et al., 2019). Lack 

of clear legal frameworks about care decision-making for people with advanced 

dementia was reported in many countries (Aita et al., 2007, Dimech et al., 2020, 

Hodges et al., 1994, Malhotra et al., 2021, Nagao et al., 2008, Luhnen et al., 

2017).  

In some countries, legal regulations offered incentives for hospitals to promote 

the use of tube feeding, and long-term care facilities sometimes required PEG 

fitted from hospital before transfer to the long-term care facilities (Aita et al., 2007, 

Gil et al., 2018, Golan et al., 2007, Berger, 1996, Lopez et al., 2010b). Studies in 
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Israel and the USA found that around 60% of physicians felt pressured by nursing 

homes or long term care facilities to perform PEG (Gieniusz et al., 2018, Golan 

et al., 2007, Shega et al., 2003). Physicians were often concerned about litigation 

if they did not start ANH (Gieniusz et al., 2018, Pang et al., 2007).  

• Deliberation of preferred choices and actual choices 

Each decision-maker could have a different preferred choice. However, due to 

unequal influence on the decision-making process, some decision-makers would 

be precluded from communicating their preferred choices and making the final 

decision. 

Physicians who advised against PEG for people with advanced dementia had 

better knowledge about risks and benefits and were less concerned about 

litigation (Gieniusz et al., 2018). Family members who perceived that there were 

alternatives to ANH would actively participate in the decisions, and often did not 

want ANH (Zain et al., 2020). However, family carers and professionals often had 

feelings of uncertainty about the individual’s preferences (Kuehlmeyer et al., 

2015, Pasman et al., 2003, Pasman et al., 2004b) and their own (Norberg et al., 

1987, Bryon et al., 2012a, Kwok et al., 2007, Pasman et al., 2004a, Zain et al., 

2020).  

Some family carers avoided discussing feeding methods and left decisions to 

professionals (Gil et al., 2018, Malhotra et al., 2021, Zain et al., 2020). It was 

complex and distressing for family carers and professionals to establish their 

choices on nutrition and hydration for people with dementia due to the illness’s 

unpredictable course (The et al., 2002, Back et al., 2005, Orr, 2002, Dimech et 
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al., 2020), unclear risks and benefits of the interventions (Teno et al., 2011, Bryon 

et al., 2012a, Smith et al., 2016), and conflicts between goals of care with 

personal desires and social values (Nagao et al., 2008, Bryon et al., 2010, 

Pasman et al., 2004a, Malhotra et al., 2021). In a few cases, the decision-making 

process was almost unnoticed because it was clear what decisions should be 

made; either the individual’s condition was very severe or there was a clear 

agreement concerning further treatments (Pasman et al., 2004a).  

Physicians were usually the final decision-makers (Bryon et al., 2010, Pasman et 

al., 2004a, The et al., 2002); however, it depended on physicians’ attitudes and 

their organisational practice on whether and to what extent to involve other parties 

(Pasman et al., 2004a, Bryon et al., 2012a). On some occasions, opinions of 

family carers were also decisive (Pasman et al., 2004b, Buiting et al., 2011, 

Shega et al., 2003). However, when there were multiple family members, their 

preferred choices were sometimes conflicting (Bryon et al., 2012a, Pasman et al., 

2004a, Tapley and Regan, 2014) and required a key decision-maker determined 

either by law or closeness of relationship (Nagao et al., 2008).  

In some cultures, it was critical to maintain family ties and harmony, and ANH 

was often chosen as a default treatment to resolve the conflicts (Malhotra et al., 

2021, Zain et al., 2020). Nonetheless, it was common that other professionals 

and even family carers were precluded from sharing their preferred decisions 

(Golan et al., 2007, Bryon et al., 2010, Teno et al., 2011), especially in healthcare 

systems with a paternalistic approach where physicians hold strong influence 

over the decisions (Aita et al., 2007, Orr et al., 1991, Malhotra et al., 2021). For 

example, some physicians excluded nurses from decision-making, as they 
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believed nurses relied excessively on personal and emotional factors (Pasman 

et al., 2004a, Valentini et al., 2014). Some professionals did not provide complete 

information about nutrition and hydration treatments to families. This meant the 

families did not know about possible choices and needed to defer the decisions 

to the professionals (Malhotra et al., 2021, Zain et al., 2020). 

• Implementation and outcome evaluation 

Family carers and professionals sometimes provided nutrition and hydration 

despite limited support and disagreement with other decision-makers. When they 

found the interventions did not work, they would call for a reconsideration of the 

decisions with decision-makers. 

o Implementation of the actual decision 

Many decisions were made by an individual and immediately implemented 

without need for discussion. For example, professionals and family carers 

accepted refusal to eat by the individual with dementia on a day-to-day basis, but 

not over an extended period of time (Wilmot et al., 2002, Pasman et al., 2003, 

Jansson and Norberg, 1992, Bryon et al., 2010). They used ‘tricks and 

techniques’, including verbal reminders, touching, pressing the mouth softly with 

a spoon, use of a special cup, and environmental modifications (Bryon et al., 

2010, Pasman et al., 2003). This was to postpone ANH decisions, which required 

discussion with other people.  

In the context of shared decisions, once mutually agreed, the decision could be 

implemented either to start or to forgo ANH (Bryon et al., 2010, Bryon et al., 

2012b, Pasman et al., 2004a). Professionals were willing to continue hand-
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feeding if the family was well-informed and accepted the risk of aspiration and 

weight loss, i.e., risk feeding (Lopez et al., 2010b). Long-term ANH was generally 

considered inappropriate for people living with dementia (Hodges et al., 1994, 

Jox et al., 2012, Kwok et al., 2007), although it was acceptable in some cultures 

and organisations (Aita et al., 2007, Gil et al., 2018, Lopez et al., 2010b, Modi et 

al., 2007, Pang et al., 2007).  

It is worth noting that ANH was often used as a temporary measure as part of 

treatment for acute conditions (van Wigcheren et al., 2007, The et al., 2002, 

Buiting et al., 2011), and some families perceived that it could be withdrawn 

anytime later (Malhotra et al., 2021). Professionals performed ongoing 

evaluations until the individual was stabilised, at which point they could either 

resume oral feeding (Pang et al., 2007, Back et al., 2005, Kwok et al., 2007, 

Kuehlmeyer et al., 2015) or wait for further decision-making on implementing 

permanent ANH (Orr, 2002, The et al., 2002). On agreement to give ANH to 

people living with dementia, physicians expected artificial nutrition to be used for 

a longer period (few weeks) than artificial hydration (days) (van Wigcheren et al., 

2007). 

When professionals and family carers did not mutually agree final decisions, this 

sometimes led to challenging opinions, including questioning, complete 

disagreement and refusal to enact the decision. Some nurses resisted decisions 

and repeatedly raised their concerns to physicians or in team meetings (Bryon et 

al., 2010, Bryon et al., 2012b, The et al., 2002). Sometimes, together with family 

carers as a group, they challenged the physicians (Pasman et al., 2004a).  
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However, for some nurses it was an unwritten rule not to speak against 

physicians in front of family carers (Bryon et al., 2012a). Nurses might personally 

influence the family carers to request reconsiderations from physicians, 

encourage them to take individuals home without ANH, and drip-feed the 

individuals more slowly than prescribed (Bryon et al., 2010). In some cases, both 

nurses and physicians had to act against their own beliefs and consciences to 

follow family carers’ requests to give ANH (Bryon et al., 2012a, Shega et al., 

2003, Pasman et al., 2004a, Dimech et al., 2020).  

Some nurses might adapt or deliver ANH with a more tender and respectful 

approach (Bryon et al., 2012a, Norberg and Hirschfeld, 1987). They also 

continued mouth care (using ice cubes, sparkling water and lip balm), regularly 

monitored the individual’s pain and position, and still offered food, if allowed by 

the medical team (Bryon et al., 2010). These were to minimise discomfort as 

much as possible. 

o Outcome monitoring and renegotiation 

The use of ANH, especially tube feeding, might require physical or medical 

restraints (Teno et al., 2011, Hodges and Tolle, 1994, Bryon et al., 2010, Hodges 

et al., 1994, Norberg and Hirschfeld, 1987, Smith et al., 2016), thereby leading to 

multiple complications (Orr et al., 1991, Smith et al., 2016, Teno et al., 2011) and 

causing distress for family carers and professionals (Teno et al., 2011, Bryon et 

al., 2012a, Pasman et al., 2003, Pang et al., 2007, The et al., 2002). Almost 30% 

of people with dementia who received tube feeding were sent to an emergency 

department due to problems with the feeding tubes (Teno et al., 2011). When 

tube feeding was not effective, or its burden outweighed the benefits, there was 
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a renegotiation between family carers and professionals, which usually resulted 

in forgoing tube feeding and starting risk feeding (Tapley and Regan, 2014, 

Hodges and Tolle, 1994, Babiarczyk et al., 2014, Norberg et al., 1994, Pasman 

et al., 2004a, Malhotra et al., 2021). Eating and drinking decisions were often 

followed by nurses providing further medical explanations and psychological 

support for the family, and preparing them for a possible farewell (Bryon et al., 

2010, Pasman et al., 2004a). 

2.7 Discussion 

I aimed to explore the decision-making process regarding nutrition and hydration 

for people living with dementia and map this onto a decision-making model. I 

studied each decision-making step and attempted to understand interactions 

between them. For example, preferences, values and feasibility regarding certain 

feeding interventions may depend on information shared among all involved. This 

eventually determines their preferred choices and actual decisions. Decision-

makers could iteratively check the steps to probe and resolve any suboptimal 

decision-making process. The review also emphasised that each step of the 

decision-making process is contextual and varied, which results in a wide range 

of final decisions. 

2.7.1 Mapping onto IP-SDM model 

I extracted and developed initial codes based on the IP-SDM model, and 

developed themes and revised the model to fit the decision-making process of 

nutrition and hydration for people living with dementia (as shown in Figure 2-4). 

The original model was developed and validated in the primary care context 
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(Legare et al., 2011a, Legare et al., 2011b). It might not be fully applicable to the 

dementia context, given the slow deterioration and life-limiting nature of 

dementia, and the involvement of people lacking mental capacity. Regarding the 

included studies, the decisions involved professionals and family carers or 

surrogate decision-makers acting upon the best interest of people living with 

dementia.  

People living with dementia might have indirect inputs for decision-makers to 

consider, such as their wellbeing and health status. In many decisions, some 

professionals, such as nursing home professionals, speech and language 

therapists and dieticians were involved only in the assessments of eating 

problems but did not fully influence decision-making. Hence, my model does not 

support the interprofessional approach. While decisions were hugely influenced 

by the wider context at every step, there is less evidence on consideration of 

feasibility at service levels (meso and macro), but more evidence at an individual 

(micro) level.  

I found that decisions about nutrition and hydration for people living with dementia 

were generally too complex to be mapped onto the precise linear steps of the 

model. I therefore rearranged the steps in the original model to confirm that some 

decisions may not need shared elements of the decision-making process and 

some steps could simultaneously occur. For example, the actual decisions were 

sometimes made by a frontline stakeholder without explicitly considering the 

preferred choices of all involved, which challenged the idea of a shared approach. 

There were also everyday decisions about eating and drinking at each meal 

which might have been considered small and too insignificant to trigger the 
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shared elements of the process. However, these decisions often caused distress 

in decision-makers, as they were made with little support.  

The implementation of decisions was often immediately followed by outcome 

evaluation which in turn influenced the implementation. For example, nurses 

stopped hand-feeding or provided ANH more gently when people living with 

dementia showed signs of distress. This might also prompt renegotiation among 

all involved to revisit the process. As shown in my decision-making model in 

Figure 2-4, I would not suggest taking the steps of the model as fixed, linear, or 

even bi-directional. Instead, steps should be viewed as cyclical and contextually 

dependent reminders of what to consider when making shared decisions; not 

every step is needed for every decision. 

2.7.2 Determinants of decisions 

Consistent with the existing literature, I found that decision-making processes 

were influenced by decision-makers’ own views of nutrition and hydration 

interventions, perceptions of others involved and resources for decision-making 

(Jones et al., 2006, Murray et al., 2004). They tended to forgo ANH for people 

living with dementia if they were well-informed of its risks and benefits, recognised 

poor disease prognosis, knew the individual’s wishes to stop feeding, had 

negative experiences of ANH for previous family members and believed that ANH 

could prolong the individual’s life unnecessarily.  

Despite its futility, ANH was deemed indispensable due to professionals’ and 

family carers’ unsettling emotions regarding the decisions, emphasis on 

psychosocial benefits of ANH, concern about litigation and pressure from other 
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stakeholders to start ANH, all of which are in line with previous studies (Ijaopo 

and Ijaopo, 2019, Lynch, 2016). Unlike some other healthcare decisions that rely 

upon arbitrary, evidence-based scales, such as the early management of acute 

ischemic stroke, decisions about nutrition and hydration for people living with 

dementia may need a sensitive approach to clarify people’s opinions, feelings 

and values towards the decisions (Kassirer, 1994, Murray et al., 2004). 

2.7.3 Facilitators and barriers of decision-making 

Facilitators 

The review found that family carers and professionals had a better experience of 

decision-making if they received support from each other, were understood and 

respected in their roles in making decisions, established trust from open 

communications and discussions, and had a chance to renegotiate. This is in line 

with previous studies that found decision-making in dementia care can be 

facilitated by honest, trusted, respectful and shared discussions among the 

decision-makers (Lord et al., 2015). This may lead to good dementia care for 

people with dementia and satisfaction among family carers and professionals, 

i.e., decision-makers. 

Barriers 

Decision-making by family carers and professionals may be hindered by the 

unpredictable prognosis of dementia, unclear role and responsibilities, limited 

time to make decisions, conflicting opinions of the people involved, unreliable 

advance directives, difficult interpretations of current individual’s behaviours, and 

social and organisational expectations. This is consistent with previous studies 

on decisions regarding eating problems for people living with dementia and some 
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other progressive neurological disorders, such as Parkinson’s disease and 

multiple sclerosis (Clarke et al., 2018, Lamahewa et al., 2018). Indeed, these 

barriers could be consequences of the failure of any step in the decision-making 

process. 

2.7.4 Strengths and limitations 

To my knowledge, this is the first systematic review reporting the decision-making 

process of nutrition and hydration for people living with dementia and mapping 

experiences to a decision-making framework. It covers a wide range of feeding 

methods and involves a substantial number of participants from included studies.  

I systematically used the IP-SDM model as a theory-driven framework to 

investigate the underlying decision-making process. Although this was deductive, 

I allowed for results to refine and shape the theory – i.e., renaming categories 

and expanding on the detail and generating themes within each of these 

categories – hence allowing an inductive approach to the analysis. I used a 

detailed search strategy. Data synthesis was conducted through iterative 

discussions among the review team to increase the review’s robustness.  

Challenges of the review process 

The review included many types of studies reporting different levels of evidence, 

which made synthesis challenging. However, I intended to include a wide range 

of study designs to gain an in-depth understanding enabling a focus on different 

areas of the decision-making process and complementing each other. I tabulated 

the data using a comprehensive data extraction table to ensure that all data were 

systematically considered (see Appendix 5: WS1 Full data extraction table). I also 
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weighted the discussion and findings according to their quality, and then study 

design.  

Due to time and resource limitations, full-text screening, data extraction, and 

coding were led by a single reviewer with some piloting, which could have led to 

bias and errors. To mitigate this risk as far as possible, all abstracts and 35% of 

eligible full-texts were double screened as well as detailed study selection criteria, 

extraction and coding frameworks being used based in extensive, iterative 

discussions with the review team.  

Application for dementia care and other settings 

Additionally, due to limited existing evidence, all included studies involved 

decisions for people living with dementia at a severe or advanced stage. The 

review may have limited application to decision-making for people with mild or 

moderate dementia. Although I attempted to understand the decision-making 

process from various values and context in different countries, there was huge 

variation in organisational routines, legal restrictions and social values. It was 

impossible to reflect the decision-making process that applies to every individual 

case or every context, but I was able to show the overview of such a process 

within the included studies. In my decision-making model, the social norms, 

organisational routines, and institutional structure were included and 

demonstrated to impact the overall decision-making process at the larger scale 

(shown as a large outer circle of the model, see Figure 2-4), to remind that these 

factors need to be considered. 
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2.7.5 Implications for policy and clinical practice 

This review has identified and modelled the necessary steps in making decisions 

regarding nutrition and hydration for people living with dementia; it can guide 

healthcare professionals and policy makers on what issues they should be aware 

of, how and when to address the issues in the decision-making process and 

whom they should involve in the decisions. In the later stages, family carers and 

professionals can be facilitated with decisional support, for example, a decision 

guide, which has been found to increase the level of knowledge, improve quality 

of communication, and reduce decisional conflicts (Davies et al., 2019). Decision 

support regarding nutrition and hydration can be framed with the stepwise 

process in this review.  

The review helps to guide the focus of decisional support and identify 

mechanisms to overcome many of the identified barriers. It should deliver 

sufficient information about the interventions, help clarify people’s opinions and 

values, and provide educational training and support to those involved (Elwyn et 

al., 2006). Healthcare and social policy should be carefully devised to 

acknowledge its influences on decision-making.  

2.7.6 Implications for future research 

Future research may explore the decision-making process of other healthcare 

decisions with the same approach as this review, and potentially make a 

comparison among different decisions. From the results, it would be interesting 

to investigate underlying assumptions of the different attitudes regarding artificial 

hydration and artificial nutrition as basic care. Regarding emerging evidence and 
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recommendations against the use of tube feeding (Sampson et al., 2009b, Volkert 

et al., 2015, Davies et al., 2021b), it is interesting to see how these recent 

initiatives will change the decision-making process over time. Most included 

studies were conducted across different settings, so I could not draw conclusions 

about the differences of decisions made between the individuals’ homes, 

hospitals, nursing homes, and hospices. Future studies may explore the 

differences and identify support needed, especially during care transitions. 

2.8 Conclusions 

The decision-making process regarding nutrition and hydration for people living 

with dementia is complex and does not follow a linear process. It needs an 

informed, value-sensitive, and collaborative process with explicit roles for all 

those involved. However, the decisions are usually considered with unclear 

procedures and with a lack of support. Decisional support is needed and should 

be approached in a shared and stepwise manner. 

This systematic review is the first study to map the current practice about nutrition 

and hydration for people with dementia into a decision-making framework and 

identify the areas that need improvement. It enhances our understanding about 

the decision-making processes regarding nutrition and hydration for people with 

dementia in a systematic way.  

I used the findings from this systematic review (WS1) to inform the structure and 

analysis of the qualitative interviews (WS2 and WS3) and co-design workshops 

(WS4). From the systematic review, there was limited evidence on the 

perspectives from people living with dementia themselves, but this was explored 
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in my WS2 and will be reported in Chapter 4. In Chapter 5, my qualitative 

interview study with family carers and hospital professionals (WS3) examined 

their decision-making processes in acute hospital settings but focused more on 

conversations related to decision-making, which is still under-researched. In 

Chapter 6, the decision-making model in this Chapter was used to frame case 

scenarios used for discussions in co-design workshops and inform the content 

and steps in my final decision guide (WS4).  

In the next Chapter, I will report methodological perspectives that underpin the 

following qualitative studies (WS2-4) and give an overview of the co-design 

process of my entire PhD that aimed to develop a decision guide about nutrition 

and hydration for people with severe dementia. 
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Chapter 3 Methodology  

3.1 Introduction 

As discussed in Chapters 1 and 2, family carers and healthcare professionals 

often have difficulty in making decisions about nutrition and hydration for 

individuals with severe dementia. From the systematic review (Chapter 2), the 

decision-making process often involves unclear procedures, and people involved 

may experience exclusion or negative feelings. Also, they may feel unsure about 

the individuals’ previous wishes and preferences and how to interpret or 

incorporate the current behaviours of the individuals regarding eating and 

drinking. In line with shared and best-interests decision-making processes, family 

carers’ needs and knowledge are important for the decision-making together with 

healthcare professionals (Legare et al., 2011a, NICE, 2018a).  

In an acute hospital, the nutrition and hydration problems and related decisions 

can be more challenging because of restricted hospital resources, hospital 

environment, and the complex interaction of acute illnesses and dementia (DAA, 

2018, Royal College of Psychiatrists, 2019). From the systematic review in 

Chapter 2, we still do not know enough about how the decisions are made and 

what support for the decisions should be provided in the hospital, especially 

regarding the stepwise patterns. Decisional support, for example, a decision 

guide, may be needed to support all people involved, including people with 

dementia, family carers and hospital professionals, to understand the overall 

situations and treatment options and clarify everyone’s values, needs and 
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preferences. This could lead to better decisions and care for nutrition and 

hydration for individuals with severe dementia in the acute hospital. 

3.2 Overall aims and objectives of this PhD  

Following the systematic review in Chapter 2, I devised the overall aims and 

objectives for this PhD.  

3.2.1 Overall aims 

There were two main aims: 

1. Explore the experiences, perspectives and needs of all people involved in 

the decision-making regarding nutrition and hydration for people with 

severe dementia in acute hospitals 

2. Using co-design, develop a decision guide used by family carers and 

hospital professionals to support conversations and decision-making 

about nutrition and hydration in acute hospitals. 

3.2.2 Overall objectives 

From the overall thesis aims above, I have specific objectives of the WS2-4 as 

listed below, which all will be elaborated in corresponding chapters later.  
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1. Explore awareness, perspectives and needs of people with mild dementia 

about future possible eating and drinking problems related to dementia 

progression (WS2) 

2. Understand how people with mild dementia want possible eating and 

drinking problems to be managed and decisions to be made (WS2) 

3. Explore experiences, perspectives, and needs of family carers in making 

decisions about nutrition and hydration for people with severe dementia in 

acute hospitals (WS3) 

4. Explore experiences, practices, and perspectives of hospital professionals 

about the decision-making process (WS3)  

5. Synthesise the perspectives, experiences, and needs of all people 

involved (WS1-3) to inform the development of a decision guide about 

nutrition and hydration for people with severe dementia, using matrix 

approach (WS4) 

6. Develop a decision guide about nutrition and hydration in acute hospitals, 

using co-design processes with family carers and hospital professionals 

(WS4) 

7. Conduct user testing for a prototype of the decision guide to refine the 

decision guide (WS4) 

8. Devise a model for decision-making processes about nutrition and 

hydration for people with dementia (WS1-4) 
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3.3 Structure of the PhD  

As shown in Table 3-1, my PhD consists of four workstreams. The earlier Chapter 

2 described my first WS: a systematic review of the decision-making process 

about nutrition and hydration for people with dementia. WS2 used secondary data 

from the Nutri-Dem study (see Section 3.9), as part of my COVID-19 mitigation, 

exploring the perspectives and needs of people with mild dementia about future 

possible eating and drinking problems. WS3 is a qualitative interview study with 

family carers and hospital professionals about conversations and decision-

making for nutrition and hydration for people with severe dementia in acute 

hospitals. In WS4, I conducted a co-design study to develop the decision guide 

with family carers and hospital professionals (the end-users). 

Table 3-1 The overall PhD structure consisting of four workstreams 

Workstreams Design of the workstreams 

WS1 
Systematic review about decision-making processes for 

nutrition and hydration for people living with dementia  

WS2 

Secondary data analysis of qualitative interviews on 

perspectives and needs of people with mild dementia about 

future eating and drinking problems 

WS3 

Qualitative interview study with family carers and hospital 

professionals about nutrition and hydration for people with 

severe dementia during acute hospital admissions 

WS4 

Co-design workshop study with family carers and hospital 

professionals to co-design a decision guide for nutrition and 

hydration for people with severe dementia in acute 

hospitals 
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In this Chapter, I explain the research methodology underpinning my PhD project. 

I describe a brief background and rationale, methodological perspectives, the 

overview of co-design process, trustworthiness and reflexivity, and ethical 

considerations. The specific design of each workstream, including population and 

participants, participant recruitment, data collection methods, and data analysis, 

will be presented in the corresponding chapters.  

3.4 Methodology underpinning this PhD 

I wanted to develop a decision guide focusing on nutrition and hydration for 

people with severe dementia in acute hospitals, which is the end-product of this 

PhD. Using co-design processes with interviews and workshops, the decision 

guide is grounded in the experiences, perspectives, needs and preferences of all 

involved in decision-making. That is, I used qualitative research methods to 

explore the participants’ subjective experiences. Based on the qualitative 

approach, I was interested in the meaning and understanding of their experiences 

using their own words, rather than the numbers and factor-relationships related 

to the experiences gathered through a predetermined questionnaire as in 

quantitative research (Gray, 2018). Unlike quantitative research, qualitative 

research is not conducted to prove hypotheses and does not expect to reproduce 

the same data, every time, by any researcher (Braun and Clarke, 2013, Ormston 

et al., 2013). Rather it is to seek the varying meanings and perspectives, put them 

into an organised framework and interpret them in a certain way.  

More specifically, I used an experiential qualitative approach that focuses on 

family carers and professionals’ interpretations of their experiences, 

perspectives, practices, and meanings of nutrition and hydration for people with 
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severe dementia. The experiential approach is relatively different from its 

counterpart, a critical qualitative approach, which emphasises the interpretations 

of analysts more than of participants themselves (Braun and Clarke, 2013). The 

experiential and critical qualitative approaches also focus on different levels of 

data interpretation.  

While the critical qualitative approach focuses on the level of representation and 

language practice to understand the interested social reality, the experiential 

qualitative approach focuses the level of experiences, perceptions, and practice 

of research participants, which aligns to this research. This does not mean that 

this research reports only a plain description of the participants’ experiences. In 

fact, it interprets such accounts in the light of participants’ meanings, considers 

how the analysts would interpret them and discusses their implications for a wider 

context (Braun and Clarke, 2013).  

Ontological and epistemological stance of this PhD 

The research is underpinned by the ontological assumption of critical realism and 

the epistemological assumption of contextualism. Critical realism sits between 

‘realism’ and ‘relativism’ and views that some authentic reality exists to produce 

knowledge, but the knowledge is influenced by social factors (Braun and Clarke, 

2013, Braun and Clarke, 2021). We can only partially assess the reality. This is 

in line with contextualist epistemology. Contextualism believes and tries to 

assess reality but does not assume a single reality (or truth). It therefore retains 

some notions of ‘reality’, which is in line with realism and positivism. Such reality 

is rejected by relativism and constructivism (Braun and Clarke, 2013, Ormston et 

al., 2013).  
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However, consistent with relativism and constructivism, contextualism believes 

that knowledge about the world is produced by participants’ understanding and 

mirrors the researcher’s positions. This produces ‘knowledges’, rather than 

knowledge (Braun and Clarke, 2013). That is, for contextualism, the way we 

examine reality and create knowledge is influenced by how participants and 

researchers perceive and interpret the phenomena of interest. Reality and 

knowledge are therefore subjective and contextually dependent and is co-

constructed by the participants and researchers (Braun and Clarke, 2013, 

Ormston et al., 2013). 

Likewise, regarding my methodological positions of contextualism and critical 

realism, there is an existing reality about how people living with dementia want 

decision-making to be made, and how family carers and professionals ‘make or 

would make’ decisions about nutrition and hydration for people with severe 

dementia. However, the knowledge about that reality could have been influenced 

by multiple contextual factors which cannot be inclusively predetermined.  

I am a psychiatrist and gerontologist who is interested in the psychological and 

social wellbeing of older people, especially of those with dementia and frailty. I 

bear some presumptions derived from my psychiatric and gerontological 

understanding and perspectives into research processes and these 

presumptions could influence the decisions on data collection and data analysis 

methods. I need to be aware of the context attached to participants’ subjective 

experiences and consider how my presumptions influence the interpretations of 

the reported accounts, i.e., self-reflexivity (see Section 3.12). To consider the 

context and subjectivity of research data would result in an in-depth and 
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meaningful understanding of the decisions to help design the decision guide in 

this project. 

Because I am a clinician and researcher who has focused on and conducted 

some quantitative research, in this PhD it was quite challenging for me to ‘let go’ 

of some of the principles from quantitative disciplines. However, it does give a 

new lens to see and explore the world with another approach. These research 

skills and experiences will benefit my future career path in continuing to conduct 

qualitative studies in the field of dementia, frailty and palliative care for older 

people. 

3.5 Conducting research to meet the needs of public and service users  

Engagement of public and service users in health research can minimise the 

waste resulting from the research and its derived services not meeting the needs 

and preferences of people affected by the health conditions being studied; this 

was found to be common in the academic literature (Chalmers and Glasziou, 

2009, Shippee et al., 2015, Slattery et al., 2020, Bate and Robert, 2006). To 

maximise benefit and impact, it is recommended that primary research should 

also be preceded by or conclude with reference to a systematic review of existing 

evidence (Chalmers and Glasziou, 2009). This PhD project started from 

conducting a systematic review of existing literature (Chapter 2), and then the co-

design was used to build on the findings of the review. The findings also formed 

part of the whole co-design process by informing the interview and workshop 

structures (Chapter 5 and 6) and being used in the matrix of data synthesis 

(Chapter 6). 
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3.5.1 Public involvement in research 

Although it is widely acknowledged by policymakers, researchers, and research 

funding bodies that research should involve patients and the public, there are 

different perspectives on how such involvement is enacted. Greenhalgh et al. 

(2019) conducted a systematic review and found 65 frameworks being used to 

support public involvement/engagement in research. This could have made 

concepts, terms, and methods in the field varied and difficult to compare. The 

authors developed a taxonomy and classified the frameworks into five categories 

based on their focuses: power‐focused; priority‐setting; study‐focused; report‐

focused; and partnership‐focused (Greenhalgh et al., 2019).  

My PhD project fits the study-focused framework, which focuses on research 

‘activities’ to, for example, assess and understand the local context and nature of 

the proposed study, plan and resource each step adequately, and avoid 

tokenism. However, Greenhalgh et al. (2019) suggested the frameworks being 

used in real-world research can be blended and should be flexible depending on 

the study’s context and purposes.    

‘A single, one‐size‐fits‐all framework may be less useful than a range 

of resources that can be adapted and combined in a locally generated 

co‐design activity.’ (Greenhalgh et al., 2019) 

3.5.2 Co-design research and other terms 

Co-design used in this thesis is an approach to participatory research, in which 

researchers work in partnership to gain deeper insights into the world of research 

participants (Conder et al., 2011, Wang et al., 2019, Ormston et al., 2013). The 
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co-design is one of the nuances that describe research involvement of the public 

and service users, including patients, families, carers, and professionals. 

Compared to existing literature in this field, people use a range of varying terms 

representing research end-users, for example, ‘public’, ‘patient’, ‘consumer’, 

‘stakeholder’, and ‘communities’, which all are combined with other terms 

contributing to research process or purpose, for example, ‘involvement’, 

‘engagement’, ‘consultation’, ‘partnership’, ‘co-design’, ‘co-production’, and 

‘participatory’ (O'Cathain et al., 2019, Slattery et al., 2020).  

The varying terms, which sometimes create confusion, are underpinned by 

different scopes and specific methods, and that may reflect nature and levels of 

researcher and user involvement. Despite the differences in nature and levels of 

involvement, I argue that the research and its terms all share the same principles 

and serve the same purposes; to allow the end-users to be heard and influence 

research outcomes to meet their needs and preferences as far as possible. NIHR 

guidance suggests that co-design and coproducing research should be 

‘principles-driven rather than being a fixed set of tools or techniques’ (NIHR, 

2021).   

3.6 Co-design research methods   

In line with my ontological and epistemological perspectives discussed above, I 

used co-design research processes for my entire PhD to make sure that the 

decision guide is co-designed with all of the people involved and based on their 

experiences, perspectives and needs. Co-design research has been used to co-

design many healthcare interventions, including decision tools in dementia and 

palliative care (Davies and Iliffe, 2016, Davies et al., 2021d).  
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The co-design process can vary in terms of who can be involved and how they 

can contribute to research. As shown in Figure 3-1 of the Double Diamond model 

of the design process (Design Council, 2004), researchers can involve patients, 

family carers or healthcare professionals in interviews, surveys, focus groups, or 

workshops (Borgstrom and Barclay, 2019, Wang et al., 2019). In the first 

diamond, researchers can explore the problems with participants (Discover) and 

identify or prioritise the problems (Define). Both researchers and participants then 

brainstorm (Develop) and prototype the solutions (Deliver) (Design Council, 

2004).      

 

Figure 3-1 Double Diamond model of the design process 

Adapted from the UK Design Council (2004) 

Depending on time scales and resources, the intensity and duration of the 

involvement can be different within each step of a study and among different 

studies, but they all share the core principles to empower and engage people 

beyond a research team, including patients, family carers and health and social 

care providers in research and design process (Bate and Robert, 2006, Boyd et 

al., 2012). Co-design research can also be used to produce a variety of outputs, 
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such as theoretical frameworks, commissioning statements, documents, and 

interventions (Borgstrom and Barclay, 2019).     

3.7 Overview of co-design processes in my PhD   

Based on the co-design approach and mapped onto the Double Diamond model, 

the flowchart of my PhD is displayed in Figure 3-2, showing the flow of all four 

workstreams, and they are linked up to form the co-design processes. 

 

Figure 3-2 The flowchart of the four PhD workstreams 
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WS1-WS3 are in line with the ‘first diamond’ in the Double Diamond model, which 

aims to explore and define the decision-making problems. In WS1, I conducted a 

systematic review (Chapter 2) to explore and synthesise current evidence on the 

decision-making process about nutrition and hydration for people with dementia. 

The review identified the steps, barriers, and facilitators of the decision-making 

process, which helped guide the focus of the following workstreams. In WS2 

(Chapter 4), I explored how people with mild dementia perceive eating and 

drinking problems and how they want such problems to be managed.  

In WS3 (Chapter 5), I explored the experiences, perspectives, practice and needs 

of family carers and hospital professionals about decision-making about nutrition 

and hydration for people with severe dementia at acute hospitals. Data from WS 

1-3 were synthesised using a matrix approach and fed into the content and design 

of the decision guide developed in WS4 (more information in Chapter 6). Format, 

activities, and materials used in WS4 were also informed by the findings of the 

earlier workstreams. The ‘second diamond’ fits with WS4, which aimed to 

prototype and finalise the decision guide. All of this has led to the development 

of the decision guide which is ready to be tested in practice through future work. 

3.7.1 Semi-structured interview methods (WS2 and WS3) 

WS2 and WS3 used semi-structured individual qualitative interviews. Semi-

structured interviews are conducted based on a loose structure using open-

ended questions ‘that define the area to be explored, at least initially, and from 

which the interviewer or interviewee may diverge in order to pursue an idea in 

more detail’ (Britten, 1995).  
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I aimed to explore experiences, opinions, needs and practices of people with mild 

dementia, family carers and hospital professionals and used a semi-structured 

individual interview method because it is ideal for experience- and practice-type 

research questions (Braun and Clarke, 2013). It can be used to enable people 

who have some personal stake in the research topics to express their 

understandings, perceptions, and opinions about such topics. 

Using the semi-structured individual interviews, I could probe unanticipated 

issues and ask unplanned questions, resulting in rich and detailed data. In the 

individual interviews, participants may rationalise their thoughts to express 

socially desirable responses (Barter and Renold, 1999, Gray, 2018). However, I 

used case scenarios to explore the participants’ thinking in the moment as if they 

were a third party and how they would respond to the situation (Barter and 

Renold, 1999).  

Although individual interviews are time-consuming, this means I could build a 

rapport with a participant and observe whether the participant appeared to be 

upset or struggling. The participants would feel this was a safe space and have 

dedicated time to discuss issues that they previously had not been able to. The 

individual interviews are therefore ideal for sensitive issues, although some 

people may feel more comfortable disclosing the sensitive information in a group 

setting or in an anonymous survey (Braun and Clarke, 2013).  

A focus group method may promote discussions among participants who share 

the same experiences within the group about a sensitive issue, for example, the 

decision-making for people with severe dementia (Braun and Clarke, 2013). 
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However, it may not be able to elicit a whole experience about the decision-

making of an individual participant. Direct observations are also suitable to 

explore the decision-making practice in natural settings (Mays and Pope, 1995a), 

but it would be very difficult for me to present at the right time. Direct observations 

should also be complemented by interviews and/or focus groups to elicit the 

participants’ meanings of their experiences, opinions and needs (Gray, 2018). 

3.7.2 Intervention development: co-design workshops (WS4) 

Co-design is a technique adopted from product development (Kaulio, 1998) 

which has tangible benefits in developing or redesigning health services (Bate 

and Robert, 2006, Boyd et al., 2012, Paton et al., 2013, Piper et al., 2012). In 

WS4, co-design workshops were conducted to work with end-users of my 

decision guide (family carers and hospital professionals). This was informed by 

the data synthesis of the systematic review about decision-making processes 

(WS1) and the qualitative interviews with people with mild dementia, family carers 

and hospital professionals (WS2-3).  

For intervention development, I used an online workshop format to co-design a 

decision guide with family carers and hospital professionals. Each group met 

separately on up to two occasions. Homogenous groups allowed the views of 

individual sets of participants to be expressed without the potential or opportunity 

for groups of individuals to dominate the discussions and impose a hierarchy or 

power over the views of others (Gray, 2018).  
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As shown in Figure 3-2 above, all groups took the format of a workshop. I 

presented the data from WS1-WS3 using a combination of PowerPoint and pre-

meetings hand-outs (see Appendix 7: Examples of online workboard and hand-

outs). I asked specific questions of the groups to promote discussion and facilitate 

problem-solving, leading to examples of decisions. Workshops included tasks 

such as voting and idea-generating tasks. I also used case scenarios to facilitate 

group discussion, in which case scenarios may provide choice and control for 

participants regarding their level of personal disclosure and support them to share 

intimate, difficult concerns and agree or disagree with each other (Bradbury-

Jones et al., 2014).  

Following the initial workshops, I used a matrix approach to synthesise data from 

WS1-3 and the information and discussions from the co-design workshops (see 

more detail about the matrix approach in Section 6.3.5). I then used the matrix to 

develop an initial prototype decision guide. Throughout the co-design process, 

the prototype was presented to a research advisory team for further feedback, 

comments, and iteration. The research advisory team consisted of my 

supervisors, Anne Walford (a former family carer of someone living with dementia 

and PPI member), Jill Manthorpe (Professor of Social Work and a social care 

researcher), Christina Smith (Associate Professor and a speech and language 

therapist), and Andrea Bruun (a linguist, workshop co-facilitator and my PhD 

colleague). I also sought advice from the co-design groups about the optimal 

format and mode of delivery of the decision guide. As part of the co-design 

process, user testing was conducted with family carers and hospital professionals 

before finalising the decision guide. 
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3.8  The impact of COVID-19: remote interviews and workshops 

In March 2020, due to the first peak of COVID-19 pandemic in the UK, participant 

recruitment and data collection for WS3 and 4 at NHS hospital sites were 

suspended. As part of COVID-19 mitigation, I was involved in the Nutri-Dem study 

(see Section 3.9) and led in the secondary data analysis of the qualitative 

interviews with people with mild dementia. This formed part of my PhD as WS2. 

The qualitative interviews in this study were conducted by my colleagues from 

September 2019 to March 2020, so all interviews were face-to-face and took 

place in participants’ own homes.  

However, due to COVID-19, all research activities in WS3 and WS4 were 

conducted remotely (after appropriate approvals were gained for this change in 

methodology). From January to May 2021, WS3 interviews took place over the 

telephone and via virtual platforms (Zoom and Microsoft Teams), according to 

individual preferences. All WS4 co-design workshops and research advisory 

team meetings were held using Zoom between May and September 2021. 

Remote research activities seemed to be logistically more convenient (less 

limited by geography and travelling time) and more accessible for participants 

with physical disabilities and having caring responsibilities. However, it still 

inherits some challenges, for example, restricted participation from people with 

limited literacy skills or access to a networked computer or mobile device (Braun 

and Clarke, 2013, NIHR, 2020).  

In my original plan for WS3 and 4, I expected to recruit family carers and hospital 

professionals from acute wards at North Middlesex University Hospital (NMUH) 

and University College London Hospital (UCLH). However, due to COVID-19, 
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feasibility review processes at the hospitals were hugely delayed; therefore, the 

recruitment method was no longer practical within my timescales. All participants 

in WS3 and 4 were therefore recruited via dementia research organisations, 

social media, and snowballing methods (see Section 5.4.2). 

3.9 The Nutri-Dem study 

For WS2, I analysed data from the Nutrition, hydration and care for people with 

dementia at the end-of-life: How can we best support family carers? (Nutri-Dem) 

study, which was led my supervisor, Dr Nathan Davies. The Nutri-Dem study 

funded by Marie Curie, aimed to explore family carers’ understanding of how best 

to manage eating and drinking at the end-of-life for someone with dementia at 

home and to establish if there are gaps in their knowledge and identify what 

information health and social professionals provide to family carers. The focus of 

the study was on care at home, compared to my PhD, which focused on acute 

hospital care. 

The Nutri-Dem study consisted of three phases to: 1) identify existing information 

resources for family carers and existing guidelines for professionals; 2) interview 

family carers to explore how they manage end-of-life eating and drinking for the 

individual with dementia and what information they use or would find helpful; 

interview people with mild dementia to understand what information they think 

should be given to their family carers; interview professionals to understand what 

information they provide to family carers; 3) through a co-design process with 

people with dementia, practitioners and family carers consider the findings of 

Phase 2 to develop a resource to support family carers at home. 
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In May 2020, I was involved in the Nutri-Dem study. I led and formulated the 

research questions for the data analysis of the qualitative interviews with people 

with mild dementia from Phase 2 of the study, and this was included as part of 

my PhD (WS2). I also assisted with analysing the qualitative interview data of 

family carers and professionals (Phase 2) and co-facilitated in co-design 

workshops and helped develop the resource for family carers in Phase 3. I also 

co-authored related publications.      

3.10 Reporting the co-design process 

I used the Guidance for Reporting Involvement of Patients and the Public, version 

2 - Long form (GRIPP2-LF) (Staniszewska et al., 2017) as a reporting checklist 

for the co-design process in my thesis (see Appendix 8). There is no consensus 

on principles and practices of co-design research and terms are inconsistently 

used in this field; however, it is suggested that the GRIPP2 guidance for reporting 

the Patient and Public Involvement (PPI) might be helpful to reflect the process 

and outcomes of co-design research (Moll et al., 2020, Slattery et al., 2020). 

However, it is worth noting that people with mild dementia, family carers and 

hospital professionals who were interviewed (WS2-3) and participated in co-

design workshops (WS4), were research participants, not research partners or 

PPI members. I therefore applied and adapted only some elements of the 

guidance that relevant to my co-design process. 
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3.11 Trustworthiness  

Compared with quantitative research, there have been criticisms towards 

potential subjectivity and lack of reproducibility and generalisability of qualitative 

research (Mays and Pope 1995). I argue that qualitative research has its own 

strengths and can be more suitable to address certain research questions (Gray, 

2018, Barbour, 2001). In this PhD, however, I adopted the strategies described 

below to enhance the rigour and trustworthiness of my qualitative studies. This 

corresponded to four criteria for the trustworthiness of qualitative research 

proposed by Guba (1981).  

1. Creditability (in preference to internal validity in quantitative 

approach) 

2. transferability (in preference to external validity/generalisability) 

3. dependability (in preference to reliability) 

4. confirmability (in preference to objectivity) (Shenton, 2004) 

3.11.1 Team-based approach and thick descriptions  

As discussed above, semi-structured interviews and thematic analysis were used 

and considered as an appropriate operational approach to research questions 

and concepts being studied, and this would enhance the creditability of my PhD 

(Shenton, 2004). To increase the creditability, I also searched for utterances and 

negative or disconfirming evidence within the data during analysis (Mays and 

Pope, 1995b). Ongoing team-based discussions were used to feedback the data 

collection process, widen analytical perspectives, and remind me of my 
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assumptions, and preferences (Mays and Pope, 1995b, Shenton, 2004, Barbour, 

2001). Detailed descriptions of research methods and thick descriptions of 

research findings are also used to support the creditability, dependability, and 

confirmability of the project (Shenton, 2004). 

3.11.2 Triangulation 

Across my PhD project, I conducted semi-structured interviews and co-design 

workshops with a variety of participants, i.e., people with mild dementia, family 

carers and hospital professionals. This data source triangulation provided 

multiple perspectives and experiences and helped verify and refine the identified 

themes and findings from each other (Carter et al., 2014, Mays and Pope, 1995b, 

Shenton, 2004). Using a matrix approach in co-design process, I synthesised 

data from all workstreams, including a systematic review, individual interviews 

and co-design workshops (more information in Chapter 6). Triangulating data 

with multiple data collection methods helped produce different accounts and 

again could be validated against each other (Carter et al., 2014, Mays and Pope, 

1995b, Barbour, 2001). Triangulating data enhanced the creditability and 

confirmability of qualitative research (Shenton, 2004).  

3.11.3 Saturation 

Saturation in qualitative research is an inconsistent concept and can be 

approached in various ways. Although saturation can enhance the creditability or 

validity of research findings, it is not my primary aim to achieve in this study 

because the concept of saturation has recently been questioned and sometimes 

viewed as counterproductive (Saunders et al., 2018). It intuitively lends itself to 
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the view of a fixed point and a sense of ‘completeness’ of observed and 

unobserved data (Saunders et al., 2018), which I would consider not necessary 

in line with my positions of critical realism and contextualism.  

As proposed by Malterud et al. (2016), sample size in this study was also 

considered sufficient to offer ‘information power’ for data collection and analysis 

regarding the aim of the study, sample specificity, use of established theory, 

quality of dialogue, and analysis strategy (see Section 4.4.1 and 5.4.1). 

Furthermore, I am confident that data collection and analysis were enough as per 

the incremental (and possibly ongoing) process, rather than a fixed point, of 

saturation as outlined below. 

‘On this incremental reading of saturation, the analysis does not 

suddenly become ‘rich’ or ‘insightful’ after that one additional interview, 

but presumably becomes richer or more insightful. The question will 

then be ‘how much saturation is enough?’ rather than ‘has saturation 

occurred?’ (Saunders et al., 2018) 

3.11.4 Transferability 

Similarly, transferability may be seen as impractical to qualitative research 

(Shenton, 2004). The accumulation of varied findings from several studies to add 

more knowledge and insight into literature is considered more relevant to the 

qualitative approach (Shenton, 2004). In line with critical realism and 

contextualism, qualitative research considers that the importance of context and 

may not aim to produce truly transferable results (Mays and Pope, 1995b, 

Shenton, 2004). In Chapters 4-6, as recommended by Shenton (2004), I provide 

a detailed description of the context and methods being used and discuss 
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variations of my findings relating to other studies and recommendations for future 

research. There are also many general findings and practical recommendations 

that can be applied to different settings and countries. I therefore would argue 

that my findings appear to be transferrable to wider context. 

3.12 Reflexivity (researcher subjectivity) 

The subjectivity of researchers can be conceptualised with results ranging from 

being a bias with the potential to distort the accuracy of coding and theme 

development to being an essential resource for analysis (Braun and Clarke, 

2021). Although the latter is in line with my positions on critical realism and 

contextualism, it is important to address my own subjectivity and reflexiveness 

throughout the research process. This would enhance the creditability, 

dependability, and confirmability of my project (Shenton, 2004).  

In the above sections of this chapter, my ontological and epistemological stances 

are extensively discussed, and I have reflected on the impacts of my 

methodological decisions. In addition to the methodological reflexivity, I involved 

my research team, which consisted of psychologists, old age psychiatrists, 

general practitioner, social care researcher, gerontologist, and speech and 

language therapist working with people with dementia, and carers and with 

experience of family dementia care.  

Our research focuses on dementia care at the end-of-life, and we share a general 

view that eating and drinking at this stage should focus on the quality of life and 

comfort rather than maintenance of nutritional status. This might have influenced 

the research; however, we were from different disciplines and could offer 
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alternative interpretations to the same data (Barbour, 2001). I sought alternative 

or contradictory accounts and incorporated them into the theme development and 

co-design process. I reflected on my views throughout the research, considered 

their impact and regularly discussed this with my supervisors. I also included PPI 

members to help me shape the study procedures and interpret the data to 

strengthen my approach. 

3.13 Patient and public involvement (PPI) 

In the UK, the term ‘Patient and Public Involvement’ (PPI) and ‘Public 

Involvement’ are frequently used (Slattery et al., 2020), and nationally promoted 

with the establishment of NIHR INVOLVE (later forwarded as NIHR Centre for 

Engagement and Dissemination) to encourage and support PPI in research. PPI 

is generally defined as ‘research being carried out ‘with’ or ‘by’ members of the 

public rather than ‘to’, ‘about’ or ‘for’ them’ (INVOLVE, 2018). ‘It means that 

patients or other people with relevant experience contribute to how research is 

designed, conducted and disseminated’ (Health Research Authority, 2021). 

There are three main levels of public involvement differentiated as follows: 

(1) ‘Consultation: researchers seek the views of the public on key 

aspects of the research 

(2) Collaboration: an on-going partnership between researchers and 

the public throughout the research process 

(3) ‘Publicly led’: the public designs and undertakes the research and 

where researchers are only invited to participate at the invitation of the 

public’ (Boote et al., 2010, Slattery et al., 2020) 
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In WS2, the Nutri-Dem study involved PPI panel and advisory groups who were 

woven through the study from the conceptualisation and development to the 

implementation and final dissemination. The Nutri-Dem PPI panel and advisory 

group consisted of family carers of people with dementia, people with dementia 

themselves, and experts and representatives from Alzheimer’s Society and Marie 

Curie. They had advisory and management roles throughout the project.  

In WS3 and WS4, I invited members of the Nutri-Dem PPI panel who were family 

carers of people living with dementia. I also sought advice from experts in 

palliative care and geriatric medicine. Due to time scales, they might have not 

fully been involved in some research stages as outlined in the GRIPP2-LF 

guidance, for example, the development of research questions and study design. 

However, they all provided feedback on the PIS, interview topic guides, 

workshops agenda, study findings, dissemination plan, and decision guide (the 

final output). For example, family carers, who were PPI members, suggested 

rearranging the sequence of information and clarifying some parts of PIS for 

family carers. One PPI member was integral to the co-design processes of the 

decision guide by being part of an advisory group. Experts who I consulted with 

signposted relevant organisations and helped with the dissemination of the 

decision guide.  

 

 



  

133 
 

3.14 Ethical considerations 

In WS2-4, the individual interviews and co-design workshops involve sensitive 

topics that could provoke feelings in participants when they discussed or recalled 

of experiences of dementia and care for people with severe dementia. People 

with mild dementia in WS2 were particularly concerned because their 

vulnerability from limited ability to protect themselves from intended or inherent 

risks (Shivayogi, 2013). However, this should not prevent them from research 

involvement if they wish to do so, and additional measures should be provided to 

support their involvement (Moll et al., 2020, Shivayogi, 2013, Wang et al., 2019). 

The involvement of a vulnerable population, including people with mild dementia 

in this study, is justified as per the declaration of Helsinki, outlined below. 

‘Medical research with a vulnerable group is only justified if the 

research is responsive to the health needs or priorities of this group 

and the research cannot be carried out in a nonvulnerable group. In 

addition, this group should stand to benefit from the knowledge, 

practices or interventions that result from the research.’ (World 

Medical Association, 2013) 

All research activities were designed to comply with the declaration of Helsinki 

and its later amendments or comparable ethical standards. All participants were 

provided with a PIS, given sufficient time to consider the study, and ensured that 

they were under no obligation to take part. All researchers, including me, were 

trained in safeguarding methods in research.  
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3.14.1 Ethical approvals 

Ethical approval was granted by the Health Research Authority (HRA) committee 

of England (Queen Square Research Ethics Committee, REC reference: 

19/LO/0369 for WS2; and Camden & Kings Cross Research Ethics Committee, 

REC reference: 20/LO/0049 for WS3 and 4). 

3.14.2 Distress protocols 

There was a risk of psychological harm or distress due to the nature of the topic 

being discussed (eating and drinking problems and care for people with severe 

dementia). In the experience from previous studies of my research team, this 

rarely arises, and people often welcome the opportunity to discuss their 

experiences and share their views, but it is important to be mindful of the risks 

and how to minimise and manage these. In study protocols of WS2-4, participants 

were contacted after the interview to further check for any distress. In WS2-4, we 

also followed the distress protocol (see Appendix 9). The distress protocols have 

been developed with my research team and approved for use by ethics 

committees in our previous studies.  

3.14.3 Data protection 

Study data were processed, stored and disposed of in accordance with all 

applicable legal and regulatory requirements, including the Data Protection Act 

1998 and the General Data Protection Regulation (2018). Participants were 

informed about the data processing methods, as outlined in the participant 

information sheet (PIS) (see Appendix 10). 
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3.15 Summary  

In this Chapter, I have clarified my methodological perspectives and presented 

the overview of the entire co-design processes. In the following chapters, I will 

report on specific methods, findings, and discussions for each workstream (WS2-

4). In the next chapter, I start with WS2 – the qualitative interview study with 

people with mild dementia about their perspectives on future eating and drinking 

problems.  
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Chapter 4 Perceptions of eating and drinking problems in 

dementia: a qualitative study with people with mild dementia  

4.1 Introduction 

This WS2 study was one of two qualitative interview studies undertaken. The 

qualitative interview studies aimed to explore the experiences and perspectives 

of all of the people involved in decisions about nutrition and hydration for people 

with dementia. In this Chapter 4, I present the findings from qualitative interviews 

with people with mild dementia about eating and drinking problems in the later 

stages of their disease. 

The study presented in this Chapter has been published in Age and Ageing in 

2021, entitled ‘How do people living with dementia perceive eating and drinking 

difficulties? A qualitative study’ (Anantapong et al., 2021) (see Appendix 1). 

4.2 Brief background and rationale  

Eating and drinking problems are common in people living with dementia. Over 

80 per cent of people with dementia encounter at least one eating and drinking 

difficulty, such as loss of appetite, inability to recognise food and utensils, 

swallowing problems, difficulties in attention and problems maintaining an eating 

routine (Kai et al., 2015). People living with dementia who develop eating and 

drinking problems can be supported by encouragement, food texture modification 

and fluid thickener, adapted utensils, environmental adaptation, and risk feeding 

(Bunn et al., 2016, DiBartolo, 2006).  
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People with subtle eating and drinking problems at the mild stage can be 

supported to continue oral eating and drinking with some of these adjustments; 

however, support specific to this population is less clearly outlined in most 

guidelines (Alzheimer’s Society, 2020, Dementia UK, 2019, NICE, 2018c). This 

could be because possible eating and drinking problems from dementia are not 

being discussed in the earlier stages of dementia.  

My systematic review in Chapter 2 found that in Asia and some parts of the USA, 

it was not uncommon that invasive methods, such as ANH, were to be used when 

other measures such as encouragement and food texture modification seemed 

no longer effective, especially at the more severe stages of dementia. There is 

no evidence that the use of tube feeding for people living with severe dementia 

improves their quality of life, nutritional status, prevents recurrent aspiration or 

prolongs survival (Davies et al., 2021b, Douglas et al., 2017). Recommendations 

for dementia care towards the end-of-life focus on the individual’s well-being and 

on avoiding the overuse of life-sustaining and invasive interventions (Alzheimer’s 

Society, 2020, van der Steen et al., 2014). However, family carers and 

professionals may feel obligated to continue feeding to avoid feeling they are 

neglectful (Smith et al., 2016, Lamahewa et al., 2018, Gil et al., 2018).        

In my systematic review, most studies on eating and drinking for people living 

with dementia focused on family carers and professionals or routinely collected 

and analysed data regarding people living with dementia. Little is known of the 

perspectives from people with dementia themselves about eating and drinking 

problems. 



  

138 
 

4.3 Research questions 

This study aimed to explore the experiences, needs, and opinions of people living 

with mild dementia about possible future eating and drinking problems. The 

research questions were:  

1. What do people living with mild dementia understand about eating and 

drinking difficulties that may occur in the later stages of dementia? 

2. How would people living with mild dementia like future eating and drinking 

decisions to be made? 

3. What strategies to support future eating and drinking are acceptable to 

people living with mild dementia?  

4.4 Design 

I conducted a secondary data analysis using data derived from qualitative 

interviews as part of the Nutri-Dem study (see Section 3.9). Interviews explored 

the perspectives of people with mild dementia about eating and drinking 

problems. Thematic analysis was used to analyse the data. 

4.4.1 Population and participants 

In the Nutri-Dem study, potential participants were recruited and screened using 

the following eligibility criteria: 
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Inclusion Criteria 

• Clinical diagnosis of any type of dementia as categorised in ICD-10 

• Mental capacity to provide informed consent 

• Participants must be able to read and speak English 

Exclusion Criteria 

• Where there were clinical or social concerns that precluded them being 

approached 

The researchers, who conducted the interview, were trained in mental capacity 

assessment. They performed the assessment of potential participants’ ability to 

understand, retain and use or weigh-up information, and communicate their 

decision, guided by the UK Mental Capacity Act (Department of Health, 2005). If 

the individuals with dementia had the capacity to consent for the study, 

researchers then obtained written informed consent from them. 

Nineteen people with mild dementia were involved in this study. There is no 

definite sample size for qualitative research. The sample size is commonly 

determined by various factors, including the scope or aim of the research, 

available time and resources, amount of data gathered from each participant, 

number of interviews per participant, and data analysis strategy (Gray, 2018, 

Morse, 2000, Patton, 2002, Malterud et al., 2016).  

In the Nutri-Dem study, participants were only enrolled for the duration of the 

interview and were not followed up. Each interview lasted approximately one 

hour. All participants were purposively selected, and most of them engaged well 

with the interviews, resulting in good dialogues and relevant data (Malterud et al., 
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2016). A sample size of between 15 and 20 individual interviews tends to be 

common in research that aims to identify patterns across data (Braun and Clarke, 

2013, Gray, 2018). Therefore, the sample size and expected duration of 

interviews were enough to produce rich and meaningful data on this research 

topic.   

4.4.2 Participant recruitment and consent process 

In the Nutri-Dem study, a purposive sampling was used to ensure that potential 

participants would have some personal experiences or opinions and be able to 

provide information-rich data (Gray, 2018, Patton, 2002, Malterud et al., 2016). A 

maximum variation sampling technique was also used by purposively recruiting 

for a range of experiences and views, monitoring for age, gender, ethnicity, and 

caring roles. The diversity of the sample enables a better understanding of the 

subtlety of issues and decisions (Barbour, 2001). It is not to increase creditability 

and dependability, but to gain more in-depth information and a variety of different 

views and perspectives (Braun and Clarke, 2013). 

Participants with mild dementia were purposively sampled in Greater London and 

South-East England. They were recruited from National Health Service (NHS) 

memory services, primary care practices, Join Dementia Research (JDR), not-

for-profit dementia organisations and online social media. JDR is an online self-

registration service that enables volunteers with memory problems or dementia, 

family carers of those with memory problems or dementia and healthy volunteers 

to register their interest in taking part in research. 
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Clinical staff in memory services and primary care practices identified and 

approached potential participants by providing them with a participant information 

sheet (PIS) and consent form (see Appendix 10: Participant information sheets 

and Appendix 11: Consent forms). The research team also sent the PIS to 

potential participants who registered with JDR and the inviting organisations. The 

research team then contacted the participants, who had returned an expression 

of interest to take part, using their preferred form of communication. 

4.4.3 Data collection methods 

During September 2019 to March 2020, semi-structured face-to-face interviews 

were conducted by researchers who had backgrounds in psychology and 

medicine and were experienced in qualitative research. They conducted 

individual interviews of people with mild dementia but gave the option of being 

interviewed with a family member if preferred. All interviews in WS2 took place in 

participants’ own homes at a time convenient to them. The convenient time and 

place would make the participants feel comfortable and safe and away from 

distractions (Braun and Clarke, 2013, Wang et al., 2019). 

Using self-report from participants, they documented socio-demographic details, 

for example, age, gender, ethnicity, educational levels, marital status, and 

dementia diagnosis (see Appendix 12: Demographic forms). Interviews were 

audio-recorded using an encrypted audio-recorder with written informed consent 

from the participants. 
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Interview schedule 

In this study, semi-structured interviews were guided by an interview schedule 

(see Appendix 13). The interview schedule helps researchers build rapport with 

participants and generate rich and detailed accounts relevant to research 

questions (Braun and Clarke, 2013, Gray, 2018). It was developed based on 

existing literature, clinical experiences, and input from PPI members. It contained 

interview questions, prompts, and probes that need to be open-ended, neutral, 

sensitive, and clear to the interviewee (Braun and Clarke, 2013, Britten, 1995). It 

was not to rigidly adhere to the interview schedule for the precise wording of 

questions nor the order in which questions are asked (Braun and Clarke, 2013). 

The interview schedule itself was revised iteratively across the entire data 

collection process, and interview questions might be reworked or removed, or 

new questions might be added, or the entire schedule might be reorganised 

(Braun and Clarke, 2013).  

The interview schedule used with people with mild dementia in WS2 was 

informed by findings from a systematic review (Barrado-Martin et al., 2021a) and 

developed in consultation with stakeholders, including a PPI group and 

professionals working in dementia care, palliative care, and speech and language 

therapy. The interview schedule contained questions about current eating and 

drinking difficulties, anticipated problems in later stages, the individual 

significance of eating and drinking, decisions around eating and drinking 

problems, and possible strategies. 

To facilitate discussions, case scenarios were used which described a fictional 

person’s eating and drinking problems across the dementia trajectory (see 
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Appendix 13: Interview schedules and case scenarios). The use of case 

scenarios (referred to as either vignettes or case study) allows participants to 

consider situations which they may not have encountered as yet, as well as 

allowing the introduction of difficult topics, desensitising difficult aspects through 

distancing participants from discussing their personal situation to discussing as a 

scenario character (Bradbury-Jones et al., 2014, Hughes and Huby, 2002). Case 

scenarios can also be used if it is unethical or impractical to assess clinical 

decision-making experimentally with real-life decision-makers in clinical settings 

(Evans et al., 2015). The case scenarios used in this study were also reviewed 

by the PPI members and experts and amended to address their suggestions. 

4.4.4 Data analysis 

The interviews were pseudonymised and transcribed verbatim by a professional 

transcription service and checked accuracy by the research team (Bailey, 2008). 

All interview transcripts were then uploaded to NVivo 11 and analysed using 

thematic analysis methods with team-based discussions to enhance rigour 

(Braun and Clarke, 2013, Mays and Pope, 1995b, Barbour, 2001). For WS2, I 

analysed the qualitative interviews with people with mild dementia after all data 

were collected.  

Thematic analysis  

Thematic analysis is a method to identify, analyse and report qualitative data. It 

can be used within various theoretical and ontological positions, including critical 

realism (Braun and Clarke, 2006), used in this thesis. The analytic process 

involves assigning data with codes which are ‘the most basic segments, or 

element, of the raw data or information that can be assessed in a meaningful way 
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regarding the phenomenon’ (Braun and Clarke, 2006). It is also the process that 

researchers use to actively identify patterns within the coded data, select which 

are of interest and report them in the form of themes, which are the ultimate 

analytic purpose (Braun and Clarke, 2021) and characterised as below.  

A theme captures something important about the data in relation to the 

research question and represents some level of patterned response 

or meaning within the data set. (Braun and Clarke, 2013) 

Similar to thematic analysis, interpretative phenomenological analysis (IPA), 

grounded theory and discourse analysis (DA) search for patterns in the data 

(Braun and Clarke, 2006). IPA is attached to a phenomenological epistemology 

and aims to understand people’s everyday experience of reality in great detail. 

Grounded theory is to generate a plausible theory about the phenomena that is 

grounded in the data. Thematic DA focuses on patterns of language and 

theorises the language as constitutive of meaning, which is socially produced 

(Braun and Clarke, 2006). All of these would not answer the aims of my PhD and 

go beyond the scope of my PhD. 

In conducting thematic analysis, I used a semantic inductive approach to identify 

themes that are strongly linked to the data and did not try to fit the themes into a 

pre-existing coding frame or my analytical preconceptions (Braun and Clarke, 

2006). The process, however, involved a progression from describing and 

summarising the organised patterns to interpreting the significance of the 

patterns and their broader meanings and implications. It is also impossible that 

the analytical process is purely inductive because I, as a researcher and clinician, 
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would unavoidably bring all sorts of theoretical and professional perspectives into 

the interpretations (see Section 3.4 and 3.12) (Braun and Clarke, 2021).  

Specific steps of data analysis 

In WS2, I led and conducted the data analysis of the interviews with people with 

mild dementia in the Nutri-Dem study. Codes and themes were iterated and 

finalised through several discussions with the wider research team and feedback 

from PPI members. Guided by the analytical phases described by Braun and 

Clarke (2006), the specific steps were done as follow.  

1. I read and reread all transcripts to become fully familiarised with the data 

and noted some initial ideas. 

2. One of my colleagues and I independently coded two interviews and 

developed an initial coding framework. 

3. The initial code framework was finalised and agreed in discussions among 

three researchers of the research team.  

4. I coded the remaining interviews and refined the codes using regular 

discussions with the research team.  

5. I regularly consulted with my colleagues who did the interviews if I had any 

questions regarding the context of the interviews. 

6. I reread the transcripts and codes and identified patterns within the data. 

The patterns were then mapped into initial themes. 

7. The initial themes were developed and refined through iterative 

discussions among the research team and feedback from PPI members.  

8. I shared the refined themes with my research team, and we agreed upon 

and finalised the themes. 
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4.5 Results 

4.5.1 Participant characteristics 

As shown in Table 4-1, most of the participants were White and diagnosed with 

Alzheimer’s dementia and were educated to the age of 17 years old and over.  

Table 4-1 Participant characteristics of the interview study with people with mild 
dementia 

Characteristics 
Total N=19 

N (%) 

Age (years)  

Mean 76.7 

Range 57-88 

Gender  

Female 9 (47.4) 

Male 10 (52.6) 

Marital status  

Married or in a civil partnership 11 (57.9) 

Widowed 3 (15.8) 

Divorced 3 (15.8) 

Separated 1 (5.3) 

Single 1 (5.3) 

Ethnicity  

Asian/Asian British  3 (15.8) 

Black (Caribbean) 1 (5.3) 

White (British) 8 (42.1) 
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White (Irish) 2 (10.5) 

White (Other) 4 (21.1) 

Other ethnic group 1 (5.3) 

Education completed  

<15 years 3 (15.8) 

15-16 years 5 (26.3) 

17-20 years 3 (15.8) 

21+ years 8 (42.1) 

Dementia subtype  

Alzheimer's disease 8 (42.1) 

Vascular dementia 3 (15.8) 

Frontal lobe dementia 2 (10.5) 

Lewy Body Dementia 1 (5.3) 

Parkinson's Dementia 1 (5.3) 

Mixed dementia 3 (15.8) 

Unsure 1 (5.3) 

Time from diagnosis (years), Mean (SD)  2.1 (1.8) 

 

4.5.2 Key findings 

Many people living with mild dementia interviewed (for brevity, henceforth 

participants throughout this Chapter) were not aware that eating and drinking 

problems frequently emerge as part of dementia. They seemed happy to engage 

in discussion about them during the interview but did not feel it was relevant to 

continue this discussion beyond the interview and as part of planning for their 
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own care. They preferred to leave such discussions and decisions to family carers 

and professionals when problems occurred. In their view, eating and drinking 

strongly affected their quality of life and sense of identity. Hence, there was 

limited acceptability of the use of eating and drinking interventions, especially at 

the end-of-life. I categorised the findings into five overarching themes and list 

them in Table 4-2. I will then narratively present the themes. 

Table 4-2 Themes identified from the qualitative interviews with people with mild 
dementia 

Themes 

1. Awareness of eating and drinking problems 

2. Food and drink as a representation of an individual’s identity and agency   

3. Delegating later decisions about eating and drinking to family carers 

4. Acceptability of eating and drinking options 

5. Eating and drinking towards the end-of-life 

 

Awareness of eating and drinking problems  

Participants generally discussed dementia symptoms and overall progression in 

relation to memory problems and decreasing levels of awareness. Eating and 

drinking problems were not yet considered relevant by some who had not 

experienced them.  

‘The bigger problem to me is thinking and not being able to remember 

things. Forgetting people’s names and really think around in your mind 

and never get it, and suddenly out of the blue, two minutes later, it 

comes into your mind. To me, that’s the area of problem, nothing to do 

with eating or anything.’ (P12, male) 
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Many participants focused on the present and hoped that they would die before 

developing problems with eating and drinking. A few felt the whole subject was 

irrelevant to them and avoided discussing it.  

‘But to be honest, I don’t think that we will arrive there [having eating 

and drinking problems]. I will die before. I am 76.’  (P16, male) 

Those mentioning eating and drinking matters spoke more about ‘minor changes’ 

in their appetite and preferences, and less about physiological changes. For 

example, participants spoke of wanting less food, preferring healthier diets, and 

cooking for themselves more often instead of eating out.  

‘I have a problem down... Now which I suppose is obviously related 

with the enjoyment of food. If you lose that enjoyment it bungs up all 

sorts of other things.’ (P01, male) 

Some reported feelings of dryness or discomfort in their throat, although some 

termed these swallowing difficulties after being asked about swallowing 

difficulties. Most participants did not acknowledge eating and drinking difficulties 

until asked about changes in their eating and drinking, and many did not attribute 

these to dementia. In their view, such changes were a result of their own choices 

or due to other comorbidities, including dental problems, diabetes, and 

Parkinson’s disease. Changing life circumstances, such as retirement, moving 

house, financial crisis and caring for relatives, were described as limiting their 

ability to eat out and socialise. For some participants, weight loss was not a 

problem because they had always tried to lose weight and preferred to be 

slimmer. 
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‘I’ve noticed in general. I don’t think it has anything to do with dementia, 

but it might. I’ve always assumed it’s just that… And I’ve lost a lot of 

weight, but I’ve wanted to lose weight and gone from something like 

94 kilos to 86. So, I’ve lost about eight kilos.’ (P17, male) 

Participants stated a preference for leaving the subject of eating and drinking 

difficulties until problems arose. Some acknowledged, however, that people with 

dementia might have less awareness or ability to discuss the problems at the 

later stages.  

‘It’s later. I mean call me in a years’ time, and my life might have 

changed. And then we can talk more, if I can still talk. And probably 

you would involve my wife because she would be the carer.’ [being 

asked about a discussion on eating and drinking problems] (P02, 

male) 

‘I think you’d need to be near that stage yourself before you could 

make a decision on it [eating and drinking problems].’ (P10, female) 

Some participants mentioned that having advance discussions about eating and 

drinking problems could make people living with dementia distressed. However, 

family carers might find the discussions useful. 

‘I’m not sure that it [advance discussions about eating and drinking] 

would be helpful really, I think it might just make them [people living 

with dementia] more anxious… I think the person caring for them, 

perhaps, would benefit from having these alerts, more than the person 

who’s got it.’ (P09, female) 

Most participants could confidently explain whether they currently had eating and 

drinking difficulties and what kind. They also clearly expressed a view about what 
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should be done with regards to eating and drinking at the end-of-life, which they 

hoped would be mainly aimed at keeping them comfortable and free from pain, 

being surrounded by people whom they loved, and dying peacefully. There was 

little discussion of perceived difficulties, and knowledge of potential difficulties in 

the later stages. Few participants wished to know more about eating and drinking 

problems at the later stages. 

‘If they understand…that everything’s going to be degraded at…the 

end stage. Then these questions would not be so troubling for them 

and so they could be handled in advance.’ [being asked about 

advance discussions on eating and drinking problems] (P17, male) 

‘Maybe we [talking to the participant’s carer in the interview] should in 

one of the ‘question and answer’ events [in a support group] we should 

ask about this eating disability, the inability to swallow and that sort of 

thing and find out about it.’ (P14, female) 

Food and drink as a representation of an individual’s identity and agency   

For participants, the ability to eat and drink represented quality of life, sense of 

identity and agency. At the time of interviews, eating and drinking was one means 

of ‘staying healthy’ and so represented something that they could control. Many 

hoped that if they controlled their diets at the early stage, it would prevent further 

decline.  

‘I don’t know if it’s good to say, but I think this illness has changed me 

completely. That’s why I have this faith that I’m going to be better, 

because I’m doing all the right things [eating healthy food] and it is that 

has changed me to live the way I am.’ (P15, female) 
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Some preferred to prepare food for themselves, and sometimes for others. Food 

preparation helped maintain their freedom to choose ingredients, flavours, 

nutrients and calories. Many participants would also prefer to have their own 

cultural food and drink. These were suggested as a way to ensure that their 

identity and agency remained respected.  

‘I think it’s quite difficult to go to a completely different place and have 

completely different food, in terms of if you're Asian and then just 

English food. I think it’s important that they have things that they're 

used to.’ (P20, female) 

Although most participants perceived that having meals with others generally 

helped encourage eating and drinking, some expressed unease. They 

acknowledged tending to avoid eating with other people because of difficulties 

with swallowing and using utensils, while a few reported food preference changes 

that might be noticed. Some participants felt that others might be excluding them 

gently because of their difficulties with eating and drinking.  

‘I’m sorry that my difficulties with swallowing bar me from joining in the 

food eating in company because I feel that’s a shame that I’m missing 

out on that, but I just can’t bear to be where people are shovelling…. I 

just didn’t want to be there when all I could eat was grapes.’ (P09, 

female) 

Most participants were uncertain about what their health would be like and what 

eating and drinking problems they would have at later stages. When talking 

through the case scenarios, some were able to discuss specific situations in the 

later stages of dementia. In cases of refusing to eat or drink, many participants 

mentioned techniques that are traditionally used with children to encourage 
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eating and drinking, for example, giving rewards, coaxing, and doing ‘aeroplane’ 

(i.e., pretending the spoon of food is an aeroplane). Most did not like these 

techniques as they represented role reversal and being treated like a child, 

undermining their identity. However, some supposed it might be the only way 

people could help them despite acknowledging that it would not be ideal. 

‘They’d be changing, reversing it round. I’m the mother of them and 

then it would turn around and they’d be the mother of me almost, and 

I wouldn’t like that.’ (P03, female) 

There was general opposition to ANH as they perceived that it was unnatural and 

would not bring them enjoyment and quality of life.  

‘The only thing I object to, because I don’t find it to be natural, is to be 

fed artificially.’ (P16, male) 

For a few, being at the very advanced stage of dementia was one where they 

envisaged they would probably not mind or feel distressed from what people were 

offering them as they would have less understanding and awareness of their 

situation and surroundings.  

‘But if the person is in really advanced dementia, I’m not sure how 

much they’ll notice that [the use of gastrostomy and intravenous 

hydration] and if they do notice it wouldn’t really be a problem to them. 

They’re not active. I don’t imagine they’re active; do they get up and 

walk around?’ (P17, male) 
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Delegating later decisions about eating and drinking to family carers 

Many participants understood that they would gradually lose memory and 

decisional capacity and envisaged having less control over the eating and 

drinking activities in the future. Most thought they would be gradually transferring 

responsibility to family carers, despite their desire to maintain agency for as long 

as possible. This was because the participants trusted family carers to consider 

their own well-being and ability to provide such care. However, they were 

concerned about burdening family carers and restricting their normal life. 

‘I wouldn’t really know how I could make a decision…So, I would 

depend on my carer to do what they thought was the right thing to 

do…I don’t really want to know. All I really want to make sure is that 

the carer doesn’t have a problem, and that my wife can sort of make 

the right decisions for her.’ (P02, male) 

‘I wouldn’t want to be that much of a burden.  I’ve been a burden 

enough and I don’t want to put my family through anymore.  I just think 

they’re suffering enough.’ [being asked about the use of tube feeding] 

(P14, female) 

Some considered that a move to a care home or hospice would be fairer to their 

families, and then they would receive professional care. Nonetheless, home was 

described as the best place to live and die.  

‘If you’re under someone’s [professional] supervision, they’re more 

knowledgeable about these things presumably, and there are other 

people in the same condition, in the same place where you’re living, 

maybe that would encourage someone to eat a bit more.’ (P04, 

female) 
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Participants hoped healthcare professionals would explain and help their family 

carers with any problems related to eating and drinking at the right moment, for 

example, if being treated with an acute transient illness or approaching the end-

of-life. In their views, professionals were best placed to know about risks and 

benefits and should share such information with family carers. 

‘I think the family should work with the doctors. It’s teamwork, family, 

doctors, psychiatrists and everybody else involved in this field, and 

come up with what’s best for the individual…Because even me myself 

won’t be in a position to make a proper decision.’ (P15, female) 

When participants discussed the case scenarios, many found it difficult to see 

themselves in those situations. However, participants often referred to the 

experiences of other family members or friends with dementia or other terminal 

illnesses who needed support with eating and drinking, including feeding and 

ANH. These had given familiarity with some feeding interventions and influenced 

their views. For example, some would agree with food texture modification, risk 

feeding, or even ANH if they had seen it was useful for other people with or 

without dementia. Participants who were more accepting of ANH were those who 

did not really understand the possible eating problems and interventions.  

‘…a person with a [feeding] tube can, because I was at a cardiac rehab 

at [name of hospital] recently and there was a woman who had a 

[feeding] tube but she had a little pack or something and she managed 

to do the exercises with it all. So it could be managed, it could be 

strapped on or something.’ (P17, male) 
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However, most participants still looked to their family carers to respect their 

wishes, especially if they were wanting certain food and drink or were strongly 

refusing any food and drink.   

‘It’s difficult, isn’t it? I think force feeding, you know what I mean, I don’t 

think that’s a very good idea. If the person is asking for food, then I 

think they ought to be given it, as long as it’s not something that is 

obviously going to be harmful. But I think if people choose not to eat, I 

think it’s their right.’ (P02, male) 

Acceptability of eating and drinking options 

Participants felt they would generally accept encouragement to eat and drink by 

either family carers or professionals if they were having eating and drinking 

problems in the later stages. They wanted people to offer them the food they 

enjoyed or requested at the time, to encourage them to eat and be around to help 

if needed.  

‘Well, when I say alone, I don’t mean totally left alone, but not people 

trying all the time to, you know, would you like this, and would you like 

that, and just try it, and all this kind of thing.’ (P04, female) 

They felt that they would be willing to try food and drink with texture modification, 

such as pureed food and sparkling water. Small amounts of alcohol were thought 

a possible way to help eating and drinking problems; however, many participants 

had already reduced or stopped drinking alcohol for health reasons. 
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‘I think whisky is a contributor to easing my throat phlegm problems, 

but it’s a tiny amount, as you see I get through a bottle a year… It’s 

when I feel that I could have a little bit more help with my throat 

problems.’ (P09, female) 

At the later stages, ANH was often perceived as making someone uncomfortable 

and keeping them alive unnecessarily. Some participants thought that ANH might 

be acceptable to keep other people with dementia alive, but not for themselves.  

‘I have heard about it obviously, but the thought of having a drip 

feed…They have it through their nose and things like that. Oh, I can’t 

bear the thought of it, but then…I suppose you should do it to keep 

somebody alive, but I wouldn’t want it done. You know what I mean? 

I’m looking at it from two angles really.’ (P03, female) 

Very few people living with dementia viewed the use of ANH as appropriate. For 

those who did, it seemed to be because they thought it would be the only option 

for avoiding death by starvation, which could be distressing for their family, but 

again this was not what they would want for themselves.  

‘I think if that’s the only way that you can be fed, you can't let a person 

starve…To be honest, I think if I refused food my family would be very, 

it would be hard for them and I would probably feel that I don’t want to 

put them through that.’ [being asked about the use of tube feeding at 

the end-of-life] (P20, female) 

While family carers and professionals could encourage them to eat and drink, this 

definitely should not force them to eat. Some participants felt frustrated and guilty 

when people tried to ask or offer food they did not want to eat. 
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‘I get more requests to tell people what they might eat, and I don't 

know. And to some extent I suppose I feel a bit guilty. You feel a bit 

guilty turning up your nose at something to eat.’ (P01, male) 

Some participants were concerned about possible ‘battles’ between themselves 

and others around meals which would lead to worry about subsequent meals. If 

an individual strongly refused to eat, they felt that family carers should stop 

feeding and just keep them warm and comfortable.  

‘I would imagine if I refused to eat…it’s one thing to be coaxed into it, 

it’s another thing to be pushed into it, because then you get nervous 

and you push back and then you begin to look upon the next meal as 

a battle. And then you begin to fear the next meal, and they come three 

times a day or minimum twice.’ (P17, male) 

Despite the reluctance to have artificial nutrition, participants felt that in the very 

late stages of dementia, the practice of maintaining hydration by offering drinks 

and artificial hydration like intravenous fluids was more acceptable. This was 

because hydration was perceived to have a more immediate effect on the quality 

of both life and death of people with dementia. 

‘Oh, hydration is really paramount. You can do without food for a while 

but you can’t do without water for very long…It’s more immediate.’ 

(P17, male) 
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Eating and drinking towards the end-of-life 

Participants were unsure whether their appetite would completely disappear at 

the end-of-life or if they would still be hungry or thirsty.  

‘I have no idea, I would imagine at some point they probably don’t even 

feel hunger, they don’t notice it if they do; the body will notice it but 

consciously they may not.’ [being asked about level of hunger at the 

end-of-life] (P17, male) 

Although some participants perceived that they would starve and die if they could 

not eat or drink, they still did not want forced feeding.  

‘Well, you’d die anyway if you couldn’t eat, you couldn’t drink you’re 

going to starve aren’t you… [But] I’ll die naturally, die naturally. You’ll 

not force feed me; if it’s time to go it’s time to go.’ (P05, male) 

Some participants were concerned about the risk of choking if food was offered 

and would prefer to be offered sips of water or left alone. For some who discussed 

a possible scenario of having an acute illness, ANH, particularly intravenous 

fluids, seemed acceptable because they did not want to die prematurely and 

thought there might be no other option. Nonetheless, if they resisted eating and 

drinking, or the use of ANH at the time, participants thought this could mean an 

individual did not want to stay alive.  

‘Well, you can’t keep offering food to people who don’t want to eat it, 

can you? I don’t quite know what the situation would be, but if it were 

me and I didn’t want to eat and I’ve decided that this was the end, then 

I want to be left alone and kept comfortable.’ (P04, female) 
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Some participants had thought about euthanasia before they reached very 

advanced dementia but considered it impossible in the present legal context. 

They also mentioned an advanced age as the indicator that people should accept 

the death of the individual with dementia and think of wider context. 

‘No, I wouldn’t want any like that [tube feeding], I just think it’s wasting 

a bed anyhow. There’s so many of us getting older and living long and 

so forth, I just think that at the age of whatever it is you should just do 

euthanasia anyhow to lessen the burden on the younger people 

coming up behind.’ (P09, female) 

‘[Tube feeding is to artificially] prolong [people’s life] unnecessary. 

Because although you are not allowed to take your life, but it comes 

under a different way of thinking. What should I say? Just a natural 

death.’ (P19, male) 

If approaching death, most participants did not want ANH, especially tube 

feeding. Many participants mentioned that they would not be afraid of naturally 

dying, but of living in a poor condition, no longer being themselves, and being a 

burden to their family. In this case, risk feeding, or comfort feeding was a 

preferred mode of taking food. Some thought they would request stopping 

feeding, as they perceived they would be close to death.  

‘I don’t want these lining-up tubes top to head. You’re not going to get 

any better. You are better for a week or two, but it won’t be long.’ (P15, 

female) 

All participants preferred to stay comfortable and be respected while they were 

still living and ‘to fade away’ peacefully when death was approaching. 
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‘I think that Mrs S [in case scenarios] is actually getting to a stage in 

her life when she’s started to disengage from life, and I think that that 

should be allowed to happen, with kindness and support…I think she 

[daughter of Mrs S] might want to encourage her mother to eat, but I 

don’t think she should do anything more than that. She should respect 

her mother’s wish not to eat, because I think it’s part of the preparation 

for dying.’ (P09, female) 

4.6 Discussion 

This study brings new perspectives on eating and drinking difficulties in people 

living with dementia. It is the first study reporting direct experiences, future 

wishes, and the opinions of people with mild dementia on this topic. It also 

enhances the understanding of the decision-making process reported in Chapter 

2, which shows the lack of perspectives from people living with dementia.  

Generally, participants recognised some minor changes in eating and drinking 

but did not attribute the changes to dementia. They also were not aware of eating 

and drinking difficulties associated with the later stages. Eating and drinking were 

part of their sense of identity and agency, which they wished to protect for as long 

as possible. However, they acknowledged the progressive trajectory of dementia 

and felt that they would defer decision-making to family carers to help preserve 

their quality of life, especially at its end. 
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4.6.1 Awareness and early discussions about eating and drinking 

problems 

Participants generally did not recognise the likelihood and potential seriousness 

of having eating and drinking problems in the future. This may delay their 

acknowledgement of eating and drinking difficulties in the mild stages of dementia 

and possibly hinder them from talking to family carers and professionals about 

their preferences and decisions should such difficulties about eating and drinking 

progress. In Chapter 2, family carers and professionals would generally follow 

ACP or previous wishes of the individual with dementia if they are available and 

known to the family carers and professionals. However, family carers and 

professionals themselves often find it difficult to know the preferences of the 

individual with dementia for care decisions at the later stages (Harrison Dening 

et al., 2016, Lamahewa et al., 2018, Lord et al., 2015).  

Most participants preferred to leave discussions until difficulties arose, despite 

knowing that they might have the less decisional capacity to engage later. While 

there is much encouragement of people living with dementia participating in 

healthcare decision-making (Fetherstonhaugh et al., 2013, Daly et al., 2018), it 

seems people do not always wish to do this and may be unduly optimistic that 

they will be unaffected by eating and drinking problems (de Boer et al., 2007, 

Fetherstonhaugh et al., 2013, MacQuarrie, 2005). This may lead to poor end-of-

life care, including the overuse of ANH, which could not be aligned to the 

individual’s previous wishes and preferences or best interests. 
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4.6.2 Perception of eating and drinking problems at the early stages  

Participants generally focused on their present eating and drinking ability and 

minor changes at the mild stage. Eating and drinking were considered 

fundamental to the participants’ health and quality of life, and to bring them 

enjoyment, identity, sense of agency, and social inclusion. They seemed able to 

adjust to the minor changes and sometimes normalised the adjustments to their 

eating and drinking patterns as an attempt to delay dementia progression. 

Although healthy diets help prevent the development of dementia (Liu et al., 

2020) and poor nutritional status is associated with a higher risk of clinical 

progression (Doorduijn et al., 2020), the benefits of healthy diets on delaying 

clinical progression are less well-established (George and Reddy, 2019).  

Unlike participants in this study, older people without cognitive impairment but at 

risk of malnutrition and dehydration might not always be concerned to have 

healthy, adequate diets and avoid alcohol consumption to slow or prevent certain 

illnesses (Avgerinou et al., 2019, Bhanu et al., 2019). Dementia seems to 

encourage affected people to engage with more healthy or restricted eating and 

drinking behaviours. This may give them a sense of hope and control to delay the 

disease progression. Therefore, discussing future eating and drinking difficulties 

may be considered irrelevant because the difficulties are perceived as under 

control. 
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4.6.3 Perception of eating and drinking problems at the later stages 

As mentioned in Section 4.6.2, participants were able to discuss minor changes 

in early stages and could outline what they wanted right at the end-of-life. 

However, they seemed not to be aware of the risks of common eating and 

drinking difficulties during the moderate and severe stages, i.e., between the 

present in the early stages and the end-of-life. The common difficulties during the 

moderate and severe stages included, for example, swallowing, recognising food, 

using utensils and behavioural changes (Kai et al., 2015). Difficulties in the later 

stages may be over-looked at their earliest manifestations since they could give 

rise to feelings of being treated like a child and needing more help (Jongsma and 

Schweda, 2018, Kai et al., 2015, Schussler et al., 2016, Seaman, 2020).  

It is difficult for others to introduce discussions around eating and drinking 

problems to people with mild dementia who have limited or mixed awareness of 

the problems because this can result in frustration, embarrassment and shame 

(Gorska et al., 2018). However, the study found that when we gradually 

introduced possible eating and drinking problems and used case scenarios, 

participants could engage more with the subject. This seemed an effective way 

to elicit their values and views about topics that may not appear currently relevant 

and may be applied in clinical practice.  

In both primary and secondary healthcare there is variation, in terms of amount 

and timing, in how information about dementia care is relayed to people with 

dementia and family carers (Alzheimer’s Society, 2020). Information regarding 

post-diagnostic support and end-of-life care can sometimes seem overwhelming 

(Anantapong and Davies, 2021). Professionals are recommended to regularly 
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assess the individual’s needs and discuss their care plan throughout the 

dementia progression (Alzheimer’s Society, 2020). In line with my WS1 

systematic review (Chapter 2), honest, sensitive, supportive and successive 

conversations and education, especially about moderate and severe stages, may 

help people living with dementia to access information when they are ready and 

develop realistic, personal plans (de Boer et al., 2007, Dening et al., 2013, Lord 

et al., 2015). 

4.6.4 Interventions to support eating and drinking problems 

Eating and drinking approaches that were favoured by participants included the 

provision of favourite foods and food texture modification. They thought eating 

with others might help, although some reported that eating and drinking difficulties 

were already precluding them from socialising, as people living with dementia 

may feel embarrassed, and withdraw from social interactions (Gorska et al., 

2018). Such approaches to encourage eating have promising benefits in terms of 

improving nutritional status, quality of life and social engagement (Bunn et al., 

2016).  

However, at the advanced stage of dementia, these approaches require time from 

family carers supplemented by good homecare services (Schussler et al., 2016, 

Barrado-Martin et al., 2020). In line with fears of being treated like a child, notions 

of ‘role reversal’ of spousal and parent-child relationships may create anxiety in 

people with dementia and fears of being burdensome to family (Jongsma and 

Schweda, 2018, Seaman, 2020, Dening et al., 2013). ANH was also deemed 

unacceptable by participants in this study; however, from my review in Chapter 
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2, some family carers and professionals might perceive ANH as unavoidable or 

want to try every available option.  

4.6.5 Trust and balance of sharing the decisions about nutrition and 

hydration for people living with dementia 

As dementia progresses, people with mild dementia anticipated having to 

gradually delegate decision-making to family carers and professionals. This is 

consistent with previous research reporting that over time family carers needed 

to take charge of decisions but were still committed to engaging the individual 

with dementia as far as they could, as part of a shared decision-making process 

(Samsi and Manthorpe, 2013, MacQuarrie, 2005, Davies et al., 2021c). In 

Chapter 2, many family carers and professionals would try to preserve the 

autonomy of the individual when making decisions about their nutrition and 

hydration.  

Participants in this study seemed to have high levels of trust not only in their 

family carer but also in professionals, this was evident across the study sample, 

but it may result from the participants having high levels of formal education 

(Watkins et al., 2012). Those who had high levels of education were recruited 

mainly via online platforms as they might have more access to the internet. In 

shared decision-making, it seems challenging to balance preserving the 

individual’s autonomy and quality of life, addressing the family’s emotional and 

physical burdens, and considering medical evidence on nutrition and hydration 

interventions.  
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4.6.6 Approaches to enhance the shared decision-making about nutrition 

and hydration for people living with dementia 

Participants stated wanting to take family carers’ well-being and opinions into 

account, together with recommendations from professionals when making 

decisions about eating and drinking. This may suggest support for shared 

decision-making with input from people with dementia, family carers, and health 

and care staff. The shared decision-making helps communication, enhances 

knowledge and understanding and improves satisfaction with care (Daly et al., 

2018, Douglas et al., 2017, Gorska et al., 2018).  

While participants generally wanted to maintain their identity and sense of agency 

for as long as possible, previous studies found that people living with dementia 

would appreciate subtle support (Gorska et al., 2018, Fetherstonhaugh et al., 

2013). Participants wished family carers and professionals would respect their 

wishes to continue or pause eating and drinking. However, for family carers and 

professionals, refusals to eat and drink by people with advanced dementia are 

often complicated and difficult to interpret (Kuehlmeyer et al., 2015), in line with 

my systematic review in Chapter 2. The findings from this study suggest that what 

someone says or does at the moment may not last, and offers of food can 

acceptably be made later.  

The main purpose of eating and drinking for people living with dementia may not 

be to maintain weight and have optimal nutrition, but to benefit from the 

psychosocial aspects of eating and drinking that retain their identity, autonomy 

and quality of life. In the end, participants saw it important that someone should 

die peacefully, with life not prolonged unnecessarily by ANH. 
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4.6.7 Strengths and limitations 

To my knowledge, this is the first in-depth study using a qualitative design to seek 

understanding of experiences and opinions about eating and drinking directly 

from people living with mild dementia. The study involved a range of people living 

with mild dementia with a maximised variation of participant characteristics. Data 

analysis involved multiple analysts with various backgrounds, including PPI 

members, and iterative team-based discussions in developing codes and 

themes. These approaches enhanced the analytical rigour of the study (Barbour, 

2001). 

I acknowledge that participants might not fully have understood the dementia 

progression and interview questions. However, the research team tried to use 

open questions and case scenarios, reframed any questions to be easier to 

understand, and clarified unclear points. Eight participants were interviewed with 

family carers who helped rephrase some questions to the participants and 

occasionally shared their opinions. This stimulated, rather than inhibited, the 

individual with dementia in further discussions. However, on a few occasions 

carer’s views could have led to the individual changing their position.  

Introducing sensitive topics like eating and drinking difficulties could also have 

caused some psychological distress. However, research can help explore 

participants’ ideas on topics that are under-recognised, resulting in new 

understandings of certain phenomena if sensitively conducted. The interviews 

were undertaken by experienced researchers, aware of the potential for distress 

with a protocol for following up anyone who might be distressed or wished to take 

the discussion further. 
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WS2 did not originally form part of the iterative co-design processes of my PhD 

as it was included after I was involved in data analysis of the Nutri-Dem study 

(see Section 3.9) and formulated research questions related to my PhD. Although 

this was my mitigation to the COVID-19 pandemic, it may inherently have 

imposed the loss of an iterative process of the co-design. For example, the study 

design and interview questions used in WS2 were not informed by WS1’s 

findings. WS2 did not explore eating and drinking problems in acute hospitals nor 

involve people with severe dementia, who seemed to be more direct stakeholders 

of my decision guide. It also did not seek direct opinions from people with mild 

dementia for the co-design processes of the decision guide. However, findings 

from WS1 helped me identify areas of common problems when analysing the 

WS2 data. Throughout the following co-design processes, findings from WS2 

were used to shape interview schedules in WS3 and workshop discussions in 

WS4, inform data analysis in WS3 and form part of the matrix synthesis in WS4 

(see Section 6.3.5 and Appendix 18). WS2 findings were also included in the 

content of the final decision guide (see Appendix 16). Therefore, the iterative 

processes of my PhD were linked to and grounded on the findings from this WS2.   

4.6.8 Implications for policy and clinical practice 

This study emphasises that public awareness and understanding of dementia 

progression beyond cognitive symptoms is still lacking (Moon et al., 2021). 

People living with dementia may have negative connotations regarding eating 

and drinking problems, and this could prevent them from engaging in advance 

care planning for these problems. Advance discussions and decisions about 

future eating and drinking problems should be encouraged and included in ACP. 
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While the public awareness campaign and support should provide to meet the 

individual’s needs in all stages, the problems about eating and drinking problems 

at the moderate and severe stages can be increasingly focused.  

Family carers and health and social care professionals should always seek and 

facilitate a patient-centred care approach for the individual living with dementia 

(Banerjee, 2010, Brooker and Kitwood, 2019). Although this may not be feasible 

with current service configurations, earlier discussion using repeated 

conversations and case scenarios may increase the opportunity for the individual 

to think about future eating and drinking problems and develop their ACP. For 

people who have not made advance decisions, their family carers and 

professionals may be guided by the individual’s current behaviours and 

consideration of their overall quality of life, which is in line with a best-interests 

decision-making approach. In this PhD, I have developed a decision guide about 

nutrition and hydration for people with severe dementia, and this may support 

family carers and professionals in making these decisions (see Chapter 6). 

4.6.9 Implications for future research 

Most participants wanted to postpone eating and drinking discussions until the 

problems arose, but their ability to engage with the discussions and decisions 

might decrease over time. Although it can depend on individual preferences, 

future research may explore when and how the discussions can appropriately be 

introduced to individuals with dementia and their families. People living with 

dementia may wish to refer later decisions about eating and drinking to their 

family carers with support from healthcare professionals. The optimal level of the 

family’s involvement in the healthcare decisions of the individual with dementia is 
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still debatable and should be further explored. In this study, the interviews 

focused on eating and drinking problems in the community context, so future 

studies may incorporate situational and environmental factors of other settings, 

for example, acute hospitals and hospices. Qualitative direct observations of the 

care for and interviews with people with more severe dementia and more obvious 

eating and drinking problems may provide further insights into how they are 

currently experiencing and coping with eating and drinking problems.   

4.7 Conclusions 

Eating and drinking problems may seem irrelevant to people with mild dementia, 

and so might not be discussed until problems occur. Partly, fear of being a burden 

to family carers and of being treated like a child, inhibited discussion. Participants 

would accept some adjustments to eating and drinking problems at the mild stage 

and may do this themselves. However, ANH, used at the later stages, was 

considered different because it was thought to be unnatural and threatened their 

autonomy. Most participants expressed a wish to preserve their agency and 

maintain a good quality of life rather than be kept alive unnecessary. Timely, 

successive discussion and psychoeducation with a sensitive approach to 

personal wishes may help people consider and plan for any future problems and 

should be part of the system of post-diagnostic support in dementia care. 

Adding to my systematic review in Chapter 2, this study informs how we should 

include the individual’s views, wishes and current behaviours into decision-

making processes about care for nutrition and hydration. It also highlights that 

people living with dementia want to share, or even refer, the decisions to family 

carers and professionals. I used the findings from this study as a prompt for family 
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carers and hospital professionals in the following interview and workshop studies 

(Chapters 5 and 6). I discussed some of the findings to demonstrate what people 

with dementia may wish to do with eating and drinking problems and encourage 

the participants to think about the individuals’ wishes and preferences. The 

decision guide (Chapter 6) also included the general perspectives of people living 

with mild dementia in this chapter about future eating and drinking problems (see 

Appendix 16: Final version of the decision guide).  

Chapter 5 will present a qualitative interview study with family carers and hospital 

professionals about conversations and decision-making regarding nutrition and 

hydration for people with severe dementia in acute hospitals.  
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Chapter 5 Conversations about decisions regarding nutrition 

and hydration for people with severe dementia in acute 

hospitals: a qualitative study  

5.1 Introduction  

In this Chapter, I present a further qualitative interview study (WS3) with family 

carers and hospital professionals on their experiences, perspectives and needs 

for making decisions about nutrition and hydration for people with severe 

dementia in acute hospitals. The decision guide from this PhD is expected to be 

used by family carers and hospital professionals, so it was important for this 

project to gain in-depth understandings about such decision-making processes 

from their perspectives. In WS3, I specifically examined conversations and 

discussions between family carers and hospital professionals about the 

decisions; these then informed the structure and content of the decision guide in 

WS4. 

5.2 Brief background and rationale 

From my literature review in Chapter 1, I found that hospital dementia care can 

remain suboptimal, and many people with severe dementia often receive futile 

medical treatments. In many Asian countries, and some parts of Europe and the 

USA, tube feeding is still used with some people with severe dementia, although 

this is rarer in the UK. My systematic review in Chapter 2 showed that decision-

making about eating and drinking for people with severe dementia is complex 

and difficult and may involve other factors beyond medical evidence, which 

demonstrates there are no benefits of tube feeding. The review also suggested 
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that not only ANH decisions but also the daily decisions about eating and drinking 

are emotive, for example, whether to continue encouraging the individual to eat 

if they declined at each meal.  

Some families and healthcare professionals would have to make these decisions 

without sufficient support. They might feel uncertain about the preferences and 

wishes of the individuals with dementia because people living with mild dementia 

may not want to engage with advance discussions and decisions about such 

problems, as found in WS2 (Chapter 4). As discussed in Chapter 1, the decisions 

are even more challenging in acute hospitals where the individual with dementia 

may develop sudden eating and drinking problems or require adjustments to their 

eating and drinking due to the acute condition. 

5.3 Research questions 

This study aimed to understand the experiences, views, and needs of family 

carers and hospital professionals in discussion and decision-making about eating 

and drinking for people with severe dementia during hospital admissions. The 

research questions are:  

1. How do family carers and hospital professionals initiate and have 

conversations about nutrition and hydration decisions for people with 

severe dementia during acute hospital admissions? 

2. What are the processes and information that family carers and hospital 

professionals use when making decisions about nutrition and hydration for 

people with severe dementia during acute hospital admissions? 
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3. What are the experiences and needs of family carers and hospital 

professionals to be involved in the decision-making process? 

4. What are the approaches to care for nutrition and hydration that family 

carers and hospital professionals feel acceptable to support people with 

severe dementia in acute hospitals? 

5. How do family carers and hospital professionals discuss and plan for 

eating and drinking for people with severe dementia after hospital 

discharge? 

6. What are the potential strategies to improve the conversations and 

decision-making process about eating and drinking in acute hospitals? 

5.4 Design 

I conducted semi-structured individual qualitative interviews with family carers 

and hospital professionals about discussions and decision-making about nutrition 

and hydration for people with severe dementia in acute hospitals. The interview 

data were analysed using thematic analysis. 

5.4.1 Population and participants 

I screened the potential participants against the eligibility criteria as follows: 

Family carers 

• Inclusion Criteria 

o Family member or friend who is next of kin or key decision-maker 

for an individual with severe dementia (current or bereaved/former) 
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o Participants must be able to provide informed consent  

o Participants must be able to read and speak English 

o Participants must be over the age of 18 years  

• Exclusion Criteria 

o Carers bereaved in the past three months 

Hospital professionals 

• Inclusion Criteria 

o Professionals in a caring role, either health or social care, for someone 

with severe dementia 

o Experienced in providing dementia care and contributing to decision-

making related to nutrition and hydration in acute hospital setting 

o Participants must be able to provide informed consent  

o Participants must be able to read and speak English 

Similar to WS2 in Chapter 4 (see Section 4.4.1), each interview in WS3 lasted 

approximately one hour. The interviews’ aims and topics were focused and based 

on theoretical frameworks, for example, the IP-SDM model and my decision-

making model in Chapter 2. All participants were purposively selected, and 

engaged well with the interviews, resulting in good dialogues and relevant data 
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(Malterud et al., 2016). The sample size of WS3 was therefore considered as 

enough to produce rich and meaningful data on the research topic and questions.   

5.4.2 Participant recruitment and consent process 

Family carers  

Due to COVID-19, I recruited family carers from JDR and social media using my 

recruitment poster (see Appendix 14). Additionally, snowballing methods were 

utilised with some family carers referred to my study through their networks 

(Murphy et al., 1998). PIS and consent forms were sent to potential participants 

via email (see Appendix 10: Participant information sheets and Appendix 11: 

Consent forms). I then contacted potential participants who expressed an interest 

via their preferred contact method and agreed to be contacted. I provided further 

information on the study and performed an eligibility check against the inclusion/ 

exclusion criteria outlined above.  

The potential participants were given an opportunity to ask any questions. They 

were informed that they did not need to decide to take part in the research 

immediately and had a minimum of 48 hours to decide whether they wanted to 

participate. PIS explained that participants were under no obligation to take part 

and that they could withdraw at any time during the study without having to give 

a reason. It also informed that if the participants decided not to take part, this 

would not have an adverse effect on either their relative’s or their own care.  

In the light of COVID-19, participants were asked to complete the consent form 

digitally and return the form via email to me. Participants were also given the 

option to complete the consent form with me over the phone or virtually to be able 
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to resolve any questions before the interview. A copy of the PIS and counter-

signed consent form were sent to the agreed participants to keep as a record. If 

participants preferred to provide verbal consent over the phone, in this case 

verbal consent was recorded. 

Hospital professionals 

In WS3, hospital professionals were recruited through social media by sharing 

my recruitment poster (see Appendix 14). Potential professional participants were 

also invited via known contacts of my supervisors, and snowballing methods were 

used (Murphy et al., 1998). I purposively sampled professionals with a range of 

roles that would make up a multi-disciplinary team caring for people with severe 

dementia and their families, including physicians/consultants, clinical nurse 

specialists, speech and language therapists, psychologists, and dietitians. I 

contacted potential participants who expressed an interest via their preferred 

contact method and agreed to be contacted. I provided them with the PIS and 

consent form and performed the eligibility check and consent process similar to 

the process with the family carer participants. 

5.4.3 Data collection methods 

From January to May 2021, I conducted semi-structured interviews with family 

carers and hospital professionals, using an interview schedule to guide the 

interviews. All interviews were done via online platforms (Zoom or Microsoft 

Teams) and telephone. Using self-report from participants, I collected socio-

demographic data, for example, age, gender, ethnicity, marital status, and caring 

roles (see Appendix 12: Demographic forms). The interviews were audio-
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recorded using an encrypted audio-recorder with written informed consent from 

the participants.  

Interview schedule 

In WS3, the interview schedule supplemented with case scenarios was informed 

by the IP-SDM model (Legare et al., 2011a), the ODSF (O'Connor et al., 1998), 

and findings from my systematic review (WS1) in Chapter 2. I used the model 

developed in WS1 to inform the interview schedules about steps and suboptimal 

aspects of decision-making processes about nutrition and hydration for people 

with dementia. For the example, the findings from WS1 suggests that people 

involved do not always use the shared decision-making approach and may 

overlook the personal beliefs, values, and emotions of other people. Pressures 

from hospital routines and regulations (meso and macro factors) may also 

influence the decision-making.  

Two versions of the interview schedule were separately developed for family 

carers and hospital professionals. PPI members helped check and provide 

feedback on the family version; for example, clarification of some questions and 

emphasis on family carers’ difficulty with initiating conversations with hospital 

professionals. The professional version was shared with an expert in palliative 

care and communication skills, who was external to the research team, to provide 

feedback and recommendations on questions. The expert also provided 

additional useful resources about managing difficult conversations in end-of-life 

care.  
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The feedback and suggestions led to iterations of the interview schedules to 

ensure that the interview questions were easy to understand and sensitive, and 

covered every relevant topic. They explored the decisions about nutrition and 

hydration, specifically within acute hospital situations. The interviews particularly 

probed how they made the decisions and what influenced these, and what helped 

family carers and professionals felt they needed. I also used case scenarios that 

provided a hypothetical situation that required a series of decisions to be made 

in acute hospitals (see Appendix 13: Interview schedules and case scenarios). 

5.4.4 Data analysis 

In WS3, the interviews were pseudonymised and transcribed verbatim by a 

professional transcription service. I then cross-checked the accuracy of the 

transcripts with the audio records (Bailey, 2008). The interview transcripts were 

also organised in NVivo version 12 and analysed using thematic analysis (Braun 

and Clarke, 2006). I started analysing interview data from family carers and 

hospital professionals after the first few interviews were conducted, as such data 

analysis was an ongoing process and informed subsequent interviews. 

Using team-based discussions, I led the data analysis of interviews with family 

carers and hospital professionals in WS3. A coding framework and themes were 

developed through iterative discussions among the research team with feedback 

from PPI members (Barbour, 2001). The interviews with family carers and 

hospital professionals were analysed using the same coding framework and 

mapped into the same themes. This was because the interview schedules were 

overarching and aimed to explore the topics from different perspectives of family 

carers and hospital professionals. The specific steps were done as follows: 
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1. I read and reread all transcripts to familiarise myself with the data and 

noted some initial ideas. 

2. One of my supervisors read two transcripts of family carers and one 

transcript of hospital professionals and made some comments on 

interesting points, refinement of topic guide questions, and tips for 

interviewing style. 

3. I discussed the data and my initial ideas with my supervisors.  

4. My initial ideas about the data and discussions with my supervisors 

informed subsequent interviews and coding processes. 

5. I coded two sets of two transcripts of family carers and hospital 

professionals and generated an initial coding framework.  

6. The initial coding framework was refined and finalised through discussions 

with my supervisors. 

7. While I was still doing subsequent interviews, I continued to code 

remaining transcripts as part of the ongoing analysis process. 

8. After every transcript had been coded, I reread the transcripts and codes 

and identified patterns of the data.  

9. The patterns were then mapped into initial themes, guided by steps and 

processes from my decision-making model in the WS1 systematic review 

(see Figure 2-4 in Section 2.6.4). 

10. The initial themes were developed and refined through iterative 

discussions with my supervisors.  

11. As part of the co-design process in WS4, the research advisory team, 

including a PPI member, provided feedback on the initial themes 

presented in the research advisory team meetings.  
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12. I shared the refined themes with my supervisors, and we agreed upon and 

finalised the themes. 

5.5 Results 

5.5.1 Participant characteristics  

As shown in Table 5-1, I interviewed 29 participants (12 family carers and 17 

hospital professionals). Most of the participants were female and White British. 

Table 5-1 Participant characteristics of the interview study with family carers and 
hospital professionals 

Participant characteristics 
Family carers 

(N=12) 

Hospital 

professionals 

(N=17) 

Age (years)   

Mean 53.2 38.9 

Range 29-78 28-54 

Gender   

Female 10 16 

Male  2 1 

Marital status*   

Married or in a civil partnership 7 9 

Single never married/in a civil partnership 3 6 

Co-habiting with partner 1 0 

Divorced 0 1 

Widowed 1 0 

Ethnicity    

Asian/ Asian British 2 4 

Black (Caribbean) 1 0 

White (English, British) 7 11 

White (Irish) 0 1 
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White (other European) 2 1 

Family carers characteristics 

Current caring situation   

Bereaved carer 8 - 

Current carer 4 - 

Relationship to the individual with 

dementia 
  

Daughter/son (caring for mother) 10 - 

Spouse (wife) 1 - 

Friend 1 - 

Hospital professional characteristics 

Professions   

Dietician - 1 

Clinical psychologist - 1 

Nurse (N=5)   

• Clinical nurse specialist in older 

adult 
- 1 

• Consultant nurse in palliative care - 2 

• Lead nurse in nutrition  - 1 

• Ward sister - 1 

Physician (N=3)   

• General medicine consultant  - 1 

• Geriatrician consultant   - 1 

• Palliative care consultant - 1 

Speech and language therapist  - 7 

Years in working with older people with 

dementia 
  

Less than 1 year - 1 

1-5 years - 5 

5-10 years - 3 

More than 10 years - 8 

*Missing data 
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Professional participants had a relatively mixed professional background and 

experiences. All professional participants worked in acute hospitals and cared for 

people with severe dementia. Four participants also worked in the community. 

There were two participants who worked with either a hospice or a care home. 

Some professional participants worked as academics, for example, as senior 

lecturers and researchers in geriatric medicine, palliative care, and ageing and 

dementia care.  

To maintain the confidentiality of cited participants’ quotes, I do not report 

participant’s gender and family carers’ relationships to the individual with 

dementia. I also grouped quotes from a dietitian, clinical psychologist and speech 

and language therapists as from a group of ‘therapy professionals.’ As there are 

few participants with these characteristics which may make them identifiable. 

5.5.2 Key findings  

I found that when talking about decision-making about eating and drinking, both 

family carers and hospital professionals tended to frame this into discussions and 

conversations between the individual with dementia, family members and the 

healthcare team. Family carers and hospital professionals often found the 

conversations difficult amid the distressing context of hospital settings, for 

example, noisy and chaotic environment and rapid staff rotation. There were 

uncertainty and frustrations about the prognosis of dementia and acute illnesses 

as well as causes and treatment options of eating and drinking problems. 

Miscommunication about cultural and personal aspects of food and drink could 

lead to emotional distress and unmet needs of the individuals with dementia and 

their families.  



  

185 
 

Hospital professionals could have negative experiences, especially when they 

encountered the different opinions of all involved. Information about the overall 

dementia progression and existing eating and drinking at home or care home 

were important to guide the discussion and treatment plan for both in-hospital 

care and post-discharge support. The conversations and decision-making 

included ongoing assessments and temporary use of ANH to treat acute illness. 

Multidisciplinary approaches were helpful and available in hospitals but 

sometimes underused. I identified five overarching themes and their subthemes, 

which were informed by steps and processes in the decision-making model in 

WS1 (see Figure 2-4 in Section 2.6.4). The themes and subthemes are listed in 

Table 5-2 and narratively described below. 
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Table 5-2 Themes and subthemes identified from the interviews with family carers 
and hospital professionals caring for people with severe dementia in acute 
hospitals 

Themes Subthemes 

1. Getting the decision-

making process started 

1.1 Identifying eating and drinking problems 

1.2 Initiating conversations about eating and 

drinking 

2. Assessing the problems 

and exchanging information 

2.1 Important to consider overall dementia 

progression 

2.2 Eligible family members to be involved in 

the decisions 

2.3 Families and multidisciplinary team 

sharing knowledge and working together 

3. Emotional- and value-

sensitive conversations 

3.1 Preparedness for the conversation and 

decision-making 

3.2 Difficulty discussing palliative and end-of-

life care 

3.3 Cultural and personal meanings about 

eating and drinking 

3.4 Different professional cultures and 

backgrounds 

4. Making decisions about 

eating and drinking 

4.1 Shared and empowered decision-making 

of people involved 

4.2 Treatment escalation plan about nutrition 

and hydration in acute hospitals 

5. Discharge planning and 

post-discharge support 

5.1 Information and plans about future eating 

and drinking problems 

5.2 Hospital team as a co-ordinator of post-

discharge support and care package 
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Getting the decision-making process started 

o Identifying eating and drinking problems 

Many family carers reported that their relative already had eating and drinking 

problems before they were admitted to a hospital and already required some 

support, which might be provided by family or with help from professional carers. 

For example, difficulties with eating and drinking less, holding food in their mouth, 

hiding food, being rigid to specific eating routines, eating a different type of food 

and having swallowing difficulties and choking on food. Some hospital 

professionals wanted to know the history regarding prior chest infection, which 

might suggest existing eating and drinking problems at home or care home.  

‘I’ll ask them about chest infections, because people don’t necessarily 

pick up on… “Oh, yes they’ve been coughing for a while when they 

drink,” and that just becomes completely normal for them, but then if 

you dig a bit further and ask about chest infection… “Oh, yes he’s had 

antibiotics about three times this year.” That’s not a protective cough, 

or maybe related to eating and drinking’ (Therapy professional, PF11) 

Some family carers reported that their relative had been transferred to a care 

home before the hospital admission and complained about the poor quality of 

care in some homes, including eating and drinking and oral hygiene, which led to 

severe dehydration. Some participants, however, realised and became relieved 

during the interviews that some eating and drinking changes at home were 

common in dementia, for example, a recently changed preference to sweeter 

food.  
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For many family carers, the need for glasses, hearing aids and false teeth, as 

well as existing constipation and incontinence problems, were seen as important 

and could impact the eating and drinking of their relative during the hospital stays. 

Family carers wanted to make hospital professionals aware of the existing 

problems. However, on admission, there could be limited time and space for them 

to speak to professionals because their relatives were rushed into acute medical 

treatments, or some hospital professionals did not ask about it.  

Family carers’ specific tips that they used to help the individual take their 

medications were sometimes not discussed in detail. The COVID-19 pandemic 

further minimised the chance of the family to pass on this information to the 

professionals, and some carers reported they ‘[were just] reading the discharge 

notes rather than having had a conversation with somebody at the hospital’ 

(Former carer, C08) during the pandemic. 

Hospital professionals might later notice the previous problems or acknowledge 

that there was a new eating and drinking problem resulting from acute medical 

illnesses. If the family was allowed in the hospitals and saw the individual’s food 

left uneaten, ‘it was rare that the family don’t raise it’ (Nurse, PF03) to the hospital 

team. Acute medical illnesses themselves might require temporary changes to 

the eating and drinking patterns of the individual, such as nil-by-mouth or 

intravenous fluid to waiting for further investigation and treatment plan. Hospital 

environments and constantly changing staff could also cause or worsen eating 

and drinking problems.  

‘Because all these staff are changing shifts regularly and although they 

have a handover, but they have a handover regarding medical things 
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but they wouldn’t have a handover in regards to what the person has 

eaten or not eaten, if the family is not there, then the other staff 

member may not be aware of what’s going on with the patient’ (Former 

carer, C11) 

Although their relative’s dementia was progressive, some family carers reported 

their relative did not have eating and drinking problems before the hospital 

admissions and so they felt shocked or worried about their relative developing 

eating and drinking problems in the hospitals. Some felt frustrated if hospital 

professionals did not try to explore and made assumptions about their relative’s 

preferences and ability to eat or drink and changed the ways they offered food to 

their relative.  

For example, some family carers reported that their relatives were spoon-fed or 

given intravenous fluids. It was because hospital professionals assumed that the 

individual could not eat by themselves, otherwise they could, but the hospital 

professionals did not have enough time to provide individual care. This 

represented the rigid hospital routine and the lack of person-centred care, 

diminishing the personhood and independence of the individual with dementia.  

‘When she came out of hospital, they said to me, “She can’t feed 

herself. She doesn’t know how to feed herself.”  But I said, “Yes, she 

always feeds herself – maybe with a little bit of support, but we don’t 

spoon-feed her.” And they had been spoon-feeding her at the hospital 

… I assumed that they were just really busy, and they spoon-fed her’ 

(Former carer, C08) 

‘[Hospital professionals said] ‘your mother doesn’t drink, we’re going 

to have to put her on a drip’… You can’t expect her to pick up the glass, 
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and you haven't got the time to sit there filling her drink. All you can do 

is assume that she hasn’t drank your measure [hospital routine 

techniques to support eating and drinking]’ (Former carer, C04) 

o Initiating conversations about eating and drinking 

Most hospital professionals agreed to check whether there has been prior 

discussion about eating and drinking problems and whether tube feeding should 

be considered at all. Many hospital professionals valued and looked for an ACP 

and a family member or person with power of attorney. However, this was 

sometimes overlooked, and nutrition and hydration treatments were provided 

without a conversation with family or acknowledgement of ACP stating to not 

receive any aggressive treatments, including tube feeding and/or intravenous 

fluid. 

‘So, they rushed him over to [name of hospital] and… he went ahead 

in the ambulance… by literally within five minutes, they had four 

cannulas in his arms… they put in a catheter. I thought, ‘crikey, what’s 

going on here? [the participant was considering palliative care for their 

relative]’ (Former carer, C10) 

However, in most situations, the hospital team would usually be the ones who 

approached the family carers and started any conversation about hospital care. 

Family carers often perceived that ‘[hospital professionals] were really busy’ 

(Former carer, C02), so they tended to be more passive in initiating the 

conversation. Hospital professionals might also ‘have to address the most acute 

issues first and sometimes it’s not eating and drinking’ (Nurse, PF09) at that time. 
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Individual professionals would approach families differently, depending on their 

roles. More frontline professionals such as nurses and healthcare assistants had 

regular contact and might have informal discussions with family or carers. For 

physicians and allied health professionals such as speech and language 

therapists and palliative care team, they would first gather information from 

medical notes and talk to the frontline professionals. Then they would see the 

individual and assess if they can discuss and decide on their care plan or express 

any interest and needs. Some would also ask permission from the individual with 

dementia for them to speak to their family. However, this was challenging when 

speaking to individuals with more severe behavioural symptoms, especially those 

diagnosed with frontotemporal dementia.  

‘So, in general, we would normally have a look at the patient first and 

see whether the patient is able to even express their needs, and 

especially eating and drinking. Cos even if they have like advanced 

dementia, some of them might be able to have nuances, ways to 

express things’ (Nurse, PF09) 

From the above, it seemed there was a process whereby hospital professionals 

needed to gain confidence in their initial ideas and knowledge about the overall 

situation before they felt ready to start conversations with family carers. Although 

from professionals’ perspectives this was perceived as important to do, family 

carers can see this as a delay or poor communication because they might have 

been waiting to share information and help communicate with the individual with 

dementia.  
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Hospital professionals also mentioned the limited time to share the information 

within the team. They had to leave messages on patient notes and rely on other 

professionals to read the notes. This meant it was not always possible to make 

the whole team aware of eating and drinking problems. Family carers also 

needed to reengage with conversations and repeat information to new team 

members coming to assess the individuals and talk to the family. 

Assessing the problems and exchanging information 

o Important to consider overall dementia progression  

Most hospital professionals usually considered eating and drinking problems 

based on the overall progression of the individual’s dementia. However, they 

recognised that other professionals in acute hospitals might focus more on 

treating acute illnesses and did not consider enough about the individual’s 

underlying disease of dementia.  

‘So, the stroke does get PEG, but if they have a history of stroke and 

then come in with a history of [advanced] dementia… We tend to have 

a real discussion with the relatives.  Saying it’s not the stroke which 

are priority now, it is the dementia side of things…. the tube is not 

productive anymore. But these are views only of me and not the other 

clinicians. I mean, each one of us is different’ (Physician, PF07) 

Both family carers and professionals emphasised that hospitals should provide 

holistic care for people with dementia and eating and drinking formed part of it. 

However, this can be challenging where there was poor communication between 

the people involved, and the focus of the care was placed on acute medical 

conditions, so the basic care for pre-existing conditions was overlooked. In 
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particular, eating and drinking were not seen as a priority because ‘it’s such a 

natural process’ and people ‘[don’t] necessarily think about it. [Until] something 

goes [really] wrong, people then start talking about it or thinking about it more’ 

(Therapy professional, PF02) in the hospitals. Most family carers and hospital 

professionals thought eating and drinking should receive early and more attention 

as to help build the overall picture of the individual with dementia.      

‘I found out that she hadn't been given the eye drops that she was 

meant to be... she had a leg ulcer that needed…to change the 

dressing. That also got forgotten. So the last thing they were going to 

tell me was what she was eating or drinking, because they weren’t 

even coping with the continuation of her care for other needs’ (Current 

carer, C05) 

o Eligible family members to be involved in the decisions  

To understand the overall progression, hospital professionals preferred to speak 

to someone who cared for the individual, ‘watched [their] decline over several 

years, and understood where [everything was] heading to’ (Therapy professional, 

PF13), rather than more distant family members who appeared when the 

individual was ill and admitted to the hospital. Despite pre-existing progressive 

eating and drinking problems, more distant family members sometimes 

requested futile nutrition and hydration options because they thought the 

individual with dementia had just been deteriorating. For family carers, some 

wanted to discuss eating and drinking decisions in a hospital with family members 

even though they had not been involved in everyday care. However, they all might 

have prior family conflicts and hold different opinions, and this would make the 

conversations and decision-making more stressful.  
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‘I’m the youngest… It was so hard, being heard and being able to put 

in that this is an important thing… to alter the thinking of your family – 

your dad or your older [sibling].... If we’d have been more prepared as 

a group and we would have been more help… it probably wouldn’t 

have been like that’ (Former carer, C09) 

While some family carers preferred just to inform distant family members, and 

they would discuss and decide on care plans themselves with hospital 

professionals. 

‘I do have a brother and sister but they’re not really that involved… So 

talking to them about things like feeding preferences, […] they just 

wouldn’t know what’s best for her… I probably wouldn’t ask for their 

opinion’ (Current carer, C07) 

o Families and multidisciplinary team sharing knowledge and 

working together  

Most family carers and hospital professionals wanted the conversations to be 

reciprocal interactions to help everyone understand the situation of the individual 

with dementia. Hospital professionals usually tried to explain the situation to the 

family in the simplest way and usually ‘built’ on what the family had understood 

and mentioned. They generally wanted to know from family about ‘how long the 

eating and drinking difficulties [have] exactly been going on for, [and] what 

[individual and family] were managing at home’ (Therapy professional, PF02). 

Many family carers could manage the problems themselves or with some help 

from professional carers. For example, support the individual with shopping for 

food, preparing meals, keeping a regular eating routine, reminding them to drink 

enough water, and giving food and drink at mealtimes. Many hospital 
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professionals thought, as part of a conversation, it was important to reassure, 

validate and encourage the family for their efforts in caring for their relative. 

‘A lot of the time, I find they’re [families] actually doing the things that 

we would recommend they [families] do anyway.  They know what to 

do intuitively and they just need to be reassured that they’re doing 

enough and they’re doing the right thing’ (Therapy professional, PF14) 

Most hospital professionals agreed that eating and drinking decisions are more 

‘medical’ decisions to be made by the clinical team. The clinical team here was 

mainly referred to physicians and nurses, especially the former. However, 

physicians ‘would not be able to pick up tiny things because [they] don’t sit and 

stare at the patient for full hours of [their] shift’ (Physician, PF07). In acute 

hospitals, limited time and staffing levels in assessing problems and passing 

information caused miscommunication and led to conflicts within the clinical team 

and between family carers. 

‘Things are delayed in hospital, then a doctor came in and talked about 

a feeding tube, and I said “no, you’re not talking to nursing staff 

correctly. You’re just assuming on what you’ve read, and you need to 

see what’s happening here... I had to fight that a lot.  They didn’t do a 

feeding tube in the end… luckily the consultant was against any 

invasive procedure that was unwarranted… For what reason when she 

was still chewing her own food?’ (Former carer, C04) 

Most hospital professionals spoke highly of the multidisciplinary team approach 

and valued inputs from every member of the team. Allied professionals, for 

example, speech and language therapists and healthcare assistants, can ‘largely 

contribute information to the team [because they] do have more time to find out 
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the detail about an individual’s baseline and history’ (Therapy professional, 

PF14). They also noticed and reported, for example, subtle abnormal eating 

behaviours and a suitable position to offer the individual food and drink. These 

inputs could fill the knowledge gaps of the clinical team about the individual 

beyond the acute illness and help them with decisions. However, the 

multidisciplinary team meetings were not happening for every case.  

‘OK, it makes the meeting longer, but you need to find out the person 

behind that body in the bed. And so many healthcare professionals 

realise this and do it, but a lot of them still don't’ (Nurse, PF15) 

However, multidisciplinary team involvement meant that the family might need to 

talk and repeat the same conversations to different multidisciplinary 

professionals, and the responsibility (or burden) was placed on families to share 

information across the hospital team. This caused the family frustration. Some 

family carers felt anxious about the uncertainty of the situation and were confused 

about why it had to involve so many professionals. They wanted a system in place 

to help with this.  

‘People in the NHS hospital…were brilliant, but I think that the system 

is set up for so much rotation of staff that we would have a big problem 

with that.  Because each time, you’d have to explain, from beginning 

to end… what we’re needing here…. you’d have some information on 

the chart…anecdotal information was being passed on…it’s incredibly 

important’ (Former carer, C09) 
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During the hospital admission, families generally thought that ‘communication 

[between hospital professionals and family] is missing… [or] …not enough of it’ 

(Former carer, C09). They wanted to know more and be kept updated about 

eating and drinking problems and approaches to help with the eating and 

drinking. Hospital professionals would emphasise what the procedures entailed 

and what the individual with dementia would have experienced if they had gone 

through all those procedures. Signs or charts placed over the individual’s bed 

were useful, but they should be more informative and regularly checked. 

Otherwise, it could lead to misunderstanding between people involved and 

subsequently mistreatment of the individual with dementia.  

‘They said, “Ah, but it says, ‘nil-by-mouth’.” I said, “Why? That’s not his 

name” They hadn’t bothered to change the name from the person 

who’d been in the bed before’ (Former carer, C10) 

Emotional- and value-sensitive conversations 

o Preparedness for the conversation and decision-making 

Generally, hospital professionals wanted to check the family’s pre-existing levels 

of understanding about dementia progression and ‘what sense they’re making of 

the [current] situation’ (Nurse, PF03). For example, some families might think ‘it’s 

their fault [and they have been] doing something wrong’ (Nurse, PF05). Most 

family carers thought that the eating and drinking conversation was sensitive in 

general, but ‘most [family carers] that are caring for people with dementia become 

pragmatic quite quickly [and] likely to be used to having slightly difficult 

conversations’ (Former carer, C03). However, for hospital professionals, it 
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seemed important to check if the family was ready for the conversation about 

eating and drinking anyway.  

‘[Some carers] have seen the progress of changes in their eating and 

drinking habits. They’ve had input from doctors and the medical 

profession in the past. Whereas for some others, this is the first 

encounter that they’ve had talking about eating and drinking 

decisions… it’s more difficult… if they’re talking about making life-

changing decisions in an acute environment when a drama has 

happened’ (Therapy professional, PF02) 

Some nurses spoke for their colleagues that ‘nurses and especially nursing 

assistants…are [not] necessarily given specialist training about how dementia 

affects [the individuals’] appetite’ (Nurse, PF05). So they would probably not have 

the confidence to have conversations about causes, consequences, and specific 

treatments for eating and drinking problems related to dementia. The 

conversation would normally be led by physicians or clinical nurse specialists with 

experience in having these conversations; more junior nurses would find it more 

difficult. 

o Difficulty discussing palliative and end-of-life care 

At the end of life, hospital professionals felt the conversations were particularly 

difficult because they ‘can’t just jump in and start talking about nutrition and 

hydration and swallowing at the end of life’ (Nurse, PF10). There could be ‘a lot 

of questions about how long someone is [going to] live and if they’re [going to] 

starve to death or die of thirst’ (Therapy professional, PF06). Hospital 

professionals needed to understand overall dementia progression and be sure to 
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some extent about prognosis, and that the family was ready to discuss end-of-life 

care.  

‘They can see the patient’s deteriorating, swallowing’s getting more 

difficult, appetite’s deteriorating. They know this conversation has to 

happen, and maybe for many different reasons a family is resistant to 

that conversation. They’re fearful of what’s coming, fearful of the 

motives of staff, fearful that this means death is more imminent, any 

combination of those things’ (Nurse, PF10) 

For most hospital professionals, the palliative care team could help communicate 

the situations to the family carers and plan for the care at the advanced stage of 

dementia, including an end-of-life care plan. However, ‘there’s still sometimes a 

reluctance to involve palliative care unless the person is [imminently] at the end 

of life’ (Therapy professional, PF08). Some professionals thought it was because 

many families did not understand that dementia was a life-limiting disease and 

what the roles of the palliative care team are. Therefore, it might upset the family, 

and hospital professionals would ‘need to do a significant amount of work just to 

explain why [the palliative care team] are there.’ (Nurse, PF10), which would 

further create fears and reluctance among the clinical team to endorse palliative 

care. Hospital professionals emphasised the need to explain and assure the 

family that with palliative care involvement, there would still be a care plan in 

place, for example, risk feeding, mouth care and pain control.   
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o Cultural and personal meanings about eating and drinking 

From the interviews, there was no ‘one solution [about eating and drinking 

problems] for everybody’ (Former carer, C10) because eating and drinking 

always had a unique meaning to the individual with dementia and their family. It 

was important for family carers and hospital professionals to help elicit the cultural 

and personal values about the food and drink preferences of the individual with 

dementia. 

‘[People with severe dementia] cannot exercise their authority or their 

decisions on the medical treatment.... But food is the only thing where 

they can exercise their authority whilst in the hospital’ (Therapy 

professional PF16) 

Most family carers and hospital professionals believed that helping the individual 

with severe dementia to continue to enjoy eating and drinking by mouth would 

enhance the individual’s quality of life and well-being. However, it would be 

difficult for people with severe dementia to adapt to the less flexible hospital food 

menus, mealtimes, and environment.  

‘Sometimes we think like you need to eat three big meals a day when 

they haven’t been doing that at home, they just snack throughout the 

day, and that’s OK… In hospital, it’s a bit difficult to work around that 

when catering in terms of what that person would have at home’ 

(Nurse, PF05) 

Family carers and hospital professionals tried to offer food and drink that they 

normally liked, also based on their religious and cultural background. They tended 

to be less strict with sticking to nutritionally healthy meals as long as the individual 
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with dementia enjoyed eating and drank enough fluids. Most hospitals provided 

protected mealtimes and allowed some family carers to come in and help with 

eating and drinking, except during the COVID-19 pandemic. If death was not 

imminent, it seemed important for most participants to help the individual with 

severe dementia receive adequate food and fluids because ‘it’s all part of getting 

somebody well’ (Current carer, C06), including sometimes from the acute 

illnesses.    

‘She was very mobile, she could move around, she could get around, 

but when she was hospitalised… she was so frail because of the 

dehydration we could see that she just didn’t have the energy or the 

strength even to move’ (Former carer, C11) 

Most family carers thought that if ‘[people with dementia] are just having [food 

and fluids] intravenously or through a tube, [we’re] taking away part of someone’s 

life’ (Former carer, C01) or their quality of life. Some carers viewed that if the 

individual stopped eating, it could be a sign of the dying process. In their views, 

tube feeding ‘was just prolonging the inevitable’ (Current carer, C02), and they 

would emphasise this to hospital professionals. For most family carers, this was 

not attached to any religious beliefs but rather their personal philosophy or 

attitudes. 

‘I’d want to impress what my values and views were… If they said “we 

are definitely going to put a tube in again”, I would resist…I would be 

very vocal about that… But some people do have very strong beliefs 

that they must carry-on preserving life for as long as possible, and then 

therefore it must be quite difficult’ (Former carer, C03) 
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However, most participants acknowledged and respected that everyone had ‘the 

instinct to feed and to hydrate [and that would] never go away’ (Nurse, PF10). It 

could be particularly demanding in some cultures where food and drink were 

highly regarded as the way family expressed love and care for their relative. 

‘When it comes to the artificial feeding, a good conversation is one 

where you go in with an open mind and you listen to [them]… So when 

somebody says well it’s against my religion for people not to be fed… 

“explain a bit more of that to me, we probably don’t share the same 

religion. So, tell me what that really means and let me understand it” 

…’ (Physician, PF04) 

It can be very hard when discussing dementia care in different languages within 

a family. The term ‘dementia’ was translated into ‘going mad’ or referred to ‘older 

person’s illness’ in some languages, which could create a negative impression 

on the individual with dementia or family members. Some people for whom 

English was not their first language might have lost their language ability and 

could be ‘not understanding [or speaking] much English anymore’ (Former carer, 

C04). This could make the individual unable to express their needs to hospital 

professionals if there was no family to help communicate during the hospital 

stays. 

o Different professional cultures and backgrounds 

Hospital professionals mentioned that professional culture and practice about 

eating and drinking problems in people with severe dementia have changed over 

recent decades. For example, in the past, without questioning, they would not 

artificially feed, or force feed the individuals with advanced dementia but provide 
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support to them to die naturally and peacefully. However, more recently some 

people with advanced dementia received ANH, and this was seen as ‘over-

medicalised’ care by hospital professionals. They acknowledged the growing 

evidence about limited benefits and potential harms of ANH and suggested these 

decisions would now require ethical framework and discussions to prevent the 

overuse of futile interventions.  

‘I’ve been working in palliative care for 15 years or so now and when I 

first started doing my training… if somebody might be in their last year 

of life, we don’t use artificial feeding. Not in a blanket rule way but just 

culturally... It wasn’t a question that anybody talked about. Whereas 

now I would say it’s much more conscious discussion and decision-

making’ (Physician, PF04) 

In terms of the ward or professional culture, both family carers and hospital 

participants mentioned that each ward within the same hospital had a different 

approach to eating and drinking problems of people with severe dementia. Some 

family carers noticed this because their relative had been in acute medical wards, 

for example, Cardiac or Orthopaedic wards. When transferred to Elderly or 

Dementia wards professionals were ‘more interested in [their relative] as a 

person’ (Former carer, C08) and keener in caring for people with dementia, 

including for eating and drinking.  

Many hospital professionals also reported that they gained more confidence over 

the years, but ‘it never gets too easy because then [they] might get complacent 

and it means [they] don’t really care’ (Therapy professional, PF12). If family 

carers talked to some less experienced professionals, they could start building a 
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high hope for positive outcomes of ANH, and this could put other professionals in 

a difficult position in following conversations.  

‘I think what makes it harder is when the family have been given 

unrealistic expectations by other healthcare professionals. That 

happens a lot with nutrition… A few weeks ago, [an individual] had 

advanced dementia as well and she'd had a stroke. She could eat and 

drink, but she wasn't eating and drinking enough. The doctor had said 

she could have a PEG tube. So I see all the PEG referrals and I 

realised, straightaway, that she was so frail, she couldn't even lie down 

flat. There's no way she could have had a PEG’ (Nurse, PF15) 

Making decisions about eating and drinking 

o Shared and empowered decision-making of people involved 

Most hospital professionals thought it was ‘unfair’ and ‘too stressful’ to put eating 

and drinking decisions solely on the family carers. They considered decisions 

about eating and drinking for people with severe dementia to be medical 

decisions, made by the clinical team, and they wanted ‘to make sure that we’re 

always putting [the individual] in the centre’ (Therapy professional, PF17). 

Hospital professionals sometimes needed to mediate between family requests 

and the best interests of the individual with dementia.  

The family’s willingness to participate in decision-making about eating and 

drinking was varied. Some carers preferred to be more passive and ‘would have 

to trust [hospital professionals] to do… what they felt was the appropriate thing’ 

(Current carer, C05). However, most family carers would like hospital 

professionals to ‘give [them] enough information for [them] to be able to make an 

informed decision’ (Current carer, C05). They wanted to have an honest and open 



  

205 
 

discussion with hospital professionals and still honour their relatives’ wishes to 

reach a mutual agreement on the decisions.   

‘I think the person in the hospital who’s responsible for noticing and 

deciding what should be done about that should then talk to the patient 

and their carer… and explain what the problem is… possible solutions 

there are and agree the way forward jointly… but I think the patient’s 

wishes should be the ultimate’ (Former carer, C01) 

Some specialist participants suggested training and empowering generalists or 

frontline professionals to proceed with the decisions that were best for the 

individuals. This is to avoid unnecessary and harmful delays from waiting for 

specialist consultations.   

‘I think it’s a little bit disjointed… firstly, leaving the patient nil-by-mouth 

– was that really appropriate if your overall decision in the end was for 

them to continue to eat and drink at risk. They have had two or three 

days without anything, and that must be quite distressing… I think 

about empowering the teams to have that knowledge to be able to go 

forward with that decision as well… Should it have to wait for speech 

therapy to assess the swallow?’ (Therapy professional, PF02) 

Trust and relationships seemed important to many family carers and hospital 

professionals to facilitate the discussion and decision-making about eating and 

drinking. However, some family carers mentioned that if they expressed strong 

beliefs and firm opinions, they could be seen by hospital professionals as 

problematic or challenging people to deal with. This could then damage the trust 

and relationships, and in turn the shared decision-making process. 
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‘It’s building up a trust, and it can take time. The main thing is to be 

completely open and not to be confrontational. Put yourself in what 

they are going through… Going in there thinking, ‘well, how dare they’ 

and, ‘I know best’, that's not going to do you any favours at all. But sit 

down and say, “So tell me about your mum or your dad before all this 

happened” And that opens them up, because they feel you're actually 

interested in my loved one as a person’ (Nurse, PF15) 

o Treatment escalation plan about nutrition and hydration in 

acute hospitals 

Despite a long and complex process, it may not be possible to reach a definite 

decision about nutrition and hydration treatments. If it was clear that the individual 

with severe dementia had long-term deteriorating eating and drinking problems 

or was approaching the end of life, neither family carers nor hospital professionals 

would use tube feeding (both NG tube and PEG) for the individual. They would 

agree on risk feeding and sometimes intravenous or subcutaneous fluids.  

However, even in people with severe dementia, they might have been coping well 

with eating and drinking before, but ‘something happens acutely, and knocks 

them off and that can impact their [eating and] swallowing’ (Therapy professional, 

PF17). Hospital professionals also thought it could be hard for some families to 

accept the abrupt changes. Many hospital professionals, therefore, referred to 

treatment escalation plans where they had a ceiling of nutrition and hydration 

treatments for people with severe dementia. In this case, intravenous infusion 

seemed acceptable to most participants. Although it was controversial among 

hospital professionals, many hospital professionals might consider using 

temporary NG tubes if eating and drinking problems were potentially reversible. 
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Unlike NG tubes, PEG was still opposed by every family carer and hospital 

professional for this circumstance. 

‘I guess sometimes medical teams, they’ll say they’ve got advanced 

dementia, they’re old and they feel that a nasogastric tube isn’t 

appropriate.  But you’re trying to show that before hospital… they were 

actually doing very well.  So a trial of a [nasogastric] tube may be worth 

helping them recover and optimise their nutrition’ (Therapy 

professional, PF17) 

Family carers wanted hospital professionals to explain what all treatment options 

and timelines were. Some family carers also wanted to be sure that they ‘thought 

of and tried every [appropriate] option available… [because if they] have failed, 

at least [they] tried’ (Current carer, C05). This included the discussions around, 

but not implementation of, inappropriate options like tube feeding and why they 

were not useful for people with severe dementia. Hospital professionals 

suggested that it was important to clarify with and reassure family carers about 

what had been done or considered, sometimes by reading through a 

documentation or record together. This was also to help hospital professionals to 

reflect and reassure themselves that they ‘are not just giving up on someone cos 

they’ve got dementia’ (Therapy professional, PF06). 

Hospital professionals thought it was important to set clear steps ahead and be 

honest about the treatment escalation plans, for example, what the family carers 

and clinical team should do if the nasogastric tube was blocked or displaced, or 

how many times it should be replaced, because once the team started a 

temporary ANH intervention, then it could be more difficult to withdraw it. Some 

families might also request the intervention again because it had been working 
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for the individual in the previous attempts, despite the apparent current 

deterioration.  

‘In hospital, it can happen. You give someone IV fluids and they perk 

up, the family are, “Brilliant, she’s great.” Then they refuse drinks and 

become dehydrated again. Then the family says, “But you've got to 

give them IV fluids because that made them better… I think the doctors 

might do it once, if it particularly difficult [situations] they might do it 

twice, but then they will say, “All right, well, this is ...” Then they’ll have 

the discussion about end-of-life’ (Therapy professional, PF13) 

Family carers also had some levels of acceptability about what could be done for 

their relatives. They might accept some minimally aggressive interventions for 

some time, for example, intravenous infusion and perhaps NG tubes. However, 

when it came to a point where it showed no benefits, caused great distress to the 

individual, or needed a change to more aggressive treatments, for example, from 

intravenous infusion to either NG tubes or PEG. They would rather ask to stop 

and discuss alternatives, for example, returning to oral eating and drinking.    

‘… because she was so severely dehydrated… So, we agreed for the 

IV drip to go in but then because she stopped eating then the doctors 

were discussing things like a feeding… [feeding tube] We decided not 

to proceed with that’ (Former carer, C11) 

Some hospital professionals reported that they saw ‘[some families] almost like 

trying to open [the individuals’] mouths quite forcefully’ (Therapy professional, 

PF12) in the hospitals. However, every family carer and hospital professional in 

my study said they would not force the individual with dementia to eat or drink 

because it could be ‘a bit infantilising, turning [them] into a child’ (Former carer, 
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C08). Refusal to eat and drink could be seen as a point where the individual with 

dementia ‘don’t want to live [and ask someone to] help [them] die,’ but the 

participants acknowledged that ‘[they] can’t [do it because] there is no euthanasia 

for dementia and [they] just have to wait for the time’ (Former carer, C08). 

However, they would respect the individual’s wishes and support other ways to 

provide the individual’s best quality of life and dignity throughout the time. 

‘There’s a distinction, isn't there? Between not being able to eat and 

drink, and refusing to eat and drink, by whatever means. So, if my mum 

was to say “I don’t want to eat, I don’t want to drink, I’m done”, I’d find 

it quite hard not to respect that’ (Former carer, C05) 

Discharge planning and post-discharge support 

o Information and plans about future eating and drinking 

problems 

Before hospital discharge, most family carers wanted to know more about how 

eating and drinking problems could progress and how to manage the problems 

at home. However, some hospital admissions were short, and many family carers 

did not receive enough information about eating and drinking, especially during 

the COVID-19 pandemic. 

‘But these were special circumstances… COVID was coming in… 

Understandably, they wanted them to leave the hospital, but I did feel 

like it was like ‘quick, quick, quick, come on, hurry up, hurry up’. So, 

the emphasis was wholly on how to keep your mother mobile after the 

operation, rather than eating and drinking’ (Current carer, C06) 
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Most hospital professionals would send a discharge summary to the individual’s 

GP and explain eating and drinking problems and care plan at home (or care 

home) to family carers and care home managers. However, some family carers 

and hospital professionals reported a problem with sharing the information when 

an individual with dementia was discharged over the weekends because 

specialist consultants or allied health professionals had no chance to speak to 

family carers and pass more information. Some information from allied health 

professionals was sometimes not included in the discharge summary.  

‘That’s a really big thing because often our recommendations in 

hospital, the doctors don’t always put it on the discharge summary for 

the patient. We’re not there at the weekend, so if a patient gets 

discharged at the weekend and it comes to Monday and we realise the 

patient has gone home, it can happen sometimes that information 

doesn’t get handed over as promptly as it should be’ (Therapy 

professional, PF02) 

If someone should eat and drink with risk feeding, many hospital professionals 

would try to ‘have an advance care plan to avoid future [unnecessary] admissions’ 

(Therapy professional, PF02) because people could be ‘panicking of the patient 

being coughing [or] choking’ and try to ‘send [them] in and out of the hospital’ 

(Therapy professional, PF12). Otherwise, at least the care plan could prevent the 

individual from being put into nil-by-mouth protocol unnecessarily in the following 

admissions. However, it was common that they ‘could not get the advance care 

plan in place quickly enough’ (Therapy professional, PF02), and then the 

individual came straight back into hospital with the same eating and drinking 

problems. 
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o Hospital team as a co-ordinator of post-discharge support and 

care package 

During hospital admission, many professionals were keen not only to involve 

family carers in decision-making but also to include them in eating and drinking 

assessment and interventions. This offered family carers a chance to learn 

strategies to help to eat and drink at home, and ‘that’s also a nice opportunity [for 

the professionals] to answer any questions’ (Therapy professional, PF14) about 

the care. 

Hospital professionals would signpost or link with the community team who 

provide eating and drinking support to the individual with dementia and their 

family, but only when there was the need for it. However, community services 

might not always be available for people with dementia because of limited 

resources.  

‘Our dietitian can speak to the community dietetic service if need be, 

but to be fair, strokes and the other people with neurological diseases 

itself take on so much of their time that dementia comes way at the 

bottom’ (Physician, PF07) 

Many family carers appreciated that the hospital team helped organise 

community services to assess and follow up dementia care, including for eating 

and drinking problems, for example, speech and language therapists and a 

palliative care team. Some family carers reported that community support was 

sometimes withdrawn later because their relative could return to their baseline 

eating and drinking at home (or care home). They thought that it was because of 

hospital food and environment and acute illnesses, which were all just temporary. 
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This could lead to misjudgement about the individual’s overall dementia 

progression, including the identification of end-of-life of an individual with 

dementia which was even more difficult in acute hospital settings.  

‘I got her back into her environment and routine, it took me four weeks 

to get it all going. She was fine. She was stronger than ever and in fact 

within six weeks, palliative care withdrew. They were coming fulltime 

to check on her, to prepare, and they could see that she was not end-

of-life’ (Former carer, C04) 

Many family carers mentioned the importance of support for other symptoms, for 

example, behavioural and psychological symptoms, which can impact the 

individual’s eating and drinking. In fact, some hospital professionals would 

discuss this with the multidisciplinary team and organise a holistic care plan as ‘a 

care package’ to be sure that the individual and family could live well with 

dementia after the hospital discharge. It sometimes included the end-of-life care 

plan about where and how the individual with severe dementia might wish to die 

and be cared for.  

5.6 Discussion 

To my knowledge, this is the first study that has examined conversations and 

discussions between family carers and professionals about nutrition and 

hydration decisions for people with severe dementia in acute hospitals. This study 

also investigated the challenges and opportunities to engage people with the 

conversations and improve the experiences of both family carers and hospital 

professionals. From the systematic review in Chapter 2, previous studies in 

hospital settings have explored decision-making in terms of decisional factors, 
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ethical dilemmas, decision outcomes, and overall experiences. Most studies only 

involved healthcare professionals, especially in nursing homes and with a nursing 

background (Barrado-Martin et al., 2021a, Turner et al., 2017). 

I found that most participants discussed and framed the decision-making 

processes about eating and drinking for people with severe dementia in the light 

of conversations and communication. It was not about the moment in time in 

which the decisions were made, but rather it was about the communication and 

the whole process to reach the decisions. In acute hospitals, there was 

inadequate communication about nutrition and hydration, which can be the result 

of inflexible and busy hospital routines, and limited staff (Rosvik and Rokstad, 

2020). This would cause poor decision-making processes about nutrition and 

hydration care for the individual with dementia. This study highlights these needs 

and suggests possible solutions to improve communication between family 

carers and hospital professionals, especially about nutrition and hydration care 

during acute hospital admissions of people with severe dementia.  

5.6.1 Conversations and decision-making about nutrition and hydration 

for people with severe dementia in acute hospitals  

Due to dementia progression and acute deteriorating illnesses, the decisional 

capacity of an individual with severe dementia can worsen during their hospital 

admission, and this will require family carers and hospital professionals to support 

and make decisions about managing nutrition and hydration. From this study, 

although most family carers and hospital professionals reported that they did not 

routinely use ANH for people with severe dementia, conversations about nutrition 

and hydration to reach the decisions were still emotionally draining.  
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Conversations were often insufficient and lacked support in the acute hospitals. 

This is in line with previous studies reporting poor communication about  

decisions for personal care in acute hospitals (Fogg et al., 2018, Kelley et al., 

2019) and improved communication leading to greater satisfaction with the 

decision-making process (Geddis-Regan et al., 2021). Therefore, improvements 

in decision-making about nutrition and hydration should focus on engaging 

people with the conversations and supporting the whole process, rather than just 

explaining evidence-based information.  

When should we start talking about eating and drinking in the (busy) hospital?  

Family carers often wanted thorough information and honest discussions about 

their relative’s condition and treatment options. However, they did not want to 

interrupt busy hospital routines and therefore waited for hospital professionals to 

start the conversations. However, in acute hospitals, conversations about the 

family carer’s involvement were often absent or reactive due to the lack of agreed 

and inconsistent approach to the conversations, even across wards in the same 

hospital. This is in line the previous studies (Kelley et al., 2019).  

Hospital professionals might perceive that the conversations would be time-

consuming and prevented them from completing their scheduled tasks (Dewing 

and Dijk, 2016, Featherstone and Northcott, 2020). They might need to focus on 

acute life-threatening conditions and be pressured by tight bed occupancy, 

resulting in hurried decision-making about fundamental care, including eating and 

drinking (Donnelly et al., 2021, Fogg et al., 2018, Turner et al., 2017).  
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From this study, some professionals had less confidence in starting 

conversations about eating and drinking unless they had a complete picture of 

the individuals. However, this could put families through a long, difficult waiting 

time to speak to hospital professionals and make sense of the whole situation 

about their relative. Previous studies have shown that such delays could make 

families feel suspicious, seek out evidence of poor care and conflict with hospital 

professionals (Dewing and Dijk, 2016).   

Timely and ongoing conversations between families and hospital professionals 

can be a more suitable approach to the conversations about eating and drinking 

in acute hospitals, rather than one conversation which is considered to be 

complete. Open and sensitive communication about uncertainties at a difficult 

time can reassure the individual and families (Harwood, 2014, Medendorp et al., 

2021). This communication may be early, and relatively short and informal. It 

would also gradually build trust and relationships between individuals, family, and 

hospital professionals, which was found to be important in this study. Early 

discussions might also prevent delayed or extended care planning discussions 

and reduce the length of hospital admission for people with dementia (Kelley et 

al., 2021).   

Assumptions about the individual’s ability impacting the person-centred care  

From the family carers’ perspective, hospital professionals often assumed the 

individual’s limited ability to eat and drink and chose a perceived quick solution 

for eating and drinking, for example, spoon-feeding and ANH. This would 

undermine the individual’s independence if otherwise they could eat and drink by 

themselves with only some support. This may reduce the individual’s functions 
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and cause them to be discharged from a hospital in a worse state than before the 

admission, which is typical (Dening et al., 2012).  

It is also common that people with dementia are left unsupervised during 

mealtimes or offered food that they cannot chew, swallow or cut up (Keuning-

Plantinga et al., 2021, Lawrence et al., 2011). Considering person-centred care, 

every individual and family will have unique needs and expectations (Brooker and 

Kitwood, 2019), which would be challenging for hospital professionals to learn 

about each individual and family. Good communication and relationships might 

help reconcile the care plan with the needs and expectations of the people 

involved (Fogg et al., 2018).  

Multidisciplinary team approach to the conversations and decision-making 

Eating and drinking decisions often required a multidisciplinary team approach to 

gathering information about individuals’ overall dementia progression and 

existing eating and drinking, which seemed to be very important for participants 

in this study to make the decisions. However, it might have required family carers 

to act as an information coordinator and caused them distress following repeated 

discussions with different multidisciplinary professionals. It was important that the 

multidisciplinary team worked jointly, and professionals shared their knowledge 

about the individual and family to other team members (Kelley et al., 2021, Turner 

et al., 2017), perhaps using notes and regular informal meetings. This may 

reduce fears among hospital professionals about laborious conversations and 

competing with other tasks to avoid unnecessary burden upon families to repeat 

information.  
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However, consistent with this study, hospital professionals within different 

disciplines and levels of experience can have different attitudes and willingness 

to seek information from the individuals and families and share the information 

with the team (Donnelly et al., 2021, Fogg et al., 2018, Kelley et al., 2021). 

Hospital professionals could gain more positive attitudes from an educational 

program about the importance and benefits of the multidisciplinary team 

approach.   

Involving people with severe dementia in the decision-making  

The Mental Capacity Act assumes someone has capacity unless proven 

otherwise (Department of Health, 2005). Nonetheless, it can be difficult for people 

with severe dementia to fully participate in conversations and decision-making, 

especially when they are acutely unwell and surrounded by a busy and unfamiliar 

hospital environment. Chapter 4 highlights that individuals might not always want 

to participate in shared decision-making, consistent with previous studies in wider 

patient populations (Chewning et al., 2012). However, the individual with 

dementia could make their views known but in different ways, for example, saying 

or doing something that meant that they did not want to eat at the time. In this 

Chapter, most hospital professionals would observe and talk to the individual with 

dementia before going to their family carers to respect the individual’s wishes and 

promote person-centred care.  

Like this study, family carers can help communicate with the individual with 

dementia, and their knowledge about the individual’s baseline, wishes, and 

preferences about eating and drinking can guide care plans in acute hospitals 

(Donnelly et al., 2021, Kelley et al., 2019). However, it was not uncommon in 
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acute hospitals that professionals overrode the individual’s wishes and 

preferences and referred to the family carer’s opinions (Kelley et al., 2021, Rosvik 

and Rokstad, 2020). Dysfunctional family dynamics between an individual with 

dementia and family members can further prevent the involvement of the 

individual and disrupt hospital care processes (Kelley et al., 2019).    

Approaches to support conversations and enhance shared decision-making  

It needs to be clear from the outset among all of the people involved that many 

decisions about nutrition and hydration for the individuals who lack capacity are 

medical decisions and require a best-interests approach under the UK's Mental 

Capacity Act (Harwood, 2014). This may result in the use of risk feeding and 

decisions to withhold or withdraw burdensome interventions, including ANH, 

especially at the end-of-life. Some families may find this difficult due to cultural 

beliefs or emotional unpreparedness (Barrado-Martin et al., 2021b), which can 

be overlooked during the discussions (Courtright et al., 2020). Possible 

approaches identified throughout this study for the conversations and decision-

making about eating and drinking for people with severe dementia in acute 

hospitals are listed in Table 5-3. 
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Table 5-3 Possible approaches to the conversations and decision-making about 
nutrition and hydration in acute hospitals 

• Observe or speak to the individual with dementia first 

• Identify the appropriate family member and hospital professional 

• Early and ongoing discussions 

• Multidisciplinary team involvement  

• Discuss overall dementia progression and goals of care 

• Review current treatments 

• Build dialogues on words and understanding of people with dementia 

and family carers 

• Validation and empathic reassurance   

• Honest discussions but be aware of varying levels of readiness  

• Sensitive to emotions and values  

• Set clear steps ahead (consider treatment escalation plans) 

• Documentation and information sharing 

• Expression of commitment to continuing care 

 

From this study, families can be supported by a review of current treatments in 

hospital and care provided by the families at home. Open discussion, and 

empathetic reassurance that all appropriate treatments have been considered 

and that the individual would no longer benefit from unnecessarily aggressive 

treatments would help the conversations and decision-making. Both families and 

hospital professionals may also feel satisfied with the care they have provided 

and relieved from the reluctance of not doing enough for the individual with 

dementia, which was found to be common in other studies (Barrado-Martin et al., 

2021a).  
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5.6.2 Nutrition and hydration support for people with severe dementia in 

acute hospitals 

In acute hospitals, family carers and hospital professionals are often uncertain 

about causes, progression, and treatments for eating and drinking problems in 

people with severe dementia. It is recommended to not assume that all eating 

and drinking problems are purely from dementia progression until other causes 

are appropriately investigated and treated (Harwood, 2014). However, due to 

unclear protocols, people with severe dementia may be offered a regular diet and 

thin fluid or unnecessarily left with nil-by-mouth during the wait for further 

investigation or specialist consultation (Hansjee, 2018, Harwood, 2014, Soar et 

al., 2021), which is also reported by participants in this study. This can 

compromise individuals’ safety and comfort. Relevant trusts and organisations 

should produce an agreed risk protocol and provide training to frontline 

professionals about how to provide early support to individuals with eating and 

drinking difficulties.    

Support to encourage oral eating and drinking  

Consistent with previous studies (Harwood, 2014, Wilson and Dewing, 2020, 

Barrado-Martin et al., 2021b), comfort or risk feeding, enhanced social 

interaction, and personalised adjustment to food and drink, utensils, and 

environment were acceptable and commonly used as first choices by hospital 

professionals and family carers. Flexible mealtimes to meet individuals’ usual 

routine was considered helpful in hospitals but may be challenging in practice 

due to rigid and busy hospital routines (Featherstone and Northcott, 2020).  



  

221 
 

Many participants recognised that eating and drinking for people with dementia 

would take time because they might keep refusing food and drink, which could 

create negative attitudes towards people with dementia as being a nuisance to 

hospital routine care (Dewing and Dijk, 2016, Turner et al., 2017). If the individual 

repeatedly refuses to eat and drink, some communication techniques seem to be 

useful, for example, highly entitled encouragement accompanied by referring to 

the individual’s option of refusal (O'Brien et al., 2020). 

Use of artificial nutrition and hydration  

In this study, family carers and hospital professionals would consider using ANH 

for individuals who were acutely unwell and unable to eat and drink orally but 

potentially recovered by optimal nutrition and hydration. However, for people with 

underlying severe dementia, family carers and hospital professionals would 

consider the overall prognosis and the individual’s best interests. They perceived 

each mode of ANH has different degrees of aggressiveness, and this reflected 

their preferences about ANH for people with severe dementia.  

An intravenous infusion was considered somewhat aggressive but commonly and 

unavoidably used in acute hospitals for temporary rapid rehydration and provision 

of medical treatments. Some mentioned subcutaneous infusion to be used for 

palliation but limited to only settings with well-trained staff. NG tube was more 

intrusive and spared for people with abrupt and potentially reversible changes in 

their ability to eat and drink. Intravenous infusion and NG tube were temporary 

measures, and people involved should have discussed and agreed upon the 

timelines and monitoring processes.  
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Family carers and hospital professionals considered PEG as far more aggressive 

and would not consider it as an alternative for people with severe dementia. 

Because it was deemed for long-term use, and that would not be in line with the 

individuals’ best interests and goals of care. This is consistent with current 

evidence in severe dementia showing that tube feeding does not prolong an 

individual’s life, prevent aspiration, lead to better nutritional parameters, nor 

improve quality of life. It can also increase the risks of pressure ulcers (Davies et 

al., 2021b). 

Post-discharge support to eating and drinking problems 

Although eating and drinking problems could be temporary, resulting from acute 

illness and an unfamiliar hospital environment, and many individuals resumed 

their baseline ability to eat and drink when they returned home, most families still 

wanted more information about possible progression and support that they can 

do at home. Nonetheless, in line with this study, many families receive inadequate 

information, and their needs and preferences are not considered in the discharge 

process (Dewing and Dijk, 2016, Fogg et al., 2018, Kelley et al., 2021). The 

discharge process can also be poorly documented, disjointed among 

multidisciplinary professionals and rushed to meet the discharge planning 

pressures (Stockwell-Smith et al., 2018).  

During COVID-19, some family carers in this study found the process was rushed 

and confusing and led them to figure it out by themselves afterwards. Some 

hospital professionals wanted to personalise the discharge process, for example, 

coordinating care packages and providing information about eating and drinking 

to specific individuals and families who were in need. However, care for eating 
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and drinking could be assumed to be known by families or given lower priority 

compared to care for other medical problems. Unavailable community services 

may also have discouraged hospital professionals to readily link up individuals 

and families with the services (Donnelly et al., 2021, Leung and Todd, 2010, 

Stockwell-Smith et al., 2018).  

Conversations and decisions that have been made during an admission should 

be recorded and passed on. Clear communication among hospital professionals 

and families will ensure that individuals receive appropriate care at home and that 

families have the correct information. The optimal discharge process can prevent 

avoidable readmissions (Fogg et al., 2018, Kelley et al., 2021), especially for 

people receiving a palliative approach to their care. For example, discharge care 

plans with agreed risk-feeding decisions will prevent individuals from 

unnecessarily being put into nil-by-mouth protocols when readmission is 

required. 

Palliative care approach to eating and drinking problems in acute hospitals 

Although early palliative care involvement is recommended for people with 

dementia, there is no consensus about when this should be (Courtright et al., 

2020, van der Steen et al., 2014, Browne et al., 2021). Poor nutrition and 

dehydration are strong predictors of mortality in hospitalised people with 

dementia (Bradshaw et al., 2013, Thomas et al., 2013, Sampson et al., 2013). 

However, in practice, eating and drinking problems may not be the main reason 

for palliative care consultation but rather overall dementia progression and 

prognosis, which can be difficult to predict. Many hospital professionals feel 

reluctant to involve the palliative care team and rely on the family’s readiness. 
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This is particularly the case with generalists (Courtright et al., 2020), and may 

have led to some dying individuals to be overtreated (Fogg et al., 2018).  

In contrast, most hospital professionals in this study valued and wanted palliative 

care involvement when discussing eating and drinking in people with severe 

dementia. This was because palliative teams were seen to be specialists who 

understood that eating and drinking difficulties could be a sign of marked 

deterioration and the end-of-life. Many professionals would palliate the dying 

process and consider it as part of natural progression of dementia. They avoided 

over-medicalising end-of-life care by giving unnecessary medical treatments, 

which may still be common in general (Johnson et al., 2017). Although most 

family carers also accepted palliative care involvement, difficulties introducing 

palliative care to families were acknowledged by some hospital professionals.  

Honest conversations with emotional engagement may help create realistic 

expectations for families and make them open to palliative care involvement. 

They should be provided with clear goals of care and plan to support eating and 

drinking at the end-of-life, for example, risk feeding, mouth care and positioning 

(Barrado-Martin et al., 2021b). Expression of a commitment to continuing care 

and regular communication could also restore the hope of all people involved and 

prevent guilty feelings towards the death of the individual with dementia 

(Courtright et al., 2020, Medendorp et al., 2021).    
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5.6.3 Strengths and limitations 

This is the first qualitative interview study that focuses on conversations between 

families and hospital professionals about eating and drinking decisions for people 

with severe dementia during hospital admissions. The study involved both family 

carers and hospital professionals with a variety of backgrounds, enhancing the 

richness of data and providing the creditability of the study. 

My supervisors and I have a background in old age and consultation-liaison 

psychiatry, gerontology, psychology, and qualitative research in dementia and 

palliative care. We regularly discussed the research process and findings with 

feedback from a PPI member to ensure their relevance and application to clinical 

practice. Codes and themes were developed and refined using an iterative team 

approach to enhance its rigour (Mays and Pope, 1995b, Barbour, 2001). 

An in-depth understanding about the conversation and decision-making process 

that is grounded in the participants’ own words was gained from the semi-

structured interviews. Using the interview method, I built up trust and spent time 

with participants and engaged in discussion. This allowed them to express their 

views, and I could probe for opposing or deviant views. Additional qualitative 

methods, including direct observations, might provide some further insights and 

alternative perspectives to naturally occurring conversations in the real world. 

However, during the study design stage, I anticipated that conversations about 

eating and drinking in acute hospitals would be unpredictable and highly 

emotional, and this would make it difficult to logistically manage the consent 

process.  
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Most participants in this study were people who had thought carefully about the 

quality of life of people with severe dementia and wanted to continue oral eating 

and drinking and avoid tube feeding for the individuals. Family carer participants 

in this study might have had negative experiences in hospitals, especially about 

care for eating and drinking, i.e., inclusion of extreme cases. Most family carer 

participants were bereaved carers (8 of 12 family carers), despite my attempt to 

include more current family carers. Many hospital professionals were also 

involved in new initiatives in their hospitals and worked as academics. They might 

hold recent evidence and be aware of negative outcomes of ANH. Therefore, 

participants in this study might have different experiences and perspectives to 

other family carers and hospital professionals. 

Despite considerable efforts, I was unable to recruit healthcare assistants who 

are key people in the practical support with eating and drinking in people with 

severe dementia. They might perceive that they were not involved in the decision-

making or conversations with families about eating and drinking problems and so 

did not respond to my invitations. However, I sought experiences and views about 

healthcare assistants’ roles and contributions from other hospital professionals.  

5.6.4 Implications for policy and clinical practice 

Public awareness about the life-limiting nature of dementia, especially regarding 

eating and drinking deterioration in people with severe dementia, should be 

promoted. In the UK National Dementia Strategy, the association between poor 

hospital care and malnutrition and dehydration for people with dementia has been 

highlighted, and it encourages improvements in the quality of care for people with 

dementia in hospitals (Department of Health, 2009). Early career/junior and 
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generalist professionals could benefit from additional support and training 

regarding the multidisciplinary team approach to eating and drinking 

management.  

People with dementia and family carers would have more positive experiences 

with hospital care if there was a system or tool to support regular compassionate 

communication between the people involved. Conversation needs clear 

guidelines and protocols to bridge the gaps within hospital care for eating and 

drinking and, for example, transitions of care from (and to) home or care home 

and during specialist consultations. Although it has been long demanded, 

adequate time and staff resources, as well as positive ward culture about 

dementia care, would still need to improve to meet personalised care for people 

with severe dementia, including for eating and drinking problems.      

5.6.5 Implications for future research 

Future studies may focus on ongoing conversations and decision-making when 

the individuals’ conditions and prognosis change frequently over the course of 

hospital admissions. It may be interesting to see how all of the people involved 

apply their decisions about eating and drinking to guide other dementia care 

decisions and, if necessary, the care during the following hospital readmissions. 

The effects of honest communication and reassurance rather than the attempts 

of every eating and drinking intervention to try and change care outcomes may 

be of interest and could guide clinical practice.  

 



  

228 
 

Studies exploring real-time, natural conversations are worth pursuing, despite 

practical difficulties. Interventional studies that help support conversations and 

decision-making are much needed. Most importantly, future research about 

eating and drinking for people with severe dementia in acute hospitals should 

take cultural and personal differences into account to address the person-centred 

care approach.   

5.7 Conclusions 

In acute hospitals, family carers and hospital professionals might have disjointed 

communications and conversations about nutrition and hydration for people with 

severe dementia. This may not directly lead to poor final decisions such as the 

use of tube feeding since people might have some understanding and negative 

attitudes about tube feeding. However, the fragmented processes and difficult 

conversations create negative experiences for all people involved. Delayed and 

confusing communications put people with dementia at risk of suboptimal care 

which can frustrate families.  

Hospital professionals feel unprepared to manage these conversations and find 

it challenging to work across the multidisciplinary team. The discharge process 

can be improved by addressing both the individual’s and the family carer’s needs. 

There needs to be a clear and agreed protocol about nutrition and hydration 

management in every acute hospital. Timely, honest, and engaging 

conversations would help support those involved throughout the whole decision-

making process. 
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In this Chapter (WS3), I explored the difficulties about conversations and 

decision-making for nutrition and hydration for people with severe dementia in 

acute hospitals. I also identified possible solutions to approach such 

conversations and decision-making. The findings in this workstream informed the 

areas of discussion and case scenarios used in co-design workshops in the 

following WS4. The findings also informed the content and structure of the 

decision guide. In the next chapter, I report my final workstream, the WS4, which 

will lead to the final and practical output of my PhD – the co-designed decision 

guide.   
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Chapter 6 Decision guide on eating and drinking for people 

with severe dementia: co-design process with family carers 

and hospital staff 

6.1 Introduction 

In this PhD, I developed a co-designed decision guide about eating and drinking 

for people with severe dementia in acute hospitals. The guide was designed with 

the intention of supporting conversations and decision-making between all people 

involved, especially family carers and hospital professionals. When I released the 

finalised decision guide to the public (see Appendix 16), it received huge attention 

from health and social care professionals and relevant organisations. It was 

perceived to be useful by family carers and healthcare professionals alike. 

This Chapter covers my co-design workshop study, which is the last part of my 

PhD project and aimed to create the decision guide. Using a matrix approach, I 

synthesised all the data from the earlier studies as part of the development of the 

decision guide. I describe the findings from co-design workshops and the 

development process of the decision guide. Several versions of a prototype of 

the decision guide are included in Appendix 15 and the final decision guide is in 

Appendix 16. 
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6.2 Research aims and objectives  

This co-design study aimed to develop a decision guide about nutrition and 

hydration for people with severe dementia in acute hospitals. The decision guide 

was expected to be used by family carers and hospital professionals. The specific 

research objectives were:  

1. Synthesise data from all workstreams (W1-4), using a matrix 

2. Understand what the key problems and possible solutions are around 

eating and drinking decisions for people with severe dementia in acute 

hospitals  

3. Identify focus and aims of the decision guide 

4. Map the key problems and possible solutions identified from the synthesis 

into the decision guide 

5. Identify suitable format, content, and dissemination of the decision guide 

6.3 Design 

In WS4, I led four co-design workshops with family carers and hospital 

professionals separately over five months. My PhD colleague co-facilitated all the 

workshops. Research advisory team meetings were held with my supervisors, a 

PPI member, experts in the field, and the workshop co-facilitator. A prototype or 

draft of the decision guide (henceforth prototype) was developed and based on 

the findings from all workstreams using a matrix to synthesise the data. Several 

versions of the prototype were discussed and iteratively refined through the co-

design workshops and research advisory team meetings (see Appendix 15). I 

conducted user testing to get final feedback and finalise the decision guide. A 
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professional designer helped transform the prototype into a final version of 

decision guide (see Appendix 16). 

6.3.1 Population and participants 

Family carers and hospital professionals were screened using the same eligibility 

criteria in WS3 (see Chapter 5, Section 5.4.1) 

6.3.2 Participant recruitment and consent process 

I used the same recruitment and consent process similar to WS3 (see Chapter 5, 

Section 5.4.2). 

6.3.3 Research advisory team 

Throughout WS4, I led three research advisory team meetings which were 

supported by the research advisory team for the interpretation of discussions from 

the co-design workshops and feedback on the prototype. The team consisted of 

my supervisors, a PPI member, experts in the field (social care researcher and 

speech and language therapist), and a workshop co-facilitator (see Section 

3.7.2). The PPI member in my study was a former carer and was invited from an 

existing PPI panel of the Nutri-Dem study (see Section 3.9). Experts in this 

research advisory team were invited from my network and had expertise in care 

practice and ageing, including dementia and palliative care, and the breakdown 

in swallowing, including rehabilitation approaches for impaired swallowing. My 

workshop co-facilitator was my PhD colleague in the same department who was 

a linguist and had interests in conversation analysis. 
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6.3.4 Data collection methods 

For the co-design process, I used data from a systematic review (WS1), 

interviews studies (WS2-3), and workshop study (WS4). In this section, I will 

focus on data collection methods of WS4 but explain how I used data from the 

earlier workstreams within the WS4.  

6.3.4.1 Contributions from the earlier workstreams  

The systematic review (WS1) informed the structure of case scenarios used in 

the discussions in WS4 co-design workshops. The findings from interviews with 

people with mild dementia, family carers and hospital professionals (WS2-3) were 

fed into the co-design process in WS4, in terms of identifying problems and 

needs, providing feedback and solutions, and generating ideas (Goeman et al., 

2017, Wang et al., 2019, Bate and Robert, 2006). I asked both interview and 

workshop participants to give suggestions to help design my guide. I did not have 

a chance to ask people with mild dementia in WS2 about the development of my 

decision guide because it was a secondary analysis. However, in WS3-4, I 

constantly used and referred to the perspectives and needs of people with mild 

dementia in WS2 to get further feedback from family carers and hospital 

professionals in the interviews and workshops.          

6.3.4.2 Co-design workshops with family carers and hospital professionals 

The flowchart of co-design workshop activities in WS4 is shown in Figure 6-1.  
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Figure 6-1 The flowchart shows all co-design activities in the WS4 
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Timetable and number of participants of co-design workshops and research 

advisory team meetings are displayed in Table 6-1.  

Table 6-1 Timelines and number of participants of workshops and research 
advisory team meetings 

Workshops or Meetings Date No. of participants 

Family workshop (round 1) 24/05/21 8 

Professional workshop (round 1) 17/06/21 6 

Advisory team meeting (round 1) 28/06/21 7 

Family workshop (round 2) 05/07/21 6 

Professional workshop (round 2) 05/08/21 8 

Advisory team meeting (round 2) 18/08/21 7 

User testing (email) 24/8-14/9 26 

Advisory team (round 3) 30/09/21 7 

  

From May to September 2021, I ran two co-design workshops with family carers, 

two co-design workshops with hospital professionals, and three research 

advisory team meetings. A user testing session was conducted as part of the co-

design process. The specific steps and activities of the co-design process are 

described as follow.  
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Pre-workshop preparation 

I posted printed materials to every participant in advance and asked them to bring 

the materials on the day of workshops (see Appendix 7: Examples of online 

workboard and hand-outs). I explained that they can record any ideas on the 

papers during or after the workshops. This enhanced physical engagement and 

aided those having difficulties with technologies or less confident in speaking 

during the workshops. The participants were also able to understand the nature 

and expectations of my workshop activities and prepare some ideas to share, 

which is important in public engagement in research (Farr et al., 2020). 

Co-design workshop procedures  

All co-design workshops lasted approximately 1.5 hours. In face-to-face 

sessions, workshop activities would use physical materials, for example, 

whiteboards, flipcharts, and printed papers to help participants visualise their 

ideas, link with others’ ideas, and prototype new solutions. Due to the COVID-19 

pandemic, I had to move all activities to online via Zoom software. Online co-

design workshops can use many technologies for this, especially online 

interactive boards. I used Google Jamboard to help facilitate and visualise 

discussion during my workshops.  

However, I expected that there could be people who were not familiar with these 

technologies, and the use of technologies may hinder their full engagement or 

make them feel uncomfortable. I therefore helped type their discussion in the 

board and ask them to discuss freely during the workshops. If participants wanted 

to express any ideas in writing, they could do so in the chat box function in Zoom’s 

software.  
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Before the workshop activities started, I introduced workshop agreements mainly 

to keep participants’ confidentiality and to generate mutual respect. I emphasised 

some basic principles of a co-design process and encouraged participants to 

express their ideas, listen to other people, and ask questions whenever they 

would like (see Appendix 7: Examples of online workboard and hand-outs). I also 

navigated other methods of communication in the online software, for example, 

the use of the ‘Raise Hand’ and chat box functions to create a ‘safe’ and ‘brave’ 

space for the participants to share their experiences and ideas, and express 

disagreement (Mulvale et al., 2021). 

Focus of discussions: First round of co-design workshops 

During the first workshops, I introduced the study background, described the 

overall study aims, presented findings from my WS2 and WS3 interview study to 

the participants, and then ran workshop activities. For both family carer and 

hospital professional workshops, in the first rounds we initially identified the 

difficulties of having conversations and decision-making about eating and 

drinking for people with severe dementia during their hospital admissions. We 

later focused on and creatively thought about possible solutions to the problems.  

I then mapped the discussions in workshops and findings from my earlier 

workstreams into matrices (more information about the matrix approach available 

in the section 6.3.5 below) as well as consulted my research advisory team to 

develop a prototype of the guide (see Appendix 15).  
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Focus of discussions: Second round of co-design workshops 

In the second rounds, the discussions were focused on the decision guide 

development. I first recapped the previous discussions and presented the 

prototypes as shown in Figure 6-2 for some snapshots of the initial prototypes 

(see all pages of these versions in Appendix 15: Versions of a prototype of the 

decision guide).  
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Figure 6-2 Snapshots of the initial prototypes of the decision guide used in the second round of co-design workshops 
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A printed copy of the prototype was also sent to the participants in advance. This 

was to help the participants comment on the physical version and visibility of the 

prototype, for example, font size, icons, and colours. In the discussions, we 

reflected on the prototype and generated ideas to improve it. We also discussed 

and refined the aims of the decision guide. I then made a further iteration of the 

prototype (see Appendix 15).  

Post-workshop involvement  

After each workshop, I created an electronic copy of the online discussion board 

and shared this with participants. I encouraged participants to send me their 

additional thoughts on the workshop discussion and suggestions for the 

workshop process. Using a prepaid envelope, they could send me back the 

printed workshop materials with their notes and edits. I did not audio-record 

workshops but made detailed notes with the help of my co-facilitator. I then made 

a report for research advisory team meetings. There was no formal analysis to 

the notes, but I scrutinised, summarised, and aggregated the data into the 

matrices (see Section 6.3.5 and Appendix 18). 

6.3.4.3 User testing 

From August 24th to September 14th, 2021, I conducted user testing by sending 

a nearly finalised prototype shown in Figure 6-3 (see more readable version in 

Appendix 15) together with a feedback form (see Appendix 17) to 40 people. The 

feedback form was adapted from a user manual for assessing acceptability of a 

decision guide for osteoporosis treatments, which is proposed by O'Connor and 

Cranney (2002) and freely available to use. The invited participants in user testing 
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were participants in my interview and workshop studies and people who had 

expressed their interest but could not join the workshops.  

 

Figure 6-3 Snapshots of the nearly finalised prototype for user testing 

 

The feedback form for user testing asked the participants to rate the content of 

each section and comment on the amount of information, and length of the 

prototype. I sought the perceived usability of the prototype, i.e., whether they 

perceived the prototype would help starting conversations and making decisions. 

The form also provided spaces for free text comments.  

I offered the participants the option of giving only qualitative feedback if preferred, 

either via emails, online meetings, or telephone calls. Some participants chose to 

have an informal one-to-one meeting with me, which were not audio-recorded but 
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were noted by me. Some participants preferred to send their free text comments 

via email. Descriptive analysis was used to present the quantitative data, for 

example, frequency, proportion, and percentage. Again, there was no formal 

analysis to free text comments, but I included them in the matrices (see Section 

6.3.5 below and Appendix 18). 

6.3.5 Data synthesis using matrix approach 

To develop the decision guide, I used a matrix to collate all findings from every 

workstream. The matrix was initially structured using a decision-making model 

developed in WS1 – systematic review to create the headings for rows. It helped 

prioritise problems of and identify possible solutions to conversations and 

decision-making about eating and drinking problems in acute hospital settings. It 

also informed content, format, and mode of delivery of the guide.   

Data from every workstream were iteratively populated throughout the 

development process in WS4, and I subsequently modified key components of 

the matrix to enhance its clarity and thoroughness. Table 6-2 shows the key 

components of the matrix and indicates if data from the individual workstream 

available for each component. A copy of the populated matrix is available in 

Appendix 18. Throughout the processes, I also used the minimum criteria of the 

International Patient Decision Aid Standards (IPDASi) version 4.0 framework to 

inform the necessary components of my decision guide (Joseph-Williams et al., 

2014) (see Appendix 19: IPDASi v4.0 checklists for the decision guide in this 

PhD).      
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Table 6-2 Matrix table for synthetising and developing a decision guide 

Key components 

WS1 

Systematic 

review 

WS2 PLWD 

interviews 

WS3 Family 

interviews 

W3 

Professional 

interviews 

WS4 

Workshops 

and research 

advisory team 

meetings 

Common admitting conditions NA NA x x x 

Common eating/ drinking problems at home 

or care home 
x x x x x 

Common eating/ drinking problems in 

hospitals 
x NA x x x 

Identify the problems and decisions x x x x x 

Initiate discussion or conversation x x x x x 
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Exchange information: understanding disease 

and interventions 
x x x x x 

Exchange information: explaining disease 

and interventions 
x x x x x 

Acknowledge emotions of all involved x x x x x 

Clarify values to eating/ drinking problems 

and interventions 
x x x x x 

Clarify values in approaching the decisions x x x x x 

Consideration of feasibility  x x x x x 

Communicate preferred choices x x x x x 

Make a final decision and communicate the 

decision  
x x x x x 

Provide eating and drinking interventions x NA x x x 

Monitor and evaluate the support x x x x x 
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Renegotiate the discussion x x x x x 

Post-discharge education and support NA NA x x x 

Facilitators x NA x x x 

Barriers x NA x x x 

Decision guide – format  NA x x x 
See the last three 

rows below 

Decision guide – techniques NA NA NA NA 
See the last three 

rows below 

Signpost additional information NA NA NA NA x 

Other components x NA NA NA x 

Decision guide: WS4 workshops and research advisory team meetings 

Aims and expected outcomes  x 

Preferred format x 

Possible techniques to be used x 
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6.4 Results 

6.4.1 Participant characteristics  

Most family carers and professional workshop participants continued their 

participation from my WS3 interview study. Many participants joined both co-

design workshops for each group. Others could not join one of the sessions 

mainly because of their availability on the workshop days. However, some 

participants shared their comments on the workshop materials via email or had a 

one-to-one meeting later. The co-design workshop participant characteristics are 

shown in Table 6-3. 
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Table 6-3 Co-design workshop participant characteristics 

Participant characteristics 
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Participants from interview 

study (WS3) 
5 5 4 6 

Age (years)     

Mean 46.5 46.5 42.2 44.8 

Range  39-63 29-63 29-54 29-57 

Sex (Female: Male) 5:3 4:2 6:0 7:1 

Marital status     

Married or in a civil 

partnership 

5 3 4 8 

Single never married/in a 

civil partnership 

2 3 1 0 

Co-habiting with partner 1 0 0 0 

Divorced 0 0 1 0 

Ethnicity     

English/ Welsh/ Scottish/ 

Northern Irish/ British 

5 3 4 6 

Asian/ Asian British 1 0 2 2 

Black Caribbean/ Black 

British 

0 1 0 0 

Any other European White 2 2 0 0 
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Family carer participants     

Current caring situation     

Current carer 1 2 - - 

Bereaved or former carer 7 4 - - 

Relationship to the 

individual with dementia 
    

Child  7 6 - - 

Grandchild 1 0 - - 

Hospital professional 

participants 
    

Current occupation     

Physician - - 1 2 

Nurse - - 3 3 

Speech and language 

therapist 
- - 2 2 

Clinical psychologist - - 0 1 

Years of working with 

people with dementia 
    

Less than 1 year - - 0 0 

1 – 5 years - - 2 2 

5 – 10 years - - 1 0 

More than 10 years - - 3 6 

 

In co-design workshops, all professional participants worked in NHS hospitals. 

Two of them also worked with community and care homes. Some professional 



   

249 
 

participants worked in academia, for example as researchers in palliative care, 

and ageing and dementia care. Physician participants were consultants in 

palliative medicine and general medicine. Nurse participants were specialised in 

nutrition and palliative care. 

For user testing, there were 26 participants who provided feedback and 

suggestions (response rate = 65%). Of 26 participants, 22 participants used the 

feedback form with spaces for free text comments. Four participants preferred to 

give only qualitative feedback; two used emails, one used an online individual 

meeting and one used a telephone call. I did not collect their demographic data, 

and so the data are not presented here.  

6.4.2 Key findings from workshops and research advisory team meetings 

From the co-design workshops and data synthesis using matrices, it seemed 

most participants were concerned about conversations or communication 

between family carers and hospital professionals rather than the decision-making 

per se. These conversations, however, would eventually impact decision-making 

process, final decisions, and care for the individual with severe dementia. 

Through the co-design process, the co-design groups and I amended the purpose 

of the decision guide to not only focus on the decision-making process but also 

the conversations and communication between family carers and hospital staff 

about eating and drinking problems of people with severe dementia in acute 

hospitals. 
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6.4.2.1 Co-design workshops with family carers and hospital professional 

In the co-design workshops, both family carers and hospital professionals viewed 

eating and drinking as a significant problem for an individual with severe dementia 

in acute hospitals and could cause a great distress to the individual during their 

hospital admissions. Conversations and decision-making about eating and 

drinking in acute hospitals seemed to be disjointed and created negative 

experiences for individuals with dementia and their families, and in turn for 

hospital professionals. 

o Common problems about conversation and decision-making for 

eating and drinking and possible solutions 

A voting exercise was used to identity and prioritise the problems and set some 

directions for group discussions about possible solutions. The list of potential 

problems about the conversation and decision-making was predetermined and 

informed by the findings of WS1-3. I presented the list of potential problems to 

the participants and asked them to choose the problems that they perceived as 

most important. Using Zoom’s voting function, they could choose multiple choices 

from the list, and their choices were anonymous.  

From Table 6-4, family carers identified ‘finding the right staff to talk to’ (7 of 8 

first workshop participants) as the most concerning issue, followed by difficulty 

‘adapting to hospital rules and routines’ (5/8) and ‘addressing personal and 

cultural beliefs’ (5/8).  
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Table 6-4 Family carers in the first round identified the most important points 
about conversations and decision-making for eating and drinking  

Potential problems  No. of participants (N=8)* 

Find the right staff 7 

Hospital rules and routine 5 

Personal and cultural beliefs 5 

Understanding of eating/ drinking 

problems 
3 

Available treatment options 3 

Emotional difficulties 2 

Initiate conversation 2 

Time pressure 2 

Disagreement between people 0 

*Participants could choose more than one option (multiple choices). 

 

In workshop discussions, family carers repeatedly mentioned difficulties in finding 

a constant point of contact and felt frustrated saying the same things to different 

professionals. It was important for family carers to know when and how they could 

discuss the care with a professional member. They suggested having a live 

document or signs over beds that people could always access and update 

information about eating and drinking in the hospitals. Family carers emphasised 

that empathy and mutual respect were important to help conversations run 

successfully. Therefore, hospital professionals should provide them sufficient 

time and be sensitive to their emotions and readiness for the discussion. This 

would then enhance the shared decision-making processes. 

From Table 6-5, hospital professionals equally identified ‘knowing the overall 

progression and prognosis of dementia’ and ‘explaining available treatment 
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options’ as the most important issues during the conversations and decision-

making (4 of 6 first workshop participants).  

Table 6-5 Hospital professionals in the first round identified the most important 
points about conversations and decision-making for eating and drinking 

Potential problems No. of participants (N=6)* 

Know overall dementia prognosis 4 

Explain treatment options 4 

Initiate conversation 3 

Hospital rules and routine 3 

Time pressure 3 

Disagreement between people 3 

Confusing and under-recognised roles 2 

Explain eating/drinking problems 2 

Personal and cultural beliefs 2 

Emotional difficulties 1 

*Participants could choose more than one option (multiple choices). 

 

Hospital professionals wanted to talk to a family member or carer who knew the 

individual with dementia best to understand the overall progression of dementia 

and know existing eating and drinking problems and needs. This would be in line 

with the person-centred care approach. They also suggested using food and 

bowel charts as objective evidence to identify eating and drinking problems in 

hospitals and initiate the conversations. The charts would help families to see 

eating and drinking changes and to build a more realistic understanding about 

the situation.  

It was important that family talked to a member of professional team who is 

familiar and confident enough to discuss common eating and drinking problems 
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of people with severe dementia. Otherwise, they risk creating unrealistic 

expectations and influencing the conversations that followed. Many wanted to 

inform families about some specific interventions provided in their hospitals, for 

example, finger foods, cultural menus, and protected mealtimes. Hospital 

professionals would also like to have electronic systems that they could update 

information they received and share it across wider health and social care 

providers.   

All participants emphasised the cultural and personal meaning of eating and 

drinking, which should form part of the conversation. Language and 

communication difficulties could prevent people explaining the situation or 

expressing their wishes. Hospital professionals wanted to emphasise to family 

that dementia was a terminal illness and to tune their understanding and 

expectation about eating and drinking, especially at the end-of-life, while family 

carers wanted to know what the signs of end-of-life in dementia were, especially 

in terms of eating and drinking difficulties.  

o Content, format, and mode of delivery of the decision guide 

Throughout WS4, several versions of the prototype were presented and 

discussed in the co-design workshops and research advisory team meetings (see 

Appendix 15). Most participants agreed to have it as a single version for both 

family carers and hospital professionals to enhance a culture of trust and ensure 

that everyone would start the conversations from the same account. Therefore, 

both family carers and professionals stressed the decision guide should be 

sensitive to, but not underestimate, levels of understanding and knowledge of the 
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end-users. For example, information in the guide should not make family carers 

feel patronised. It needed to use clear and lay language suitable for everyone.  

The decision guide should also be mindful using some controversial terms that 

could cause misunderstanding and make people uncomfortable, for example, 

“risk feeding”, and “best interest” and “medical” decisions. Although some 

participants suggested that the decision guide could be a booklet, the majority of 

family carers and hospital professionals agreed to keep the guide shorter (no 

more than two pages of A4) because it could be difficult for family carers or 

hospital professionals to read long documents in a stressful situation. The 

decision guide could be a conversation starter and signpost to more information 

resources elsewhere.  

6.4.2.2 Research advisory team meetings  

Between the two rounds of workshops, the research advisory team helped 

interpret and expand the discussion from the workshops, and feedback on the 

prototype. The team helped review the aims of the decision guide and suggested 

it could help hospital professionals focus on engaging with the conversation with 

families, or vice versa, rather than mechanically going through all eating and 

drinking options.  

The decision guide might also benefit senior professionals for use in an 

educational or training program for junior colleagues. Food and bowel charts were 

useful to start the conversation and agree forward on a care plan, but at the end-

of-life, the hospital team would not frequently record food, drink, or whether the 
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individual has passed urine or had opened their bowels, and people could then 

stop using the charts.  

The team suggested that signs over patients’ beds were often left behind when 

patients moved to another bed or ward, so it would be more practical if the family 

kept the guide or information with them, ready to have a discussion with hospital 

professionals. Concerning my timelines and budget, it was also important to think 

about what might not be able to be achieved by the guide, for example, the live 

documents or online information embedded in the NHS systems. However, this 

could be addressed or implemented in future studies.  

6.4.3 User testing with family carers and hospital professionals 

6.4.3.1 Content of each section of the prototype  

User testing was conducted based on the nearly finalised version of the prototype 

(see Figure 6-3 and Appendix 15). As shown in Figure 6-4, participants could rate 

each section of the prototype to the Likert scale of ‘poor, fair, good, and excellent’ 

(see Appendix 17: Feedback form used in user testing). To understand the overall 

rating, I converted these responses to the score of ‘1, 2, 3, and 4’ respectively, 

and then calculated the average scores of each section from all participants, 

which reflected the Likert scale. 
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Figure 6-4 Average scores and rates of each section from the participants in the 
user testing 

 

From the user testing, participants rated ‘good-excellent’ (average score 3.1-4.0) 

for most sections of the prototype. Introduction about a multidisciplinary approach 

was the most well-received section. Eating and drinking treatment section was 

least favoured by the participants, and one of the three sections rated as ‘fair-

good,’ accompanied with the reasons for difficult conversation and the steps of 

conversation section (average score 2.1-3.0). This indicated the sections 

warranted much more attention and reiterations.  

6.4.3.2 Overall presentation and perceived usability of the prototype  

From Table 6-6, most participants thought there was ‘just right’ amount of 

information (68.2%) presented in ‘just right’ length of the prototype (86.4%). Every 

participant thought that the prototype could help people start the conversation 

about eating and drinking problems of people with severe dementia in hospitals. 
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Participants had mixed views about whether the information presented in the 

prototype was slanted particularly towards any eating and drinking treatments 

(see Figure 6-3 and Appendix 15). 

Table 6-6 Feedback on overall presentation and perceived usability of the 
prototype from the user testing 

Feeback topics on the prototype 
Family 
(N=9) 

N 

Staff 
(N=13) 

N 

Total 
(N=22) 
N (%) 

Participant type (Total N=26)*    

Participating in the interviews only 6 4 10 (38.5) 

Participating in the workshops only 1 2 3 (11.5) 

Both in interviews and workshops 3 6 9 (34.6) 

People who expressed interest 0 4 4 (15.4) 

Length of presentation    

Too long 0 3 3 (13.6) 

Just right 9 10 19 (86.4) 

Amount of information    

Too much information 2 5 7 (31.8) 

Just right 7 8 15 (68.2) 

Presentation slanted towards    

Use of tube feeding 0 1 1 (4.6) 

Use of eating and drinking with accepted 
risks  

0 7 7 (31.8) 

Balanced 9 5 14 (63.6) 
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Do you think we included enough 
information to encourage a family 
member and hospital team get the 
conversation started? 

   

Yes 9 13 22 (100) 

Would you have found this prototype 
useful when making your decision 
about eating and drinking for people 
with severe dementia in a hospital? 
(Total N=20)** 

   

Yes 7 10 17 (85.0) 

No 0 3 3 (15.0) 

*Including four participants who preferred to provide only qualitative feedback 

**Missing data from two former family carers who might have perceived this 
question was no longer relevant to them and so skipped the question 

 

Three professional participants (from 20 participants) found information on the 

prototype may not be helpful to making their decisions. In free text comments, a 

professional participant explained this point that the information might not be 

useful for themselves, but could be for other professionals. 

‘I personally wouldn’t find this form useful for me, as an SLT. This is 

all information I am well aware of. BUT I do think the information is 

useful for doctors however as a prompt to think of topics/issues they 

should be thinking about but often are not on a busy acute ward. I also 

think it does cover all of the key points for them.’ 

Another two participants explained that it was ‘too generic [and] each patient was 

different’ and that as ‘a general overview of the problem without necessarily 

helping [people] to reach a conclusion [and] as a prompt to initiate conversation 
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it was helpful.’ This was in line with the aims of the decision guide as defined by 

the co-design groups to create a conversation facilitator for families and hospital 

professionals rather than a self-study document to reach a decision or conclusion 

by themselves. Similarly, professional workshop participants emphasised that the 

guide should not be prescriptive, and families and hospital professionals should 

have a discussion to reach a personalised care plan. 

6.4.3.3 Qualitative feedback from free text comments, emails, and one-on-one 

meeting  

The participants’ main concerns and suggestions were regarding clarification of 

the purpose and of the end-users of the guide at the beginning. Some suggested 

I ensured that every part was applicable and accessible for both family carers 

and hospital professionals, in terms of comprehensibility and relevance. Although 

many participants thought the information was acceptable in its length and 

volume, they suggested that I condense the text and check the flow to enhance 

readability. For example, the ‘questions to talk about’ section could be 

amalgamated into the ‘conversation steps’ section. 

There were free-text comments about the clarity and sensitivity of the language. 

For example, some professional participants thought that the explanation about 

disadvantages of tube feeding might be ‘too daunting’ to families, while family 

carers did not make any comments about this point. It was important to 

emphasise the MDT involvement for the care about eating and drinking for people 

with severe dementia in acute hospitals. It can be worth explaining the roles of 

each professional in terms of conversation and decision-making steps as well.  
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Most participants mentioned they liked the guide because it contained sufficient, 

useful, and concise information within a compact format. Overall, the sections 

had a clear layout using headings, blocks, and colours; hence, they were easy to 

follow and could help get the conversation started.   

6.4.4 Finalisation of the decision guide 

Based on their feedback and suggestions, I amended the prototype guide and 

cross-checked with the matrix table to ensure consistency with findings from my 

entire PhD project. For example, when WS4 workshops suggested to emphasise 

the person-centred and holistic approach, I then checked the sections (rows) of 

matrix table across all workstreams (columns) that might be relevant to this, for 

example, the sections of ‘Acknowledge emotions of all involved’, ‘Clarify values 

to eating/drinking problems and interventions’ and ‘Clarify values in approaching 

the decisions’ (see Table 6-2 and Appendix 18). Also, when WS4 workshops 

suggested that the decision guide should prompt seeking the opinions of the 

people with dementia, I then checked the matrices and included how people with 

mild dementia thought about decisions and approaches for eating and drinking 

problems.  

I also worked with a professional designer to help redesign and convert the 

prototype into the decision guide to meet the comments. In this process, I 

amended wordings to assure that information on the guide would be used as a 

prompt to initiate and continue conversations. I tried to make sure that it was 

comprehensible for all parties, addressed cultural and language differences, and 

focused on the individuals’ best interest. This was also checked against the 

IPDASi v4.0 criteria (see Section 6.3.5 and Appendix 19). 
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In the last research advisory team meeting, the team helped interpret the findings 

from user testing and provided suggestions for the decision guide. Follow this 

meeting, I continued working with the research advisory team and a professional 

designer to refine the guide, do a final check, and agree that the decision guide 

could be finalised (see Appendix 16: Final version of the decision guide). 

6.4.5 Dissemination of the decision guide 

From December 1st, 2021, the final version of the decision guide has been 

uploaded to the UCL website and formally released via Twitter (see Appendix 

16). The decision guide seemed to be well-received as people helped with 

sharing the guide or signposting the guide to other people and organisations who 

might be of interest. Some people informed that the decision guide has been 

circulated via email within their local professional groups and uploaded to their 

organisations’ electronic resources. One Admiral Nurse Team in an NHS trust 

expressed an interest to help with implementation. Some example quotes on 

Twitter about the decision guide are shown below. 

‘Clear & helpful guide about how to start (continue) conversations on 

our favourite topic. Nice work @KantheeMD’  

‘Looking forward to seeing how we can help implement this for our 

patients’ (The NHS Admiral Nurse team) 

‘A local #SLT also emailed me it yesterday, looks like a great resource- 

thank you for sharing’ 

I emailed and attached a copy of the decision guide to all participants, research 

advisory team, colleagues, and relevant organisations. The link to the UCL 
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webpage was also attached to the emails. They thought the decision guide would 

be useful and helped pass the copy and link to their network.   

For my future dissemination plan, I will continue using Twitter, blogs, and email 

to disseminate the decision guide, especially when there are special events 

related to dementia, nutrition and hydration, hospital care and palliative care. I 

will continue sharing the decision guide with relevant organisations, for example, 

NHS England Dementia Team and Alzheimer’s Society. I will present my findings 

in relevant conferences or events where I will share the decision guide. In the 

future published article of WS4, I will include the link to the UCL webpage for 

downloading the decision guide. 

6.4.6 Feedback on workshops and co-design process 

Throughout the WS4 development process, I sought feedback and suggestions 

about workshops and the co-design process from many workshop participants. 

In the feedback form used in user testing, I also added two open questions about 

the workshops and co-design process asking what was good in this workshop 

study and what could be improved for the future workshop studies. There were 

only two questions because I wanted to keep the feedback form short to enhance 

the response rate, and to focus on feedback of the prototype/guide (see Appendix 

17).  

Many participants sent me emails after workshop sessions saying that the 

workshops were engaging and thought-provoking for them. In one of my first 

workshops, one participant suggested a queueing system for people to speak up 

because some participants might be not confident enough to do so. In the 
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following workshops, I encouraged the participants to use the ‘Raise Hand’ and 

‘chat box’ functions, and this helped me to manage the queue and other people 

to build up discussions from their comments in the chat box more effectively.  

Twelve workshop participants responded in the user testing process. In feedback 

form, workshop participants mentioned the workshops were ‘well organised’, 

‘easy to join and communicate’ and ‘naturally’ interactive, and it was nice to meet 

and exchange views with other people. It also made them felt that ‘[their] views 

mattered and counted which was great.’ 

Some workshop participants suggested that the workshops could be ‘longer to 

cover all the points that were intended.’ Some were interested in having a 

workshop that brings individuals, family carers and health professionals together 

to share their ideas. Some mentioned that it would be better to keep the same 

participants in all workshops because change could affect group dynamics and 

prevent discussion. This did happen in one of my second workshops which was 

quieter than its first session. 

6.5 Discussion 

I have applied systematic and transparent methods to develop a guide to be used 

by families and hospital professionals for nutrition and hydration for people with 

severe dementia in acute hospitals. It used various methods of evidence including 

a systematic review and interview and workshop studies, the data from which 

were synthesised. All processes interweaved principles of patient and public 

involvement in research and shared decision-making in health and social care 

which have been encouraged in dementia and palliative care (Banerjee, 2010, 
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van der Steen et al., 2014). The study empowered families and hospital 

professionals (the end-users) to co-design the guide with researchers, while the 

guide also supported the shared decision-making approach to dementia care 

decisions among those involved.    

6.5.1 Practical points about a decision guide regarding the care for 

people with severe dementia in acute hospitals 

In the first year of my PhD, I wanted my decision guide to focus on decision-

making through provision of enough information about problems and risks and 

benefits of nutrition and hydration options for people with severe dementia in 

acute hospitals. This aimed to help them have more accurate expectations of 

benefits and harms of options and come up with informed decisions (Stacey et 

al., 2017). From my interviews, I later found that most people involved thought of 

the individual’s best interest and were aware of some nutrition and hydration 

options. Most would prefer risk feeding and not use tube feeding for their relative 

or individuals with severe dementia. However, this can involve long and difficult 

conversations before they reached the decisions. Communication in acute 

hospitals was reportedly inadequate and often led to poor decision-making 

(Lamahewa et al., 2018). It highlights that the difficulty of a decision in acute 

hospitals can result from poor communication rather than from the decision-

making by itself.  

Aims to facilitate conversations and enhance shared decision-making 

Most common components of decision-making guides appear to be tools to 

improve communication between a range of parties such as individuals, family 

and healthcare professionals (Geddis-Regan et al., 2021). Interventions can 
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therefore be targeted to support conversations between families and hospital 

professionals and then influence decision-making and care planning. 

Consistently, Stacey et al. (2017) found people who used a decision guide had 

more chances to discuss about care decisions with their clinician, had more 

accurate risk perceptions and participated more in decision-making.  

Decision guides used in a discussion with people who are involved were found to 

be more beneficial than self-guided tools (Davies et al., 2019). I expect the guide 

would help, for example, people initiate the conversations, families understand 

the working processes of the hospital team, and hospital professionals recognise 

emotions and the personal meanings for the individual with dementia and their 

family towards eating and drinking.    

Users of the decision guide  

It is worth noting that my decision guide was developed for both families and 

hospital professionals in a single document. This was more challenging to make 

compact and easy-to-use in acute hospitals. In the prototyping process, some 

hospital professionals thought some information was irrelevant to family carers 

and suggested I revise it to two separate versions of families and hospital 

professionals. Some even suggested separate versions for each professional. 

However, the majority of the participants favoured the single document focusing 

on conversations and signposting to additional informational resources. This was 

consistent with my aims and personal opinion to have ‘something’ that both 

families and hospital professionals can use together during the conversations and 

decision-making.  
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Decisions about eating and drinking interventions, either about risk feeding or 

ANH, would involve personal values and cultural beliefs. From my perspective, it 

is important to help them start seeing the problems and treatments with ‘the same 

lens’ and to have mutual respect and understanding. Hence, the guide should be 

used to prompt people to recognise each other’s emotions and personal 

differences but still give enough and honest information to encourage further 

discussion. This is consistent with previous co-design research of a discussion 

tool about choices of care for people with dementia (Goeman et al., 2017) and 

decision guides in general (Stacey et al., 2017).    

Content presentation of the decision guide for dual users 

It was unsurprising that people had different opinions about the content and how 

it should be presented in the guide, but it was not always easy to address all of 

their opinions. For example, family carers wanted honest and full information 

about all nutrition and hydration treatments in the guide. While some hospital 

professionals were not keen to include tube feeding because it was not 

recommended for people with severe dementia, and so if it was included, it could 

be seen as an alternative ‘option’. However, the core principles of a decision 

guide are to help a decision-maker to make an ‘informed’ and ‘value-sensitive’ 

decision (Stacey et al., 2017). With the agreement among workshop participants 

and the research advisory team, I have included information about tube feeding 

in the guide and presented it in an honest way, based on current medical 

evidence (Blumenthal-Barby et al., 2013, Davies et al., 2021b).  
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Despite the same presentation, family carers perceived the information as 

balanced and not distressing, but professional participants had very mixed 

opinions on this (see Table 6-6). In addition, my guide was not a ‘patient decision 

guide’ that would be used by individuals with dementia, but by families and 

hospital professionals to make decisions on behalf of the individuals. Therefore, 

it was not entirely about the preferences of families and hospital professionals, 

but rather it should aim to prompt everyone to consider important points and place 

the individual with dementia at the centre of the discussion. 

6.5.2 Key lessons from the co-design process of an intervention for 

people with dementia 

Consistent with the existing literature (Mulvale et al., 2021), the co-design 

process through workshop activities helped participants in this study felt heard by 

other participants who shared the same experiences, ideas, and interests, and 

so they did not feel alone. The co-design process helped them recognise other 

aspects of eating and drinking problems that they had never thought of, but could 

then come with creative solutions or learn from other people’s practice, which 

they might consider using in the future.  

Qualitative data collection methods in co-design research 

I mainly used qualitative research methods, including interviews, workshops, and 

free text comments from the user testing. In WS4 user testing, I used a 

quantitative survey (feedback form) to see overall trends of users’ feedback (see 

Appendix 17). However, the quantitative data could mislead the development 

process. For example, some participants rated the prototype as the right length 

with the right amount of information, but their free text comments still suggested 
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that the text was further condensed. Some participants rated some sections as 

good or excellent but also suggested I reword or change the layout.  

Consistent with my study, qualitative co-design process is increasingly used to 

complement or replace traditional healthcare evaluation, for example, customer 

satisfaction surveys, which are predominantly quantitative, and have limited 

application of responses received (Kynoch and Ramis, 2019, Bate and Robert, 

2006). The qualitative methods would give fuller and more accurate feedback to 

improve or develop healthcare interventions and services. 

Lessons for further co-design research 

Table 6-7, shows some lessons identified from this PhD to be applied in future 

co-design projects. Some of these lessons are discussed and presented in more 

detail below. 
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Table 6-7 Lessons identified from this PhD for further co-design research 

• Inform participants’ of rights and ensure voluntariness throughout 

• Inform expectations about roles and workshop activities in advance 

• Start workshops with informal introduction (ice-breaking)  

• Set workshop rules to create safe space and open discussion 

• Explain and agree on workshop objectives and agendas 

• Consider the power hierarchy between different stakeholders 

• Awareness of exclusion from actual co-design participation (tokenism) 

• Carefully plan and manage the lack of agreement among co-design 

groups and between researchers 

• Observe and respond to individual’s emotions and needs 

• Observe and respond to group dynamic and relationships 

• Offer flexibility about time and location (more convenient for online 

workshops) 

• Consider varying ability and skills of each participant to participate in 

workshop activities 

• Suitability of workshop activities for intended participants and platform 

• Provide technological support, especially for online workshops 

• Offer variety of participating methods to maximise participation 

• Mismatch between the design of activities and the expected outcomes 

• Difficulty translating general conceptual ideas into practical solutions 

• Ongoing relationships and involvement with participants after the 

workshops 

• Provide sufficient time of each co-design workshop 

• Consider time and financial constraints of entire research project 

 

Keep participants informed about their roles and workshop rules 

At the beginning of each workshop, an informal introduction of each participant 

and explanation of workshop objectives with the fundamental rules of workshop 

participation made subsequent discussions natural and engaging. Having clear 
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expectations about roles and workshop activities by sending some materials 

beforehand to participants helped them prepare and engage with the discussion 

(Slattery et al., 2020). One workshop participant withdrew from a workshop after 

she/he read workshop materials and was reminded of the anniversary of her/his 

mother’s death at the time. The participant on that occasion felt unable to take 

part on the day and asked for a one-to-one meeting later. 

Facilitate group dynamic and relationships 

In this study, co-design workshops were conducted with a homogenous group of 

family carers and hospital professionals. A homogenous group can minimise 

power imbalance among participants with different backgrounds (Gray, 2018). In 

other circumstances, however, a mixed group approach can unleash ideas that 

people might otherwise hold back, and allows them to hear about other people's 

experiences (Mulvale et al., 2021). From the user-testing feedback, a constant 

group of participants across the co-design process could keep group dynamics 

and relationships and lead to richer discussion during the study.  

In a previous co-design study, mutual understanding and trust within a co-design 

group enabled a collaborative, compassionate and open mindset to collectively 

build on members’ ideas and create solutions (Mulvale et al., 2021). However, 

the commitment to participate in every session may be difficult for some 

participants, and it was suggested participants are offered flexibility about their 

ability to participate (Moll et al., 2020). I explicitly stated in the PIS that 

participants were free to join all or any of the workshops (see Appendix 10), and 

I tried to accommodate the most convenient dates to most participants. This can 
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encourage the participation of people who have limited time and resources but 

want to contribute to research. 

Design of online workshops 

All of my workshops were online, and logistically this made the study an efficient 

use of time. It minimised the scheduling problems which can be a major problem 

of many physical workshops (Braun and Clarke, 2013, NIHR, 2020). I used Zoom 

as the workshop platform and most participants found it convenient to join and 

contribute to the discussions. However, the online platform hindered my use of 

certain types of co-design exercises that could be useful, for example, patient 

journey or mind mapping, and paper prototyping and sketching. Some online 

interactive platforms can support these exercises, but these could have been too 

complex for some of my research participants. Training the participating end-

users in research skills has been found to be helpful (Slattery et al., 2020), but 

this was not feasible in this study. 

Consider time scales and financial constraints 

Time scales and financial constraints were the main practical barriers to my study. 

For example, I had to finish my PhD in time and used financial support within the 

agreement with my funding bodies, so I could not conduct the user testing in 

actual clinical decision-making. The COVID-19 pandemic further worsened the 

time constraints. Constraints about time and budget are common in co-design 

research (Slattery et al., 2020), and can make co-design research vary in terms 

of methods and level of involvement of the participants. 
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Acknowledge and manage the lack of agreement 

There was sometimes a lack of agreement of ideas and preferences about the 

decision guide between me, the research advisory team, family carers, and 

hospital professionals. This lack of agreement is common in co-design studies 

and can compromise the study process and outputs and/or create experiences 

of tokenism and frustration and disappointment at the missed co-design 

opportunity (Slattery et al., 2020). However, it is the essence of co-design 

research to facilitate participants in creatively thinking about ideas and agreeing, 

to some extent, with group conclusions, moving forward with specific solutions to 

the problems. 

Design of workshop activities: general concepts vs practical solutions 

Workshop exercises can sometimes make it hard for participants to reach specific 

discussions and solutions within the workshop pace and flow. For example, I 

found it easier for participants to instantly come up with the general aims of the 

guide and solutions to eating and drinking problems. It was more challenging 

when I specifically asked them how to frame the information into the guide, and 

this made one of my workshops rather quiet. It is my responsibility as a 

researcher to translate general ideas into more practical solutions and put them 

in the guide. However, it is important to carefully design and simplify exercises to 

ensure that it would not put participants off contributing to the discussions. It 

should be accompanied with the provision of sufficient time to respond using a 

variety of participatory methods, which was found to be effective in this study, for 

example, chat box and printed materials. 
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6.5.3 Strengths and limitations 

This study used a systematic and transparent approach to co-design a decision 

guide. It was based on my series of studies about perspectives, experiences, and 

needs of all of the people involved, including people with mild dementia, family 

carers and hospital professionals. Each study was done in sequence and 

informed the following studies of the project. I involved PPI members and experts 

in palliative care and dementia care to feedback on study materials and interpret 

findings. I used the matrix table to synthesise all data and develop the guide, 

which allows for transparent reporting and was found beneficial in another co-

design study (Davies et al., 2021d). The development process was therefore 

vigorous and grounded on the perspectives of all of those involved.   

To fully engage with research participants, I could have involved people with 

dementia, family carers and professionals in the initial stages (Slattery et al., 

2020), which could help inform my research questions and refine the study design 

to gain more insights. However, I had PPI members and an expert in palliative 

care who helped feedback my interview guide and give me directions before 

conducting interviews and workshops. I also used findings from my systematic 

review (WS1) and interview study with people with mild dementia (WS2) to 

identify and prioritise the problems that people found most challenging in terms 

of the conversations and decision-making about eating and drinking for people 

with dementia, to shape my research questions and design.  

All family workshop participants were recruited from the JDR website, and most 

of them continued their contribution from my interview study. They could be ‘super 

users’ who were constantly involved in research projects and might not represent 
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the typical population (Moll et al., 2020), for example, those who may not have 

regular access to the internet or the website. It could be a particular group of 

people who were keen on helping ‘design’ and participating in co-design research 

(Borgstrom and Barclay, 2019). However, many family carers in my study were 

quite new to research involvement and had relatively mixed experiences and 

background. I tried to keep the workshop discussion to hospital situations in 

general, using case scenarios and prompting a consideration of cultural and 

social differences. I triangulated family discussion with feedback from 

professional workshops and research advisory team meetings, including a PPI 

member, to help advocate for other families.  

6.5.4 Implications for policy and clinical practice 

This decision guide was perceived to be useful in initiating and facilitating 

conversations between families and hospital professionals about eating and 

drinking problems in people with severe dementia in acute hospitals. Families 

and hospital professionals can use the guide to prepare for or follow during the 

conversations. It could help families understand eating and drinking problems, 

especially at the end-of-life, and create realistic expectations about how the 

problems can be managed in acute hospitals. Hospital professionals might 

engage more with families and in a multidisciplinary team.  

Both families and hospital professionals could be prompted to discuss emotional 

aspects of eating and drinking and consider the previous wishes and preferences 

of the individual with dementia. Regarding participants’ feedback, it can also be 

used in clinical teaching to junior healthcare professionals or clinicians who are 

not fully confident with this area. The considerate and thorough conversations 
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could then lead to informed decisions, decreased decisional conflicts in families 

and hospital professionals, and most importantly better care for people with 

severe dementia and eating and drinking problems.  

6.5.5 Implications for future research 

Before finalising this decision guide, I conducted user testing with wider service 

users and incorporated their feedback and suggestions into the final iteration. 

However, future research should focus on a larger evaluation to understand the 

acceptability in real world settings. Many participants mentioned the use of an 

electronic format where people could be regularly updated and share information. 

The electronic format would have more interactive and separate sections or 

layers of information and automatically direct the users to the information relevant 

to them. Therefore, the users would not have to go through all the information 

(Goeman et al., 2017). However, this might be beyond my study merit, and so 

the guide can be developed into an electronic version in future studies.  

6.6 Conclusions 

In this PhD I developed a decision guide to support conversations and decision-

making of nutrition and hydration for people with severe dementia in acute 

hospitals. The decision guide is expected to be used by family carers and hospital 

professionals who are likely to be the decision-makers around such problems. 

This WS4 used co-design workshops with family carers and hospital 

professionals to help design the decision guide. Data synthesis of all 

workstreams, using a matrix approach, informed the design of the decision guide.  
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Co-design groups suggested that the aims of the decision guide should be to 

facilitate discussions, support communication, and help clarify the decision-

making processes. The groups also suggested that the decision guide should be 

short, and applicable for both family carers and professionals. Several versions 

of a prototype of the decision guide were developed and discussed with co-design 

groups, research advisory team and a professional designer (see Appendix 15).  

The final version of the decision guide (see Appendix 16) was perceived to be 

useful in initiating the conversations and making the decisions and the 

dissemination has been going well; however, it would be needed to be tested in 

future research. Co-design workshop participants provided positive feedback and 

additional suggestions on the co-design process. These are listed in this Chapter 

and may be beneficial for future co-design research, including for the 

development of other decision guides. 

In this Chapter, I reported the WS4 co-design workshop study and demonstrated 

how I incorporated all workstreams to the development of a decision guide. WS4 

is the last workstream and has produced the practical output – the decision guide 

about nutrition and hydration for people with severe dementia in acute hospitals 

(see Appendix 16: Final version of the decision guide). I will now move to discuss 

the broader implications of my entire PhD in the next Chapter 7 – General 

Discussions. 
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Chapter 7 General discussion  

7.1 Introduction 

Eating and drinking problems are common and their management often requires 

difficult and emotionally demanding decisions between people with dementia, 

family carers and healthcare professionals (Barrado-Martin et al., 2021b). In 

hospitals, these decisions can be more challenging due to the nature of the time-

pressured environment, limited resources, and complex prognostication 

regarding an acute illness on top of dementia progression (Lord et al., 2015, 

Dening et al., 2012).   

Two main aims of my thesis were to 1) enhance understanding of the decision-

making process from the perspectives of a range of stakeholders; and 2) develop 

a decision guide about nutrition and hydration for people with severe dementia in 

acute hospitals, using co-design processes. 

In this final chapter, I will summarise the key findings from all workstreams and 

discuss my contribution to academic literature and future clinical practice and 

policies, particularly in the UK. I will discuss methodological strengths and 

limitations of the overall thesis and recommendations for future research in the 

field. 
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7.2 Summary of findings  

7.2.1 Overview of thesis findings 

People living with dementia may view eating and drinking problems as irrelevant 

to dementia progression and prefer to leave decisions until such problems 

develop. This may be why advance decisions about eating and drinking in people 

living with dementia are rarely found in day-to-day life. Due to dementia 

progression, the individual gradually loses their decisional capacity; they may 

need to defer the decisions at the severe stages to their family carers and 

healthcare professionals.  

However, decision-making processes about nutrition and hydration for people 

with dementia are often characterised by unclear procedures and a lack of 

support. It can involve day-to-day decisions about eating and drinking problems 

that family carers and professionals need to make with little support, and this may 

cause distress to both family carers and professionals. ANH decisions are 

particularly emotive and may be influenced by biased information and 

sociocultural and legal constraints. 

In acute hospitals, decisions about nutrition and hydration are even more 

challenging because of the complexity of estimating the prognosis of dementia 

and acute illnesses, and the limited resources within the acute care setting. 

Family carers often find communication about eating and drinking for their 

relatives is insufficient and confusing. Family carers reported that sometimes 

decisions are made without consulting them. The progression and management 
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of eating and drinking problems are often not included in discharge plans or care 

packages.   

Hospital professionals consider the overall progression of dementia and eating 

and drinking as the most important factors and would place the individual’s 

wishes and best interests at the centre of decision-making. This requires an 

honest and open discussion between all of the people involved with an MDT 

approach. People with mild dementia, family carers and hospital professionals 

think oral eating and drinking interventions can be used for people with severe 

dementia, but not ANH. However, limited ANH, like NG tube and IV fluids may be 

used to support temporary eating and drinking problems resulting from acute 

illnesses. This would need dedicated multidisciplinary discussions and close 

monitoring.  

Using the co-design process, I have developed a decision guide which is 

perceived to be useful to initiate conversations about eating and drinking 

problems and support decision-making. The guide should help family carers and 

professionals to have a clear framework to talk through relevant and important 

topics regarding eating and drinking for people with severe dementia in acute 

hospitals. Most importantly, the guide aims to encourage them to think about any 

advance care discussions with the individual with dementia and discuss the 

personal meaning of food and drink for the individual and their family carers. The 

co-design groups also suggested the guide should prompt MDT involvement, 

especially the palliative care team. The MDT involvement would bring a care plan 

to support the comfort and dignity of the individual with severe dementia during 

their hospital admissions.  
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7.2.2 Key points  

Key points of the findings from each workstream are presented in Table 7-1. 

Table 7-1 Key points of the findings from each workstream 

Workstream (WS) Key points 

WS1: Systematic 

review: decision-

making process about 

nutrition and hydration 

for people with 

dementia 

Decision-making for nutrition and hydration for 

people with dementia involves complex, non-linear 

processes influenced by personal, sociocultural, 

and legal factors. 

Although ANH is generally viewed as an aggressive 

medical treatment for people with dementia, in 

some cultures family carers and professionals 

perceive ANH should be used to preserve the 

individual’s life and alleviate their suffering from 

starvation. 

WS2: Qualitative 

interviews with people 

with mild dementia 

People with mild dementia usually do not think that 

eating and drinking problems could be related to 

dementia and want to postpone the discussions 

until the problems arise.   

When discussing eating and drinking problems, 

people with mild dementia are worried about being 

treated like a child and being a burden to their 

family carers. They want their family, with support 

from professionals, to make the decisions that are 

good for their family’s wellbeing.    

WS3: Qualitative 

interviews with family 

carers and hospital 

professionals of people 

with severe dementia 

In acute hospitals, most family carers and hospital 

professionals would not choose ANH for people 

with severe dementia, but communication to reach 

the decisions are often fragmented and 

unsupported.   

Hospital professionals value the MDT approach for 

eating and drinking problems in people with severe 
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dementia, but it is not uncommon that their 

colleagues feel reluctant to involve other members 

of the MDT, especially the palliative care team. 

WS4: Decision guide 

for nutrition and 

hydration problems in 

people with severe 

dementia: co-design 

study with family carers 

and hospital 

professionals 

From the co-design process, I developed a decision 

guide to facilitate open and sensitive conversations 

about eating and drinking problems and treatment 

options with the considerations of the individual’s 

best interests and their family’s needs. 

Co-design methods helped engage people with 

dementia, family carers and health professionals to 

support the design of the guide. This ensured the 

guide meets the needs of all and their voices be 

heard. 

 

7.3 Challenges to person-centred care for nutrition and hydration in 

acute hospitals 

High-quality dementia care has been promoted and underpinned by the principles 

of person-centred care to consider the individual with dementia’s needs and 

preferences and their life as a whole (Department of Health, 2009, Brooker and 

Kitwood, 2019). NICE (2018b) outlines the principles of person-centred care for 

people living with dementia as follows: 

• ‘the human value of people living with dementia (regardless of 

age or cognitive impairment) and their families and carers 

• the individuality of people living with dementia, and how their 

personality and life experiences influence their response to 

dementia 
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• the importance of the person's perspective 

• the importance of relationships and interactions with others to 

the person living with dementia, and their potential for 

promoting wellbeing and 

• the importance of taking account of the needs of carers 

(whether they are family and friends or paid care-workers) and 

supporting and enhancing their input.’ (NICE, 2018b) 

These principles can be supported by shared decision-making processes to 

ensure that ‘patients’ autonomy is respected, patients are helped to establish their 

values and preferences, and final treatment decisions are reflected through 

agreement between patients and their practitioner(s) rather than a unilateral 

decision’ (Legare et al., 2011a).  

However, from my systematic review in Chapter 2, dementia care at the later 

stages can easily drift away from a person-centred approach and not be in the 

best interests of the individual with dementia. This is because the individual with 

dementia may not be able to communicate their needs and (dis)agreement about 

the care at a particular time. Negative attitudes towards older people with 

dementia, for example, assumptions about the individual’s cognitive inability and 

their behaviours could make other people perceive that what the individual says 

or does as unreliable, so that the individual’s wishes and needs would be ignored 

(Anantapong and Tinker, 2019, Featherstone and Northcott, 2020). In previous 

studies, some hospital professionals might view people with dementia as a 

nuisance who disrupt their busy routine tasks and so assign less experienced 
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assistants or students to take charge of bedside care so they can focus and 

accomplish what they perceive to be more important (Turner et al., 2017).  

In Chapter 4, people with mild dementia wanted people to seek and respect their 

previous wishes and preferences and observe how they would respond to eating 

and drinking interventions at the time. Also, in Chapter 5, many family carers and 

hospital professionals wanted to learn about the individual with dementia and 

share the information to facilitate care planning, in line with person-centred care. 

However, the recent National Audit of Dementia Care in Hospitals found that less 

than half of case notes recorded personal details and preferences, including 

information on food and drink (Royal College of Psychiatrists, 2019). In Chapters 

2 and 5, such recorded personal details and preferences might not be routinely 

shared or used in clinical practice. Family carers also reported that hospital 

professionals are often busy and so would take over feeding for the individual 

rather than assist them in eating and drinking (Royal College of Psychiatrists, 

2019). Fixed hospital mealtimes and ward routines can hinder the provision of 

person-centred care for eating and drinking.  

Clinical and policy recommendations to encourage person-centred care for 

nutrition and hydration for people with severe dementia  

In the UK, there have been some improvements in mealtimes and routines over 

the past few years. For example, the increased implementation of finger foods, 

24-hour food services, protected mealtimes, and family carer access to help with 

eating (Royal College of Psychiatrists, 2019). Although such changes have been 

observed, there is still much more room for further improvements. For example, 
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a system to consistently record, share and use the personal knowledge about the 

individual with dementia and their family carers, and a promotion of public 

awareness and respect of the individual’s previous wishes and current 

behaviours. These reflect the findings from all workstreams, including my 

decision guide, which support the person-centred care for people living with 

dementia.         

7.4 The reality of advance care planning for future eating and drinking 

problems 

In Chapter 4 (WS2), people with mild dementia were not aware of eating and 

drinking problems and might feel uncomfortable when thinking of themselves as 

being treated like a child and being a burden to their families for eating and 

drinking support. They preferred to postpone the discussions and leave the 

decisions about possible future eating and drinking problems to family carers and 

professionals. This would prevent them from being fully involved in advance care 

planning and engaging in shared decision-making about nutrition and hydration 

at the later stages. 

For best practice, health and social care decisions should be made with 

individuals and their families with advice and support from professionals (NICE, 

2018b), aligned to shared decision-making and with a person-centred care 

approach. Most guidelines encourage people living with dementia to express and 

record their wishes and be involved in future decisions but may not explicitly 

include advance decisions for nutrition and hydration (Department of Health, 

2009, NICE, 2018b, van der Steen et al., 2014). Shared decision-making with the 
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individuals about advance decisions may be more successful if such decisions 

are introduced in the early stages of dementia.  

However, in reality, discussions and decisions about future problems do not 

always happen as professionals may perceive it would cause distress to the 

individual and their family when introducing such topics (Anantapong and Davies, 

2021). People with early dementia can find it difficult to contemplate and make 

decisions for every contingency of dementia progression (Dening et al., 2013, 

Harrison Dening et al., 2016, Davies et al., 2021c), in line with the findings from 

WS2.  

Clinical and policy recommendations to engage people with advance care 

planning for future eating and drinking problems  

ACP in dementia is still rare and often not included eating and drinking. From 

WS2, I found that when we gradually introduced and used case scenarios, people 

with mild dementia could engage more with the discussions. These techniques 

can be used to introduce sensitive topics related to dementia progression and 

engage the individuals with dementia and their family carers in advance care 

planning. However, this should be done timeously and sensitively and possibly 

needing multiple sessions. There is a need to promote public awareness of future 

eating and drinking difficulties related to dementia, but also to minimise 

stigmatisation around infantilisation and care burden related to such difficulties. 
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7.5 Balance of best interest decision-making  

In the later stages, the individual living with dementia is likely to have a marked 

deterioration in mental capacity and decisions about their care would need best-

interests decision-making as outlined in the principles of the Mental Capacity Act 

2005.  

‘An act done, or decision made, under this Act for or on behalf of a 

person who lacks capacity must be done, or made, in his (or her) best 

interests.’ (Department of Health, 2005) 

In line with Chapter 2, best-interests decision-making can be used with a range 

of approaches, from a less formalised approach for day-to-day decisions to more 

formal best-interests meetings. The formal best-interests meetings are for 

decisions that 1) require consultations, 2) are likely to have a serious impact on 

the individual’s health and wellbeing, or 3) are likely to be conflicting opinions 

about the individual’s best interests (NICE, 2018a). All these situations are often 

pertinent to decisions about nutrition and hydration for people with severe 

dementia in acute hospitals, especially for risk feeding and ANH.    

7.6 Revised shared decision-making model 

My decision-making model in Chapter 2 assumes the individual with dementia 

cannot make a decision about care for nutrition and hydration, and the decision 

is made by family carers and professionals, using best-interests decision-making 

(see Figure 2-4 in Section 2.6.4). This was because the studies included in the 

WS1 systematic review were conducted within the context of advanced or end-
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of-life stages of dementia, and most studies explored decision-making from the 

perspectives of family carers and professionals.  

However, from WS2-4, I found that people with mild dementia, family carers and 

professionals stressed the importance to look for and respect any clues of current 

wishes and needs of the individual about eating and drinking options. Based on 

this, I revised my model so people with dementia have more active roles in the 

decision-making processes (see Figure 7-1). This is in line with recommendations 

from NICE guidelines on decision-making and mental capacity outlined below 

and many other guidelines and statements (DAA, 2017 , DAA, 2018).   

‘As part of the best-interests decision-making process, practitioners 

must take all reasonable steps to help the person to provide their own 

views on the decision.’ (NICE, 2018a) 

As shown in Figure 7-1, the revised model highlights that the input from the 

individual with dementia can be in several forms, for example, previous wishes 

and preferences (including ACP), current behaviours and statements, the overall 

progression of dementia and acute illnesses, and the individual’s life history as a 

whole. In the revised model, MDT involvement is also emphasised (see Section 

7.9), which supports the interprofessional approach in the IP-SDM model (Legare 

et al., 2011a). 
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Figure 7-1 Revised diagram shows the decision-making process of nutrition and hydration for people living with dementia 
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The new model highlights how the wishes and needs of individuals with dementia 

should not be overlooked or overridden by the family’s requests or professionals’ 

pre-existing attitudes. Family carers and professionals should always use a 

person-centred care approach and pursue the individual’s best interests when 

making decisions.  

7.7 Family involvement in the decision-making  

Under the Mental Capacity Act, best interest decisions can be made only by an 

attorney appointed by the person or a Court Appointed Deputy with relevant 

decision-making powers, or the practitioner or team who is responsible for 

providing a health or social care intervention (Department of Health, 2005). The 

decision-makers should work with family carers, or Independent Mental Capacity 

Advocates (IMCAs) to find out the individual’s values, feelings, beliefs, wishes, 

and preferences regarding the decisions (Department of Health, 2015, NICE, 

2018a). This is in line with a person-centred care approach that recommends 

involving the values and needs of family carers, as discussed above.  

In Chapter 4, people with mild dementia also wanted their family carers to make 

decisions about eating and drinking problems with consideration being given to 

the family’s opinions, needs and wellbeing. Family carers often assume it is their 

responsibility to make decisions and some may find it difficult for making 

decisions as a proxy (Davies et al., 2021c). However, despite encouragement for 

family involvement, it needs to be clear that the final decisions will be made by 

the decision-makers to protect the best interests of the individual who lacks 

mental capacity, as illustrated in NICE guidelines below. This is echoed by many 
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hospital professionals both in my interview and workshop studies (Chapters 5 

and 6). 

‘The decision-maker should ensure that all people consulted as part of 

the best-interests decision have their views encouraged, respected 

and heard. This does not mean that the views of consultees should 

necessarily be followed; the decision-maker is ultimately responsible 

for deciding what course of action would be in the person's best 

interests.’ (NICE, 2018a) 

Although many family carers experience the positive impact of being a carer, for 

example, fulfilling their obligation of caring roles and strengthening the 

relationships with the individual, most family carers sacrifice their personal life 

and disregard their own needs when providing care or making care decisions 

(Lindeza et al., 2020, Lawrence et al., 2008, Orgeta and Leung, 2015). The 

individual and their family carers have their own needs and experiences and 

should be supported and involved in care decisions with tailored approaches 

(Alzheimer’s Society, 2020, Department of Health, 2009), which is in line with this 

thesis.  

The UK National Audit of Dementia Care in Hospitals, however, found that only 

half of the family carers were kept informed about care and progress and involved 

in care decisions (Royal College of Psychiatrists, 2019). This included poor 

involvement of family in discharge assessment and planning, as reported in the 

national audit. Hospital professionals in acute wards may not know if the 

individual has dementia, or some may not have experience of caring for people 

with dementia (Alzheimer's Society, 2015). Support for eating and drinking may 
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be provided without consideration of dementia, as reported by family carers in my 

interview and workshop studies.  

Clinical and policy recommendations for family involvement  

The interviews with hospital professionals suggested that they should not make 

assumptions about the individual with dementia as every individual is unique. 

They should consider each individual’s life history and adapt the care to meet 

their needs. It is recommended that at the point of admission, the hospital team 

should ask family carers about the individual, including their personal eating 

routine, for example, if the individual needs reminders or support for eating and 

drinking, has foods they like or dislike, and/or experiences eating difficulties 

(Alzheimer's Society, 2015). The family carers should be offered more flexible 

access to hospital wards and allowance to assist with eating and drinking  (DAA, 

2018, Royal College of Psychiatrists, 2019).  

The involvement of family carers should support and ease the burden on 

decisions about daily nutrition and hydration care in an acute hospital. However, 

it can be challenging for hospital professionals to build trust and relationships and 

explore personal knowledge regarding the individual and their family, who may 

constantly be newcomers to the wards and unknown to them. Overstretched 

duties and rapidly rotating staffing may make this process even more difficult.   
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7.8 Conflicts between families and clinical team 

In my interview and workshop studies (Chapters 4-6), most people viewed that 

nutrition and hydration interventions should aim to promote comfort and maintain 

the dignity of the individual with dementia, and so force feeding, or ANH, was 

generally unacceptable. However, in Chapter 2, my systematic review suggested 

that people might have different opinions on this based on sociocultural beliefs 

and legal restrictions, and this might lead to conflicts between those involved. In 

some cultures, people might even conceal their different opinions from others to 

avoid conflicts.  

As discussed above, hospital professionals who act as the decision-makers have 

the responsibility to protect and make final decisions to serve the individual’s best 

interests. This may create negative attitudes towards family carers and exclude 

them from the decision-making process if their views differ from the 

professionals’. Avoidance of early and regular conversations can be seen as 

exclusion by family carers. Negative attitudes from hospital professionals towards 

family carers who are perceived as ‘too demanding’ or ‘difficult’ to deal with can 

hamper the consultation processes.  

Gathering information about the individual with dementia to inform decisions 

without sufficient discussions and consultation with the family may create a divide 

between professionals and family carers. This may especially be the case if the 

information professionals gather is used to make a decision which the families do 

not agree with. Long-existing family dynamics and conflicts among different 

family members could make professionals feel reluctant or uncomfortable to 

involve family carers to seek agreements in decision-making. All of these could 
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damage trust and relationships among people involved and lead to poor or 

delayed care for the individual. 

Clinical and policy recommendations to help resolve the conflicts 

From the interviews and workshops (Chapters 5 and 6), hospital professionals 

suggested consideration and respect for family carers as team members, in line 

with national policies and guidance (Department of Health, 2015, Alzheimer's 

Society, 2015). Hospital professionals should be aware of and put aside any 

negative attitudes and be mindful about their verbal and non-verbal 

communications. They should also be aware of their pre-existing attitudes or 

medical knowledge gaps about nutrition and hydration interventions.  

Shared understanding about how the individual and family perceive dementia and 

eating and drinking problems and what foods mean to them will help resolve the 

conflicts. Family carers should be supported to advocate for the individual but 

sensitively informed about the legal frameworks about best-interests decision-

making. Practical and emotional support should also be provided to meet families’ 

needs and concerns and cover to post-discharge support (Alzheimer's Society, 

2015, Department of Health, 2009, Royal College of Psychiatrists, 2019). 

7.9 Multidisciplinary team approach for nutrition and hydration care 

In Chapters 5 and 6, the MDT approach was valued by most hospital 

professionals as they received overwhelmingly positive experiences of MDT 

involvement in care plans and decisions, including nutrition and hydration, for 

people with dementia. NICE guidelines on the transition between inpatient 
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hospital settings and community or care homes suggest arranging an MDT as 

soon as the individual arrives, and the composition of the MDT should reflect the 

needs of the individual (NICE, 2015). However, this would be challenging in 

clinical practice as mentioned by hospital professionals in Chapter 5.  

Eating and drinking decisions for people with advanced dementia often involve, 

for example, SLTs, dietitians and palliative care teams to help assess problems 

and plan for the care. In my revised model of the decision-making process, first 

developed in Chapter 2, it now highlights the importance of MDT involvement, 

later identified and emphasised in Chapter 5 and 6 (see Figure 7-1).  

Multidisciplinary teamwork can help clarify the situation and needs of the 

individual with dementia and family carers through several specialised 

assessments, which is stressed in Chapters 5 and 6. From Chapter 2, it can 

improve communication between people involved and may assimilate differing 

opinions and resolve conflicts. In the National Audit of Dementia Care in 

Hospitals, the MDT has been used for discharge discussions, and this may have 

contributed to some improvements of the discharge process, for example, 

increased cases of a single plan/summary for discharge and its copy sent to 

GPs/primary care team (Royal College of Psychiatrists, 2019). However, there 

was a decrease in the  proportion of people with dementia who received 

necessary assessments before discharge (Royal College of Psychiatrists, 2019), 

which again may require an MDT approach. 
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Clinical and policy recommendations for multidisciplinary team approach  

There is a variation across individual professionals and hospital wards about the 

recognition of the importance of the MDT. This may be enhanced by incorporating 

this into dementia training for hospital professionals and having champions to 

encourage MDT involvement where applicable. Sharing positive experiences of 

MDT processes with colleagues and another ward may help increase awareness 

and use of the MDT approach for people with dementia. Hospital MDT may 

develop a care pathway to work with community MDT more seamlessly, and this 

will prevent re-hospitalisations and enable the individual to live in their 

community, consistent with the wishes of people with mild dementia in Chapter 

4. 

7.10 Palliative and end-of-life care for people with dementia in acute 

hospitals 

In Chapter 4, people with mild dementia wanted to delay discussions about eating 

and drinking problems, therefore advance care decisions regarding this at the 

later stages and end-of-life was rare. However, in the advanced stages, people 

with mild dementia wanted family carers and professionals to consider their 

quality of life and still respect their autonomy and dignity when providing eating 

and drinking care. The palliative care team can help family carers and hospital 

professionals to meet these needs of the individuals.  

However, the end-of-life period in dementia is difficult to predict and so many 

people feel reluctant and delay engagement with palliative care (Davies et al., 

2014c, Dening et al., 2012). Many people with dementia are not seen by palliative 
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care teams at end-of-life (Sampson et al., 2018). Near the end-of-life, palliative 

care involvement can be too late, and the individuals may have received 

unnecessary interventions, including ANH (Mitchell et al., 2009, Teno et al., 

2011).  

In Chapter 5, hospital professionals viewed that their colleagues might not know 

when and how to introduce difficult topics like end-of-life and palliative care. Some 

families did not understand why and how the palliative care team would be 

involved in the individual’s care, which could have resulted from the lack of public 

understanding of the terminal nature of dementia (Browne et al., 2021). This 

would also require public campaigns to increase understanding of dementia 

progression, the end-of-life stage, and the roles of the palliative care team. 

Clinical and policy recommendations for palliative care involvement  

My findings show that individual professionals with different backgrounds and 

working in different wards embraced and approached palliative care for people 

with dementia in different ways and at different levels. More integrated care would 

require support and training that encourages hospital professionals to feel more 

confident about palliative care for people with dementia and consider it as 

relevant to their practice. Consistently, the UK End-of-life Care Strategy has 

suggested that health and social care professionals at all levels have the 

necessary knowledge, skills and attitudes regarding care for dying individuals 

(Department of Health, 2008).  

WS3 and 4 recommended that hospital professionals should check the readiness 

of family carers regarding end-of-life discussions, but still need to introduce such 
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discussions with a sensitive, honest, and ongoing approach. This may 

accompany the clarification of the overall goals of care, and reviews of what have 

been done and what is no longer beneficial for the individual regarding nutrition 

and hydration care. I have developed a practical decision guide that helps family 

carers and hospital professionals to achieve these aims.  

The decision guide also encourages the discussion about the roles of each 

professional and responsibility in the palliative care pathway. It can be used as a 

tool in professional training for managing difficult conversations in palliative care. 

The decision guide and findings from this thesis may enhance the knowledge, 

attitudes and confidence of all people involved regarding nutrition and hydration 

care at the end-of-life for people with dementia in acute hospitals. 

7.11 Co-design research with people living with dementia  

People with dementia are often precluded from research participation and it is 

assumed that they are unable to play active roles in research (Thoft et al., 2020, 

Wang et al., 2019). In line with the person-centred care approach, many UK 

government and organisational policies, therefore, encourage opportunities for 

people living with dementia and their carers to give their views about their care 

and be involved in research (DEEP, 2013, Department of Health, 2016). Co-

design is one of the methods that can be used to serve this purpose with 

extending trends to involve people not only with mild dementia but also moderate 

and severe dementia (Davies et al., 2021d, Goeman et al., 2017, Wang et al., 

2019).  
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In the WS4 co-design workshop study (Chapter 6), I included experiences and 

needs of people with mild dementia identified from the interviews reported in 

Chapter 4 (WS2). I did not include people with mild dementia as participants in 

the co-design workshops because I appreciated that workshops with people with 

dementia would require far more complex and sensitive processes (Thoft et al., 

2020). For example, ongoing mental capacity assessments and consent 

processes may be required as well as individualised and constant training and 

support, which need adjustments to the individual’s changing capabilities and 

needs as dementia progresses. This is to ensure that the individuals can express 

and contribute what they actually mean. The extra support and processes would 

consume considerable time and budget (Thoft et al., 2020) and are beyond my 

PhD capacity, despite my wishes to do so.  

My decision guide is expected to be used by family carers and hospital 

professionals, i.e., direct end-users, with multiple prompts to consider the wishes 

and needs of the individuals with dementia throughout the guide (see Appendix 

16: Final version of the decision guide). This is because nutrition and hydration 

decisions for people with severe dementia are often made using the best-

interests decision-making approach, as discussed above. Through workshop 

activities, the guide has been co-designed by family carers and hospital 

professionals with supplemented data from people with mild dementia.  
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7.12 Decision guide about nutrition and hydration for people with severe 

dementia 

7.12.1 Current practice and policy about the development and use of 

decision guides 

In line with person-centred care and shared, and best-interests, decision-making 

approach, a decision guide can support people in making value- and preference-

sensitive decisions where there is no single best option for everyone (Stacey et 

al., 2017). Decision guides have been developed and used in dementia and 

palliative care, for example, for eating and drinking difficulties, everyday 

wellbeing, place of care, and goals of care (Davies et al., 2021d, Davies et al., 

2019, Murray et al., 2004, Hanson et al., 2011, Loizeau et al., 2019, Mitchell et 

al., 2001). The NICE guideline clearly states that people with lived experience 

should be involved in developing and coproducing decision guides (NICE, 2021), 

consistent with the co-design process used in this thesis. 

Existing evidence found that decision guides can make people who have used 

the decision guides feel more knowledgeable, better informed, and clearer about 

the values. They also have a more active role in decision-making, more accurate 

risk perceptions, fewer decisional conflicts, and better quality of communication 

(Davies et al., 2019, Stacey et al., 2017).  

In the UK, the NHS has longstanding interests in the use of decision guides 

(Elwyn et al., 2010), and NICE has recently published its recommendations on 

decision guides (NICE, 2021). The recommendations are to support people using 

decision guides, which they call ‘patient decision aids’, in assessing the 
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usefulness and quality of the guides. They also guide the development process 

about how to produce high-quality decision support and what should be included 

in it (NICE, 2021).  

The NICE recommendations are generally consistent with the criteria in the 

International Patient Decision Aid Standards (IPDAS) framework, the widely used 

guideline (Joseph-Williams et al., 2014), discussed in Chapter 6 (see Section 

6.3.5 and Appendix 19). They both provide minimum requirements of being a 

decision guide (called essential criteria in NICE and qualifying criteria in IPDASi 

v4.0). Additional characteristics are specified to enhance its quality and avoid 

biases (called enhanced criteria in NICE and certification and quality criteria in 

IPDASi v4.0), of which some may not apply to all decision guides (Joseph-

Williams et al., 2014, NICE, 2021). My decision guide meets all of the minimum 

requirements for both (see Appendix 19), which generally require the guide to:  

• Describe health condition or problem 

• State the decisions that need to be considered 

• Describe evidence-based options available  

• Describe positive and negative features 

• Describe what it is like to experience the consequences of the 
options (Joseph-Williams et al., 2014, NICE, 2021) 
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7.12.2 Recommendations for the development of other decision guides in 

dementia and palliative care 

Tube feeding is not advised for people with severe dementia in most existing 

evidence and guidelines, including the NICE decision guide on enteral (tube) 

feeding for people living with severe dementia (Davies et al., 2021b, NICE, 2018c, 

NICE, 2018b, Royal College of Physicians, 2021, van der Steen et al., 2014). 

Using co-design processes, the final decision guide therefore includes greater 

details about the disadvantages of tube feeding, and advantages and possible 

adjustments to the risks of comfort or risk feeding. It still mentions the possibility 

of nasogastric tube feeding in very specific situations (see Appendix 16). From 

the user testing in Chapter 6, however, most participants perceived the decision 

guide as presenting balanced information. 

This can be applied to other dementia or end-of-life care decision guides where 

certain invasive or futile options will undermine the individual with dementia’s best 

interests and should not be encouraged. Although the NICE guideline suggests 

the decision guide must present the treatment options in balanced, unbiased 

ways (NICE, 2021), it can be ethically appropriate for some decision guides not 

to present balanced information to counter exiting biases and bring people back 

to more accurate and balanced perspectives (Blumenthal-Barby et al., 2013). If 

decision guides are to present imbalanced information, it is important that the 

guide developers are ‘scientifically competent, guided by most up-to-date and 

stronger evidence and be free of any conflicts of interests’ (Blumenthal-Barby et 

al., 2013).  
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There are some strategies proposed to tackle this tension. For example, the 

developers may present balanced information together with sections describing 

misconceptions and non-evidence-based practice or signposting to additional 

resources (Abhyankar et al., 2013), which are used in this decision guide. To 

support shared decision-making, it is important to remember that decision guides 

do not replace clinical consultations (NICE, 2021). Professional communication 

and coaching help elicit people’s values and may clarify any (un)biased 

information presented (Davies et al., 2019, Joseph-Williams et al., 2014, Stacey 

et al., 2012). This is in line with the aims of the decision guide to facilitate the 

conversations between family carers and hospital professionals about decisions 

regarding nutrition and hydration for people with severe dementia. 

7.12.3 Implementation of my guide into clinical practice  

Barriers to the implementation 

In real clinical practice, Elwyn et al. (2010) outlined that all people involved had 

three prerequisites (presented below) to successfully implementing shared 

decision-making processes and the use of decision guides. 

‘1) ready access to evidence-based information about treatment 

options 

2) guidance on how to weigh up the pros and cons of different options; 

and  

3) a supportive clinical culture that facilitates patient engagement’ 

(Elwyn et al., 2010) 
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Despite considerable interests in decision guides, their implementation and 

adoption into clinical practice is difficult and often described as being ‘less than 

expected’ (Elwyn et al., 2010, Elwyn et al., 2013). Long-term organisational 

adoption and use of the decision guides are even more unusual (Elwyn et al., 

2013). Indifference on the part of healthcare professionals and organisational 

inertia are significant barriers to the implementation (Elwyn et al., 2013). 

Professionals often perceive decision guides as unnecessary because they 

believe that shared decision-making usually happens (Elwyn et al., 2010), which 

is not always the case as reported in Chapters 2 and 5. Many professionals may 

not trust or agree with all of the content in decision guides (Elwyn et al., 2013), 

which also happened in my co-design process as described in Chapter 6.  

Techniques to improve implementation  

Using a co-design process, the guide was designed to be user-friendly with 

concise information and a compact format. This is in line with most 

recommendations to develop short decision guides to enhance take-up by busy 

health professionals (Elwyn et al., 2010, Elwyn et al., 2013), but it should not be 

too simple or omit the important points (Goeman et al., 2017). Shorter guides can 

be used during consultations as a dialogue catalyst to options and be 

accompanied by additional resources that people can access at home.  

My guide provides several prompts to conversations and decision-making 

processes and signposts to our team’s extended information resource for family 

carers on eating and drinking problems towards the end-of-life (see 

https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_and_drinking_final.

pdf) (Davies et al., 2021a). Decision guides should provide accurate information 

https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_and_drinking_final.pdf
https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_and_drinking_final.pdf
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but still be sensitive (not too confronting), and easily understood by people from 

different backgrounds (Elwyn et al., 2010, Goeman et al., 2017), all of which were 

addressed in my co-design process (Chapter 6). 

Co-design groups and my research advisory team were aware of organisational 

barriers to adopting the decision guide into practice in terms of limited staff and 

funding and over-workloads in acute hospitals, consistent with existing evidence 

(Elwyn et al., 2010, Elwyn et al., 2013). There are perceptions among 

professionals that the decision guides may not represent local data so that people 

will decline to use the guides (Elwyn et al., 2013).  

Public advertisement, clinical champions and training on using shared decision-

making tools may help improve implementation (Elwyn et al., 2010). Electronic 

versions of the decision guides embedded in wider electronic health records may 

enable broader usage and clinical implementation (Elwyn et al., 2010, Elwyn et 

al., 2013, Goeman et al., 2017). Following systematic identification of potential 

users, these should be referred to the decision guides with the aim of increasing 

take-up rates, rather than the reliance on initiation by an individual professional 

(Elwyn et al., 2013). However, this may be impractical for nutrition and hydration 

decisions for people with advanced dementia in acute hospitals. Because the 

situation where such decisions are needed may not be easily and timeously 

identified in an acute hospital. It may cause people distress if the guide is 

provided without initial support. National guidelines and policies, including 

financial incentives, may need to encourage the adoption of decision guides 

(Elwyn et al., 2010). These solutions may be beyond the scope of my PhD, but 
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they will be considered when planning for larger evaluation studies and explored 

in future projects. 

7.13 Methodological strengths and limitations of this PhD  

7.13.1 Strengths  

This PhD included everyone involved in the decision-making process in order to 

develop a decision guide about nutrition and hydration for people with severe 

dementia in acute hospitals. Ensuring that the decision guide is holistic and meets 

the needs of everyone involved is one of the greatest strengths of my PhD. The 

co-design processes also used a matrix method, a vigorous approach used to 

synthesise the data from all workstreams and to develop the decision guide.  

My findings offer new understanding and perspectives to the field of dementia 

and palliative care. For example, they consist of first studies on a systematic 

review of the stepwise decision-making processes for nutrition and hydration in 

dementia (WS1), and a study on perspectives of people with mild dementia about 

future eating and drinking problems (WS2). WS3 also offers an in-depth 

understanding of conversations about the decisions in hospital settings from both 

family carers and hospital professionals. These would offer conceptual and 

practical implications to all people involved.       

7.13.2 Limitations and alternatives  

Overall, my research processes met my expectations and the findings are useful 

and relevant to clinical practice; however, some limitations do exist and additional 

methods may have made differences or improvements to the overall project.  
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First, I did not include people with mild dementia or policymakers in co-design 

workshops (WS4). Although the decision guide was designed to be used only by 

family carers and hospital professionals, more involvement of other stakeholders 

in the design processes of the guide would be beneficial. For example, the 

interviews with people with mild dementia could have incorporated some 

questions regarding the decision guide in acute hospital settings, similar to the 

family carer and professional interviews. Additional co-design workshops with 

people with mild dementia may provide some further insights for the design of the 

decision guide, ensuring the voice of the person with demenita is more directly 

heard. 

Secondly, although it was impractical to conduct during COVID-19 restrictions, 

additional qualitative observational methods, for example, direct observations of 

decision-making or consultations in hospitals, would complement the interview 

data with the actual practice and experiences of the people involved. This may 

also triangulate some socially desirable responses from the individual interviews.  

Thirdly, additional mixed workshops between family carers and professionals 

may have enabled people to listen to their counterparts’ ideas, expand their 

discussions, and creatively develop an agreed plan. Finally, due to time 

constraints, I conducted user testing with a nearly finalised prototype to 

incorporate user suggestions into the finalisation process (see Appendix 15). 

Additional user testing of the final version (see Appendix 16), especially in real 

situations, may give us a better understanding of the acceptability of the decision 

guide. This may include user testing with organisational and/or national 

policymakers.   
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7.14 Self-reflection on my learning experiences of doing this PhD study 

I have gained a great deal of knowledge and developed research skills throughout 

the three years of my PhD. With a medical background and a previous focus on 

quantitative research, I have gained more understanding about what qualitative 

research is and how it can bring about new knowledge when translated into 

clinical practice. I have learnt how to conduct qualitative interviews and co-design 

workshops and manage the difficulties that I may encounter. This was my first 

experience of conducting qualitative workshops. It was an excellent experience 

for me to step out of my comfort zone, and encourages me to learn new research 

methods in future projects. 

As a PhD student, I have learnt to be an independent researcher and to oversee 

and understand the research process as a whole. However, it also gave me 

opportunities to work with my supervisors and other people. I have previously 

minimised my interruptions to other people (research participants, PPI members, 

and experts in the field) understanding that their workloads might preclude their 

help with my research. However, I have found this is usually not the case. I have 

received helpful advice and enormous support throughout the project, which in 

turn provided me with better skills to communicate and work with others. At the 

end of my PhD, I feel more confident conducting future research and sharing my 

experiences and skills to my colleagues in Thailand, where I will return as a 

clinician, academic lecturer, and researcher.  
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Impact of Covid-19 on my PhD  

I started my PhD in October 2018 and submitted the NHS ethics application in 

September 2019. The ethics approval was granted in mid-February 2020, and 

my study was about to proceed with the feasibility review at UCLH and NMUH. 

This was immediately followed by the peak of the COVID-19 pandemic and the 

UK national lockdown. Most research activities in NHS hospitals were 

suspended, including the feasibility review. In March 2020, I decided to go back 

to Thailand and work on my PhD remotely. During that time in Thailand, I finished 

my systematic review (Chapter 2). I was also involved in the Nutri-Dem study, 

and from this I developed some research questions aligned to my PhD. I did a 

secondary data analysis of the qualitative interviews with people with mild 

dementia to include in my PhD (Chapter 4). 

After the COVID-19 situation in the UK improved in October 2020, I returned and 

restarted my primary research. I amended the interview and workshop studies to 

an online format, which was approved by Camden & Kings Cross Research 

Ethics Committee in early December 2020. The first interview was conducted in 

January 2021, and the first workshop was conducted in late May 2021 (Chapter 

5 and 6). Overall, COVID-19 has caused delays to my PhD from the original 

timelines, however, the online platform for interviews and workshops was more 

logistically practical for research participants and myself and helped me to slightly 

catch up with the timelines. In turn, the online methods may have prevented the 

participation of those with limited access to the internet. I may have missed their 

contributions which may differ from those who did participate.  
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7.15 Recommendations for future research  

7.15.1 Applicability of my findings to other settings and countries 

From my systematic review in Chapter 2, decisions about nutrition and hydration 

for people with dementia are hugely influenced by cultural, social and legal 

frameworks in different settings and countries. From my findings, most people 

with mild dementia, family carers and hospital professionals were against the use 

of ANH and tended to accept risk feeding, which is in line with current practice in 

the UK (Barrado-Martin et al., 2021b, NICE, 2018b, Royal College of Physicians, 

2021).  

Co-design processes in other countries, especially where ANH is acceptable and 

used for people with severe dementia, may yield a different outlook and 

composition of decision guides which may need a specific section to address 

certain beliefs and practices. Decisions and decision-making processes in other 

settings, for example, care homes or communities, may differ from those in 

hospitals, so that it may require a different format and content of decision guides.  

However, the overall thesis findings are relevant across different settings and 

countries. That is, people involved should make decisions about nutrition and 

hydration with a shared decision-making approach and consideration of the 

individual’s best interests. My findings offer a clear decision-making process and 

elaborate its applications in clinical and research settings. It also suggests that 

multidisciplinary team discussions and the use of decision support tools may help 

with the decision-making process. 
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7.15.2 Recommendations for future research 

From my findings, future researchers may use my revised shared decision-

making model (see Figure 7-1 in Section 7.6) to explore the experiences and 

needs of all people in other settings or with other decisions in dementia care. The 

model may also guide intervention or service development. From Chapter 4, it is 

clear there needs to be further research on when and how discussions about 

eating and drinking should be introduced to individuals with dementia (and their 

families). The wish of the individuals with dementia to delegate future decisions 

to their family requires further exploration as to what extent and how the individual 

wants this to be done and to not undermine the person-centred care. This is also 

relates to Chapter 5, which still demonstrates further exploration is needed of how 

to properly manage family carers’ involvement under the Mental Capacity Act or 

equivalences, especially for emotive end-of-life decisions. 

Future research may use direct qualitative observations of decision-making 

processes and the involvement of people with severe dementia in decisions about 

eating and drinking in acute hospitals. This may also involve informal talks and 

interviews with people with severe dementia who actually have eating and 

drinking problems. This may provide further understanding, in particular 

observing directly how discussions about eating and drinking occur and 

understanding the challenges around these discussions. Observations could help 

inform the design of interventions and services, including decision guides tailored 

to the needs of people with severe dementia.    

We may need more evidence on the effects of MDT involvement, including the 

palliative care team, on decision-making processes about nutrition and hydration 
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for people with severe dementia. In Chapter 5, eating and drinking decisions are 

needed to consider overall dementia progression, but, from previous studies, 

eating and drinking difficulties are also related to the prognosis and mortality of 

dementia (Bradshaw et al., 2013, Thomas et al., 2013). The relationships 

between eating and drinking difficulties and dementia prognosis may need further 

research, especially on how this can be used in clinical consultations and 

decision-making. 

From Chapter 6, the co-design processes seemed to be effective ways to develop 

a decision guide to meet end-user needs and preferences. Future studies may 

use the clear methods described in this thesis for other co-design projects. It is 

important to bear in mind that not all countries or settings have a strong culture 

of patient involvement in research (Greenhalgh et al., 2019, Thoft et al., 2020), 

so the co-design activities may need to be tailored to fit the population and 

culture. Involvement of end-users in research is strongly recommended as this 

would bring them a sense of ownership and the outcomes that meet their needs 

(Conder et al., 2011, NIHR, 2021). 

7.15.3 Future plan for the decision guide in my PhD 

User testing was completed for the decision guide, it was perceived to be useful 

by most participants. However, it will need to be tested in an evaluation study with 

family carers and hospital professionals in actual hospital settings, in which many 

factors may differ from this research setting. In doing this, I expect to obtain 

insights about the impact and effectiveness of the decision guide on the decision-

making process. Standard tools will be used to measure, for example, decisional 

conflicts, patient-clinician communication, participation in decision-making, 
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decisional regrets, and satisfaction with choices, as in previous studies (Davies 

et al., 2019, Stacey et al., 2017). I would also expect to receive feedback and 

suggestions about the implementation from organisational policymakers and 

hospital managerial staff. 

It is recommended that the short decision guide is used during clinical 

consultations along with the provision of longer documents afterwards (Elwyn et 

al., 2010, Elwyn et al., 2013). Consistent with suggestions in my interview study, 

the use of case scenarios may be useful to introduce sensitive discussions 

(Davies et al., 2021d). My decision guide is designed to be short and used in 

conversations. Apart from the signpost to our team’s information resource from 

the Nutri-Dem study (Davies et al., 2021a), I would develop additional resources 

attached to this decision guide, including the case scenarios specific to hospital 

situations. From the evaluation study in real settings, I would prepare for further 

revisions and plan for wider implementation. Depending on the evaluation results, 

this may result in an electronic version embedded in electronic health records. 

The decision guide is subject to regular checks for updates every two years or if 

new evidence is identified, in line with the recommendations in IPDAS and NICE 

guidelines (Joseph-Williams et al., 2014, NICE, 2021).  

7.16 General conclusions 

Future risk of eating and drinking problems may not be understood by people with 

mild dementia. Advance discussions and decisions about the problems are often 

missed, and such decisions at the severe or end-of-life stages of dementia are 

often left to family carers and health professionals. However, the decision-making 

processes about eating and drinking lack clear procedures and sufficient support 
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with a potential pressure from cultural, social, and legal factors. In acute hospitals, 

this is even more difficult due to poor communication, limited resources, and 

highly emotional involvement. The multidisciplinary team approach seems to help 

with decision-making, but it is not always pursued, especially with palliative and 

end-of-life care. Hospital discharge planning may not include family carers, and 

discharge information is not explained to them.  

Using co-design processes, I have developed a decision guide aiming to facilitate 

conversations and decision-making about eating and drinking problems and 

treatment options between family carers and hospital professionals. Several 

versions of the prototype were developed and refined through the co-design 

workshops and research advisory team meetings. The decision guide was co-

designed to be comprehensible for all parties, address cultural and language 

differences, and focus on the individuals’ best interest. From workshop 

evaluations, the participants thought the co-design workshops were well-

organised and made them feel heard and respected. From user testing, the 

decision guide was perceived as helpful and could lead to better decision-making. 

An evaluation study is still warranted to test out its usefulness in actual clinical 

practice.   
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Appendix 3: WS1 Manual guide for study selection 

Overview of inclusion and exclusion criteria 

Inclusion  

Peer-reviewed paper focusses or makes reference to a process and/or its 

determinants of decision-making on nutrition and hydration for people with 

dementia 

All study designs including quantitative study, qualitative study, case report 

Involved or aimed at people with dementia, formal or informal caregivers, and 

health professionals 

No restrictions on year of publication 

Exclusion 

Commentary, editorial and opinion pieces 

Conference abstracts 

Study or review protocol 

PhD or other qualification theses 

Non-English language 

 

Additional guides 

1. Nutrition and hydration choices/interventions for people living with 

dementia (PLWD) would be either  

a. Oral/hand-feeding (e.g. comfort or risk feeding, modified food like 

finger food and nutrient-dense food, and any managements to 
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maintain PLWD to eat/drink by oral like laying the table together and 

adapted cutlery etc.) OR 

b. Artificial nutrition/hydration interventions (e.g. enteral/tube feeding, 

parenteral feeding/hydration, intravenous fluid, hypodermoclysis 

etc.) BUT 

c. Withholding/ withdrawal/ forgo of those would be ‘one’ of the 

choices.  

d. It is difficult for caregivers and professionals to choose (make a 

decision) among these choices > we are looking at how they choose 

(i.e. make the decision). 

2. Include papers that studied on a description/ process/ determinants/ 

facilitators/ barriers/ outcome/ effectiveness of  

a. Decision-making and/or 

b. Decision intervention/guide/aid on nutrition/hydration for PLWD 

i. e.g. education of existing choices, the Fact Box decision 

support tools, a co-design heuristic tool on end-of-life care 

for PLWD  

3. RULE OF PRIOR OR DURING the decision-making process. If the 

phenomena of interests in the study was about after the decision, then it 

might not decision-making.  

a. e.g. excluded a legal case/court judgement, an evaluation of certain 

decisions/intervention, an opinion after using certain intervention – 

it would be an ‘after’. 
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b. Unless the ‘post hoc event’ became, in turn, a factor in re-visiting a 

decision-making in that case or among the participants of the study. 

We will include that study. 

 

4. Focused population of potential studies 

a. Specific only to dementia – yes (i.e. PLWD, caregivers, 

professionals) 

b. Not specific to dementia 

i. Primary/ original research (quantitative, qualitative, case 

studies) – If applicable and information available, the cut-off 

of at least 80% of the sample having dementia and/or being 

caregivers/professionals of PLWD can be applied. This cut-
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off was based on proportion of PLWD as nursing home 

residents and used by other published studies in Cochrane 

(Helvik et al., 2015, Murphy et al., 2016). 

1. This also applies to a study that PLWD and/or 

caregivers-professionals of PLWD being asked to 

respond to the hypothetical situation of making a 

decision on nutrition (e.g. using case scenarios) – 

BUT excluded studies that surveyed among healthy 

older people participants or equivalent. 

2. Case studies – normally, it should be about dementia 

patient(s) only 

a. If not, e.g. they may present the cases of 

dementia, PD and stroke in a single study. Just 

include it. We would pick up only a case of 

demented patient when extracting data. 

ii. General reviews (just for reference search) 

1. only dementia – yes 

2. If not, no; It is really difficult to judge that an individual 

paper and/or certain statement was substantially 

discussed or drawn based on PLWD information. 

iii. Systematic review (just for reference search) 

1. Yes, if either majority (>50%) of included studies are 

about dementia or >/= 80% of pooled sample (if meta-

analysis) being PLWD, caregivers of PLWD, health 

professionals caring PLWD. 
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2. No, if the data is unavailable OR not reach the above 

cut-off. 

5. Focused topics of potential studies  

a. Primary/original research – quantitative, qualitative, case studies 

i. Include the original studies that make a reference, but not 

limit, to the decisions on nutrition and hydration (i.e. they 

may also study on other decisions for PLWD at the same 

time, e.g. antibiotic, DNR, placement).  

b. Reviews/systematic reviews (just for reference search) 

i. Include only studies that focused on nutrition/hydration 

decisions 

6. Exclude papers that studied on the description/outcomes/effectiveness of 

a certain type of nutrition/hydration intervention, but not explicitly on the 

decision-making. – may refer to No. 4 

a. e.g. effectiveness of PEG, modified food for PLWD 

7. Exclude papers that simply described existing choices of nutrition and 

hydration for PLWD, but not explicitly about the decision-making on the 

choices. 

8. Exclude guidelines, and government or organizational recommendations, 

as these will be informed by existing empirical studies, academic reviews 

and case studies anyway.  

9. Exclude a legal case study/ court report. As it will be a review of the case 

regarding legal judgement. Rather than on the decision-making process at 

the time of making that decision. (may refer to No.4) 
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10. Exclude an ethical study; if it is merely a philosophical explanation/standards and 

did not take into account in making a decision.  

a. We would interest in individual level or actual decision-making process, 

i.e. include the study of participants of the study making a decision based 

on ethical consideration. AND/OR the ethical consideration was explicitly 

applied to the decision-making in the participant(s) or case(s) of the 

study. 

11. Exclude advance care planning (ACP) intervention or study. As it could be 

a cognitive and pre-planning, and might not actually involve at the 

‘time/situation’ of making the decision. Unless the studies explicitly refer 

that the ACP was applied directly into a ‘real decision-making situation’ 

and specifically on ‘nutrition and hydration’. If the case we will include it.  
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Appendix 4: WS1 Full search strategy for MEDLINE database 

Medline via Ovid SP (updated 6 October 2021) 

 

No Search strategy Hits retrieved 

1 dement$.mp. 144828 

2 alzheimer$.mp. 176710 

3 exp Dementia/ 180969 

4 Alzheimer Disease/ 103034 

5 exp Nutritional Support/ 47090 

6 Enteral Nutrition/  20731 

7 exp Parenteral Nutrition/ 24653 

8 (nutrition$ adj3 support$).mp. 18022 

9 (enteral$ adj3 (feed$ or nutrition$)).mp. 27941 

10 (artificial$ adj3 (feed$ or nutrition$)).mp. 3750 

11 Intubation, Gastrointestinal/ 9949 

12 (tube adj3 feed$).mp. 7957 

13 (percutaneous adj3 (feed$ or nutrition$ or tube)).mp. 1795 

14 (endoscop$ adj3 gastrostom$).mp. 3726 

15 (gastrostom$ adj3 tube).mp. 3129 

16 (stomach adj3 (feed$ or nutrition$ or tube)).mp. 1413 

17 (nasogastric$ adj3 (feed$ or nutrition$ or tube)).mp. 5944 

18 (forc$ adj3 feed$).mp. 2507 

19 (parenteral$ adj3 (nutrition$ or feed$ or tube)).mp. 33912 

20 (feed$ adj3 method$).mp. 5989 

21 (comfort$ adj3 feed$).mp. 128 

22 (oral$ adj3 (feed$ or nutrition$)).mp. 8259 

23 (hand$ adj3 feed$).mp. 1263 

24 (modif$ adj3 (feed$ or food$)).mp. 5636 

25 nutrition$.mp. 420032 

26 exp fluid therapy/ or home infusion therapy/ 21869 

27 Dehydration/ 13879 

28 Drinking/ 14514 

29 hydration$.mp. 39014 
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30 (artificial$ adj3 hydration).mp. 515 

31 fluid$.mp. 651747 

32 hypodermoclysis.mp. 231 

33 decision making/ or choice behavior/ or consensus/ or exp 

"dissent and disputes"/ or uncertainty/ 
163915 

34 clinical decision-making/ or medical futility/ 15735 

35 Decision Support Techniques/ 21647 

36 Decision Support Systems, Clinical/ 8716 

37 decision$.mp. 505126 

38 judgement$.mp. 17004 

39 (choice$ adj3 (behavio?r* or informed or making)).mp. 42679 

40 exp Withholding Treatment/ 15892 

41 1 or 2 or 3 or 4 284812 

42 5 or 6 or 7 or 8 or 9 or 10 or 11 or 12 or 13 or 14 or 15 or 16 or 17 or 

18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28 or 29 or 

30 or 31 or 32 

1146627 

43 33 or 34 or 35 or 36 or 37 or 38 or 39 or 40 590720 

44 41 and 42 and 43 629 

45 limit 44 to English language 590 

 

Hits retrieved: 590  
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Appendix 5: WS1 Full data extraction table 

I used Excel spreadsheets for the full data extraction table for WS1 – systematic 

review. The spreadsheets were large with a considerable number of columns of 

data items. I, therefore, list the columns in the table below. The full data extraction 

table in Excel is available online with the published article in BMC Geriatrics via 

https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-020-01931-y 

Study characteristics table 

Topics of the study characteristics  

ID, Year, First Author, Title 

Aims: General study focus 

Study type 

Design 

Country 

Analysis 

Setting 

Main feeding methods being studied 

Population of the study (PWD, carers or professionals) 

Number of participants 

No. of staff 

Physician 

Nurse and allied 

No. of surrogate 

Family carers 

Professional carers 

Age (years old) (SD) 

Sex ratio F (%) 

Ethnicity, Race (%) 

SES or working environment of participants 

Stage of PWD involved/ considered 

https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-020-01931-y
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Details of stage of PWD 

If available, type of dementia (%) 

Duration 

Main findings related to the review of decision making 

Conclusion of the study (related to the review) 

Sponsor 

 

Findings table  

ID, Year, First Author 

Design/data collection theoretical paradigm 

Aim 

Setting; group 

Feeding methods being studied 

Population/participants of the study (PWD, carers or professionals) 

PWD involved, characteristics 

IP-SDM steps: Identify decision to be made 

IP steps: Information exchange 

IP steps: Value or preference 

IP steps: Feasibility 

IP steps: Preferred choice 

IP steps: Actual choice 

IP steps: Implementation 

IP steps: Outcome monitoring 

IP-SDM levels: Social norms 

IP levels: Organisational routine 

IP levels: Institutional structure 

IP levels: Patients 

IP levels: Family, surrogate, other carers 

IP levels: initiator of SDM process 

IP levels: Coach 
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IP levels: Professionals (noted if there is interprofessionalism for the SDM 

process) 

IP concept; others including barriers and facilitators: e.g. time 

ODSF: Perception of decisions 

ODSF: Perception of important others 

ODSF: Resources to make decisions 

ODSF: characteristics and preferences for decision participation 

ODSF: other elements 

 

*IP-SDM/IP = Inter-Professional Shared Decision-Making model 

**ODSF = Ottawa Decision Making Support Framework model 

Reference 

LEGARE, F., STACEY, D., GAGNON, S., DUNN, S., PLUYE, P., FROSCH, D., 

KRYWORUCHKO, J., ELWYN, G., GAGNON, M. P. & GRAHAM, I. D. 2011a. Validating 

a conceptual model for an inter-professional approach to shared decision making: a 

mixed methods study. J Eval Clin Pract, 17, 554-64. 

MURRAY, M. A., MILLER, T., FISET, V., O'CONNOR, A. & JACOBSEN, M. J. 2004. 

Decision support: helping patients and families to find a balance at the end-of-life. Int J 

Palliat Nurs, 10, 270-7. 

O'CONNOR, A. M., TUGWELL, P., WELLS, G. A., ELMSLIE, T., JOLLY, E., 

HOLLINGWORTH, G., MCPHERSON, R., BUNN, H., GRAHAM, I. & DRAKE, E. 1998. 

A decision aid for women considering hormone therapy after menopause: decision 

support framework and evaluation. Patient Educ Couns, 33, 267-79. 
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Appendix 6: WS1 Overall quality assessment of the included studies 

First author 

(year) 

Summary notes for quality assessment  

Aita K (2007) GOOD: clear and justified objectives. Suitable methodology 

(grounded theory -seeking for theoretical explanation, ongoing 

analysis, theoretical sampling) to explore experiences and 

attitudes. Well-planned and clear participant selection and 

recruitment (maximize variation). Fairly good interview 

questions. Data saturation was reached. Well-planned and 

clear data analysis, use of multiple methods to enhance 

creditability (more than one analyst, respondent validation). 

Relevant and very important findings. 

Babiarczyk B 

(2014) 

POOR: Poor defined selection of participants, insufficient 

participants, limited data collection and analysis, lack of 

limitations acknowledgement 

Back AL 

(2005) 

MODERATE: This case study described the decision-making 

process quite clearly and is supported by relevant literature. 

However, it seemed not focused on the case, rather on 

theoretical discussions. Sometimes they used hypothetical 

situations. This could create confusions as if the discussions 

applicable to the case. The case was quite well-described. 

Family and physician’s perspectives were discussed. It was 

unclear what the latest conditions of the case looked like. 

Berger JT 

(1996) 

GOOD: well-description of the case and process. 

Comprehensive and holistic discussion of the decision-making 

process. Social factors, nursing home restriction, perspectives 

were described and discussed. 
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Bryon E 

(2010), 

(2012a), 

(2012b) 

GOOD: well-designed study including settings and participants 

selection, data analysis (method triangulation, audit trail, 

ongoing data collection and analysis, constant compare and 

contrast), well-formed aims and research questions, well-

described findings. 

Buiting HM 

(2011) 

MODERATE: Well-formed research questions, objectives, 

Poor participant selection system - worried about the 

differences of participants of the two countries- may affect the 

interpretation of findings especially when aiming to determine 

cultural effects - In Dutch: physicians with nursing home 

medicine training vs Australian GPs and geriatricians i.e. the 

differences may be from differences background of training not 

purely culturally. Well-designed data analysis process. 

Relevant findings. 

Chen PR 

(2019) 

MODERATE: Clear objectives with suitable methodology. 

Great sample size, but unclear about recruitment. No non-

response rate was reported. Well-designed questionnaire, but 

difficult to interpret sum-score or weight among the items and 

could have missed institutional and social factors. Response 

agree/disagree to each item may not directly link to the 

reduction of tube feeding use. Good analysis plan with 

adjustment, but small sample size for subgroup analysis. 

Relevant and useful findings. 

Christenson 

J (2019) 

GOOD: The case and situations were clearly described. The 

process of ethical meeting/ consideration was clarified. 

Family’s opinion, previously stated wishes of the patients, past 

eating management and current patient’s status were taken 

into account. 
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Clibbens R 

(1996) 

POOR: Not many details of the case and process of 

consultation/ decision-making. Typical scenarios/ situations. 

Useful conclusions/recommendation. 

Dimech J 

(2020) 

 

MODERATE: The study presents interesting and relevant 

findings to the research questions adding some insight to 

decision-making process in a different country; but the data 

analysis is not clear, and the roles and influence of researchers 

are not discussed. 

Gieniusz M 

(2018) 

MODERATE: Clear objectives (but may be not directly about 

the review). Despite very low response rate (combined 

response rate = 17%), well-planned recruitment method 

(Tailored Design Method (TMD) - to increase response rate) - 

subjected to non-respondent bias. Suitable research 

methodology with well-designed questionnaire (expert reviews, 

iteration and pilot). No adjustment for confounding factors. 

Relevant and useful findings. 

Gil E (2018) MODERATE: Good aims and research questions fit to the 

research methods chosen. Concerns over the recruitment and 

selection bias-feeling obligated and only those who favour PEG 

included. This could lead to bias of the findings. Not mentioned 

about data saturation. Data triangulation with multiple methods 

(observations and interviews). Good findings' presentation -

concise and relevant. Good implication. 

Golan I 

(2007) 

POOR: Clear objectives with suitable methodology 

(questionnaire with tailored for each group). Participants from 

four hospitals - identified from people living with dementia 

(PLWD) who were referred for PEG, potentially with certain 

clinical conditions. Many possible confounding factors (no 
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adjustment) and selection bias. Relevant and make-sense 

findings. 

Hodges MO 

(1994) 

(Quantitative) 

GOOD: Clear aims and research questions, Suitable 

methodology (questionnaire with case scenarios). Fairly well-

planned recruitment and selection system (excluded those not 

enough personal experiences with TF) - relatively low response 

rate (58.1%). Questionnaire was developed over a year and 

two-regional pretested. Good data analysis (suitable and 

clear). Tested for age and gender. Relevant and important 

finings. 

Hodges MO 

(1994) (Case 

study) 

POOR: No information of the case (very limited) and final 

decisions/ actions were presented. Just discussion and 

recommendations of the authors. Relevant and representative 

case and situations, especially about use of restraints. 

Jansson L 

(1992) 

POOR: clear aims and research questions. Suitable 

methodology (interviews). Well-structured interviews using 

case scenario. Concerns about recruitment and selection: no 

criteria - self-defined by manager. Unclear data analysis 

process (relatively short). No discussion of potential bias and 

influence of the researchers' role. No data saturation was 

mentioned. Relevant findings. 

Jox RJ 

(2012) 

GOOD: Clear objectives. Appropriate methods (think aloud - 

avoid rationalization of interviews). Well-designed case 

scenarios with variations. Well-planned data analysis (content 

analysis). Relevant and insightful findings (good presentation) 

Kuehlmeyer 

K (2015) 

GOOD: Clear objectives and research questions. Suitable 

methodological methods. Good recruitment (stratified of 

nursing home) and Relatively good participant selection 

procedure. Well-designed questionnaire (consult with experts 
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and pre-test). Appropriate data analysis. Relevant and 

important findings. Acknowledged multiple limitations of the 

study. 

Kwok T 

(2007) 

MODERATE: Clear objectives and research questions. 

Suitable methods (questionnaire). Worry about the before and 

after were just immediate assessed - real practice, not only 

provide information and then effect the decisions (multiple 

factors) – might feel needed to follow the provided evidence. 

Various sources of participants. 57% response rate - not high, 

may bias. Relevant and important findings. 

Lopez RP 

(2010) 

MODERATE: clear objectives. Suitable method (in-depth 

interview). Unclear of use topic guide (but shown some topics 

questions. Not convincing recruitment methods (unsure how to 

gain various perspectives as said). Data collection continued 

until themes saturation (but this was under a parent study?). 

Relatively good data analysis. Relevant and important findings.  

Lopez RP 

(2010) 

GOOD: Clear objectives and research questions. Suitable 

methods. Good and justified recruitment and selection 

methods. Well-planned data collection (use of multiple 

qualitative methods). Well and rigorous data analysis. Well 

acknowledgement of bias, limitations. Relevant and important 

findings. 

Luhnen J 

(2017) 

GOOD: clear objectives. Suitable methods (interviews). Well-

designed topic guide (piloted, amended), Fairly good data 

analysis plan. Extensively discussed on its limitations and bias. 

Relevant and important findings. 

Malhotra C 

(2021) 

GOOD: Well design - add new insights about why the treatment 

preferences are not in line with the overall goals. More insights 

into why people choose to use life-sustaining treatments to 
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PLWD, including tube feeding; unclear information about data 

analysis processes and influence of the researchers; but we 

know from other paper from the same study 

Meier CA 

(2015) 

GOOD: well-described of the case (characteristics, problems, 

context), decision-making process and discussion. Relevant 

and important findings. 

Modi SC 

(2007) 

MODERATE: Well-defined objectives and rationale. Suitable 

methods. Fairly good questionnaire design - expert reviews, but 

unsure about the use of scenarios which annotated about 'race' 

only one word - can determine effects of race in decisions. 

Fairly justified to combine - recommend against PEG with no 

recommendations as default mode (which default may mean 

recommend as well for some physicians); Good analysis - 

controlled for confounding factors. Relevant and interesting 

findings. 

Nagao N 

(2008) 

POOR: Clear Objective. Suitable methodology. Only 4 experts 

with some having limited experiences. Questionable about 

conclusion regarding to comparison between the two countries. 

Quite good data collection methods - using variety of methods 

- questionnaire, interview (guided by the findings of the 

questionnaire - not so appropriate), team case study and then 

follow up interview). Fairly good data analysis (only multiple 

analyst was used, not mentioned about other creditability). 

Relevant but questionable findings. Critically - Need more 

participants. 

Norberg A 

(1987) 

(Sweden 

study) 

POOR: Clear objectives. Suitable methodology (qualitative). 

Quite not sure about how the participants (the longest working) 

were approached (by who). No discussion about the influence 

of the role of the authors, any possible bias, ethical 

considerations. No information about origins of the topic guide. 
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Quite unsure about quantified qualitative data as they would 

depend on questions and probe at each interview. No other 

methods to increase rigor, except multiple analysts. Relevant 

and important findings. 

Norberg A 

(1987) (Israel 

study) 

POOR: clear objectives. Suitable methodology. Fairly good 

participants selection and recruitment. Unclear about the of 

interviews (both individual and group) - no information about 

topic guide, how to develop the topics. Very limited data 

analysis process (by who and how). Relevant and important 

findings. 

Norberg A 

(1994) 

MODERATE: Well-defined objectives. Quite suitable 

methodology - structured interviews then coding and counting 

use statistical analysis. Unclear selection of institutions and 

participants (no clear criteria and justification presented). Low 

number of participants per countries and may subject to have 

influence of cultural and health care system variation. No 

adjustment. Relevant and important findings. 

Orr RD 

(1991) 

GOOD: Well-descriptions of the cases, decision-making 

process and up to the implementation of decisions (not taking 

Ethics consultation and consequences of providing TF) 

Orr RD 

(2002) 

GOOD: well-description of the case concerning health 

conditions, context (religious, past history), attitudes of the 

PLWD (previous wishes/ wills), family and staff. Well-defined 

decision-making process. Enough follow-up time. 

Pang MCS 

(2007) 

POOR: Clear objectives. Suitable methodology. Unclear 

selection of sites and participants. Unclear recruitment 

methods. Unclear who and how they were included. Unclear 

about the data collection - who and how they were observed. 

No information of data analysis. Relevant and important 
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findings - but presenting the findings together with literatures 

makes this part confusing. (checked for references). 

Pasman 

HRW (2003), 

(2004a); The 

(2002) 

GOOD: Good background leads to clear and justified objectives 

and research questions. Suitable methodology (justified to use 

of observations. Good setting and participant selection. 

Triangulation - observations, interviews, filed notes, access to 

medical and nurse record. Very rigour (two analysts, collecting 

then analysing then re-collecting data to validate). Good 

analysis plan. Well-concerned of ethical issues. Relevant, clear 

and important findings.  

Pasman 

HRW 

(2004b) 

MODERATE: Clear and logical objectives. Suitable 

methodology - to compare. Concerns over the participant 

selection (identified by the NHP) may affect the results 

especially when exploring the 'participation' of decision-making 

process per se. Data analysis- quite descriptive statistics, no 

adjustment - unclear how to interpret and apply the results. 

Relevant and interesting finding. 

Pengo V 

(2017); 

Valentini E 

(2014) 

MODERATE: clear objectives. Suitable methodology - use of 

structured questionnaire to compare and find correlations. High 

attrition rate may lead to non-respondent bias plus member 

bias. Quite well-designed questionnaire. Fairly good data 

analysis but no adjustments for many potential confounding 

factors. Relevant and important findings. 

Scarpinato N 

(2000) 

POOR: Unclear objectives and focus. Quite not a good 

description of the case, rather focus on opinions and ideas. 

Relevant findings concerning a factor of depression. 

Shega JW 

(2003) 

MODERATE: Clear and logical objectives. Suitable 

methodology. Hight attrition but tests showed no differences of 

non-respondents. Well-designed questionnaire (piloted at two 
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universities). Fairly good analysis but no adjustment. Quite 

extensive discussion about potential bias but not confounding 

factors. Relevant and important findings. 

Smith L 

(2016) 

POOR: Well-defined and logical objectives. Fairly poor 

recruitment methods (17/27 those non-respondents may hold 

different views), unclear criteria. Well-designed interview 

questions (expert reviewed). Unclear data analysis process, 

mostly referred to theoretical framework. No influence of role 

and potential bias discussed. Not many vigorous methods to 

increase creditability were discussed. Relevant and interesting 

findings. 

Tapley M 

(2014) 

GOOD: The case and situations were clearly described. The 

process was clarified. Attitudes and past history were taken into 

account. Multiple factors were mentioned. 

Teno JM 

(2011) 

GOOD: Clear and justified objectives. Suitable methodology to 

compare across the five states and PLWD status. Well-planned 

recruitment methods with quite high response rate and 

acknowledged of recall bias. Reasonable of site selection. 

Well-designed of questionnaire (modified version of previously 

used questionnaire). Well-planned data analysis with multiple 

methods to adjust and control for bias and confounding factors 

(weighted and adjusted). Relevant and very important findings. 

van 

Wigcheren 

PT (2007) 

MODERATE: Clear and logical objectives. Suitable methods -

questionnaire to compare across the decisions (food and fluids 

vs fluids only). Postal questionnaire - high response rate but 

subject to non-respondent bias (analysis showed slightly 

differences for sex and age group). Questionnaire about recent 

case in 1-year - subjected to recall bias. No adjustment in data 



   

390 
 

analysis. Tried weighted to incidence calculation. Relevant and 

interesting findings. 

Wilmot S 

(2002) 

POOR: clear and logical objectives. Suitable methodology (to 

explore subjective experiences and attitudes, also facilitate 

discussion via group. Concerns over the participant selection - 

three focus group from three wards within one hospital, pre-

existing group - may also limit discussion, not sure about the 

variety of views, no data saturation was discussed. More than 

one analyst and respondent validation. Not discussed about the 

influence of their role and other possible bias. Relevant and 

important findings. 

Zain Z (2020) GOOD: Well-designed recruitment process and data collection/ 

analysis, not really explain about the bias or influence of their 

roles, add insights to the underlying reasons and assumptions 

to ideas of using the tube feeding. The findings can apply to 

other settings with mixed or collective cultures. 
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Appendix 7: Examples of online workboard and hand-outs 
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Examples from the first workshop with family carers 
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Examples from the second workshop with hospital professionals  
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Appendix 8: GRIPP2-LF checklist adapted for the co-design process 

Guidance for Reporting Involvement of Patients and the Public (GRIPP) – version 2 Long form, adapted for the co-design 

process in Nutri-Dem:H study 

Section and topic Item Reported in 
Chapter 

Section 1: Abstract of paper 

1a: Aim Report the aim of the study Abstract 

1b: Methods  Describe the methods used by which patients and the public were involved Abstract 

1c: Results  Report the impacts and outcomes of co-design process* in the study Abstract 

1d: Conclusions Summarise the main conclusions of the study Abstract 

1e: Keywords Include PPI, “patient and public involvement,” or alternative terms as keywords Abstract 

Section 2: Background to paper 

2a: Definition Report the definition of co-design process used in the study and how it links to 
comparable studies 

3,6 

2b: Theoretical 
underpinnings 

Report the theoretical rationale and any theoretical influences relating to co-
design process in the study 

3,7 

2c: Concepts and theory 
development 

Report any conceptual models or influences used in the study 3,6,7 

Section 3: Aims of paper 

3: Aim Report the aim of the study 3,6 

Section 4: Methods of paper 

4a: Design Provide a clear description of methods by which patients and the public were 
involved 

3,4,5,6 
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4b: People involved Provide a description of patients, carers, and the public involved with the co-
design activity in the study 

3,4,5,6 

4c: Stages of involvement Report on how co-design process is used at different stages of the study 3,6 

4d: Level or nature of 
involvement 

Report the level or nature of co-design process used at various stages of the 
study 

3,6 

Section 5: Capture or measurement of co-design process impact 

5a: Qualitative evidence of 
impact 

If applicable, report the methods used to qualitatively explore the impact of co-
design process in the study 

3,6,7 

5b: Quantitative evidence of 
impact 

If applicable, report the methods used to quantitatively measure or assess the 
impact of co-design process 

NA 

5c: Robustness of measure If applicable, report the rigour of the method used to capture or measure the 
impact of co-design process 

NA 

Section 6: Economic assessment 

6: Economic assessment If applicable, report the method used for an economic assessment of co-design 
process 

NA 

Section 7: Study results 

7a: Outcomes of co-design 
process 

Report the results of co-design process in the study, including both positive 
and negative outcomes 

6,7 

7b: Impacts of co-design 
process 

Report the positive and negative impacts that co-design process has had on 
the research, the individuals involved (including patients and researchers), and 
wider impacts 

6,7 

7c: Context of co-design 
process 

Report the influence of any contextual factors that enabled or hindered the 
process or impact of co-design process 

3,6,7 

7d: Process of co-design 
process 

Report the influence of any process factors, that enabled or hindered the 
impact of co-design process 

3,6,7 

7ei: Theory development Report any conceptual or theoretical development in co-design process that 
have emerged 

NA 

7eii: Theory development Report testing of theoretical models, if any NA 
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*In this table, PPI in the original GRIPP2-LF is replaced by ‘co-design process’ to report involvement of co-design participants and 

impact of the co-design process on the development of my decision guide. 

7f: Measurement If applicable, report all aspects of instrument development and testing (eg, 
validity, reliability, feasibility, acceptability, responsiveness, interpretability, 
appropriateness, precision) 

NA 

7g: Economic assessment Report any information on the costs or benefit of co-design process NA 

Section 8: Discussion and conclusions 

8a: Outcomes Comment on how co-design process influenced the study overall. Describe 
positive and negative effects 

6,7 

8b: Impacts Comment on the different impacts of co-design process identified in this study 
and how they contribute to new knowledge 

6,7 

8c: Definition Comment on the definition of co-design process used (reported in the 
Background section) and whether or not you would suggest any changes 

3,6,7 

8d: Theoretical 
underpinnings 

Comment on any way your study adds to the theoretical development of co-
design process 

6,7 

8e: Context Comment on how context factors influenced co-design process in the study 3,6,7 

8f: Process Comment on how process factors influenced co-design process in the study 3,6,7 

8g: Measurement and 
capture of co-design 
process impact 

If applicable, comment on how well co-design process impact was evaluated or 
measured in the study 

NA 

8h: Economic assessment If applicable, discuss any aspects of the economic cost or benefit of co-design 
process, particularly any suggestions for future economic modelling. 

NA 

8i: Reflections/critical 
perspective 

Comment critically on the study, reflecting on the things that went well and 
those that did not, so that others can learn from this study 

6,7 



   

400 
 

Appendix 9: Distress protocol 

The interview covers topics about eating and drinking decisions for someone with 

severe dementia. These are sensitive topics that may arouse an emotional 

response from participants. We have developed a procedure to minimise and 

respond to any participant who becomes distressed. The procedure draws on the 

framework for ethical-decision making that has been developed in the UK for 

research with bereaved family and carers (Sque et al., 2014) and which are 

mostly applicable to this study. 

The researcher conducting the interviews is an experienced qualitative 

researcher and has a vast amount of experience of interviewing those affected 

by dementia. 

Prior to interview 

Prior to the interview, participants will be given a full explanation of the purpose 

of the interview and study. Participants will be informed that the interview may be 

emotional and tiring and to think about and agree on avenues of post-interview 

support. Prior to the interview, participants will also be asked to make the 

interviewer aware if they want to pause the recording.  

During  

During the course of the interview we will not ask participants questions which we 

think will cause distress. This has been carefully considered during the 

development of the topic guide but also will be judged on meeting the participant 

at the interview.  



   

401 
 

During the interview for carers who appear upset, distressed or appear to be tiring 

during the interview we will immediately: 

1) Offer the opportunity to take a break  

2) Offer to postpone the interview  

3) Offer to withdraw their participation  

If the participant would like to continue we will begin a less upsetting part of the 

discussion and interview with less sensitive topics and ask if they would like to 

return to that part of the discussion at a later point (being sure to provide them 

with the option and not pre-determine this for them). 

We will also ask these two questions from the above mentioned framework at the 

end of the interview (Sque et al., 2014): 

• Did you find talking in the interview helpful? 

• Did you feel the interview caused you distress? 

If we discover issues of malpractice, maltreatment or serious neglect, to the 

degree that the relevant local authority’s safeguarding procedures are triggered, 

we will in this circumstance be required to break confidentiality and inform the 

relevant authorities, following whichever standard local authority safeguarding 

procedures are in operation.  
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Following the interview  

At the end of the interview carers will be offered information on local carer support 

agencies and if they are experiencing distress will be advised to contact their GP, 

Admiral Nurse Helpline, and Alzheimer’s Society National Dementia Helpline. We 

will facilitate this process if necessary. 

If specific topics arise which are causing distress, then we will direct the 

participant to specific avenues of support for these. We are a mixed team 

including clinicians and we will liaise with the senior clinical members of the team 

to seek their advice on specific issues.  

We will revise the protocol and topic guides if we are finding that this study is 

causing greater distress and burden and is unhelpful. This will be discussed 

amongst the research team. If substantial changes to the protocol are needed, 

we will seek approval of proposed changes from the Research Ethics Committee. 

Principles of Good Clinical Practice will be upheld throughout the study.  

We will call participants two days later to check whether thinking about the 

interview has raised any concerns or questions for them.  
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Appendix 10: Participant information sheets 

To avoid repetitions and overly long thesis, only some participant information 

sheets are displayed.  
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Appendix 11: Consent forms 

To avoid repetitions and overly long thesis, only some consent forms are 

displayed. 
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Appendix 12: Demographic forms 
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Appendix 13: Interview schedules and case scenarios 
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Appendix 14: Recruitment posters 
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Appendix 15: Versions of a prototype of the decision guide 

The outline of a prototype that was presented in the first research advisory team 

meeting. This outline was developed after the first workshops with family carers 

and hospital professionals. The first workshops were to get initial ideas and 

solutions, so the prototype had not been developed at the time.  
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This prototype was presented to the second co-design workshop with family 

carers. 
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In the second workshop with hospital professionals, I tried to separate the 

decision guide into two versions: one for family carers and one for hospital 

professionals. This was to test out whether it would need to separate the versions. 

However, the co-design workshop suggested to combine them and have one 

version for all to enhance trust among the users. 
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The prototype presented to the second research advisory team meeting was the 

one that was combined and to be used by both family carers and hospital 

professionals. After a very minor amendment, this version of the prototype was 

sent to participants in user testing together with the feedback form. 
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After I did user testing, I worked with a professional designer and my research 

advisory team to iteratively amend the prototype and transform it into the final 

version of the decision guide. 
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Appendix 16: Final version of the decision guide 

The snapshot of the final version of my decision guide is attached in this 

appendix.  

The final version of the decision guide is protected by copyright but is freely 

available for you to use and share, provide you cite the reference in any research 

publications or reports. Please visit the links below. 

Original URL:  

https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_

dementia.pdf 

Short URL for sharing: https://tinyurl.com/uclEatingDrinkingHospital 

Suggested citation  

Anantapong K, Bruun A, Walford A, Smith CH, Manthorpe J, Sampson EL, 

Davies N. Talking about eating and drinking for people with severe dementia 

during hospital stays. 2021. Retrieved from 

https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_

dementia.pdf 

 

 

 

https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_dementia.pdf
https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_dementia.pdf
https://tinyurl.com/uclEatingDrinkingHospital
https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_dementia.pdf
https://www.ucl.ac.uk/psychiatry/sites/psychiatry/files/eating_drinking_hospital_dementia.pdf
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Appendix 17: Feedback form used in user testing 
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Appendix 18: Completed data in WS4 Matrix table 

Matrix for synthesising data and developing the decision guide 

Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

Common admitting 

conditions 

NA NA Falls, fractures, UTI, stroke (TIA), 

severe dehydration, heart 

disease; recurrent constipation 

Infection, falls, delirium, renal 

failure, stroke, behavioural 

problems 

Falls, stroke, infection, fracture, dehydration 

Common eating/ 

drinking problems 

at home or care 

home 

Inability to recognise food, 

food refusal behaviours, 

chewing and swallowing 

difficulties, recurrent 

chocking and aspirations, 

change in alertness, 

significant weight loss 

Most PLWD are not really 

aware of eating and drinking 

problems resulting from 

dementia; appetite and 

preference changes, social 

eating; their choice to change 

the habits or preferences to 

maintain their health and 

hope to prevent the 

progression 

Unable to recognise food or 

utensil, forgetfulness, 

behavioural problems, just stop 

eating and drinking, very hot 

weather then dehydrated; poor 

eating and drinking care in some 

care home; constipation and 

incontinence issues; may not be 

aware that pre-existing problems 

are related to dementia 

Baseline eating and drinking 

problems; changing 

preferences of taste or texture; 

history of recurrent chest 

infection suggesting existing 

swallowing problems; some 

carers might do very well and 

intuitively adapt the eating 

routines – may encourage 

them about this 

Poor intake at home or care home; ask about 

eating and drinking patterns at home 

Common eating/ 

drinking problems 

in hospitals 

Acute illness vs the 

progression of dementia 

NA (community settings) Eating and drinking less; 

unattractive hospital food; 

cultural food; nobody stays with 

PLWD; unable to reach food 

(broken arm); positions in bed; 

unfamiliar environment and staff; 

distraction; swallowing 

(chocking); constipation, 

incontinence 

Eating and drinking problems 

resulting from acute illness e.g. 

delirium; decreased 

awareness; waiting for 

operation; not their routine; 

unattractive hospital food; 

eating and drinking at EoL; 

positioning; hospital turnover  

For (family) carers, not having someone to 

encourage eating and drinking; unattractive 

hospital food; food menu; not knowing 

information about nutrients of hospital food 

and what PLWD should receive; not only 

eating less but also other eating problems like 

eating weird food or eat too much; Meeting – 

may eat strange food -variety of sugar  

Identify the 

problems and 

decisions 

Whether and how to start 

or forgo ANH, to continue 

or stop risk feeding, to 

consider risk feeding; 

checking mental capacity, 

If any, focus on appetite and 

preference changes, social 

eating; resulting from their 

choices or circumstances; 

not knowing physiological 

changes, e.g., swallowing in 

To offer favourite food and drink; 

some already had eating and 

drinking problems at home and 

carers want to pass the 

information; some don’t have a 

chance to stay and monitor; 

To nil-by-mouth - sometimes to 

wait for assessment by SLTs; 

to use ANH (NG tube or IVF) to 

bridge the gap of acute 

deterioration; nurses and 

doctors activate further 

For carers, want to know how their relative is 

doing in the hospital, but staff are very busy; 

check if eating and drinking is the problem 

and how; the staff may not have time to look 

after PLWD as an individual; sometimes they 

don’t recognise that the individual has 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

other causes e.g. 

depression  

moderate and severe stages; 

avoid social eating (other 

might notice changes, gently 

excluded)  

limited time as PLWD were 

rushed into acute care; think staff 

can’t see PLWD individually; staff 

may assume PLWD can eat 

normally and don’t need support; 

family may feel shocked or 

worried if they discover that 

hospital does not discuss with 

them before changing eating and 

drinking support to their relatives; 

COVID further minimise the 

chance to discuss; 

assessment and MDT meeting; 

if the family find food left 

uneaten in hospital, it’s rare 

that they don’t raise this to the 

team, review notes and check 

capacity of PLWD first if not 

then seek for family; confusing 

hospital environment and 

rotating hospital staff may 

cause eating and drinking 

problems; multidisciplinary 

help identify problems and 

share information 

dementia; ‘not only in but also out’; good to 

have someone sit and look if eating problems; 

wonder if the admitting reasons cause the 

eating problems; eating and drinking might be 

new things for some carers; For staff - some 

staff might not regularly see the food, fluid 

and bowel chart – clear roles, but not for food 

things – don’t get the whole picture of food 

and drink problems; constipation cause 

discomfort; asking family carers about eating 

and drinking at home could be difficult as they 

might not recognise if some changes are the 

problems  

Initiate discussion 

or conversation 

Day-to-day decisions (with 

lacked support) vs shared 

decision-making approach; 

acute condition may think 

of ANH; VSED requested 

by PLWD is challenging if 

he/she still accepting 

food/drink; nurses (+/- 

family) identified and 

informed problems but 

later excluded from 

decision-making 

Prefer to leave discussion 

until problems occur; some 

acknowledged their future 

deteriorating ability to 

discuss;  

Most carers confident to talk as 

they have been through many 

difficult discussions; but thought 

others might not feel assertive; 

wait for staff to approach; some 

not having a chance to discuss 

(partly due to COVID); some staff 

did not ask family about advance 

directives and provided care 

against the directives; most want 

to discuss in private and safe 

space, not in front of PLWD; each 

professional would have different 

role, so want to know why they 

are involved and who carers can 

talk to; process that staff take 

history before going to the family 

may be seen as a delay and 

cause confusion to the family  

Try to communicate and 

simplify things to PLWD; check 

if there is ACP or stated wishes 

and preferences; some staff 

would ask permission from 

PLWD before going to the 

family (maybe informally); then 

write recommendation or bring 

to MDT or best interest 

meeting; specialities try to get 

to a physician in charge to keep 

on the same page; most want 

to involve the carers; some 

specialities may have been 

under-recognised and difficult 

when approaching to carers 

e.g., SLTs and palliative care 

team; may need to address 

acute illness first and sometime 

it’s not eating and drinking 

For carers – who speak out could be seen as 

‘problematic’; staff’s verbal and body 

language; some young carers reported age-

biased attitudes of staff; very difficult for 

carers to find someone to talk to; staff look 

very busy all the time; consistent point of 

contact; book time to discuss; a badge on 

staff who they can talk to about food and 

drink; want to know why the staff involved 

e.g., SLTs, palliative care team; For staff – go 

to PLWD first, even unable to decide but if 

any signs of accepting or refusal will then be 

respected; really depend on who family go to 

speak to first; HCAs might not be the 

individual who can directly talk about this; the 

conversation can happen anytime 24 hours; 

need to check if the individual is the main 

carer or LPA; some family might not have 

thought of having this conversation – levels of 

preparedness; 

Exchange 

information: 

Family and HCPs can have 

poor understanding and 

Most participants were 

uncertain about their health 

Most not really understand eating 

and drinking; want to know risks 

Assess baseline – try to check 

overall progression of 

For carers – some found information around 

eating and drinking at the later stages and 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

understanding 

disease and 

interventions 

unrealistic expectations of 

TF; if PLWD not 

immediately dying may 

consider ANH; most 

important factors – poor 

outcomes and 

irreversibility in advanced 

dementia 

and what eating and drinking 

they would have at later 

stages; also, see the row 

below 

and benefits of each option; 

some think of past experiences of 

people who needed help with 

feeding and ANH; few worried 

about maximising nutritional 

completeness 

dementia and eating/ drinking 

problems at home; see where 

PLWD is in their journey; also, 

seriousness of acute illness; 

then they can give 

recommendations properly; 

some other staff might focus 

only on treating acute illness; 

need to find the right family 

member to speak to (who know 

the individual best); some 

mentioned about difficulty in 

managing family dynamics as 

part of decision-making 

process; limited time in 

hospitals, so multidisciplinary 

team would help assess the 

individual’s history 

EoL very confusing; said often overlook food 

allergy (?), constipation; staff may ask about 

the previous admission – what improved or 

worse; For staff want to get collateral history 

as much as possible; understand what would 

need for nutrition or not harmful; not every 

staff really understand the options; difficult to 

get a whole picture of eating – different roles; 

knowing levels of information needed by 

really listening to the carers, unpack what 

they understand; communication skill; things 

might change – build upon the previous 

conversation or understanding; good for the 

carers to understand dementia being a 

terminal disease and involve other aspects, 

also not only one eating problem 

Exchange 

information: 

explaining disease 

and interventions 

Insufficient and biased 

information if HCPs think 

any feeding could not be 

forgone; fear of aspiration 

and legal litigation; think 

about individual’s life 

history, age, past 

experiences, wishes and 

current wellbeing of PLWD; 

timing to explain things to 

family  

Want HCPs explained risk 

and benefits and helped with 

decisions esp. if being 

treated with acute transient 

illness or approaching EoL; 

think of past experiences of 

relatives needing the 

interventions; if so, be 

familiar or accepted them 

including risk feeding, ANH 

Want to inform hospital staff 

some basic things but can be 

overlooked – glasses, hearing 

aids, eye drops, dentures, 

medication regimen; explain to 

staff what would help for their 

loved one (what they have tried); 

want to help communicate for 

PLWD; but still want to listen to 

staff’s recommendation; want to 

know if ANH is just for short- or 

long-term; want staff to unwrap 

different scenarios; honest and 

clear information; there is 

fragmented and poor information 

sharing in hospitals, so they have 

to talk to many unfamiliar staff 

Some carers would not be 

ready to discuss – need to 

check their readiness and how 

much they want to discuss; 

need to explain all the 

consequences if carers 

inclined to tube feeding; 

explain mechanism of eating 

and swallowing; normalise that 

when people get very sick (like 

flu) they don’t want much food 

or energy; also EoL; eating and 

drinking is natural process and 

people may not aware of it until 

the problems occur – so it’s 

difficult to explain – but link to 

the natural mechanisms of 

Carers need time to digest information and 

come back with feedback and questions; 

want to know all the options first then the 

pathway of each option – pros and cons; don’t 

want to repeat saying things to different staff 

(not get into solutions, but the problems); 

want to know EoL signs; checklist where are 

we with the patient; carers’ insight into the 

behavioural aspect vs staff knowing the 

clinical aspects; static information; For staff – 

find it difficult to explain or discuss death and 

dying process and often left to clinical team; 

food chart can help explain patterns; getting 

wrong information in the first place, esp. ANH, 

can make things worse – set the tone of the 

next conversation; family can only hear and 

remember the negative information; might not 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

(responsibility place on family to 

share the information); most 

family feel they don’t get 

sufficient and timely updates 

about their relatives during the 

hospital admissions, including 

about eating and drinking; many 

may want HCPs to help make the 

decisions as they would know 

best, but the family still wants to 

know complete information 

eating and how dementia could 

affect the mechanisms would 

be helpful; try to simplify things 

and build on what the family 

says; for palliative care team, 

they can’t just jump in but need 

to sensitively explain why they 

are here – which may require 

long discussion; it’s difficult as 

they also need to be sure to 

some extent about the end-of-

life of the individual 

be done in one session – family can go home 

and chat with others; try to engage and 

educate family at the same time; may not be 

resolved at hospital level – then phoned up 

the family everyday; easier to talk about tube 

feeding and risk feeding in a more abstract 

way, rather than technicalities – will raise 

unrealistic hope; some specialists may not 

necessarily be involved – if putting in the 

guide the carers may question about the care; 

Meeting – inconsistency in explaining ‘risk’ 

feeding – sometimes eating for pleasure, 

comfort feeding 

Acknowledge 

emotions of all 

involved 

Family needs emotionally 

unable to assess 

information and need more 

time; some requested PEG 

even were suggested 

otherwise; Uncertainty 

around disease 

progression, lack of 

knowledge, confusing roles 

lead to feelings of guilt, 

exclusion, frustration and 

conflicts; regular, open 

discussion, team 

approach, build trust; may 

call for ethics committee  

Unsure about hunger and 

thirst at the EoL; don’t fear of 

‘naturally’ dying but of living 

with poor conditions, being 

no longer themselves and 

burden to family; want their 

family carers think about their 

own feelings and wellbeing 

when making decisions 

Difficult but they have been 

through more difficult situation 

and discussion; quite ready if 

staff want to explain things and 

discuss with them; food and drink 

has a unique meaning to the 

individual and their family; in 

acute hospital, family carers 

often feel frustrated because 

poor communication with clinical 

team 

Most recognised this is emotive 

discussion for carers; younger 

staff may find it more 

challenging – more 

experiences will get better; but 

some hospital staff still feel 

(subtle) unprepared every 

discussion; many staff feel 

reluctant to involve palliative 

care team; staff perceive many 

family might not be ready to 

discuss about palliative and 

end-of-life care; they need to 

reassure the roles of palliative 

and there would still be care 

plan in place for the individual 

For carers – confusing information so feel 

unprepared for eating and drinking problems, 

especially at the later stages; feel frustrated 

as sometimes staff not recognising their carer 

roles and experiences; want staff to know 

emotional and spiritual experiences; well-

being of carers often overlooked – the patient 

is the focus; For staff – think it depends on 

how the family has presented – agitated, 

distressed; some (inexperienced) staff who 

don’t know about the options might not be 

confident in presenting the options – hesitant; 

feel ‘getting things wrong’; difficult to have 

conversation around death and dying; fear 

about how the conversation might end; fear of 

saying things; some family might not have 

thought about this before; monitor family’s 

emotion and stop when it becomes too much; 

family may fear of not knowing the whole 

things (trust, something kept secret)  

Clarify values to 

eating/ drinking 

ANH as basic human care 

rather than medical 

Eating/ drinking as means of 

staying healthy; want to 

In some culture eating and 

drinking is very important as the 

Acknowledge that food has 

meanings in it; some family 

For carer, food as fundamental issues of life; 

they know the individual best, including for 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

problems and 

interventions 

intervention in some 

countries; withdrawal more 

difficult than withhold ANH 

(more concrete to death); 

AH more acceptable than 

AN esp. in acute illness; 

social, religious, racial, 

professional values   

maintain autonomy – choose 

or cook food; fine with losing 

weight (always on diet); 

techniques using with 

children (coaxing, aeroplane) 

represented role reversal 

and being treated like a child; 

ANH as unnatural, not bring 

enjoyment and QoL; ANH 

would be useful for others 

with dementia but not for 

themselves; AH more 

acceptable esp. treating 

acute condition (don’t want to 

die prematurely);  

way to provide care and show 

love; cultural food and drinking 

(sometime very specific type of 

food) – some PLWD may find 

traditional hospital food not 

attractive to their relatives; less 

flexibility of hospital food menus, 

mealtimes; want to bring food 

and drink from home, which 

sometimes are their cultural food; 

try to keep PLWD comfortable 

and good QoL, and not doing 

anything invasive; most family 

want to help the individual 

continue enjoy eating and 

drinking by mouth; ANH is take 

away part of someone’s life; 

different wards would have 

different policy and approach to 

support eating and drinking 

problems; and some wards are 

not really keen on caring for the 

individual with dementia 

would want to keep offering 

food; some provide cultural 

food on menu but may not have 

variety as limited by the 

hospital; it can be difficult to be 

culturally sensitive; meals from 

family can keep up to 24 hours 

and regulations around safety 

+ microwave use; try to explain 

eating patterns and energy 

needs at EoL; generally 

oppose to ANH in advanced 

dementia; think about QoL; 

PEG is not indicated for severe 

PLWD; different wards and 

expertise would have different 

approach to support eating and 

drinking problems; it’s 

important that who is the first 

staff member that family would 

talk to as it will affect the 

following conversations 

eating and drinking; For staff food has 

meaning, symbolic more just than to provide 

nutrition – love – ask what they like to eat and 

how; first learnt as a child; more difficult to 

withdraw compared to medications; need to 

understand cultural difference but also be 

careful with the wording in order to not 

alienate anyone; language and terms like 

starving to death; good enough intake when 

PLWD are very ill – unrealistic expectation; 

not giving ANH, not starving to death; if 

anyone is pushed towards certain choice like 

ANH 

Clarify values in 

approaching the 

decisions 

Respect autonomy of 

PLWD; ACP about eating 

and drinking were rare, but 

honoured if available; ACP 

can be vague, outdated; if 

no previous wishes made, 

family and HCPs relied on 

presumed wishes, 

interpretation of current 

behaviours (appearing to 

decline) – challenging to 

understand; if all unclear 

Anticipate gradually loss 

memory and decisional 

capacity; accept to gradually 

transfer responsibility to 

family but still wanted HCPs 

to give recommendations; 

still want to maintain agency 

as long as possible and be 

respected; few views in 

advanced dementia they 

would not feel distressed or 

mind what people offer (less 

Help communicate what PLWD 

likes or wants; want staff to 

consult them as they know 

PLWD best; some would speak 

until they’re heard, but others 

might find it difficult; involve other 

family members only if there is 

really involved in the care; if the 

death was not imminent, it is 

important to provide adequate 

food and fluids to get them well 

and improved from the acute 

Some staff think ANH is 

medical decisions, they will 

only discuss and get inputs and 

advice from family; it’s illegal, 

unethical and unfair to let 

family decide, except there is 

health LPA; ‘how could they 

know’; think about overall 

progression vs acute illness; 

everything always needs to be 

the person-centred; may 

involve palliative care team; if 

Carers think it’s the best to communicate on 

their level of knowledge instead of what you 

want to communicate; want to know sign of 

EoL for eating and drinking; carer know the 

behavioural aspect; don’t talk down to people 

– they may know about these things; For staff 

– prefer to reach PLWD first, check if they 

have capacity or express what they like; some 

staff might need to pass the decision to more 

senior staff – then they don’t gain their 

experiences; good to emphasise this may 

involve many different experts and many 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

then family’s values and 

social norms would 

override the decisions     

awareness); home always 

best place to live/die; if 

PWLD refuse to eat, it could 

mean they don’t want to stay 

alive 

illness; some would think if the 

individual stops eating, it’s the 

sign of dying process 

many family members, just talk 

to someone who has been with 

PLWD; sometimes decisions 

can be delayed; sensitively 

explain things to their culture 

and language; it’s very 

important to build up 

relationships as this will affect 

the decision-making process 

people may come to talk to you; some 

technical terms may cause conflicts like 

‘medical decisions’ or ‘best interest’; Meeting 

– need to explain terms like ‘risk’ sensitively 

and focus on quality of life  

Consideration of 

feasibility  

More severe problems may 

require more time and staff 

which should be equally 

distributed among patients 

in healthcare settings; in 

some settings use ANH to 

limit cost + prevent 

unnecessary hospital 

admission; some family 

perceive ANH is to make it 

easier for HCPs to provide 

nutrition/hydration; some 

countries offered incentive 

to use of ANH and some 

LTC facilities require PEG 

before transfer from 

hospitals – pressure to 

HCPs; also fear of legal 

litigation  

Wanted the family to think 

about their own wellbeing 

and ability to provide care; 

don’t want to burden and 

restrict the carers’ life; some 

consider moving to a care 

home to receive professional 

care and surrounded by 

people with the same 

condition; few views that 

ANH as the only options to 

avoid death from dying which 

is distressing for family; but 

not the ideal for themselves; 

some PLWD mention about 

euthanasia, but they know 

this is not legal in the UK 

Hospital routine and meals; 

happy to be there and help eating 

and drinking; but for some PLWD 

might not have relatives come in; 

limited visiting time (especially 

during COVID); busy hospital 

staff to support each PLWD; 

unsure about immediacy to life 

and death; different wards have 

different skillset and rules; some 

think about the best place of EoL 

care like hospice; safe and 

private room, away from PLWD; 

some family carers mention 

about euthanasia but are also 

aware of the UK legal context  

‘Ideally’ everyone come in the 

same room and discuss the 

decisions; difficult to be at the 

right time to speak to physician 

in charge; leave medical notes 

and recommendations; 

different professionals, 

different approaches; staff 

shortage; decisions over the 

weekend; need to see other 

patients in the same ward/ bay; 

do med round; appreciate help 

of healthcare assistants and 

family in helping eating and 

drinking; provide protected 

meal time; think about 

discharge plans if there is 

community support; 

multidisciplinary can help 

assimilate the history and plan 

For family carers, different wards may have 

different practice around care for eating and 

drinking (preferred dementia ward); staff 

shortage; strict routine and hospital rules; For 

staff, there are quite a lot of rules of what you 

can have for example, alcohol – then hospital 

food not resemble what they normally have at 

home; might need to loosening the visiting 

time – what fits one person might not fit the 

hospital team; it’s important to be clear that 

this is medical decisions but the carers’ inputs 

are important; the guide may explain that this 

is not prescriptive – so open about what can 

be done, depending on where you are; 

Meeting – not every family can have people 

coming into the hospital and some would 

need to use their own budget for food 

Communicate 

preferred choices 

Family and HCPs often feel 

uncertain about PLWD 

preferences; HCPs had 

better knowledge and less 

worried about litigations 

advised against PEG; 

Accept encouragement, 

being around, texture 

modification; don’t like 

techniques using with 

children; most view it could 

be limited ways; general 

Some can speak firmly of what 

they want for PLWD; sometimes 

they have some conflicts with 

staff but continue advocating for 

PLWD; preferences normally 

come from their care practice at 

Staff often go to PLWD first to 

check their preferences; allied 

team (SLTs, dietitian) would 

give recommendation (both 

professional and personal 

view) but then it depends on 

Carers might not understand the situation/ 

options, so can’t communicate their 

preferences; if carers are confident, they 

might be seen as ‘problematic’; want 

consistency in communication and their 

message passing on; For staff, it needs to talk 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

some family avoided 

discussion and left 

decisions to HCPs; 

unnoticed decision-making 

(few cases) if clear what 

decisions should be made, 

very severe conditions, 

clear agreement in place 

opposition to ANH; those 

accepting ANH seem not 

fully understanding possible 

problems and intervention; 

Wish the EoL to be 

comfortable, free from pain 

and surrounded by loved 

ones, and die peacefully 

home (what have been working); 

some prefer to discuss away 

from PLWD 

clinical team; some think of 

their own caring experiences of 

family; physician and nurse 

may display information to 

align to PLWD’s best interest 

more than to family’s 

preferences (person-centred 

approach) 

someone from many family members – the 

main carers avoid (re)start from scratch   

Make a final 

decision and 

communicate the 

decision  

Physicians usually are final 

decision-makers; but 

sometimes family; 

conflicting opinions of 

multiple family members 

resolved by law or 

closeness of relationships; 

non-physician HCPs and 

family are excluded esp. in 

paternalistic health system 

Want family to make decision 

with support from HCPs; but 

still want carers to respect 

their wishes if they were 

requesting certain food or 

strongly refusing; prefer risk 

feeding at the EoL 

Willingness to involve in the 

decision may vary; but most 

would rely on HCP’s opinions as 

HCPs would know best about the 

condition and options; still want 

HCPs to listen or consult them; 

but always want full information; 

may discuss with other family 

members, but decisions would be 

from them who are the main 

carers  

Some staff think is’ unfair to 

push the decision to family – 

too stressful and unethical (and 

unlawful); some SLTs and 

dietitian think it’s clinical team’s 

decision (they just give 

recommendation); physician 

would be the decision-maker; 

some take charge as it’s legally 

bound to medical decision; 

sometimes need MDT or best 

interest meeting which most 

find it helpful (but not always 

happens); most decisions can 

be waited – but avoid 

unnecessary nil-by-mouth; it’s 

important to reassure the 

family what have been done 

and now what’s no longer 

effective or benefits to their 

relatives 

Carers need time to make up the decision – 

can't do if it’s too tense; want to be consulted; 

sometimes it’s medical decision because it’s 

too much for family but still need inputs from 

family; For staff fear about where the 

conversation might end; record the 

conversation and decision in a form and pass 

on; the eating and drinking decisions are 

medical decisions, but using inputs from 

family or carers; for some staff – tube feeding 

is not their choices and would not bring it to 

the discussion (mild-mod would be okay, but 

not for severe dementia); but some staff 

thought it would be good to have all the 

options presented to the carers and be clear 

that why it is inappropriate (people would see 

it from other beds anyway and ask later) 

Provide eating and 

drinking 

interventions 

Day-to-day decisions need 

immediate actions; 

accepted refusal but not 

over long period; used 

tricks e.g., reminders, soft 

touch with spoon to 

Not exactly If the hospital allows, they want to 

come in and help with eating and 

drinking; would bring their 

favourite, cultural food and 

encourage PLWD to eat and 

drink; sometimes need to remind 

Try many possible ways; 

sometimes need trials and 

errors– temporary ANH (NG 

tube and IV fluids) then check if 

the individual has been doing 

well with eating and just 

Staff support the compassionate visiting – 

happy for the family to bring food in (difficult 

during COVID); want to fill in a food chart and 

have a look for the trends or patterns – think 

of what else should be offered – variety; 

PLWD may not eat with staff at all; family can 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

postpone ANH decisions; 

Shared decisions – HCPs 

agreed to risk feeding if 

family were well-informed 

about risk of aspiration and 

weight loss; ANH viewed 

inappropriate in long term 

(except in some countries); 

ANH accepted for 

temporary – part of 

treatment of acute 

conditions  

staff to give food and water, 

especially if the PLWD was nil-

by-mouth; most family carers 

don’t want to force feed the 

individual (neither orally nor via 

ANH) 

recently changed because of 

reversible causes; healthcare 

assistants (HCAs) are valuable 

members who help a lot with 

eating and drinking and might 

know best how PLWD is doing 

with the intervention; some 

want to show the carers how 

they support - then they can do 

this at home; can help 

understand about eating and 

drinking process; often nil-by-

mouth unnecessary as SLTs 

are not in over weekends; 

teach the staff how to help eating and drinking 

at bedside – looking at their positions, speed 

and then replicate; food chart can help 

thinking of alternatives and variety of food 

and drink; Meeting – not every family can 

have people coming into the hospital and 

some would need to use their own budget for 

food 

Monitor and 

evaluate the 

support 

Ongoing evaluation until 

stabilised to resume oral 

feeding or wait for decision 

of long-term ANH; AN (few 

weeks) expected to be 

used longer than AH 

(days); ANH might require 

restrains leading to 

complications and distress; 

post-decisions – nurses 

usually provided further 

medical explanation, 

psychological support, 

and/or preparation for 

death  

Fear of having battles at 

mealtimes from being 

coaxing; if they strongly 

refuse, they carers should 

stop 

Want HCPs to closely observe 

what PLWD is doing and adapt 

the support to their needs; would 

stop or challenge HCPs if they 

find the feeding is not right for 

PLWD; sometimes difficult to 

know what’s going on in the 

hospital – want more 

communication and regular 

updates 

 

Allied team would not often 

follow up the decisions, but if 

things go wrong or not 

improved – they will be re-

consulted and reviewed; if 

PLWD look unhappy and pull 

NG out then not want to push it 

back; decisions (and 

recommendation) should be 

documented and shared (e.g., 

safe swallow, accepted risk 

feeding to avoid nil-by-mouth) 

Carers need contact details of the individual 

who take care of eating and drinking; may use 

some online technologies that can 

automatically send daily updates to family 

carers; For the staff, need to monitor both ‘in’ 

and ‘out’ (constipation can be very discomfort 

and affect eating) – try to reduce medications 

like laxatives; consistently record as soon as 

possible – forgetting if they ate or went to 

toilet; also check environment – too noisy; call 

families to inform would help them not to 

chasing for the staff; Meeting – patients may 

hide or forget food so hinder the food chart – 

but very useful tool; but towards the EoL – 

food chart may not be relevant – to keep QoL, 

not counting the food and drink  

Renegotiate the 

discussion 

If not mutually agree – 

challenging opinions, 

questioning or refusal to 

enact; non-physician HCPs 

may personally influence 

Our findings suggested that 

what PLWD says or does in 

the moment may not last and 

offers of food can acceptably 

be made later 

Continue to ask or request until 

they get the right things for 

PLWD; if the PLWD entered the 

EoL, just wanted to keep them 

comfort and did not want to admit 

May try to follow family if they 

resist but still focus the best 

interest of PLWD, not the 

family’s wishes; showing how 

to provide eating and drinking 

Carers want staff to come back and follow up; 

messages are not being passed on; remote 

conversation is good; For staff, family can 

only hear and remember the negative 

information like the individual is dying, not 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

family; sometimes HCPs 

had to act against their 

beliefs to provide ANH to 

follow family’s request; 

some HCPs deliver ANH in 

more tender and respectful 

to minimise discomfort 

(mouth care, pain, 

position); if ANH’s burden 

outweighed benefits then 

call for renegotiation – 

often stop ANH and start 

risk feeding 

to the hospital again; some 

brought PLWD to hospice and let 

them die peacefully; most can let 

the eating and drinking go but 

mentioned about other people 

might not be okay due to cultures 

support can help family 

understand more by 

demonstration; try to explain; if 

the tube comes out, blocked, 

unusable – it’s the point of 

decision; need to (re)explain 

and think about bereavement – 

let family look back and feel 

they’ve tried everything 

possible 

treatments are still going, so it needs to 

recheck their understanding and restate the 

important point from the last conversation; 

food chart can help visualise and discuss the 

prognosis and future plan with family, i.e., 

seeing the dying process; fear of how the 

conversation might end; but things can 

change, so important to have follow up 

conversation; can phone call afterwards 

Post-discharge 

education and 

support 

NA – but day-to-day 

decisions by family carers 

would still require post 

discharge support  

NA Most could not recall specific 

support from the staff; most 

thought it could be because of 

hospital environment then PLWD 

could eat and drink normal when 

getting back home; some 

hospital admission is short so this 

is the issue staff would focus; 

some wanted to know more 

about the progression of eating 

and drinking problems after this; 

some had SLTs coming to 

assess and professional carers 

to help with meals which were 

helpful; some were discharged to 

palliative care team in the 

community but later the PLWD 

lived for another 2 years (could 

eat better and recover at home); 

it is also important to address 

other symptoms like behavioural 

Do not provide the support to 

everyone; it is case by case 

basis; if it’s required, then 

provided written information 

(letters, medical notes, leaflet) 

and phoned the community 

services to link up; also, to 

GPs; prevent readmission, 

e.g., to let the family or 

community know about risk 

feeding; it is important to get 

ACP done here (also to prevent 

readmission) but it is often that 

this is done quickly enough and 

people coming back; 

fragmented information sharing 

systems, especially over the 

weekend that some notes may 

not be handed; some 

specialists’ recommendations 

are not included in the 

Carers think some service might be involved 

– need to know available resources in the 

community For the staff, try to put in notes or 

online system to pass on information which 

prevent hospital readmission; let the GP and 

district nurse know about the conversation 

help in hospital – like ACP; help the family 

practicing how to have the conversation – 

how to tell everyone else what has happened 

– also a tool for monitoring the understanding; 

provide written information -avoid going back 

and ask the same things  
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

symptoms as this will also impact 

the care and eating  

discharge summary; 

community services might not 

always be available 

Facilitators Mutual support for family 

and HCPs; understand and 

respect in their roles, 

establish trust from open 

communication/ 

discussion; have a chance 

to renegotiation (time 

delay, trials and errors?)  

NA Carers generally used to have 

some more difficult conversation, 

so they were normally ready and 

prepared for the conversations; 

need the staff to be honest and 

give clear information; safe 

space and enough time; have 

contact details 

Having more skills and 

experiences, becoming more 

confident to discuss; inputs 

from MDT could help difficult 

conversation like EoL; clear 

pictures of overall prognosis 

and baseline eating and 

drinking 

Empathy, not patronising, value carers 

inputs; mutual respect; safe space and 

enough time to understand and think about 

the situation; information – feedback – back 

with questions then feedback (loop); booking 

appointment to discuss more details; regular 

updates and contact; understanding of 

nutrition for people with dementia; MDT helps 

the conversation and decision-making; staff 

engage with conversation and listen to carers 

rather than going through all the options; 

having something to get the conversation is 

very helpful (conversation starter) 

Barriers Unpredictable prognosis of 

dementia; unclear role and 

responsibility; limited time 

to make decisions; 

conflicting opinions; 

unreliable ACP; difficult to 

interpret behaviours of 

PLWD; social and 

organisational 

expectations or rules 

NA Lack of understanding about 

eating and drinking problems; 

hospital meals, mealtimes, and 

routine; environment; language 

and communication 

Language, communication; 

multiple family members with 

different opinions; some staff 

were not open to the 

recommendations 

Attitudes of staff towards carers if they are 

speaking for PLWD – problematic, younger 

(inexperienced); tense emotions can’t think of 

decisions; no system to pass on information; 

pandemic (COVID); being admitted to mixed 

ward; involve GPs early on; lacked 

understanding of roles of the staff; Staff think 

some carers just like ‘I know better/ I know 

all’; hospital routines; busy ward – any 

records might not get updated; Meeting – 

main problems are to have continued 

conversation, record and pass on the 

discussion; signs over the bed can be ignored 

quickly, not updated and people move around 

the bay/ward and the sign left there; 

information can be kept with family and used 

when talking to staff;  

Decision guide – 

format  

NA Having some difficulties in 

think of others’ situation 

Laminated; it can be online; a 

short document  

Should be short (no more than 

2 pages of A4); transparent – 

See the last three rows below 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

(vignettes) but some can 

engage and discuss further 

people can see both carers and 

HCPs version;  

Decision guide – 

techniques 

NA NA NA NA See the last three rows below 

Signpost 

additional 

information 

NA NA NA NA Alzheimer’s society website, UCL Nutri-Dem 

resources (see Section 3.9); signpost to 

further information - reference to it – if you 

have an issue with X talk to Y; available 

resources in the community 

Other components Determinants: decision-

makers tend to forgo ANH 

if well-informed of risk/ 

benefits, recognise poor 

prognosis of advanced 

dementia, know the 

patients’ wishes to stop 

feeding, have negative 

experiences of relatives, 

viewed ANH prolongs life 

unnecessary; ANH 

indispensable if unsettling 

emotions of family /HCP, 

focus psychosocial 

benefits of ANH, concern 

litigation, pressure from 

others to start ANH   

NA   Carers want to involve GP earlier – need to 

flag this individual has dementia and needs 

special care; check grammar and use of 

abbreviations; For staff, national level of any 

guides, not only the trust level, would make 

the staff and family confident to use it; 

electronic system that link up all services 

across region or country like ‘coordinate my 

care’ in London; Meeting – this can be helpful 

for senior staff to use for teaching and training 

younger, less experienced staff about the 

conversation;  

Decision guide: WS3 workshops and research advisory team meeting 

Decision guide – 

aims & expected 

outcomes  

Carers – help facilitate the conversation though the difficult situations, encourage the conversation to get started, acknowledge the live situation, sections to 

put new information and personalised input, help the input from the carers to be heard; inclusive language – right to the level of user; give basic information 

about eating and drinking and options; roles and responsibility pf who can help; signpost to more information and community services    

Staff – improving communication and get the conversations started, get to talk 

Decision guide – 

format 

Carers - good to have online format with regular updates of PLWD; can be put over the bed to pass over information; ‘baby on board’ badge to identify staff; 

sign over the bed to identify PLWD; group discussion (education) can be good for logistic reasons if hospital staff are so busy; live documents – unable to have 

all scenario but can be updated to address new scenario; space to put the individual’s needs; clear language and not talking down to people – they may know 
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Key components 

WS1 Systematic review 

Decision-making 

process 

WS2 PLWD (mild) 

interviews 

WS3 Carer  

interviews 

W3 Professional  

interviews 

WS4 Workshop and  

meeting discussion 

about these things; emphasise about empathy; stepwise - great to see the next steps – now you’ve done  x, y, z then what; cultural sensitive but careful with 

words that could alienate people; For the staff, shorter version for laminated sheet over the bed and longer for electronic version; Meeting – should be clear if 

we’re talking about relatives, formal carers, distant carers – may target those who know best; having clear aim to support conversation but may be not to change 

issues related to higher level policy; to help engage the staff with conversation rather than going through all the options; may not giving all information but 

signpost; having the same version for carers and staff would encourage culture of trust – reading and starting the conversations with the same thing (the whole 

things not be held behind); may start the first section with decision-making framework then go with more information in the next page;  

Decision guide – 

techniques 

Carers – may need something attractive and inviting ‘This is for you’; be concrete and short – to the point; even have the paper but still need to talk to the right 

staff; use of colour can help separate sections and highlight important things; visual appealing – reduced text – but aware of using too much; nice to have things 

in blocks; not too pointy or checklist – can be free form; interactive part is good – not only reading the guide; being comprehensive but very simple; avoid 

overlapping; think of more sequential style – like board game but not straight line – different steps people can revisit; think about the orders – people should 

know all the options first then ask their consequences; not only how but also when;  For the staff – start with why this is given to you; they liked the use of 

questions you may wish to ask, who can be involved, inform the common eating and drinking problem, the recognition of importance of food and drink, the 

support specific to a hospital – some would suggest to make some parts more specific to people with severe dementia; check and use the sensitive language 

and if easy to understand for everyone; the carers can be older people too – think of font size and colours; if want to include more information then it can be a 

leaflet but if it’s just for conversation guide then it can be 2 pages of A4 but need to be more concise (to much information in the draft 2 – 05.08.21); think about 

reading average 9 years old;  
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Appendix 19: IPDASi v4.0 checklists for the decision guide in this PhD 

IPDASi 
V4.0 domains 

1. Qualifying Criteria  
(6 items) 

2. Certification Criteria  
(10 items) 

3. Quality Criteria  
(28 items) 

Information 

(5) Met (1) Met (2) Met 

The patient decision aid 
describes the health 
condition or problem 
(treatment, procedure, or 
investigation) for which 
the index decision is 
required. 

Y 

The patient decision aid 
shows the negative and 
positive features of 
options with equal detail 
(e.g., using similar fonts, 
sequence, presentation of 
statistical information).  

Y 

The patient decision aid 
describes the natural 
course of the health 
condition or problem, if no 
action is taken (when 
appropriate). 

Y 

The patient decision aid 
explicitly states the 
decision that needs to be 
considered (index 
decision). 

Y 

 

 

The patient decision aid 
makes it possible to 
compare the positive and 
negative features of the 
available options. 

Y 

The patient decision aid 
describes the options 
available for the index 
decision. 

Y 
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The patient decision aid 
describes the positive 
features (benefits or 
advantages) of each 
option. 

Y 

 

 

 

 

 

The patient decision aid 
describes the negative 
features (harms, side 
effects, or disadvantages) 
of each option. 

Y 

 

 

 

 

Probabilities 

(0) Met (0) Met (6) Met 

    

The patient decision aid 
provides information 
about outcome 
probabilities associated 
with the options (i.e., the 
likely consequences of 
decisions). 

N 

    

The patient decision aid 
specifies the defined 
group (reference class) of 
patients for whom the 
outcome probabilities 
apply. 

N 
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The patient decision aid 
specifies the event rates 
for the outcome 
probabilities. 

N 

    

The patient decision aid 
allows the user to 
compare outcome 
probabilities across 
options using the same 
time period (when 
feasible). 

NA 

    

The patient decision aid 
allows the user to 
compare outcome 
probabilities across 
options using the same 
denominator (when 
feasible). 

NA 

    

The patient decision aid 
provides more than 1 way 
of viewing the 
probabilities (e.g., words, 
numbers, and diagrams). 

N 

Values (1) Met (0) Met (1) Met 
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The patient decision aid 
describes what it is like to 
experience the 
consequences of the 
options 
(e.g., physical, 
psychological, social). 

Y   

The patient decision aid 
asks patients to think 
about which positive and 
negative features of the 
options matter most to 
them (implicitly or 
explicitly). 

Y 

Guidance 

(0) Met (0) Met (2) Met 

    
The patient decision aid 
provides a step-by-step 
way to make a decision.  

Y 

     

The patient decision aid 
includes tools like 
worksheets or lists of 
questions to use when 
discussing options with a 
practitioner. 

Y 

Development 

(0) Met (0) Met (6) Met 

 

 

 

 

The development process 
included a needs 
assessment with clients or 
patients. 

Y 
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The development process 
included a needs 
assessment with health 
professionals. 

Y 

 

 

 

 

The development process 
included review by 
clients/patients not 
involved in producing the 
decision support 
intervention. 

Y 

 

 

 

 

The development process 
included review by 
professionals not involved 
in producing the decision 
support intervention. 

Y 

 

 

 

 

The patient decision aid 
was field tested with 
patients who were facing 
the decision. 

Y 

 

 

 

 

The patient decision aid 
was field tested with 
practitioners who counsel 
patients who face the 
decision. 

Y 
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