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Abstract 

 

Almost 30% of all deaths in England are now of care home residents, with care 

homes predicted to become the most common place-of-death in England by 2040. 

However, end-of-life care (EOLC) in care homes is often reported as suboptimal. 

In the first in-depth and wide-ranging study on the topic in nearly 20 years, this 

thesis examines the management of residents’ dying in and by English care homes. 

Applying a mixed-methods design, the thesis is based on secondary quantitative 

analysis of the English Longitudinal Study of Ageing (ELSA), ethnographic 

fieldwork in five residential and nursing care homes in the South-West of England, 

and recorded interviews with 25 staff members. Building on Marxist-feminist social 

reproduction theory and Foucault’s biopolitics, the thesis conceptualises issues of 

paid care work, the predictability of resident’s dying, the governance of EOLC, and 

the good death in the care home context.  

 

The thesis argues that care work in care homes is shaped by the governance 

priorities to keep residents on the care home’s premises (custodial), keep them alive 

(medico-legal), and achieve both while curtailing costs to NHS England and care 

home providers (economic). These priorities reduce care work to bodily care, 

extend residents’ dying trajectories, and construct the good and natural death in care 

homes as the regulations-compliant death. The unpredictability of residents’ deaths 

is the result of both residents’ underlying conditions and the over-extension of their 

dying trajectories by the health and social care provided by carers, senior staff and 

GPs. The thesis concludes by arguing that the devaluation of the non-instrumental 

aspects of carers’ emotional work marginalises existential questions about 
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residents’ desires to live or die and the loss of their capacity to act as persons. The 

devaluation of the non-instrumental aspects of emotional care work mirrors the 

devaluation of social reproduction work in English society. It further constrains 

carers’ ability to treat residents as people with emotions and desires about the way 

they die as opposed to the mere recipients of bed and body care/work aimed at the 

realisation of regulations-compliant deaths. 
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Introduction 

 

Dying in care homes is not a statistically minor phenomenon. Nonetheless, it 

is treated as such in sociological research and policymaking. Care homes are still 

marginal in the allocation of public resources for end-of-life care (EOLC). At least 

until the 2020-2021 COVID-19 pandemic, they were also marginal in both public 

awareness and social science research on dying (see-Ellis, Winslow and-Noble,-

2016). However, almost 30% of all English deaths are now of care home residents 

(NEoLCIN,-2017b,-p.31), with care homes predicted to become the most common 

place of death in England by 2040 (Bone-et-al.,-2018).  

The deaths of care home residents, as a proportion of all deaths in England, 

have however increased over the last 20-30 years. Whereas in the 1990s only the 

few who had survived their generation died while living in a care home (Hockey,-

1990), English care homes now cater for the prevalent form of dying in the UK, 

that is aged 80+ from severe disability (frailty), dementia, stroke, and chronic 

diseases of the heart (Teggi,-2020a). Further, death from these diseases, which are 

typical of very old age (80+), has been found more difficult to predict than death 

from cancer (Murray-and-Sheikh, 2008). As a result, dying in very old age is not 

well suited to cancer-based models of palliative care, and very old adults experience 

disadvantaged access to specialist palliative care services (Dixon-et-al.,-2015; 

NCPC,-2015; Pollock-and-Seymour, 2018). Set against this backdrop, the study of 

how dying in care homes is managed and experienced today is critical and urgent.  

 

 
1 Figure extrapolated from Table 1. 
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Despite this urgency, engagement with the topic of dying and EOLC in care 

homes is limited in the social sciences. This is especially true within the UK and 

England, where the last wide-ranging and substantial studies of EOLC in care 

homes were published in the late 1990s and early 2000s, that is 15-25 years ago 

(Sidell-et-al. 1997; Komaromy,-2005). Further, most research on the topic has 

relinquished theoretical engagement with structural issues of power, preferring 

institutional and interpersonal approaches to how residents’ death and dying has 

been managed within the closed space of the care home (see Ibid.). At the same 

time, issues of governance, care work and the good death in care homes have been 

undertheorized. These issues were however close to my personal experience of the 

challenges related to very old age, dying and the care thereof.  

Although he was not in a care home, my grandfather’s death at home, where 

he was cared for by my grandmother, was a death that was bed-bound and most 

likely affected by dementia (a diagnosis was never made). After he died when I was 

18, it took me several years to accept that, in the last six months of his life, his 

attitude towards life had completely changed and he just wanted to lie in bed and 

die because everything in his life, even eating a yogurt at breakfast, had become 

unbearable and devoid of pleasure. A few years after his death, my grandmother 

fell from a three-step ladder at home and cracked one of her ribs. She spent the next 

and last five years of her life in a care home, which was neither the best nor the 

worst my father could afford. However, every six months or so I came back to Italy 

to visit her, and each time I saw her, my grandmother looked sadder and sadder. 

After the first year she stopped complaining about “living in army barrack”, then 

she stopped talking to me, and finally she stopped even smiling. During her whole 
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life, she had cared for either my grandfather, my father or myself, but when she 

needed it, it felt to her as that no one in the family was there to care for her.  

After half a decade living in a care home, my grandmother eventually died in 

hospital in 2020, alone. The care home staff knew she was dying and encouraged 

my father to come visit her in the care home the day before she died. However, they 

sent my grandmother to hospital anyways, knowing my father could not visit her 

there due to COVID-19 restrictions, perhaps because a care home death would have 

been inconvenient for them. As with my grandfather, my grandmother’s end of life 

and her death had a profound impact on me. I felt guilty when I visited her in the 

care home, I felt guilty when she died, and I still feel guilty. What is more, as I was 

doing this PhD at the time, these personal experiences made me reflect about the 

nature of care and care work in advanced capitalist societies such as the Italian and 

English ones, and how this intersected with structural issues of power, such as 

economic value and the sexual division of labour. I wished my academic 

engagement with the topic of EOLC in care home to reflect these concerns, 

although the choice of topic was mostly dictated by academic reasoning rather than 

personal interest (see Chapters 1 and 2).  

 

This thesis thus sets out to investigate four research areas. First, the thesis 

enquiries whether residents’ deaths can be predicted by care home staff and/or GPs 

and whether this influences the location of a resident’s death: in the care home or 

in hospital. Second, the thesis investigates the role of care homes in the management 

(here termed governance) of residents’ dying and the biopolitical economy of 

EOLC. Third, the thesis explores how carers’ attitudes and the management (or 

governance) of residents’ dying in care homes shapes care work in care homes. 
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Fourth, the thesis examines the normative discourse about the good death in care 

homes, which both emerges from and validates the ethnographic data pertaining to 

the governance of dying and care work in care homes. The thesis addresses these 

questions employing a mixed methods design, integrating secondary quantitative 

analysis of the English Longitudinal Study of Ageing (ELSA) with participant 

observation and interviews with staff in five care homes in the South-West of 

England. Crucially, the care homes provided a balanced mix of nursing and 

residential services (Appendix A), thus accounting for EOLC provision in the care 

home setting both with and without the assistance of an in-house registered nurse. 

The combination of quantitative and qualitative methods allowed me, as a single 

researcher with limited time and resources, to conduct a substantial study of EOLC 

practice in English care homes, which distinguished itself for depth and breadth 

among recent studies on the topic (see-Froggatt, 2007; Kinley,-Hockley, et-al., 

2014; Saini et-al., 2016; Seymour,-Kumar and-Froggatt, 2010). 

 

The thesis is divided in three parts and comprises eleven chapters. Part-1 sets 

up the thesis’ topic and study, while Part-2-and-3 discuss the thesis’ findings, 

focussing on everyday care and EOLC respectively. Part-1 comprises three 

chapters. Chapter-1 addresses the relevance of researching-EOLC-in care homes in 

the context of global population ageing, the new profile of death and dying in 

England, and the English EOLC policy. Chapter 2 provides the rationales for the 

thesis’ focus on-EOLC-governance, care work, and the good death discourse 

against the backdrop of previous research into institutional care, dying and the care 

thereof. Chapter-3-illustrates the theoretical frameworks employed to conceptualise 

issues of governance, care work and the good death discourse, that is Marxist-
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feminist social-reproduction-theory, biopolitical economy and Foucauldian 

discourse-analysis. Chapter 4 expounds the mixed methods design applied to data 

generation and analysis, including both quantitative analysis of the-ELSA-and the 

qualitative-study of EOLC practice in five care homes in the South-West of 

England.  

Part-2 focuses on everyday care in the care home context, drawing on 

ethnographic and interview data from the five care homes. Chapter-5 presents the 

care staff priorities for care and care work, with a focus on the bodily, emotional, 

and ethical aspects. Chapter-6 expounds the governance of care homes, that is, the 

priorities which, from a structural perspective, govern how care and care work is 

conducted in care homes. Chapter-7 explores the contradiction between the care 

staff and the governance priorities for care work, focussing on how this shapes the 

status of (non-instrumental) emotional care work as not constituting work in most 

of the study care homes. The disavowal of-(non-instrumental)-emotional care work 

as work by providers, managers, and senior staff is re-evaluated in Chapter-10 as 

senior staff encourages carers to sit and ‘be’ with dying residents in the last hours 

of life. 

Part-3 focuses on EOLC practice in the care home context, drawing on 

ethnographic, interview and quantitative data. Based on quantitative analysis of the 

ELSA, Chapter-8 discusses whether residents’ deaths can be predicted by care 

home staff, GPs or hospital doctors, and whether this affects the residents’ place of 

death as in the care home or the hospital. The possibility to predict and prepare for 

residents’ dying through the anticipatory prescribing of EOL-medication played a 

crucial role in how residents’ death and dying was managed (or governed) by the 

care homes. Chapter 9 takes this as its starting point, exploring the functions 
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performed by care homes in the biopolitical management of residents’ dying, and 

the consequences this had for care work, the extension of residents’ dying 

trajectories, and the achievement of good deaths. Chapter-10 goes back to the care 

staff’s perspective to explore (non-instrumental) emotional care and work at the 

EOL and re-evaluate the predicament of care work in care homes outlined in 

Chapter-7. 

Finally, Chapter-11 assesses the thesis findings to define (1)-the governance 

of EOLC in care homes, (2)-the consequences of the marginalisation of (non-

instrumental) emotional care work for-EOLC, staff and dying residents, and (3)-the 

normative discourse on the good death upheld by, and at the same time reinforcing, 

the practice of EOLC in the care home context.   
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Chapter 1: Dying in England Today 

 

Introduction 

 

The profile of death and dying in the UK has dramatically changed over the 

last century and reflects global trends. Population ageing and the epidemiological 

transition to non-communicable chronic diseases are well-established phenomena 

in high-income nations (UN,-2013), and by 2050, 30% of the population in 

developed countries is projected to be over 60 with life expectancy at birth 

exceeding 80 years-old (Beard,-Officer-and-Cassels,-2016). In England and Wales, 

in 2017 the over-80s made up about 64% of deaths_(ONS,-2018a,-fig.2). Mortality 

has thus been compressed into late old age (80+) when disability2, cognitive 

impairment, and extended trajectories of dying are commonplace (Hall-and-WHO,-

2011). 

At the same time, the care of the dying has also dramatically changed over 

the last century. By the early 20th century European hospitals were no longer 

receptive to the needs of the incurably sick3 (Stolberg,-2017), while bio-medical 

knowledge had replaced religious, philosophical and spiritual epistemologies as the 

 
2 In this thesis, disability is conceptualised as needing help with one or more out of nine 

Activities of Daily Living (ADLs) defined as: shopping, cooking, walking, getting dressed, 

bathing/showering, going in/out of bed, going to the toilet, eating, and taking medication. There are 

thus overlaps between ADLs and social reproduction labour as defined in section 3.1.1. Both ADLs 

and social reproduction labour include activities people need to undertake (with or without human 

or technological help) to survive, regenerate physiological energies, and being able to operate in a 

contemporary Westernised society. 
3 As hospitals became medical and research institutions for the curably sick, it became 

common practice to discharge the incurably sick to free acute beds and safeguard the hospitals’ 

reputation, which would be damaged by high mortality rates (Stolberg,-2017). At the same time, 

separate hospital wards or building started to be developed for the dying and/or cancer patients to 

relieve the pressure on hospitals (Ibid.). 
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master explanation about death and the body; that is death and the body had become 

medicalised (Kellehear,-2007). The marginalisation of dying in medical discourse 

and practice lasted for about a century and was substantially altered only by the 

emergence of the modern hospice movement in the UK in the 1960s and 1970s 

(Stolberg,-2017). Following the pioneering work of Dame Cicely Sounders at St. 

Christopher’s Hospice London, palliative care took on a global dimension and 

achieved official recognition by the World Health Organisation in 1990. In 2008, 

the English End of Life Care4 Strategy (EOLCS) was the first policy to address the 

care of the dying within health and social-care systems at a national level (see-

DoH,-2008). This EOLCS enshrined the principles of palliative care as “the 

management of pain and other symptoms” and “the provision of psychological, 

social, spiritual and practical support” in the last year, months, days, or hours of life 

(DoH,-2008,-p.47). A guiding principle of the EOLCS and subsequent English 

policy was the provision of medical palliative care in all settings, hinging upon 

advanced care planning and the early identification of a timeframe for dying, 

however this has proven difficult for non-cancer deaths and dying in very old age 

(Teggi,-2018a). 

Today, end of life care (EOLC) receives full policy and academic 

endorsement by the English State, the NHS and State-funded research bodies. In 

2015, the UK was identified as the worldwide leader in the provision of palliative 

 
4 Differences between palliative care and end-of-life care are difficult to trace since the terms 

are often used interchangeably. However, there is a drive towards dissociating palliative care from 

terminal care and reframe it as supportive care to make it more accessible to people living with a 

life-limiting chronic illness early in the disease trajectory and alongside treatment targeting the 

illness (see Marie-Curie,-2021;-Field,-1994). By contrast, EOLC is tightly associated with dying 

and terminal care in the last year, months, days or hours of life (see-DoH,-2008;-Marie-Curie,-

2021). Furthermore, in British policy terms, the transition from palliative care to EOLC 

corresponded to the will to extend the (medical and social) care of the dying beyond cancer 

diagnoses (Borgstrom,-2016;-Seymour,-2012). 
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care by The Economist’s Quality of Death Index (EIU,-2015). Therefore, over the 

last century, the biopolitical involvement of the English State was not just in the 

extension and optimisation of the life of its population (Lemke,-2011), but also in 

the active management of its dying, which became very direct and explicit. In turn, 

public expectations concerning dying have shifted considerably, with people living 

in England now expecting the State to cater for their medical and social-care needs 

at the end of life (EOL) (see-Seymour-et-al.,-2007).  

Concerns have been raised, however, about the adequacy of current UK 

policy and institutional frameworks with respect to the new demographics of dying 

in late old age and associated patterns of decline (Woodthorpe,-2017;-Woodthorpe-

and Foster,-2016). On the one hand, the aspirations of English EOLC policy appear 

misaligned with the profile of dying in very old age, from non-cancer chronic 

conditions, and with extremely reduced capacity (Pollock-and-Seymour,-2018). On 

the other hand, the English social and healthcare systems appear ill-prepared to 

respond to the mortality patterns of late old age due to a decade of austerity 

measures5 (see Marmot-et-al.,-2020) and the unresolved organisational and 

financial divide between health and social-care (see-Lewis,-2001). Its focus being 

on EOLC in English care homes, this thesis targets one of the sites where the crisis 

of health and social-care (Dowling,-2021) and the new demographics of dying in 

late old age meet. 

 

 

 
5 From 2010 to 2020 (Marmot et al., 2020). 
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1.1. The New Profile of Death and Dying 

 

The prevalent profile of dying the UK is now at age 80+, with frailty, 

dementia and/or a chronic disease of the heart or lungs as underlying causes of 

death, with the dead having spent an average of nine years preceding death in poor 

health, and with dying itself covering many months or years (Murray-and-Sheikh,-

2008;-ONS,-2016b, 2018c,-2018b). Considering the underlying diseases leading to 

death, cancer is still the leading cause of death at the broad disease level6, 

accounting for 28% of all deaths in the UK (Cancer-Research-UK,-2019). 

However, at the narrow disease level, dementia has been the leading underlying 

cause of death in the UK since 2015, accounting for 12.7% of all deaths in 20187 

(ONS,-2016b,-2020b). In the same year, the top five leading causes of death among 

women did not include any cancer disease, while among men lung cancer was only 

the third leading cause of death (ONS,-2020a). In both women8 and men9, dementia, 

ischaemic heart diseases (IHDs), cerebrovascular diseases (CVDs,-including-

stroke), chronic obstructive pulmonary diseases (COPDs)10, and pneumonia11 

 
6 The broad disease level is usually defined using the following ICD-10 chapter codes: 

neoplasms-(C), circulatory system diseases-(I), respiratory systems diseases (J) and mental, 

behavioural and nervous system diseases (F-and-G)_(PHE,-2019;-NEoLCIN,-2017b;-WHO,-

2019). The narrow disease level grouping was developed by the World-Health-Organisation-(WHO) 

to identify the top five leading causes of death accounting for about 40% of deaths in each country-

(ONS,-2020a). 
7 The most recent statistics released by the ONS on the leading causes of death in all ages, in 

the UK and over a year relate to 2018 (see-ONS,-2020a). 
8 The five leading causes of death for women were: (1)-dementia (51,407), (2)-ischaemic 

heart disease-(23,662), (3)-cerebrovascular disease (20,523), (4)-chronic obstructive pulmonary-

diseases (18,783) and (5)-pneumonia (17,614) (ONS,-2020a). 
9 The six leading causes of death for men were:_(1)-ischaemic heart disease-(40,214), 

(2)_dementia_(26,579),_(3)-cancer of the lungs, bronchus and trachea-(18,587), (4)-chronic 

obstructive-pulmonary diseases-(17,988),_(5)-cerebrovascular disease_(15,437)_and-(6)-

pneumonia-(14,708) (ONS,-2020a). 
10 Also called chronic lower respiratory diseases (CLRDs). I employed the term chronic 

obstructive pulmonary-diseases-(COPDs) for consistency throughout the thesis.  
11 Pneumonia includes viral (influenza) and bacterial chest infections as well as chest 

infections due to aspiration of food or drink (Janssens-and-Krause,-2004). 
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constituted the major causes of death across all age groups, accounting for at least 

40% of all deaths12 (ONS,-2020a). Since pneumonia mortality increases with age, 

weight-loss, and bed-bound status (Janssens-and-Krause,-2004), that in 2015 

pneumonia was the fifth and sixth leading cause of death for women and men 

respectively reflected increased age at death, and increased prevalence of frailty 

with age. This term, ‘frailty’, is a clinical syndrome involving decline in multiple 

physiological systems, especially the neuromuscular, neuroendocrine and 

immunological systems, which results in loss of weight, functional ability and 

vulnerability to substantial health deterioration or death from minor stressor events 

(Clegg-and-Young,-2011). It is estimated that a quarter to a half people over 85 are 

frail (Clegg-et-al.,-2013) compared to only 3.9% in the 65-74 age group (Xue,-

2011,-p.4).  

ONS figures from two years later, in 2017, showed that 64.0% of women and 

48.2% of men died aged 80 or above, amounting to 56.1% of all deaths in England 

and Wales being of people aged 80+ (ONS,-2018a). By contrast, in 1997 the over-

80s constituted only 47.5% of all deaths, corresponding to 57% and 35% of deaths 

among women and men respectively (ONS,-2018a). Therefore, dying in very old 

age (80+) from chronic diseases of the nervous (dementia), circulatory (IHDs,-

CVDs) and respiratory (COPDs) systems, and depleted physiological reserves 

(frailty) to combat a minor illness (pneumonia) has overcome dying from cancer as 

the main mortality pattern.  

This change in demographic and epidemiological patterns has consequences 

for how people die and their care needs towards the EOL. The provision of EOLC 

 
12 In 2015, dementia, ischaemic heart disease, cerebrovascular disease, COPD, and lung 

cancer (in descending order) accounted for 41.5% of all deaths in England-and-Wales (ONS,-2016,-

p.3). 
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depends on whether dying can be predicted and prospectively identified. This is 

more easily done in cases of cancer as opposed to dementia, circulatory and 

respiratory diseases, and pneumonia with underlying frailty, because of the 

differing trajectories of dying associated with each condition. The epidemiological 

literature on the trajectories of dying (Lynn-and-Adamson,-2003; Murray-and-

McLoughlin,-2012; Murray and-Sheikh,-2008;-Murray,-Kendall-and-Boyd,-2005) 

distinguishes between three typical end-of-life trajectories (linear, intermittent and 

fluctuating or dwindling) associated with three disease groups common in old age: 

(1) cancer, (2) organ failure, and (3) dementia, disabling stroke and frailty (Figure 

1). Considering functional ability levels in the last year(s) of life, cancer tends to 

display a linear end-of-life trajectory with a short period of evident, unremitting 

decline covering a few months or weeks, which is as a result relatively easy to 

identify13 (Lynn-and-Adamson,-2003;--Murray-and-McLoughlin,-2012;--Murray-

and-Sheikh,-2008;--Murray,-Kendall-and-Boyd,-2005). In contrast, organ failure 

due to chronic conditions of the main organs, the most lethal of which are IHDs and 

COPDs in the UK (see-p.-25), displays an intermittent trajectory of dying, with 

several crises spanning many months up to two to five years following a-diagnosis, 

resulting in partial recovery or-death (Ibid.). Dying from dementia, disabling 

strokes (a-CVD condition in-the top-five causes of-death, see-p.-25) or frailty 

exacerbated by a minor illness (most commonly pneumonia, see--p.-25) displays 

fluctuating or dwindling trajectories of dying, with gradual but oscillating decline 

extending up to six to eight years following diagnosis (Ibid.).  

 
13 Lawton (2000) has however showed that the dying phase could be difficult to identify with 

dying from cancer in a hospice too. Death from cancer can occur a few years after diagnosis, during 

which the patient displays relatively high ability levels (Murray, Kendall and Boyd, 2005).  
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Compared to dying from-cancer, precise timeframes for-dying from heart and 

respiratory diseases (IHDs, COPDs) or dementia, disabling strokes and frailty (with 

pneumonia) are therefore much more difficult to predict. In line with this, a scoping 

study for this thesis, published as Teggi (2018), revealed that the deaths of the very 

old (80+), those affected by non-Alzheimer’s types of dementia, and those living in 

a care home, were regarded as unexpected by the relatives, even if the deceased had 

been ill for a long time before their death. Death being regarded as ‘unexpected’ 

even though the person was very old and unwell suggests that health and/or social-

care professionals were unable to predict the deaths or to notify the relatives 

sufficiently in advance.  

 

 

Figure 1. The three typical end-of-life trajectories  

(Teggi, 2018 adapted from Murray and McLoughlin, 2012, fig.3.1 cited Murray 

and Sheikh, 2008). 
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Although accounting for about 40% of all deaths (see-p.-25), the 

unpredictable trajectories of dying from dementia, frailty and chronic diseases of 

the heart and lungs are scarcely understood in English EOLC policy and practice. 

Despite the growing numbers of people dying in these contexts, English EOLC 

policy continues to be based on dying from cancer and the short period of linear 

decline with which it is associated (Teggi, 2018a). Similarly, specialist palliative 

care services (SPCSs) disproportionately cater for cancer patients due to the relative 

predictability of the cancer patient’s dying trajectory (Dixon et al., 2015; NCPC, 

2015). While the very possibility of providing EOLC hinges on the timely 

prediction of dying, little is thus known about how the complex trajectories of dying 

associated with the new and prevalent pattern of mortality (aged 80+ from non-

cancer chronic conditions) are managed by health and social-care professionals, and 

specifically how this is managed within care homes, where 22.5% of the English 

population dies (PHE, 2019). It is this gap that this thesis intends to fill by 

examining the lived experience of managing the EOL in care homes, and answering 

whether and how care home staff and GPs could predict residents dying, drawing 

on both quantitative and qualitative methods (see section 4.1.2.2). 

 

 

1.2. EOLC Provision and Policy 

 

In England, EOLC provision is still moulded after palliative care for cancer 

patients dying in their middle and younger old age (about 40 to 75 y/o) (Ellis,-

Winslow and-Noble,-2016). This is evident in at least three domains. First, policy 

defines EOLC as care in the last year of life, although dying from non-cancer 
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conditions often takes longer and accurate timeframes are practically impossible to 

predict (see-p.-27). Second, cancer-diagnosis and younger age groups (< 75 y/o) 

have disproportionate and preferential access to hospice and SPCSs (Dixon-et-al.,-

2015;-NCPC,-2015; Teggi,-2020)14. Third, vis-à-vis care homes, hospices and 

SPCSs have privileged access to funding, training and resources, due to their being 

part of the health as opposed to the social-care-sector (Seymour,-Kumar-and-

Froggatt,-2010;-Teggi, 2020b). The 2008 EOLCS acknowledged inequity of-

access to EOLC based on diagnosis (cancer) and care-setting, with reference to the 

better quality provision in hospices as opposed to hospitals and in the health 

(hospices, hospitals) as-opposed-to the social-care sector-(care-homes)-

(Borgstrom,-2016). While there have been numerous policy updates since the 2008-

EOLCS, of-which the most relevant for EOLC in care-homes will be reviewed in-

the following pages-(section 2.3.1), the continued separation of-health and social-

care services-in the-context of EOLC provision-in a-domestic or social-care setting 

(see Teggi,-2020a) remains unaddressed (Ellis,-Winslow and-Noble, 2016; 

Seymour,-2012; Smith,-2013). Despite their unification at-the Government 

Department-level in-2018, the ongoing health and social-care divide-(see-p.-83) 

produces disparities not-just in access to-hospice and SPCSs among the-over-80s 

(Dixon-et al.,-2015;-NCPC,-2015;-Teggi,-2020),-but also-in-the-financial-costs-

borne-by-individuals-at-the-EOL. Whereas dying from cancer-is mostly provided-

for under-the NHS-hospital sector-and third-sector hospices, which are both-free 

at-the point-of access, dying-in very old-age is-mostly provided-for under the self-

funded and means-tested-social-care sector-(Ellis,-Winslow-and-Noble,-2016;-

 
14-Adults aged 25-to-74 y/o are disproportionately-represented in SPCSs (see-NCPC,-2015,-

p.11).-Adults aged 50-64 y/o are more-likely-than adults aged 80+ to spend their EOL in a-hospice 

as-opposed-to at-home or in a care-home (Teggi, 2020a). 
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Teggi,-2020b). Furthermore, there have been few State-led, national interventions 

or allocations of funding targeted at older people dying in hospitals, care homes or 

at home-(Borgstrom,-2016). Of-the few interventions that have existed, the-most 

notable has been the Gold-Standards Framework-(GSF). This principally targets-

EOLC-at home and in care-homes through the-training-of-GPs/GP practices-and 

selected staff in-domiciliary and institutional social-care services, but includes also 

a number of acute and community hospitals-(GSF,-2021c). The GSF started as-a 

grassroot initiative championed by-GP Keri-Thomas and the-charity Macmillan 

Cancer-Support in-the early-2000s-to improve the generalist provision of 

palliative-care in the community-(Thomas,-2001;-Thomas,-2003). It-is now a-

community interest-company-(CIC)15-with a-clear focus-on the marketing of-its 

training packages and-the establishment of-brand reputation and-loyalty through a 

hierarchical accreditation process (bronze, silver, gold, and-platinum) and-a bi-

annual award-for best-practice-(GSF,-2019,-2020,-2021c,-2021b). The-costs 

attached to-the-GSF-training and accreditation processes inevitably restrict-access 

to-those Clinical Commissioning Groups (CCGs),-GPs/GP-practices, and social-

care providers having enough disposable income to invest-in quality improvement 

and workforce development16.-As-it will be explained in-further detail when 

contextualising the cost-reducing function of care-home governance-(section 

 
15 A-CIC-is a type of business which exists more to benefits of the community than private 

shareholders-(social enterprise)-(UK-Government,-2021).-Like charities,-CICs-are subject to a 

community-interest tests and have set limits to the money they can pay to shareholders-(asset-lock) 

(Jump,-2007).-Unlike charities,-CICs-earn much of their income from trade (as opposed to 

donations) and there are-no restrictions on-payments for-their directors (while there-are for charity-

trustees) (Ibid.) The purchasing of-training services by NHSE and GPs is-in line-with the 

privatisation of NHSE initiated by-the Health-and Social-Care Act-2012 (see-Peedell, 2011).  
16 The-GSF-gold-level training is approximately-£995-+-VAT-per care home depending on 

bed numbers,-with-the-accreditation-(and three-yearly re-accreditation)-being-provided-at an 

additional unspecified-cost-(GSF,-2020,-p.2).-The-GSF-deems this price-to-be-affordable-for-

care-homes-(GSF, 2021).-However, four out of five care-home managers in this study deemed the 

GSF costs to be out of reach-for-about-80%-of-providers. 
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3.2.3),-the-disposable income care-homes can invest-in EOLC-training is-

constrained by-the chronic-public underfunding of-the sector.  

Added-to this, the-care home-sector is hindered by-a lack-of research that-

can build-up an evidence-base for best-EOLC-practice. As it will be shown in the 

next chapter,-EOLC in care-homes has received little scholarly or clinical-attention, 

with most studies testing the applicability of cancer-based palliative care models 

which, as I will argue,-are not-attuned to the trajectories of dying in-very old-age,-

or-the GSF, which is-limited only to-the wealthiest part-of the-sector.-Studies of 

GSF-interventions in care homes have also been limited to survey methodologies 

and indicators of good practice such as the increased rate of care home as opposed 

to hospital deaths and the decreased rate of hospital admissions. This-thesis thus 

adopts a-more comprehensive approach to-EOLC in care-homes, by-using both 

quantitative and qualitative methods to-build up a-rich picture-of EOLC-in care-

home settings. 

 

 

1.3. The Relevance of Care Homes for EOLC 

 

Set against this backdrop, the study of how care homes manage their 

residents’ EOLC, which is the object of this thesis, is topical for four reasons.  

First, dying in care homes or while being a care home resident is not a 

statistically minor phenomenon anymore. Assuming the continuation of current 

trends in population ageing and place of death, care homes are predicted to be the 

most common place of death in England by-2040-(Bone-et-al.,-2018).-While in the 

1990s only the few who had survived their generation died in a care home (Hockey,-
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1990), English care homes now cater for the prevalent form of dying in the UK, 

that is aged 80+ from severe disability (frailty), dementia, stroke, and chronic 

diseases of the heart (Teggi,-2020a). In fact, most residents now die - whether in 

the care home or in hospital - from dementia (32.4%), circulatory (23.3%) or 

respiratory (11.9%) diseases, accounting for 67.6% of all care home residents’ 

deaths in England (NEoLCIN,-2017b)17. By contrast, cancer accounts for only 17% 

of all care home residents’ deaths in England (Ibid.). In line with this, the second 

scoping study for this thesis, published as Teggi-(2020a), found that severe 

disability (frailty)18, dementia and stroke predicted care home as opposed to 

domiciliary or hospice care provision among English adults aged 50+ in receipt of 

social-care until they died. In English care homes, one-year mortality is estimated 

at 30.8% for nursing home residents and 22.3% for residential home residents 

(Shah-et-al.,-2013), with 56% of nursing home residents dying within a year of 

admission (Kinley,-Hockley,-et-al.,-2014). English care homes are therefore 

privileged sites for the study of dying in very old age (80+) from dementia, stroke, 

frailty and chronic diseases of the heart and lungs, which now constitute the 

prevalent forms of dying in the whole of the UK-(section 1.1). On top of this, care 

homes are responsible for the management of almost a third of all deaths in 

England, with 29% of all English deaths (that is 141,203 people a year) being of 

care home residents dying in the care home or in hospital (NEoLCIN,-2017b,-p.3). 

Between 2004 and 2019 the proportion of all deaths in England which occurred on 

 
17 Figures-extrapolated-from-Table-2-(NEoLCIN,-2017, p.5). 
18 A diagnosis of frailty was not included in-Teggi-(2020a) since the variable did not feature 

in the ELSA. However, frailty is-strongly associated with mobility-(93%)-and-ADLs-(57%)-

difficulties (Gale,-Cooper-and-Aihie-Sayer,-2015), and age 85+-(25-50%)-(Clegg-et-al.,-2013).- 

Frailty among care-home residents could thus be inferred from the fact that severe disability and 

age-80+ predicted care-home as opposed to domiciliary or-hospice care-provision in-Teggi (2020a). 

See footnote on-p.-115 for the definition of severe disability. 
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a care home’s premises has also risen from 16% to 22.5% (NEoLCIN,-2015,-p.17;-

PHE,-2019a), and as a result care homes have thus become statistically relevant 

settings for the management of dying in England. Accordingly, the English State 

has a growing interest in the biopolitical management of dying in care homes, as it 

will be highlighted in section 2.3.1.1.  

Second, the study of how care homes manage residents’ dying targets the 

issue of EOLC delivery when death results from complex and unpredictable 

trajectories of dying. Death prediction is crucial for the delivery of EOLC (Murray-

and-McLoughlin, 2012). However, evidence suggests that deaths in old age from 

dementia, frailty and organ failure are very difficult to predict (p.-27). The first 

scoping study for this thesis, published as Teggi-(2018), found care home provision 

to be a predictor of unexpected death in ill old-age-(50+), as reported by the 

relatives of the deceased. Residents’ deaths were thus confirmed to be very difficult 

to predict. Therefore, further research into residents’ death and dying has the 

potential to reveal solutions (and pitfalls) in the handling of unpredictable dying 

trajectories by social and health care professionals (care-home carers and nurses; 

GPs and district nurses).  

Third, the study of how EOLC in care homes is managed targets the 

intersection of health and social-care, which can be detrimental to the provision of 

EOLC in very old-age (see-p.-24). Care homes are social-care institutions having 

to collaborate with GPs/GP practices or hospitals to access (medical) EOLC.  

Fourth, the study of dying in care homes is all the more relevant now since 

there is relatively little research into the experiences of dying in very old-age in 

general (p.-41) and very little research into the realities of dying in care homes in 
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particular (p.-42). As the following chapter explores, dying in care-homes has long 

been a neglected topic in the social-sciences, both in the UK and internationally.  

 

 

Summary 

 

This-chapter has-provided the-rationale for-the overall topic-of the-thesis, 

namely-EOLC and-dying in-the English-care home-sector. The-next chapter 

situates-the topic-of EOLC-and dying-in care-homes within-previous social-

science literature-to identify three-areas of-enquiry for this-thesis, that-is 

governance, care-work and-the good-death.  
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Chapter 2: Situating Dying in Care Homes within 

Previous Research 

 

Introduction 

 

In the social sciences, the topic of dying in care homes (and of care home 

residents dying in hospital) has been the object of neglect by researchers in both 

social gerontology on one side, and palliative and end-of-life care on the other. 

Social science research into ageing has mostly overlooked the question of dying, 

especially in relation to the institutional care of old and very old adults (section 2.1). 

By contrast, research into EOLC and dying has mostly focussed on dying from 

cancer and/or dying in hospital, hospice or at home while in receipt of medical 

palliative care (or intense medical care in the case of acute hospital settings) (section 

2.2). This has created several gaps in the literature, especially around the issues of 

governance, care work, and the good death discourse in care homes, which this 

thesis addresses in chapters 7, 9 and 10. This chapter examines the social 

gerontology literature on care homes and the social science literature on EOLC and 

dying to argue that dying in care homes has been a neglected topic in both fields. 

 

2.1 Ageing without Dying 

 

As noted by several authors (see-Gott-et-al.,-2008;-Seale-and-Cartwright,-

1994), the dominance of the successful ageing model in social gerontology has 
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prevented widespread engagement with the question of dying. In line with this, the 

major UK-based studies of the institutional care of old adults (Clough,-1981;-

Willcocks-et-al.,-1987;-Johnson-et-al.,-2010;-Townsend,-1964) present only 

passing references to the question of dying, with relatively more attention to the 

issue being given by US-based ethnographies (Diamond,-1992;-Gubrium,-1975,-

1993). More recently, there have been studies of dying in care homes which have 

adopted a sociological or anthropological approach as opposed to one grounded in 

nursing and clinical palliative care (see-Froggatt,-2001;-Froggatt,-2007;-Hockey, 

1990;-Lemos-Dekker,-2018;-Komaromy,-2005; Shemmings, 1996,-1998). These 

studies draw on both gerontological literature and sociological literature on dying 

and are thus reviewed in both this and the next section of this chapter (section 2.2). 

The anti-institutional literature of the 1960s and 70s, to which Townsend's- (1964) 

and Gubrium's-(1975) studies belong, provided a ground-breaking critique of the 

authoritarian, disciplinary and dehumanising aspects of institutional care. 

Famously, Townsend-(1964)-advocated for the replacement of care homes by 

sheltered housing accommodations and domiciliary services enabling old adults to 

live at home alone or with their families. In England, this critique spurred reforms 

of the care home sector and the dismantling of ex-workhouses (Johnson-et-al., 

2010) so much that from the 1980s many gerontologists adopted a more 

collaborative stance vis-à-vis institutional care, providing guidance and critiques 

for improvement rather than abolition (see-Avebury-and-Johnson,-1984;-Clough,-

1981;-Johnson-and-Cullen, 1999). 

The gerontological literature on institutions has however not developed a 

single theoretical framework that is able explain the function of care homes in 

contemporary English society. On one hand, this reflects the plurality of theoretical 
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approaches characterising social gerontology (see-Bengtson-et-al.,-2005) as well as 

the staunchly empirical stance adopted by the first studies of care homes (see-

Gubrium,-1975; Townsend,-1964) and more recent studies of dying in care homes 

(see-Lemos-Dekker, 2018;-Shemmings,-1996,-1998). On the other hand, the 

privileging of institutional and inter-personal approaches to the study of power in 

care-homes (see-Hockey,-1990; Komaromy,-2005;-Willcocks-et-al.,-1987), 

mostly inspired by Goffman’s work (1959,-1961,-1963), and single-issue 

theoretical perspectives such as the medicalisation thesis (see Hockey, 1990; 

Komaromy, 2005; Willcocks et al., 1987) inspired by Illich’s work (1975,-1982) 

and the sequestration thesis (Froggatt,-2001) inspired by Gidden’s (1991) work, do 

not enable an understanding of care-homes as the product of wider societal power-

structures, such as economic value and social reproduction, and their consequences 

for the sexual division, commodification and-devaluation of care-work and the 

biopolitical-management of care-homes by the English-State (see-Chapter 3). 

These theoretical approaches understand care homes as closed environments at the 

margins of society, where rigid separations and hierarchies operate between 

residents and staff, without analysing the ways in which care homes relate to power 

dynamics external to the care home’s environment. While evidencing important 

issues which still permeate the sector, these theoretical perspectives ultimately fail 

to explain the continued existence of care homes in England, despite increasing 

costs associated with them (Healey,-2021), repeated efforts by the government to 

promote domiciliary instead of institutional care (Exley and-Allen, 2007; Thane, 

2009), and the negative perception and portrayal of care homes by the general 

public and the media (Mulley, 2011; Grist-and Jennings, 2020).  
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The political economy of care homes has thus yet to be theorised, and the 

same applies to the political-economy of EOLC or the care of the dying, as argued 

in section 2.2. Based on established theoretical traditions, Chapter 3 will propose 

an introduction to the biopolitical economy of care-homes as a theoretical 

framework to interpret the study’s findings. In particular, the proposed framework 

(section 3.1) will help analyse how care homes are both governed by the English 

State and the necessities of a capitalist economy and govern their staff’s care-work 

and their residents’ living and dying. As a part of this approach, this thesis will 

theorise the question of care-work in care-homes as social reproduction work. The 

focus on governance and care-work addresses gaps in both the gerontological 

literature and the literature on EOLC and dying (section 2.3.2) and is in-line with 

the methodological focus on carers (methods section). The question of what care 

work is and what it does to the people receiving it is obviously relevant to social-

gerontology. However, owing to the focus on active ageing in gerontology the issue 

has rarely been addressed, with the overwhelming majority of social scientific 

studies on the topic adopting feminist or gender perspectives (England,-2005; 

England, Budig and-Folbre, 2002; Lloyd,-2004; Johnson,-2015; Twigg,-2000).  

 

 

2.2 Dying without Ageing 

 

At the international level and English national level, many social-scientists 

working in the fields of palliative-care and dying have called for further research 

and improvement in the EOLC of very old-adults, due to their disadvantaged access 

to specialist-palliative care-services (see- p.-30), the unpredictable trajectories of 
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dying in old-age (see-p.-27), and the difficulty to provide coordination and 

continuity of care between health and social-care systems (Borgstrom,-2016; Ellis,-

Winslow-and Noble, 2016; Gómez-Batiste et-al., 2017; Gott-and Ingleton,-2011; 

Lloyd,-2000; Nicholson and-Hockley, 2011; Johnson,-2017; Johnson,-2005; 

Pollock and-Seymour, 2018; Smith,-2013). However, empirical qualitative-

research into the experiences and realities of dying in very old age continues to be 

limited at both the international and English levels, especially when considering 

dying in care-homes.  

 

Considering the English-speaking literature, both the international and the 

UK-based research into dying has focussed on the provision of palliative care in 

hospice, hospital or at home, where patients are less likely to be very-old and die 

from non-cancer conditions (Gott-et-al., 2008; Seale-and Cartwright, 1994). Given 

the volume of the literature in this area, I will concentrate on the English national 

level, where there is an abundance of qualitative social-science research into dying 

and the care thereof as provided by the NHS in hospitals (Seymour,-1999, 2000,-

2001), hospices (Lawton, 1998, 2000) and at home (Borgstrom,-2013; Borgstrom,-

2015b; Driessen, Borgstrom and-Cohn, 2021b). In the English context, researchers 

have also focussed on EOLC policy-discourse and the ideology of the good-death 

it seeks to implement (Borgstrom, 2015,-2020; Borgstrom-and Walter, 2015). This 

strand of research relies on a longstanding US- and UK-based tradition of 

researching dying in the hospital-setting (Bond, 1983; Field, 1989; Glaser-and 

Strauss, 1965; Glaser-and Strauss, 1968; McIntosh, 1977; Quint, 1967; Sudnow, 

1967; Timmermans, 1998), which uncovered the shortcomings of the 

medicalisation of dying in hospitals, and propelled academic-interest in the 
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alternative model proposed by hospices (see Seale, 1989). The England-based 

literature thus provides a wealth of empirical-insights into the care of the dying and 

theorises issues such as medicalisation, social-death, and the good natural-death, 

which are all relevant for the present-study. Overall, this literature has, however, 

not proposed a unitary theoretical framework to understand the role of the 

management (or care) of the dying in contemporary English-society; or in other 

words, a political-economy of EOLC or the care of the dying in England has yet to 

be theorised. Furthermore, the England-based literature on dying has rarely 

focussed on the specificities of dying in very old-age, with severe physical and/or 

cognitive disability, or while living in a care home. 

 

Indeed, the realities of dying in very old-age have been for the most part 

neglected by both the English and the international literature on EOLC. Overall, the 

English-speaking sociological literature on dying in very old-age, and the care 

thereof, has privileged quantitative approaches and attitudes as opposed to 

experiences and practices from the viewpoint of patients, their carers and healthcare 

professionals. Collectively, this literature has mostly focussed on statistical analysis 

of place of care and death (see-Connoly et-al., 2014; Fleming et-al., 2010; 

Houttekier et-al., 2009; Luta et-al., 2016; Perrels et-al., 2014; Scheibl et-al., 2019; 

Teggi, 2020a; Visser et-al., 2004), the prediction of death and dying trajectories 

(see-Gott et-al., 2007; Lunney et-al., 2002; Lunney, 2003; Teggi, 2018), the 

retrospective assessment of EOLC quality (see Evans et-al., 2014; Fleming et-al., 

2017; Pivodic et-al., 2018), and the wishes of very-old adults regarding their death 

and dying (see-Caswell and-O’Connor, 2019; Malpas et-al., 2014; Fleming et-al., 

2016; Gott et-al., 2004; Gott et-al., 2008; Kellehear, 2009; Seymour et-al., 2004; 
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Venkatasalu et-al., 2014). In contrast, there is a dearth of ethnographic and 

interview-studies targeting the experiences of dying aged 80+ and its management 

by formal and/or informal carers and healthcare professionals in hospital or 

domiciliary settings (for exceptions see-Bloomer et-al., 2013; Nicholson et-al., 

2012; Gott et-al., 2019). Moreover, this literature has not theorised the relationships 

between dying and ageing, and how the position of very-old adults in society 

influenced the management of their dying (Gott-et-al., 2008; Seale-and Cartwright, 

1994).  

 

Given that EOLC research has largely overlooked very-old adults, it comes 

as no surprise that research into dying in care-homes and the care thereof has been 

very limited and fragmentary. Beyond England, ethnographic and qualitative 

studies of dying in care homes from a sociological or anthropological perspective 

are rare (see-Beck et-al., 2012; Lemos-Dekker, 2018; Fryer et-al., 2016; Thompson 

et-al., 2019). Most studies in the area adopt a clinical and healthcare service 

approach (Carlson, 2007) or utilise quantitative and survey-based methodologies to 

investigate hospital use and place-of-death among care-home residents (Connoly-

et-al., 2014; Houttekier et-al., 2014), care-home staff attitudes towards EOLC 

(Cagle-et-al., 2017; Leclerc et-al., 2014), and the quality of EOLC in care-homes 

(Vandervoort et-al., 2014). England-based research into dying in care-homes has 

been similarly limited.  

Certainly, since Hockey's seminal-study (1990) English research into dying 

in care homes has mostly consisted of single-home or small number19 ethnographic 

 
19 One nursing home in Smith (1998), two in Saini et-al. (2016) and Seymour, Kumar and-

Froggatt (2010) and four in Froggatt (2001).  
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studies (Froggatt, 2001; Saini et-al., 2016; Seymour, Kumar and-Froggatt, 2010; 

Smith,-1998), interview- or questionnaire-based studies addressed at the managers 

(Froggatt, Poole and-Hoult, 2002; Froggatt-and Payne, 2006; Froggatt et-al., 2009; 

Seymour, Kumar-and Froggatt,-2010) or a small number20 of staff (Shemmings,-

1996), documentary analyses of regulations and residents’ records (Froggatt, 2007; 

Kinley, Hockley, et al., 2014), and studies of the impact of educational 

interventions in palliative care (Badger, Thomas and-Clifford, 2007; Badger et-al., 

2009; Brazil et-al., 2018; Hockley et-al., 2010; O’Brien et-al., 2016; Johnson, 2010; 

Kinley et-al., 2017; Kinley, Stone, et-al., 2014; Smith and-Brown, 2017; Stone,-

Kinley and-Hockley, 2013). The small-scale ethnographic studies included only 

nursing homes to the exclusion of care homes (Froggatt, 2001; Saini et-al., 2016; 

Seymour, Kumar and-Froggatt, 2010; Smith,-1998). Of-these studies, the one 

including most homes (4) as well as interviews with staff (43), namely -Froggatt 

(2001), drew on data from an evaluative study of an educational intervention in 

palliative care, and was thus limited in-its capacity to-account for actual EOLC 

practice. Only one interview study included residents (73), relatives (16) and staff 

(97) from-a significant number of residential and nursing homes (12) and did not 

adopt a-clinical palliative care focus (see-Percival and-Johnson, 2013). The 

prevalent assumption across most of the referenced studies, and which continues 

still today (see-Spacey et-al., 2018), is that EOLC in care homes is suboptimal 

because it fails to reproduce specialist-palliative care-models. This is despite the 

question of whether cancer-based palliative care-models are suitable for dying in 

very old age (Pollock-and-Seymour,-2018).  

 
20 20 staff members working in local-authority residential homes (Shemmings,-1996). 
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To date there have been only two large-scale and in-depth sociological studies 

of EOLC practice in English/British21 residential and nursing homes, both of which 

were published 15-25 years ago. Sidell et-al.'s (1997) study was based on the postal-

survey of 1000 nursing and residential-homes in three geographical areas in 

England, interviews with 100 managers, and ethnographic observations in 12 

homes. Sidell et-al.'s (1997) seminal study first advocated the transfer of cancer-

based models of palliative-care into the care-home setting, thus inaugurating the 

now-prevalent palliative-care approach to the study of EOLC in care-homes (see 

Spacey et al., 2018). Nearly a decade later, Komaromy’s (2005) thesis was based 

on ethnographic data from observations in eight English care-homes she undertook 

as part of the Sidell et-al.'s study (1997). Fieldwork for both studies took place 

between November 1994 and May 1996 (Komaromy, 2005, p.9), that is, around a 

quarter of a century before the start of the ethnographic data collection for this thesis 

in May 2019. This is thus the first significant sociological study of EOLC in English 

care-homes in more than two-decades. Furthermore, as the next section of this 

chapter will explain, this study differs from Sidell et-al.'s study (1997) and 

Komaromy’s (2005) not just in terms of reflecting current-practice, but also for its 

substantive focus on governance, care work and the good death discourse in care 

homes. 

 

 

 
21 Fieldwork for Sidell et-al.'s (1997) and Komaromy's (2005) was conducted only in 

England. However, since no comparable studies were ever conducted in Scotland, Wales and 

Northern-Ireland, said-studies are the only large-scale and in-depth sociological studies of EOLC in 

care-homes ever conducted in the UK. 
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2.3. Contextualising the Focus on Governance, Care 

Work and the Good Death 

 

The lack of sociological research at the intersection of ageing and dying both 

in England and internationally has produced several gaps concerning the study of 

dying in care-homes at both an empirical and theoretical level. This thesis addresses 

these gaps by proposing a substantive focus on governance, care-work and the 

good-death discourse, and a theoretical framework based on the established 

Foucauldian and Marxist-feminist social reproduction traditions (expounded in 

Chapter 3). This section discusses the rationales for this thesis’ empirical focus on 

governance, care-work and the good-death based-on my reading of the English 

sociological literature on EOLC.  

 

 

2.3.1 Governance 

 

Despite the great insights to be found in the gerontological literature on 

institutions and the sociological literature on dying, no theoretical synthesis has 

emerged concerning the role of care-homes in the care of the dying. This has several 

consequences.  

 

First, the gerontological literature on dying in care-homes tackles the question 

of-power at the inter-personal level, without providing a structural understanding 

for how care-homes, and dying within them, are managed (see-p.-37). Issues of 
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governance which would help locate care-homes within societal structures and 

dynamics of power are reduced to a narrow analysis of regulations and inspection 

standards (Froggatt, 2007) or the sole-function of containment (Froggatt, 2001), 

which is a staple of the anti-institutional literature (Goffman, 1961; Foucault, 1988). 

This thesis applies an understanding of governance inspired by Foucault’s notion 

of governmentality (Lemke, 2007) to describe-how (1) care-homes and their staff 

were governed by laws and regulations as well as their position within the political 

economy of social-reproduction, (2) how care homes and their staff governed 

themselves in accordance to the laws, regulations and position assigned to them by 

the political economy of social reproduction, and (3) how care homes and their staff 

governed residents and their dying. Therefore, this concept of governance includes 

laws, regulations and policies, but also the material-conditions of existence of care-

homes within today’s English society. Some of these were highlighted in the 

preceding chapter, such as the catering of care homes to the oldest and most-frail 

population close to death (section 1.3). The other material conditions of existence 

of care homes will be highlighted in this and the next chapter. It is specific policies, 

discharge procedures and pressures to free hospital-beds that guide hospital-doctors 

to treat care homes as the place where residents should die (see-p.-48 below), 

further excluding them and their residents from mainstream public healthcare 

(section 3.2.2) and funding (section 3.2.3). The theoretical framework presented in 

section 3.2, which is an introduction to the biopolitical economy of care-homes, 

will synthetise the material conditions of existence of care-homes that determine 

their governance functions as (1) keeping residents on the care-home’s premises 

(custodial), (2) keeping residents alive (medico-legal), and (3) achieving both while 

reducing-costs to the NHS and care-home providers themselves (economic).  
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To clarify, as Lemke (2011) suggests, there is affinity and continuity between 

governance (governmentality) and-biopolitics in Foucault’s work. The terms can 

be combined in order to conceive a mode of governing life from the perspective of 

a State, organisation, group or a subject (governmentality, see Foucault, 1979) and 

from the perspective of a diffused power over life or a politics of life that passes 

through different power-relations and aims at the management of populations 

(biopolitics, see Foucault, 1978). From this perspective, a Foucauldian approach to 

governance differs from a political-science approach to governance for two 

fundamental reasons. First, the political-science discourse on governance assumes 

that “the objects of governance pre-exist their coordination” (Jessop, 2003, p.6), 

while Foucault’s approach recognises that the ways in which objects (and people) 

are governed constitute them (Lemke, 2007). In this view, care-homes are not just 

governed by laws and regulations, but they are (re)produced and made by them. 

Second, while the political-science governance discourse seeks to minimise 

conflicts between different agents, institutions and interests, Foucault’s 

governmentality approach stresses the constitutive-role of competing interests and 

confrontations, and the negotiations between-them (Ibid.). In this-view, the 

objectives of governance, whether care-home governance or EOLC governance in 

care-homes, do not have to be coherent, but contradictions can arise between them 

– as they will in Chapter 6 and 9. For-brevity, the term governance as opposed to 

governmentality will be used to refer to said-notion of governance. 

 

At the same time, the lack of theoretical-synthesis concerning the role of care-

homes within the political-economy of EOLC overlooks the increasing importance 

they have for the management of the-dying in England (section 1.3), and within the 
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new NHS-England (NHSE) clinical-governance of EOL medication prescribing as 

well as the drive to rapidly discharge frail and/or dying old-adults from NHSE 

hospitals (section 2.3.1.1). These changes are reviewed in-the context of-NHSE and 

the Department-of Health22 policy drive to decrease hospital deaths and increase 

deaths in the community, defined as dying at-home or in-a care-home. Crucially, 

this policy-drive coincides with the rhetoric-of choice and dying at-home as the 

preferred-place of-death expressed by the English EOLC-policy (see-Borgstrom, 

2015b; Borgstrom-and Walter, 2015).  

 

 

2.3.1.1 NHS England clinical governance of dying in the community 

 

The most significant changes shaping EOLC provision in care-homes since 

Sidell et-al.'s (1997) and Komaromy's (2005) studies are (1) the legislative and 

regulatory framework impinging on care-homes (see-CQC, 2015), and (2) the GPs’ 

anticipatory prescribing of a-standard-set of injectable drugs for the management 

of dying-symptoms, known-as EOL medications23 (NHS-England, 2019b; NHS-

England, 2019a, p.6). The current CQC regulatory framework (CQC, 2015) and the 

legislation on-which it is-based (UK-Government, 2014) were in their infancy in 

the late-1990s as Sidell et-al. (1997) and Komaromy (2005) undertook their studies 

(see Johnson et-al., 2010, pp.29–30). For brevity, they will be explained in Chapter 

 
22 Renamed the Department of Health and Social Care in 2018. 
23 These include (1) analgesics (morphine, fentanyl, oxycodone or other-opioids) to manage 

pain, (2) sedatives (midazolam) to-manage agitation, anxiety and distress, (3) anti-secretory 

(hyoscine) to reduce respiratory secretions accumulating in the-throat/upper chest and producing the 

so-called death-rattle, and (4), less frequently in care-homes because few residents die from-cancer, 

anti-emetics (levomepromazine or haloperidol) to reduce vomiting. EOL medications are also 

known as just-in-case or anticipatory medications. 
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6 when presenting the findings on how the governance of care-homes shaped care-

work practices in-the study care-homes. This section examines the streamlining of 

anticipatory EOL medication prescribing -to people expected to-be dying in-the-

community and the-hospital-discharge procedures of frail and/or dying old adults 

to-argue that NHSE seeks to contain hospital use-by care-home residents, with-the 

aim-to reduce costs to-the NHS and free hospital-beds. 

 

The-care-home sector plays a-strategic role in relation to-acute bed-capacity 

(Oliver,-2020) and the-costs borne by-the NHS concerning EOLC provision 

(Marie-Curie, 2012). Admissions to hospitals are-far higher from care-homes than 

the rest of the-community (Russell,-Coxon and-Taylor, 2019), with 34% of 

nursing-home residents being admitted to-hospital in-the last-months of life and-

almost 60% of these admission being regarded-as inappropriate (Kinley-et-al., 

2014, p.376). Marie Curie (2012, p.7) estimated savings of £40 million to the-NHS 

if the-place of-care of 23,500 patients in the last-14-days of-life could be changed 

from-hospital to-a care-home or home. Similarly, Hatziandreu et-al. (2008) 

estimated savings of £140 million with a 10% reduction in-the number of 

emergency hospital-admissions in the last-year of-life and also a-reduction of three 

days in-the length of stay at admission, which lasts 17 days on average. Bone-et-al. 

(2018) estimated that the decline in-hospital deaths will likely reverse by-2023, if 

unsupported by the expansion of EOLC provision in the care-home sector. Against 

this background, delayed hospital discharges topped the-list of concerns of the NHS 

finance director in-2016, with an estimated cost of £820 million per annum 

compared to only £180 million for providing alternative community-services 

(Oliver, 2016a). In the same-year, hospitals were under increasing financial and 
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capacity strain, with acute trusts reporting a combined deficit of £2.8-billion and 

occupancy-rates well above 90% (Res-Publica, 2016). In response to this, NHSE 

hospitals developed internal-procedures for the rapid-discharge of frail and/or 

dying residents and NHSE developed different parts-of the-General Medical-

Services (GMS) contract to reduce hospital-deaths and-use among care-home 

residents and frail-old adults living at-home through the advanced prescription of 

EOL medication by GPs to those they expected to be dying soon.  

 

Concerning hospital discharges, hospital doctors can avail themselves of a 

series of policies and procedures for the quick-discharge of-frail old-adults, both 

when they deem them to-be dying and when-not. The-NHS Continuing Healthcare 

Fast-Track procedure can be used by hospital doctors to discharge old-patients to 

die in a nursing-home (Johnston et-al., 2014). Moreover, years before the 

discharge-to assess-model (D2A) was rolled out in England during the COVID-19 

pandemic24 (see NHS-and-HM-Government, 2020), hospitals were using it for the 

rapid-discharge of “medically-optimised” or “medically-fit for discharge” patients 

into care-homes or at-home (NHS-England, 2015, pp.6–7; DoHSC et-al., 2016; 

CSoP, -2020). Consistently with these policies and procedures, Mckean (2021) 

found a pervasive push to discharge frail and/or dying old-adults from hospital as 

quickly as possible, which she conceptualised as the “drive to discharge conveyor 

belt” triggered by limited-bed availability and high-demand in the acute-hospital. 

Although Mckean (2021) focussed on community hospitals and how the drive-to 

discharge continued there, her study highlighted that patients were admitted and 

 
24 The-D2A model updated-in August-2020 contained guidelines to prevent the transfer of 

COVID-19 infected patients-to care-homes (CSoP,-2020; NHS-and-HM Government,-2020). 
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then discharged quickly, without having been given a chance for rehabilitation to 

baseline ability levels and regardless of resource limitations in their next place-of-

care, whether at home or in a care-home. This often had the unintended effect to 

fuel readmission to acute-hospitals (Ibid.). On the basis of this evidence, it is 

reasonable to assume that, as fieldwork for this study was underway, the drive-to 

discharge from-hospital to the care-home operated with respect to both current and 

future care home-residents, and that this was a constituent part of NHSE clinical 

governance. Furthermore, Mckean (2021) warned of the potentially detrimental 

outcomes of the drive-to discharge for old-adults and their informal-carers, but 

despite this warning very little is known about how the drive-to discharge played 

out in relation to care-homes and the management of dying-residents. 

 

Concerning the streamlining of anticipatory EOL medication prescribing 

through primary-care, as fieldwork for-this study was underway, NHSE released 

two pieces of policy which are directly relevant for-the governance of EOLC in 

care-homes: the 2020 Enhanced Health-in Care-Homes (EHCH) policy framework 

(NHS-England and-NHS Improvement,-2020) and the 2019 Quality-Improvement 

Framework (QOF) (NHS-England, 2019b; NHS-England, 2019a). Both policies 

were the culmination of scaling-up processes which-were underway in the 

preceding 5-15 years and-can therefore be considered to have had a-direct impact 

on-the EOLC practices I observed in the care-homes. Both the EHCH framework 

and the QOF are voluntary parts of the General-Medical Service (GMS) contract 

stipulated between GPs/GP partnerships and NHSE’s CCGs (Beech and-Baird, 

2020; NHS-England, 2021b). The QOF is an-annual incentive programme, 

introduced in-2004-as-a standard component of the-GMS contract and as a way to 
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both pay GPs and drive quality improvement by rewarding the attainment of 

specific targets (Lester-and Campbell,-2010). Participation in-QOF is-voluntary, 

however it reached 96.2% of-GP practices in-2020 with-an average achievement 

score-of 533.9 points out-of a-maximum of 559 (NHS-Digital, 2020). The-2020 

EHCH framework is part of the 2020/21 Direct-Enhanced Services (DES) contract, 

first-introduced in 2019 as-part of-the five-year GP-contract framework (see-NHS 

England,-2019b) to deliver-the five-year NHS long-term plan (Baird-and Beech,-

2020). Crucially, the NHS long-term plan includes-the-rolling out-of EOLC across-

the whole NHS-to-achieve “a-reduction in-avoidable emergency-admissions and-

more people being able to-die in-a-place they have-chosen” (NHS England, 2019c, 

p.25). Likewise, the five-year GP contract framework contains-a strong emphasis-

on “anticipatory-care” to patients with severe-frailty, dementia and in-receipt of 

palliative-care (NHS-England, 2019b, p.44). From a-contractual perspective, the-

DES is-an-optional extension of the GMS-contract which-GPs can-opt-out from 

and-contains those services GPs-can provide in-return of-additional payment. Its 

uptake is very high among-GPs however, with 98% of practices subscribing to-it 

in-2020 (Beech-and Baird,-2020). The DES contract is also paid through global-

sum payments, making up about half-of-the money GP practices receive from the 

NHS, thus creating a-big incentive for-its uptake (Beech-and Baird,-2020).  

 

The 2020/21 DES stipulated the requirements for CCGs to-assign each-care 

home-to a-single primary-care networks (PCN)25 (NHS-England, 2021a). PCNs 

subscribing to the 2020/21 DES had a duty to deliver the 2020-EHCH framework 

 
25 PCNs are a small group-of practices in the same-geographical area, working together under 

the PCN-DES contract to access additional-funding (Baird-and Beech, 2020; Serle,-2020). Almost 

all general-practices in England-are part of-a PCN (Ibid.). 
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which, crucially, included a-weekly GP visit to the care home and the prescribing 

of EOL medication as part of the delivery of EOLC in care-homes (NHS-England 

and NHS-Improvement, 2020). The-requirements to-align each care-home to a 

PCN and to have them-provide weekly GP rounds were fulfilled by-the 31st of July 

2020 (NHS-England, 2020). However, this-was-not-without resistance on-the side 

of GPs who lamented low remuneration for the increased workload (Serle,-2020), 

thus highlighting the recurring issue of a lack of government monies allocated to 

care-homes (see section 3.2.3). The 2020-EHCH framework sees the establishment 

of weekly GP-rounds as-the precondition of a-move to healthcare prevention in 

care-homes and-the-anticipatory prescribing of-EOL medication to-residents 

expected to be-dying, thus reducing hospital admissions from care-homes (NHS-

England and NHS-Improvement, 2020). The-streamlining of EOL medication 

prescribing through primary-care has however a-much longer history. 

 

In 2019, anticipatory EOL medication prescribing was included in the QOF 

as a component to achieve quality improvement in EOLC, coming with a 27 points 

reward scale for GPs paid-at £187.74 for each point (NHS-England, 2019b; NHS 

England,-2019a, p.6). Anticipatory EOL medication prescribing first-started as a-

key recommendation in-the Gold Standards Framework (GSF) (Thomas,-2003) and 

was taken-up by the Department of-Health and NHSE as recommended practice for 

EOLC in-the 2008-EOLCS and subsequent policies (DoH,-2008; NICE-2015). The 

rationale behind the anticipatory prescribing of injectable drugs for the management 

of dying symptoms is that, if-needed, the district-nurse, care-home nurse or GP will 

be able to administer them at home or in the care-home without delay and without 

precipitating an-admission to hospital. Anticipatory EOL medication prescribing is 
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the only case of medication prescribing in-which the prescriber does not know when 

and if-the medication will be administered. However, in a-study of GPs’ decisions 

about prescribing EOL medication (Bowers-et-al., 2020), GPs were found to be 

keen to prescribe EOL medication pre-emptively, that-is weeks-ahead of-death, and 

even if they were unlikely to be needed. This points to a function other than 

symptom management performed by EOL medication prescribing, which could be 

to ‘signal’ an expected death, and thereby preventing hospital-admission. Although 

this hypothesis warrants investigation, since its inception EOL medication 

prescribing was linked to the-aim-of reducing deaths in-hospital and-hospice and 

increasing deaths in-the community (see-Thomas, 2003). In 2006, palliative-care 

was first introduced as part of the QOF, with three points for holding a register of 

palliative-care patients and three points for reviewing them on-a monthly-basis, as 

in-line with GSF recommendations (see-GSF, 2006). This marked the start of the 

mainstreaming of the GSF to 95% of GP practices, the GSF reports (GSF,-2021d), 

and crucially, this was at-a time when the GSF was already providing training on 

leaving “just-in-case” boxes with EOL medication in the patients’ homes (see-GSF, 

2006). In 2008, the EOLCS endorsed the anticipatory prescribing of “just-in-case” 

boxes (DoH,-2008) and in 2011, the strategy’s success was evaluated with respect 

to a slow trend towards the reduction in hospital-deaths and an-increase in-deaths 

at-home and in care-homes (DoH,-2011). In the same year, the EOLC-workstream 

of the Quality, Improvement, Productivity and Prevention (QIPP) plan pledged to-

help the NHS “save up to £20-billion by 2015” by supporting people to be cared-

for and die in-their preferred place-of-care in the community, that is at-home or in-

a care-home (DoH,-2011, p.18). This necessitated the prescribing and utilisation of 

EOLC medication in the community, which only about eight years later was to 
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become a component of both the 2019 QOF and the 2020/21 DES contracts for 

primary-care, thus achieving its mainstreaming across virtually all GP-practices and 

care-homes-at the-English national-level.  

 

In-line with these contractual incentives and policies, the prescribing of EOL 

medication by GPs to adults expected to-be dying in care-homes (or at-home) is 

now widespread and well-established practice in-England (Ryan-et-al., 2019; 

Ryan-et-al., 2020). As argued throughout this section, this practice is the-direct 

expression of NHSE clinical governance and of-its strategic aim to reduce 

emergency hospital-admissions and deaths-by increasing EOLC provision and-

deaths in-the community, that is in care-homes or at-home. However, very little is 

known about how the advanced prescription of EOL medication plays out in care-

homes and in relation to residents’ unpredictable dying-trajectories (section 1.1). 

 

 

2.3.1.2 Choice and the good death at home in English EOLC policy  

 

There-is congruence between the NHS-England aim-to increase death-in the 

community and the-rhetoric of-choice, revolving around home as-the preferred-

place of-death, promoted by-the English EOLC-policy.  

Mckean's (2021) review of what constitutes good EOLC in British policy and 

third-sector position statements reveals a persistent focus on achieving the preferred 

place-of-death. The key tool proposed by policy to achieve a death in the preferred 

place is advance care-planning (ACP), that is, the voluntary discussion and 

recording of future care plans between an individual and their health or social-care 
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provider (CEoLCPB, 2015; CQC, 2016; DoH, 2008, 2016; Hunter-and-Orlovic, 

2018; MCS, 2013; NICE, 2011; NHS-England, 2014; NPEoLCP, 2015). The main 

rationale(s) put forward within current policy to justify the facilitation of dying at-

home over dying in hospital are: (1) that most people prefer to die at-home while 

they most frequently end up dying in-hospital, and (2) that domiciliary settings are 

conductive to a good-death because they are familiar places with familiar people, 

while hospital-settings favour inappropriate medical interventions at the EOL 

(Borgstrom, 2015b, 2016). This logic reveals the legacy of the Hospice-

Movement’s critique of medicalisation (Clark, 2002), the mystification of home as 

the place of intimacy and self-determination (see-Stanley and-Wise, 2011), and the 

permanence of the ideal of a (sacred) good death as accompanied by relatives and 

loved ones (Bradbury, 1999). Following this logic, care homes are assimilated to 

homes as opposed to institutions such as hospitals, and dying ‘in the community’ is 

assumed as including both dying at home and in care homes. However, the 

preceding section revealed that there were also economic (costs) and logistical 

(hospital-capacity) reasons for policy to promote a care home death for residents. 

Beyond the affective assimilation of care homes to homes or the threat of invasive 

treatment in hospital, from the NHSE clinical governance perspective, care homes 

are in the community simply because they are not a part of secondary healthcare 

provision such as hospitals and hospices, and fall within the remit of primary care. 

Policy documents mobilise both a language of compassion, in that hospital 

deaths are depicted as avoidable and distressing, and a language of choice, in that 

the fulfilment of patients’ wishes is considered an integral part of a good death 

(Borgstrom and-Walter, 2015). The same rationales are assumed by policy-

discourse when arguing that care-home residents should die in the care-home as the 
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pseudo-home (see Age-UK, 2019; CEoLCPB, 2015; CQC, 2016; DoH, 2008, 2016; 

Hunter and-Orlovic, 2018; MCS, 2013; Neuberger, 2013; NICE, 2011; NHS-

England, 2014; NPEoLCP, 2015). However, whether choice and compassion apply 

to dying in care-homes is dubious. There are several reasons for this. First, many 

policy documents suggest or draw on evidence which suggests that EOLC provision 

in care-homes is suboptimal and needs improvement, especially due to a lack of 

adequate clinical-input (Age-UK, 2019; CQC, 2016; DoH, 2008, 2016; Hunter-and 

Orlovic, 2018; MCS,-2013; Neuberger, 2013; NICE, 2011; NHS-England, 2014; 

NPEoLCP, 2015). On this basis, hospital may be a better place-of-death than the 

care-home for a resident. Second, the emphasis on individual choice of a place-of-

death, reiterated even in the case of care home residents (CEoLCPB, 2015), 

disregards issues of mental-capacity and the limited options available to residents, 

for many of whom a home or a hospice-death is not a possibility. Therefore, the 

assumption that the care-home is the best or the preferred place-of-death of most 

residents warrants further questioning and investigation. 

 

 

2.3.2 Care work 

 

In the care-home context, care-work constitutes the essence of the-care 

residents receive and, as a consequence, it significantly influences the way residents 

are treated at the EOL and how they experience dying. However, sociological-

analysis of care-work as undertaken within care-homes have mostly eschewed 

questions of economic value and social reproduction, favouring an institutional and 

inter-personal approach to the staff-resident relationships (see-p.-37). Further, the 
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issue of the devaluation of care-work has been only anecdotally related-to EOLC 

(Beck-et-al., 2012; Fryer-et-al., 2016; Marcella and-Kelley, 2015) and never to the 

treatment of dying-residents as people as opposed to mere-bodies, which, as argued 

in section 2.3.3, is the central problem of social-death.  

 

Certainly, most-of the literature on care-work focusses on informal-care 

(Kittay,-2006; Kittay,-2011; Ungerson,-1987) and the-ethical and welfare-

complexities of managing the-divide between paid-and unpaid care-work 

introduced by the State-provision and commodification of care-services for 

children and people living-with mental-health conditions, physical, cognitive-or 

learning disabilities (Finch-and Groves,-1983; Held,-2007; Ungerson,-2005; 

Tronto,-2013). More recently, the question of care-work has been re-connected to 

the-realm of social reproduction as theorised in the feminist-Marxist tradition 

(Dowling, 2016a, 2016b, 2021). However, the social-reproduction framework 

(section 3.1) has never been used to explore care work as undertaken in care homes.  

Within the care-home context, care work has been so far conceptualised as 

dirty work (Twigg,-2000; Twigg-et-al., 2011) and, building on Hochschild’s (2012) 

seminal study, emotional-labour (Johnson,-2015; Lopez,-2006). Thus, in 

expanding how care-work is conceptualised and understood, this thesis adopts the 

theoretical perspectives of Marxist-feminist social-reproduction theory 

(Bhattacharya,-2017) and Marxian value-form theory (Pitts,-2021) to review the 

role of emotional-work (Hochschild,-2012), as undertaken in care-homes both 

during everyday care (Chapter 7) and at-the-EOL (Chapter 10).  
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2.3.3 The Good Death 

 

The British, and largely England-based, literature on dying evidences specific 

ideas about the good-death that underpin EOLC policy and practice in-hospital, 

hospice and home-settings. These ideas are based on three key assumptions: (1) 

death should occur at-home and preferably not in-hospital, (2) social-death and 

physical death should occur at the same-time, and (3) death should be-a natural 

process neither postponed nor hastened by medical intervention, which should be 

aimed only at-the relief of-pain and distressing symptoms. While the first 

assumption has been addressed in section 2.3.1.2, the other two assumptions are 

addressed in this-section. 

 

 

2.3.3.1 Social death 

 

Social death is a loss of personhood owing to deep and often interconnected 

losses in the domains of bodily integrity/functioning, social identity/role and social 

connectedness/inclusion within society (Králová,-2015). The alignment of social 

and physical death characterises the neo-modern or revivalist ideal of the good 

death (Walter,-1994). The euthanasia and assisted suicide movements advocate for 

the anticipation of physical death to align it with social death (Ibid.). The hospice 

movement advocates instead for the postponement of social death, to align it with 

‘naturally occurring’ physical death (Ibid.). British law bans euthanasia and assisted 

suicide (UK-Government, 1957; UK-Government, 1961) and English EOLC policy 

espouses the hospice movement’s ambition to defer social death until physical 
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death occurs (Borgstrom,-2017). This has not been without critique: in an 

ethnography of a hospice, Lawton (2000) questioned the possibility for-every 

patient to maintain social aliveness in the-face of extreme bodily disintegration, 

notwithstanding the provision of specialist and holistic palliative care. Elsewhere, 

Seymour (2000) showed that, in the context of acute-hospital care, physical-death 

is often anticipated by the legal and controlled withdrawal of medical treatment so-

as to mimic ‘natural dying’ (see the next section 2.3.3.2), and thus realign physical 

with social-death. The possibility and even the desirability to postpone social-death 

in order to align it with physical-death have thus been queried by sociologists. 

Nonetheless, EOLC policymakers continue to use social-death as a shorthand for a 

‘bad’ death and to advocate for the-idea that social-death can be-avoided through 

the-sustainment of patient-choice (see Borgstrom, 2015a).  

Elsewhere, in her study of social-death in English EOLC policy-discourse, 

Borgstrom (2015a) criticises policymakers’ selective uptake of academic-insight 

into social-death to justify the focus on patient choice as opposed to a rethinking of 

the centrality of the body in biomedicine and healthcare. The attention given by 

EOLC policymakers to the issue(s) of patient-choice by furthering advance care-

planning (ACP) and open communication between healthcare professionals and 

patients is supported by sociological literature into the non-person treatment of 

some-groups, especially old adults living with dementia (Sweeting and-Gilhooly, 

1997), old adults living in care-homes (Froggatt,-2001; Hockey,-1990), and the 

inequality of the patient-doctor relationship (e.g. Zola,-1972). However, by 

overemphasizing the patient’s role in planning for their death and the time when 

they will become unable to communicate their preferences, EOLC policymakers 

inadvertently downplay the role of carers and healthcare professionals in the 
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person-treatment of patients until they-die. Drawing on Sudnow (1967), Borgstrom 

(2015a) argues that social-death is about a focus on the body as the sole site of care, 

not just the discarding of patients’ agency and expressed wishes.  

Borgstrom (Ibid.) evidences that EOLC policy fails to problematise the role 

of medical-care in the objectification of patients as bodies. Building on this, in this 

thesis I suggest that, in the case of EOLC in care homes, the argument could, and 

should, be extended to social-care and the ways in which social-care can also 

objectify residents as bodies, neglect their personhood, and constrain their-agency, 

as Fox (2012b) has pointed out. Beyond issues of medicalisation, which have been 

extensively theorised in relation to EOLC (see-Clark, 2002), how care and, 

crucially, care-work are conducted and conceptualised within care homes is critical 

to the person(al) treatment of the dying resident and the delay of residents’ social-

death until their physical-death. However, the issues of care-work and of the 

person(al) treatment of adults dying in institutional care-settings have rarely been 

investigated together. 

Crucially, the question of carers’ presence at the resident’s deathbed received 

lots of attention in the English-speaking literature in-proportion to the overall 

output on-the topic of EOLC in care-homes (see section 2.2). In their study of staff’s 

perspective on residents dying-alone, Thompson-et-al. (2019) reviewed a number 

of Canadian and American studies advocating, as much as they did, for the 

importance of emotional-comforting and connection at-the-EOL. This testifies to 

the longstanding impact of the ideal and practice of accompanied dying in 

Westernised cultures (Bradbury,-1999) as well as a current fascination with 

accompanied dying as a-means to promote the dignity, respect and personhood of 

the-dying (Thompson-et-al., 2019). The topic has however received less attention 
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in-the British literature, if not for carers’ failure to-sit at the-residents’ deathbed and 

the-segregation of dying residents in remote areas of the care-home (see Froggatt,-

2007; Hockey,-1990). As a result, the question of care-home staff accompanying 

the dying in the last-hours of life (also called a vigil or death watch) has been 

investigated, so far, in isolation from issues of care work and working conditions 

in institutional care-settings (Beck et-al., 2012; Cagle et-al., 2017; Carlson et-al., 

2014; Thompson et-al., 2019). This might be, at least in part, due to the limited 

availability of empirical and theoretical-insights into care work in care-homes (see 

section 2.3.2). This thesis proposes to address this gap and problematise the 

relationships between care-work and residents’ social-death and personhood at the 

EOL. 

 

 

2.3.3.2 Natural death 

 

The idea that death should be the result of a natural-process is one of the 

assumptions underpinning the English EOLC policy-discourse. However elusive, 

the concept of natural-death continues to shape and permeate lay, professional, and 

policy ideologies of the good-death (Borgstrom,-2020; Bradbury,-1999; Seymour,-

1999, 2000), with dying in very old-age having all the requisites to embody the 

exemplary natural death (see-Komaromy and-Hockey, 2001). What is supposedly 

‘natural’ about the natural-death is that it is not provoked from an external, human 

and/or technological agent, but it emerges directly from the-body, whether in the 

form of old age-decay or incurable illness -- hence the perception of dying 

with/from old-age frailty as natural-dying. In English culture, this principle of the 



 

 

63 

natural-death is constructed by opposition to the principle of an avoidable-death 

from accident, suicide, and neglect or malpractice, and it co-exists with a specific 

idea of medical intervention. In Westernised cultural contexts, the conflation of 

natural and good-death on the one hand, and of unnatural and bad deaths on the 

other, has been noted by several-authors (Bradbury, 1999; Walter, 1994; Seymour, 

1999) and it is assumed in this-thesis too. 

 

As regards medical-intervention, in the understanding of many lay-English 

people, the principle of a natural-death is compatible with the employment of 

biomedical technology (Bradbury,-1999; Seymour,-1999), the hospice-movement 

ideology (Walter,-1994), and the English EOLC policy discourse. Underpinning 

English EOLC policy is the principle that death is natural, yet medically managed. 

Although never employing the term ‘natural-death’, English EOLC policy assumes 

that death follows a period of illness or is at least predicated on a critical health 

event. This is what makes the prediction, preparation (or even planning) of death 

and EOLC possible in the first place, thus providing the conditions for the 

achievement of a good death (see Borgstrom, 2020). Crucially, this definition of a 

natural-death includes the possibility of biomedical (thus technological and human) 

intervention to have no effect in relation to death, thus constituting a perfectly 

neutral intervention. This is because English EOLC policy discourse espouses the 

palliative-care ideology of the hospice movement (Walter,-1994) and practice 

(Lawton,-2000) which believes in the possibility of medical-treatment (and lack-

thereof) that “neither hastens nor postpones death” (WHO,-1990, p. 11).  

However, Seymour, (1999,-2000) alerts us-of the existence of more 

complicated relationships between medical intervention or non-intervention on 
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one-side, and natural-death on the-other. On the one-hand, the perception of death 

as natural can be shaped by whether medical technology delivered the expected-

outcome as opposed to its mere application or withdrawal. In her seminal work on 

dying in intensive-care, Seymour (1999) revealed that lay perceptions of death-as 

natural (and-good) were preserved when medical intervention delivered the 

‘expected’ outcome, regardless of whether this was to save the patient or to let 

them-die. On the other hand, natural-death can be constructed by the deployment 

of medical-technology. In her second article on dying in intensive care, Seymour 

(2000) demonstrated how life-supporting medical technology was withdrawn so as 

to minimise the perception of a causal link between the withdrawal of medical-care 

and the patient’s death by the relatives and close companions of the-deceased. In 

this way, healthcare professionals in the ICU constructed a natural-death (and the 

perception thereof) as a death emanating exclusively and directly from the body 

(see-Seymour, 2000). It is thus established in the literature that the principles of the 

natural and the medical-death can co-exist (Bradbury,-1999). However very little 

is known about how they relate to each other in the context of the care-home, where 

the availability of medical technology is very limited and death tends to-be 

naturalised as a normal occurrence of old-age, as shown by previous-research by 

Komaromy and-Hockey (2001).  

 

The principle of the good death as both medical and natural shares similarities 

and at the same time contrasts with the principles of accidental death, death from 

suicide and death from neglect or malpractice - which I identified as constituting 

the boundary concept of an avoidable death. These terms and possibilities are not 

mentioned by English EOLC policy documents, but their very absence from 
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discussions of a good-death (see Borgstrom, 2020) and good EOLC (see Mckean, 

2021) within policy documents implicitly marks them as synonymous with 

‘unnatural’ or ‘bad’ deaths which is desirable to-avoid. These assumptions are 

however not universally shared. 

In her study of social representations of death in Britain, Bradbury (1999) 

discovered that lay understandings of the natural good-death included instances of 

accidental deaths, due to casualties such as drowning at sea, as well as deaths from 

long-term disease supported by medical treatment, such as dying at-home from 

cancer. As previously argued, the second type of death, “medical death” (Bradbury 

1999), characterises also the natural death discourse of dying in intensive-care 

(Seymour, 2000) and dying in receipt of palliative-care in a hospice, hospital, or at-

home (Lawton,-2000; Walter,-1994). By contrast, the first type of death, “natural 

death” from accidental causes (Bradbury-1999), does-not feature in said discourses. 

This is not to ascribe to the absence of hazards in hospices, hospitals or at-home 

while in receipt of palliative-care. The risks of catastrophic falls as well as choking 

on food, drink, vomit or in between the bedrails are in fact present in all the 

mentioned settings - as much as in care homes. Rather, when such accidents happen 

in a-hospital, hospice or care home and, to some extent even at-home (since 

someone was responsible for the care of the dying person there too) they raise legal 

questions about responsibility, accountability, and malpractice or neglect. The same 

argument applies to deaths from suicide since suicide is legal but helping someone 

to commit suicide is not (UK-Government, 1961) and people can lose capacity in 

the process of dying, thus providing legal-grounds for their informal/formal carers 

or healthcare professionals to be held responsible for their care under the Mental-

Capacity Act-2005 (see Appendix C). There are thus legal reasons for which deaths 



 

 

66 

from accidents, suicide and malpractice or neglect are not mentioned in EOLC 

policy discourse and are actively prevented in institutional contexts (hospitals and-

hospice) and at-home, especially by formal carers and healthcare providers.  

While this thesis does not attempt a comprehensive review of the reasons why 

deaths from accidents, suicide and malpractice or neglect can be considered ‘bad’, 

the sociological literature on dying has evidenced the role of the palliative care 

ideology vis-à-vis the prohibition of facilitating death through intervention. 

Palliative care “affirms life and regards dying as a normal process” and “neither 

hastens nor postpones death” (WHO, 1990, p. 11). In this view, proposals for 

physician-assisted suicide and euthanasia are clearly rejected (Walter,-1994) and so 

are patients’ requests for-the acceleration of the dying-process (Lawton,-2000). 

Lawton (2000) does not directly address the questions of attempted suicide amongst 

hospice patients but-notes that it was common for patients with unbounded bodies 

to intentionally stop talking and refuse all-food and-drink days before-death. 

Questions re-emerge here about the role of medicine and whether it is possible that 

medical treatment or decisions not to treat have no-effects on the dying process, as 

the WHO’s definition of palliative-care would have-it.  

There are thus many reasons why deaths from accidents, suicide and 

malpractice or neglect could be considered ‘bad’, unnatural and avoidable in the 

care home-setting. However, very little is known about whether and how the active 

prevention of such deaths by care home staff and GPs shape dying and EOLC 

within the care-home setting.  
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Summary 

 

This-chapter has provided the rationales for the-focus on-three interlinked 

issues: the-governance of-EOLC and dying-in care-homes (section 2.3.1), care-

work (section 2.3.2), and-the good-death (section 2.3.3). In-doing so, this-chapter 

has revealed -empirical insights as well as a dearth of theoretical approaches on 

such issues and-their interconnections. In-particular, the social-science literature-

on old-age and-dying has-tended to-reduce issues of power-active in-the care-home 

context to-the care-home context itself. The next-chapter merges different-

theoretical traditions to-propose a-theoretical framework able to-open the self-

contained space of-the care-home to questions-of social-reproduction and 

economic value-production in-a capitalist-society such-as England.  
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Chapter 3: Theoretical Framework 

 

Introduction 

 

The-reviewed social-science literature on ageing and dying (Chapter 2) 

provided no single theoretical framework suitable to analyse the management of 

EOLC and dying in care homes, care work and the good-death discourse emerging 

from them. This-thesis draws on-two established theoretical traditions to propose 

a-theoretical perspective able to analyse said topics while connecting them to (some 

of-the) power structures shaping a capitalist society such as the-English one: 

Marxist-feminist social reproduction theory (SRT) (Gonzales,-2013), itself 

building on a Marxian understanding of (economic) value26 (Pitts,-2021), and 

Foucault’s biopolitics (Lemke,-2007; Lemke,-2011). Overall, the two theoretical 

approaches are compatible since this thesis’ reading of Foucault’s is influenced by 

Deleuze’s interpretation of Foucault’s work and a Deleuzian understanding of-

power (Deleuze,-1988). Moreover, the merging of the two theoretical approaches 

is patent in the proposal of a biopolitical economy of care-homes to frame the issue 

of care-home governance (section 3.2), while the issues of care-work (section 3.1) 

and the good death (section 3.3) mostly draw respectively on Marxist-feminist SRT 

(Gonzales,-2013) and Foucault’s analysis of discourse/knowledge (McHoul-and 

Grace,-2015).  

 

 
26 Marxian value-form theory (Pitts,-2021). 
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In examining Foucault’s work, Deleuze (1988) posits continuity between 

biopolitics and Marxian political economy. Foucault’s thesis is that, from the 

second half of the 18th century, a-new form of power (biopower) and a-new form 

of politics (biopolitics) have emerged which concern themselves with the 

administration, optimisation, and multiplication of human life through precise 

forms of knowledge, control and regulation, among which medicine has played a-

crucial role (Foucault, 1978,-2003). While the sovereign power of a monarch 

governed by making its subjects die or letting them live, the biopower of a modern 

nation-State governs by making its citizens live or letting them die in certain 

specific ways (Foucault,-2003), some of which this thesis seeks to illuminate. 

Critically, Foucault’s original contribution is that power is not just repressive, but 

produces subjectivities, knowledges (discourses of truth), and structures of 

inequalities and value which are (re)produced by both the dominant(s) and the 

dominated (Braidotti,-2006; Deleuze,-1988; Lemke,-2011).  

In this view, economic value and the economic relations of capitalism as 

described by-the Marxian tradition (see Harvey,-2010; Marx,-1981; Pitts,-2021), 

and assumed by Marxist-feminist SRT (Gonzales,-2013), are one of the relations of 

power structuring contemporary British-society. However, others are present and 

operating too since power passes through every relation between forces, and is-thus 

diffused and mutable27 (Deleuze,-1988). Therefore, the Marxist-feminist reflection 

on social reproduction and (economic) value (section 3.1) will be combined with 

Foucault’s insight that modern-States rule by prolonging, enhancing, and 

 
27 This sentence seeks to capture two ideas. First, however unequally distributed, power 

cannot be totally absent (or present) only in one of the poles of the relation. Second, a-given form 

of power (e.g. military) can give rise to a-very different form of power (e.g. economic).  
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controlling the biological vitality of their population when conceptualising the 

biopolitical economy of care homes (section 3.2). 

 

 

3.1 Social Reproduction and the Devaluation of Care 

Work  

 

Regarding the topic of care-work, the objective of this thesis is to provide an 

empirically grounded conceptualisation of carers’ work in relation to both 

residents’ living and dying which does not eschew the issues of the devaluation of 

care work and carers’ working conditions, as most literature on the topic does 

(section 2.3.2). Marxist-feminist SRT (Ferguson,-2020; Bhattacharya,-2017; 

Gonzales,-2013), which itself draws on a Marxian understanding of economic-

value (see Harvey,-2010; Marx, 1981; Pitts,-2021), is best placed to explain the 

structural reasons of the devaluation of care work within a capitalist society such as 

the English one as well as the longstanding problem of-the lack of public financing 

for the English care home sector (section 3.2.2) or its uneven distribution due to 

market logics (section 3.2.3). Underpinning both the disproportionately low wages 

paid to carers (CIC,-2021) and the necessity to contain costs experienced by both 

care-home providers (section 3.1.3) and NHSE (section 2.3.1.1), is the problem of 

economic value and its production within capitalist societies.  
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3.1.1 The Devaluation of Care Work  

 

In what follows, I draw on Marxist-feminist SRT (Gonzales,-2013) and 

Marxian value-form theory (Pitts, 2021) to clarify how and why care labour28 has 

historically been constructed as a woman’s job and as an unpaid (or low-paid) 

resource naturally available to families and communities. These tendencies are still 

at play in modern British society and serve to produce care work in care homes 

today as a gendered, low-wage and unskilled occupation, and go some way to partly 

explain the failures of the privatisation of the care home sector (see section 3.2.3 

later on in this chapter).  

 

The question of (economic) value, that is, of what makes something worth 

being bought and sold at a given price on a market, is central to both SRT (Fortunati, 

1995; Ferguson, 2020; Bhattacharya, 2017; Gonzales, 2013) and Marxian value-

form theory (Pitts, 2021). However, while two schools of thought on value co-exist 

within SRT, Marxian value-form theory (Pitts, 2021) proposes a more homogenous 

view of value as determined by both production and exchange. The debate within 

SRT concerns whether unpaid social reproduction labour contributes to the 

production of value (the autonomist-Marxist position, see Fortunati, 1995) or not 

(the Marxian position, see Ferguson, 2020; Bhattacharya, 2017; Gonzales, 2013). 

The position adopted in this thesis, which is compatible with Marxian value-form 

theory (Pitts, 2021), is the one formulated by Gonzales (2013) that states that unpaid 

 
28 In this thesis “labour” is used to refer to any human purposeful activity involving the 

expenditure of energies, whether waged/unwaged or DMM/IMM (see section 3.1.2 for an 

explanation of these terms). By contrast “work” is used to refer to paid labour, whether waged and/or 

DMM. In this thesis, the only use of “labour” with specific reference to forms of paid work is 

Hochschild's (2012) “emotional labour”. 
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social reproduction labour indirectly contributes to the production of value under 

capitalism.  

 

The question of value is central to care work because, as Fortunati (1995) first 

noted, the claim that domestic and care labour do not produce value provides the 

ideological justification for it being unpaid, thus creating the subordination of those 

undertaking it within families and communities, the vast majority of whom were29 

and still are women. Fortunati (1995) coined the concept of reproduction - now also 

known as social reproduction (Bhattacharya,-2017; Ferguson,-2020) - to highlight 

the importance of the labour undertaken to sustain life and enable other people to 

thrive, thereby creating the conditions for commodity production and waged labour. 

Fortunati (1995) first theorised that, with the establishment of waged work as the 

only means of survival for most of the European population in the 19th century30 

(Federici, 2014), the capitalist mode of production needed a type of labour - and a 

particular type of labourers: women - directed at the reproduction of the (mostly 

male) workforce. That (mostly male) workforce needed to be fed, wear clean 

clothes, relax, have sex, and sleep in a clean house in order to regenerate themselves 

and be able to work, day in, day out. Further, future generations of that workforce 

needed to be conceived, given birth to and raised. Fortunati (1995) termed this 

domestic, sexual and parenting labour reproduction work and, together with 

Federici (2014)31, argued that capitalism evolved to assign that reproduction work 

 
29 The Arcane of Reproduction was first published in Italy in 1981. Fortunati was active in 

the “Wages for Housework” movement in the 1970s (Dalla-Costa, 2017; Fortunati -2013).  
30 The formation of the wage as the precondition for social-reproduction and survival is based 

on the separation of workers from the land and means of production (Federici, 2014). The 

expropriation of the land from the European peasantry started in the 16-17th centuries (Ibid.) 
31 The first Italian edition of Caliban and the witch was authored with Fortunati (Federici-

and Fortunati, 1984). 
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to women within households while simultaneously expelling them from the 

workforce. This created the modern sexual division of labour and the subordination 

of women to a male breadwinner, whether father or husband (Federici,-2014). It 

also established the principle that the labour enabling32 the production of 

(economic) value, but not directly producing (economic) value itself (e.g. feeding 

a baby/future worker), is not considered work in capitalist societies (see section 

3.1.2). As evidenced by the literature reviewed below, the concept and perception 

of reproduction labour as a non-work (that is as not constituting work) in 

Westernised capitalist societies is reinforced by its association with allegedly 

natural and feminine qualities of-care, love and affection (see Finch and Groves,-

1983) so much that when such qualities are needed and deployed as part of (paid) 

employment, such as in care work, they are lowly remunerated and not recognised.  

 

Starting with the rapid industrialisation of the 19th century, the capitalist mode 

of production framed reproduction labour as unpaid labour and an inborn quality of 

womanhood as opposed to a skill developed through experience and learning and 

deserving of monetary remuneration. Following the commodification (section 

3.1.2) of-many aspects of-social reproduction from-the mid-twentieth century 

(Hester-and Srnicek, 2018), these tendencies resurface today in-the devaluation of-

caring skills and work in-the job-market.  

Certainly, financial returns for caring skills are mostly low in the job market. 

Occupations in which caring skills are important suffer from a wage penalty 

(England, 1992; Kilbourne-et-al., 1994; Pietrykowski, 2017). In England, care 

staff’ wages are 39% lower when compared to other publicly-funded roles with 

 
32 Providing the necessary conditions for. 
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similar skillsets, amounting to a nearly £7,000 loss in a care worker’s yearly salary 

(CIC,-2021, p. 2). Caring as part of a job is in fact considered a natural and low-

skilled disposition with its own intrinsic rewards rather than a complex skill 

acquired through learning and experience (CIC,-2021; Johnson et-al., 2010; 

Ehrenreich-and Hochschild, 2003; Payne, 2009). This framing of caring as an 

innate personality trait overlaps with the framing of care labour as inherently female 

in both cultural and practical terms. Caring is deemed a feminine quality and 

women are overrepresented in care jobs (England, 2005) – as they are in the English 

adult social-care workforce where 83% of the workforce identifies as female as 

compared to only 47% of the economically active population (Skills for-Care, 2019, 

p.9). This produces a situation in which care work is perceived as innate (to 

womanhood) and thus not an ‘acquired skill’ deserving of adequate remuneration, 

even when men undertake it (see-CIC, 2021; Pietrykowski, 2019)33. From a gender 

perspective, most carers and residents34 are women experiencing a disadvantaged 

situation. The-carers experience social disadvantage in terms of the-low social 

standing and little wealth associated with earning a living as a-carer. The residents 

experience social disadvantage in terms of being physically and/or cognitively 

disabled, thus needing help-to survive and socially reproduce themselves (section 

1.3).  

 

 

 
33 There is evidence that the feminisation of a work skill or workforce leads to its monetary 

devaluation for any gender (see-England, Allison-and Wu,-2007). The entrance of women into high-

paying male occupations drove down wages during the years 1970-2007 (Mandel, 2013).  
34 “The ‘average’ care home resident is an 85-year-old woman, with a life expectancy of 12–

30 months” (Baylis,-2017, p.3). 
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3.1.2 The Commodification of Care Work 

 

Although, as Fortunati (1995) argued, production and reproduction are 

intimately linked and their separation is itself a product of how capitalism generates 

(economic) value, it is important to preserve a notion of value as created through 

commodity production and exchange (see Pitts,-2021). This allows to make 

analytical distinctions capable of explaining how the capitalist mode of production 

and the related commodification of care and reproduction labour function.  

 

In her seminal paper on social reproduction and gender, Gonzales (2013) 

conceptualised the difference between production and reproduction work/labour 

whereby production work produces any commodity except labour-power, and 

reproduction labour always produces and reproduces the commodity labour-power 

whether reproduction labour has been commodified or not. This distinction is 

important because the commodity labour-power has unique features: it cannot be 

detached from its bearer (a person) and the use-value of labour-power (a person’s 

capacity to work) is a source of (exchange-)value (Ibid.). This is in line with 

Fortunati’s (1995) position on reproduction labour. However, where Gonzales 

(2013) differs from Fortunati (1995) is that she regards reproduction labour as 

producing use-values and exchange-values, thus economic value in capitalist terms, 

only when it is directly market-mediated (DMM) or waged. Instead, when 

reproduction labour is indirectly marked-mediated (IMM) or unwaged, it produces 

economic value only indirectly in that it reproduces the source of all exchange-

value (that is labour-power) only as a use-value. IMM reproduction labour does not 

produce commodities to be exchanged on a market for money. Unwaged 
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reproduction labour is not a commodity exchanged on a marked for a wage. In both 

cases, reproduction labour has a use-value, that of reproducing the lives of those at 

the giving and/or receiving end of reproduction labour, but has no exchange-value. 

This is so because of two entities created by the capitalist mode of production: the 

market and the wage.  

With respect to the market, the DMM sphere produces commodities that can 

be sold and bought on a market, thus producing both use- and exchange-values, 

while the IMM does not produce commodities for a market, thus producing only 

use-values. With respect to the wage, labour-power engaged in social reproduction 

work can be exchanged on a market for a wage (paid) or not (unpaid). The wage is 

the social relation of production that commodifies labour-power, thus turning the 

human capacity to work into a commodity with (economic) value and a (job) market 

for it (Marx, 1981). While DMM social reproduction work is usually waged35, IMM 

social reproduction work can be both waged (public sector jobs) and unwaged 

(domestic or caring labour undertaken for oneself, family or friends). 

 

Capital can thus commodify (and valorise) reproduction work in two ways: 

by creating a market for care as a service or by creating a market for care as a job. 

In both cases, the socially necessary labour time (SNLT) expended in production is 

a necessary, but insufficient, condition for the production of (economic) value -- 

the other necessary but insufficient condition being the successful selling of the 

labour-power/product on a market (Pitts, 2021). Labour-power and the product of 

 
35 Or-else it-would be self-employment, slavery, or-consensually working for-free so-that 

someone-else can-make an-economic profit. Self-employment contracts often-do not-make a-

distinction between what-is-paid in-exchange for-the product/service provided (direct-market-

mediation) and what-is paid-in exchange-for-the labour-power expended in-the 

production/provision of-said product/service (the-wage). 
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SNLT both need to be successfully exchanged on a market in order to produce 

(economic) value in capitalist terms (Ibid.). The IMM sphere of reproductive labour 

includes many public sector jobs and all those activities transforming commodities 

purchased with the wage (e.g. food, laundry detergent, shampoo) into the capacity 

to live or work for a wage (e.g. a cooked meal, clean clothes, a shower). It includes 

the unwaged labours of housekeeping, child rearing and elderly care performed by 

people, most commonly women, within kin or friendship networks as well as the 

waged labours of public sector teachers, nurses, doctors, police officers, soldiers, 

civil servants, elected politicians etc. The outputs of IMM labour are not 

commodities because they are not sold and bought on a market in exchange for 

money, although they result in the reproduction of a unique commodity: labour-

power, that is, human life in its capacity to work and, crucially, also to live. On the 

contrary, the DMM sphere of reproductive labour includes all those processes 

sustaining life and at the same time generating commodities for the market. It 

includes businesses or self-employment as varied as fast foods, transportation, 

laundries, babysitting and building or domestic cleaning services. While work in 

the IMM sphere can be both waged and unwaged, work in the DMM sphere is 

usually waged. 

 

Care work in care homes is mostly DMM and waged36. In this respect, both 

the output of labour, that is the care produced/performed by carers, and the 

labourers’ labour-power are commodified. This view provides a new criterion to 

define work as opposed to non-work within the care home setting, that is whether 

an activity contributed to the production of the care-commodity, hence value for 

 
36 When performed in public sector care homes, care work is IMM and waged.  
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the employer, or not. This criterion is significant because, in the care homes which 

were part of this study, it was not sufficient for an activity to be waged in order to 

constitute work. What constituted care and care work as well as which activities 

were paid for through a carer’s wage was subject to change depending on whose 

viewpoint was privileged, whether the employees’ (carers), line managers’ (senior 

staff or manager) or employer’s (provider) (see Chapters 5 and 7), and whether a 

resident’s death was considered imminent by senior staff or not (see Chapter 10).  

 

 

3.2 The Biopolitical Economy of Care Homes: A 

Prospectus 

 

The previous section (3.1) expounded the feminist Marxist understanding of 

how (economic) value and human life are produced and reproduced within a 

capitalist mode of production to frame the question of care work in contemporary 

England. This understanding of value and social reproduction is also essential to 

contextualise and delimit Foucault’s biopolitical insight that modern State-power 

seeks to prolong, expand and enhance the health and survival of its population 

(Foucault, 2003). As it will be shown times and again in this section, the impetus 

of the English capitalist State to invest into the survival and social reproduction of 

some of its population co-exist with the retrenchment of State resources to those 

populations not directly involved in the production of (economic) value. This 

perspective remains relevant when the provision of care and care work becomes 

commodified, that is directly market mediated (DMM) and waged (see section 
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3.1.2). In fact, it reveals the limits and consequences of the marketisation of a 

service which is essential to the survival of some humans - in this thesis’ case very 

old adults living in care homes because they are unable to attend to their social 

reproduction without help.  

Hence, this section proposed a theoretical framework to identify three 

functions performed (or aims pursued) by modern care homes within contemporary 

English society and constituting their governance, as-defined on-page 4637. These 

three, at times conflicting, aims are to (1) keep old adults needing help to reproduce 

themselves (the residents) on-the care home’s premises (custody), (2) keep the 

residents alive (medico-legal), and (3) achieve both aims while reducing costs to 

NHSE and the care home providers themselves (economic). These functions can be 

traced in previous historical, empirical and theoretical research on care homes, 

social-care and the welfare state, and constitute what I term the biopolitical 

economy of care homes. By theorising a biopolitical economy of care homes, it is 

possible to connect the governance of EOLC and care work in care homes, and the 

ideology of the good death emerging from them, to forces outside the care homes, 

which structured and passed through the care homes themselves. Examples of these 

forces are the EOLC and NHSE policy focus on dying in the community as well as 

the NHSE hospitals’ drive to discharge, reviewed in section 2.3.1.1. However, the 

next sections will identify other forces too which determined the custodial, keeping-

alive and cost-reduction role of care homes. 

 

 
37 There-are overlaps between the governance and the biopolitical economy of care-homes 

since how care homes are governed and govern their-staff and residents is directly shaped by their 

biopolitical economy. However, the governance of care-homes (Chapter 6) and of EOLC in care-

homes (Chapter 9) refers to the empirical level studied by this-thesis. By contrast, the biopolitical 

economy of care homes or-of EOLC refers to the broader theoretical and-material context this thesis 

findings are relevant for (Chapter 11).  
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3.2.1 Custody: The Origin of Care Homes as Workhouses 

 

In England, the historical lineage of care homes can be traced back to the 

houses of correction of the mid-17th and 18th centuries. The Poor Law Act of 1601, 

known as the 43rd of Elizabeth, classified three main groups of poor people. The 

impotent poor, that is, those unfit to work including the aged, the disabled, the 

chronically ill and the mad, were deemed worthy of institutional relief and 

accommodated in poor-houses, almshouses or hospitals (Fraser, 1984). The able-

bodied poor, that is, those able to work but persistently unemployed, were sent to 

work in houses of correction with installed trades, workshops, and factories (usually 

milling, spinning and weaving), namely, workhouses (Fraser, 1984; Foucault, 

1988). Finally, the idle and vagrants, that is, those actively refusing to work, were 

to be punished in the houses of correction, in other words, prisons (Fraser, 1984).  

Although the different populations of poor people were intended to be placed 

in different institutions, differences between houses of correction and workhouses 

on the one side, and poor houses, almshouses and hospitals on the other, were 

difficult to ascertain in practice, owing to their intersecting functions of custody 

(with residence), discipline, and labour. What was evident however was that both 

workhouses and almshouses, which pre-dated modern day care homes, were not 

intended to improve the lives of older people living in them, but to avoid their 

disrupting of the rest of society by ensuring their bare subsistence and disciplining 

their minds and bodies. Fast forward to the mid twentieth century and a comparable 

ethos of discipline in institutions was apparent and particularly detrimental to older 

people living in care homes and long-term hospitals (Townsend, 1964; Robb, 1967; 

Meacher, 1972). Older people were not alone in this negative impact, studies from 
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that time indicated equivalent concerns for psychiatric patients in mental hospitals 

(Burton, 1959), and those with physical and learning disabilities living in residential 

care (Miller and Gwynne, 1972; Morris, 1969). These studies were part of the anti-

institutional literature of the 1960s and 1970s, which was a Western-wide 

phenomenon stemming from the critique of psychiatric institutions to make 

encompassing claims about other forms of State-approved institutions, such as the 

prison, the military barrack, the boarding school and so on (Basaglia, 1964, 1968; 

Foucault, 1988, 1995; Goffman, 1961). The literature’s common theme was the 

dehumanising effect of authority and institutional routine on the lives of the 

inmates.  

 

In response to this critique, there was growing conviction in the 1960s and 

70s in England that institutional care for older people should be reformed, if not 

substituted completely, by other forms of community or domiciliary care (Johnson 

et al., 2010). About 40-50 years later, there is consensus in the English social 

sciences, social policy and care home sector that the assistance institution which 

appalled Townsend, Robb, and Meacher are no more, standards of living and care 

have improved consistently, and institutional care is a necessary part of social-care 

provision for older adults (Jack, 1998; Johnson, Rolph and Smith, 2010). At the 

same time however the confining tendences of care homes have resurfaced in more 

recent studies of dying in care homes. Froggatt (2001) argues that English society 

continues to deal with the realities of ageing and dying by sequestering those people 

bearing the visible signs of them within care homes, and further separating the 

dying from the living within the care homes themselves, as Hockey (1990) also 

observed. Building on this, this thesis will evaluate how the custodial function of 
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care homes currently influence care and care work both during everyday care 

(Chapters 5-6) and at the EOL (Chapter 9).  

 

 

3.2.2 Keeping Alive: Modern Care Homes and the Health 

vs Social Care Divide 

 

The establishment of the English welfare state in the years following the 

Second World War marked a new phase in the State taking charge of the social 

reproduction of its population. Public responsibility and accountability for the care 

of older adults did not, however, come without issues.  

From the perspective of Marxist-feminist SRT, from its conception the 

welfare state has been inevitably contradictory since it reflects the contradictions 

between social reproduction and (economic) value production within capitalist 

economies (see Gough, 1979). In its quest for ever-increasing profits, the capitalist 

mode of production threatens the conditions for the reproduction of human (and 

non-human) life, thus fundamentally eroding the conditions of its own existence 

(Federici, 2012; Fraser, 2017). As a response to this, many Western capitalist States 

have developed systems of redistribution and social welfare to facilitate the 

reproduction of human life as the substratum for the production of value (see 

Gough, 1979). A capitalist State has thus no vested economic interested in financing 

indirectly market mediated (IMM) services for the expansion and enhancement of 

the lives of those populations who cannot produce (economic) value nor sustain the 

social reproduction of current or future members of the workforce (see Dowling, 

2021). IMM social reproduction represents only a cost in capitalist economies 
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(Gonzales, 2013), this is why its commodification, that its provision through the 

market or direct market mediation, is often sought as a valid alternative for the State 

to externalise costs to single individuals and businesses while producing economic 

value. This commodification (or direct marked mediation) through privatisation is 

what happened with the English care home sector from the 1980s, however the next 

section (3.2.3) will evidence why, 40 years later, it has not delivered the hoped-for 

results.  

On the other hand, class struggle is one of the forces counterbalancing the 

fact that, within a capitalist economy, the IMM social reproduction of economically 

unproductive bodies38 is a significant cost which nobody, whether the Sate, 

employers or individuals has a vested interest to cover. Welfare state provision is 

one of the classic terrains of class struggle, with the working classes demanding 

services and the upper classes having a vested political interest in providing (at least 

some of) them to maintain social order (Gough, 1979). The modern history of 

institutional care provision in England is the history of these contradictions inherent 

to welfare state and the State’s attempt to contain the costs of the social 

reproduction of an unproductive population, that is the disabled and chronically ill 

old, while fulfilling (or appearing to fulfil) the public responsibility it endorsed with 

the establishment of the NHS in 1946 and a public social-care system in 1948.  

 

There are three longstanding features of care provision by the English welfare 

state to the disabled and chronically ill old which reveal a tension between 

allocating and curtailing public resources to this population. First, since the 

institution of the NHS and social-care systems (respectively through the NHS Act 

 
38 The unfit to work in the present and/or foreseeable future. 
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1946 and the National Assistance Act 1948) healthcare has been free at the point of 

need, while social-care has been paying for those who could afford it and means-

tested for those who could not. In 1948, this financial divide was accompanied by 

a rather arbitrary organisational separation between health and social-care needs, 

with the ‘sick’ old being placed in NHS long-term hospitals (c. 90,000 people) and 

the ‘disabled’ old (c. 42,000) in care homes (Thane, 2009, p. 6), although both 

institutions were mostly formerly workhouses in deplorable conditions up until the 

1960s (see Robb, 1967; Sheldon, 1961; Townsend, 1964). This legacy remains 

today, where the financial and organisational divide creates inequities in terms of 

who bears the costs of care, for example between dying from cancer (mostly the 

State) and dying in very old age from frailty, dementia and/or other chronic 

conditions (mostly individuals) (Teggi, 2020b). Second, the public funding of 

social-care for older people has always been discontinuous and uncertain, with 

commendable plans for the reformation of ex-workhouses and the increased 

provision of domiciliary care not being backed up by adequate resources from the 

1950s through to the privatisation of the care home sector in the 1980s (Johnson, 

Rolph and Smith, 2010, pp.23–27; Thane, 2009, pp.7–11). This point will be 

investigated further in the next section (3.2.3). Third, even though the NHS Act 

1946 established the provision of geriatric wards for the long-term care of 

chronically sick old adults, the NHS has a history of rationing healthcare resources 

to the disabled old (see Lewis, 2001).  

 

In her study of British policy development for the care of older people, Lewis 

(2001) evidenced the institutional ageism characterising the NHS and the 

organisational divide between health and social-care services. As early as the 
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1960s, that is long before hospital bed use by old people spiked in the 1990s, 

hospital doctors complained that their acute beds were occupied (or “blocked”) by 

old adults in need of social rather than health care (Ibid.). Professional concerns 

with the definition and remit of healthcare as “acute medicine” dovetailed with 

policymakers concerns about increasing health expenses in central government’s 

budget, but had the effect to reduce beds in geriatric wards and create unmet need 

(Hall-and Bytheway, 1982; Lewis, 2001). During the 1990s the retrenchment of 

healthcare to frail and disabled older adults continued with the closure of geriatric 

wards, when intermediate rehabilitative care in community hospitals was 

introduced (Lewis, 2001) and some funding was transferred to local authorities to 

provide domiciliary and institutional long-term care “with little consideration of 

medical input” (Kinley et-al., 2018, p. 231). At the same time, the privatisation of 

the care home sector from the 1980s went hand in hand with changes in the balance 

of nursing versus residential care provision in favour of the former (Johnson, 

Rolph-and Smith, 2010). In 1970 the ratio of nursing care places to residential care 

places was 2:17, by 2007 it was approaching 2:3 (Ibid.,-p.-21). This change in ratios 

was symptomatic of the worsening health condition and increased healthcare needs 

experienced by old adults in need of social-care support and marked the extent to 

which the divide between NHS healthcare and means-tested social-care shifted 

towards the latter, with social-care services increasingly providing healthcare. The 

issue continues today, with evidence showing how relatives lament the lack of 

medical input in nursing homes at the EOL (Kinley et-al., 2018). 

 

Within this context, the increased provision of generalist medical care 

heralded by the 2020 EHCH framework (see section 2.3.1.1) is nothing but a 
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continuation of the historical trend to “keep [care home residents] going” (Hockey, 

1990) with minimal NHS healthcare provision and expenses. As highlighted in 

section 2.3.1.1, the core orientation of the 2020 EHCH framework is to provide 

preventative generalist medical provision to the care home population to keep it 

outside hospitals as much as possible. In seeking to understand the relationship 

between care homes and hospitals as places of death, this thesis will investigate 

whether residents in the study care homes experienced limited access to NHS 

hospital and/or primary care services and whether this translated into more ‘natural’ 

forms of dying, as it can be hypothesised based on the critique of medicalisation 

(section 2.3.3.1), or suboptimal symptom management, as suggested by most 

literature on EOLC in care homes (Seymour, Kumar and Froggatt, 2010; Sidell, 

Katz and Komaromy, 1997; Kinley, Hockley, et al., 2014). 

 

 

3.2.3 Reducing Costs: Austerity and the Privatisation of 

Care Homes 

 

The preceding section highlighted the tendency, within English welfare 

provision, to shift responsibility – and thus costs - for the care of disabled and 

chronically ill old adults from the NHS to the care home sector. This section 

highlights how (some of) the providers’ need to reduce costs derives from the 

financial pressure impinging on the care-home market. 

 

Today, 90% of the English care home sector is provided by for-profit (76%) 

and not-for-profit (14%) operators (LaingBuisson, 2018, p.15) and has more than 
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three times as many beds as the English NHS39. The shift from public to private 

provision in the care home sector took place from the 1980s and was driven by a 

loophole in social security funding and the policy direction of subsequent 

governments to push local authorities to diversify provision. Between 1983-and 

1990, the Conservative Government made it possible for the low-income residents 

of care homes to claim board and lodging allowances from the social security 

system (Johnson, Rolph-and Smith, 2010). During this period, financial assessment 

was the only criteria for the subsidy and incentivised the use of institutional care by 

local authorities, fuelling the trebling of private care provision between the late 

1970s and early 1990s (Ibid.,-p.-27). To cut public expenditure and shift 

responsibility for care to the third sector, the NHS and Community Care Act 1990 

closed this social security loophole, shut down NHSE geriatric wards, and 

vigorously encouraged local authorities to relinquish direct care home provision to 

purchase the service from the private and voluntary sectors (Thane, 2009). In the 

years that followed, local authorities found it increasingly difficult to keep pace 

with the growing fees set by profit and not-for-profit providers, while central 

government funding stagnated (Ibid.), and they thus started selling their care homes 

to maintain cash inflow. This process led to the current scenario where only 4% of 

residential beds are provided by local authorities, 6% of nursing beds by NHSE, 

and the remaining 90% (of both residential and nursing-beds) by private businesses 

(LaingBuisson, 2018, p.15), with an arms-length body, the Care Quality 

 
39 455,837 beds in the care home sectors (Laing & Buisson, 2018, backcover) against 142,000 

beds in the NHS (Ewbank, Thompson and-McKenna, 2017). The number of NHS beds has halved 

over the last 30 years and fallen by 43 per cent since 1987/8, the bulk of this fall due to the closure 

of long-term beds for the care of older people (Ibid.). 
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Commission (CQC, founded in-2008), overseeing public accountability for the 

public funding of a private service. This mixed economy is complex. 

 

There are two features characterising the contemporary English care home 

sector which are directly related to it being directly market mediated (DMM see 

section 3.1.2) while producing a type of commodity whose need is not dependent 

on the consumers’ ability to pay for it: (1) unequitable provision and (2) systemic 

public underfunding. The fulfilment of social-care needs is essential (or at least very 

important) to the survival of the person in receipt of care, and social-care needs do 

not disappear as money to buy social-care runs out or has never been enough. This 

is the rationale behind the public funding of social-care provision to old adults 

unable to self-fund. However, following long-term budget cuts due to post-2010 

austerity measures and growth in the size and age of the English population (see-

Gershlick et-al., 2019, p.14-15), local authorities have restricted eligibility-criteria 

for public social-care funding and are often unable to meet providers’ costs 

(Dowling,-2021; OU,-2021). This produces high levels of unmet social-care-need 

with 1.4 million people not receiving the care they needed at the last count (Age-

UK, 2018), a failure-prone care home market with the four biggest providers up for 

sale in 2019 owing to inordinate debts (Plimmer,-2019), and self-funders paying on 

average 41% more for the same service to compensate for the chronic, public 

underfunding (CMA,-2017,-p.14).  

While unequal commodity distribution is a feature of any market (Harvey,-

2010), the systematic underfunding of the English care home sector and associated 

local authority’s budget for social-care-provision by the central government has 
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exacerbated this tendency40. Following the collapse of 400 providers in a five year 

period (2013-2018), care homes risk becoming unavailable “in poorer areas with 

fewer self-funding residents” (Green, 2019; Oliver, 2020). This inequality is 

compounded by local authorities raising part of their social-care-budgets from tax 

on property value and business rates, with local authorities in poorer areas able to 

raise less money (Oliver, 2018). Ultimately, this produces an “inverse care law” 

(Hart, 1971) scenario in which lower socio-economic status drives demand for care 

home provision, yet diminishes people’s and councils’ ability to pay for it, thus 

putting enormous financial strain on those not-for-profit and profit providers which 

chose to stay in business and continue catering to disadvantaged areas (Oliver, 

2020). It is within this context that this thesis investigates whether and how the 

enormous financial pressure shaping the care home sector affects everyday and end-

of-life care provision in the study care homes, which did not belong to the high end 

of the market spectrum (see section 4.3.3).  

 

 

3.3 The Good Death as a Discourse of Power 

 

Regarding the good death, the reviewed literature on EOLC and dying 

(section 2.3.3) proposes a critique of how the English EOLC policy discourse about 

the good death influences EOLC practice (Borgstrom, 2015b,-2015a, 2020; 

Borgstrom-and Walter, 2015). A critique of how discourses of truth about the good-

 
40 In England, local-authority budgets for social-care are financed through a mixture of 

locally-raised taxation and central government-grant, with added transfers from NHSE amounting 

to about 12% of the budget (Gershlick et-al., 2019, p.14).  
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death are shaped by governance (power) and the practices it mandates is however 

lacking, especially with reference to the care-home context. Drawing on Foucault’s 

rethinking of discourse as knowledge defining what can be thought and put into 

practice (Deleuze, 1988; McHoul-and Grace,-2015), this thesis proposes to analyse 

the good death as a discourse of power emerging from care home practice, which 

is both produced by the management of EOLC/dying in care homes and produces 

the management of EOLC/dying in care homes by validating some practices as 

opposed to others. Crucially, the means by which discourse shapes practice is 

through the internalisation and autonomous self-implementation of that discourse 

by the individuals themselves (see Foucault, 1995). 

 

 

3.4 The Rationale for this Thesis 

 

EOLC in the English care home sector is a topical issue owing to the ageing 

of the English population and associated new mortality patterns, that is, dying at 

age 80+ from/with frailty, dementia and/or chronic diseases of the heart and lungs 

(section 1.1). These new and prevalent patterns of mortality are reflected in the care 

home population (section 1.3). However they do not sit well with palliative care 

models based on the more predictable trajectories of dying from cancer (p.-27) and 

the separation between health and social-care-services, both reducing palliative care 

provision to the over-80s/85s (section 1.2).  

Critically, death and dying in care homes and of care home residents has 

increased over the last 20-30 years (section 1.3), with almost 30% of all deaths in 

England now being of care home residents (NEoLCIN, 2017b, p.3), with care 
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homes predicted to become the most common place-of-death in England by 2040 

(Bone et-al., 2018). Accordingly, political interest into managing EOLC provision 

and the place-of-death of care home residents has grown, with NHSE devising new 

clinical governance frameworks targeting EOLC provision in care homes (section 

2.3.1.1).  

Despite the richness of empirical and theoretical insight into EOLC in adult 

age and the institutional care of the aged, the topic of dying in care homes in very 

old age has commanded less attention. The political economy of care homes and 

the political economy of the care of the dying (EOLC) are largely under-theorised 

(sections 2.1 and 2.2), resulting in very localised and inter-personal understandings 

of power in care homes and broad neglect of how issues of governance shape care 

work and practices as well as normative discourse about good death41 (section 2.3). 

Building on the theoretical traditions identified in Chapter 3, this thesis proposes to 

‘open up’ the care home to the structural forces shaping it and determining its 

function, that is, its (economic) value and the English State’s vested interest in and 

accepted responsibility for the management of the social reproduction and death of 

chronically ill and disabled old adults living in care homes. On this basis, this thesis 

addresses the following research questions: 

 

1) To what extent is it possible for care home staff and GPs to 

predict residents’ death and dying? Is there a relationship 

between death prediction and place-of-death, defined as the care 

home or in hospital?  

 

 
41 As reviewed in section 2.3.3, Borgstrom’s analyses of policy-discourse represent an-

exception to this. 
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2) What is the role of care homes within the biopolitical economy 

of the care of the dying (EOLC)? How do care homes and their 

staff govern residents’ dying and why? 

 

3) What is care work in care homes? How is it shaped by care home 

governance and carers’ attitudes? 

 

4) What is the normative discourse about the good death in care 

homes? What does it entail? What does it exclude and why? 

 

 

Summary 

 

This-chapter has-expounded the-theoretical perspective adopted-by this-

thesis to address the aforementioned research questions. In doing so, the chapter 

focussed-on Marxist-feminist social reproduction theory (SRT) (section 3.1), the 

biopolitical economy-of care-homes (section 3.2) and Foucauldian discourse 

analysis (section 3.3) as-well-matched theoretical frameworks to contextualise the 

issues of care-work, governance, and-the good-death discourse-in care-homes. The 

next-chapter illustrates-the methodological approach adopted by this-thesis to 

generate and combine quantitative and qualitative data, targeting the 

aforementioned issues and-research questions. 
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Chapter 4: Methodology 

 

Introduction 

 

This thesis employed a mixed methods design to provide a broader picture of 

EOLC in care homes than the one provided by most UK-based studies in the last 

20 years (see-p.-42). Given the time and resource limitations associated with a 

doctoral research project, to combine interviews with staff and ethnographic 

observation in five care homes in the South-West of England with secondary 

analysis of quantitative data representative of the English old population was an 

effective way to expand the scope the study.  

The quantitative part of this project drew on secondary data analysis of the 

English Longitudinal Study of Ageing (ELSA) to include two studies of place-of-

death, one in the care home population (Appendix H) and one in the population 

aged 50+ in receipt of social-care (Appendix I). These studies were the continuation 

of a strand of studies based on the ELSA, including a study of death expectation in 

ill old age (50+) (Teggi,-2018b) and a study of place of care among social-care 

recipients aged 50+ (Teggi,-2020a), which helped framing the overarching 

rationale for this thesis (see section 4.1.2.1).  

The qualitative part of this project consisted in eleven months of ethnographic 

fieldwork in five care homes in the South-West of England (Appendix A), including 

the shadowing of three/four carers in each home and semi-structured interviews 

with 25 staff members, comprising five managers, six nurses, four senior carers and 

ten carers (see Appendix B).  
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Section 4.1 explains the rationales behind the combination of four 

quantitative studies (Teggi, 2018, 2020a, Appendix H, Appendix I) and one 

qualitative study (section 4.3) within the same research project. The specific 

methodological issues of the quantitative and qualitative studies are addressed 

respectively in sections 4.2 and 4.3.  

 

 

4.1 A Mixed Methods Design 

 

4.1.1 A Difficult Population to Reach 

 

Care home residents are a difficult population to reach, through either 

qualitative or quantitative methodologies. Since the privatisation of the care home 

sector in the 1980s, researchers have found it increasingly difficult to access single 

care homes or chain providers, with research becoming more regional and focussing 

on matters of regulation and inspection (Johnson-et-al., 2010). Difficulties in 

accessing care homes were experienced during fieldwork for this thesis, resulting 

in only five out of 15 contacted care homes accepting to be part of the qualitative 

study (section 4.3.2). Nevertheless, compared to-previous ethnographic studies-of 

EOLC-in British care-homes, including only nursing or residential services and-a 

maximum-of four-homes (p.-42), a sample of five, medium-size care homes 

providing a mix of nursing and residential services42 (Appendix A) remained rather 

wide-ranging and large. Sidell-et-al. (1997) and Komaromy (2005) were the last-

 
42 Residential care-homes do not-provide an-in-house nurse-24/7, while-nursing care-homes 

do-(Appendix A).  
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and only UK-based ethnographic studies of EOLC in both nursing and residential 

care homes including a sizeable number (8-12) of institutions (p.-44). Fieldwork 

for these related studies was however conducted nearly 25-years ago (p.-44), that-

is before NHSE mainstreamed the anticipatory prescribing of EOL medication in 

care homes (p.-55).  

The privatisation of the sector has also meant that, despite the richness of 

transactional and administrative data held by each provider, a national minimum-

dataset on the care home population was never created in England (Hanratty-et-al., 

2020). In England, large-scale datasets including information on care homes and 

their residents are few and far between. Among these are the National Survey of 

Bereaved People in England (VOICES), the Cambridge City over-75s Cohort Study 

(CC75C), the PHE Palliative and End of Life Care Profiles, and the ELSA. 

However, the VOICES (ONS, 2016) and the Palliative Care Profiles (PHE, 2019) 

collected a very limited type of variables, the first focussing only on EOLC quality, 

the second only on diagnosis, age and place-of-death. By contrast, the CC75C is a 

rich longitudinal survey, with an exceptionally high retention rate of the oldest 

cohorts (95+) (Brayne-et-al., 2021). The CC75C is geographically limited to 

Cambridge however (a-very affluent-city43) and therefore not representative of the 

English population aged over-75. The ELSA was thus the only rich and 

representative survey of the English old population aged over-49.  

Overall, the-choice to integrate quantitative analysis of-a secondary dataset 

representative of the English old population (the-ELSA) with ethnographic 

observation in-five nursing and residential care homes in-the South-West of 

 
43 In-2018, Cambridge was the-fifth city with-the highest wages in-the UK and the city with-

the most-unequal income-distribution (Centre-for Cities,-2018). 
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England, and semi-structured interviews with-25 staff members, delivered a-

competitive sample of care-homes, residents and staff within the time and resource 

limitations of a doctoral thesis. As argued in-the next section, this mixed methods 

design was essential to identify and address the-research questions. 

 

 

4.1.2 Combining Quantitative and Qualitative methods 

 

Mason (2006) identified six strategies for mixing quantitative (QT) and 

qualitative (QL) methods: (1) to provide a close-up illustration (usually QL-

methods) of a bigger picture (usually QT-methods), (2) to ask and answer 

differently conceived or separate questions, (3) to ask questions about connecting 

parts, segments or layers of a-social whole, (4) to achieve accurate findings through 

triangulation, (5) to ask distinctive but intersecting questions, and (6) 

opportunistically, that is by finding the logic intrinsic to the research design a-

posteriori. Overall, the thesis drew on three out of the six-strategies identified by 

Mason (2006) for mixing methods, that is strategies number 1, 4-and-5.  

In the scoping phase of the project, QT methods were used to provide the 

background to the QL study (section 4.3) by identifying whether residents’ deaths 

were likely to be predicted by their relatives (see Teggi, 2018) and what types of 

old social-care recipients care homes catered to (see Teggi, 2020a) (Masons’ 

strategy number-1).  

In the integration phase of the project, QT and QL methods converged on the 

same research question, that is whether residents’ deaths could be predicted by care 

home staff and GPs and whether this favoured a death in the care home as opposed 
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to in hospital (Masons’ strategy number-4). This was however only the first of four 

research questions addressed by this thesis (section 3.4). To establish whether some 

of-the residents’ deaths were predicted and-whether this related to place-of-death 

were findings providing the-basis for-addressing the research questions on the 

governance of dying/EOLC, care work and the good death in care homes (section 

3.4). Crucially, these research questions could have not been successfully answered 

without drawing on findings from the QL study (section 4.3). Therefore, this thesis 

combined QT and QL methods also to answer distinctive, but intersecting questions 

(Masons’ strategy number-5).  

 

 

4.1.2.1 Scoping phase 

 

The scoping phase of this thesis involved two studies undertaken as part of a 

Master-Research in Social-Policy (Teggi, 2018b) and the first year of doctoral 

studies (Teggi, 2020a). The studies were undertaken to understand the relevance of 

care homes as settings for EOLC provision. They consisted of a study of death 

expectation in ill old age (Teggi, 2018b) and social-care provision in age 50+, from 

the time care was first received to the EOL (Teggi, 2020a). 

As evidenced in section 1.1, EOLC cannot be provided without death being 

expected. However, dying in very old age (80+) is deemed difficult to predict owing 

to the trajectories of dying in the most common causes of death in very old age, that 

is frailty, dementia and chronic heart or lung diseases (p.-27). Teggi (2018) 

investigated death expectation as reported by the relatives or close companions of 

chronically ill adults aged 50+. Excluding cases of sudden death, the study found 
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very old adults (80+) and care home residents to be likely to die without their death 

having been ‘expected’ by their relative/close companion. Beyond identifying age 

80+ as a predictor of unexpected death, thus confirming the theoretical approach of 

the trajectories of dying, Teggi (2018) could however not explain why residents’ 

deaths were more unexpected than non-residents’ deaths.  

The second scoping study, Teggi (2020a), investigated patterns of social-care 

provision to adults aged 50+ from the time social-care was first received to the time 

of dying, that is in the last three months of life. This study found care homes to be 

most likely to cater to those social-care recipients who were very old (aged 80+), 

severely disabled44, childless and affected by dementia, stroke and arthritis (Ibid). 

It also revealed care homes to be more likely to cater for social-care recipients in 

their last three months of life as opposed to between two and eight years before 

death (Ibid.)45. The study revealed care homes as the new hospices for dying at age 

80+ with frailty (severe disability) and/or dementia (Ibid.) when these conditions 

are part of the new prevalent pattern of mortality in England (section 1.1). That 

English care homes performed this new EOLC function provided the rationale for 

this thesis’ topic, as outlined in section 1.3.  

 

 

4.1.2.2 Integration phase 

 

The scoping studies detailed above provided this thesis with valuable insight 

into the profile of dying in care homes which framed the relevance of EOLC in care 

 
44 See footnote on-p.-115 for-the definition of severe-disability. 
45 Of-those respondents observed living in-a care-home, 75% did-so at-the EOL and 25% in-

the last 1-8 years before-death (Teggi, 2020a, Table-5). 
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homes as a topic of research (section 1.3) and the possibility to predict residents’ 

dying as a question of research (section 3.4). Teggi (2018) was limited in its 

capacity to explain why residents’ deaths were difficult to predict (see-p.-98) and 

made no distinction between residents’ deaths occurring in the care home vs in 

hospital. Based on NHSE policy to prescribe EOL medication ahead of need to 

favour a care home as opposed to a hospital death (section 2.3.1.1), it was unlikely 

that most care home deaths were not predicted and there were no differences in 

death expectation between care home and hospital deaths. 

Section 4.2 explains how two additional QT studies, one of hospital death 

among care home residents (Appendix H) and one of place-of-death among social-

care recipients aged 50+ (Appendix I) were designed to tackle the research question 

of whether residents’ deaths could be predicted by care home staff and whether this 

influenced place-of-death. This research question was targeted also by the QL study 

(section 4.3) and intersected with the three other research questions addressed by 

this thesis on the governance of EOLC/dying, care work and the good death in care 

homes (section 3.4). 

 

 

4.1.2 Ontology and Epistemology 

 

QT and QL methods are often presented as underpinned by antithetical 

worldviews (ontologies) and theories of knowledge (epistemologies). This thesis 

does not subscribe to this assumption, arguing for a new materialist approach to 

conceptualise the ontological and epistemological issues underpinning a mixed 

methods methodology. New materialist theories assume continuity between 
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ontology and epistemology and the partiality of any claim to knowledge. In this 

perspective, QT and QL methods are different but equally valid and limited 

techniques to achieve claims to knowledge, otherwise known as research findings. 

 

New materialist theories have been around for 20 years now. The label new 

materialism or neomaterialism was coined by Manuel DeLanda and Rosi Braidotti 

independently of one another during the second half on the 90s (Tuin and Dolphijn, 

2010). New materialism constitutes by no means a unified theory or methodological 

stance (Ibid.). However, the common denominator of new-materialism is a way of 

thinking that does not privilege culture over matter but rather focuses on the 

relationships and continuities between them in a monist perspective, what Donna 

Haraway calls naturecultures (2003). In-recent years, Fox-and Alldred (2017) 

provided a systemic appraisal of new materialist theories and their relevance for the 

social sciences. My reading of new materialism shares many points with these 

authors but privileges the feminist strand, which can be traced in the work of 

Donna-Haraway (1988,-1991) and Karen-Barad (2007). Based-on my reading of 

these authors, I-lay down three foundational concepts of-a new-materialist theory 

of knowledge providing the-basis for integrating QT and QL findings in-this thesis: 

 

1. The ontological primacy of relations over their relata. New 

materialism assumes that “beings do not pre-exist their relating” 

(Haraway, 2003, p.6). In this view, a given phenomenon (or-entity) does 

not exist before entering the relations that constitute it. Further, the 

relations constituting a given phenomenon connect what is different to 

create this new phenomenon, but without erasing the differences within 
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it. These assumptions become clearer in the context of Barad’s concept of 

intra-action.   

 

2. Intra-action. With this concept Barad (2007) clarifies why new 

materialism foregrounds relations as its primary unit of analysis. Barad 

posits phenomena to be onto-epistemological entanglements of observer 

and observed (2007, p. 333). Drawing on Niels Bohr’s quantum theory, 

she calls into question the presupposition of an inherent discreteness 

between an object and the conditions of its knowability (2007, p. 127). 

She holds that the techniques, methodologies and material-discursive 

apparatuses of observation are not passively detecting instruments. They 

are rather “productive of (and part of) phenomena” (2007, p. 142). What 

makes her view different from mainstream interpretive or constructivist 

approaches, is that the act of knowing does not interfere with an otherwise 

independently defined reality, nor is reality the exclusive product of 

human representation. In contrast, Barad reaffirms the existence of 

phenomena as entanglements of matter and meaning, and of reality as a 

continuous process of change created by the continuous destruction and 

forging of new and different relations.  

 

3. Objectivity, reliability and reproducibility. Reality exists 

independently of the human mind and it is always in the making. 

However, when humans try to know it, they cannot erase themselves and 

their material-discursive apparatuses of observation from the equation. 

The methodologies, techniques, and technologies of observation thus 
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necessarily constitute a part of the observed phenomenon (see intra-

action above). Therefore, human knowledge reaches different results 

depending on the technical or conceptual instruments employed. The 

objectivity and reliability of a laboratory experiment is not based on the 

essential discreetness between the subject and the world, but rather on the 

reproducibility of the methodologies and material-discursive apparatuses 

of observation employed (Barad, 2007). Humans can produce reliable, 

precise and repeatable knowledge because the apparatuses making the 

onto-epistemological cut (that is producing a phenomenon as-we-know 

it) can be accounted for and reproduced, not because reality is external 

and untainted by human bias. This approach is consistent with Haraway’s 

notion of situated-knowledges (1991), which stresses the embodied, 

embedded, and contextual nature of any claim to objectivity. 

 

Based on this new materialist approach to ontology and epistemology, this 

thesis appraises the results generated by the QT-and-QL studies as situated and 

partial claims to knowledge, subjected to specific limitations and conditions of 

validity. In keeping with this approach, the next two sections describe the technical 

and conceptual tools (the methods) employed by the QT and QL studies 

respectively to account for their conditions of reproducibility – hence their 

objectivity and reliability. 
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4.2 The Quantitative Studies 

 

This section goes into detail about the quantitative studies to highlight their 

differences and specificities. In doing so, this section clarifies two issues: (1) the 

apparent contradiction between two sets of QT findings around death expectation, 

and (2) why residents’ deaths which were reported as expected by the 

relatives/close companions were interpreted as having been predicted by the care 

home staff and/or GPs. 

 

In Teggi (2020a), I constructed a unique longitudinal dataset merging the 

ELSA core waves 2 to 5 and the end-of-live waves 2 to 4 and 6 to include a number 

of health and social predictors as opposed to predictors solely related to age, 

disability, and living arrangements, as had been the norm in previous studies (see-

Fleming et al., 2010; Solé-Auró and-Crimmins, 2014). These health and social 

predictors related to age, sex, disability-level, disease diagnoses, co-habiting 

arrangements, number of children, education and income (see Teggi, 2020a, Table-

3). The other unique feature of the dataset employed in Teggi (2020a) was that it 

included multiple observations of adults aged 50+ from the time they first received 

social-care to the time of death. Details about how the dataset was constructed can 

be found in Teggi (2020a). The mentioned characteristics made the-dataset 

employed in Teggi (2020a) suitable for further investigations targeting only care 

home residents as opposed to any adult aged-50+ in receipt of social-care 

(Appendix H) and place-of-death as opposed to place of care among social-care 

recipients aged-50+ (Appendix I).  
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Applying multinomial logistic regression46, Teggi (2020a) identified the 

health and social predictors of five patterns of long-term care provision in age 50+. 

The patterns were defined as: (1) informal care at-home, (2) formal care at-home, 

(3) both formal and informal (mixed) care at-home, (4) care home, and (5) hospice. 

The study did not target place-of-death, but place of care towards the EOL, and was 

therefore informative but not decisive about whether care home residents’ deaths 

could be predicted by staff and/or GPs and whether death prediction influenced 

place-of-death, which were part of the research questions addressed by the-thesis 

(section 3.4). 

 

Similarly, the study of death expectation in ill old age (Teggi, 2018) did not 

specifically target care home residents nor place-of-death. The study applied Probit 

regression47 to identify the predictors of unexpected (vs. expected) death as reported 

by the relatives/close-companions of chronically ill adults who died aged 50 or 

above. In Teggi (2018), care home provision and place-of-death (defined as 

hospital, home, care home, hospice) were predictors of unexpected death as 

perceived by the relatives/close-companions. Teggi (2018) found care-home 

provision to be a non-essential48 predictor of unexpected death when adults dying 

at home were included in the model, and an essential predictor of unexpected death 

 
46 Multinomial logistic regression is used to predict a nominal dependent variable with two 

or more categorical outcomes, such as five long-term care arrangements in Teggi (2020a) and four 

places of death in Appendix I, based on a number of independent variables (or predictors) that can 

be nominal, continuous and/or interval. Multinomial logistic regression allowed to isolate and 

compare the unique effect each predictor had on the achievement of a long-term care arrangement 

(Teggi, 2020a) or a place of death (Appendix I) over the others. 
47 Probit regression is used to predict a binomial dependent variable, such as expected vs 

unexpected death in Teggi (2018) and care home vs hospital death in Appendix H, given one or 

more independent variables (or predictors) that can be nominal, continuous and/or interval. Probit 

regression allowed to evaluate the unique impact each predictor had on the realisation of an expected 

vs unexpected death (Teggi, 2018) or a care home vs a hospital death (Appendix H). 
48 Essential vs non-essential predictors were identified by comparing restricted against full 

probit models (see Teggi, 2018). 
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when adults dying at home were excluded from the model. The study also revealed 

age 80+ to predict unexpected death (as an essential predictor) both when including 

and excluding old adults dying at home (Ibid.). Teggi (2018) thus evidenced that 

very old age (80+) and care home provision predicted unexpected death among 

chronically ill adults aged 50+.  

That -age 80+ and care-home provision predicted unexpected death in ill-

adults aged-50+ revealed very old adults (80+) and adults living in care homes as 

less likely to be expected to die by their relatives/close-companions than 

respectively younger old adults (aged 50-79 y/o) and adults living at home. At the 

same time, these findings were limited with respect to identifying whether 

residents’ deaths could be predicted (or not) without comparing them to other 

populations, and whether this influenced their place-of-death, defined as the 

hospital or care home (see-Appendix H-p.-428). To address this gap, a further 

(unpublished) study of hospital death among care home residents was conducted 

(Appendix H). This study was expected to deliver conclusive results about the 

predictability of residents’ deaths and its relation to place-of-death (hospital vs care 

home). The study faced statistical power hurdles however, which prevented the 

fitting of a Probit regression model predicting hospital (vs care home) death, which 

contained all theoretically-relevant predictors (see Table-2-p.-430 in Appendix-H). 

Therefore, a further (unpublished) study of place-of-death among social-care 

recipients aged 50+ (Appendix I) was conducted to seek validation/refutation by 

comparing the two-sets of results. This study overcame the statistical power hurdle, 

while retaining all theoretically-relevant predictors (p. 447). The study fitted a 

Multinomial Logit-regression model to identify the health and social predictors, 

including unexpected-death as reported by the relatives/close-companions of the 
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deceased, of four places of death defined as (1) home, (2) hospital, (3) care-home, 

and (4) hospice (Appendix I).  

 

As Chapter 8 will discuss, the findings on death expectation from the study 

of place-of-death among social-care recipients aged-50+ detailed in Appendix I 

corroborated the findings on death expectation from the study of hospital death 

among care home residents in Appendix H. In both studies, expected-death 

predicted care-home death. In other words, the perception of relatives/close 

companions that the care-home resident (Appendix H) or social-care-recipient 

(Appendix I) was about to die was associated with an increased likelihood of their 

death to occur in the care-home as opposed to in hospital (Appendix H) or in the 

care home as opposed at home, in hospice or hospital (Appendix I). These findings 

appear to contradict the finding that care home provision predicted unexpected 

death in Teggi (2018). The contradiction is however misleading.  

 

Although they appear similar, the study of unexpected death (Teggi, 2018) 

on one side, and the studies of hospital death (Appendix H) and place-of-death 

(Appendix I) on the other, were in fact very different. Crucially, they included very 

different samples and research designs. Whereas Teggi (2018) included any 

chronically-ill adult aged-50+, Appendix H included only care home residents and 

Appendix I only adults in receipt of social-care. Further, whereas unexpected (vs-

expected) death was the outcome variable in Teggi (2018), it was a predictor in 

Appendix H and I. As previously mentioned, this resulted in Teggi (2018) not 

evaluating differences among care home residents, but rather between care home 

residents and other groups of ill old adults, such as those dying in hospital or those 
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affected by a specific diagnosis and so on (see predictors’ list-in Teggi, 2018) in 

relation to their deaths being unexpected (vs-expected) by their relatives/close 

companions. By contrast, the study of hospital death among care home residents 

(Appendix H) targeted differences between residents in relation to their deaths 

occurring in hospital (vs the care home), including unexpected death as a predictor. 

The study of place-of-death (Appendix I) also compared care home residents to 

other groups, however this group was narrowed down to other social-care recipients 

(rather than any ill old adult) and the purpose of this study was only to 

corroborate/refute the results from the study of hospital death in Appendix H. The 

findings concerning death expectation from the three QT studies (Teggi, 2018; 

Appendix-H; Appendix-I) are therefore different and not mutually exclusive, and 

are interpreted as such in Chapter 8. 

 

Chapter 8 assumes that reporting of a death as expected vs unexpected by the 

relatives/close-companions of a deceased-resident mirrored whether care home-

staff and/or healthcare practitioners (GPs, DNs, hospital-doctors) had predicted the 

resident’s death or not. This assumption is not based on any of the QT studies 

(Teggi, 2018; Appendix H; Appendix I), but on findings from the QL study (section 

4.3). None of the QT studies (Ibid.) could disentangle whether a resident’s death 

was ‘unexpected’ because of communication failures between relatives and care-

home staff/GPs or because the care-home staff/GPs could not predict the death. In 

contrast, the QL study revealed that most relatives/close-companions were 

informed by the care home-staff and/or GPs about the resident’s declining health 

and whether their death was likely or not. The QL study also revealed that most 

relatives/close-companions did not visit the residents frequently enough to be able 
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to detect declining-trends in health-condition and/or signs-of-dying without the 

staff/GPs informing them.  

The assumption that the reporting of a resident’s death as unexpected by their 

relatives/close-companions indicated the inability of care home staff and/or GPs to 

predict the death grounds the triangulation of QT and QL findings on the same 

research question (Masons’ strategy number-4 see section 4.1.2). This research 

question concerns whether residents’ deaths could be predicted or not by staff/GPs 

and whether the prediction of a residents’ death influenced their place-of-death or 

not (section 3.4).  

 

 

4.3 The Qualitative Study 

 

The QL study for this thesis involved participant observation in five 

residential and nursing-homes in the South-West of England (see Appendix A) and 

audio-recorded, semi-structured interviews with 25 members of staff working in 

the care homes, consisting of five managers, six nurses, four senior carers and ten 

carers (see Appendix B). The ethnographic fieldwork took place between May 2019 

and March 2020, when it-was interrupted by the COVID-19 outbreak and-related 

closure of care homes to visitors. During the eleven months of fieldwork, I spent an 

average of two months in each care-home, visiting the care-homes 3-4 days-or-

nights a-week. Participant observation was conducted by shadowing49 four-or-five 

carers for the duration of a day (8am to 8pm) or a night shift (8pm to 8am). The QL 

 
49 Shadowing consisted in following the carer as she went about her daily routine and 

interactions with residents. 
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study had a focus on care-home-staff, and especially the carers who constituted the 

bulk of staff.  

 

The focus on care-home staff was consistent with the aims of this thesis. First, 

it was consistent with the research-questions on the prediction and management of 

residents’ dying, care-work, and the discourse of the good death in care-homes 

(section 3.4). Regarding the prediction of residents’ dying, it might be argued that 

to focus on relatives would have been a better match with the QT studies. However, 

this thesis did not seek to disentangle communication issues between care-home-

staff and families, but rather to understand the role of care homes, and their staff, 

in the management of residents’ dying (section 3.4). Second, to focus on care-home 

staff as opposed to residents facilitated the fulfilment of legal and ethical-approval 

requirements to conduct research in private-sector care-homes. The following 

section describes how these requirements were fulfilled.  

 

 

4.3.1 Ethical Approval  

 

The main legal issue of conducting research in the care-home-sector is that 

many residents lack capacity to consent to participate in research, as defined under 

the Mental Capacity Act 2005. Sections 30-32 of the Act (Mental Capacity Act 

2005) establish that the relatives and/or Lasting Power of Attorney (LPA) of a 

resident lacking capacity should provide informed consent to participate to research 

in their stead. There is a legal requirement for research including people who lack 

capacity to seek approval from the National Research Ethics Service (NRES), 
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through either the Social Care Research Ethics Committee (SCREC) or the NHS 

Research Ethics Committee (NHSREC). The same legal requirement applies for 

conducting research in council-run residential care-homes and NHS-run nursing 

care-homes.  

In the initial stages of this research project, I considered including residents 

as research participants and I contacted the chair of the SCREC to understand the 

elements of a successful application. In a phone conversation, the chair informed 

me that I was expected to personally establish whether residents lacked capacity50 

and to obtain written informed consent from their relative and/or LPA if this was 

the case. The chair considered any observation of residents lacking capacity, 

whether they were sitting in the lounge or receiving help with using the toilet, to 

constitute intrusive research requiring written as opposed to verbal consent. In 

keeping with this view of intrusive research requiring written consent, the chair 

advised I focus only a few residents and printed posters with my picture, name and 

role to hang in the care-home on the days I visited. These requirements were 

however at odds with my theoretical focus on care-work, which could be best 

observed by accompanying carers in their daily routines and interactions with 

residents, that is, by adopting an ethnographic approach. As a single-researcher, the 

requirement to obtain written rather than verbal consent from the relative/LPA of 

all residents with fluctuating capacity or without capacity before starting data 

collection was and onerous and unrealistic prospect. This was especially so in view 

of limited time available for completing fieldwork and the difficulties I anticipated 

in getting access to the care-homes, even if supported by a gatekeeper.  

 
50 Or their capacity levels were fluctuating. 
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Hence, I opted for excluding residents who lacked capacity from the study, 

including any-direct observation of-them, and concentrated only on shadowing and 

interviewing staff. The revised research project received ethical approval from the 

University of Bath Social Science Research Ethics Committee (SSREC) in 

November 2018 (reference number S18-010).  

In the application to the SSREC, the participant observation component of 

the QL study was articulated as to minimise contact with and-direct observations 

of residents lacking capacity. This-was to be achieved through the shadowing of 

carers during their work shifts and seeking verbal informed consent from residents 

to be observed only if they had capacity. In evaluating a residents’ capacity, I would 

follow the managers’ and staff’s advice. Crucially, I committed not to purse 

engagement with-residents lacking capacity and-exclude direct observations of 

them-from data-collection.  

 

 

4.3.2 Negotiating Access  

 

My anticipated difficulties and long waiting-times associated with securing 

access to the care-homes proved well-founded. For example, access to the first 

home, Salford-Lodge, was obtained five-months after ethical clearance was granted 

by SSREC, even though the process was aided by a gatekeeper. Given the legal 

responsibilities managers and providers had towards residents (Chapter 6), all were 

cautious in letting an-unemployed stranger spend time in their care-homes. Before 

deciding whether and how to accord access, managers vetted the aims of the 

research-project and my motivations in-a series of email exchanges and personal 
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meetings, involving the gatekeeper vouching for-me. At Salford-Lodge (Appendix 

A), the negotiating process included a-ban on entering any of the residents’ rooms 

during the first-month of shadowing carers. The ban was later lifted by the manager 

as she could verify that the residents felt comfortable in-my presence.  

 

The process of negotiating access to staff and the care-home environment 

continued after the managers had formally allowed me to visit and interview them, 

by signing the consent form (Appendix D). Managers usually recruited the first one-

or-two members of staff willing to be shadowed and interviewed51. However, once 

in the care-home I met many other staff, some of whom worked on a part-time, 

casual or agency basis, and who did not anticipate my being there. Since I was not 

wearing a carer uniform, but a badge displaying my name and university-affiliation, 

staff could easily identify me as an outsider. This elicited different reactions ranging 

from curiosity to suspicion that my role was to report on their work to the manager 

or CQC. It was my responsibility to enable staff to choose whether to participate in 

research or not by explaining my researcher role in a clear and accessible language 

and reassure them that what they shared with me was confidential and their 

identities would not be disclosed in the public domain. In this context, to offer help 

with simple tasks such as serving food and making beds was essential to building 

trust.  

 

Ethical concerns about the emotional impact of discussing EOLC with staff 

were integral to the recruitment process. As I started visiting the care-homes, I 

 
51 I am aware that some staff might have felt pressured by the manager to participate in 

research. If I felt a staff member felt uncomfortable, I stopped shadowing or interviewing them.  
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informed the staff I met that the focus of my interest was the care of dying residents. 

If staff showed interest, I proceeded to explain the implications of their 

participation, by sharing a copy-of the participant information sheet (Appendix D). 

This gave staff time to weigh up whether they wished to discuss potentially 

emotional topics or not, and information about where to-seek practical and 

psychological support (Appendix D). The following section describes sampling 

strategies and-the achieved sample of care-homes and staff. 

4.3.3 Sampling  

 

The final care homes’ sample included five institutions in the South-West of 

England, referred to in this thesis as the study care homes (Appendix A). Owing to 

difficulties in negotiating access (section 4.3.2), convenience sampling was adopted 

for care-home-provider (profit vs non-profit) and type (residential vs. nursing).  

Council-run and NHS-run care-homes were excluded since SSREC ethical 

clearance could not legally grant access to them (p. 110). This exclusion was not 

ideal but did not undermine the scope of the sample since public care-homes 

constitute only 10% of the sector (p. 86). The three not-for-profit care homes 

(Appendix A) were run by the same nationwide charitable organisation and access 

to them was obtained through the gatekeeper. The two for-profit care-homes 

(Appendix A) respectively belonged to a medium-size local business (Quarters-

Lodge) and a single-home family-business (Cheltenham-Lodge). Both were 

independently recruited by me at the suggestion of research-participants. All 

providers accepted council-funded residents and charged fees in the national 

average of £704/week for residential care and £888/week for nursing-care (see 

carehome.co.uk,-2021), thus-not catering exclusively to wealthy self-funders. 
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Convenience sampling for care-home-type delivered a balanced mix of residential 

and nursing-services (Appendix A), reflecting their distribution in the English care-

home market – 53% nursing-homes and 47% residential-homes (LaingBuisson, 

2018, p.15).  

 

The-final interview sample included 25-members of staff working across the 

five sites. Purposive sampling was adopted to recruit different roles depending on 

their focus. The manager was interviewed first in each care-home to gain a general 

understanding of the care home’s approach to EOLC. Further, more weight was 

given to care staff (52% of-the-sample) as opposed to nursing staff (24%) as in line 

with the focus on care-work (section 3.4), and equal weight was given to 

supervisory roles (nurses and senior-carers) and ancillary roles (carers, see-

Appendix B) as in line with the focus on-the management of dying (section 3.4), 

even-if carer roles far outnumber senior-carer and nurse-roles in-the-sector (Skills-

for-Care,-2020b). The next sections illustrate the qualitative techniques adopted to 

generate and record textual data based on the described sample of care-homes and 

staff. 

 

 

4.3.4 Data Generation 

 

4.3.4.1 Participant Observation (Ethnography)  

 

An ethnographic approach was adopted to understand the practical and 

material aspects of everyday-care and EOLC as undertaken in the five care-homes. 
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In the broadest sense, ethnography is a research-method that situates the researcher 

in a particular social setting (the field) and has them observe and/or participate, 

overtly or covertly, in its daily life for a sustained period-of-time (Hammersley and 

Atkinson, 2007). In the case of this study, my participation was overt in that staff 

were aware of my role as a researcher or could easily identify me not as a staff-

member due to my badge and casual-clothing (p. 112). Drawing on Gold’s 

taxonomy, my level of participation in the field was that of a participant-as-observer 

“where the researcher does not obscure their reason for being there, but does not 

play a full participant role in the setting” (Gold,-1969 cited-in Woodthorpe,-2007 

pp.-78-79).  

As previously mentioned, my involvement in carers’ work was limited by 

ethical clearance standards (p. 111). Interactions with residents-without-capacity 

fell outside the remit of the SSREC approval and were not recorded in my fieldwork 

diaries. Further, my lack of training in handling residents, food safety and insurance 

in case of accident limited my ability to help carers-with standards tasks such as 

changing a bed-bound-resident’s nappy or feeding a resident with swallowing 

difficulties texturized food, even-if the resident had-capacity. As a result, 

concerning those activities involving direct-contact with residents, I-accepted to 

help carers only when no training was required and risk-of accident was extremely 

low. Examples of such activities were helping residents to cut and eat solid food 

and keeping company to residents without mobility impairments. Further, such 

interactions were recorded in-my fieldnotes only if- residents had capacity.  

 

Fieldnotes were taken either once a day at the end of the work shift or twice 

a day, during the carer’s break and at the end of the shift. As I got more acquainted 
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with the carer I shadowed, I started taking advantage of small breaks to write bullet 

points to revisit at the end of the shift. The fieldnotes were organised and colour 

coded in three groups of observations: substantive (black), analytical (blue) and 

methodological (green). A red pen was used to underline important passages and 

annotate my own fieldnotes as I wrote them or re-read them. This way of organising 

fieldnotes drove me to write not just descriptive (substantial) but also reflective 

(analytical, methodological) information where my presence in the field as a 

researcher contributing to data generation was patent.  

The final dataset of participant observations amounted to 2,761 pages of 

handwritten fieldnotes, contained in eleven A5 notebooks. Fieldnotes were not 

systematically anonymised due to their sheer volume and time this would have 

required. The notebooks were scanned, and the scanned PDF files stored in an 

encrypted folder on my University drive to be later imported into ATLAS.ti to 

conduct data analysis.  

 

 

4.3.4.2 Interviews 

 

Interviews were conducted on the care home premises, a café nearby or the 

carer’s private home, depending on staff preference. Managers and deputy 

managers were usually more able than carers, senior-carers and nurses to reserve a 

specific time and space for the interview to take place in the care-home during 

working hours. By contrast, carers, senior carers, and nurses struggled to carve time 

out of busy work-shifts for a recorded-interview. Further, only a few of them were 

available to meet outside working-hours and/or while on shift at the care-home. For 
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this reason, I had to be very flexible about when, where and how to interview these 

staff, accepting multiple failed attempts, long waiting times, and frequent 

interruptions during the interviews if these took place in the care home during a 

shift. On the other hand, to conduct the interviews towards the end of my 

observation-time in the care-home, after I had built rapport and trust with them, 

meant that staff were generally very generous in sharing their insight with me. 

 

The interviews followed a semi-structured interview-approach (Appendix E). 

This achieved consistency across job roles (Appendix B) in relation to work-

experience in the care-sector, motivation to work in care, rapport with residents, 

and EOLC practices, while allowing me to explore the particularities of each 

interview. Interviews were audio-recorded and transcribed by professional-

transcribers into intelligent verbatim52. The interview-transcripts were anonymised 

by me to conceal the identities of staff, residents, care-homes and providers. They 

were then stored in an encrypted folder on my University drive and imported into 

ATLAS.ti for data-analysis. 

 

 

4.3.5 Data Analysis  

 

Data-analysis was conducted with the support of ATLAS.ti, a software 

program for qualitative data-analysis. ATLAS.ti provides researchers with digital 

tools for coding, annotating, and querying textual-data generated during fieldwork 

 
52 A transcription-style that represents recorded-speech into text while editing out fillers and 

repetitions but indicating pauses and expressions of emotions through speech (e.g., laughing, crying, 

screaming). 
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as well as the researcher’s analytical commentary generated during data-analysis. 

In this thesis, fieldnotes and interview-transcripts were coded, commented upon 

and queried together using ATLAS.ti. 

 

Abductive-analysis (Tavory-and-Timmermans, 2014) was employed for 

data-analysis. This method of analysis posits a recursive relationship between 

theory-development and inductive data-analysis (Ibid). On this basis, it is best 

suited to describe the analytical-process applied in writing the findings-chapters of 

thesis, which alternated both inductive and deductive phases (see-Appendix F for a 

detailed description of the stages involved). As I started qualitative data collection 

and analysis, my guiding research questions were not as defined as they are now in 

section 3.4. Furthermore, due to the paucity of up-to-date research into EOLC in 

care homes, my initial research scope and focus were large, including any 

information related to how residents’ dying was identified and tended to in the study 

care-homes. This approach continued during data-analysis, resulting in the first 

round of coding being substantially inductive (see-stage-1 in-Appendix F).  

This inductive round of coding resulted in the development of 186 very 

simple and descriptive tags, organised under 18 categories (see Friese, 2017) and 

identifying 5,468 quotations across both the fieldnotes and interview transcripts 

(see-Appendix G-for the coding-matrix). The quotations were excerpts from the 

fieldnotes and interviews, that is, the equivalent of single-datapoints or observations 

in a quantitative dataset. This tagging process allowed me to query a large 

qualitative dataset by selecting interview quotations and fieldnote observations 

displaying the same tags in an easy manner. For instance, by selecting the tags 

“/time: put EOL” + “Role: GP” + “Dying: protracted” I could isolate a subset of 30 
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similar observations and compare them. During this process, my initial analytical 

reflections were annotated in commentaries to the quotations/fieldnote observations 

and memos linking multiple quotations/observations together. 

Although data-driven, this approach was not completely inductive according 

to a grounded-theory approach (see Tavory-and-Timmermans, 2014). Albeit 

undertheorized, my interest in care-work, the management of residents’ dying and 

the good-death- pre-dated both data collection and analysis, as revealed by 

reflections on my personal experience in the Introduction to this thesis (p. 16). This 

was patent in the methodological focus on staff as opposed to residents (p. 109) and 

the coding focus on the categories of “Care Work”, “Care type: EOLC vs 

mainstream” and “Death: good vs bad” (see-Appendix G).  

It was after the first round of coding that the recursive process between data 

analysis and theory development became most evident. The-table in-Appendix F 

summarises how the results from data analysis (inductive approach) and the 

theoretical refinement of the concepts applied to data analysis (deductive approach) 

recursively fed into each another to produce the final findings. This approach was 

in line with Tavory and Timmermans's (2014) theorisation of abductive-analysis. 

 

 

4.3.6 Data Presentation 

 

The qualitative data selected from data analysis and supporting the thesis’ 

findings is-presented in-three forms: (1) as-part of-the analytical description of 

everyday-care and EOLC practice-in the-study care-homes (Chapters 5 to 10), (2) 

as-direct quotations from-the interviews and fieldnotes (Chapters 5 to 10), and (3) 
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as vignettes of-the residents’ dying trajectories (Chapters 8-and-9). The vignettes 

are single, descriptive stories synthetising a-collection of-real events related to 

different residents and their dying as-reported by staff. These fictional 

amalgamations serve as-case study examples to-illustrate the diversity of-EOL 

scenarios and portray residents’ experiences without drawing-on direct observation 

of-residents without capacity. 

4.3.7 Objectivity and Reliability 

 

Drawing on a new-materialist approach to ontology and epistemology 

(section 4.1.2), this thesis argues that the objectivity and reliability of a research 

finding must be judged in relation to the reproducibility of the material-discursive 

tools employed in its production. Provided the main tool of any QL research is the 

researcher, the QL methods were inevitably less reproducible than the QT methods 

applied in this thesis. People’s subjectivities and their intellectual endeavours 

cannot be accounted for with the same level of transparency and completeness as 

statistical methods can. However, this thesis sought to provide as much detail as 

possible about the theoretical assumptions espoused by the researcher (Chapter 3) 

and the methodological challenges faced during the ethical approval process 

(section 4.3.1), fieldwork (sections 4.3.2 and 4.3.4), and data analysis (section 

4.3.5). Furthermore, personal motivations to explore the topic of dying in very old 

age were revealed in the introduction to the thesis (p. 16). This level of self-

reflexivity and transparency should enable the reader to see at least some of the 

reasons why this researcher, at this time in her life, produced this piece of research 

in this way, including both strengths and limitations.  
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4.5 Limitations 

 

The mixed-methods design of this study provided many advantages (section 

4.1) but also had some limitations. These related to the exclusion of the experiences 

and voices of residents without capacity (p. 111) and the generalisability of some 

research findings due to the size of the care home sample for the qualitative study 

(section 4.3.3). Although these limitations do not diminish the relevance of this 

thesis in the context of the current literature on EOLC in care homes (Chapter 2), 

they reduce the generalisability of many of the thesis’ findings to the English care-

home sector.  

Whereas the findings from the QT studies (Chapter 8) are generalisable at the 

English (care home) population level, this does not apply to the QL findings 

(Chapters 5,-6,-7,-9 and 10). The study care homes (Appendix A) were probably 

not representative of average EOLC practice in the English care home sector 

because they were not a representative sample of different provider type and size 

(section 4.3.3). Three out of five care homes belonged to the same charitable 

provider, and none of them belonged to a large corporate provider or exceeded a 

75-bed capacity (Appendix A).  

Further, the difficulties encountered in getting access to the care homes were 

indicative of the enormous pressure the sector faces and the capacity these providers 

had to withstand the pressure. Many care homes contacted by the gatekeeper 

delayed or cancelled the initial meeting due to the lack of time to dedicate to 

research as they were busy filling vacant positions at the managerial and senior-

level. The care homes granting me access were capable to allocate time to research, 



 

 

122 

itself an indicator of good organisation, staffing and potentially high care standards. 

This was confirmed by the CQC ratings of the study care homes, ranging from 

outstanding at Hereford House to good in the other care homes (Appendix A). A 

further indicator of high standards of care/practice was that all five care homes had 

procedures in place for EOLC and some of their senior staff had undertaken EOLC 

training in their career (Quarters Lodge), whether through personal professional 

interest, provided by the care home providers (Salford Lodge, Hereford House, 

Harper House) or through the Gold Standards Framework (Cheltenham Lodge). In 

this regard, the care homes featured in this-thesis were engaged and interested in 

EOLC, and thus cannot be considered to be representative of the English care home 

sector (see-NAO, 2008). 

 

 

Summary  

 

This-chapter has expounded the-rationale and theoretical underpinnings for-

the combination of-quantitative (section 4.2) and-qualitative methods (section 4.3)-

in this-thesis. Quantitative methods-were used-to provide-the background-to the-

qualitative study (section 4.1.2.1) and converge on one of the research questions 

targeted also by the qualitative study, namely whether-residents’ deaths-could be 

predicted by care-home staff/GPs (section 4.1.2.2). In-turn, the-question of-the 

predictability of residents’ dying intersected with-the research questions on-the 

governance, care-work-and-good death-in care-homes, which-were addressed-by-

the qualitative study (section 4.1.2.2). As-a result, quantitative-and qualitative-

methods were-combined to target the same research question, but also different and 
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intersecting ones. Finally, a new-materialist onto-epistemology was proposed as-

the theoretical basis-for integrating quantitative and qualitative research paradigms, 

which-are traditionally portrayed-as incompatible within-the social-sciences 

(section 4.1.2).   
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Summary of Part 1 

 

Part-1 has illustrated the rationale for the thesis’ focus on EOLC governance, 

care work and the good death and the theoretical and methodological approach for 

their study. Dying-in care-homes reflects-the new-profile of- dying in-England and-

the challenges-it poses to-the prediction-of a-precise timeframe-for dying (Chapter 

1). Nonetheless, dying-at age 80+ from-frailty, dementia or-chronic diseases-of the-

heart and lungs and while-living in-a care-home -is a-largely under-researched 

phenomenon (Chapter 2). In-particular, English-and international social-science 

research-on EOLC in care homes has-neglected issues-of power-connecting the 

care-home to-processes of-social reproduction-and economic value production - 

which are mediated by (the biopolitical role of) the State (Chapter 3). As a result, 

issues of governance, care work and the normative discourse on the good death 

have received little attention in the study of EOLC and dying in care homes 

(Chapter 2). This-thesis addresses these-gaps by adopting a theoretical focus on 

social reproduction, economic value production and the biopolitical economy of 

care homes (Chapter 3) and a methodological focus on the care home staff’s 

experience of caring for-residents (Chapter 4). On-this basis, Part 2 analyses what-

constitutes care-work and the-governance of-care work-in care-homes during 

everyday care, that is, when-residents are not expected-to be-dying. Part 3 builds-

on these insights-to analyse-how care-work and-the care home-governance shape-

EOLC, the way-in which residents-die, and the-discourse on-the good-death in 

care-homes. 
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PART 2: EVERYDAY CARE 
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Introduction to Part 2 

 

There is a close relationship between ‘care’ and ‘care work’ within the care 

home context. The care residents receive is the waged care work staff perform – 

nothing more, nothing less. When performed in a care home, care is also 

simultaneously waged work. While being equivalent in practice, care and care work 

are however not synonyms and conjure opposing worlds of intimacy, generosity, 

and domesticity on the care side, and the public domain, money, and calculation on 

the work side. Further, the two terms emphasise different perspectives and power 

relationships between the staff (employee), the residents (customers) and the care 

home (employer). ‘Care’ is the intended outcome of the care home system, what 

staff should provide to residents, and what residents should receive and experience. 

‘Care’ foregrounds the relationships between the care home (employer) and the 

residents (customers) or the residents (customers) and the staff (employees). These 

relationships are both regulated by medico-legal frameworks for the provision of 

safe and effective care and commodified by self-funding residents or local 

authorities buying this service (the ‘care’) on the market. These are the conditions 

applying to the care home context, although the word ‘care’, as mentioned above, 

would suggest exclusively altruistic and personal relationships. ‘Care work’, on the 

other hand, is what staff experience and what care homes require staff to do in 

exchange for a wage. ‘Care work’ foregrounds the relationship between the care 

home (employer) and the staff (employees) with no surprise, as mentioned above, 

about the contractual, commodified, and hierarchical nature of this relationship. For 

these reasons, while concerning care homes it is impossible to speak of care without 
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speaking of care work, and vice versa, it is also impossible to abandon one word in 

favour of the other.  

Part 2 explores competing and conflicting understandings of care and care 

work within the care home context alternating two perspectives: the subjective 

viewpoint of staff, and the structural viewpoint of the care home system. Chapter 5 

focuses on the staff’s priorities for care and reveals staff’s understanding of care 

work as comprising both bodily and emotional aspects of care. Chapter 6 introduces 

the governance structure of care homes, that is, the strategic aims governing the 

care home system and prioritising a narrow focus on bodily care. This governance 

structure will be used to analyse the care of  dying residents in Part 3. While staff 

valued helping residents and improving their day and mood, the care home system 

prioritised keeping residents alive in the care home while reducing costs. Chapter 7 

explores the consequences this conflict had for care work as understood and 

practiced within care homes. The main argument running through the three chapters 

is that while most staff value and find purpose in caring about and for residents, the 

care home system is largely still not built for this. Accordingly, the emotional 

aspects of care which are not functional to or cannot be tied within the provision of 

bed and body care are not considered (care) work during everyday care - while this 

changes at the EOL. As Chapter 10 in Part 3 will argue, there is a contradiction 

between senior staff’s disregard of non-instrumental emotional care as work during 

everyday care (Chapter 7) and consideration of it as work during EOLC.  
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Chapter 5: Staff Priorities for Care and Care 

Work 

 

 

 

Introduction 

 

This chapter focuses on the experiences of carers, senior carers, and nurses, 

whose work involved face-to-face interactions with residents and their bodies daily, 

whereas four out of five managers in the study care homes (Appendix A) spent most 

of their working time in the office. Carers, senior carers, and nurses shared a 

common understanding of the priorities for care and care-work as undertaken 

within care homes, and this is why I consider their experiences together in this 

chapter. However, there were also crucial differences between them, concerning 

education, remuneration, and role within care homes (see-Appendix B). Here, I 

term senior carers and carers care staff since they had no medical training, 
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significantly lower wages as compared to nurses, and identified themselves as 

professional carers (Johnson et al., 2010).  

The distinction between care staff and nurses became relevant when 

discussing issues of care-work. In the extant literature (see Duffy,-2007; Stacey, 

2005; Twigg,-2000; Twigg-et-al., 2011), issues of care work do not apply to nursing 

occupations and, in the study care homes, they did not concern care staff and nurses 

in the same manner. Whereas caring for residents was a central feature of the 

occupational identities of carers and senior carers, nurses viewed it as the overall 

aim of the teams of carers they led rather than a characteristic of their job. Further, 

dealing with resident’s personal hygiene, food intake and body waste was not part 

of nurses’ official duties in the study care homes, while it was for carers and senior 

carers. Although having the same supervisory roles as nurses (see senior staff in 

Appendix B), senior carers were much more prone than nurses to help with 

residents’ personal hygiene routines. This is reflected in staffing levels across the 

country, where care staff account for 53% of all jobs in the adult social-care 

workforce, while nurses account for less than 5%-(Skills-for-Care,-2020b,-pp.33–

34). Such a dominance of care staff means that they are at the forefront of shaping 

what (social) care and care-work is in the care home setting.  

 

This chapter explores the aims and priorities of care and care-work as defined 

by care staff in the context of the study care homes. In doing so, it discusses care 

staff’s understanding of their work and the care they provide in relation to 

conceptualisations of care-work as bodywork (Twigg,-2000) and emotional labour 

(Hochschild,-2012). Care staff stressed the permeation of the emotional and 

relational aspects of care-work into bed and body work as well as the management 
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of residents’ emotions as an integral part of care-work. Building on this, Chapter 6 

will show instead how care home governance prioritises bed and body work, that is 

caring for residents’ bodies, over the emotional and relational aspects of care-work, 

that is caring about residents as whole people and selves. Finally, Chapter 7 

addresses what constitutes care-work in care homes during everyday care building 

on the conflict between staff and governance priorities for care as well as theories 

of value in commodity production (see-Pitts, 2021).  

 

 

5.1 Care staff’ Occupational Motivation 

 

Low paid care-work in England is bound to attract a variety of people with 

different motivations and levels of commitment to the job. In the study care homes, 

I met many carers who were passionate about their job and wished to pursue a life-

long career in care. However, I also met some carers doing care-work out of 

opportunity and necessity rather than career choice. Carers in this group variously 

undertook care-work as temporary full-time employment, part-time employment 

enabling them to pursue other interests (and potential careers) or a side job 

increasing their income and providing them with a source of meaning which was 

lacking in their main occupation. This was made possible by a mix of factors: low 

entry requirements, high vacancy rates and increasing casualisation and agency 

work spreading the use of flexible (and insecure) zero-hours contracts (Dowling,-

2021;-Skills-for-Care,-2020;-Appendix-B). Carers working in care homes out of 

opportunity or necessity were more likely to have mixed feelings about the intrinsic 

value of care-work. Nonetheless, only a few of them found their care jobs devoid 
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of meaning and purpose beyond that of earning a living. The majority of carers, 

whether working in care homes temporarily or long-term, reported at least some 

level of personal satisfaction with the job and found at least some aspects of it 

worthwhile. These findings are consistent with previous research reporting 

relatively high levels of job satisfaction among care staff despite poor pay and 

employment condition (Hebson,-Rubery-and-Grimshaw,-2015). A modicum of 

subjective reward appeared in fact essential to continue undertaking work that was 

not only scarcely remunerated, but also highly demanding from a physical, mental 

and emotional point of view, as the quotes below show: 

 

“You’ve seen us working when it’s really busy. We’re trying to keep 

everybody safe, happy and comfortable, and it’s not quite going as 

we want it to go. It can be very mentally draining and stressful, and 

tiring. And physically… I go home and I sit down, and, oh, I just 

want to stay there all night, I haven’t even got the energy to go to 

bed. [At the same time] It gives me a feeling that I’ve done something 

worthwhile. I feel like what I do matters.” (Sarah, carer, 40s, from 

interview) 

 

“Whenever I go home and I’m tired, and I’m exhausted and I’m 

frustrated and I want to do something else, I still go to bed and I feel 

good because I know I’ve done something for them” (Alina, senior 

carer, 30s, from interview). 
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The primacy given by the study care staff to the intrinsic rewards of the job despite 

(or in virtue of) low-pay and high occupational challenges is consistent with 

previous research (Stacey,-2005;-Hebson,-Rubery-and-Grimshaw,-2015). 

Although being the product of gendered and class-based processes restricting 

employment opportunities and women’s self-identities as carers (Hebson,-Rubery-

and-Grimshaw,-2015; Graham,-1983), the persistence of intrinsic rewards among 

care staff partly explains why there was consensus about the main objectives of 

their work: helping residents and improving their day and mood. Both objectives 

were in fact an expression of what care staff valued and found meaning and 

satisfaction in doing.  

 

When reflecting on their work, care staff expressed that their job was about 

realising two main objectives:-(1)-helping residents do the things they were not able 

to do for themselves anymore, and-(2)-making residents’ lives better by providing 

said practical help and emotional care by lifting resident’s spirits. Part of improving 

residents’ day and mood were what I termed ‘being with’ residents. This consisted 

in spending time in the residents’ company without accomplishing a routine care 

task, and potentially engaging in a variety of activities such as listening to residents, 

chatting with them, playing a game or watching TV. However, while helping 

residents and improving their day and mood were established features of care-work 

as reported by most carers, ‘being with’ residents was not practiced uniformly by 

most carers nor recognised as a legitimate part of care-work. This is because, as I 

will show, both helping residents and improving their mood and lives were tied 

within routine bed and body work tasks promoted by care home governance as 
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priorities for care. ‘Being with’ residents was a way of improving residents’ lives 

which did not fit within the governance priorities for care.  

 

 

5.2 Staff Priorities for Care I: Helping Residents 

 

The body was central to care-work undertaken in the care-home. Carers used 

their own bodies to work on, with or around residents’ bodies. This was linked to 

residents’ functional ability and health profiles. The second scoping quantitative 

studies for this thesis (Teggi,-2020a) revealed that care home residents were older53, 

more severely disabled54, and more likely to be affected by dementia, arthritis and 

stroke than old adults in receipt of social-care at home or in a hospice. As a group, 

care home residents are thus the most functionally and/or cognitively impaired old 

adults in receipt of care in England. Despite this, my observations of residents’ 

forms of embodiment - that is how their ill and disabled bodies were experienced 

by both themselves and the carers (Fox, 2012a) - showed that they were extremely 

varied. Severe functional disability or a diagnosis of dementia could translate into 

a thousand different forms of embodiment opening some possibilities for care and 

communication while precluding others. For example, a doubly incontinent resident 

with no mobility in their legs and no dexterity in their hands could express herself 

verbally, while a resident with dementia could walk and eat without help, but be 

 
53 Adults aged 80+ (as opposed to 50–79 y/o) were more likely to be in receipt of care in a 

care home-than-at-home-or-in-a-hospice-(Teggi, 2020a). 
54 Severe disability consisted in needing help with between 7 and 9 out of 9 Activities of 

Daily Living (ADLs), medium disability between 4 and 6, and low disability between 1 and 3 

(Teggi,-2020a). Old adults with severe functional disability (as opposed to medium and low) were 

more likely to be in receipt of care in-a-care-home-than-at-home-or-in-a-hospice-(Ibid). See-

footnote on-p.-8 for-the ADLs’ list. 
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unable to remember where they were, answer simple questions or even to utter any 

words at all. Mental health issues, especially in the forms of anxiety and depression, 

were more of a prominent feature amongst care home residents (see-p. 147), than 

was anticipated by Teggi (2020a), which did not reveal any association between 

psychiatric condition and care home provision. Finally, reduced sight or hearing, 

both of which could not be included in Teggi (2020), further complicated the picture 

by reducing a resident’s ability to communicate or walk independently (see-p. 147). 

Indeed, it was only once I was in the care-homes that I discovered how the crude 

indicators of my quantitative studies fragmented into a-myriad of-people with 

different abilities and needs, requiring a comparable myriad of-forms of-help. 

Care staff were aware of this huge variation and sought to tailor their practices 

when helping residents. Helping residents was in fact the most ubiquitous theme in 

carers’ descriptions of their job. Using the words of carer Darren, helping residents 

can be defined as “help[ing] them do the things they used to do for themselves”. 

Given this remit, ‘helping’ could include a wide range of activities from the most 

mundane ones such as tuning a resident’s radio, helping them read their post, and 

bringing them lunch, to the most intimate and bodily ones, such as getting dressed 

in the morning, bathing, using the toilet, and changing soiled pads or clothes. The 

latter activities pertained to what has been theorised as bodywork (Twigg,-2000;-

Wolkowitz, 2002) and were routinely practiced by carers, involving close proximity 

with residents’ naked bodies, their orifices and waste products. In-this sense, care 

staff’ bodywork was also dirty work (Duffy,-2007) and, as previous research has 

shown (Twigg,-2000), carers sought to protect themselves from contamination with 

residents’ faeces and urine by wearing single use and disposable latex gloves when 

touching residents and handling soiled clothing, and seeking not to get their own 
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uniforms soiled. Such efforts related to infection control and hygiene rules, but also 

to-the carers’ sense of disgust and personal boundaries. On the one hand, it was a 

carer’s job to keep residents, and in part their room, clean. Soiled clothes were put 

in (red) bin-bags, which were put in (red) laundry-baskets, separate from the baskets 

for non-soiled clothes. Soiled pads had-to be put in (yellow) clinical waste bags for 

incineration and be directly disposed of in-the sluice room without passing through 

the dining room or kitchen area of the care-home. On-the other hand, some carers 

were sensitve about having their personal boundaries for cleanliness transgressed 

on both a-practical and symbolic level. On one occasion, I-was privy to-an ongoing 

private joke between two night carers about not sitting where resident Jake had sat-

in the dining room during the-day because he used to self-evacuate during the night, 

soiling his hands and bed with faeces. On another occasion, one evening carer 

Natalia was distressed because a new resident had inadvertedly spat-on her-face 

and arms while speaking. It was a few drops-of spittle, but Natalia felt completely 

disgusted and washed her-face and arms profusely.  

Such sensitivity was not universally shared however, and other carers were 

more accepting of the dirty work associated with their care-work and joked with 

residents and each other about-it. Carer Sue told me that she was “a bit squimish” 

at the beginning, but after a while she felt that residents had become “like family” 

so she did not mind about the (un)hygienic aspects of the job. During a lunch break, 

carer Bella recounted how resident Ron used to tell her that he had plenty of that 

“gold” when she emptied his catheter bag, which she found amusing. Another time, 

I witnessed carer Sue mimicking to her colleague Darren the situation of opening a 

residents’ door (Philip’s) and-being “swamped by shit” when they suspected he had 

had yet another “accident with his bowels”. Sue and Darren subsequently entered 
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Philip’s room together, told him not to worry, and cleaned him and his bathroom 

up. Certainly, humour was not unusual, and as Twigg (2000) pointed out, could be 

used to mock residents as in Jake’s case, but also to build solidarity among carers, 

or carers and residents, and thus alleviate the unpleasantness and mutual 

embarassment of having to deal with urine and faeces, as in Ron’s and Philip’s 

cases. In Philip’s case, this was not unusual as, as a relatively new resident, it had 

been noted that his mobility and continence capacity had declined after his last 

hospital admission. Philip could not move quick enough anymore to reach and use 

the toilet when he had a bowel movement, and his capacity to control his bowels 

had also reduced. Carers found themselves confronted with Philip ringing the bell 

once or twice a day when he found himself stuck on the toilet after he had had 

already spread his faeces all over his bathroom, room and clothes in the process of 

reaching the toilet. Darren used to call this “an absolute horror”, but dissimulated 

his disgust and frustration in front of Philip, helped him out kindly. However Philip 

had difficulties adapting to his new condition. He disliked asking for help to use the 

toilet in his room and he was afraid he could have a bowel movement in the 

presence of other residents. For these reasons Philip had become secluded, refusing 

to leave his bed for days. The quote below refers to this situation and exemplifies 

how, for most carers, caring for the residents’ bodies – with their nakedness, orifices 

and waste - was a way to help the whole person still enjoy their life in the care 

home. 

 

“Sheila [carer] told me that her achievement of the day had been to 

help Philip out of bed, give him a shower and have him have 

breakfast with the other residents in the dining room. Sheila was 
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very happy and proud about it because Philip had spent the last 

week alone in bed, but today he was up, clean and enjoyed a chat 

with another resident at breakfast.”(from fieldnotes) 

 

In carers’ understandings, caring for residents’ bodies was thus a means for 

caring about the whole person (see-Thomas,-1993;-Grant-et al.,-2004;-England-

and Dyck,-2011). ‘Caring about’ was not to gloss over the more material and dirty 

aspects of care work which, as mentioned above, were part of carers’ daily work 

experiences and could remain challenging even for experienced carers (see-also-

Twigg,-2000; England-and-Dyck,-2011). Rather, it was to give a new meaning to 

bodywork through carers’ objective to help residents by attending to their bodies, 

thus including both the dirtier and more altruistic aspects of bodywork. From an 

outsider’s viewpoint such as mine, what Sheila did with Philip was routine bed and 

body work, in that she tended to his bodily hygiene through bathing and dressing, 

and physiological functions by providing food, drink and helping him to the toiled 

or changing his pad. As Chapter 6 will argue, these were aspects of caring for 

residents which were prioritised by care home governance. Sheila could certainly 

have fulfilled these by simply giving Philip a sponge bath and breakfast in bed. Yet 

this is not what she did, because for Sheila bed and body work were not aims in 

themselves but rather were the means to enable Philip to take advantage of his life 

in the care home. Sheila sought to get Philip out of his lethargic state and she 

succeeded, even if only for a day. This was the critical difference that caring about 

a residents’ self through caring for their body could make, and this was how carers 

re-signified bodywork and caring for residents to include the emotional and 

relational aspects of care. 
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Indeed, to apply the conceptual distinction between caring about and caring 

for residents was to highlight the permeation of the relational and emotional aspects 

of care into bed and body work. The body and its care remained central to carers’ 

understanding and practice of care work due to residents’ specific forms of 

embodiment. However, carers’ practice and understanding of care-work was not 

limited to the body and the care thereof, that is bed and body work. Rather, caring 

about residents was an ethical perspective and orientation that care staff 

incorporated into tending to (or caring for) resident’s bodies and bodily needs such 

as eating, drinking, and being warm (Yeates,-2004). Caring about residents 

involved the use of one’s intellect and empathy to be attentive and perceptive to 

residents’ physical and/or emotional wellbeing (Tronto,-1993). This caring about 

attitude was particularly relevant in the care home context not just because some 

residents might have benefitted from a little nudge, as in Philip’s case, but because 

some residents were partially or completely unable to communicate their needs and 

wants, thus leaving it to carers to anticipate or guess them: 

 

“Some people here, it happened to me, they’re cold, but they can’t 

say or do anything about it, so when you put a cover over them, they 

thank you so much.’”(Victor, senior carer, 30s, from fieldnotes) 

 

Caring about residents was not just a feeling or emotional state of concern 

entertained by a care worker, but a work performance since it produced tangible 

effects on the quality of the care delivered. Caring about residents was work that 

necessitated care staff to use their intellect and emotions to identify with a resident 
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and understand their needs, even when they were unable to express them. Further, 

it included care staff taking action to meet such needs.  

In making this distinction it is crucial to highlight that both the 

identifying/understanding and taking-action sides of caring about residents 

constituted ‘care-work’, in the sense of an activity requiring intention and effort, 

even if empathy was an automated process in both humans and some animals. In 

trying to understand the subtle differences between the automated and intentional 

aspects of empathy, it is possible to look forwards to evolutionary biology. These 

difference are relevant since, as argued in section 3.1.1 caring about tends to be 

naturalised as an innate feature of care-work, and of women’s work in general, thus 

obscuring the effort and skill involved in it, which, as opposed to a naturally-

occurring feature of human embodiment, would demand a-higher remuneration. 

Primatologist Frans de Waal (2009) explains that, although humans are very apt at 

mentalising emotional states, empathy is at its core an automated process erasing 

the separation between self and others by making one (animal or human) literally 

feel what the other feels (thus not simply taking the perspective of another human 

or animal but vicariously experiencing it as one’s own). Empathy is not a purely 

intellectual “product of our prefrontal cortex”, but a multi-layered process engaging 

“brain areas that are more than a hundred million years old” and having at its root 

“an automated process shared with a multitude of species” (Ibid.,-pp.-208-210). 

This embodied, automatic process of empathy was the source of what made a carer 

take action if they saw, for instance, a resident shivering, sliding out of their chair 

or having a very dry mouth. Still carers could have not looked (or decided not look) 

at such signs of discomfort or suppressed the emotions of discomfort that such signs 

created in them. In fact, both humans and animals have the capacity to pre-empt or 
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block empathy by selecting what to react to or suppressing identification with the 

other since this too has evolutionary advantages - as in situations of conflict or 

competition, for instance (de-Waal,-2009). Identification with the other(s)-is the 

“chief portal” to empathy, this is why it gets typically triggered with respect to close 

or intimate others (Ibid.-p.-213). Therefore, in the last analysis, carers’ 

identification with and feeling of empathy for residents was not an inevitable and 

involuntary process, but one dependent on their attention and willingness to be 

emotionally affected by them. On top of this, caring about residents – as 

conceptualised in this thesis – also required carers to act on the insight provided by 

empathising with them, thus merging caring about residents into practically caring 

for them. Hence, caring about residents was a type of (principally) emotional and 

relational care (and care work) intentionally undertaken by care staff, and 

understood by them as informing and permeating bed and body care. It remains to 

establish whether caring about residents was also practiced with the same 

frequency and legitimacy in ways not having bed and body care as their main 

outcome. 

 

 

5.3 Staff Priorities for Care II: Improving Residents’ Day 

and Mood 

 

Beyond providing practical bodily help, carers saw their role as improving 

the resident’s day and making them feel better. Improving residents’ day and mood 

could be achieved through the provision of practical help, as evidenced by the 
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permeation of (emotional) caring about within (physical) bed and body work. 

However, it could also be achieved by carers acting directly on the residents’ 

emotions. Indeed, the way senior carer Grigore spoke about his job, alternating both 

practical and emotional forms of help, was typical of carers’ discourse on care:  

 

“it gives you some satisfaction that you can help some people, you 

make them laugh, you make them feel better, you look after 

them.”(from interview) 

 

Improving residents’ mood was a key goal for most carers and was mostly achieved 

through emotional management (Hochschild,-2012). Emotional management 

consisted in care staff employing their emotions and facial display to induce a 

change in the resident’s emotional state, attitude or behaviour (see-Hochschild,-

2012). Emotional management could thus intersect with but was distinct from 

caring about residents. Emotional management was a technique which could be 

used for different aims such as mood enhancement or inducing a specific behaviour. 

In contrast, caring about was instead an ethical orientation affecting practice and 

assuming the resident’s welfare as its objective. Therefore, emotional management 

could be used instrumentally to reach care home governance objectives, such as 

those of bed and body work. In contrast, caring about concurred to define care 

objectives, thus entailing the possibility to question the objectives mandated by care 

home governance by proposing alternative ones, such as ‘being with’ residents just 

for the sake of their emotional wellbeing and without undertaking bed and body 

care. Emotional management and caring about significantly overlapped when the 

final objective was to improve residents’ day and mood. Emotional management 
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was in fact employed by care staff to achieve four different goals, which were 

viewed by carers as ultimately improving residents’ mood and day. These goals 

were: (1)-facilitating bed and body work, (2)-fulfilling a resident’s request for extra 

kindness, attention or being cheered up, (3) soothing a resident’s anxiety or 

agitation (therapeutic), and (4) improving the resident’s day and mood for its own 

sake.  

 

Before reviewing these intermediate goals or ways to improve residents’ 

mood and day, a theoretical question about emotional management needs to be 

addressed. This thesis’ conceptualisation of emotional management is based on 

Hochschild's (2012) theorisation of emotional labour. However, the term emotional 

labour is not applied blankly to any occurrence of emotional management (and 

emotional care) in the study care-homes. In fact, this thesis contends that the 

question of what constituted (care)-work in care-homes is more complex and 

deserves more attention. Arguably, it was not enough for carers to be at work in-

order to work (that is producing economic value for their employer) and be 

considered as working by their care home mangers and senior staff (that is their line 

managers). In Chapter 7, the question of care-work and of what aspects of 

emotional-care constituted (care) -work in care homes (see Table 1) is evaluated 

building on the staff’s priorities for care/care work discussed in this chapter, the 

governance priorities for care/care work discussed in Chapter 6, and the Marxist-

feminist understanding of economic valued discussed in section 3.1.2.  

 

Continuing the analysis of emotional management’s role in achieving the 

(final) objective to improve residents’ mood and-day, as senior carer Alina reported 
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below, emotional management could be critical in prompting behavioural change 

in-a resident: 

 

“we’ve got days when some people are reluctant to receive help or 

they’re anxious or they’re tired and just a little smile will change 

their behaviour.”(from interview) 

 

As Alina described it, echoing Driessen (2018) who argued that carers sought to 

align residents’ wants with theirs, helping residents included using one’s emotions 

and facial display to induce a change in their attitude, thus allowing for the 

provision of bed and body care. This technique could be used in situations of time 

pressure to accelerate a task or to turn uncooperative residents into cooperative 

ones. However, the element of “achievement” stressed by Sheila when helping 

Philip (p. 136) referred to a crucial aspect of caring about residents, that is, 

convincing them to accept help when this was in their best interest. In this sense, 

most carers viewed the facilitation of bed and body care (or any other form of 

practical help) achieved through mood enhancement as ultimately contributing to 

the improvement of the residents’ life in the care home – thus not just as fulfilling 

the objectives of care home governance, as Chapter 6 will highlight. Care staff 

engaging in emotional management to smooth bed and body work considered it 

emotional labour. It could be argued that there was no work requirement placed on 

care staff to smile to a resident to deliver bed and body care, however the second 

intermediate goal of emotional management discussed below suggest the opposite.  
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Second, emotional management could also be used to fulfil a resident’s 

request for extra kindness, attention or projection of happiness. For carer Christina 

this was the most undesirable aspect of a job she performed only to pay the bills, as 

the following fieldnote extract illustrates: 

 

“‘It takes away all of your energies. This smiling, being patient, 

being always happy for the client. When I go home, I don’t feel like 

speaking anymore. At home I need to save my energies to come here 

and speak to them [the residents]. My daughter complains 

sometimes, but…’. Christina sights deeply, then she continues: 

‘Muriel will call you two or three times in the middle of the night to 

get her commode after she’s done because she doesn’t want it in her 

room. She will pretend to be asleep or something or otherwise she 

asks ‘Are you ok?’ ‘How are you doing?’ And you have to go like 

‘Yes, super! I’m so happy to empty your commode!’ Come on who 

is like that really?!?’” 

 

On the other hand, as carer Sue described, many carers experienced the 

compulsion to perform emotional management to please residents as a positive 

feature of their job because it helped residents feel better:  

 

“Oh yeah, you’ve got to be cheerful. Whether you feel it or not 

you’ve got to project that you’re being cheerful ‘cos they do notice. 

I walked into a resident’s room the other day and he said ‘you don’t 
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look happy today’, I said ‘does it notice that much?’ then I said ‘but 

I’m happy to see you’ and he said ‘that’s better’”(from interview) 

 

Nonetheless, even carers sharing a positive view of emotional management 

recognised that it was impossible to look happy and project pleasure all and every 

day. On days when carers struggled to project that extra cheerfulness, emotional 

labour was still performed, but being smiling and polite was considered enough to 

comply with the requirements of the job. Sue continued: 

 

“If you are tired you may not feel like doing the song and dance and 

being happy clappy chatty and bubbly. You might not have a lot to 

give that day apart from the care, there is days like that. But I think 

if you can smile and, I’m not saying do the minimum, do your job 

well. But you might not have it that day to be as sparky as usual [so] 

as long as you smile and, if you’re polite, fake it to make it I say.”  

 

Sue saw a clear distinction between the minimum care work that she was required 

to do, that is bed and body care, the added ‘sparky’ extra that improved residents’ 

mood(s), and the minimum emotional management of smiling and being polite to 

residents that was sufficient for the job. This minimum emotional management was 

demanded by the customers (residents), but also the employer (care home provider) 

and line managers (senior carers, nurses and managers see-Appendix B). Therefore, 

Sue astutely identified the management of residents’ emotions to fulfil their 

expectations of being cheered up, but also the employer’s and residents’ minimum 

expectation of smiling and polite carers, as emotional labour. By care staff, both 
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those enjoying and those detesting it, to fulfil a resident’s request for emotional care 

was considered emotional labour since it-came from a resident “who-paid for” the 

personal services provided by the care-home (from fieldnotes). 

 

Third, emotional management could have a therapeutic purpose. Projecting 

happiness and cheering people up could have a therapeutic effect in case of mild 

expressions of sadness and physical discomfort, which were very common in care 

homes due to residents’ failing bodies, as carer Sue described it: 

 

“you’ve just got to be able to make fun of yourself in front of the 

residents because they think it’s really funny. I do it for effect more 

than anything, get a smile on their face, make them laugh, especially 

if they’re not feeling too good. I’m quite good at cheering people up 

I think, residents especially.”(from interview) 

 

However, emotional management could also be used to address significant 

expressions of anxiety and distress linked to residents’ advanced dementia and/or 

cognitive degeneration. As Samantha (activity coordinator) described it, emotional 

management could be a therapy substituting pharmacological treatment:  

 

“If they are feeling anxious, it’s to be able to use diversional tactics 

to distract them. My role here as well is to divert people away from 

having medicines. We don’t drug people to keep them quiet or not 

difficult, but we do use meaningful activities and just thoughtfulness 
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around the person so that we can make them happy without using 

drugs really.” (from interview) 

 

Samantha worked at Cheltenham Lodge, the only care home in the sample 

explicitly drawing on (and implementing) a discourse of care work as emotional 

care and labour (see Chapter 7). In practice, this meant that carers were encouraged 

to spend time with a resident if, for some reason, they were agitated. Indeed, there 

was a resident with advanced dementia (Mildred) who, due-to suffering from 

anxiety and hallucinations, could not sit still and at times insistently repeated that 

she was frightened. Mildred was also completely blind and walking with a-frame. 

For this reason, it was dangerous to-let her walk around on her own, which is what 

happened at Cheltenham Lodge for residents with better sight and mobility. As a 

consequence, carers would follow Mildred around making sure she did not-fall. 

Often, they would try to persuade her to sit back in a chair. Once she was in the-

chair, they would attempt to calm her down by stroking her hand or brushing her 

hair, until the carer had to leave for another activity or Mildred became agitated and 

stood up again. This scene repeated itself throughout the day, getting more frequent 

in the evening. To deal with Mildred in this way required a lot of patience on the 

carers’ side because it was impossible to convince Mildred that there was no reason 

for her to be frightened. Moreover, as well as being completely blind Mildred’s 

speech was slurred and incoherent and she did not seem to-be able to take in much 

verbal information. Carers were thus faced with having to repeat the same care 

actions over and over again throughout the day. This is an example of-what 

Samantha - and as will be seen-in Chapter 7 page 199 manager Frances - referred 

to as keeping residents’ happy and dealing with their behaviour without recourse to 
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anti-psychotic or sedative drugs55, that is in a feelings-based way. However, while 

there were benefits to acknowledging emotional/relational care at the organisational 

level, this occurred in-only one out of-five care-homes in the sample due-to 

inadequate staffing levels (see-p. 176) and lack of-time to support distressed 

residents as carers did at Cheltenham Lodge. 

 

Lastly, emotional management could serve no other purpose than improving 

residents’ mood for its own sake. This type of emotional management has been 

variously dubbed gift exchange (Hochschild,-2012) or the gift of care (Fox,-2012a;-

Johnson,-2015), emphasising the aspect of voluntary emotional giving and intrinsic 

reward the quote below highlights:  

 

“To make someone else’s life a little bit nicer is just a wonderful 

feeling, to make someone smile, or help somebody to put on their 

nicest dress and just feel lovely about themselves. It’s quite a selfish 

feeling, really, because you think, ‘I’ve done that!” (Sarah, carer, 

50s, from interview) 

 

“That makes me smile, that you are helping them and trying to give 

them the best that they can be” (Lea, carer, 30s, from interview) 

 

Care staff could thus view emotional management as aimed directly at 

improving residents’ day and mood (and ultimately life) without passing though the 

 
55 Based on practice in other care homes, these could have been justified by Mildred’s 

dementia, restlessness, anxiety, reduced mobility and blindness, which put her at-risk-of-fall. 
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intermediate goals of smoothing bed and body work, calming residents down or 

fulfilling their emotional expectations for extra attention and kindness. This was the 

altruistic motive associated with intrinsic rewards for the carer which is captured 

by the gift of care discourse. The discourse of the gift of care and intrinsic rewards 

was however double-edged. Arguably, for care staff to improve a residents’ day 

and mood through emotional management is a gift only if they are doing it for free, 

that is, if it is not considered as part of (care) work by the employer (see Chapter 

7). This is however not how care staff perceived it, viewing the enhancement of 

residents’ moods for its own sake as an integral and particularly rewarding part of 

their job, that is, as emotional labour. However, agreement among care staff about 

this point applied only to situations in which raising residents’ mood and quality of 

life was associated with the provision of practical help and bed and body care to 

residents. As demonstrated by the above quotes, even when care staff stressed the 

aim to make residents feel better in and for itself, this was always accompanied by 

helping residents with personal hygiene or other practical tasks.  

There were in fact limitations to care staff view of mood enhancement as 

emotional labour. These limitations concerned the care work activities which could 

be justified by the aim of improving residents’ mood and day. Overall, activities 

improving residents’ day and mood were deemed valid parts of care work by all 

staff when they were instrumental to or tied within the provision of bed and body 

work. By contrast, activities improving residents’ day and mood were not deemed 

valid parts of care work by all staff when they were independent from and not 

directed at the provision of bed and body care, as was the case of ‘being with’ 

residents.  
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‘Being with’ was a term I coined to reflect staff spending time with residents 

to improve their day and mood and provide emotional care in ways that were not 

linked to bed and body care. ‘Being with’ residents included activities such as 

listening to them, entertaining small conversations, playing board games (e.g., dices 

or a puzzle), leafing through a newspaper together, watching TV or simply keeping 

a resident company. These activities (or situations) could happen spontaneously in 

the shared spaces of care homes or in residents’ rooms, especially in the afternoon 

between 1pm and 3pm when it-was less busy. However, they were not considered 

integral and valid parts of care and care work by many staff. Since activity 

coordinators were specifically tasked with organising group activities with 

residents, ‘being with’ residents in the above-mentioned ways was considered a part 

of the activity coordinator role. By contrast, for frontline care staff to engage in the 

same activities with residents was contentious. On-the one hand, a few carers spent 

time ‘being with’ residents quite frequently and in a very casual way, as the quotes 

below show: 

 

“Right after lunch in the lounge Jennifer (carer) took out a photo 

album from previous years. She leafed through it with Elizabeth and 

Barbara and Doreen (residents). Barbara and Elizabeth had a 

laugh at pictures of them wearing purple and blue hair. Jennifer and 

Denise (cook) remembered the names of a few residents now gone. 

This lasted a while and made me think about the day before when 

Jennifer took out a magazine, the National Geographic, and leafed 

through it with Alec (resident). She showed him the pictures and they 

exchanged a few comments.”(from fieldnotes) 
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“Oh yeah. [Rylie, resident] was lovely [when one spoke with her]. 

She’d sit there and massage you and stroke your arm and was just 

lovely. So lovely.”(Keira, carer, 30s, from interview) 

 

On the other hand, this was not considered work by all carers engaging in it, 

their colleagues and senior staff. At best, this was considered socialising with 

residents if no other resident needed help and there was no other work activity left 

to do. At worst, it was considered taking a break, being lazy or slacking, thus 

subtracting time from care work and leaving more work to do for colleagues. 

Beyond providing bed and body care to residents, answering their bell calls and 

responding to resident’s requests for help face-to-face, carers had two other main 

groups of work activities to undertake. First, they were responsible for keeping the 

dining room tidy (setting and clearing the tables) as well as distributing (or 

preparing) the mid-morning and evening tea trolleys, with a variety of hot drinks 

and pre-made snacks. Second, carers had to document every care activity they 

provided to residents by writing, dating and signing a note in the “daily care/notes” 

folder of their personal care plans. In theory, care activities could include anything 

from the resident’s mood on the day to whether they had a visit or enjoyed a TV 

show. In practice, carers had a duty to record only those activities comprising bed 

and body care. These included: waking the resident up in the morning, helping them 

to the toilet or changing their pad, helping them get dressed, bringing them three 

meals a day (breakfast, lunch, dinner), feeding them their meals if they had troubles 

with it, recording how much of their meals (and other drinks/snacks) they ate and 
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drank, checking they were not falling out of bed or chair56, and finally helping 

residents wearing their pyjamas/night-gowns and going back to bed/sleep. Bladder 

and bowel or vomit episodes requiring a change of pad and/or clothes also had to 

be documented. On top of this, carers had to turn bed-bound residents two- or three-

hourly, apply prescribed barrier creams and record their application sites on body 

maps in the Resident’s Care Plan. These activities had to be recorded because care 

homes had a statutory duty to provide them: Resident’s Care Plans are legal 

documents liable to be reviewed during routine CQC investigations and constituting 

evidence in case of litigation. As carer Sue  said, “if it is not recorded, it never 

happened”. As such, daily care notes in the Care Plan could serve as a way for 

carers and care homes to defend themselves and their practices in the face of senior 

staff, managers, relatives or the CQC respectively checking on them. This was 

especially relevant if residents were aggressive or agitated and/or refused hands-on 

care or food and drink. In such instances, care notes in the Care Plan enabled the 

carer and/or the care home to demonstrate that they (had) sought to provide a 

service, but this was refused by the resident or it was impossible to perform due to 

the resident’s behaviour and, potentially, mental-health state. A track record of 

resident’s mental health and aggressive or agitated behaviour (called “challenging” 

by staff) could serve as evidence to discuss the prescription of psychoactive drugs 

with a GP (or dementia wellbeing services) or support a Deprivation of Liberty 

Safeguards (DoLS) application. Less visible aspects of Resident’s Care Plans, 

which needed monthly or bi-monthly updates, were residents’ weights and 

dependency scores. These served to monitor changes in resident’s health, functional 

 
56 Safety measures around preventing residents’ falls were described in section 6.1.1. Their 

implementation was also part of bed and body care. 
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ability levels and mental health state. Albeit not a daily occurrence, it could take 

two whole afternoons for a carer to weigh all residents on a floor and assign them 

a score on multiple dimensions of physical and psychological wellbeing.  

 

Carers were thus tasked with multiple jobs beyond the direct provision of bed 

and body care. Given this, not much time was left for them to ‘be with’ residents, 

especially if this was not considered a work activity deserving of time by their 

colleagues and senior staff. A further limitation on “being with” residents was 

posed by carers’ duty to be constantly available during their shifts, that is, visible 

and easily reachable by colleagues and senior staff for helping them or being 

assigned a different task (such as reviewing residents’ dependency scores, weighing 

them or checking the expiry dates of barrier creams). If a carer could not be found 

in the corridors or lounges for a long time, she could be suspected of slacking or 

taking a break. Carers wishing to spend some time ‘being with’ bed-bound residents 

were forced to carve it out before or after the provision of bed and body care and 

during the less busy times of the workday, as the below fieldnotes excerpt shows: 

 

“Around 2pm Jennifer [carer] decided to go check on Maria 

[resident]. Jennifer greeted Maria entering the room and told her 

gently that she was going to put the bed up a bit, so that they could 

look at each other better. She then sat on the chair next to her bed 

and started speaking to Maria in a very clam and familiar manner. 

It looked as if she just came up to have a chat. Jennifer knew Maria 

spoke with difficulty due to her stroke but could understand what she 

said. Rather than a conversation, Jennifer’s speech sounded like an 
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interested monologue in which she showed care towards Maria by 

giving her compliments, asking simple yes/no question, looking at 

her, and stroking her hand.” 

 

‘Being with’ residents was thus possible even when they were bed-bound and 

affected by conditions severely reducing their capacity to communicate, such as 

stroke or advanced dementia and, arguably, it constituted a type of emotional care 

and caring about which improved their lives. Nonetheless, ‘being with’ residents 

was not considered (care) work during everyday care, although it would become an 

expected part of care work at the EOL, as Chapter 10 will explore. 
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TABLE 1. CARE WORK EMPIRICAL CATEGORIES AND THEORETICAL CONCEPTS 

 

 

 

 

Category/Concept 

Description 
Bodily Care Emotional Care 

Analytical categories 
describing care and care 

work in the study care 
homes. 

Bed and body care/work Emotional care/work 

Theoretical concepts 
about paid care work. 

Bodywork  

(Twigg, 2000) 

Emotional management =  

 

emotional labour (waged) 

or emotion work 

(unwaged)  
 

(Hochschild, 2012) 

Theoretical concepts 

about care. 

Caring for  

(England and Dyck, 2011) 

Caring about  

                                 

(Yeates, 2004;            

Tronto, 1993) 

Analytical categories 

describing the staff’s 
priorities for care 

(straddling bodily and 

emotional care). 

• Helping residents 

• Improving Residents’ Day and Mood 

Analytical categories 

describing the care home 

governance’s priorities for 
care. 

• Keep residents on the 

care home’s premises 

(custody) 
 

• Keep residents alive 

(medico-legal) 
 

• Reduce costs 

(economic) 

 

Analytical category 
describing a care practice 

undertaken by some 

carers which changed 
status (from non-work to 

work) in the passage from 

everyday to end-of-life 
care. 

 ‘Being with’ residents 
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Summary 

 

This chapter has explored care staff perspectives on care and care work in 

care homes during everyday care. Care staff considered helping residents and 

improving their mood and day as the main priorities for care and care work within 

the care home context. In the care staff’s understanding, the emotional and 

relational aspects of care work permeated and intermingled with bed and body care. 

The resident’s body was cared for in order to care about the resident as a person. 

Beyond the intention to care about residents, emotional/relational care pertained to 

another objective: the management of residents’ emotions. This emotional 

management was principally aimed at the improvement of resident’s mood and day. 

From the care staff’ perspective, emotional management constituted emotional 

labour that served to, or could be tied within, the provision of bed and body care. 

Both helping residents and improving their day and mood, together with the caring 

about and the emotional management associated with them, were thus established 

features of care and care work from the care staff’ perspective as they could be 

fitted within bed and body work tasks. In contrast, ‘being with’ residents, although 

improving residents’ day and mood, had a contested status as care work among staff 

since it was practiced by a few care staff, but not viewed as work by most of them, 

nor their line managers (senior staff). Building on this, Chapter 7 will evaluate the 

question of what constituted care work in care homes drawing on the governance 

priorities of care (Chapter 6) as well as structural issues concerning the creation of 

value within commodity production (section 3.1.2). Later on in this thesis, Chapter 

11 will re-evaluate the issue of care work in relation to the transition of ‘being with’ 
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residents from being regarded as non-work to being regarded as legitimate work 

when residents were deemed to be dying.  
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Chapter 6: The Governance of Care Homes 

 

 

 

 

Introduction 

 

Chapter 5 showed that, for care staff, care work was about helping residents 

and improving their day and mood, thereby bettering their overall quality of life in 

the care home. In doing so, care staff understood bed and body work as permeated 

by caring about residents as whole people rather than caring only for their bodies. 

Further, care staff understood emotional care, both in the forms of caring about 

residents and enhancing their mood, as integral parts of care and care work. 
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Following on from this, this chapter illustrates the logic governing the care home 

system to demonstrate that the study care homes prioritised bed and body work over 

the staff’s priorities for care.   

This chapter proposes an analysis of care home governance building on the 

regulatory and legislative framework for social and healthcare provision in England 

(CQC, 2015)57 and the care practices observed in the study care homes. From this 

analysis, it emerges that the priorities of care home governance for care and care 

work are threefold:  

(1) to keep residents on the care home’s premises (custodial function),  

(2) to keep residents alive (medico-legal function), and  

(3) to do both while reducing costs (economic function).  

 

This examination of care home governance ties neatly into the biopolitical 

economy of care homes described in section 3.2. The governance of the English 

care home sector, and the priorities for care it dictated, were eminently biopolitical 

as their ultimate aim was to manage and maximise residents’ lifespan without this 

disrupting the overall functioning of English society, all while reducing costs to 

NHSE and turning care home provision into a new occasion for the production of 

economic value since the sector had been almost entirely commodified or, using 

Gonzales’s (2013) terminology, directly market-mediated (DMM) (see-pp. 76-and-

86). 

 

 
57 This document sets out guidance for health and adults social care providers on meeting the 

regulations as enshrined in the Health and Social Care Act (HSCA) 2008. The HSCA states that 

registered persons (that is care home providers and managers) must have regard to this guidance by 

the CQC. 
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6.1 Governance Priority for Care I: Custody 

 

The care homes I visited were not public places nor private homes. In public 

places anyone can get in and out unsupervised as long as the place is open, while 

in private homes only people living there decide when and who gets in or out. 

Neither of these conditions applied to the care homes I visited. Although managers 

emphasised that the care home was the residents’ new home as opposed to an 

institution taking charge of them, all the study care homes applied measures to 

prevent residents leaving the premises unaccompanied and controlled who was 

permitted to enter and exit the building, and when. The great majority of residents 

were not free to leave the care home alone as and when they pleased and had no say 

about who could get into the care home, nor the timing of their visits. Visiting was 

open but guarded: visitors could visit the care home at virtually any time of the day 

and night, provided they identified themselves at the reception, their identities were 

judged by staff as justifying their visit, and they signed a register when entering and 

exiting the care home. Certainly, it was easier for visitors to enter the care home 

during the day, when someone was present at the reception and the door was not 

locked, than it was during the night. These custodial practices related to safety 

issues as expressed by regulations and staff’s beliefs about residents’ functional and 

cognitive abilities.  

From a legal and regulatory viewpoint, care homes have a duty of care, which 

means that, first and foremost, they are responsible for keeping residents safe 

(CQC, 2015). There were two aspects to resident safety: (1) delivering care in ways 

that minimised the possibility of accidents and prevented abuse, and (2) keeping 

residents’ healthy by providing direct medical care or access to it. Whereas the 
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second aspect pertains only to the keeping-alive function of care home governance 

and is thus addressed only in the next section (6.2.2), the-first aspect straddles the 

custodial and keeping-alive functions. The prevention of accidents was in fact 

undertaken by preventing residents from leaving the care home’s premises 

(discussed in-the following section) and supervising residents within the care 

home’s premises to safeguard them-from getting physically hurt (discussed in 

section 6.2.1).  

 

 

6.1.1 Care Homes as Controlled Environments 

 

Provided residents were able-to walk or use their wheelchairs in ways 

allowing them to move across space, they were mostly not considered free to leave 

the care home unsupervised. This related to impairments such as sight or hearing 

loss/reduction or inability to orient themselves in space and time, mostly due to 

dementia. Staff deemed it dangerous for these residents to be out alone as they could 

have become lost or fallen, in which case the care home could have been held 

accountable by families and the CQC. In principle, residents were let out of the care 

home only if this had been pre-arranged with a relative, friend or social worker who 

assumed responsibility for accompanying and supervising the resident whilst 

outside the care home’s premises. Consequently, it was rather exceptional for care 

home residents to be trusted to go out alone, and I encountered only one such case 

during fieldwork with a resident who was living in the semi-independent living 

apartments on the top floor of Hereford House (see-Appendix B). The resident was 

in her 80s and she told me that when she first came to Hereford House after a stroke 



 

 

162 

she could not stand nor make sense when she spoke. Now she could speak and walk 

again with assurance. The informal agreement between her and the staff was that 

she could leave the care home alone provided she told the receptionist where she 

was going. She was the only resident I ever saw to be allowed to do this in any of 

the study care homes, and it was no coincidence that she was the most functionally 

and cognitively able. 

To prevent residents leaving unaccompanied and anyone just walking in, the 

main doors of all the care homes (and elevators within the care homes) were 

electronically or mechanically locked. The locks could be opened by inserting a 

code both to get in and out of the care-home58. Intercoms were placed outside the 

main doors for visitors not knowing how to open the door, and for the night-time 

when the doors were locked with keys and could not be opened by inserting the 

code. As much as protecting residents from themselves (that is, from their wish to 

walk-out the care home) care home staff were also responsible for protecting 

residents from abusive visitors and staff (see-CQC, 2015). This-is why staff 

checked who was coming into the care home, who was meeting a resident, and why 

visitors were requested to record their name, identity and time they entered and 

exited the care-home in a register located at the entrance59.  

Although virtually all residents were not allowed to leave the care-home 

unaccompanied, some residents were more controlled than-others. Residents 

affected by dementia60 lived in parts of the care home whose doors were themselves 

locked. This applied especially to-residential dementia settings where residents 

 
58 Only Salford-Lodge had a button to open the main entrance door. It was also the only care 

home not catering to adults with advanced dementia (Appendix B). 
59 This-was also a health and safety requirement to check who was in the care-home in case 

of a fire. 
60 Dementia was sometimes accompanied by-the diagnosis of psychiatric conditions such as 

anxiety, depression, delirium and hallucinations. 
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were more mobile and able-to walk than their counterparts in nursing dementia 

settings or non-dementia residential settings (see-Appendix B). Residents affected 

by dementia and retaining relatively good-levels of mobility and dexterity in their 

lower and upper limbs were the most likely to have a history of “escaping” or 

“seeking to escape” from the care-home, as staff termed it. This is why they were 

also the most supervised, and the most likely to be physically restrained if they 

banged on doors or sought to go out when the door was open. If a resident with 

dementia discovered the code and used it to get out unsupervised, the code was 

changed. By contrast if a resident without dementia knew the code, this was not 

considered a problem.  

Further to this, residents affected by dementia could also lack capacity61 as 

defined under the Mental Capacity Act 2005, and as such potentially eligible for a 

Deprivation of Liberty Safeguards (DoLS) order under section 4A and Schedule 

A1 of the Act. Section 2 of the Act (Mental Capacity Act 2005) defines a person 

lacking capacity as someone who “lacks capacity in relation to a matter if at the 

material time he is unable to make a decision for himself in relation to the matter 

because of an impairment of, or a disturbance in the functioning of, the mind or 

brain”. The Act thus upholds a highly situational definition of an adult’s lack of 

capacity enabling others to make best interests decisions in their stead. Drawing in 

section 3 of the Mental Capacity Act 2005, the Code of Practice (Great-Britain, 

2007) sets out a two-stage test of capacity to assess whether someone lacks capacity 

to decide. The two-stage test was applied by the study care-homes when 

implementing care arrangements involving the restriction or surveillance of a 

resident’s movements, such as bedrails, alarm mats and room alarms (Appendix C). 

 
61 Lacking capacity and lacking mental capacity are synonymous in the context of the Act.  
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When providing safe care amounted to a long-term deprivation of their liberty62 and 

no alternative care option was available, residents lacking capacity were eligible for 

a DoLS (Great-Britain, 2008). A DoLS serves to lawfully deprive a person lacking 

capacity of their freedom to decide whether they should receive care (and thus live) 

in a care home (or hospital) or not (Ibid.)63. Residents with a DoLS placed on them 

could thus be lawfully detained by the study care-homes. In this case, care-homes 

had the legal right to decide whether residents could leave the care-home for outings 

even when accompanied by relatives, friends or social-workers. However, it has 

been previously argued how, in-practice, the imperative to keep residents on the 

care-home’s premises extended also to the control of those residents without a 

DoLS placed on them64. The difference between the two groups was that care-

homes had only a duty of care and safety towards residents without a DoLS, while 

they also had a right of detention towards residents with a DoLS. On the basis of a 

DoLS authorisation, care-homes could lawfully decide if, when, and how the 

resident could leave the care home, even when assisted by a relative or friend in 

doing-so. The point on which the duty of care and safety, and DoLS authorisations, 

 
62 “The precise scope of the term ‘deprivation of liberty’ is not fixed” (Great-Britain and 

DoH, p.103). The 2014 Supreme Court ruling introduced an “acid test” defining a person as deprived 

of their liberty if all the following conditions apply: “(1) they lack capacity to consent to their 

care/treatment arrangements, (2) they are under continuous supervision and control, and (3) they are 

not free to leave” (DoH, 2015, pp.1–2). In the year following the ruling, DoLS applications rose 

almost ten-fold, with increased workload on care providers and local authorities (DoH, 2015). 

Concerns have been raised about the appropriateness of the acid test for care home residents dying 

with dementia (Dixon, 2015). However, further research is needed to establish how DoLS are being 

implemented in care homes for older people. 
63 DoLS do not specify whether a certain care or treatment should be provided or not. Care 

and treatment decisions have-to-conform to-the Mental Capacity Act 2005 (Appendix C) even when 

a DoLS has been authorised (Great-Britain, 2008). Deprivation of-liberty to-treat mental disorders 

is regulated under-the Mental Health Act-1983 (Great-Britain and-DoH, 2015). DoLS do-not apply 

to people detained under-the Mental Health Act-1983 (Great-Britain, 2008). 
64 Preventing a person from leaving a care home unaccompanied because of safety concerns 

or locking a-door against immediate harm are unlikely to amount to a deprivation of-liberty 

according to the DoLS Code of Practice (Great-Britain, 2008). Further, “just because an individual 

is unable to leave their place of care/treatment, this does not necessarily mean the individual is ‘not 

free to leave’ under the acid-test” (DoH, 2015, p.6). If-the care provider would facilitate the person 

leaving when assisted by family/friends, then the person is not deprived of-their liberty (Ibid.). 
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overlap is that both translated into preventing residents from being able to leave the 

care-home unsupervised. Modern care-homes have thus retained their original 

custodial function, albeit more safeguards are now in place against arbitrary 

restraint and deprivation of liberties. 

 

There was also an economic imperative to the care-homes’ systemic function 

to keep residents on their premises. Employing the Marxist-feminist 

conceptualisation of economic value illustrated in section 3.1.2, the NHS is an 

indirectly-market-mediated (IMM) service and social-care is a directly-market-

mediated (DMM) one. Whereas healthcare is freely provided for by the NHS (thus 

the English-State) at the point of need, social-care is bought on the market by self-

funders or local authorities subsiding care recipients who passed strict means- and 

needs-based tests. By not providing free access to social-care at the point of need, 

the English State thus externalised the economic (and personal) costs of social-care 

onto the recipients and their families. In-line with this, care-homes relieved 

hospitals (and the English State) of costly patients and were implicitly tasked with 

avoiding unnecessary hospital admissions. In fieldwork, nurses and senior-staff 

voiced that hospitals expected care homes to cater for the needs of old patients, 

being quick to discharge residents back to their care-home after admission or 

transferring old patients in-the last hours of life to a care-home. As Chapter 9 will 

argue, this apparent retrenchment of hospital care to old adults became visible at 

the EOL with adverse effects for old-people. 
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6.2 Governance Priority for Care II: Keeping Residents 

Alive 

 

From a legal and regulatory viewpoint, care-homes have a duty to provide a 

safe service as well as nutrition and hydration to residents (CQC,-2015). Safety is 

also the first of five key standards the CQC uses to routinely inspect and rate care-

homes65. The intention of Regulation 12 on “Safe care and Treatment” is to prevent 

avoidable harm to service users and to prevent them receiving unsafe care or 

treatment (Ibid., p. 39). Crucially, Regulation 12 includes the assessment and 

mitigation of risks involved in the provision of care, the use of the service’s 

premises, the management of medicines, and changes in service users’ health or 

medical emergencies66 (Ibid). Moreover, Regulation 14 on “Meeting nutritional and 

hydration needs” is intended to further ensure the life and good health of service 

users by reducing “the risks of malnutrition and dehydration” while using the 

service (Ibid., p. 51). This includes the use of prompt and encouragement when the 

person lacks capacity, help when the person cannot eat or drink independently, the 

monitoring (and recording) of food and fluids intake to prevent dehydration and 

weight-loss, and “taking appropriate action if people are not eating and drinking in 

line with their assessed needs” (Ibid., p. 53). Although upholding service users’ 

consent to care or treatment (see Regulation 11), the regulation states that services 

 
65 The-five key-standards: Safe? Effective? Caring? Responsive to people’s needs? Well-led? 

(CQC,-2015). 
66 A key line of enquiry used by CQC inspectors to investigate a service safety explicitly 

mentioned healthcare provision and monitoring deteriorating health: “How do staff identify and 

respond appropriately to changing risks to people, including deteriorating health and wellbeing, 

medical emergencies or behaviour that challenges?” (CQC,-2020,-p.5) 
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could not provide unsafe care or treatment even if users consented to-it (CQC,-

2015). The CQC can prosecute breaches of Regulations 12 and 14 resulting in 

avoidable harm to residents (or their exposure to such risk of harm) as criminal 

offences (CQC,-2019). Considered together, the duties enforced by Regulations 12 

and 14 amount to the imperative for care-homes to keep residents alive. What 

follows is an analysis of how the study care-homes translated Regulations 12 and 

14 into care practices aimed at keeping residents alive by avoiding accidents such 

as choking or fall, and keeping residents healthy by monitoring their condition, 

providing access to healthcare, and support with eating and drinking. As Chapter 9 

will argue, these practices were essential in shaping the management of EOLC in 

care-homes and the ideal of a good-death in care-homes that resulted from it.  

 

 

6.2.1 Avoiding Accidents 

 

This section focuses on how care homes sought to systematically avoid two 

types of accidents, that is falls and choking on food or drink, as they both constituted 

sources of avoidable harm (or death) for residents under Regulation 12. Whereas 

the preceding section (6.1.1) noted how residents’ movements were controlled and 

limited to keep them on the care home’s premises, this section notes how residents’ 

movements were controlled and limited within the care home to reduce risks of 

falls. Whether residents were allowed to move freely in the care home depended on 

whether they were considered to be at risk of a fall or not. During the day, residents 

who were not considered to be at risk of falling were allowed to wander on the care 

home’s floor on which they lived, remaining within reach and sight of carers. In 
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contrast, surveillance was most tight and technologically mediated for those 

residents considered to be at risk of a fall because they had fallen at least once 

previously. Techniques to prevent further falls varied and included: 

 

- insisting that the residents used a zimmerframe (a walking frame),  

- deciding that the resident should switch from a zimmerframe to a wheelchair 

(even when the resident in question disagreed as they could not realise or 

accept their declining mobility),  

- placing alarm mats if residents were still mobile but unsteady on their feet 

(see below), 

- activating room alarms and placing bed rails or low-low beds if residents 

risked falling out of bed, and 

- anti-psychotic medications, sedatives or sleeping pills 

 

When it came to the use of alarms to control residents’ movements, options 

were multifaceted. Alarm mats were placed in front of the resident’s chair or bed, 

so that the bell associated with that room (and thus the resident) would trigger if 

stepped on. Its reliability was not without issue however as some residents had 

learnt the mechanism and avoided the mat when standing and walking away from 

their chair or bed. These residents, many of whom had dementia, lamented that staff 

always checked on them and asked them to go back to their seats whenever they 

stood and moved. Residents thus regularly voiced their dislike for the surveillance 

aspect of alarm mats in both words and practice.  

Room alarms functioned in a similar way, detecting any movement in the 

room. However, they were used for people who were bedbound and whose beds 
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were positioned at ground-level (low-low) so that, if they moved, they would roll 

out of the bed onto one of the two crushing mattresses on either side67. Together, 

alarms, bed rails and low-low beds were solutions to restrict residents’ movements, 

and as such they required senior staff to undertake risk assessments justifying their 

need for residents’ safety. While residents with capacity to consent could refuse 

these solutions as per Regulation 11 (CQC,-2015), senior staff were responsible for 

making best interest decisions for residents lacking capacity, after capacity was 

assessed (and documented) using the two-stage test of capacity set out in the Mental 

Capacity Act 2005 (Appendix C). 

These modalities for fall prevention were a far cry from the use in the 1980s 

of belt and tables to prevent resident from standing up as recounted by carer Karen: 

 

“people were literally wheeled from the bed to the living room, then 

sat on chairs with belts or the tables right on their legs so that they 

could not stand or go anywhere”(from fieldnotes)  

 

However, there remained ongoing ambiguity about whether residents’ 

movements were restrained to their or the care home’s benefits. This was intensified 

by a risk averse environment in which virtually all residents were potentially at risk 

of fall and residents-carers ratios (p. 176  in this chapter) did not allow for long one-

on-one interactions as described in Chapter 5 concerning Mildred (p. 147). 

Restrictions on residents’ movement become imperative at night when the staff to 

resident ratio was much lower. If residents tended to wake-up and wander at-night, 

 
67 Bedrails were still used widely, but low-low beds were preferred when residents moved a lot or 

attempted to climb the rails since considered safer. Bedrail entrapment by the head, neck or chest 

could lead to death from asphyxiation (HSE,-2021). 
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senior-staff insisted that the-GP prescribed medication to-calm the resident and-

make them sleep because there was not enough staff to supervise them and keep-

them safe. As mentioned on-page 148, it was very rare that a resident as agitated as 

Mildred would not be prescribed anti-psychotic or sedative medication since 

residents such as her required a level of supervision that care staff was often unable 

to deliver due to insufficient staffing levels. 

 

Beyond falls, residents’ risk of choking was related to dysphagia. Care homes 

were responsible for monitoring residents’ swallowing and not providing (or 

feeding) food or drink to residents which could provoke choking. Care homes relied 

on NHS Speech and Language Therapists (SALTs) to review residents’ swallowing 

and prescribe long-term modification to the texture of their diets. However, 

residents’ swallowing could deteriorate rapidly, making the care home responsible 

to act before the SALT teams visited the resident. Care homes thus had to balance 

the duty to provide nutrition and hydration to residents (Regulation 14) with the 

duty to provide safe care and treatment (Regulation 12). As Chapter 9 will show, 

the task of balancing opposing duties of care became even harder at the EOL when 

asymmetries between residents’ willingness to eat and drink, and their ability to do 

so, could become rapidly apparent. 

 

 

6.2.2 Providing Life-Supporting Health and Social Care  

 

Modern care-homes are medicalised environments (Lievesley, Crosby-and 

Bowman, 2011). Although the-level of medical technology employed in the study 
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care homes was low, medicine and the biomedical understanding of the body were 

the rationales employed to-define and address virtually all care problems. This was 

what defined care-homes as medicalised settings and was most visible in how 

biomedical knowledge was employed to-keep residents safe and alive. As argued 

above, anti-psychotics, sedatives or sleeping pills could be used to manage mobile 

residents at risk of fall, even if they could have been dealt with differently when 

staffing levels allowed it (see-Mildred’s case p. 147). A medical substitute was thus 

proposed for an organisational problem of insufficient staffing levels to keep 

residents safe as prescribed by regulations. Likewise, a medical solution was sought 

if residents deliberately refused to-eat, often accompanied by a framing of the 

problem as a-mental health condition (see-Vera’s vignette-p. 228), or when they 

wanted to eat but were prone to aspiration pneumonia, supporting the GP’s 

suggestion to withdraw all food and fluids at the EOL, which itself became a-

medical non-intervention (see-Arthur’s vignette-p. 291). In both cases, an-issue 

with eating and drinking behaviour became a-medical problem with a-potential 

medical solution.  

Underpinning medical solutions was a biomedical view of the body that 

shaped the bulk of the care provided by senior staff and carers. Senior staff were 

responsible for managing residents’ medication and monitor their wellbeing and 

changing health. Medication rounds took place four times a-day (morning, lunch, 

dinner and night) and constituted the main routine care task of nurses and senior-

carers. Nurses and senior carers also had to monitor residents’ wellbeing and 

changing health-status. Since many residents could not express themselves 

verbally, senior-staff had to detect health changes, with familiarity with the 

residents’ usual behaviour playing a-critical role (as it did when predicting dying, 
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see Chapter 9). When changes in behaviour occurred, nurses and senior-staff could 

and would provide healthcare directly by administering PRN68 medication 

according to their clinical judgement. However, while nurses could change 

catheters, dress pressure sores and give injections, senior staff had to liaise with 

district nurses to-provide such services.  

Beyond administering basic healthcare, themselves or with assistance from a 

district nurse, the main tool used by nurses and senior carers when they suspected 

a health change was to put residents in for a GP visit during the weekly round(s) 

organised with the affiliated GP practice. GP weekly rounds were the principal 

access route to healthcare for care home residents and played a crucial role in the 

initiation of EOLC (see Chapter 9). In case of rapid decline, nurses and senior staff 

could call the affiliated GP practice outside their weekly round appointment, out-

of-hours GP services or emergency services (999). The management of residents’ 

medicines and the constant monitoring of their health to provide adequate medical 

treatment, or access to it, complied with Regulation 12 on the provision of safe care 

and treatment.  

The bulk of the care provided by carers, that is bed and body care (Chapter 

5), was also shaped by biomedical knowledge. Via this biomedical paradigm care 

staff viewed residents as bodies needing management in order to maintain health 

and avoid further decline. On this basis, the staples of carers’ bed and body work 

were bodily hygiene, (bed)sores prevention, and adequate food and fluids intake. 

Bodily hygiene and sores prevention were the guiding principles of carers’ actions 

on, with, and around residents’ bodies. Residents’ skin was prone to rupture due it 

being very thin, dehydrated, and exposed to the acidity of urine and faeces as well 

 
68 Pro re nata = as circumstance arises. 
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as continuous pressure on the same areas due to lack of mobility. Carers had to 

make sure that residents’ pads were changed frequently, that barrier creams were 

applied when prescribed, that residents drank enough, and that they changed 

position throughout the day, whether in bed or switching from their wheelchair to 

a different chair. If residents had pressure sores, these were monitored by senior 

staff, and carers needed to follow strict guidelines on how to position (and turn) 

residents in bed or wheelchairs throughout the day and night to manage them. These 

guidelines involved the use of donuts, pillows, and hourly turns in bed or alternating 

one day in bed and one day in the wheelchair. Grade 3 pressure sores had to be 

notified to the CQC who monitored their frequency in each care home. 

After body hygiene and sores prevention, food provision was the third staple 

of carers’ bed and body work. It involved delivering three meals a day and an 

afternoon and/or evening snack according to dietary and support requirements. 

Carers needed to pay particular attention to residents with diabetes on no-sugar diets 

and residents with swallowing difficulties on texturized diets and thickened drinks69 

since providing the wrong food or drink to a resident constituted a health and safety 

hazard (Regulation 12). Further, many residents needed support with eating and 

drinking. Some residents needed to be reminded that it was mealtime, and that they 

should remain seated while waiting for their dish; some residents needed 

encouragement because they lost focus or became very quickly tired; and other 

residents needed help with cutting their food, unpacking a snack, or employing the 

right cutlery for the right food. Some needed to be fed as they had lost the upper-

limb strength and dexterity to bring food and drink to their mouth. In line with 

 
69 Food was mashed or liquidised. Drinks were thickened with a powder. There were at least 

three different levels of texturized-food and thickened-fluids (see IDDSI,-2019). 
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Regulation 14, carers were tasked with maximising residents’ food and fluid intake 

to avert the risks of malnutrition, dehydration and weight loss, all of which were 

common among residents. Finally, carers had to record residents’ food and fluid 

intake in the Residents’ Care Plan for monitoring purposes. Recording became even 

more detailed, and carers’ insistence on drinking and eating augmented, when 

residents were placed on food and fluids charts to increase intake as they were 

losing weight or becoming seriously dehydrated. 

Since bodily hygiene, (bed)sores prevention and food and fluids provision 

were all requirements of care from a regulatory viewpoint, carers were prone to 

insist on them with residents even if they refused. While regulation protected 

residents’ right to refuse care (Regulation 11 in CQC, 2015) many residents had 

difficulties expressing themselves verbally and/or were deemed to lack the capacity 

to make such decisions. As per the Mental Capacity Act 2005, carers thus had to 

make best interests decisions in the resident’s stead. This led carers to change a 

resident’s nappy and reposition them in bed even if they moaned and complained, 

or else they would push a spoon on the resident’s lips even if the resident kept their 

mouth shut and turned their head away. Carers could record in the Resident’s Care 

Plan that they had refused to be changed or to eat. However, if they did so, carers 

would have to justify residents’ refusal, especially if they were deemed to lack 

capacity, since, in that case, the responsibility for the provision of safe care (that is 

care which sustained life and prevented avoidable harm) laid with the carer 

(Regulation 12 in CQC, 2015). What is more, carers were legally bound not to 

provide unsafe care even if residents requested it (Regulation 11 in CQC, 2015). 

Concerning bodily hygiene, even if a resident insisted otherwise, this resulted in 

carers being unable to leave a resident in a pad (or bed) soiled with urine and/or 
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faeces or in a position that worsened their sore(s) as this was ultimately unsafe for 

the resident, and could have been interpreted as abuse if the carer was unable to 

demonstrate that the resident resisted or refused to be changed or turned (see 

Regulation 13 in CQC, 2015). In terms of nutrition and hydration, this amounted to 

carers having to keep on providing food and drink to residents at each meal even if 

they had previously refused it. As Chapter 9 will argue, this imperative to provide 

bed and body care to residents created challenges for carers and residents at the 

EOL as residents became more likely to be unwilling or unable to eat, drink, and to 

be changed and turned.  

 

 

6.3 Governance Priority for Care III: Reducing Costs 

 

In the study care homes, the functions to reduce costs were most visible in 

two aspects: the relationship to hospitals, and the low staff wages and levels. On 

the one hand, care homes were strategically positioned to receive old, very frail 

and/or dying adults discharged from hospital and unable to continue living and/or 

dying at home (section 2.3.1.1). As Chapter 9 will argue, this became most apparent 

at the EOL when dying old hospital-patients and care-home residents were hastily 

discharged (back or for the first time) to the care-home, thus bringing together the 

custodial and cost-reduction functions of the English care-home sector (section 

9.2.1). On the other hand, care homes faced high financial pressure due to-the 

chronic public underfunding of the sector (section 3.2.3). This translated into a 

pressure put on managers by providers to contain costs in the administration of each 

care-home. To control staffing levels, pay and productivity remained one of the 
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easiest ways to reduce the production-costs of the care-commodity in/by care-

homes70.  

As previously noted, care-staff’s wages were disproportionately low as 

compared to equally skilled jobs in the public-sector (see CIC,-2021 and-p. 73). In 

this study, most providers did not pay for carers’ sick leave, uniforms nor the 

statutory 1-hour break in a 12-hour shift. Further, staffing levels could be 

manipulated by managers and/or providers to save money when necessity arose. 

Although adequate staffing levels are a safety and regulatory requirement, the CQC 

does not provide any standardised measure, such as fixed residents-staff ratios, for 

what adequate means (see-Regulation 18 in CQC, 2015). 

In the study care homes, residents-carers ratios were 6/8:1 during the day shift 

(8am-8pm) and 10/15:1 during the night shift (8pm-8am). Senior staff are not 

included in this count since they had a supervisory role (Appendix B) and did not 

provide the bulk of hands-on care (Chapter 5). Counting senior staff in, on a day 

shift, there were usually 4-5 carers plus one nurse or senior carer for 30-32 

residents, while on a night shift the count went down to 2-3 carers. When carers 

were respectively a team of four during the day and a team of two during the night, 

the staff teams considered themselves to be short staffed. This was confirmed by a-

rare instance in which a carer was not paid for working a shift because her name 

did not feature on the rota. The carer had realised that the manager had changed the 

rota when checking in for her shift, however she stayed and worked because her 

senior carer asked her to, on the basis that they were short staffed. The manager 

stood by her conscious decision to assign only two as opposed to-three carers to 

 
70 The-regulations described in-this chapter, which had cost-implications for equipment, 

building maintenance, and staff-training, and the very-low level-of automation in care work 

precluded many routes to-the reduction of production-costs. 
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that night shift, even if staff considered those levels to-be inadequate and a-carer 

had worked 12-hours for free in solidarity with-her colleague. 

 

The lack of standardised residents-staff ratios left leeway for providers and 

managers to reduce staff to the minimum while claiming compliance with CQC 

regulation. However, it negatively affected care practice and residents’ wellbeing. 

Reduced staffing levels made it more attractive for senior staff to control residents 

by using surveillance technology or psychoactive medication instead of dealing 

with them by using emotional management techniques (see-Mildred’s case-p. 147), 

with consequences for residents’ sense freedom in the care home (see p. 168). 

Further, as it will be discussed concerning everyday care in Chapter 7 and EOLC 

in Chapter 9, carers themselves identified the high residents-staff ratios as having a 

detrimental effect on the quality of care they delivered and residents’ quality of 

living and dying in the care home (see pp. 194 and 264). Low staffing levels also 

played a role in policing the work vs non-work boundary concerning emotional 

work in care homes, as discussed in the next chapter (section 7.1). 

 

 

Summary 

 

This chapter has analysed the care home governance priorities for care and 

care work and concluded that the care home system is essentially geared towards 

keeping residents alive, keeping them on the care home’s premises, and doing so 

while reducing costs. Cost reduction was primarily in the providers’ interests, as 

the sector faces economic hardship, but tangentially also in the interests of the 
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NHSE (and by extension the English State), as social-care costs were externalised 

to self-funders and Local Authority budgets through the marketisation of care. 

Between the custodial, keeping-alive and cost-reduction aims of care home 

governance there were both mutual reinforcement and tensions. While the custodial 

and cost-reduction aims prioritised caring for residents in the care home, the 

keeping-alive function prioritised the use of NHS hospitals to avoid residents’ 

death. The point of contact of all aims was the continuation of residents’ biological 

lives in the care home, thus avoiding NHS in-patient services, as the keeping-alive 

function envisaged the constant monitoring of residents’ health by senior staff and 

by drawing on affiliated GP practices. Part 2 of these findings chapter builds on 

these considerations to analyse how the study care homes managed residents’ 

dying. Here it is sufficient to say that the objectives of care home governance were 

starkly different from those of staff seen in Chapter 5. The next Chapter explores 

the consequences this conflict had for care work as conceived by providers 

(employers) and as practiced by staff (employees) within the study care homes.  
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Chapter 7: What is Care Work in Care Homes 

 

 

 

Introduction 

 

This chapter explores the consequences of the conflict between staff and 

governance priorities for care work. As argued in Chapter 5, care staff understood 

their work as improving residents’ lives by providing practical help and improving 

residents’ mood and emotions. As outlined in Chapter 6, the strategic aims of care 

home governance shaped care work into bed and body work and supervision and 

control work to ensure residents’ continued survival in the care home. Bed and body 
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work was directed at the maintenance of residents’ health and the avoidance of 

choking on food or drink. Supervision and control work was directed at the 

mitigation of residents’ risk of falling and leaving the care home unaccompanied. 

As residents became (wheel)chair- and/or bed-bound, bed and body work included 

all aspects of supervision and control work since residents could hardly move 

independently and risks of fall or other injuries could be averted by positioning 

residents in their beds, chairs or wheelchairs in the correct way. Care-home 

governance therefore prioritised residents’ safety and survival over their quality of 

life in the care-home. From the senior-staff’s (especially nurse’s) perspective bed 

and body-work was one step removed from the materiality of the-body, as nurses 

and senior carers were mostly responsible for administering oral medication or 

patches71, monitoring health changes, and coordinating access to healthcare through 

the GP practice, district-nurses or the hospital. By contrast, carers (and to some 

extent senior carers) provided the bulk of hands-on care, being the main providers 

of bed-and body work in the forms of bodily hygiene, (bed)sores prevention, and 

eating and drinking. The senior staff’s components of bed and body work played a 

crucial role in the management of residents’ dying and will be thus discussed in 

Chapter 9. The care staff components of bed and body work shaped care work as 

provided during everyday care and are thus discussed in this chapter.  

The chapter argues that, due to governance pressures, care-work was centred 

on bed and body work and included emotional care only to the extent that it fulfilled 

the needs of bed and body-work and was instrumental to it. The consequences of 

this for care-work were twofold. First, carers were not required (and thus paid) to 

 
71 Only nurses could dress pressure sores, change catheters, and give injections. These bodily 

practices were however framed as technical and skilled, thus constituting medical-care as opposed 

to care-work (see Inglesby,-1992).  
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care about residents when undertaking bed and body work. Second, forms of 

emotional management not contributing to bed and body work were not considered 

as (care) work by the employer (provider) and line managers (managers and senior 

staff). As a result, care staff were expected to undertake (and paid for undertaking) 

only a very limited type of emotional labour during everyday care, the rest of the 

emotional management they undertook constituting unpaid emotion work from the 

provider, senior staff and governance perspectives.  

I will argue in this chapter that this had three main implications. First, bed 

and body work without caring about residents was considered an acceptable 

standard of care work (and care) in the study care homes. As argued in Chapter 5 

(p. 137), caring about was a carers’ practice which permeated bed and body work 

in the staff’s understating of care work, not just a feeling. Second, care staff 

developed what I termed ‘distanced’ or ‘empathetic’ caregiving styles which served 

to either reinforce or resist the governance focus on bed and body work and 

instrumental emotional labour. Third, there were both positive and negative aspects 

to the governance exclusion of large swathes of emotional work, including caring 

about and ‘being with’ residents (see Table 1), from the requirements of a carer’s 

job. On the one hand, the non-recognition of emotional work as work (hence as 

emotional labour) by managers and senior staff (line managers) and the-provider 

(employer) translated into less managerial control of carers’ emotions and their 

display. Employing Hochschild’s terminology (2012), providers and senior staff 

imposed less demanding feeling- and display-rules on carers since they were not 

requested to show concern for residents beyond the superficial expression of 

politeness and good manners. On the other hand, a-lot of emotional work was 

undertaken by carers even if not recognised by the provider, senior staff and care-
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home governance. The non-recognition of emotional work as work translated into 

the lack of institutional enablement, support and attribution of value (in both 

symbolic and financial terms) to the emotional labour that carers undertook 

anyway. On top of this, it can be argued that, instead of diminishing carers’ 

emotional workload (as previously argued), the provider’s non-recognition of 

emotional work as work generated more hidden, unpaid emotion work for carers. 

This was both when they adopted the governance’s orientation not to provide 

emotional care to residents, and when they resisted it by providing emotional care 

to residents. On the one hand, if carers adopted an empathetic caregiving style, 

undertaking emotional management and ‘being-with’ residents to raise their quality 

of-life, this was not considered a-skill and not financially remunerated. This was so 

even if, from a Marxist-feminist understanding of (economic) value (section 3.1.2), 

emotional care contributed to the creation of value for the provider. On the other 

hand, if carers adopted a distanced caregiving style, typically not engaging in ‘being 

with’ residents and emotional management unrelated to bed and body work, they 

still had to undertake the emotion work involved in disengaging themselves 

emotionally from the resident due to the emotional and hands-on care of the carer’s 

job. Therefore, carers had to undertake emotion work whether they wished to 

provide emotional care to the residents or not. 

The question of what care-work actually constituted within the care-home 

context is one of the main scholarly contributions of this thesis and has 

consequences for the two other main contributions: how care-homes managed 

dying and what ideal of the good death care homes sought to achieve for dying 

residents. Whether the focus of care-work laid on bed-and-body or emotional care 

was relevant for how staff attended to dying residents, as will be seen in Chapters 
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9 and 10. Further, whether care work included ‘being-with’ residents was relevant 

for cultural expectations of the good death as involving the accompaniment of the 

dying person by those close to them (see section 10.3).  

 

 

7.1 The Prioritisation of Bed and Body Work 

 

As has been shown in the previous two chapters, bed and body care was 

central to both care staff and governance priorities for-care. However, the way in 

which care staff and care-home practice understood it was different. Staff 

understood bed and body work as a means-to care about residents (see Chapter 5), 

while care-home practice understood it as a means to prolong residents’ biological 

lives and comply with health and safety regulations (see Chapter 6). Carers' ethical 

orientation was not shared by the care-home as a system (the care-home 

governance) as it was not enshrined in regulations and not implemented by 

providers, managers and, to a large extent, senior-staff in how they run the care-

homes during everyday care. In-fact, the systematic disregard and marginalisation 

of emotional work as-work involved many of the components of emotional care 

identified in Chapter 5.  

Caring about was an orientation of care work as understood by care staff 

which I qualified as emotional care since its ultimate objective was to improve 

residents’ mood and their perception of their own quality of life. Caring about 

required carers to act on their own emotions/feelings of concern for-residents’ 

wellbeing to make residents feel better about themselves and their lives in the care 

home. However, the techniques through which carers affected residents’ emotions 
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could be emotion-based as much as body-based, as implicit in carers’ claim that-

they cared about residents by caring for their bodies (that is by providing bed and 

body-care). Emotional work/care also involved emotion-based practices directed at 

the modulation of residents’ emotions through the-use of carers’ own emotions. 

These practices were identified in Chapter 5 as emotional management and ‘being 

with’. Emotional management could be directed at the carers’ orientation to care 

about residents or the care home governance’s orientation to keep residents healthy 

and safe through bed and body work. ‘Being with’ was instead directed only at the 

improvement of residents’ days and mood, thus being an expression of carers’ 

ethical orientation to care about residents by definition. In Chapter 5, emotional 

management was described as a technique employed by carers to achieve four 

different aims or functions (section 5.3). In Chapter 5, ‘being with’ was described 

as an activity including a potentially wide range of both emotion- or body-based 

actions whose defining features were to raise residents’ mood for its own sake and 

not to feature any actions related to bed and body care/work (p. 150). The below 

table (Table 2) identifies the four functions of emotional management and the 

activity of ‘being with’ as activities of emotional work and summarise which of 

them were considered as valid components of care work, thus as emotional labour, 

by the different actors in the care home system.  

 

 

 

 

 

 



 

 

185 

TABLE 2. SUMMARY OF WHEN EMOTIONAL CARE WORK WAS CONSIDERED A PART 

OF (PAID) CARE WORK AND BY WHOM 

 

Care home providers, managers and senior staff prioritised bed and body 

work because it was necessary to meet regulations, thereby avoiding troubles and 

achieving a better rating during CQC inspections. To meet regulations, bed and 

body work did not have to be accompanied by caring about residents, nor by 

emotional management when this was not directed at the facilitation of bed and 

body work (and the supervision and control work of mobile residents). As argued 

in Chapter 5 (p. 147), to soothe a resident’s anxiety or agitation could serve to 

 

Activity of 

emotional 

care/work 

Considered as valid parts of (paid) care work 

By carers By senior 

staff 

By providers 

and managers 

From the 

perspective 

of care home 

governance 

Facilitating bed 

and body work 

X X X X 

Soothing a 

resident’s anxiety 

or agitation 

(therapeutic) 

X X 

If it enhanced 

a resident’s 

safety. 

X 

If it enhanced 

a resident’s 

safety. 

X 

If it enhanced 

a resident’s 

safety. 

Fulfilling a 

resident’s request 

for extra 

kindness, 

attention and 

being cheered up. 

X  X 

If connected to 

bed and body 

work. 

 

Improving the 

resident’s mood 

and day for the 

sake of it. 

X    

‘Being with’ 

residents 

X    

 

 



 

 

186 

prevent risks of fall and harm to residents, thus enhancing their safety. In this case, 

the emotional care activity fell within the remit of supervision and control or bed 

and body work and was thus considered as (care) work from the governance’s, 

provider’s, manager’s and senior staff’s perspectives. However, this emotional care 

strategy was particularly time-consuming, and thereby dependent on high staffing 

levels (p. 147). In the study care homes, pharmacological strategies to-deal with 

residents’ anxiety and agitation were much more common (p. 148). Chapter 5 also 

argued that providers and managers expected carers to undertake a minimum of 

emotional work when delivering bed and body care as it increased residents’ 

satisfaction. This included being polite and smiling to residents, but not cheering 

them up or otherwise raising their mood (p. 145). Likewise, senior carer Alina 

explained how, if she smiled to them, residents could be convinced to receive help 

even when reluctant (p. 142), revealing the pressure placed on her by providers and 

managers to deliver bed and body work, through emotional management, even 

when residents did not consent to it at first. In contrast, enhancing residents’ mood 

and day for its own sake was not considered care work by providers, managers, and 

senior staff since, from a regulatory perspective, it did not contribute to making 

residents healthier nor safer (see-CQC, 2015). The same logic applied to spending 

time and ‘being with’ residents, with the presupposition that carers were not paid 

to spend time listening to residents, chatting with them or keeping them company. 

It was not that providers did not see a need for these types of activities, but rather 

that they hired others to provide them. For example, as mentioned on-page 150, 

activity coordinators were tasked with devising social activities, games or music 

events to entertain residents (see-Appendix B), and that was regarded as part of 

their job to chat with residents in the shared spaces of the care home. Activity 
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coordinators however spent far less time with residents than carers, and almost no 

one-on-one time with them in their private rooms (see-Appendix B).  

In sum, from the provider’s, manager’s, senior staff’s and many of the carers’ 

viewpoint, it was not a carers’ job to ‘be with’ residents as this subtracted time from 

bed and body work, which was deemed carers’ proper work task. Critically, this 

view of the remote role of carers concerning ‘being with’ residents contradicted 

societal expectations of the good death as an event accompanied by people close 

and caring about the dying person (Bradbury, 1996). As Chapter 10 will argue, it 

also contradicted the expectation placed on carers by senior staff to do exactly the 

opposite, that is, to care about residents and sit with them, when they were dying. 

From this analysis emerges that emotional work was considered a part of care 

work (and therefore of care staff’s jobs) only when it was instrumental to the 

delivery of bed and body care. During everyday care, providers, managers and 

senior staff considered the provision of bed and body work that was not 

accompanied by caring about residents, ‘being with’ residents and emotional care 

seeking to improve residents’ day and mood to be an acceptable standard of care 

and care work performance. This was so because bed and body work was the only 

essential requirement of care from the governance perspective and it could be 

delivered even when stripped of carers’ ethical orientation to care about residents. 

The emotional aspects of care work which were not functional to, or could not be 

tied within, the provision of bed and body care were not considered to be care work 

by providers and line mangers during everyday care. The next section of this 

chapter explores the consequences this had for carers’ caregiving attitudes and the 

quality of care provided. 
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7.2 Caregiving Attitudes: Distanced vs Empathetic 

 

Care home providers and line managers expected carers to undertake 

emotional work only when it served the purpose of bed and body care. Emotional 

management in the forms of “being with” residents and caring about them while 

providing bed and body work or improving a resident’s mood for its own sake 

through emotional management were not considered as (care) work and not 

expected as work requirements by providers and line managers. This informed 

carers’ attitudes towards their work, which could then be characterised as distanced 

or empathetic. As argued in Chapter 5, while most carers wanted to care about 

residents by caring for their bodies, only some engaged in emotional management 

to raise their mood when this was disconnected from bed and body work, and even 

less engaged in the activity of ‘being with’ residents. In keeping with the 

Foucauldian view of power adopted in this thesis (pp. 69-and 90), this can be 

interpreted as the degree to which the discourse of care home governance was 

internalised and self-implemented by care staff. This same view of power is adopted 

when analysing whether distanced or empathetic caregiving attitudes reinforced or 

resisted the governance focus on bed and body care. In what follows, I explain what 

I mean by distanced and empathetic caregiving attitudes or styles, based on my 

analysis of the data collected in the study care homes. Crucially, the exploration of 

carers’ choice to distance themselves emotionally from residents or to seek 

emotional intimacy with them revealed carers’ necessity to negotiate personal 

boundaries while caring for or about residents. This adds another layer to the issue 

of whether emotional care was (and should be) considered a work requirement (thus 

emotional labour) or not (thus emotion work). As Chapter 10 will explore, that 
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carers voiced the necessity to set emotional boundaries raises the ethical question 

of whether asking them that they undertook emotional labour by sitting with dying 

residents was a warranted request or not.  

 

 

7.2.1 Distanced care as adaptation to the care home 

system 

 

During fieldwork, distancing could mean several things within care-work. 

For some carers, it meant the need to set and maintain boundaries because residents 

could be abusive and lash out-at them when they were in-pain, which frequently 

happened as residents’ condition deteriorated at the EOL (see Darren’s quote-on 

page-281). Often care staff would point out the need to distance themselves and 

partially disengage emotionally when they felt unduly attacked by residents. This 

helped them not feel personally wounded by residents and enabled them to continue 

to provide the care they deemed necessary: 

 

“we moved him [a former resident, Simon] on to a nursing home 

and he was-still calling the-new carers [Darren, carer] because I’d 

spent so much time with him, because he would just ring his bell 

constantly and he was difficult, really difficult. In-the end he went to 

whack-me, bear in-mind he was a-big like 15, 16-stone man, he-threw 

a call bell in my face, went to hit me and all the time all I was ever 

trying to do was help him. Yeah, it-was hard, it-was hard.  Not one of 
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my better times-in care, to-be honest.” (Darren, carer, 30s, from 

interview) 

 

 “Some of the residents can be very demanding and very rude. I 

can take that with a pinch of salt but when you get a bombardment of 

it sometimes it can be a bit soul destroying when all you’re trying to 

do is help and be nice” (Sue, carer, 50s, from interview) 

 

At the same time, care staff also pointed towards the emotionally demanding 

nature of the job as a reason to reduce emotional engagement with residents. When 

asked about care work, carer Christina described its emotionally demanding nature 

and the ways in which she decided to disengage to protect herself. 

 

“When I go out of that door now [she looks at the main 

entrance] I leave everything behind. Before no. I used to go home and 

still think about it… Now I just do my best and I know that I do my 

best, and that’s it. At the beginning, I dreamt about them. Really. 

Nightmares. Especially when they died.” (from fieldnotes) 

 

In this quote, Christina revealed how she could not help but be affected by 

residents’ dying. It was precisely because residents affected her emotionally that 

she sought to disengage from thinking about them and having close interactions 

with them, conforming to de-Waal's (2009) understanding of empathy as an 

automatic process that humans can choose to pre-empt or block (see-p. 139). 

Carers’ draining of energy was therefore due not just to the work requirement of 
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being polite and smiling towards residents, often in conditions of low staffing levels 

and overwork due to long hours (see-quote below-p. 191), but it was also due to the 

very emotional nature of the job itself. It was the sheer fact of dealing with people 

whose bodies (and often minds) were disintegrating and whom they often saw dying 

in the care home that routinely affected carers and constituted the emotionally laden 

character of their job. Carer Darren was also concerned with his emotional reserves 

and his capacity to deal with residents’ pain, and he contended that emotional 

distance was precisely what enabled him to be a better carer and progress in the 

care industry.  

 

“As much as I-like the residents, I don’t get emotionally 

attached to them, or-anything like that. It’s my way, it’s my security 

blanket, it’s my way of just, well, yeah, just not being attached. ‘Cause 

you can imagine all-the people you have to look after, if you’re 

attached to every single one of them you’d be a-mess all the time.  I 

want to progress-in this career, so-I don’t want to-be – it’s not 

weakness, it’s just like what good am I if I’m crying every time a-

resident passes away?” 

 

Darren’s strict rhetoric of distancing was directly proportional to the degree 

to which (at least some of) the residents’ deaths affected him (see-p. 324). Christina 

and Darren’s cases revealed that care staff could feel unsupported by providers and 

line managers in dealing with the emotional impact of residents’ dying. In the face 

of such feelings of abandonment Darren’s ‘take home’ message from the care 

home’s management was that his goal was to make residents physically 
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comfortable by sticking to the care home’s “rules” and not to get emotionally 

affected by them72. Emotional involvement with (at least some of the) residents was 

however an aspect which Darren could ultimately not avoid as was patent from his 

sense of impotence and frustration when a resident chose to accelerate their death 

through self-dehydration and - starvation, as shown-in Chapter 10 page 324. 

Christina’s and Darren’s examples demonstrate how, for carers, even to distance 

themselves emotionally from residents required some emotion work. Given the 

impossibility not to be affected by residents due to the physical proximity and 

hands-on nature of care, carers adopting distanced caregiving styles still had to do 

the emotion work of resisting being affected by residents. This was the case 

because, as evolutionary biologist Franz de Waal explains (see-p. 139), most 

humans are wired to be affected by the suffering of other humans (hence to feel 

empathy) unless they do not expose themselves to this possibility (which in the care 

home context would amount not to provide bed and body care) or try to actively 

repress some thoughts or emotions once exposure took place (see Darren’s 

technique of the “security blanked” and Christina’s not thinking about residents 

when she is not working). 

As a way of coping with the emotional demands of the carer role, both 

Christina’s and Darren’s ways to interact with residents were task-oriented. They 

did what they, the provider, manager and most senior staff, considered to be their 

job: to provide bed and body care and do it while fulfilling the residents’ request 

for politeness, extra attention, or a smile. These distanced caregiving attitudes and 

practices espoused the ‘bed and body’ discourse of care and care work professed 

 
72 Another carer reported that in a care home she previously worked the manager prohibited 

carers from hugging residents. 
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by care home governance. As long as residents were safe and clean, and they did 

not complain, Christina and Darren felt that they had done their job. This also 

included curtailing the time they spent in residents’ rooms to the provision of bed 

and body care, cutting conversations short, and ignoring or declining residents’ cues 

or explicit requests for the carer to stay and listen to them. Everyone knew this was 

Christina’s and Darren’s attitude to care work, senior staff and managers included, 

and this was accepted as a good-enough standard of care. 

On the other hand, there were carers and senior staff who considered 

distanced care to be suboptimal. One of them was senior carer Alina, who 

mentioned the management’s tolerance of distanced attitudes among staff as the 

main reason, beyond low pay73, for her job frustration and wish to change her line 

of employment. Staff with distanced caregiving styles continued to be hired because 

they were critical in ensuring staffing. The difficulties managers had in hiring and 

retaining staff translated into inadequate staffing levels (see-p. 176) or adequate 

staffing levels with suboptimal or overworked and fatigued carers. Overwork and 

fatigue, not just personal attitudes, could in fact drive the adoption of distanced 

caregiving styles.  

Overwork and fatigue for staff could come from multiple sources. A carer 

such as Erica worked every day of the week for 12 or 6 hours a day by having 

different contracts with different homes. Her senior carer Grigore commented that 

the overwork made her overly nervous and distracted with residents. Many other 

carers worked four or five days (or nights) in a week, sometimes in a row. Retaining 

distanced caregiving staff could also become a vicious cycle. As Alina’s case 

 
73 A senior carer’s wage was only marginally better than that of a carer (see Appendix B). 

Alina deemed the wage differential not to justify the increased responsibilities of senior carers as 

compared to carers. 
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evidenced, distanced care-work contributed to low job satisfaction and morale 

among carers, thus ultimately driving workers out of the care industry. At the same 

time, the lack of carers and the related low staffing levels contributed to overwork, 

thus driving the adoption of distanced caregiving styles among carers. Therefore, 

distanced caregiving attitudes were also driven by organisational factors such as a 

small pool of overworked staff or low staffing levels. As the quotes below show, 

some care staff decided to work only part-time or only occasionally as they felt that 

long hours drove down their work performance, desensitised them to residents’ 

needs, and ultimately was not sustainable: 

 

“‘On the fourth day in a row, you really get tired and the care 

you give, it gets worse. You’re sort of less focussed, always 

laughing… Mind you, a laugh isn’t bad, but it also means you’re very 

tired… and not really there for the residents’” (Chris, part-time carer, 

30s, from fieldnotes) 

 

“I understood after a few months that I needed a work balance. 

I’m bank staff now and the off licence part-time. This work is good, 

but mentally challenging. You need to find some balance inside. 

Otherwise, you stop caring about them [residents] or you get 

drained” (Maud, occasional carer, 40s, from fieldnotes) 
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7.2.2 Empathetic care as resistance to the care home 

system 

 

Notwithstanding the systemic pressures and the care home governance 

discourse outlined in Chapter 6, carers could be active agents in producing meaning 

for themselves and the residents within the care relationship as shaped by the care 

home system. This meaning could take the form of an empathetic and relational 

style of care, which involved shared intimacy with the residents, the wish that 

residents kept on living (see Chapter 9), and the creation of adequate endings (see 

Chapter 10). As stated by many carers in Chapter 5 (p. 131), empathetic caregiving 

could be accompanied by an enduring sense of reward and personal growth for 

carers. Carers endorsing empathetic caregiving attitudes thus produced and upheld 

a discourse of care and care work alternative to that of care home governance and 

enabling practices alternative to those promoted by care home governance. 

As senior carer Alina described it, an empathetic caregiving attitude involved 

carers’ being receptive and attuned to residents’ physical and emotional states even 

when they could not express themselves verbally. Care staff’ receptivity and 

openness towards residents, that is empathising with them, was based on carers’ 

wishes to care about residents through caring for their bodies (see-p. 137). 

 

“To be honest, I didn't know I was so caring for somebody. I 

love my daughter and she's just my biggest love, but this was a 

different kind of love. I think with relationships people think 'oh it's 

either romantic or sexual' or you've got your Mum and Dad 

relationship or friends, but there's so many types of relationships you 
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can have with somebody, and connections, I think. [Rosie, resident] 

taught me so many things and to be patient just by her face. If we were 

rushing her a little bit to put her top on or whatever and her skin was 

so, so fragile, if you forced a little, it would break, so you had to be 

very gentle. She taught me to be gentle and just to be really, really 

caring.” 

 

As Alina highlights, empathetic caregiving attitudes and styles were 

fundamentally relational. Rather than seeking to set boundaries and emotionally 

distance themselves from residents, carers accepted that they would be affected by 

residents’ emotions and behaviour and that this would enable them to assume their 

point of view, conforming to de Waal’s understanding of how empathy works (see-

p. 139). Senior carer Alina learnt from resident Rosie how to be patient and caring 

because she was receptive to Rosie’s distress when she pressured Rosie to change 

her clothes quickly and inadvertently tore her skin74. Alina empathised with and 

understood Rosie’s needs for extra kindness, attention, and care, and (re)acted to 

meet them. Carer Sarah too adopted an empathetic caregiving style because she 

thought that this was what residents needed. Sarah stressed how it was inevitable to 

be affected by residents on both an emotional and physical level when caring for 

them and while caring about them. For Sarah this mixing of physical and emotional 

closeness was part of what made care ‘good care’, and a care worker a ‘good care 

worker’.  

 

 
74 Implicitly, Alina acknowledges here-how time-constraints due-to suboptimal staffing 

levels affected her-work. 
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“you’ve got to be prepared to be touched anywhere that you’re 

likely to be touched when you’re giving personal care. We’ve a lady 

who when I was washing her the other day, I gave her a flannel and 

let her wash me at the same time, because it made her feel comfortable 

about being washed. You’ve got to accept that bit. If you’re doing that 

to her, she wants to do it to you as well. You’ve got to be able to go, 

‘Okay, this is fine, this is going to happen’. If it makes her feel better 

about what’s happening, does it matter that she’s putting a bit of 

water on me?” 

 

On the flipside, empathetic caregiving attitudes exposed care staff to both great 

rewards and great sorrows when residents inevitably died: 

 

“Her dementia [Rosie’s, resident] was very, very progressed. 

But whenever I had a bad day, she was so motherly, very caring and 

she was sitting in the armchair, and I would just go and put my head 

on her lap and she would stoke me and her hands were so soft. I 

would go to her and she was healing me. […] I know that was the 

most difficult death for me.  I couldn't even talk about it before 

because I had such a close connection with her” (Alina, senior 

carer, 40s, from interview) 

 

Empathetic caregiving attitudes such as Alina’s and Sarah’s could be 

conceptualised as resisting the care home governance prioritisation of bed and body 

work over the emotional and relational aspects of care. However, this resistance 
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came at a price. As Alina remarked75, she was not paid enough to keep fighting 

against the manager and some of her colleagues for the residents’ sake. The low 

pay compounded Alina’s frustration with the manager’s inaction concerning the 

disciplining or dismissal of ineffective carers who were instead assigned multiple 

shifts due to staff shortages. For Alina, distanced caregiving attitudes were not 

enough to respond to residents’ needs. At the same time, she knew that not everyone 

would have adopted an empathetic caregiving style for such a low wage, and 

managers had difficulties in finding and retaining good staff. Frustration with this 

situation ultimately pushed her to long and plan for a career change in a different 

sector. 

 

 

7.2.3 Cheltenham Lodge 

 

Although there was considerable homogeneity between the care homes in this 

study, Cheltenham Lodge often stood out as an outlier care home. Cheltenham 

Lodge was the only care home that recognised all kinds of emotional care (see Table 

2) and caring about residents as emotional labour and as an integral part of care 

work. As manager Frances described it, residents’ emotional wellbeing was an 

objective of care work at Cheltenham Lodge. Frances was aware that carers needed 

to feel good in themselves and while on the job in order to support residents 

emotionally: 

 
75 “You say something important to the management and they don’t take action. Then there 

is always that disappointment, that having to deal with things feeling like: ‘I’m underpaid, I can’t 

deal...’” 
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“it's a feelings-based home, so it's very much based on 

emotional security. We take great pride in our clinical care, but that 

shouldn’t be the first thing that strikes you when you come in. You 

should be aware that people are happy, they are occupied and they 

feel well in themselves and the staff should be the same as well” 

(from interview) 

 

The consequences of such as organisational approach towards caregiving 

attitudes and practices were described in Chapter-5 when discussing how carers 

employed emotional management techniques instead of drugs to keep resident 

Mildred safe (p. 147). Crucially, at Cheltenham Lodge activity coordinator 

Samantha saw her role not just as organising residents’ free time, but as spending 

one-on-one time with those residents showing symptoms of agitation and anxiety, 

thus averting the use of psychoactive drugs to calm them (p. 146). For this reason, 

manager Frances preferred to call Samantha’s role the “wellbeing navigator”. 

Frances and Samantha were on the same page concerning the use of emotional 

management and care rather than medical solutions, what they called “feelings-

based” practise, to keep residents safe, provide comfort and enhance their mood. 

This attitude and approach permeated through the staff at Cheltenham Lodge, all of 

which were committed to emotional management and sustaining personal and 

emotionally close relationships with the residents. In this care home, most carers 

felt emotionally involved with residents to the point of describing them as ‘family’ 

and their jobs as carers as a ‘non-job’ because they loved doing it. As Chapter 10 

will show, this became especially apparent and relevant in how carers physically 
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comforted residents at the EOL and how crying for a resident’s death was not 

viewed as unprofessional by manager Frances – both of which did not happen in 

any of the other study care homes. 

 

 

7.2.4 Consequences for care work 

 

Although many care staff considered distanced caregiving to be suboptimal, 

providers and care home managers (and some senior staff too) deemed it to be an 

acceptable standard of care. In contrast, empathetic caregiving was considered a 

personal choice by the provider and line managers, or else discounted as 

unprofessional. This had both positive and negative implications. On the one hand, 

the fact that carers could independently choose whether to care about residents or 

not limited the number of feeling- and display-rules they had to follow when 

undertaking emotional labour as demanded by the employer (see Hochschild, 

2012). Carers were required to show a smile or express kindness by providers and 

line managers, but it was overtly accepted that this was only a ‘display’ of emotions, 

without feelings and associated actions of concern for the resident. Carers thus had 

more freedom of choice and expression without the work requirement to care about 

residents and engage in emotional management or ‘being with’ residents to improve 

their day and mood. On the other hand, those carers who wanted to care about 

residents and provide non-instrumental emotional care, and therefore adopted an 

empathetic caregiving style, found themselves totally unsupported by providers and 

line managers in doing so. Having invested in caring about a resident, and 

providing them with empathetic care, care homes offered no counselling or 
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bereavement services for carers, nor the possibility to attend residents’ funerals as 

part of their paid work. Further, low staffing levels could undermine carers’ ability 

to provide bed and body care to the standard they wished, that is, as infused by 

caring about residents as people, spending time “being with” them and using 

emotional management techniques to improve their quality of life in the care home. 

With only one notable exception, that of Cheltenham Lodge, emotional care was 

not recognised as integral and structural part of care work. This produced 

suboptimal standards of care, as argued in Chapter 5 (p. 148), but it also 

individualised emotional management as unpaid emotion work: a personal choice 

for which the provider took no responsibility and provided no support nor 

remuneration. Denying the status of (paid) work, that is of emotional labour, to 

emotional care was also to deny that any interpersonal skills worthy of financial 

compensation were involved in it.  

 

 

7.3 The Predicament of Care Work in Care Homes 

 

There was a double bind concerning the emotional aspects of care which were 

not instrumental to bed and body work (see Table 2). On the one hand, emotional 

care was not considered work, thus pushing care staff to pay ‘lip service’ by 

adopting a distanced caregiving style and engage only in the instrumental aspects 

of emotional care. On the other hand, when staff adopted an empathetic caregiving 

style (beyond those at Cheltenham Lodge) this was not acknowledged as work nor 

as a skill and was thus not supported nor remunerated by the provider. Cheltenham 

Lodge appears an example of good practice in that virtually all carers freely and 
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openly adopted an empathetic caregiving style and wages were marginally higher 

than average. However, when looking at the care home sector from a systemic 

viewpoint the fact that care work is low-paid and caring skills are lowly 

remunerated – if at all since they are usually not recognised as skills – persist. At 

best, carers were (poorly) paid to undertake the emotional work instrumental to bed 

and body care. In-line with the absence of the requirement or expectation to provide 

non-instrumental emotional care, carers were not paid to undertake non-

instrumental emotional work since most providers, managers and senior carers did 

not request nor expect it and did not consider it a requirement of care provision nor 

care work. It could be argued that this had two consequences. First, the non-

recognition of non-instrumental emotional work as work left carers free to choose 

whether to undertake it or not. Second, from the perspective of a Marxist-feminist 

understanding of economic value (section 3.1.2), carers providing non-instrumental 

emotional care were more exploited (because paid the same for undertaking more 

work and producing more value for the employer) than carers not providing non-

instrumental emotional care. The following analysis argues why both claims are 

imprecise, revealing the predicament of care work in care homes to be the 

impossibility for carers not to engage in non-instrumental emotional work and, at 

the same time, to be recognised for undertaking it from a practical, financial and 

symbolic viewpoint. 

 

Drawing on Hochschild (2012), it could be argued that the (prevalent) 

exclusion of emotional care from care work leaves workers more free to set their 

own personal boundaries and adopt empathetic or distanced caregiving styles, that 

is, to decide whether to undertake both instrumental and non-instrumental 
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emotional work (empathetic) or only instrumental emotional work (distanced). 

Hochschild (2012) would see the reduction of emotional labour, namely emotion 

work recognised and remunerated as paid work, as a positive feature since she 

considers emotional labour to be fundamentally alienating for any worker. The 

issues of carers’ autonomy in negotiating personal boundaries with residents is 

important and the lack of provider’s and line manager’s attention to carers’ 

emotional burden had been noted in this chapter (see-p. 191). However, I contend 

that the non-recognition of emotional work as work does not translate into more 

freedom and less workload for carers due to the emotional nature of their job. The 

lack of recognition of non-instrumental emotional work as (care) work by 

providers, managers and most senior staff provides only limited advantages for 

carers since, in most cases, they have to engage in it anyway, whether recognised 

or not.  

As argued in this chapter, care work fundamentally is an emotionally laden 

and relational job that cannot exclude physical face-to-face interactions between 

carers and residents. As such, carers expose themselves to being emotionally 

affected by residents whether they wish to embrace and respond to it (adopting 

empathetic caregiving attitudes) or not (adopting distanced caregiving attitudes). 

This is so since the human capacity for being emotionally affected by other humans, 

or empathy as de Waal calls it (p. 139), is an automated process in most people 

requiring them to actively repress it or avoid exposure to situations likely to trigger 

it (de Waal, 2009). However, for carers not to expose themselves to situations 

triggering emotional affection was impossible while working. It was inherent to the 

care (work) relationships that residents asked for help, as help was vital for them to 

live, and that requests for practical help were intermingled with residents’ 
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emotional and/or physical suffering (see-Alina’s experience on-p. 198 and-Sue’s 

quote-on-p. 144). As a result, the only option left to carers not wishing to engage in 

non-instrumental emotional work was to adopt emotionally distancing techniques, 

such as providing task-oriented bed and body care to reduce exposure (p. 192) and 

driving away emotions and thoughts related to residents (and their suffering) to 

avoid feeling for them (p. 190). This was however work in itself, albeit hidden and 

unpaid. Carers such as Christina and Darren had to repeat this emotional work daily, 

both during and after work, since exposure to residents and their suffering could be 

reduced, but not altogether avoided. Carers adopting a distanced caregiving style 

undertook distancing emotional work for both their own and the residents’ sake 

since it allowed them to deliver higher work performances (see-Darren’s quote-p. 

191) and to regenerate their capacity to work on the next day/shift (see-Christina’s 

quotes-on saving her energies and stop thinking about residents at home to be able 

to-work day-in day-out, on-pp. 144 and 190 respectively).  

Distancing emotional work was different from the instrumental emotional 

work which facilitated bed and body care and met the residents’ requests for 

politeness or an extra smile when receiving it (see Table 2 and section 7.1 for-a 

detailed description) for two main reasons. First, while instrumental emotional 

work involved only the carers’ management of residents’ emotions, distancing 

emotional work involved the carers’ management of both their own (p. 190) and 

the residents’ emotions (to the extent that residents demanded carers to go beyond 

the provision of task-oriented bed and-body work see-Sue’s quote-p. 144). Second, 

providers and line managers recognised the contribution of instrumental emotional 

work to bed and body care, thus to care work (see section 7.1), but not that of 

distancing emotional work. Therefore, distancing emotional work was not 
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recognised by the provider, manager nor senior staff as (care) work. Yet it was an 

essential and inescapable component of care work for those carers wishing to set 

emotional boundaries with respect to residents’ emotions and requests for 

emotional care. If they wished to distance themselves emotionally from residents, 

carers were not free not to undertake distancing emotional work since the potential 

to be affected by residents’ emotions was inherent to their employment as carers. 

The only possibility for carers wishing to set emotional boundaries without 

undertaking distancing emotional work was to quit their jobs as carers. Therefore, 

carers engaging in distancing emotional work considered it to be critical to their 

work and ability to work as carers. 

 

Distancing emotional work was not recognised as (care) work, yet carers 

undertaking it did so to ameliorate their work performance, as defined by the 

provider’s focus on bed and body (see-section 7.1), because it was precisely this 

emotional distance which enabled them to work day in, day out (see-p. 204 above). 

Thus, from-the viewpoint of a Marxist-feminist understanding of economic value 

(see-section 3.1.2), distancing emotional work too produced value for the provider, 

but without carers being remunerated for undertaking this task allowing them to 

deliver what the provider recognised as the valid component of care work, that is 

bed and body work. As a result, the argument that, based on Hochschild's analysis 

(2012), the non-recognition of non-instrumental emotional care-work as work 

(emotional labour) lets carers free to decide whether to undertake non-instrumental 

emotional care-work or not is reduced in scope. Carers could decide whether to 

adopt distanced or empathetic caregiving styles, however both of them involved 

unpaid non-instrumental emotional care-work. The margin of freedom left to the 
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carer about whether to undertake non-instrumental emotional care-work or not was 

substantially reduced by the fact that even carers wishing to engage only in 

instrumental emotional care still had to undertake substantial distancing emotional 

work (on themselves and the resident) to deliver it.  

 

Further, both distanced and empathetic caregiving styles generated value for 

the employer (see-p. 209 above). In light of this, the argument that carers adopting 

distanced caregiving styles were less exploited by the employer than carers 

adopting empathetic caregiving styles, because paid the same as empathetic carers 

for undertaking less work and delivering less care than empathetic carers, is also 

reduced in scope. As opposed to undertaking any or minimal emotional work, 

distanced carers still had to manage their own emotions to a great extent in order to 

deliver a work output which was deemed satisfactorily by the employer. Therefore, 

distanced carers were still substantially exploited by the provider’s non-recognition 

(and lack of remuneration) of non-instrumental emotional care-work. 

On the other hand, it can be argued that carers adopting empathetic caregiving 

styles generated even more value for the employer as they increased the quality of 

care delivered as-well-as the residents’ (and their relatives’) satisfaction with the 

service. This observation is justified by the fact that almost any provider, on their 

websites and promotional flyers, advertised themselves as providing compassionate 

and sensitive care (though in my view only Cheltenham Lodge came close to this 

promise). Therefore, providers expected carers to-give empathetic non-

instrumental emotional care to-residents and ultimately monetized this, even if they 

did-not support carers in adopting empathetic caregiving styles . Nor, for that 

matter, did they acknowledge that distanced caregiving styles, themselves 
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involving substantial emotional work deserving of institutional support, were also 

a legitimate option for carers. 

 

The preceding paragraphs laid the basis for an evaluation of the non-

recognition of non-instrumental emotional care as work across both distanced and 

empathetic caregiving attitudes. The predicament of care work in care homes was 

that it was impossible for carers not to undertake any form of non-instrumental 

emotional work. Equally, they were not recognised for undertaking it from a 

practical, symbolic and financial viewpoint. This was the case because care home 

providers, managers and senior staff did not recognise non-instrumental emotional 

care-work, whether empathetic or distanced, as care-work deserving of practical 

acknowledgement as well as symbolic and financial reward.  

The chapter has demonstrated that the provision of non-instrumental 

emotional-work (section 7.1.) and carers’ adoption of empathetic caregiving styles 

were not considered as valid components of care-work and work requirements from 

the perspectives of governance, providers and line managers (section 7.2.2). 

Further, the previous paragraphs argued that even carers refusing to engage in non-

instrumental emotional care and adopting distanced caregiving styles still had to 

undertake substantial amounts of emotional work in order to deliver bed and body 

care in a distanced manner. Therefore, it was impossible for carers not to engage in 

any form of non-instrumental emotional work. At the same time, non-instrumental 

emotional work, in both its distanced or empathising functions, was not recognised 

as (care) work at a practical, symbolic or financial level. 

At the practical level, this meant that single care homes did not provided 

organisational support to carers for the consequences of undertaking distancing or 
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empathising emotional work (see-pp. 191, 200) nor enabled carers wanting to adopt 

an empathetic style to provide non-instrumental emotional work. In fact, overwork 

and low staffing levels severely limited carers’ capacity to be sensitive to residents’ 

emotional needs (see-occasional worker’s quotes-on p. 194) and to spend time in 

their company without providing bodily care (see-Chapter-5-p. 150). On top of this, 

senior staff tended to discount the importance of emotional care and keeping 

residents’ company (or ‘being with’) during everyday care, assigning carers to other 

tasks which they considered more important (p. 150). 

At the symbolic level, the non-recognition of non-instrumental emotional 

work translated into a lack of organisational and societal acknowledgement for the 

carer’s role within care homes. Some carers reported not feeling valued by their 

employer and manager even when they achieved a high rating following a CQC 

investigation. Carers lamented that while the manager received a “big bonus” for 

achieving an outstanding CQC rating (the highest rating available), they received 

no formal thanks from the manager nor any other provider’s representative. The 

only superior that congratulated them was their nurse or senior manager76. 

However, carers felt that an outstanding CQC rating was largely thanks to their 

work, specifically including their non-instrumental emotional labour. Many carers 

also lamented that most relatives struggled to appreciate the amount of work 

required, both physically and emotionally, to keep a resident clean and as 

comfortable as possible. They observed that most of a carer’s work was hidden, as 

it happened in the privacy of residents’ rooms, and that relatives tended to-notice it 

only when it failed to meet expectations (see-also fieldnotes extract-in Chapter-10-

 
76 Senior carer Constance bought chocolates for the four carers who were on-duty on the day 

of the CQC inspection. 
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p. 332). Moreover, virtually all carers were aware of the low social status of their 

occupation and the negative coverage it received in the media (see Grist-and 

Jennings, 2020).  

At the financial level, the non-recognition of non-instrumental emotional 

work as work translated into the dismissal of the skills required to provide it as 

something carers did ‘naturally’, and the consequent devaluation of care work as an 

unskilled and low wage occupation (see section 3.1.1). In this respect, there was 

continuity between the non-recognition of non-instrumental emotional work as 

work in the study care homes, and the wider systematic devaluation of feminised 

caring skills in Western capitalist societies (see section 3.1.1). The incongruities 

and exploitation that this denial produced in the study care homes were evident 

when applying a Marxist-feminist understanding of economic value to the analysis 

(section 3.1.2). From the viewpoint of Marxian value-form theory (see-Pitts,-2021 

on-p. 76), carers’ non-instrumental emotional work produced value for the 

employer, despite it not being recognised by senior staff, managers and providers 

as part of care staff’s work. When carers cared about residents and were attentive 

to their needs, as Alina did with Rosie (p. 198), this empathetic caregiving style 

made a difference not only to the residents, but also to providers, who derived profit 

from it. The care-commodity produced by care staff was better, enabling providers 

to sell it at a higher price than the care-commodity sold by competing providers. 

That a care home offered a good service heavily relied on carers and how they 

related to residents, and it was something – value, in Marxian terms – that providers 

ultimately monetised, with care work in care homes being directly market-mediated 

(DMM). In a context in which providers needed to compensate for chronic public 

underfunding by raising self-funders’ fees (see section 3.2.3), they also needed to 
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justify the raise to customers. Such justification relied on providing a service that 

was good not only by CQC regulations standards (which was essential), but also 

according to residents and their families. Therefore, contrary to the Hochschild-

inspired claim (p. 202) that empathetic emotional care was not work because it was 

not required by the provider, from the viewpoint of value in commodity production, 

empathetic care-givers produced even more value for the provider without being 

remunerated for it. Further, as previously argued (p. 205), distanced caregiving also 

contributed to the production of value for the provider. Distanced caregiving was a 

style that carers adopted in order to be able to continue to work as carers; that is, to 

deliver the bed and body work and instrumental emotional labour recognised as 

care work by employers. The claim that distanced emotional care was not work 

because it involved carers’ refusal to provide non-instrumental emotional care was, 

therefore, also faulty from the viewpoint of value in commodity production, 

because carers adopted distancing precisely in order to continue producing value 

for the employer in terms of bed and body work and instrumental emotional care 

(which the employers themselves identified as the only valid components of care 

work).   

 

Both distanced and empathetic caregiving styles were reactions – albeit 

different ones – to the same denial of the status of non-instrumental emotional care 

as work by the providers. Further, both styles required carers to manage their own 

emotions, not just those of the residents. Drawing on Marxist-feminist social 

reproduction theory (SRT) (see-Fortunati, 1995 and-Gonzales, 2003 on-p. 77), it 

can be said that carers’ management of their own emotions – whether by 

emotionally distancing themselves from residents or empathising with them – was 
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what enabled carers to work and produce value for the employer, whether by 

delivering only instrumental or both instrumental and non-instrumental emotional 

work at the same time as body work. This highlights a crucial issue in the 

relationship between indirectly market-mediated (IMM) social reproduction work 

and economic value within the capitalist mode of production.  

The relationship between non-instrumental emotional work and bed-and-

body work in the care home system reflects the relationship between IMM social 

reproduction work and economic value within a capitalist society such as the 

English one. When not commodified, that is IMM, the work that contributes 

indirectly to the production of value by providing the necessary conditions for 

commodity production, namely social reproduction work, is not remunerated, and 

thus not considered as work, (see-p. 73). This section has argued that non-

instrumental emotional care-work contributes directly to the production of the care-

commodity and economic value for the employer (p. 209). However, care home 

providers, managers and senior staff do not recognise non-instrumental emotional 

care-work as work deserving of practical, symbolic and financial reward (p. 207). 

By recognising only bed and body work and instrumental emotional work as valid 

components of care-work, these actors cast non-instrumental emotional care-work 

as only enabling as opposed to enabling and constituting the activity producing 

(economic) value, namely (care) work. There is thus a parallelism between how the 

capitalist mode of production fails to reward IMM social reproduction work and 

how care home providers, managers and senior staff fail to reward DMM non-

instrumental emotional work. In both cases, the labour which enables the 

production of economic value by providing the necessary conditions for 

commodity-production – for instance IMM reproduction work generating the well-



 

 

212 

fed worker and DMM non-instrumental emotional work generating the non-drained 

carer able to provide body work – is not retributed and recognised as work. In both 

cases, from the viewpoint of economic value as understood in Marxian value-form 

theory (Pitts, 2021) and Marxist-feminist SRT (Gonzales, 2003) (section 3.1.2), the 

disregard of IMM reproduction work and DMM non-instrumental emotional work 

as (paid) work translates into the overexploitation of those undertaking it (mostly 

women), since it is both unpaid and compulsory. As noted on-page 205, the only 

viable option for a carer to stop undertaking non-instrumental emotional work is to 

quit employment. Likewise, to stop undertaking IMM reproduction work such as 

cooking, bathing or sleeping in a clean bed (or helping others to do so) can seriously 

threaten one’s own’s and/or other peoples’ lives in the absence of alternatives. 

Therefore, the parallelism between how the capitalist mode of production fails to 

reward IMM social reproduction work and how care homes fail to reward DMM 

non-instrumental emotional work is explained by the lack of incentives to pay for 

a type of labour which people will undertake anyway, because obliged by 

circumstances. This is however not without issues and comes at a cost for people at 

the giving and receiving end of IMM social reproduction work77 and DMM non-

instrumental emotional care work in care homes. These points will be revisited in 

the conclusion to this thesis (p.-372) in relation to the role of non-instrumental 

emotional care work at the EOL. 

 

On the other hand, in this study many carers did not perceive themselves as 

exploited by their employers (the providers) on the grounds that their empathising 

or distancing emotional work was not remunerated. Some carers reclaimed that 

 
77 See Dowling (2021) for an example. 
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empathising with residents and providing non-instrumental emotional care gave 

meaning to their job as carers (Sarah’s and-Alina’s quotes in Chapter-5-p. 131). 

Other cares instead reclaimed the need to establish personal boundaries by 

distancing themselves emotionally from residents as a personal survival strategy 

(Christina’s quotes on and p. 137) and an essential occupational skill as carer 

(Darren’s quote-p. 191).  

 

 

Summary 

 

This chapter has argued that the contradictions between staff and governance 

priorities for care work shaped care and care work in the study care homes. The 

prioritisation of bed and body work limited emotional care to an instrumental and 

subsidiary role, driving down quality of care and favouring the adoption of 

distanced caregiving styles. The non-recognition of non-instrumental emotional 

care as work (section 7.1) had detrimental effects on workers, both those willing to 

adopt empathetic caregiving styles (section 7.2.2) and those willing to adopt 

distanced caregiving styles (section 7.2.1).  

Care staff in both groups (distanced and empathetic) were left to their own 

devices when dealing with the emotionally laden character of caring for ill and 

suffering very old adults, especially as they reached the EOL and died (pp. 189-

and-197). Furthermore, there was a vicious circle between low staffing levels and 

overwork on the one side, and the adoption of distanced caregiving attitudes on the 

other. The practical difficulties in providing emotional care caused by low staffing 

levels and overwork drove the spread of distanced caregiving attitudes among 
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carers, but this, in turn, amplified job dissatisfaction among carers, thus driving low 

staffing levels (p. 193). These negative effects on care staff were compounded by 

the ongoing disproportionately low wages in the care sector and the non-existent or 

low returns on caring skills (CIC, 2021 in section 3.1.1), even when these produced 

value for the provider (p. 209). This revealed the predicament of care work in care 

homes to be the impossibility for carers not to undertake any form of non-

instrumental emotional work, and, at the same time, to be recognised for 

undertaking it from a practical, financial and symbolic viewpoint (section 7.3). The 

denial of non-instrumental emotional care as work during everyday care 

contradicted its rehabilitation at the EOL when, as it will be discussed in Chapter 

10, carers were asked to care about residents and ‘be with’ them by sitting at their 

deathbed. 

On the other hand, carers wishing to adopt empathetic caregiving attitudes 

and to provide non-instrumental emotional care even if not recognised by the 

governance nor the providers and line managers of the care home system upheld an 

alternative discourse of care and care work (p. 197). This alternative discourse was 

best represented by one care home in my sample, Cheltenham Lodge, which thanks 

to a mixture of competitive wages, adequate staffing levels and the manager’s 

recognition of non-instrumental emotional work as (care) work delivered a type of 

care which did not prioritise the bodily over the emotional aspects of care (see-p. 

198). 
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Summary of Part 2 

 

Part-2 has-evidenced a-conflict between-(some-of)-the staff-and-the care-

home governance view-of care/care-work. Care-staff viewed-care work-as 

comprising-both bodily (caring-for) and-emotional (caring-about) aspects (Chapter 

5). Care-home governance-was conceptualised-as the-prioritises for care/care-work 

which emerged-from the-regulatory framework-governing social-care provision in-

England (CQC, 2015) and-care practice-observed in-the study-care homes (Chapter 

6). These-priorities were-(1) to-keep residents-on the care home’s premises 

(custodial-function), (2) to-keep residents-alive (medico-legal function), and (3) to-

do both-while reducing-costs (economic-function). There-was thus-continuity 

between-how senior-staff, managers-and providers-directed carers-in the-provision 

of care/care-work in-the study-care homes-and the-biopolitical economy-of care-

homes (see-Chapter 3). The-regulatory framework governing care-homes and the-

public underfunding of the sector, which compounded-the pressure-to keep low-

staff levels-and wages,-were an expression of-the State’s biopolitical management 

of care-homes as institutions for-the social reproduction-of economically 

unproductive-bodies. This-biopolitical management of care-homes, and-the 

governance-prioritises for care/care-work which derived from it,-were however-not 

without issues. To keep residents safe and alive with low staffing levels, carers-

were pushed-by senior-staff, managers-and providers-to deliver-care which-

focussed-on residents’ bodies (Chapter 6). This reduced -the emotional-aspects of-

care to-a mere-tool for-smoothening-bed and-body work (Chapter 7). The-next 

part-of this-thesis (Part 3) evaluates-how the-governance priorities-for care/care-
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work, and-the associated reduction-of care-work to-bodily care, shaped EOLC and 

residents’ dying.  
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PART 3: END OF LIFE CARE 
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Introduction to Part 3 

 

The-last part-of this-thesis discusses how residents’ dying was managed and 

care/care work provided at-the EOL. Chapter 8 discusses the quantitative findings-

of the-thesis, which address the-related issues-of uncertainty and prediction of-

residents dying. Chapter 9 explores-how the-priorities and-aims of care-home 

governance identified-in Chapter 6, and-reflecting the-biopolitical economy-of 

care-homes introduced-in section 3.2, influence-the management-and care-of 

dying-residents. Chapter 10 adopts again the-carers’ point-of view-to query-the 

governance priorities for-EOLC and-re-evaluate how care-work is-re-shaped by-

them when-death and dying-enter the-picture. Non-instrumental emotional-care is 

not-considered work-in the-everyday care-home experience (Chapter 7), but-it is-

at the-EOL (Chapter 10). Finally, Chapter 11 summarises the-thesis findings-by 

concisely answering-the research-questions posed-in section 3.4 and-stresses the-

relationship(s) between-care home-governance, care-work and-the good-death in 

care-homes. 
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Chapter 8: Predicting Residents’ Dying  

 

 

 

Introduction 

 

In 2015, 29% of all deaths in England were of care home residents 

(NEoLCIN, 2017a,-p.2). However, of all the residents who died, 22% did so in a 

place different than the care home78. This-proportion reached 30% when-

considering only permanent79-residents (NEoLCIN,-2017a,-p.3). Available 

statistics cannot rule out the possibility of a death in a private home for some of 

these residents. However, both quantitative and qualitative findings from this thesis 

 
78 My calculation based on-how many care-home residents died in a care-home-(130,095)-

and-how many- care-home residents-did-not-die-in-a-care-home in 2014-(28,892)-(NEoLCIN,-

2017a,-p.3). 
79 Residents whose home-address was the care-home as-opposed to temporary residents 

(discharged from hospital or admitted for respite-care) whose home address was not the care home.  
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support that care home residents died either in the care home or in hospital 

(Appendix H) and that care homes actively sought to facilitate the former over the 

latter (Chapter 9). The first research question addressed by this thesis is whether 

residents’ deaths could be predicted (by staff or healthcare professionals) and 

whether this influenced the residents’ place of death (section 3.4). As evidenced in 

section 2.3.1.1, both death prediction and place of death play a crucial role in 

EOLC. The promotion of dying in the community (in a care home or home) hinges 

on the possibility to predict dying and prescribe EOL medication80 to the 

supposedly dying person in anticipation of need, with many cost and resource 

implications for NHSE in terms of reducing hospital deaths.  

This chapter brings together the findings from the quantitative studies on 

death expectation (Teggi, 2018; Appendix H;-Appendix I) and the qualitative study 

on EOLC in care homes (section 4.3) to explore whether and how residents’ death 

could be predicted by care home staff, GPs or hospital doctors, and whether 

predicting dying favoured the achievement of a care home as opposed to a hospital 

death.  

The chapter is divided in two sections. The first section discusses whether 

residents’ deaths were expected by their close relative or companion, and thus likely 

to have been predicted by senior staff and/or the GP. It does by drawing on the 

quantitative studies of unexpected among ill old adults (50+) (Teggi, 2018), 

hospital death among care home residents (Appendix H), and place of death among 

old social-care recipients (50+)-(Appendix I). This section establishes that while 

residents’ non-sudden deaths were generally difficult to predict, those occurring on 

the care home’s premises were likely to have been predicted, while those occurring 

 
80 See-the footnote on-p.-32 for a-list of-the EOL medications. 
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in hospital were unlikely to have been predicted. The second section explores the 

dynamics behind the prediction and expectation of some residents’ deaths. It does 

so by proposing a typology of residents’ dying narratives as reported by staff, based 

on whether the deaths were-(1)-prolonged and predicted, thus happening in the care 

home, (2)-prolonged and unpredicted thus happening in hospital, or-(3)-sudden and 

unpredictable, thus happening in the care home or hospital depending on the 

rapidity of the underlying event leading to death. This section identifies the 

anticipatory prescription of EOL medication as the main factor favouring a 

resident’s death to occur in the care home (as-opposed-to-in-hospital).  

 

 

8.1 Death Expectation and the Profile of Residents’ Dying 

 

This thesis posed the unpredictability of dying in very old age as one of the 

rationales for investigating EOLC in care homes (section 1.1). The scoping studies 

for this thesis outlined on pages 97-98 contributed to the literature in identifying 

very old age as a crucial factor hampering the prospective identification of a clear 

timeframe for dying. Teggi (2018) identified age 80+ and care home provision as 

predictors of unexpected death in ill adults aged 50 or above, as reported by their 

relatives and/or close companions. This coincided with the typical health profile of 

care home residents, characterised by very old age (80+), severe disability81, 

dementia, and disabling stroke (see Teggi, 2020a). These conditions were in fact 

associated with fluctuating dying trajectories covering many months or years, in 

 
81 See footnote on-p.-115 for-a definition. 
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which a precise timeframe for death and dying was very difficult to predict and 

prospectively recognise (p.-27).  

Therefore, findings from the two scoping studies identify care home residents 

as a population in which dying was particularly difficult to predict (Teggi, 2018) 

due to their being older82 and more likely to be dying with/from frailty83, dementia 

and disabling stroke than their counterparts in receipt social-care at home or in 

hospice (Teggi, 2020a). The scoping studies (Teggi, 2018, 2020a) could however 

not identify whether some of the residents’ death could be predicted and whether 

this affected their place of death (section 4.1.2). As a result, two other quantitative 

studies were conducted: a study of hospital death among care home residents 

(Appendix-G) and a study of place of death among social-care recipients aged 50+ 

(Appendix I).  

 

The study of hospital death in the English care home population (Appendix-

G) revealed unexpected death (as reported by the relatives/close companions of the 

deceased) to be the only predictor of hospital over care home death84. The finding 

was confirmed by the study of place of death among social-care recipients aged 

50+-(Appendix I). Evaluating the predictors of dying at home vs. dying in hospital, 

care home or hospice, the study found unexpected death to increase the likelihood 

of hospital death and decrease the likelihood of care home death (Appendix-H). 

Both studies thus revealed a positive association between death expectation (or 

prediction) and death in the care home. This evidences that when the residents’ 

 
82 More likely to be aged 80+ as opposed to < 80. 
83 See-footnote on p.-31 for-why high-disability was interpreted as-an indicator of-frailty-in-

Teggi-(2020a).  
84 The study of hospital death excluded cases of sudden death, targeting only cases of 

protracted dying (Appendix H). 
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deaths were expected by their relatives or close companions, they were more likely 

to occur on the care home’s premises as opposed to in hospital. As argued in the 

next section (8.2) and chapter (9), this corresponded to the efforts undertaken by 

senior care home staff and GPs to predict residents’ dying and prepare for it, so as 

to achieve a care home death.  

 

Overall, the results from the quantitative studies revealed that, while 

residents’ deaths were usually difficult to predict (Teggi, 2018) due to their being 

aged 80+ and mostly affected by frailty, dementia and disabling stroke (Teggi, 

2020a), some of their deaths could be predicted and this led to an increased 

likelihood of dying in the care home as opposed to in hospital (Appendix-G). This 

was in line with national statistics suggesting that 30% of permanent care home 

residents and 22% across both permanent and temporary residents who died in-

2014, did so in a hospital (see-p.-219). These percentages were high when 

considering that most residents died from diagnosed, progressive and incurable 

diseases in a state of advanced bodily deterioration (pp.-221-and-33) and were 

explained by the difficulties of predicting the time of death. The-next section 

illuminates some-of the-reasons why-some of-the residents’ deaths were expected-

by their relatives or-close companions by drawing-on findings-from the-qualitative 

study. 
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8.2 A Typology of Residents’ Dying Narratives 

 

As previously argued, uncertainty of a precise timeframe for dying in very 

old age is common (Teggi,-2018a). During fieldwork, although a resident could be 

recognised as living towards the end of their life, uncertainty surrounded when 

exactly she or he was going to die until a few days or hours before death. As a senior 

carer told me, “for relatives to be there when they [residents] pass is a fluke” (Kelly, 

40s, from fieldnotes). At the same time, the study of hospital death among care 

home residents (Appendix-G) identified that some residents’ deaths were expected, 

and this favoured their taking place in the care home as opposed to in hospital. 

Drawing on participant observations as well as informal conversations and 

interviews with staff, this section provides a typology of resident’s dying narratives. 

The typology aims to showcase the heterogeneity of residents’ deaths and dying, 

beyond the typical profile identified by the quantitative studies (section 8.1). 

Crucially, the typology proposes an analysis of the circumstantial factors shaping 

residents’ dying that led a residents’ death to occur in the care-home as opposed to 

in hospital. While these were many, a recurring factor was the anticipatory 

prescription of EOL medication by a doctor to the resident. The typology identifies 

three different groups of dying narratives based on whether: 

 

(1) the resident’s dying trajectory was prolonged, senior staff predicted the 

resident’s death, and death occurred in the care-home,  

(2) the resident’s dying trajectory was prolonged, but senior staff did not 

predict the resident’s death, and the death occurred in hospital, and  
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(3) death resulted from a sudden, unannounced event, thus taking place in the 

care home or hospital depending on the rapidity of the event.  

 

To-ensure residents’ anonymity the-accounts that follow are vignettes (section 

4.3.6) bringing together individual’s experiences and-case features.  

 

 

8.2.1 Protracted and predicted dying with death in the 

care home 

 

Care home residents’ deaths were typically protracted, predicted and occurred 

on the care home’s premises (around 60%). Most residents in this group gradually 

but inexorably lost functional and/or cognitive ability due to frailty and/or 

dementia, spending the last months or years of life wheelchair- or bed-bound. A 

minority, mostly dying from heart or respiratory conditions, spent only a few hours, 

days or weeks completely bed-bound. Hence, by the time they were dying, many 

residents in this group had lost the capacity to make their own healthcare decisions 

(see Appendix C). For many of these residents, the immediate cause of death was a 

bout of pneumonia (bacterial, aspiration or viral)85, a urinary tract infection (UTI) 

or other infection progressed into sepsis, a disease of the circulatory or respiratory 

systems or simply wasting away from malnutrition and dehydration due to the 

incapacity (or unwillingness) to eat and drink86. Fractures following a fall 

 
85 Influenza and pneumonia can be very difficult to distinguish in old age (Janssens-and-

Krause, 2004). Care home residents are the target of annual flu vaccinations campaigns in England 

(see PHE,-2020) 
86 These findings reflect the results of a rare study into the immediate causes of death of 

adults dying with or from dementia (Brunnström-and-Englund, 2009). Most old adults (55+) died 
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(especially hip or femur) could accelerate the trajectory of functional decline (see 

Margaret’s vignette p. 227) or even lead to death.  

Deaths in this group were all announced by a series of events. In Margaret’s 

and Arthur’s case it involved a gradual and progressive deterioration due to frailty 

and vascular dementia respectively. In Eileen’s case it consisted in fluctuating 

decline with dementia and frailty covering a couple of years. In Vera’s case it was 

a hospital admission resulting in a quick discharge back to the care home, 

accompanied by a not-for-readmission letter. In all cases, nurses or senior carers 

had the time to put EOL medication in place before the final dying phase 

commenced. Often, residents in this group went through more than one health crisis 

for which EOL medication was prescribed. The time elapsed between EOL 

medication prescription and death could in fact vary from a few hours, days, or 

weeks to several months or even years. Eileen’s vignette describes one such long 

and fluctuating EOL trajectory covering years after EOL medication was first 

prescribed. Arthur’s vignette, in contrast, describes a shorter EOL trajectory 

involving the withdrawal of food and fluids and the administration EOL 

medication. Both vignettes are located in Chapter 9 as examples of how the 

prescription of EOL medication was tied into the governance of dying in care homes 

(Eileen’s on-p.-268 and-Arthur’s on-p.-291). The vignettes located below 

(Margaret’s and Vera’s) describe two shorter and more linear end-of-life phases 

preceded by progressive physical and emotional decline. 

 

 

 
either from bronchopneumonia (47.3%) and aspiration pneumonia/asphyxia (7.7%) or ischaemic 

heart disease (37.4%) and cerebrovascular disease/strokes (4.2%) (Ibid.). 

. 
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Vera 
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8.2.1 Protracted and unpredicted dying with death in 

hospital 

 

The second most common types of deaths were protracted deaths which could 

not be predicted and/or prepared for by senior staff, and thus occurred in hospital 

(around 30%). Based on my ethnographic observations, this was due to the 

following contextual factors (1) the surfacing of a new and potentially reversible 

symptom requiring hospital-level care, regardless of whether the resident had an 

advanced chronic condition or not (Harold’s and Mary’s vignettes) or (2) the lack 

of EOL medication for a resident who had been discharged from hospital with a 

not-for-readmission letter or ReSPECT form (Lillian’s vignette).  

In the first scenario, dying was not identified, senior staff did not seek to put 

EOL medication in place, and emergency care was provided instead of EOLC. 

Harold’s and Mary’s vignettes (located below) describe cases in which senior staff 

did not predict the resident’s death and favoured hospital admission to address a 

symptom which could not be addressed in the care home. However, complications 

arose, and the resident died in hospital a few days or weeks later. In the study care 

homes, senior carers and nurses reported that intravenous (IV) fluids and antibiotics 

could not be provided in the care home settings, and, for this reason, residents were 

transferred to hospital when they needed such treatments87.  

Uncertainty surrounded deaths in this group. On the one hand, with adequate 

planning, the GP, resident (if they retained capacity) and relative/close 

companion/LPA could have decided consensually that the resident was not for 

 
87 The piece of regulation or legislation specifying this, if existent, could not be found even 

after enquiring at the CQC. 
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hospital admission, but for the prescription of EOL medication in case of a health 

crisis. On the other hand, deaths in this group could be identified as missed 

opportunities for EOLC planning only retrospectively. As the acute healthcare 

event occurred, that is prospectively, senior staff considered that calling an 

ambulance and admitting the resident to hospital would have saved and extended 

their life. According to previous research into EOLC in care homes, “most residents 

who had had one or more acute hospital admission were still alive” months after 

admission and by the end of the study, which lasted a-year (Barclay et-al., 2014,-

p.e576). This reflects senior staff’s perceptions in-Harold’s and Mary’s case that a-

hospital admission would have prolonged their-lives.  

In the second scenario, senior staff predicted Lillian’s dying since the hospital 

doctor had advised against future hospital admissions. However, they could not 

have the GP visit Lillian and prescribe EOL medication in time, that is, before she 

experienced another health crisis. Therefore, the on-duty nurse found herself 

obliged to provide emergency care to Lillian, who also wanted to go back to 

hospital. Lillian’s vignette is located in Chapter 9 (p.-254) where EOLC governance 

is discussed, since her case is an example of the lack of coordination between 

hospital and the care home. Lillian was in fact discharged back to her care home 

with a not-for-readmission letter, but without EOL medication prescribed. 
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Harold 
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Mary 
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8.2.3 Sudden dying with death in the care home or 

hospital 

 

The least common types of deaths were sudden (around 10%). These deaths 

happened quickly as the resident was still moderately active from a functional 

and/or cognitive point of view. They were unannounced and unpredictable, and 

whether they occurred in the care home or hospital depended on the rapidity of the 

underlying (biological or accidental) event causing death. Events such as a heart 

attack or a major stroke or seizure were often reported in carers’ narratives of 

finding a resident dead in the armchair or bed (see Henry’s vignette). In these 

instances, resuscitation was not attempted since virtually all residents in the study 

care homes had a DNR order in place. As the next chapter will explain, care homes 

encouraged residents or their relative/LPA to let the GP sign a DNR order for the 

resident since this was one of the medico-legal steps allowing death to occur in the 

care home (p. 243). In rare instances, the event leading to death was an accident 

such as a catastrophic fall or choking in the bedrails or on food. What these acute 

events had in common was that they prevented the delivery of EOLC in the care 

home setting as they could not be predicted and prepared for. Accordingly, if the 

resident was not found dead but in a critical condition emergency care was 

provided, and death was likely to happen in the hospital or ambulance (see Beryl’s 

vignette).  
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Henry 

 

 

Beryl 
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The vignettes for this type of death demonstrate that when senior staff, the 

GP or the hospital doctors predicted the resident’s death, prescribed EOL 

medication, and these were thus available on the care home’s premises, the resident 

died in the care home. In contrast, if senior staff, the GP and/or hospital doctors 

predicted the residents’ death but did not manage to prescribe EOL medication in 

time, the resident died in hospital. Crucially, many of these deaths were non-sudden 

and forewarned by a deterioration in the resident’s health condition and, on this 

basis, could be predicted and prepared for by staff. On the other hand, sudden deaths 

were necessarily unpredictable and impossible to prepare for (see section 8.2.3). At 

the same time, there remained some instances in which death was not be predicted, 

although signs of deterioration were visible, because staff believed that the 

deterioration could be halted or reversed (see Harold’s and Mary’s vignettes). These 

qualitative findings coincide with findings from the quantitative studies, showing 

that residents’ time of death was generally difficult to predict (Teggi,-2018), 

however those deaths occurring on the care home’s premises as opposed to in 

hospital were likely to have been predicted (Appendix H). There was thus an 

orchestrated effort undertaken by senior care home staff, GPs, and (at times) 

hospital doctors to prescribe EOL medication to residents ahead of need and in 

order to prevent a hospital admission or death at the EOL. The next chapter analyses 

these efforts in the context of the care home governance introduced in Chapter 6. 
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Summary 

 

This chapter set out to address the first research question of this thesis, which 

is whether care home residents’ deaths could be predicted by staff or healthcare 

professionals and whether this influenced the residents’ place of death, practically 

defined as the care home or hospital (section 3.4). Findings from the quantitative 

and qualitative studies were triangulated to address the question, applying the 

methodological approach described in section 4.1.2.2. It emerged that some of the 

residents’ non-sudden deaths were expected by the relatives and/or close 

companions of the deceased, leading to an increased likelihood of care home death 

(Appendix H). This coincided with findings from the qualitative study (the 

vignettes’ typology in section 8.2) that the anticipatory prescription of EOL 

medication to the residents, whether undertaken by the GPs or hospital doctors, 

enabled residents to die in the care home as opposed to in hospital. Arguably, EOL 

medication was prescribed as death was expected and residents were predicted to 

die in the foreseeable future. As acknowledged in section 4.1.2.2, the thesis 

assumed that relatives’ expectations of a residents’ dying reflected whether the 

death had been predicted by senior care-home staff, GPs or hospital doctors. 

The next chapter continues the exploration of EOL medication prescribing to 

care home residents as a means to avoid hospital death and enable a care home 

death. In this process, the quantitative and qualitative findings established by this 

chapter that residents’ deaths were difficult to predict (Teggi,-2018) and protracted 

(section 8.2.1) since most of them followed the fluctuating trajectories of dying 

associated with frailty, dementia and stroke (Teggi, 2020a) will continue to be 

engaged with.  
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Chapter 9: The Governance of EOLC in Care 

Homes 

 

 

 

Introduction 

 

The previous chapter demonstrated that the anticipatory prescription of EOL 

medication and their availability on the care home’s premises determined residents’ 

non-sudden deaths to occur in the care home as opposed to in hospital. Building on 

this insight and drawing on the structural features of care home governance 
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identified in Chapter 6, this chapter explores the priorities governing EOLC at the 

institutional care home level, that is the governance of EOLC in care homes. The 

chapter starts by describing the profile of EOLC organisation in care homes, 

explaining how EOL medication prescribing fulfils the aims of both NHS England 

clinical governance and care home governance, in that it allows residents’ expected 

dying to occur in the care home as opposed to in hospital. The chapter then 

evidences how the custodial, keeping-alive and cost-reduction functions of care 

home governance shaped residents’ dying and the care thereof in the context of 

expected death, that is as EOL medication was prescribed for a resident.  

 

 

9.1 The Organisation of EOLC in Care Homes 

 

9.1.1 Definitions and boundaries of EOLC in Care Homes 

 

Within the care homes taking part in this study, different actors employed the 

term EOLC to designate different stages and activities of care in the (supposedly) 

dying process. Many GPs, district nurses (DNs), care home nurses and senior carers 

identified EOLC as starting from the moment EOL medication was first 

administered. Defining EOLC in relation to the administration of EOL medication 

had the advantage of demarcating a precise point in time from which priorities for 

care drastically changed. Typically, a resident being administered EOL medication 

was not administered antibiotics and pressurised to eat. However, while marking a 

clear distinction between those in receipt of EOL medication and therefore 
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determined to be dying, and those who were not, to centre the definition of EOLC 

on medication begged the question of what sorts of care occurred at the EOL when 

no EOL medication was administered as the need for it did not arise88.  

Regardless of whether EOL medication was administered, carers identified 

EOLC as the last weeks, days or hours of a resident’s life in the care home when 

they expected their death to be imminent. This was only possible because senior 

staff had predicted the resident’s death and liaised with the GP to put EOL 

medication in place, thus allowing for the withdrawal of emergency care for the 

resident in question. This definition of EOLC as when a resident’s death was 

expected had the advantage to include those deaths for which EOL medication was 

prescribed, but never administered. However, this definition entailed more 

uncertainty and was more susceptible to interpretation than the one tied to the 

administration of EOL medication. Whereas residents rarely survived many weeks 

after EOL medication was first administered, a long time could elapse between 

EOL medication prescription and the resident’s death. During that time a resident 

who was predicted to further decline and die within days or weeks instead could 

stabilise and survive many months or even years. Since carers knew this was a 

possibility, they could be sceptical of nurses’ and senior carers’ decision to initiate 

EOL medication prescribing for a resident who, in their opinion, was not dying yet. 

At the same time, senior staff, GPs and DNs preferred to prescribe EOL medication 

ahead of time, and not to dispose of if the resident stabilised (see-p.-250).  

In this chapter, I use the term EOLC to designate a large set of institutional 

and inter-personal procedures, decisions, and activities, starting from whether and 

 
88 While not all dying residents needed EOL medications, most received less strong analgesia 

such as oral morphine.  
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how EOLC was planned, and residents identified as potential recipients of EOLC. 

Although this definition was not employed by any of the staff, GPs or DNs, it is 

utilised here as it allows me to formulate a complex analysis of dying in care homes 

and the care thereof. Adopting this wider focus, the prescription of EOL medication 

emerges as marking the shift from everyday care to EOLC although, as it will be 

demonstrated, this was subjected to a number of conditions.  

 

 

9.1.2 Advance Care Planning 

 

Based on the five care homes I visited (Appendix A), systematic advanced 

care planning involving the resident and/or their relative or close companion on one 

side, and on the other senior care home staff and the GP, was rare. I encountered 

three written and voluntary procedures for advance care planning, which were 

however only rarely practiced. These were the Gold Standards Framework (GSF) 

Advance Care Planning Discussion, the Treatment Escalation Plan (TEP), and the 

Recommended Summary Plan for Emergency Care and Treatment (ReSPECT).  

Cheltenham Lodge was the only GSF accredited care home in the sample 

(Appendix A) and undertook advanced care planning in line with the principles of 

the GSF for Care Homes Programme (GSF, 2021). As a new resident was admitted, 

the manager Fiona sent a letter to their relative, close companion or LPA to inform 

them that Cheltenham Lodge had been trained and accredited under the GSF, and 

wished to discuss preferences for the resident’s care at the EOL. If the relative, 

close companion or LPA accepted, Fiona had a conversation with them about what 

elements of care they saw as important for the resident, what they wished and did 
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not wish to happen in future, and where they would have liked the resident to die 

(the respondent could express three preferences for place of care at the EOL). The 

conversation was guided by and culminated in the completion of an Advance Care 

Planning Discussion form89. The form was designed to record what the resident 

wished to happen at the EOL in the form of an Advance Statement and included 

questions addressed to the resident. However, Frances was very clear that she 

almost exclusively discussed advance care planning with the relatives since 

Cheltenham Lodge was specialised in dementia nursing (Appendix A) and virtually 

all admitted residents were unable to engage in conversations concerning future 

events and possibilities. If a relative, close companion or LPA did not accept the 

invitation to discuss advance care planning, Fiona would informally approach them 

as they paid a visit to their relative in the care home to inform them about 

Cheltenham Lodge’s approach to EOLC.  

Guiding these actions was Cheltenham Lodge’s policy to avoid unplanned 

hospital admissions and support residents to die in the care home by providing 

comfort care and, if needed, EOL medication. Fiona reported little attrition with 

relatives concerning this approach and stressed the extremely low rate of hospital 

admissions (about a couple a year) her care home achieved after implementing the 

GSF. Unfortunately, this thesis can offer only limited insight into how Cheltenham 

Lodge applied the GSF since the breakout of the COVID-19 pandemic interrupted 

my fieldwork on site. Based on the data I could gather, Cheltenham Lodge had a 

higher rate of care home deaths compared to the other care homes in the study (see 

Appendix A), and this had been achieved through (a) a very good working 

 
89 The form could not be included in the appendix to this thesis because protected by 

copyright 
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relationship with the GP practice, which trained with Cheltenham Lodge as part of 

the GSF accreditation programme, and (b) a very strict policy about hospital 

admissions. Fiona, who was both the manager and a registered nurse, repeatedly 

stressed to me that unplanned hospital admissions would only occur when there was 

a reversible condition such as a fracture, heavy bleeding or other sorts of internal 

or external injuries, mostly caused by an accident. In the nurses’ office right above 

the phone there was a red, very noticeable sign asking any nurse on-duty to please 

call Fiona before calling the out-of-hour GP or any emergency service (999 or 111). 

At Cheltenham Lodge too, anticipatory prescribing of EOL medication was 

systematically undertaken with the GP practice and played a crucial role in enabling 

a care home death. 

The other written procedures for advance care planning rarely employed in 

the five care homes were the TEP and ReSPECT forms (Appendix L). I review 

them together here since they constituted very similar attempts to embed advance 

care planning in clinical settings and their use in care homes was very inconsistent 

across residents. None of the study care homes systematically implemented 

advance care planning for all residents through TEP or ReSPECT forms. However, 

at Quarters Lodge senior staff usually asked the GP to sign a TEP or ReSPECT 

form when EOL medication was prescribed and a couple of residents were 

discharged from hospital with a ReSPECT form in the other care homes. In the 

Clinical Commissioning Group (CCG) where this study was undertaken, the 

ReSPECT form was launched to replace the TEP as I undertook fieldwork in 

October 2019. Both forms were to be completed by a GP or another doctor, 

recorded whether the resident had sufficient capacity to contribute to the 

recommendations on the plan, and included a do not attempt resuscitation (DNR) 
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order90 advising for or against cardiopulmonary resuscitation (CPR) (Appendix L). 

However, while the TEP stated whether specific medical treatments were advised 

or not (such as acute hospital admission, intravenous therapies, ventilation, artificial 

feeding or antibiotics), the ReSPECT left it to the healthcare professional to 

recommend in writing a ceiling of care (see Appendix L). Senior staff reported that 

most TEP and ReSPECT forms advised against CPR and hospital admission, and 

identified the ceiling of care as oral antibiotic treatment in the care home.  

More often than not the presence of a TEP or ReSPECT form for a resident 

was an indicator of EOL medication prescription. Quarters Lodge was the only care 

home where senior staff at times asked the GP to fill in a TEP or ReSPECT form 

as they prescribed EOL medication for a resident. Most of the ReSPECT forms 

were completed in hospital concurrently with the prescription of EOL and 

accompanied a resident after discharge back to the care home. Therefore, while 

representing an attempt at advance care planning, within the care home context TEP 

and ReSPECT forms were as proactive a measure as EOL medication prescribing.  

Furthermore, the recommendations in the TEP and ReSPECT forms as well 

as in the DNR orders and advance statements such as the GSF Advance Care 

Planning Discussion form are not legally binding. As Mary’s (p.-232) and Lillian’s 

(p.-254) vignettes demonstrate, documents advising against certain medical 

treatments, such as a DNR in order Mary’s case and a not-for-readmission letter 

signed by a hospital doctor in Lilian’s case, failed to keep residents out of hospital 

at the EOL. EOL medication prescribing together with senior staff’s prediction 

 
90 DNR orders were systematically signed by GPs for residents, practically all of them 

advising against CPR. Senior staff asked the GPs to discuss DNR orders with the residents (or their 

relatives/LPAs) since they needed to know whether or not to perform CPR/call an ambulance if the 

resident suddenly collapsed and/or showed no pulse.  
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work were the only determinants of a care home death and the only EOLC 

procedures systematically undertaken by all care homes in the study. As described 

in section 2.3.1.1, the anticipatory prescribing of EOL medication in the community 

is now widespread and well-established practice in the UK and corresponds to 

NHSE clinical governance objective to increase death in care homes/at home and 

decrease death in hospital to contain EOLC costs. Therefore, in the care home 

context the anticipatory prescribing of EOL medication was both motivated by and 

realised the assumption that a care home death was better than a hospital for a 

resident, thus shaping a normative discourse on the residents’ good death.  

 

 

9.1.3 The Care Home Governance of EOL Medication 

Prescribing and Senior Staff’s Prediction Work 

 

When death was not sudden and could be predicted by senior staff (see 

Chapter 8), the anticipatory prescribing of EOL medication fulfilled two conditions 

allowing a resident’s death to occur in the care home as opposed to in hospital. First, 

if prescribed or reviewed within 14 days, to have EOL medication on the care 

home’s premises enabled senior staff not to provide emergency care in case of a 

health crisis91. Care homes had in fact a legal duty of care towards residents and 

normally had to provide emergency care if a resident’s health deteriorated critically 

and unexpectedly (section 6.2.2). Senior care home staff had to call 999 if a resident 

declined rapidly without EOL medication having been prescribed for them. The 

 
91 In case of accident, care homes were legally obliged to provide emergency care even if the 

resident was EOL (Regulation 12 in CQC, 2015). 
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prescription of EOL medication marked a passage from everyday care to EOLC to 

the extent that it provided a medico-legal justification for senior staff’s withdrawal 

of emergency care, which had otherwise amounted to the provision of an unsafe 

service prosecutable as a criminal offence by the CQC under Regulation 12 (see 

CQC, 2019). Second, even if not reviewed for many weeks or months, to have EOL 

medication present on the care home’s premises enabled senior staff to call the GP 

practice or out-of-hours doctors instead of an ambulance. As the below quote and 

Eileen’s vignette show (p.-268), extended and fluctuating trajectories of decline 

covering many months or even years challenged senior staff’s capacity to predict 

residents’ dying and review EOL medication accordingly:  

 

“[June] has bounced back God knows how many times and we’ve 

got the [EOL] medication that’s been there for years. She keeps 

going… but we keep it.  She’s not on regular palliative care checks 

’cause they know [GPs] that when the time comes we’ll call them” 

(Constance, senior carer, 40s, from interview) 

 

The reviewing of EOL medication was linked to both clinical best practice 

guidelines (NICE,-2015) and the Coroner’s medico-legal framework governing the 

reporting and investigation of deaths in the UK (UK-Government, 2020). 

Concerning clinical best practice, while NICE (2015) national guidelines advise 

prescribers to review EOL medication regularly, these can be legally administered 

by any registered nurse after collection from the pharmacy for as long as they have 

not expired92. Although the local clinical guidelines of the CCGs where this study 

 
92 Thanks to Ben Bowers, University of Cambridge for this insight. 
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was conducted did not report a clear timeframe for review, if many weeks or months 

elapsed from the last review to the time of potential administration, this could raise 

questions from the non-prescriber care home or district nurse (DN) about the 

clinical suitability of the choice to administer EOL medication. This was a grey area 

which care home nurses and GPs (in nursing homes) and senior carers and 

prescriber DNs or GPs (in residential homes) had to navigate on an ad hoc basis. 

However, in practice, the issue of updating EOL medication prescriptions 

overlapped with that of avoiding a Coroner’s investigation into the causes of death. 

Best practice guidance under pre-COVID-19 legislation required attending doctors 

to refer a death to the Coroner if they had not visited the patient in the last 14 days-

of-life (Home Office Identity & Passport Service, 2010)93. The Coroner’s enquiry 

was unlikely to involve an autopsy and further investigation if a resident’s GP or 

hospital doctor certified a medical cause of death (UK-Government, 2020). 

However, it still significantly delayed funerals and complicated relatives’ access to 

seeing and touching the body of the deceased, causing potential distress to the 

families (Ibid.). Moreover, if the GP or doctor did not certify a medical cause of 

death, the Coroner’s enquiry was responsible for establishing the circumstances of 

a resident’s death (Ibid.), thus entailing the possibility to unveil negligence or 

malpractice in how care home staff handled the resident’s deterioration. For these 

reasons, care home managers and senior staff sought to pre-empt the possibility of 

a Coroner’s investigation by having a GP regularly visit a resident with EOL 

 
93 Best practice guidance for use in the emergency period of the COVID-19 pandemic 

extended this timeframe to 28 days before death (HM Passport Office, 2020). Legislation regulating 

doctors’ completion of a Medical Certificate of Cause of Death (MCCD) was relaxed following the 

outbreak of the COVID-19 pandemic (Coronavirus Act 2020), allowing doctors who had never seen 

the deceased to complete a MCCD. As fieldwork for this study was underway between May 2019 

and March 2020, only doctors who attended the deceased could sign a MCCD (The Notification of 

Deaths Regulations 2019). Therefore, in order to avoid a Coroner’s investigation, care home 

managers and senior staff were completely depended on the resident’s GP to sign a MCCD. 
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medication prescribed. At the same time, as senior carer Constance reported in her 

quote (previous page), regular reviews were not practical when residents survived 

many acute health crises over many months (or years) or stabilised for many months 

after one such crisis. As Constance hinted, for EOLC in care homes to work when 

residents experienced extremely prolonged and fluctuating trajectories of decline a 

rapport of trust between senior staff and the GP/GP practice was essential. To 

prioritise coming to the care home, the GP needed to trust the senior staff’s 

judgement that the resident’s death was imminent. In turn, senior staff needed to 

trust the GP that they would have prioritised the provision of EOLC to a care home 

resident when contacted on a short notice. If the GP did not come to the care home 

in time, the resident would have died without their symptoms being optimally 

controlled or without having been visited by a doctor in the last two weeks of life, 

thus triggering a Coroner’s investigation.  

 

Therefore, from the care homes’ perspective, the two main functions fulfilled 

by EOL medication prescribing and its review were (1) the regulatory obligation to 

provide safe and life-supporting care (section 6.2.2), thus justifying the withdrawal 

of emergency services on clinical grounds, and (2) the care homes’ wish to avoid a 

Coroner’s investigation, thus pre-empting the possibility of being prosecuted for 

providing an unsafe service (section 6.2). In any case, EOL medication prescribing, 

its review by the GP and the GP visit within 14 days before death all required senior 

staff to predict a resident’s death. By the term prediction work I refer to senior 

staff’s monitoring of residents’ health condition and the associated liaising with GP 

practices, out-of-hours GPs or DNs to prescribe and review EOL medication. The 

possibility to predict and prepare for a resident’s death also allowed senior staff and 
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the GP to keep relatives informed and prepared for a resident’s death, thus 

significantly reducing grounds for complaints or litigation. 

In all the care homes in this study, senior care home staff (that is nurses and 

senior carers) initiated most instances of EOL medication prescribing (hence 

EOLC) by submitting the resident for a GP visit and briefing the GP about the 

resident’s recent decline. In rare instances, hospital doctors initiated EOLC in care 

homes by discharging residents with not-for-readmission letters or ReSPECT forms 

accompanied by the prescription and/or provision of EOL medication (see-Vera’s 

vignette-p.-228). However, this practice was not widespread, while it was much 

more common for hospitals to release not-for-readmission letters without EOL 

medication prescribed. As they discharged a resident back to the care home, 

hospital doctors could write a not-for-readmission letter advising against any future 

admission to hospital on the grounds that hospital-level care was futile for the 

resident. In this case, senior staff became responsible for identifying the not-for-

readmission letter as a cue for initiating EOL medication prescribing. However, the 

logistics of EOL medication prescribing in care homes and the timing of residents’ 

dying did not always allow for it, as showed in Lillian’s vignette on page 254. The 

inconsistent prescribing of EOL medication by hospital doctors to residents 

discharged on clinical advice to withdraw hospital-level care confirmed senior 

staff’s role as the key gatekeepers of residents’ access to EOLC in the community. 

Senior staff selected which residents were to be evaluated by the GP for EOL 

medication prescribing and briefed the GP about their trajectory of decline. It was 

clear that senior staff’s familiarity with the residents and their usual behaviour was 

paramount in detecting changes along the unpredictable and protracted trajectories 

of decline typical of old age (see Chapter 8), especially if residents were non-verbal 



 

 

249 

or cognitively impaired. It was also clear that a rapport of trust between the senior 

staff and the GP was essential for the prescription of EOL medication. The GP 

could in fact exert only limited control on the drugs’ administration while retaining 

full responsibility for it (Bowers et al., 2020).  

In terms of how the relationship between senior staff and the GP occurred, 

every care home was assigned to a GP practice and had GP weekly rounds94. These 

weekly rounds were the care home’s way to access primary care on a regular basis. 

Rounds consisted of a GP from the local practice coming to the care home once a 

week, always on the same day, to visit five to six residents selected by the nurse or 

senior carer in about a 30-50-minute visit. Visits involved senior staff briefing the 

GP on individuals and discussing their potential treatments (or their withdrawal). 

Although there would be face-to-face contact between the GP and residents, GPs 

did not always meet all residents because some had difficulty speaking and/or were 

not a reliable source of information about their health or behaviour. Given the 

fluctuating number of residents who needed GP involvement, avoiding weekly 

physical examination of or direct consultation with residents (unless necessary) 

allowed the GP to review more residents in the time they had available to visit. With 

such pressure on the GP’s available time, senior staff were quick to put in residents 

who they deemed to be declining on the GP list for a review during the next weekly 

round. By doing so nurses and seniors would thus be selecting potential EOLC 

candidates for GP evaluation, with a view to determining whether they required an 

EOL medication prescription.  

Alongside these weekly rounds, GPs were also able to visit care homes as a 

matter of urgency, if a resident was declining unexpectedly and rapidly. However, 

 
94 Residents were advised to change GP practice as they moved into the care home. 
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senior staff were aware that GPs might not be available at short notice and thus 

sought to avoid emergency visits by anticipating their weekly GP referrals. 

Moreover, there was a desire to get medication in advance of its need, as even if 

there was an emergency GP visit, medication could take up to 24 hours to be in 

place. Finally, GP practices’ working hours covered only 30% of round-the-clock 

care (Thomas, 2003), meaning that without anticipating need it was likely that 

residents would have required the prescription or administration of EOL medication 

when the practice was closed (that is from 6.30pm to 8am or over the weekend). 

Senior staff preferred to avoid relying on out-of-hours GPs for EOL medication 

prescription as their lack of rapport increased uncertainties about whether they 

would have obtained the prescription or not and whether other treatments (typically 

antibiotics) would have been prescribed concurrently or not (see Paula’s case later 

on in this chapter pp.-274-246). Furthermore, EOL medication could remain in 

place for many months or years due to residents’ extremely protracted and 

fluctuating trajectories of decline coupled with senior staff’s and GPs’ reluctance 

to de-prescribe EOL medication. Senior staff and GPs preferred to keep EOL 

medications in place because getting them in place was a laborious process95, they 

esteemed the resident to be likely to die within a year, and agreed that the 

availability of EOL medications would have enabled an emergency GP visit 

(practice or out-of-hours) to take place instead of an hospital admission when 

regular review had not been possible (see-p.-245). Therefore, rather than 

corresponding to residents’ impending death or dying, the prescription of EOL 

 
95 Senior staff had to send a specific order to the pharmacy to have EOL medications 

delivered within 24 hours and a carer to collect the palliative care chart from the practice. Without 

the chart, EOL medication could not be administered. 
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medication reflected senior staff’s and GPs’ evaluation of the likelihood that a 

resident would have died in the near future. 

 

 

 

 

9.2 The Care Home System’s Priorities for EOLC  

 

The next section of this chapter analyses the structural pressures shaping 

EOLC as it happened within care homes. It corresponds with Chapter 6, where these 

structural pressures were identified in terms of three main functions: keeping 

residents on the care home’s premises (custody), keeping residents alive (medico-

legal), and achieving both while reducing costs (economic). Within care homes, 

biomedical knowledge and techniques were used to both frame and address issues 

related to residents’ custody and keeping them alive (sections 6.1.1 and 6.2). At the 

same time, reducing costs to the NHS and reducing the costs of providing a 

regulations-compliant service were both the consequences and aims of the 

commodification of (social) care amidst conditions of chronic public underfunding 

(section 3.2.3). Each structural pressure and corresponding priority for EOLC 

constituting the governance of EOLC in care homes is examined below. 

 

 

9.2.1 Governance Priority for EOLC I: Custody 
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The custodial function of care homes explored in Chapter 6 had consequences 

for the care of the dying. These were mostly visible in how hospital doctors treated 

care homes as the places where residents belonged and should have died when 

hospital-level medical treatment could not reverse their condition. While hospital 

doctors’ evaluation of the futility of intensive treatment was mostly accurate, the 

way in which they handled this in relation to care homes was often poor. 

Throughout fieldwork I observed how hospitals (often hastily) discharged residents 

back to their care homes with not-for-readmission letters, but without prescribing 

EOL medication nor flagging to the GP or the care home that it would have been 

timely to start EOLC. Not-for-readmission letters (p.-252) implicitly acknowledged 

that the patient would eventually die from the chronic condition affecting them and, 

on these grounds, created a barrier to hospital re-admission because hospital-based 

care was considered clinically ineffective. This barrier could help curtail senior 

staff’s tendency to overuse hospital-level care as residents declined, as evidenced 

by the quote on page 279 and as in line with the regulatory mandate to keep 

residents alive. It was also motivated by hospitals’ overcrowding (section 3.2.3). 

However, not-for-readmission hospital letters did not deliver EOLC in care homes, 

all the while excluding hospitals as a suitable EOLC setting for the resident. From 

a medico-legal perspective, such letters did not per se allow senior staff to stop 

providing emergency care in the event of a health crisis (see Lilian’s vignette 

below). When not accompanied by EOL medication prescription or the explicit 

advice to initiate EOLC with the GP, not-for-readmission hospital letters left it to 

senior staff to judge whether to initiate EOLC or not. Beyond this, even when senior 

staff correctly interpreted not-for-readmission letters as signals to start EOL 

medication prescribing with the GP, to do so promptly was not always possible due 
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to time and logistical constraints. The acquisition of EOL medication could take up 

to 24 hours and senior staff preferred to undertake this laborious process with their 

GP/GP practice instead of the our-of-hours doctors (see-p.-250 and footnote on-p.-

250). Therefore, a resident discharged after the GP weekly round or on a Friday 

after the practice had closed, would usually remain without EOL medication for 

one or a few days at least. If the resident’s health declined in the hours or few days 

after discharge, and senior staff did not have EOL medication in place for that 

resident, they were thus unable to retain them on the care home’s premises and 

manage their potentially distressing symptoms associated with dying.  

Throughout fieldwork, the failure of hospital doctors to prescribe EOL 

medication - together with not-for-readmission letters - often led to emergency 

hospital admission at the EOL, which had been deemed unnecessary by hospital 

doctors themselves. It would and could result in an avoidable hospital death. 

Lilian’s vignette below describes such a case. 
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Lillian 
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This vignette shows how, if the hospital had discharged Lillian with EOL 

medication, she would have most probably died in the nursing home. However, due 

to the lack of EOL medication, the on-duty nurse found herself unable to address 

Lilian’s symptoms. This resulted in the only remaining option being to call the 

paramedics who, albeit knowing Lillian had a not-for-readmission hospital 

discharge letter, proposed that she be taken to hospital. The vignette also reveals 

the counterintuitive finding that some residents were discharged from hospitals in 

a worse condition than they had displayed upon admission; with care homes having 

to deal with the consequences of this further (and perhaps final) deterioration which 

was often not flagged by the hospital.  

Such an account evidenced two critical points. First, if EOL medication was 

not in place, a conflict arose between the custodial and keeping-alive functions of 

care home governance, with the latter overriding the former. Moreover, senior staff 

were driven by a wish to protect themselves from accusations of malpractice and 

neglect – hence the on-duty nurse’s decision to let Lillian choose whether she 

wanted to be taken to hospital. Ultimately, the care homes’ failure to retain residents 

who were expected to be dying because of the lack of EOL medication nullified the 

care homes’ function to reduce costs to the NHS (section 2.3.1.1) as it produced an 

avoidable hospital admission and often death. Second, there was significant 

disconnect between secondary health care services and social-care services as well 

as between secondary and primary health care around the timely coordination of 

EOLC, with a poorly managed push from hospitals towards allowing more deaths 

to happen in the community, that is in care homes or at home. 
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In terms of the impact of very quick discharges, Harper House’s manager 

Ruth lamented poor treatment of care homes by hospitals when patients were fast-

tracked from hospital to the care home to receive EOLC and die there. In this case 

newly admitted residents came with EOL medications prescribed (see NHS 

Foundation Trust, 2016 for an example of fast-track guidelines), and Ruth knew 

they were deemed to be dying ‘soon’96. Ruth’s nursing home was in fact the only 

care home in the study to have a small number of beds reserved for rapid EOL 

discharges from hospital (Harper-House, Appendix A). However, she observed that 

some of these newly admitted residents died within hours of being transferred to 

Harper House, creating great distress to the dying resident themselves, their family, 

and the staff as relationships between them had no time to build: 

 

“We’ve had someone admitted who has died within an hour of 

arriving here. That should not happen. That’s terrible, but it’s 

happened several times. That’s poor care. Hospitals should not be 

discharging them when it’s... [pauses with emotion] That’s bad. It’s 

traumatic for us. It’s traumatic for the person. It’s traumatic for the 

relatives. Because those relationships haven’t built. And that’s 

tough.” (Ruth, care home manager, 60s, from interview) 

 

Based on this experience, Ruth reported to be much more cautious when assessing 

whether to accept a fast-track patient from hospital and to have rejected “quite a 

few” as she doubted “they had made the journey” (from interview). Ruth found it 

 
96 However, manager Ruth reported that a few residents survived months or even years after 

fast-track admission from hospital. 
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“shocking” that hospitals moved very old and very unwell people knowing they 

were in the last hours of life, but judged hospitals to be under pressure to free up 

bed space: 

 

“I’m not dissing hospitals; our hospitals are busy. The system is 

overrun. But to take someone’s dignity in their last few hours, 

there’s no excuse for that. Just an excuse to discharge someone who 

then passes away, because you can tell when somebody is that 

poorly – you can tell. And it shouldn’t be happening. Then you’ve 

got the impact of that on the family. You’ve got the impact of that on 

us as well, because we feel like we’ve let them down.” (Ruth, care 

home manager, 60s, from interview) 

 

The phenomenon of hospital doctors discharging residents back to their care homes 

with not-for-readmission letters but without EOL medication, and the phenomenon 

of old adults being fast-tracked from hospitals to nursing homes to die there within 

hours, revealed the intersection of the custodial and the cost-reduction functions of 

the care home system. Beyond the uncertainty of dying in very old age (Chapter 8), 

how hospital doctors dealt with dying care home residents and very old patients 

who could not be discharged home revealed that they considered care homes to be 

the appropriate places of care and death for this population. As we have seen 

(section 2.3.1.1), this was in line with the clinical governance aim to increase deaths 

in the community and decrease deaths in hospital and hospital admissions towards 

the EOL. It also corresponded with the strategic role played by care homes within 

the political economy of care, to relieve NHSE of significant costs by preventing 
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the (inadequate) admission of older adults to hospital due to social/support needs 

(section 2.3.1.1) and by absorbing “medically optimised” hospital patients (p.-50) 

who were not expected to die but were neither benefitting from further hospital 

treatment nor could be discharged back home. 

 

This section has evidenced how a lack of coordination between the hospitals’ 

need to quickly discharge EOL patients and the requirements of EOLC in care 

homes (that is the prescription of EOL medication) often resulted in avoidable 

hospital re-admissions and deaths (see Lillian’s vignette). Within this context care 

home manager Ruth showed the need to re-evaluate the impact of fast-track 

discharges to care homes on EOLC quality and the achievement of a good death. 

While the NHSE clinical governance of EOLC in the community (section 2.3.1.1) 

upheld the ideology of a death in the place of care as a ‘good death’, the clinical 

governance of NHSE hospitals pushed for a transfer of the dying resident in the last 

hours of life to facilitate their good death. There was therefore, in the case of newly-

admitted residents fast-tracked from hospitals to care homes in the last hours of life, 

a contradiction between, on the one hand the custodial and cost-reduction function 

of care homes with respect to NHSE hospitals, and on the other the ideology of the 

good death as a death in the familiar place of care. By contrast, in the case of 

longstanding residents, the custodial and cost-reduction functions of care homes 

overlapped with the notion of a good death being one in familiar place of care when 

the aim was to achieve deaths in the care homes as opposed to in hospitals. The 

next section explores the consequences for EOLC in care homes of the cost-

reduction function of care homes with respect to curtailing the costs of providing a 

regulation-complying service in a chronically underfunded market.  
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9.2.2 Governance Priority for EOLC II: Reducing Costs 

 

In the underfunded English care home sector (section 3.2.3), the 

commodification of care goes hand in hand with low staff wages (section 3.1.2) and 

the imposition of high residents-staff ratios (p.-176) as one of the mechanisms to 

produce providers’ profit and enable them to continue providing the service. 

Ultimately, this translated into practical difficulties with staffing faced by managers 

on daily basis (see Chapter-7 p.-193) as well as limited resources to invest in 

modifying staff levels according to need, for instance by hiring agency staff. As a 

result, the transition from everyday care to EOLC which determined an increase in 

carers’ workload was usually not met by an increase in staffing levels, having 

detrimental effects on the care of the dying.  

 

As the vignettes in Chapter 8 showed, most residents followed a trajectory of 

protracted, slow decline in which “they [ate] less and less, and then one day they 

stop[ped] eating” (Joriz, carer, 50s, from fieldnotes), “what you end[ed] up with, 

[was] just bones covered with some loose skin” (Darren, carer, 30s, from 

interview), and finally “everything just shut down” (Sue, carer, 50s, from 

interview). For an untrained eye such as mine, some of these deaths and dying were 

rather uneventful and relied on an intimate knowledge of what was ‘normal’ for the 

individual resident. The main changes were behavioural rather than bodily. 

Residents took to their beds, stopped eating, and slowly fell into a semi-comatose 

state or a deep sleep from which they could not be awoken, and usually lasted a 

week before their death. Residents who spent months or years being wheelchair- 

and/or bed-bound often died in this way too, following a final illness or infection, 



 

 

260 

frequently pneumonia or sepsis, from which they could not recover, or simply the 

worsening of their underlying condition, frequently dementia. This picture of dying 

corresponded to the finding that nearly 40% of the very old were unconscious in 

their final illness prior to death (Fleming et al., 2017) and, in staff’s accounts, was 

associated with comfortable and peaceful dying without or with only little use of 

EOL medication. Unconsciousness was not universal however, and similar to 

Lawton's (2000) accounts of deaths in hospices, for other residents pain, distress, 

and external bodily changes such as tissue breakdown and sores could go on for 

many weeks:  

 

“the worst ones are when there is not actually anything physically 

wrong with them, they just shut down, which is awful ‘cause the skin 

goes. They start to rot. A lady, we didn’t even realise she had a metal 

plate in her foot until her foot had rotted so far you could see it… 

that was really, really awful. The whole bottom half of her leg was 

dead. There was no blood circulation, so it was just rotting away” 

(Keira, carer, 20s, from interview) 

 

“she was agitated all the time so the District Nurse called in [the 

local hospice], they ended up coming in about three or four times 

over a week.  You can get some who just won’t settle, no matter what 

drugs you give them, we can’t get on top of the agitation, so they’re 

thrashing around all the time, that can be difficult for staff who 

aren’t used to it” (Sam, manager, 40s, from interview) 
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On the other hand, the sheer amount of time a resident could take to die, even if in 

bed, without symptoms and in a semi-conscious or unconscious state could be 

distressing for carers and, carers believed, the residents’ relatives too. As carer Lea 

depicted them, residents taking “14 to 21 days” to die were considered to be lasting 

for “a long time” and were typically affected by advanced dementia and described 

as “starving to death” because they either could not swallow anymore or they did 

not wish to swallow anymore, both liquids and solids:  

 

“They have either gone past the stage where they can swallow and 

take food and drink or they don’t want it and they start refusing it. 

Then their swallow becomes compromised and they forget how to 

swallow. You can’t give them anything because they will choke. It is 

hard. You know they need to eat, but they can’t swallow. Then they 

start to deteriorate more. It is like they are starving to death. It is 

hard for the families – and for us – to see. You are watching them 

deteriorate. It is really hard to just watch and you know you can’t 

physically do anything” (Lea, carer, 30s, from interview) 

 

Whether a resident died requiring a lot of care, or whether they were ‘slipping 

away’, did not correspond with any less work for carers. On the contrary any 

resident, conscious or unconscious, who was bed-bound was completely dependent 

on carers for virtually any of their functions: personal hygiene (changing pads, 

clothes, bedsheets, bathing), bedsores management (hourly turns and wound 

medication), and food and drink (if conscious). Previously residents might have 

been able to eat and drink without help, use the toilet, or mobilise enough to 
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facilitate carers in changing them, and be less at risk of bedsores as they changed 

position during the day (from bed to wheelchair, from wheelchair to armchair and 

so on). Once bedbound, to feed a resident a meal without rushing them could take 

about 40 minutes. The same went for giving a bed bath with wet sponges. Thus, 

while the dying phase for protracted deaths could last only a few weeks, some of 

the residents were bedbound for much longer and needed forms of personal hygiene 

beyond pad-changing: 

 

“Just because a person is end-of-life it doesn't mean you just leave 

them there you don't move them anymore.” (Alina, senior-carer, 

30s, from interview) 

 

Dying therefore produced a significant increase in carers’ workload which, as 

during everyday care (Chapter 7), was focussed on bed and body care as opposed 

to emotional care. Whereas carers’ workload intensified and augmented 

exponentially when a couple of residents were EOL at the same time, staffing levels 

remained the same, in line with the care homes’ need to manage costs. 

To not raise staffing levels when there were (multiple) residents requiring 

EOL had a crucial consequence: it prevented staff from providing EOLC to the 

standards they considered adequate. These included the bed and body work 

described on page 262, but also aspects of non-instrumental emotional care 

associated with staff’s vision of a good death (section 10.3). While the next chapter 

will focus on the emotional aspects of EOLC, this section highlights how 

inadequate staffing levels limited the time staff could allocate to dying residents to 

fulfil the governance requirements to keep residents healthy and safe through the 
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provision of bodily care. This could be further complicated by residents who 

became particularly agitated at the EOL and required constant one-to-one 

supervision, and care to keep them safe as in line with CQC regulations (section 

6.1.1). In the quote below, a resident affected by vascular dementia and multiple 

mini strokes lost the ability to walk towards the EOL, but still required extremely 

frequent supervision in his last days of life to ensure he did not injure himself: 

 

“[Arthur] lost his mobility but he was a crawler so he would crawl 

out of the bed, and he fell out of the bed a few times so we had to get 

a low-low bed and he would roll out of the bed. We had to put him 

back in. He ended up on a syringe-driver, but he was still trying to 

get out of the bed, so we were in constant fear he was going to rip 

that needle out of his stomach, so we had to constantly change the 

position of that.” (Keira, carer, 20s, from-interview) 

 

Another case of a resident requiring constant one-to-one attention towards the EOL 

was Shirley who died from advanced dementia: 

 

“[Shirley’s] dementia was so bad she was dying. For 15 hours 

straight she’d be sitting up and down, up and down, and up and 

down, but it was constant, all night long. She couldn’t walk. She 

could just literally sit herself up and down and it would be, ‘Nurse, 

nurse, nurse, nurse, nurse’, but she wouldn’t want anything, and it 

was constant to the point where we had to sit in her room. We had 

to have somebody in her room all night long and it took her about 



 

 

264 

six-months to finally pass away so that was really, really long.” 

(Keira, carer, 20s, from interview) 

 

Both of these quotes illustrate cases in which dying residents required one-to-one 

supervision and care across many days or weeks (or even months) to ensure they 

did not accidentally injure themselves. An accidental death from a fall, injury or 

even choking on food or bedrails would have been problematic for the care home 

even when the resident was EOL. An accidental death was bound to trigger a 

Coroner’s investigation into the circumstances of death since no GP or doctor 

would have certified a medical cause of death, with a high potential for uncovering 

a lack of safety or preventative measures put in place by the care home. Providers’ 

failures to deliver a safe service which resulted in avoidable harm to a resident had 

to be prosecuted as criminal offences by the CQC under the Health and Social Care 

Act 2008 (CQC,-2019). However, this intensification of care work at the EOL 

which met regulatory (and governance) requirements for safety was not met by an 

increase in staffing levels (nor wages). Therefore, carers were at times unable to 

deliver the necessary supervision and care to dying residents because there were 

not enough carers on-duty to cater for both the everyday care of non-dying residents 

and the EOLC of dying residents:  

 

“I did once say we didn’t give somebody a good death because we 

were so stretched, short staffed all the time. I said to the 

management you cannot leave the floor short, when you leave the 

floor short, if somebody slips through the rails… It’s not they slipped 

through the rails, there was lots of GP input, but we didn’t give her 



 

 

265 

a good death because they [carers] couldn’t sit with her towards the 

end and stuff like that, and I feel like we let her down. I had that 

written in my supervision: ‘We did not give that lady a good death 

because you left us short.’"(Constance, senior-carer, 40s, from 

interview) 

 

Constance’s words also reveal another, related issue. The senior carer was 

concerned with giving residents a good death by having a carer sitting at their 

deathbed. Chapter 10 will explore this ‘being with’ as an instance of non-

instrumental emotional care, how it related to the good death, and the contradictions 

it uncovered about care work in care homes. Before moving on to that, the 

remainder of this chapter discusses how the care home governance’s focus on 

keeping residents alive reduced EOLC to bed and body work, extended residents 

dying trajectories and produced a specific ideology of a ‘natural’ death as a good 

death. 

 

 

9.2.3 Governance Priority for EOLC III: Keeping 

Residents Alive 

 

Driven by the priority to sustain residents’ lives (section 6.2), care homes 

were geared towards treating any chronic or new condition residents displayed by 

drawing on the expertise of in-home nurses, senior carers, and affiliated GPs. It is 

within this context that senior staff’s prediction work and the precautionary 

prescribing of EOL medication occurred. However, EOLC in care homes did not 
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come without issues even after dying had been predicted by senior staff and EOL 

medication prescribed by the GP.   

This section explores three related issues deriving from the care home 

governance imperative to keep residents healthy and safe, that is alive, which 

shaped everyday care and continued into EOLC. First, residents dying (or survival) 

trajectories were extended by the level of medical treatment and supportive care 

available in care homes. Second, the focus on bed and body care which shaped 

carers’ work during everyday care continued at the EOL, taking the form of pushing 

residents to eat and drink97 and turning them in bed even when they refused it. 

Third, to have residents die in the care home while respecting regulation on the 

provision of life-sustaining and safe care produced a specific ideology of ‘the 

natural’ (as opposed to the avoidable) death as a good death. Considered together, 

the three EOLC outcomes of the care home governance’s focus on keeping 

residents alive side-lined existential questions of quality of life and residents’ wish 

to die or to live in favour of a normative understanding of what was allowed (and 

thus good) about dying in care homes and the care thereof. In what follows, the 

issues are explored drawing on the residents’ dying narratives (the vignettes) and 

interview data collected during fieldwork. 

 

 

 

 

 
97 The pressure on residents to eat and drink usually stopped after residents were administered 

EOL medication but continued after residents were prescribed EOL medication (see p. 281).  
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9.2.3.1 The extension of dying trajectories  

 

This section examines how difficult it was for care homes - as institutions 

governed by the priority to keep residents alive - to let residents die even when 

death was predicted and EOL medication was in place. The ceiling of medical care 

in care homes was oral antibiotics, subcutaneous injections, and long-term oxygen 

therapy. This excluded more invasive and potentially life-extending interventions 

such as intravenous injections, intubation, ventilation, or the placing of an artificial 

feeding tube that could be conducted only in acute hospital settings. However, even 

if restricted to oral antibiotic treatment, bedsores prevention/management, and 

support with food and drink, the level of medical intervention and supportive care 

available in care homes could still prolong residents’ lives. Dying (or survival) 

trajectories could be extended by the unrelenting pressure to treat residents for 

infections and make them eat and drink even when EOL medication was in place 

and, at times, even when relatives with LPA expressed the wish not to provide any 

life-prolonging treatment to their relative. Eileen’s vignette below illustrates such 

a situation in which a fluctuating EOL trajectory was the result of a combinations 

of factors driven by the care home governance’s focus on medical treatment and 

supportive care to keep residents alive.  
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Eileen 
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There were three factors driving the extension of Eileen’s lifetime:  

(1) carers unrelenting support with eating, drinking and bedsore management   

every time she had a bout of pneumonia; 

(2) the GP’s decision to treat the third bout of pneumonia with two or three 

courses of antibiotics, even if the last bout of pneumonia had happened up to 

six months before and EOL medication was also prescribed on that occasion; 

and 
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(3) senior staff’s unease with stopping Eileen’s treatment for what were 

considered minor infections/illnesses, although this was the wish expressed 

of Eileen’s relative with LPA.  

 

Throughout all her illnesses and shaped by their narrative of Eileen as ‘a 

fighter’ carers, senior carers and nurses alike sought to ‘cure’ Eileen and support 

her in overcoming each health crisis. This was an expression of the care home 

governance focus on keeping residents alive through bed and body work, but also 

of staff’s pride in being able to “bring [a resident] back up again” and prevent 

their death “about five or six times” (Cara, carer, 20s, from interview), as the quote 

below relating to Pat, another resident, shows:  

 

“We [carers] brought her back from death at least three times. She 

had both hips broken, she had her spine broken, she had a massive 

pressure sore in her sacrum, very deep, you could put your finger 

in, and we thought ‘this is it’ because this will develop bigger and 

bigger… and she's still here. The woman is just coming back but I 

think it has a lot to do with us because as soon as she has something, 

we're on it.” (Alina, senior carer, 30s, from interview) 

 

Institutional pressures to keep residents alive were thus amplified by staff’s active 

involvement and personal investment in reaching the same objective. In turn this 

was influenced by how staff regarded the resident’s underlying character; staff’s 

perception of a resident as “a fighter” and “wanting to live”, such as in Eileen’s and 

Pat’s case, motivated them to provide even more support to keep them alive. At the 



 

 

271 

EOL whether a resident yearned to live or not was mostly assessed by staff based 

on whether they still wanted to eat. If a resident was regarded as heading towards 

the EOL, but still occasionally eating, carers would keep offering food on a regular 

basis: 

 

“[Joan] is hardly eating but we're still going to try. It's not like ‘Oh 

she hasn't eaten in a week, we don't feed her anymore’ because some 

days she will, some days she won't” (Alina, senior-carer, 30s, from 

interview) 

 

On the contrary, in a case such as Vera’s (Chapter 8), who had capacity and 

refused food intentionally and verbally for many weeks before becoming 

unconscious, staff interpreted his behaviour as having “given up” and having “had 

enough”. In the carers’ view, the refusal or acceptance of food and drink was loaded 

with practical and symbolic meanings. It signalled the approaching of death and 

dying and, potentially, reflected residents’ wish to live or die, especially when they 

could not express themselves verbally. The acceptance or refusal of food and drink 

were thus considered by carers as an expression of residents’ desires and agency. 

From the governance perspective, instead, food and drink was a highly regulated 

aspect of resident’s care (see Chapter-6 p.-166) over which residents’ without 

capacity could exert very limited control, often only by practically preventing carers 

from feeding them (see p.-284 later on). Assuming the carers’ viewpoint, the next 

section on the prioritisation of bed and body work at the EOL (pp.-280-287) 

engages the issues of feeding EOL residents as they refused food and drink (p.-

284), their swallowing became compromised (p.-284), and a medico-legal decision 
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to withdraw food and drink was taken by the GP and the resident’s next-of-kin (p.-

290).  

 

The second factor driving the extension of a resident’s life was that GPs 

treated cases of pneumonia or a chest infection with at least a course of antibiotics, 

even when they suspected the resident might be nearing the EOL and were 

concurrently prescribing her EOL medication. The reasons why GPs tended to do 

so were (1) the uncertainty of a precise timeframe for dying in old age (Chapter 8), 

and (2) the need to negotiate a resident’s EOLC with their relative(s). While no one 

(not even a GP) could definitively predict when a resident was going to die unless 

they were in their last hours of life (see residents surviving many EOL crisis p.-

270), GPs had the expertise, responsibility and authority to assess whether 

treatment had become futile. They were however very aware, as much as senior 

staff, that decisions not to prescribe antibiotics might be not well-received by 

families. As the quote below shows, GPs could prescribe antibiotics to avoid 

conflicts with relatives and dissipate any potential future regret about whether 

everything was tried to prolong the resident’s life. Moreover, oral antibiotics were 

considered a non-invasive treatment with little side-effects by GPs, senior staff and 

relatives, adding to the argument that GPs had little grounds for refusing to 

prescribe them. 

 

 “Sometimes the relatives don’t get that antibiotics stop working 

after a time, so the GPs have to step in and explain that it’s not 

gonna work, nothing’s gonna work. When they step in to have that 

conversation, some are straight in with it and say ‘Look’, some are 
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like, ‘Oh, we’ll try a second course’. (Constance, senior-carer, 40s, 

from interview) 

 

 

Third, Eileen’s vignette displayed the nurses’ difficulty in relinquishing the 

provision of routine healthcare at the request of a relative with LPA. This reveals 

the care homes’ structural tendency towards the conservation of residents’ lives. 

The reason why a UTI was routinely treated - even when a resident had EOL 

medication in place and/or the LPA asked to suspend all potentially life-extending 

treatment - was that a UTI was not considered ‘life-threatening’. Senior staff 

routinely addressed UTIs by sending a urine sample for culture to the GP practice, 

the GP then prescribed antibiotics in the case of a positive result (see PHE, 2020). 

Conversely, senior staff considered pneumonia to be a life-threatening illness for 

which a GP visit was required, and relatives needed to be informed. In reality, the 

difference in life-threatening potential between the two (a UTI and pneumonia) was 

much subtler. Certainly, in conditions of frailty or depletion of physiological 

reserves such as the ones experienced by residents for whom EOL medication was 

prescribed, a UTI could progress into sepsis if untreated (see Nasa et al., 2012). Yet 

whereas a death from the complications of a UTI was considered ‘avoidable’ by 

senior staff because UTIs were routinely treated in care homes (see Sundvall et al., 

2015), a death from pneumonia was considered ‘natural’ because antibiotics were 

either administered but to no avail or not administered on the GP’s advice or the 

LPA’s decision to refuse medical treatment. Further, in the study care homes GPs 

never advised against treating a UTI, while they could advise against treating 

recurrent bouts of pneumonia and prescribe EOL medication instead. On these 
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grounds, not to treat a UTI was perceived as ‘neglect’ by senior staff, while not to 

administer a third course of antibiotics for pneumonia was deemed a non-

intervention in EOLC to enable a ‘natural death’. These perceptions drove senior 

staff’s tendency to routinely treat UTIs even when EOL medication was in place 

and/or an LPA stated their wish not to provide curative treatment to the resident. 

However, as it will be discussed later in this chapter (section 9.2.3.3), the distinction 

between non-intervention and neglect in EOLC, as well as between natural and 

avoidable death, were somewhat artificial.  

Another example of how entrenched the practice (and associated perception) 

that antibiotics had to stop working before they could be withdrawn by a doctor is 

provided by a rare case in which a nurse deputy manager (aided by the affiliated 

GP practice) reversed an out-of-hours GP’s decision to initiate EOLC. Once again, 

the decision to administer antibiotics had the effect to extend the residents’ dying 

or survival trajectory. Resident Paula had a severe bout of pneumonia, so the out-

of-hours GP was called in by the on-duty nurse and assessed that she was EOL: 

 

“It was late at-night, midnight time, and she was very sleepy and-

very chesty. When they [out-of-hours GP] came in looking at her, 

and not knowing her, they deemed that she probably was end of 

life.” (Trisha, nurse deputy-manager, 60s, from interview) 

 

The out-of-hours GP informed Paula’s relatives of her critical condition and 

prescribed EOL medication but no oral antibiotics, as they deemed them to be a 

futile treatment. In the morning, the on-duty nurse was about to set up the syringe 

driver when the nurse and deputy Trisha came in and assessed the situation. Trisha 
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disagreed with the out-of-hours GP’s decision not to administer antibiotics and the 

on-duty nurse’s decision to set up the syringe driver on three accounts. First, it was 

common for Paula to suffer from recurrent chest infections due to aspiration. 

However, when she got “very chesty like that” the on-duty nurse liaising with her 

regular GP used to “give her a course of antibiotics and she [did] bounce back” 

(Trisha, from interview). Second, Paula had a Treatment Escalation-Plan (TEP) 

advising for a “trail of oral antibiotics” which was not considered by the out-of-

hours GP (Ibid.). According to Trisha, only if the oral antibiotics failed then they 

might have considered Paula to be “possibly end of life” (from interview). This was 

“the right process” according to Trisha, but the out-of-hours GP had not followed 

it by skipping the oral antibiotics stage. As a result, “things had gone far too 

quickly” in Paula’s case (Trisha, from interview). Third, Trisha thought the out-of-

hours GP did not know Paula and her clinical history enough to make an informed 

decision. Overall, Trisha felt that Paula had not been given a “little fighting chance” 

by the out-of-hours GP (from interview). Therefore, she stopped the nurse from 

setting up the syringe driver and called in Paula’s GP instead. The practice GP 

prescribed antibiotics as per Paula’s TEP, which Paula had signed after contributing 

to its making, and confirmed Trisha’s decision to dismiss the syringe driver. In the 

following weeks, Paula’s health improved, and she went from being comatose in 

bed to regaining awareness and being able to sit on her wheelchair for most of the 

day. Trisha stressed that due to the lack of antibiotics and the decision to administer 

EOL medication in their stead Paula could have died. Instead, with proper treatment 

Paula was still alive four months after the episode and, in Trisha’s opinion, enjoyed 

a good quality of life: 
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“don’t presume – just because somebody is in their 80s and sleepy 

one day - that they’re never gonna regain any quality-of-life. That 

was nearly four-months ago now and the lady is still fighting fit and 

happy and contented. She is bed-bound or chair-bound but she eats, 

drinks, she goes to the hairdressers, she goes to activities, she is 

absolutely amazing. And yet it could have all gone the other way.” 

(from interview) 

 

Paula’s case highlights the extent to which boundaries between living and 

dying could be blurred and altered even within a low-tech medical environment 

such as a nursing care home. Dying (or survival) trajectories could be modified by 

decisions to administer or withdraw not just oral antibiotics, but apparently also 

EOL medication. Two new elements emerged in Paula’s case which were absent in 

Eileen’s case. First, while virtually all senior staff believed that oral antibiotic 

treatment in the care home (or intravenous antibiotic treatment in hospital) could 

extend residents’ lives, some believed that EOL medication could shorten residents’ 

lives. Trisha’s belief that the syringe driver could have favoured or accelerated 

Paula’s dying was shared by others: 

 

“As long as they're swallowing, I would not start the Just-In-Case98. 

I would always ask the GP to prescribe an oral alternative because 

that will knock the person out. They will stop eating, they’ll be asleep 

all the time, missing food and drinks, and their deterioration will be 

quicker than you would expect. With morphine and midazolam if you 

 
98 Another term for EOL medication. 
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start that early, that will fast track everything.” (Reina, nurse, 40s, 

from interview) 

 

However, most senior staff believed that, when following the procedure and doses 

outlined in clinical guidance (see BNSSG Clinical Cabinet, 2020 for an example), 

the administration of EOL medication could not significantly alter a dying 

trajectory and, if it hastened dying, there were situations in which that could be 

positive: 

 

“if somebody’s gonna die they’re gonna die, you can’t leave them 

in pain just because you feel like they’re gonna have the extra-

morphine and it’s gonna make them pass quicker.” (Constance, 

senior-carer, 40s, from interview) 

 

“But it isn’t just the syringe driver. It’s individual people and what 

they can tolerate and what they can’t. I think sometimes it can speed 

it up. I think in those cases it’s the time for it, it’s a good thing 

because we don’t want the patient to be suffering any more than they 

need to, but I wouldn’t like to think that you were putting it up too 

early.” (Trisha, nurse deputy-manager, 60s, from interview) 

 

Second, in some cases, residents’ quality of life and their desire to live (or 

die) as perceived by senior staff could contribute to extend (or shorten) their lifetime 

by influencing decisions to administer or not oral antibiotics and, some senior staff 

claimed, EOL medication. Paula’s case demonstrates that senior staff, beyond 



 

 

278 

guiding GP’s decisions to prescribe EOL medication (p.-274), could act as the 

advocates of residents without capacity by choosing whether to accept or challenge 

a GP’s decision not to treat. In doing so, senior staff inevitably brought their own 

values to bear on evaluations of a resident’s quality of life and their desire to live 

(or to die). Trisha thought that Paula’s quality of life was good and that she wanted 

to continue living that life. Therefore, she deserved to be given “a little fighting 

chance” and be treated with antibiotics for her recurrent chest infections. Trisha 

reported her opinion to be shared by Paula’s family who were “very grateful” Paula 

was still alive. However, that Paula’s quality of life was good or that she desired to 

live were far from being objective or universally sharable assessments. Beyond 

being wheelchair- or bed-bound, Paula had also lost the ability to speak, she had no 

dexterity in her upper limbs and was affected by advanced dementia. Paula was 

regularly fed texturized food and thickened fluids and spent most of her time sat (or 

lying in bed) in front of a TV without interacting with other residents and carers 

except for bed and body care. To interact with Paula was very difficult since she 

showed little facial expression and hardly used her voice in any way. Applying the 

criteria of the Mental Capacity Act 2005 (Appendix C), Paula had lost mental 

capacity to make her own decisions concerning virtually any aspect of her care. 

Moreover, although not expressing signs of intense distress such as repeatedly 

shouting, moaning, or rocking, as other residents did, Paula continuously clenched 

her hands in a fist. She clenched her fists so strongly that carers had troubles cutting 

her nails and washing her palms, which at times became damaged. Paula’s 

condition was thus not so different from Eileen’s or, as we will see, Arthur’s for 

which their relatives, with the approval of a GP, respectively decided to withdraw 

antibiotics, and food and fluids. However, Paula’s relatives were never asked by a 
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GP or senior staff whether they wished for Paula not to be treated for her recurrent 

pneumonia. This existential question was never asked to Paula’s relatives because: 

(1) the senior staff and the GP thought that not enough unsuccessful attempts at 

treating Paula had been undertaken, and (2) Paula could still swallow antibiotics 

and food/drink without risk of choking. As Trisha’s quote below explains, the care 

homes’ regulatory requirement to sustain residents’ lives meant that residents who 

did not die suddenly had to go through multiple and recurrent hospital admissions 

and treatments, and their health had to have deteriorated considerably before they 

were deemed eligible for EOLC and the withdrawal of potentially life-extending 

medical treatments. A resident such as Paula needed to further deteriorate and 

undergo further treatment before the possibility to let her die was entertained by the 

senior care home staff and the GP, and proposed to the relatives (or LPA) for 

consideration. Ultimately, the care home system’s attempts at preserving residents’ 

lives meant that many residents reached the EOL in extremely poor condition.  

 

“It’s events building up to that time. If somebody’s had multiple 

hospital admissions, they’ve come out of hospital, they’ve been on 

antibiotics, as soon as the antibiotics stop they get another chest 

infection, back into hospital, invasive treatments – you know, 

injections, ivs [intravenous injections]. We usually say two or three 

times with the same sort of problem, same symptoms, somebody 

seems as though they’re deteriorating, they’re not eating and 

drinking as much as they did, their activity or their physical being is 

deteriorating. So when it’s sort of the whole package that you just 

then think should we be thinking that any further hospital admissions 
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is really not quality of life, not beneficial, not doing what you would 

expect it to do. Now we’re at the time where we need to be thinking 

of no more invasive treatment. Or when antibiotics aren’t going 

down because of the dysphagia, so now we’re looking at palliative 

care and end-of-life care. So stages of deterioration.” (from 

interview) 

 

 

9.2.3.2 The prioritisation of bed and body care  

 

As argued throughout Part 1 of this thesis, there was a conflict between the 

staff and the care home system’s priorities for residents’ care during everyday care. 

The prioritisation of bed and body care over the emotional aspects of care, 

especially those not instrumental to bed and body care (p.-183), was carried over 

into EOLC. This had two main consequences. First, the prioritisation of bed and 

body care at the EOL contributed to the aim of keeping residents alive. As it will 

be argued in this section, residents were kept alive not just through medical (as-

previously reviewed-pp.-272-243) but also supportive care. Second, the 

prioritisation of bed and body care at the EOL shaped the carer-resident relationship 

at the EOL, with carers finding themselves pressured to force interventions on 

residents’ bodies, thus treating them as body-objects as opposed to subjects of care.  

As already argued in this chapter (p.-262), supportive care was an 

intensification of the usual bed and body work carried out by carers during everyday 

care (see Chapter-5-pp. 133-140). Crucially, this intensification included increased 

carers’ input with (1) supervising agitated residents at risk of accidentally injuring 
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themselves (see-p. 264), (2) bedsores prevention or management as bedbound 

residents required to be turned in bed hourly or three-hourly, and (3) food and fluids 

intake as most EOL residents needed to be fed and encouraged to eat. However, 

these could translate into a narrow focus on bed and body work at the EOL, which 

required carers to perform care activities on residents’ bodies and raised questions 

about the quality of residents dying and living in the care home. In what follows, 

the issues of repositioning residents in bed 1-3 hourly and of feeding them at the 

EOL are reviewed in turn, while supervision of residents engaging in unsafe 

behaviours has been addressed in this chapter already (p.-262).  

 

Personal hygiene routines (Chapter 5) continued at the EOL, with enhanced 

attention to the prevention or management of sores. The risk of skin breakage 

augmented at the EOL due to residents being bedbound and mostly doubly 

incontinent, and (bed)sores that were painful and resulted in an increased risk of 

infection. To reposition residents 1-3 hourly was thus a component of life-

sustaining care, reducing the risk of harm to the resident. Nonetheless, the quote 

below highlights how difficult it could be to undertake such operations as residents 

were dying: 

 

“Nine times out-of-ten, when they go end-of-life, it’s as soon as they 

end up in bed. Then if they’ve still got a little bit of fight in them, 

they’ll lash out at you, because all they want is just to lie there and 

die, they don’t want to be alive anymore. When you come in and go, 

“Hello, come on, it’s time to move you now,” and we’ve only done 

it two-hours ago, they get cross with you ‘cause they just want to be 
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left alone. They don’t understand why we [are] doing what we’re 

doing.” (Darren, carer, 30s, from interview) 

 

Darren’s comment illustrates how the mandate to reposition residents in bed was 

not perceived by some carers as an effective and humane way to provide care at the 

EOL. When residents clearly refused repositioning, to enforce it could have the 

effect of pitting carers against residents, creating tensions in the care relationship. 

However, carers were pressured by the institution to turn residents which, as 

opposed to feeding, could be enforced without the resident’s cooperation. This was 

compounded by how, while regulation defends a resident’s right to refuse care, 

most residents had lost capacity to consent by the time they were slowly dying in 

bed (p.-169). Therefore, senior staff and carers had to make best interest decisions 

concerning their care. These best interest decisions were shaped by the regulatory 

and legislative framework imposed on care homes, which mandated life-sustaining 

care as the overriding priority (section 6.2). This governance logic disregarded 

other important aspects of EOLC, that is residents’ desire to live or die as expressed 

through their actions, and residents’ quality of living/dying, as perceived by carers. 

As voiced by Darren, some residents did not want to live anymore and to refuse 

repositioning was an expression of their agency and desire to die. Governance and 

institutional structures however required carers to ignore such requests. The 

emotional burden to enforce care even when residents refused it was thus placed on 

carers. This topic is addressed in Chapter 10 when evaluating non-instrumental 

emotional work at the EOL (section 10.2).  
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Food and drink provision was the other aspect of bed and body care which 

became intensified and contentious at the EOL. As we have seen in section 6.2, and 

briefly in this chapter (p.-271), care homes were responsible for providing nutrition 

and hydration to their residents. This was a component of life-sustaining care and 

this mandate continued into the EOL. At the same time, both regulation (CQC,-

2015, p.-53) and staff (p.-259) recognised that the dying process often included 

resident’s sliding into unconsciousness and becoming unable to eat. However, 

feeding residents food and drink at the EOL remained problematic even when this 

aspect of dying was openly acknowledged. First, some residents intentionally 

stopped eating and drinking as they took to their beds and were still able to swallow. 

As we have seen in Vera’s case (p.-228), the refusal to eat and drink was usually 

fought against by senior staff. However, if the resident had capacity, staff had to 

ultimately accept their decision. In this case, from the governance perspective the 

lack of food and fluids intake could be motivated by the resident’s refusal and 

supported by recording it on the resident’s care plan every time a meal or drink was 

offered. Carers had an obligation to continue offering food and drink to residents 

even if they repeatedly refused it (see-p.-271), a resident’s refusal having to be 

verified at every meal. At the same time, carers had an obligation to push residents 

without capacity to eat and drink even if they physically refused it. This was further 

complicated by the fact that the refusal to eat of residents’ lacking capacity had no 

legal validity, therefore carers were responsible for making best interest decisions 

in their stead (see Appendix C). Within the context of care home providers and 

managers being legally responsible for the provision of life-sustaining care to 

residents, senior staff and carers were thus instructed to make sure that residents 

without capacity ate and drank enough to allow their survival. However, carers 
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could ultimately not feed residents who refused to open their mouths or spat food 

and drink out. Once again, this battle over food and drink could create tensions 

between residents and carers who felt frustrated because they could not fulfil their 

work task and/or keep the resident alive: 

 

“when we go up with food and you’re like, “Come on, it’s time for 

something to eat,” and they just go, purse their lips and turn their 

heads. We can only do what we can do, we can’t go, “Right, open 

your mouth,” and start forcing her to eat to keep her alive.” 

(Darren, carer, 30s, from-interview) 

 

Whereas some carers voiced their trouble and frustration at having to reposition 

dying residents every 1-3 hours (Darren on-p.-281); others interpreted residents’ 

complaints as a momentary expression of discomfort and repositioned dying 

residents even if-they complained or refused since they retained it to be beneficial 

for them (see-Alina’s quote-p.-262). In contrast, non-verbal refusal of food or drink 

was unambiguously interpreted as a resident not wishing to eat, and if the refusal 

continued over time, carers interpreted this as the resident “having given up” and 

“wishing to die” as in Vera’s case (p.-228) and Darren’s quotes above (and-again 

on-p.-324). In contrast with those who refused nutrition, some residents never 

refused food and fluids but slowly became unable to swallow while reaching their 

EOL. Concerning these residents, senior staff and carers had to balance the 

imperative to keep residents alive (thus providing nutrition and hydration) with the 

imperative to prevent an accidental death from choking. The below interview 

exchange between carer Lea and myself evidences how the governance mandate to 
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keep feeding residents, in this case affected by advanced dementia, trumped any 

consideration of quality of life and pushed carers to feed residents up until the point 

they became completely “vacant” and could not swallow anything anymore:  

 

Lea (carer, 30s): “They could not be eating one day, the next day 

they could eat. You risk assess every day to see if that person can 

eat. You do try and if not, you have to scoop it out of their mouths, 

or you use oral mouth swabs to get water in, so they are not dry. If 

they can’t have food and drink, there is no quality-of-life. What is 

the purpose of life if you can’t have fluid and you are bed-bound? It 

is not a life. There is no quality.”  

Diana: “Do you feel it is okay not to try feeding them then?” 

Lea: “No, we do try as much as we can until the point where there 

is nothing there at all. They are very vacant and don’t understand 

when you talk to them, ‘you need to swallow’, or they don’t even 

swallow at all. You can see it in their mouths. You know that they 

are not going to swallow, so you have to remove it. We do try all the 

time, until the very point you know they cannot eat and drink.” 

 

Although wishing to avoid a death from choking, as discussed later on in the chapter 

(p.-294), care homes could and would go to a great extent to keep feeding extremely 

deteriorated residents with swallowing difficulties who still opened their mouth to 

eat. Some carers were critical of forcing bed and body care interventions on EOL 

residents to keep them alive. While Darren’s reason for being critical was that some 

residents refused care and wanted to die, Keira’s reason was that some residents, 
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mostly affected by dementia, had lost their capacity for personhood and related 

quality of life by the time they were considered EOL:  

 

“I do think we [carers] try to prolong life longer than what is 

necessary because that’s what the doctors have told you to do. It’s 

because we’re told we have to do it as part of our rules and we have 

to try and keep them alive for as long as possible, but I don’t agree 

with trying to keep somebody alive who is already mentally gone.” 

(Keira, carer, 20s, from-interview) 

 

Keira identified both the NHS clinical governance (“the doctors”) and the 

care home governance (“our rules”) as the drivers behind the overextension of 

residents’ lives. She recognised not just antibiotic treatment, but also supportive 

care as contributing to the dragging out of residents’ dying. As Keira and Darren 

acknowledged explicitly and Lea implicitly, the care home system’s priorities for 

EOLC overemphasised preoccupations with the body and promoted an objectifying 

relationship between carers and residents. Care home governance pushed carers to 

provide life-sustaining bed and body care regardless of residents’ desires to receive 

that care or not, to keep on living or to die, and of carers’ own perception of 

residents’ quality of life. Governance thus not favoured, but rather hindered, carers’ 

relationships to residents as people with emotions and desires concerning their own 

dying, and marginalised the existential questions that such a relationship inevitably 

raised. As Chapter 10 will discuss, carers were left alone and unsupported in facing 

the emotional complexities of caring for the dying even when senior staff asked 
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them to provide non-instrumental emotional care by sitting with dying residents as 

part of their job.  

 

 

9.2.3.3 The construction of death as natural: non-intervention vs neglect in 

EOLC 

 

As institutions for the safe custody and care of older people, care homes were 

responsible for how residents died. The governance priority to keep residents alive 

produced the divide between what were considered ‘natural’ and what were 

considered ‘avoidable’ deaths by senior staff and carers. In this process, as Seymour 

(1999) noted in relation to death in intensive care, the natural death in care homes 

became elided with the good death in care homes. This section focuses on the extent 

to which the divide between natural and avoidable death resulted from the 

opposition between non-intervention and neglect in EOLC. Care home governance 

employed medical knowledge and technology as well as legally recognised ways 

to document medical choices, that is residents’ care plans, to legitimise 

unsuccessful interventions or non-intervention in EOLC and, crucially, distinguish 

non-intervention from neglect. Natural death designated a death generated by 

causes internal to the resident’s body such as diseases or overall bodily and/or 

cognitive deterioration. In conditions of sudden death, senior staff and carers tended 

not to mobilise the concept of a natural death, but that of an unexpected, potentially 

avoidable, and thus troublesome death. In fact, a sudden death in the care home 

involved a Coroner’s investigation and, as nurse deputy manager Reina explains 
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below, could raise suspicion around the quality of the care provided even in non-

accidental circumstances:  

 

“You can't stop it from happening because somebody can just have 

a chest pain and have a heart attack. But I don’t want a sudden death 

here because if it's something that you could have prevented and you 

haven’t, then that’s down for neglect, isn't it?” (Reina, nurse-deputy 

manager, 40s, from-interview) 

 

In contrast, staff drew on the concept of natural death when describing the 

outcome of unsuccessful intervention or non-intervention in EOLC. In conditions 

of predicted death, that is when EOL medication was prescribed, natural death 

designated a death resulting from a residents’ deterioration which had not been 

possible to slow down or stop or which had been decided not to try to slow down 

or stop through medication (commonly oral antibiotics for infections) and/or the 

provision of food and drink. If the provision of medication and food and drink could 

not stop nor slow down the resident’s deterioration, death was said to have been 

unavoidable and thus natural. If the GP (after consultation with the resident’s 

relative) and/or the LPA (after consultation with the GP) decided to withdraw 

medication and/or food and drink99, medical non-intervention was said to have 

allowed natural death.  

In contrast, senior staff and carers designated as avoidable, and thus as 

unnatural, a death resulting from an accident (such as a catastrophic fall, choking 

 
99 The withdrawal of food and drink was always accompanied by the withdrawal of oral 

antibiotics/medication. Instead, the withdrawal of oral antibiotics/medication was not usually 

accompanied by the withdrawal of food-and-drink. 



 

 

289 

on food/drink or in between the bedrails) or from neglect of a resident’s symptoms 

when the residents was not predicted to be dying (such as failing to treat a minor 

infection that progressed into sepsis or ignoring a resident’s pneumonia100). Deaths 

resulting from residents’ decisions to starve and dehydrate themselves to death (see 

Vera’s vignette p.-228 and Darren’s quote p.-324) were also considered unnatural 

by senior staff and carers, albeit some of them respected this as the resident’s choice 

(see p.-319). While a natural death following documented medical non-intervention 

or unsuccessful intervention did not constitute a legal issue for care homes, an 

avoidable death following an accident or neglect, if these circumstances were 

established by a Coroner’s investigation101, would have triggered prosecution as a 

criminal offence by the CQC. Likewise, residents’ decisions to stop eating and 

drinking were challenged by senior staff, especially if residents’ lacked capacity, as 

the care home could not be seen as depriving the resident of food and drink unless 

this was decided by the GP in conversation with the LPA or relatives. As a result, 

deaths from self-starvation/dehydration were mostly considered ‘bad’ even if, in 

practice, their slow dying trajectory resembled that of deaths from frailty and/or 

dementia and overall bodily deterioration:   

 

“I’ve seen, in the seven years here, some horrific deaths.  We’ve had 

a couple of people who’ve chosen to starve themselves to death, 

which has involved social workers, the DoLS team, the mental health 

team, which has been just horrific to watch and has been long and 

 
100 Senior staff evoked this as a possibility to avoid. No staff members ever stated that a death 

from neglect happened in any care home. 
101 See Appendix M for media coverage of Coroner’s investigations into residents’ deaths. 
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drawn out.” (Chloe, senior-carer deputy-manager, 30s, from 

interview) 

 

The boundary between a natural (good) and an avoidable (bad) death was thus a 

malleable one, and depended on the care homes’ necessity to produce regulation-

complying deaths. Senior staff needed to manage residents’ dying from a legal 

perspective and be able to demonstrate legal and regulatory compliance to the 

Coroner and the CQC to avoid investigation and prosecution.  

 

The following vignette explores how the construction of treatment 

withdrawal as non-intervention as opposed to neglect produced a specific ideology 

of natural death as an implicitly good death. While the opposition between non-

intervention and neglect framed all EOLC provision in care homes, this became 

more apparent in situations in which food and drink, as opposed to emergency care 

or a second or third course of antibiotics, were withdrawn. Arthur’s vignette below 

exemplifies such a situation.  
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Arthur 
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The vignette illustrates all the reasons why it was sensible to stop food and 

fluids in a situation such as Arthur’s. However, the evaluation of non-intervention 

as part of EOLC in care homes becomes more complex when recalling the cases of 

dysphagia described by carer Lea on page-285. The aim of this comparison analysis 

is not to evaluate which decision was ethical or right and why. The aim of the 

comparison is to uncover why the possibility to withdraw treatment was proposed 

and discussed with the relatives in Arthur’s case (and accepted), but not in other 

cases (p.-285). This has consequences for how the boundary between non-

intervention and neglect in EOLC was shifted by senior staff and GPs in relation to 
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governance concerns as opposed to (existential) concerns with residents’ quality of 

life and desire to live or to die.  

When considered in isolation, Arthur’s case appears as a clear case in which 

the resident’s quality of life did not warrant further support with eating and 

drinking, itself involving the risk of choking and contracting recurrent bouts of 

aspiration pneumonia. However, when comparing Arthur’s case with other cases 

for which the question of withdrawing food and drink was never raised from a 

medico-legal perspective, differences in swallowing abilities and overall bodily 

deterioration become more subtle. Lea reported feeding residents with dysphagia 

(and advanced dementia) up until the very end of life (p.-285). While Lea had to 

assess the risk of choking with these residents too, a GP or SALT assessment (see-

p.-170) of their swallowing abilities and related discussion with the relatives about 

the risk of choking and recurrent aspiration was never undertaken. This is because 

the residents in question were very close to the last and unconscious dying phase, 

and their deaths were expected by senior staff, the GP and their relatives. At this 

point, senior staff and carers had more leeway and autonomy in evaluating when to 

stop feeding such residents for two main reasons. First, the window of time between 

death and the carers’ withdrawal of food and drink without a formal medical 

assessment having been undertaken was very short. It was thus unlikely that the 

CQC would have detected the irregularity. Further, it was always possible for senior 

staff to claim that the resident had stopped eating (as they became comatose and 

unresponsive) rather than the carers had stopped feeding the resident since, as 

patent from Lea’s quote (p.-285), the difference could be very subtle. Second, the 

GP was ready to certify a medical cause of death for the resident since they had 

already prescribed EOL medication for them and reviewed them resident weekly, 



 

 

294 

thus pre-empting the possibility of a Coroner’s investigation. In Arthur’s case, 

however, he was not close enough to dying and his risk of choking was too high to 

allow carers discretion in managing a gradual withdrawal of food and drink (such 

as the one described by-Lea on-p.-285). Arthur was far from being sleepy and 

comatose (see-Keira’s quote-on-p.-263). He was instead very agitated and insistent 

with wanting to eat and drink. This aspect greatly troubled carers who had to 

enforce the GP’s and relative’s decision to deprive him of food and fluids: 

 

“some of [Arthur’s] carers were like ‘but he wants to eat and drink, 

he’s opening his mouth’. I said, ‘Yeah, but he just chokes, we’re just 

watching him choke, his eyes fill up, he’s mucus comes out, and he 

may have one or two and then the third one he’s gasping for air. Do 

you want him to struggle like that? Or just withdraw everything and 

just let nature take its course.’”(Constance, senior-carer, 40s, from-

interview) 

 

The care home could not allow that Arthur’s died from choking on his food 

unless this had been allowed by the GP and his relative. This is why the GP was 

summoned and a best interest meeting with his wife was held about whether to 

continue to feed Arthur. During these events senior staff’s invocation of a ‘natural’ 

death shifted in relation to what was legitimate from a medico-legal and regulatory 

point of view. A death from choking on food was never natural and was always a 

bad outcome, because it was the result of unsafe care provision: 
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“the last thing you want is somebody to die of choking – that’s very 

traumatic, it’s not the type of death you want. You’ve not got a 

controlled situation so I think we’re [senior-staff] on the whole 

reasonably good at saying when it’s the right-time [to stop feeding 

residents].” (Trisha, nurse deputy-manager, 50s, from-interview) 

 

Only residents with capacity could face the risk of choking on the non-texturised 

version of their meals by signing a legal document. Residents without capacity ate 

texturised food when deemed appropriate by the SALT team and, as Arthur’s case 

reveals, GPs and senior staff preferred for them a slow and controlled death from 

dehydration (accompanied by EOL medication) to a rapid and uncontrolled death 

from choking. On the other hand, a death from food and fluids withdrawal was as 

much natural as a death from pneumonia following recurrent hospital admissions 

and two or three courses of antibiotics. It is evident that in this understanding of the 

natural (and good) death in care homes co-exist contradictory notions of death as a 

human-made process external to the resident’s body and death as a biologically 

driven process internal to the resident’s body. However, since no intervention is 

neutral and the lack of intervention is an intervention itself (see Borgstrom et al., 

2020), both deaths from food and fluids withdrawal and deaths accompanied or not 

by the provision of antibiotics were equally the result of residents’ bodily 

deterioration and of GPs’, senior staff’ and carers’ human intervention. The only 

principle distinguishing a natural as opposed to an accidental death in care homes 

appeared to be the conformity to safety regulations. To validate this hypothesis, 

deaths from self-dehydration and self-starvation were not considered natural, but 

instead problematic by senior staff. This was especially so if the resident did not 
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have capacity, senior staff had to keep enforcing food provision and involve 

external healthcare professionals (GPs, mental health teams, social services) to 

prevent the resident from indirectly committing suicide and to demonstrate that the 

care home sought to avert this risk and the risk of premature death from dehydration 

and malnutrition (see-Chloe’s quote-p.-289).  

 

Considered together, the fact that care homes tended to extend residents’ 

dying trajectories, prioritise bed and body care at the EOL, and construct the natural 

(and good) death in care homes as a ‘regulations-compliant’ death had the effect to 

side-line existential questions of residents’ wish to live or die and quality of life. 

The questions of whether it was appropriate to still provide hospital-level care, 

antibiotics, food and fluids provision and bodily care to extremely deteriorated 

residents were complex, but they were circumvented at the governance and 

institutional level by framing them as procedural (see-Paula’s case-p.-274) or 

regulatory issues (see-Arthur’s case-p.-291). Care home staff were structurally 

geared towards evading residents’ existential questions because they were governed 

by and governed themselves in accordance with regulatory and legislative 

frameworks that were the direct expression of the State’s vested interest in the 

biopolitical management of care homes and residents’ dying. Care home staff 

concerned themselves with sustaining residents’ lives for as long as-it-was possible, 

first by employing hospital-level care (see-Trisha’s quote on-p.-279), then by 

relying only on GPs and the care home’s staff (pp.-267-280). As a result, existential 

questions related to residents’ quality of life and their desire to live or die were 

marginalised or ignored at the institutional care home level, being raised only by a 

few carers as single individuals, as Chapter 10 will argue.  
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Summary 

 

This chapter has argued that senior staff’s prediction work and EOL 

medication prescribing played a central role in enabling a resident’s death to happen 

on the care home’s premises as opposed to in hospital. The anticipatory prescribing 

of EOL medication determined a crucial shift in care priorities in that it excluded 

emergency hospital-level care as a treatment option. Care homes had a regulatory 

duty to provide emergency care to critical residents, however this was not the case 

if a resident had been predicted to be dying by a doctor (typically the GP), the 

prescription of EOL medication being evidence of this. To allow more deaths to 

happen in the community was the objective pursued by NHS England clinical 

governance through the spreading of EOL medication prescribing in primary care 

(p.-55). EOL medication prescribing was however not flawless and about 22% of 

care home residents still died in hospitals (p.-219). Beyond difficulties related to 

predicting residents’ dying (Chapter 8), there was scarce co-ordination between 

hospitals and care homes concerning EOL medication prescribing (p.-255), and 

residents’ overextended trajectories of dying could challenge senior staff’s ability 

to keep EOL medication reviewed (p.-245). In addition to the prescription of EOL 

medication there was in fact another requirement senior staff strived to fulfil when 

they suspected a resident was likely to die in the near future. To avoid a Coroner’s 

investigation, the dying resident must had been visited by a doctor in the last 14 

days of life. Therefore, if EOL medication had been in place for many months or 

even years without being reviewed, there was still a possibility that a senior carer 

did not wish to risk that the GP or out-of-hours doctor visited after the resident had 

died. In this case, a Coroner’s investigation would have taken place, with significant 
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delays to the resident’s funeral and complications in relatives’ access to seeing and 

touching the body. Furthermore, if no doctor certified a medical cause of death, an 

autopsy and an in-depth Coroner’s investigation would have taken place. Senior 

staff feared this as it might have uncovered unsafe care practices or neglect.  

The chapter further demonstrated how the care home governance priority to 

keep residents’ alive (Chapter 6) continued into EOLC shaping residents’ dying. 

Life-sustaining medical treatment (typically antibiotics) and bed and body work 

were prioritised by GPs and senior staff respectively, leading to the extension of 

residents’ dying. Residents survived so many hospital admissions first and 

healthcare crisis in the care home after EOL medication had been prescribed, and 

sometimes died in a condition of extreme cognitive and physical deterioration, 

because interventions to keep them alive were mandated by regulations during 

everyday care, but this continued also after the prescription of EOL medication. To 

pre-empt hospital admission was in fact the only real change that the prescription 

of EOL medication made. The rest of the medical and bed and body care which 

could be delivered in a care home continued to be delivered as usual (see section 

9.2.3.1). This determined the construction of natural (and good) deaths in the care 

home as the result of either unsuccessful medical intervention (typically antibiotics) 

or non-intervention (typically by withdrawing antibiotics and/or food and fluids). 

This idea of the natural death elides contradictory notions of death as driven by an 

internal bodily process and death as driven by an external human-directed process. 

From analysis of deaths classified as natural by senior staff and deaths classified as 

avoidable, it emerged that the main criteria characterising a death as natural was 

that it complied with regulations around the provision of safe care. Accidental 

deaths from choking or injury were never seen as natural by senior staff as they 
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constituted a potential breach of regulations, whose circumstances will have been 

established by a Coroner’s investigation. Deaths from dehydration were considered 

avoidable when the resident voluntarily stopped eating, but natural when a medico-

legal decision to stop feeding a resident was taken by the GP in conversation with 

the relative or LPA. At the same time, it was also considered ‘natural’ to continue 

feeding dying residents with swallowing difficulties until the point they became 

“very vacant” or comatose when no medico-legal decision to stop feeding had been 

taken. Even-if, as-Lea described (p.-285), senior staff and carers often had to make 

a final judgement call about when to stop feeding a dying resident - since the 

imperative to feed needed to be balanced against the imperative not to choke a 

resident - this constituted a breach of regulations if not supported by a GP’s 

decision. The natural (and the good) death was thus the regulations-compliant death 

because regulations were what essentially governed care homes. The downside to 

this was the side-lining of existential questions related to residents’ wish to live or 

to die as well as the quality of life they could still enjoy in the care home. The next 

chapter explores these issues in relation to a change in senior staff’s attitude towards 

the carers’ practice of ‘being with’ residents (see-p.-150). While non-instrumental 

emotional care, ‘being with’ included, were not considered as care work by the 

provider during everyday care (Chapter 7), at the EOL senior staff asked carers to 

‘be with’ dying residents as part of their job. 
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Chapter 10: ‘Being with’ Residents at the End of 

Life 
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Introduction 

 

This chapter explores issues of care work at the EOL and the good death from 

the care staff’s perspective. Chapter 9 showed that, at the EOL, care home 

governance prioritised bed and body work to prolong residents’ lives and, to contain 

costs, managers did not increase staffing levels proportionately to the increase in 

carers’ workload. Against this background, this final empirical chapter evaluates 

the consequences of a crucial change in senior staff’s attitudes towards carers’ 

practice of ‘being with’ residents (p.-150). At the EOL, senior staff explicitly 

requested carers to sit with residents when their death was considered imminent, 

thus effectively ‘being with’ them in the last hours of life. Whereas during everyday 

care ‘being with’ residents was negatively sanctioned by most senior staff and 

carers (see-p.-150), at the EOL it became an expected, positively sanctioned, and 

thus valid part of care work as undertaken in practice by care staff on the care 

homes’ floors. At the same time, ‘being with’ dying residents continued to be 

obstructed by care home governance, and the institutional and practical 

arrangements it promoted concerning EOLC and care work. Further, not all carers 

adhered to the senior staff’s request to ‘be with’ dying residents which, insofar as 

it came from their line manager and superior, constituted a work requirement. Some 

carers adhered to it since they shared the senior staff’s vision of what a good death 

involved, and considered ‘being with’ to suit the needs of the dying. Some carers 

did not adhere to the practice of ‘being with’, instead stressing their hope to avoid 

residents’ deaths or their necessity to distance emotionally and physically from 

dying and aggressive residents. This chapter examines three implications that the 
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transition of ‘being with’ from non-work during everyday care to work during 

EOLC had for residents’ deaths, care work and ideologies of the good death.  

First, by ‘being with’ dying residents carers upheld priorities and values for 

EOLC which differed from those of governance. While governance aimed at 

keeping residents alive through the provision, and at times imposition, of bed and 

body care (see-pp.-283,-281), some carers undertook emotional care by 

accompanying dying residents in the last hours of life. This emotional care was 

characterised by two aspects: (1) carers’ desire to treat residents as people, not as 

body-objects of care, and (2) carers’ interrogating the care homes’ practice to 

prolong residents’ lives regardless of their quality of life and expressed desire to 

die as observed by carers.  

Second, senior staff’s promotion of ‘being with’ residents at the EOL stands 

in stark contrast to the dismissal of non-instrumental emotional care during 

everyday care by the care home providers, managers and senior staff (Chapter 7). 

This part of the chapter re-evaluates the predicament of care work described in 

section 7.3 in light of senior staff’s recognition of ‘being with’ dying residents as a 

valid component of care work. It will thus evaluate whether the transition of a 

component of non-instrumental emotional care (that is ‘being with’) from non-work 

to work in the eyes of those responsible for managing carers’ tasks on care homes’ 

floors (senior staff) changed the predicament of non-instrumental emotional care as 

that aspect of care work which carers could not avoid to engage in, but, at the same 

time, could not be recognised for from a practical, symbolic and financial 

perspective. Ultimately, analysis reveals that senior staff’s explicit request and 

expectation that carers undertook non-instrumental emotional care by sitting with 

and tending to residents in the last hours of life compounded carers’ physical and 
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emotional workload since this was not facilitated nor offset by corresponding 

changes in working conditions or remuneration. 

The third and last part of the chapter engages with the lay ideology of the 

sacred good death (Bradbury, 1996, 1999) as an explanation for why most senior 

staff and some carers upheld and practiced the ideal of an accompanied death in the 

face of significant practical hurdles and an almost total absence of symbolic and 

financial recognition by the employer. Social representations of the sacred good 

death prescribe the dying to be surrounded by relatives and close companions at the 

moment of death (Ibid.). This ideal permeated the care workforce and circulated in 

exchanges with the relatives of the dying or deceased resident. At the same time, 

senior staff and carers had to balance the ideal of a ‘sacred’ good death with that of 

Bradbury’s other two types of a good death: a medical and natural good death. 

In the following three parts, the chapter explores the aforementioned 

implications for the transition of ‘being with’ from non-work to work at the EOL 

and concludes by summarising the findings in the last section.   

 

 

10.1 ‘Being with’ and EOLC 

 

‘Being with’ dying residents consisted of providing company and comfort to 

residents deemed to be in the last hours of life through presence, voice and/or touch. 

It included actions such as sitting at the resident’s bedside/deathbed, speaking or 

singing to them, holding their hands or cuddling them. Families and friends could 

also be present at the EOL, and staff often reported to “take care of them as well” 

by providing drinks, food and the possibility to spend the night in the care home. 
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However, as argued in Chapter 8, for relatives or friends to be present as residents 

died was “a fluke” due to death’s uncertain timing. The bed-bound stage of a 

resident’s dying trajectory could last many days, weeks or even months making it 

impossible for families or friends to keep an uninterrupted vigil (see-Vera's-p.-228, 

Eileen's-p.-268 and-Arthur’s vignette-p.-291). This was not a-desire shared by-all 

however, with some family members finding it hard to confront their relative’s 

extensive and protracted deterioration, and ceasing to visit the resident at their 

bedside/deathbed:  

 

“We used to get a man drop off a gift and a card just saying love 

you mum. He’d leave it at the door then walk away, ring us and say 

it’s out there but he just could not come in. That was quite a few 

months of him doing that, where he saw his mum deteriorating but 

like he said she just won’t die and let go. He just couldn’t cope.” 

(Trisha, deputy-nurse manager, 60s, from-interview)  

 

Besides, some residents had no kin nor friends left as they died (see Margaret’s 

vignette) reflecting how, in England, care home residents were more likely to be 

childless when compared to old adults receiving care at home or in a hospice - as 

revealed by one of the scoping, quantitative studies conducted as part of this thesis 

(Teggi, 2020a; section 4.1.2.1). For those residents, care staff provided the bulk of 

EOLC, which from their perspective also included ‘being with’ residents as they 

died (see Borgstrom et-al., 2019). Typically, carers were asked by their nurse or 

senior to sit with a resident when a death was regarded as imminent. 
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This first part of the chapter argues that by ‘being with’ residents at the EOL 

carers shifted the target of care and care work from a narrow focus on residents’ 

bodies, enforced by the care home governance’s aim to extent residents’ lives, to a 

wider focus on residents as people requiring emotional not just bodily care. 

Questions of caring about vs caring for addressed in Chapter 5 concerning 

everyday care (see-p.-137) thus re-emerge at the EOL, framing how ‘being with’ 

dying residents affected the quality of residents’ dying and of EOLC. Carers’ 

physical and emotional closeness to residents as they died uncovered issues of 

personhood, residents’ agency, and residents’ quality of living/dying which were 

bracketed off by care home governance’s concern with residents’ deaths complying 

with safety regulations (see Chapter-9-pp. 281-284). As they accompanied 

residents in the last days and hours of life, carers reflected on whether they retained 

personhood or not and, by doing so, demonstrated a concern with residents as 

people rather than the mere recipients of bed and body care. On this basis, the 

practice of ‘being with’ dying residents can be interpreted as countering residents’ 

social death, conceptualised as being treated as if dead or as a non-person before 

physical death occurred (Glaser and Strauss, 1965; Sudnow, 1967). Albeit being 

contested and ambiguous concepts, the issues of social death and personhood are 

addressed because of their continued relevance for EOLC policy and practice (see 

Borgstrom, 2015). Staff’s intrinsic motivations to ‘be with’ dying residents related 

to the provision of emotional comfort and making residents feel that “they still 

matter[ed]” (Lea, carer, 30s, fieldnotes), even when their cognitive abilities were 

deemed insufficient to be aware of their surroundings. Ultimately, this pointed to a 

social dimension of ‘being with’ dying residents which exceeded the carer-resident 

relationship and was primarily relevant to the world of the survivors, that is, the 
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care home staff and the residents’ relatives and/or close companions. The last part 

of this chapter will argue that this social relevance can be best captured by the 

ideology (or social representation) of the sacred good death (see Bradbury, 1996, 

1999). At the same time, carers’ interrogation of whether dying residents retained 

personhood could lead them to question the institutional practice to prolong 

residents living/dying. As disclosed in-Chapter-9 (p.-286), some carers identified 

precisely the care home governance, as embodied by the particular institution they 

worked in/for, and the NHS clinical governance, as embodied by the GPs, as the 

culprits of the undue extension of some of the residents’ lives. The extension of 

residents’ lives was deemed undue by carers when it exceeded the residents’ 

capacity to maintain some level of personhood and related quality of life, or it ran 

against their expressed agency and desire to die. The first of the following sections 

discusses how carers treated residents as people endowed with personhood and how 

this acted as an antidote against social death, thus improving EOLC and the quality 

of residents’ dying. The second section discusses how care staff’s interpretation of 

residents’ agency or lack thereof (as in a lack of the capacity for personhood) led 

them to question care home governance’s practices aimed at prolonging residents’ 

lives or to adapt them to accommodate a residents’ wish to die.  

 

 

10.1.1 Treating dying residents as people: the difference it 

makes at the EOL 

 

As outlined in section 2.3.3.1, social death is used in academia to refer to a 

variety of contexts in which sub-sections of the population are treated as if they 
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were dead or non-existent before (or after) physical death102 (Borgstrom, 2017). 

Králová (2015) identified three common characteristics found in definitions of 

social death: loss of social identity, loss of social connectedness and losses related 

to bodily decline. Concerning the dying, the concept was first developed in the 

1960s to describe the hospital treatment of comatose or senile patients as mere 

bodies or corpses, that is non-persons, when their death was expected (Glaser and 

Strauss, 1965; Sudnow, 1967). From the 1990s, the concept was extended to include 

the loss of personhood and agency attributed to people living with dementia 

(Sweeting and Gilhooly, 1997). More recently, social death has been employed to 

problematise the fourth age103 and has identified institutional care as fraught with 

the potential for the loss of personhood and agency (Gilleard and Higgs, 2010, 

2015). A view of social death as connected to personhood and related abilities for 

agency, control and choice, underpins the policy drive to advance care planning as 

a means to align social and physical death (Borgstrom, 2015a). Over time there has 

thus been a shift from the original conception of social death as a reduction to the 

body (and the care thereof) to its identification with a loss of personhood.  

Following Borgstrom (2015), I contend that the concepts of social death and 

personhood, albeit related, remain different. Whereas the original understanding of 

social death (Glaser and Strauss, 1965; Sudnow, 1967), as well as the loss of social 

identity and connectedness identified by Králová (2015), point to the social 

dimension of how dying people are treated by others, the concept of personhood in 

 
102 Boundaries of human death are contested from a physiological and biological perspective, 

brain death being a point in case (Kellehear, 2008). However, there is medical and lay consensus 

that human bodies featuring algor mortis, rigor mortis and livor mortis are dead (or corpses). The 

term physical death refers to said concept of human death. 
103 A social imaginary of physical and/or mental frailty associated with ages 75/80+ and 

opposed to a younger third age of relative well-being, maturity and autonomy (Gilleard and Higgs, 

2015). 
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Western thought has historically been used to define and reify a set of 

characteristics a human body can have or fail to have.  

 

 

10.1.1.1 Personhood 

 

In Westernised cultures, the term person refers to both membership of the 

human species and the uniqueness of each human being. For the purposes of this 

analysis, personhood is assumed to include both dimensions, while a distinction is 

made between personhood as capacity and status.  

Amalgamating personhood as a capacity, the dominant Kantian tradition 

identifies it with rationality, volition, self-reflexivity and those high cognitive 

abilities allowing humans (as opposed to animals) to develop language and 

technology (Higgs and Gilleard, 2016). More recently, personhood has been 

devised as the capacity for a “narrative unity” of the self (Ricoeur, 1994). Taking 

issue with the inevitable loss of personhood ascribed to people living with severe 

dementia on the basis of this conceptualisation, Kitwood sought to redefine it as: “a 

position or social relationship that is bestowed on one human being by ‘others’, in 

the context of relationships and social being” (1997, p.8). This relational view of 

the self is conceptually akin to the original understandings of social death as being 

treated as if already dead, with care focussing only on the body (Glaser and Strauss, 

1966; Sudnow, 1967) and determining a loss of social identity and connectedness 

(Králová, 2015). Kitwood’s definition also blurs the boundary between 

personhood-as-capacity and personhood-as-status since it implies that the 

attribution of the status personhood to someone automatically enables them to 
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exercise it. Since this assumption could not be made concerning dying residents, 

the Kantian definition of personhood-as-capacity is employed when analysing 

carers’ attributions of personhood to dying residents.  

Considering personhood as a status, the Kantian tradition views it as a 

universal right-holder term for anyone belonging to the human species (Higgs and 

Gilleard, 2016). Instead, from a feminist and decolonial perspective personhood 

and humanity are statuses that come in degrees of difference and are socially 

negotiated (or struggled over). Access to full personhood and full humanity has 

historically been restricted to white, male, adult104, able-bodied105, middle-class and 

heterosexual subjects speaking a standard language (Braidotti, 2013; Haraway, 

1988; Lugones, 2007, 2010; Deleuze and Guattari, 1987). Although “coinciding 

with an abstract ideal of Man as symbol of classical Humanity” that does not 

represent most members of the species (Braidotti, 2013, p.24), this model continues 

to embody the norm against which all humans are measured and marked as 

different, other, and ultimately “worth-less-than” (Braidotti, 2006, p.130). In 

Westernised societies and cultures, the statuses of personhood and humanity are 

thus normative and performative106 concepts marking a separation from animality 

and denoting differential degrees of power and entitlement to resources and respect 

from other humans.  

 

Data from this study suggests that when practising ‘being with’ dying 

residents, some care staff explicitly drew on the topos of retained personhood as a 

 
104 Not a baby, a child, a teenager or an elderly. 
105 Including both physical and cognitive abilities, that is able-minded too. 
106 In some contexts (e.g. legal contexts) naming a body as a person (or non-person) makes 

it so, see Green's-(2020) theory of speech acts. 
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capacity or status, while others denied or doubted that residents retained 

personhood-as-capacity. However, both groups of staff considered it important to 

‘be with’ residents as they died, thus implicitly attributing personhood-as-status to 

all the residents they ‘were with’ regardless of perceived cognitive abilities. As it 

will be shown, dying residents were treated as people, not just mere bodies, by 

carers practicing ‘being with’ them.  

 

 

10.1.1.2 Recalibrating the focus of care (work) on presence and emotions 

 

Driessen et al. (2021) describe “being with” in the context of specialist 

palliative care as healthcare professional accompanying patients over extended 

periods of time by having face-to-face or videolink/phone conversations with them 

and listening to their concerns. In the care home context, ‘being with’ dying 

residents instead involved only the very last hours or days of life and was mediated 

by touch and the sound of voice as signs of presence, rather than words and speech 

for their meaning and communicative purposes. Such emphasis on touch and sound 

related to residents’ conditions, which were highly likely to include the absence of 

verbal communication by the time they were dying. The following excerpts report 

staff descriptions of ‘being with’ dying residents. 

 

“Talk to them. Let them know that they’re not on their own. We 

always make the effort if on a night-time somebody is at the end-of-

life and we do think they’re going to go, there is somebody sat in 

that room at all times and if we have to leave, we get somebody else 
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to sit in. We don’t want anybody to pass away on their own” (Keira, 

carer, 20s, from-interview) 

 

“Just stay with them and keep them company. Just hold their hands. 

Maybe top brush their hair, just so they know we’re here” (Charley, 

carer, 50s, from-interview) 

 

“it's not unusual for the staff member to lie on-the-bed with the 

person who is dying and cuddle them, especially when we have 

people who maybe don’t have very close-family or for some reason 

the family can’t be-there […] it's to give people that security and to 

know that they are not alone and that there is somebody with them” 

(Frances, manager, 60s, from-interview) 

 

Determining the appropriateness of touch and noise – and whether a resident would 

consent to this – was critical, and established on the basis of knowing the resident, 

and their likes and dislikes: 

 

“there are some people that don’t like cuddles, you can tell they are 

not an affectionate person so-you don’t give them that kind of 

affection, but you also get to know the people that do like a cuddle 

and do like hand-hold or kissing the cheek” (Cara, carer, 20s, from-

interview) 
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Since residents’ ability to communicate through behaviours or words was at its 

lowest at the EOL, staff carefully searched their bodily expressions for signs of 

physical pain, discomfort or anxiety.  

 

“With somebody who can’t talk, you look for observations, you look 

for restless legs-syndrome, [if-they-are] moving around a lot, 

they’re tossing, turning, they’re scratching themselves ’cause it’s 

painful, that irritation […] every time you touch them it’s like tense, 

those are all visual-signs […] If they’re settled, they’re not gonna 

be expressing any of those, trust-me” (Gloria, nurse, 50s, from-

interview) 

 

These symptoms were treated through EOL medication, repositioning, and verbal 

or physical comforting such as singing a soothing song or delicately stroking and 

holding hands. However, even when no troubling signs were found, carers would 

attend to residents to “make them feel that they still matter[ed]” because they were 

not abandoned to die alone (Lea, carer, from fieldnotes).‘Being with’ thus emerged 

as a type of non-instrumental emotional care and empathetic caregiving style 

(Chapter 7), which at the EOL became much more reliant on touch as opposed to 

words or facial expressions, but which was not reduced to the care of the physical 

body. Touch and bodily closeness constituted an intensification of the tendency 

associated with empathetic caregiving styles to embrace and re-signify bodies 

marked by abjection and associated with dirty work (Chapter 5); away from the 

reification implicit in the bio-medical (and regulatory) focus on bed and body work. 

As the-quotes on-page 311 showed, carers engaging in the practice of ‘being with’ 
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dying residents stressed their intention to care about residents as people with 

feelings and emotions by manifesting their physical presence at their 

deathbed/bedside. Carers emphasised that the aim of ‘being with’ residents as they 

died was to provide a sense of security and comfort, implying residents might have 

felt vulnerable, anxious and scared at the time of death or abandoned if left alone 

in their rooms. Senior carer Chloe noticed how fear of dying alone was more acutely 

present in those residents having no family nor friends left, thus requiring more 

input from staff at the EOL:  

 

“A lady had no next of kin, never had children, nothing, and she was 

always quite happy with that, that was her choice, she never got 

married.  Then, until about 48-hours before she died, she was 

terrified of being on-her-own, terrified that there was no one sat 

there.  So we went around-the-clock care and had someone sitting 

with her, literally, until she went.  We put more manpower into the 

person who’s on their own, because we’re acutely aware [that] they 

literally are on their own, they’ve got no one and this is the time 

they’re terrified” (40s, from-interview) 

 

Therefore, by ‘being with’ dying residents carers treated them as people 

rather than mere bodies, contrasting with how Sudnow (1967) and Glaser and 

Strauss (1966) described the hospital treatment of dying patients as socially dead. 

Sudnow (1967, p. 74) argued that many patients were “treated essentially as a 

corpse” by hospital personnel who engaged in those organizational and ceremonial 

activities associated with death – that is delivering last rites, discussing autopsy, 
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negotiating organ donation, closing a patient’s eyelids and preparing the body for 

wrapping - long before the patient was pronounced dead by a doctor. In striking 

opposition to carers’ descriptions of watching over dying residents, Sudnow (1967, 

p.-83-84) stressed that it was common for patients to “die unattended and be 

discovered as dead only considerably later”, thus pointing to the discontinuity of 

nurses’ “death watch”. Glaser and Strauss (1966) found hospital nurses to be more 

concerned with establishing a continued “death watch” by either providing it 

themselves or asking the chaplain, relatives or other patients to keep an eye on the 

dying patient. However, Glaser and Strauss (1966, p. 108) and Sudnow (1967, p. 

88) agreed that “comatose” patients, that is patients who were unable to respond to 

stimuli or were considered unconscious, were treated as socially dead and as “non-

persons” before and during the dying phase. According to Goffman’s definition 

(1959, p.152), which is referenced by both authors, non-persons are those “treated 

in their presence as if they were not there”. Such a view corresponded with the 

systematic discounting by doctors and nurses of comatose patients’ ability to hear 

and understand conversations about them undertaken in their own presence (see 

Glaser and Strauss 1966, p. 109-110; Sudnow 1967, p. 88). In contrast, in this study 

carers committed to the practice of ‘being with’ dying residents believed that they 

could communicate their presence to any resident, even the comatose and those 

whose capacity for personhood they doubted (see-p.-315-below), through voice and 

touch and that this could provide emotional comfort, reassurance and alleviate 

anxiety if present. Carers who practiced “being with” were thus shifting the focus 

of EOLC and care work at the EOL away from the body and closer to the emotional 

needs of residents. 

 



 

 

315 

10.1.1.3 Attributions of personhood 

 

Considering the care work practice of “being with’, it is now possible to 

examine carers’ attributions of personhood. Building on Kitwood’s definition of 

personhood (p.-308), by relating to residents as socially alive people rather than 

non-persons or corpses, carers implicitly attributed to them the status of 

personhood. However, the attribution of personhood-as-status was a by-product of 

‘being with’ dying residents and treating them as socially alive. Enabling 

personhood was neither the aim nor the cause behind “being with” dying residents 

and treating them as socially alive. Further, it cannot be assumed, as Kitwood does, 

that carers treating dying residents as people endowed them with the capacity to be 

people in the Kantian sense. In fact, the physical process of dying fundamentally 

undermined residents’ cognitive abilities and their capacity to interact with others. 

As argued above, the carers’ aim was to provide emotional comfort to residents. In 

line with this, to accompany residents in the last hours of life was practiced by 

carers both doubting and believing that residents retained personhood-as-capacity. 

A few carers were convinced that any resident, even those affected by the most 

severe dementia, retained personhood-as-capacity: 

 

“they know that we know that they are intelligent, they’re not stupid 

people, they’ve just got something that has gone wrong in their 

brain. We treat them as intelligent people” (Sarah, 50s, carer, from-

interview) 
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However, many of the carers who attributed personhood to the residents did not 

provide any reason for doing so. Rather than an (implicit or explicit) rationale for 

why a dying resident was an individual with personhood-as-capacity, most of the 

carers’ explanations displayed an un-reflexive use of the concept. Their most 

detailed elaborations took the form of identifying the residents’ cognitive 

shortcomings, while concluding that they were people “all the same”: 

 

“yeah they’re a bit different, they can’t remember things, they need 

help with everything, but at the end of the day they’re still people 

and they need us [carers]” (Mohamed, 30s, carer, from-fieldnotes)  

 

Most carers used the concept of personhood instrumentally, to ascribe the status of 

personhood to residents in order to legitimise their role and wish to care for and 

about them. This reflected the normative function of personhood-as-status 

described on page 309, where in Western societies, to declare someone (or 

something) as a non-person (in law or in practice) strips them of entitlements to 

rights, resources and/or life107. Instead, some carers excluded the possibility that 

residents suffering from significant cognitive deterioration retained the capacity for 

personhood (see-Lea’s description of residents-as “vacant” on-p.-285 and-Keira’s 

quote later-on this chapter-p.-320). Nonetheless, even these carers practiced ‘being 

with’ dying residents whom they deemed deprived of personhood-as-capacity, thus 

treating them as people endowed with personhood-as-status (see-Keira’s previous 

quote-on-p.-310 for-an example). I contend that it was precisely thanks to some of 

the carers’ practice to ‘be with’ dying residents that existential questions of 

 
107 Examples of this are slavery and abortion laws and practices. 
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personhood and quality of life emerged and were considered within the context of 

the care home governance’s imperative to sustain and prolong residents’ lives.  

 

 

10.1.2 Adjusting and questioning the imperative to keep 

residents alive 

 

In keeping with the claim that some care staff treated dying residents as 

socially alive, this thesis has provided many examples of how carers attributed a 

social identity and agency to dying residents even when residents had become 

unable to talk, suffered from severe cognitive impairments, and were legally 

considered to lack capacity to make their own decisions. Based on their behaviours, 

carers identified three types of resident narratives as (i) ‘fighting until the end’ (see-

Eileen p.-268, Pat-p.-270 and Arthur-p.-291); (ii) as ‘having given up’ and/or ‘self-

starving’ (see-Vera p.-228, and carer Darren’s quote-p.-281); and (iii) as quietly 

‘slipping away’ with a certain amount of resignation as in Margaret’s case (p.-227) 

or a finely tuned acceptance of one’s bodily decay as in Mary’s case, described 

below:   

 

“She was just special. It’s the fact that she’d been there so long and 

been in that room six-years in that state [bed-bound with advanced 

dementia] and whatever she was clinging onto, it was something she 

clearly thought was worth hanging onto, but I think age got her in 

the end” (Sue, carer, 50s, from-interview) 
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Albeit not constituting ‘being with’ dying residents per se, carers’ narratives of 

dying residents provided the relational context in which ‘being with’ was practiced. 

When talking about Mary, carer Sue continued by saying that all carers “struck up 

quite a relationship with her”, which I questioned on the basis of Mary’s condition, 

to which Sue replied: 

 

“because you’re doing such up close and personal-stuff with her 

every day, her repositions were every two-hours and you’d go-and 

talk to her, you’d feed her, you do all the personal chat to her […] 

whether she could answer was another thing, but you strike up a 

relationship” 

 

The view of residents as having wishes and agency - regardless of supposed 

cognitive ability and whether they wished to live or die – percolated into EOLC 

widening its focus from mere bed and body work to a concern for the whole person 

and could even influence senior staff’s decision-making at the EOL. While 

residents identified as “fighters” or as “clinging onto” life could be easily 

accommodated within EOLC practices aimed at the extension of residents’ lives, 

residents identified as wishing to die, typically on the basis of refusing food and 

drink, medication and care, were more problematic. Chapter 9 described how 

residents’ refusal of life-sustaining care was opposed by senior staff and carers 

because of three main reasons: care homes’ regulatory duty to provide life-

sustaining care (p.-280), the legal complexity of establishing consent/refusal when 

residents lacked capacity (p.-282), and staff self-identifying with the aim of keeping 

residents alive as part of their occupational identities (p.-270 and Constance’s quote 
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in-this chapter-p.-325). Realising that a resident wished to die could in fact create 

frustration in carers and compound the conflict triggered by the governance 

pressure to provide bed and body care at the EOL, as in Darren’s case (p.-281), but 

it could also trigger EOLC: 

 

“They’ve given up, it’s quite common and sometimes they do. He’d 

fractured his hip; he was in a lot of pain but he was refusing to take 

[medication]. I walked in and he literally just turned his back and 

he wouldn’t look at-us, and that was-it. It’s almost like they just 

don’t want anybody touching them. That’s what they [carers] mean 

by they’ve [residents] decided that’s enough. So you’ve just got to 

stop forcing medication, it’s down to having that relationship with 

the-GPs, if they respect you that you know your residents” 

(Constance, senior-carer, 40s, from-interview) 

 

Care staff’s willingness to ‘be with’ and care about residents at the EOL 

could translate into the adjustment of institutional EOLC practices otherwise geared 

towards the conservation and prolongation of residents’ lives. Instead of keeping 

on forcing medication, senior carer Constance chose to accommodate the resident’s 

wish to die within existent EOLC procedures involving the GP’s prescription of 

EOL medication and the withdrawal of curative drugs. As she mentions (p.-319), 

Constance was aware that to facilitate the resident’s wish to die she had to rely on 

her professional rapport with the GP and convince them that the resident was 

reaching the EOL. Alina thus covertly challenged the care home governance’s 
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imperative to support residents’ lives under any circumstance on the basis of this 

being against the resident’s wish and expressed agency to let go and die. 

Another way in which care staff challenged the governance logic to extend 

residents’ lives under any circumstance except the risk to die from choking (see-p.-

264) was to question its adequacy based on residents’ perceived quality of life and 

the related loss of personhood-as-capacity. Keira was one of those carers deeming 

that residents with advanced dementia could lose the capacity for personhood as 

they neared the EOL:  

 

“When it comes to when they can eat and drink, but there’s nobody 

there. They are dead. You’re just forcing nutrients into a body with 

no cognitive thinking so you’re keeping a body alive but without the 

person actually being there and I think that’s cruel. They’re not 

aware. They’re feeling pain but they’re not aware of who they are, 

what they’re doing or where they are. They’re not a person 

anymore, they are a body. They’re just a body so I don’t see the point 

of prolonging them. Just let them go. Give them their syringe-drive 

and let them pass away-in-peace.” (from-interview) 

 

As argued in Chapter 9 (p.-286), Keira felt that both the NHS clinical governance 

(“the doctors”) and the care home governance (“our rules”) prolonged residents’ 

lives beyond the point of retention of the capacity to live an acceptable life as a 

person. Accordingly, Keira questioned the morality of her duty as a carer to keep 

on feeding food and drink to unaware residents, thus extending their dying 

trajectory. Existential questions of residents’ agency, personhood and quality of life 
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thus emerged only in close interactions between carers and residents while being 

overlooked by governance/institutional concerns. As-argued in-Chapter 9 (p.-296), 

what was posed to Arthur’s wife as an existential concern about the prolongation 

of his life was instead a care home and NHS governance preoccupation with what 

sort of death was acceptable from a legal and regulatory viewpoint (for example, 

from dehydration due to drink withdrawal, from choking, or from a fatal bout of 

aspiration pneumonia).  

Instead, what Alina and Keira address here are issues and options of a 

different nature. Alina raises the question of the self-determination and agency of 

people without mental capacity from a legal point of view. Keira raises the question 

of the involvement and responsibility of carers and systems of power in the 

production of human lives that those same carers and systems of power struggle to 

define and accept as people. They raise the question of who can decide and when it 

is acceptable to facilitate human death as opposed to life.  

 

 

10.2 ‘Being with’ and Care Work 

 

This second part of the chapter evaluates whether the transition of ‘being 

with’ from non-work to work at the EOL altered the predicament of non-

instrumental emotional care as that aspect of care work which carers could not 

prevent themselves from undertaking, but, at the same time, could not be recognised 

for from a practical, symbolic and financial perspective (see section 7.3). As argued 

so far, ‘being with’ residents as they died constituted a type of non-instrumental 

emotional care which was positively sanctioned, acknowledged and even requested 
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as part of care work by senior staff, thus constituting paid work or emotional labour 

according to Hochschild’s definition. However, this stood in stark contrast to the 

continued undermining of ‘being with’ dying residents by care home governance 

and organisational structures. The previous section described how care staff’s 

willingness to ‘be with’ dying residents and undertake non-instrumental emotional 

care improved the care of the dying dramatically and, in some circumstances, led 

staff to adjust or question the governance focus on prolonging residents’ lives. 

Nonetheless, this was not recognised as an objective of care by all but one 

(Cheltenham Lodge) of the care homes in this study, with practical consequences 

for staffing levels and time left to ‘being with’ dying residents, symbolic 

consequences for carers’ appreciation and support by providers and line managers, 

and financial consequences for how ‘being with’ dying residents failed to be 

remunerated. The consequences of the continued lack of institutional recognition 

for the (non-instrumental) emotional care of the dying as work, when this was in 

practice requested and expected by senior staff, are analysed in what follows. 

 

Whereas senior staff’s attitudes towards the carers’ activity of ‘being with’ 

residents changed as these were deemed to be dying, at the practical level this was 

not accompanied by any change in working conditions. As was the case during 

everyday care (see Chapter-5-p. 150), time left to carers to sit with residents during 

EOLC was scant or altogether lacking due to inadequate staffing levels and 

increased workloads at the EOL (see Chapter-9-p. 262). As argued in Chapter 5 and 

7 (pp.-150, 186), these working conditions obstructed ‘being with’ residents and 

providing emotional care, unless aimed at the smoothening of bed and body work. 

The reasons for this were twofold. First, staffing levels were inadequate to allow 
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carers to ‘be with’ dying residents without stretching and carving time out of breaks 

and busy schedules. Chapter 5 and 9 identified the work patterns and staff-residents 

ratios determining the paucity or altogether lack of time for carers to ‘be with’ 

residents and keep them company. During everyday care, usual staffing levels and 

care workloads did not leave much time for carers to sit and spend ‘leisure’ time 

with residents (see Chapter-5-p. 150). This situation was compounded by the 

increase in physical workload at the EOL which was not balanced by a 

corresponding increase in staffing levels, at times leaving carers short staffed and 

unable to sit with dying residents, as voiced by Constance in Chapter 9 (p.-264). 

Second, as discussed in-Chapter 7 concerning everyday care (section 7.2), carers 

had the need to negotiate personal boundaries with residents by adopting distanced 

or empathetic caregiving styles, but they received no institutional support in doing 

this (pp. 191-and-200). This situation continued at the EOL, with the emotional 

impact of caring for and about dying residents not being regarded by providers and 

managers in the development of training, guidance, debrief sections or the provision 

of counselling. Carers were left to their own devices in dealing with complex 

emotions and a new, explicit request from their direct line managers (the senior 

staff) to provide non-instrumental emotional care to dying residents. As a result, 

some carers refused or sought to eschew senior staff’s requests to sit with dying 

residents in an attempt to protect themselves from emotional harm, thus adopting a 

distanced caregiving style (see section 7.2.1). In Chapter 7, carer Darren stated that 

he needed to distance himself emotionally from residents to able to still function in 

his role as-a-carer (p.-191). In the below quote, Darren clarified the kind of 

emotional impact he wished to protect himself from, evidencing how some 

protracted deaths could be particularly distressing: 
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“She was a force of nature in her day, that lady, she really was. Then 

what you end up with is just bones covered with some loose skin. I 

find it really wrong, she starved to death. I know that’s a strong 

statement and that wasn’t because we were starving her, or anything 

like that, but she starved her own self to death, she wanted to die so 

she stopped eating, she stopped drinking and what do you do with 

that?  What do you do?  It was sad, it was really, really sad. She 

didn’t deserve that at the end-of-her life, at all.” (Darren, carer, 

30s, from-interview). 

 

To provide non-instrumental emotional care to dying residents could be very 

taxing even for carers willing to do it, and who were adopting an empathetic 

caregiving style (see-p.-197). Chapter 9 mentioned how the GP’s and relative’s 

decision to withdraw food and fluids from Arthur created conflict and frustration 

among care staff. The below quotes from the interview with senior carer Constance 

are discussed as a paradigmatic example of the contradictions inherent to asking 

carers to care about and provide non-instrumental emotional care to dying residents 

without providing any institutional support to deal with the emotional impact this 

entailed. In her account, Constance started by acknowledging the hidden emotional 

labour involved with caring for a resident’s dying, especially in the case of an 

exceptional death such as Arthur’s which required carers to relinquish their primary 

role to prolong his life. However, Constance concluded her account by establishing 

a logic of separation between the personal and the professional in care work and the 

care of the dying. Employing the terminology devised in-Chapter-7 (p.-204), this 
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was a case of distancing emotional work, since carers had to work on their feelings 

of attachment to Arthur in order to respect and apply the GP’s and relative’s 

decision to withdraw food and fluids from him.  

 

“It was really hard for them [carers] ’cause their job is to keep 

somebody alive, to keep feeding them. To withdraw [food and drink] 

from [Arthur] was such a difficult time on the floor, it was really 

difficult. [The carers] were carrying a lot of guilt and I had to stand 

by the family [‘s choice to withdraw food and fluid], I said, ‘Look, 

you have to respect, if I find any one of you has gone, “Oh, why have 

you done that?” I will have you up for a disciplinary ‘cause our job 

is, as hard as it is, to stand by the wishes of the family. We have to 

be detached, it’s not personal.” 

 

Constance recognised the need for carers to have their own emotions 

acknowledged and have an outlet for expressing them. To allow this, Constance 

went as far as deliberately redistributing tasks on the floor, also by taking up some 

of the carers’ tasks herself:  

 

“But there was one nice moment and I thought ‘where’s everybody 

gone’?  It’s gone really quiet, and [Arthur] had crawled off and was 

on his crash mat ’cause he was feeling really restless and his 

morphine had kicked in. All the carers were sat on the low-low level 

bed on a crash mattress and they were just holding his hand, 

watching TV with him.  He was half aware, but he was just holding 
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their hands and enjoying that presence.  I felt like everybody had 

their moment with him there-and-then, they accepted it and it was 

sort of a real nice moment that they were just watching a film and 

they were just mentally processing everything.  I just left them to-it, 

I sat there with him for five minutes and then the bell went and I 

said, ‘Look, I’ll get it’, and I just let them have that time with him, 

because I think they needed that.”  

 

Employing the terminology devised in-Chapter-7 (p.-204), this was a case of 

empathising emotional work, since carers wished to care about and accompany 

Arthur in his dying period. However, this also implied that they were dealing with 

their own emotions of loss and bereavement for Arthur’s impending death. Amidst 

the institutional vacuum created by the provider’s and manager’s discounting of 

non-instrumental emotional care as work in general, and of those aspects of non-

instrumental emotional care related to the carers’ management of their own 

emotions in particular (that is empathising or distancing emotional work), some 

senior staff and carers invented new practices to care about each other and the 

residents. The above extract reports a practical example of this. Nonetheless, as 

Constance herself observes, time to ‘be with’ a resident as they died was not always 

possible, evidencing how the lack of provider and managerial support for non-

instrumental emotional work, especially when related to EOLC, hindered the 

establishment of systematic care home practices: 

 

“I got caught out once because I’ve dealt with death a lot. A young 

girl [carer], she wasn’t there at the time that person [resident] 
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passed away, she didn’t see the body, but she passed away on-her-

shift. It really affected her to walk in and see that that person was 

not there, it really had a profound effect on her. She said, ‘I’ve really 

struggled with her death ’cause it was my first person and I didn’t 

know how to process it, she wasn’t my relative, but I just felt one-

minute she was here, the next minute she was gone and I couldn’t 

quite process it’. I was really taken aback that I missed that and I 

was like ‘I’m so sorry’” (from-interview) 

 

There was a tension between Constance’ expectation that carers cared about 

residents and sat with them in the last hours of life on the one hand and, on the other 

hand, an institutional discourse of professional emotional distance from residents 

as well as carers’ need to deal with their own emotions, whether adopting distanced 

or empathetic caregiving attitudes. As this chapter will argue (section 10.3), there 

was also a discourse of emotional closeness upheld by some managers and staff and 

contributing to the ideal of a good death as an accompanied death. However, the 

professional discourse of emotional distance had been appropriated by some care 

staff both those not typically practicing ‘being with’ dying residents as-Darren (p.-

191), and those practicing it as senior carer Constance:  

 

“it’s hard for them [to accept that a resident wants to die] because 

it is an emotional job and that’s where I’m different, I can detach 

my emotions to my professional side. But that also comes with 

experience. They [some-carers] haven’t had enough experience to 

understand, where if we had training, education, talking to other 
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people, some other care homes, you get that knowledge and you 

understand it and you can process it.  But if they haven’t had that, 

then it’s difficult for them to process, ’cause in their heads we’ve 

gotta keep everybody going, we’ve got to keep everybody alive.  But 

you also have to respect that person’s dying, if they don’t wanna 

continue you have to respect it.” 

 

In Constance’s opinion, distancing emotional work was essential to the delivery of 

good EOLC, which also included accepting that a resident wished to die and 

stopping medical intervention accordingly (see Constance quote-on-p.-319 earlier 

in this chapter). However, carers were not supported in doing this distancing 

emotional work, which would have helped them to provide better EOLC, due to the 

lack of institutional resources and support. As Constance mentioned, there was no 

formal training, debriefs or counselling sessions offered by providers to help carers 

deal with the emotional nature of EOLC while respecting their personal boundaries. 

The lack of institutional support and training was compounded by low staffing 

levels which curtailed carers’ ability to ‘be with’ dying residents, as described in 

Constance’s quote-on-p.-264, thus gaining the experiential knowledge mentioned 

by Constance, without augmenting their colleagues’ workload or neglecting non-

dying residents.  

 

At the symbolic level senior staff’s recognition of ‘being with’ dying 

residents, and the non-instrumental emotional care involved with that, did not alter 

carers’ perceptions of engaging in an undervalued and rather invisible job, from the 

providers’ and managers’ perspectives (see Chapter-7-p. 207). The only major shift 
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took place in how carers felt valued and appreciated by the relatives or close 

companions of the resident for assisting them during the dying phase. As the next 

and last part of this chapter will argue, this societal recognition of the carers’ role 

in ‘being with’ dying residents was one of the major triggers of the practice and 

was grounded in the enduring social representation of the sacred good death (see-

p.-332 later-on in this chapter). In contrast, at Cheltenham Lodge the manager Fiona 

fostered an appreciative environment for carers’ emotional attachment to the 

residents: 

 

“I tell that to the girls, when somebody dies, I am not here to tell 

them not to cry. Sometimes in this society if you cry it's considered 

some kind of weakness, especially if you are their nurse. I think 

that’s a load of rubbish. You have to show families that that person 

meant something to you as well as to them, I think it's very 

important.” (from-interview) 

 

Accordingly, carers at Cheltenham Lodge felt freer to volunteer forms of 

intimate emotional care at the EOL, such as holding residents or lying on the bed 

with them (see-Charley’s and Frances’ quotes-p.-311). At Cheltenham Lodge, the 

higher uptake of the senior staff’s (and in this case managerial) expectation that 

carers ‘were with’ residents at the EOL was enabled by adequate staffing levels. 

 

At the financial level, senior staff’s recognition of ‘being with’ dying 

residents and the non-instrumental emotional care involved with it, did not alter the 

devaluation of caring skills on the job market described in Chapter 3 (section 3.1.1) 
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and discussed in-Chapter-7 in relation to non-instrumental emotional care work (p.-

209). Carers’ wages continued to be low, although, at the EOL, carers had to deal 

with senior staff’s additional expectation that they provided non-instrumental 

emotional care to dying residents. The pressure placed on carers to provide non-

instrumental emotional care at the EOL added another layer to an already complex 

scenario concerning the negotiation of personal boundaries during everyday care 

and carers’ adoption of distanced vs. empathetic caregiving attitudes (see section 

7.3). As it happened during everyday care concerning the adoption of distanced or 

empathetic caregiving styles (section 7.3), whether carers chose to embrace or 

reject senior staff’s request to ‘be with’ dying residents, this generated more 

emotional work for them without increasing their wages. In contrast, it increased 

the value of the care-commodity produced by the care homes, both when residents 

practiced ‘being with’ adopting an empathetic caregiving attitude (p. 311) and when 

carers delivered EOLC adopting a distanced caregiving attitudes (see-Darren and 

Constance on-pp. 323-294). Wider evidence in the sector suggests that care homes 

marketing themselves as offering “award-winning palliative and end of life care” 

(St-Monica-Trust108, 2020) could raise their self-funders’ fees accordingly, thus 

transforming carers’ work at the EOL in an increase in surplus value for the 

provider, but not for the carers as their wages remained unvaried. As previously 

described, carers needed to manage their own emotions to be able to ‘be with’ dying 

residents whether by distancing themselves emotionally, as suggested and practiced 

by Constance (p.-327) or by empathising with the resident as practiced by some 

carers (section 10.1.1.2). However, concerning the practice of ‘being with’, it could 

 
108 St Monica Trust was used here only as an example and did not manage any of the care 

homes part of this thesis. 
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be argued that carers refusing to sit with residents could avoid doing any type of 

distancing or empathising emotional work since they limited their exposure to a 

situation triggering the automatic emotions of empathy, as argued by evolutionary 

biologist Frans de Waal (2009) (see-p.-139). Nevertheless, this ignores the pressure 

faced by carers in a work environment in which they had to justify why they did 

not wish to ‘be with’ dying residents and were likely to face work-related 

consequences for refusing it, as the quote below suggests: 

 

“When someone’s coming to their last breath, I want that person sat 

with, I don’t want them left on their own. People are normally really 

good and the ones that haven’t been good I’ll be questioning them. 

What if that person comes in and they don’t really care and they’re 

just doing their job?  No, they’ve gotta get off the floor, ’cause 

you’re dealing with things like this [dying] and you need people who 

care” (Constance, senior-carer, 40s, from-interview) 

 

In light of the described practical, symbolic and financial hurdles, the status 

of non-instrumental emotional work in care homes continued to be highly 

paradoxical and problematic even at the EOL, when many senior staff expected (or 

even mandated) it. Although the value it generated in terms of EOLC quality and 

residents’ dying experience was arguably invaluable, non-instrumental emotional 

work continued to be undervalued at the institutional level, thus not supporting 

senior staff’s expectation that carers engaged in it as part of their job. In practice, 

carers were neither emotionally supported nor practically enabled to engage in non-

instrumental emotional work at the EOL since the additional workload was neither 
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redistributed across more carers (thanks to higher staffing levels) nor better paid or 

otherwise recognised by the providers and managers. Yet the pressure on carers to 

undertake emotional labour as part of EOLC existed and was exercised by well-

meaning senior staff concerned with giving residents a good death, as Constance’s 

testimony reported above suggested (p. 331). 

 

 

10.3 ‘Being with’ and The Good Death 

 

Considering the practical hurdles and the lack of financial and symbolic 

recognition from the provider faced by carers who engaged in ‘being with’ dying 

residents, it is striking that many carers practiced it and senior staff were so invested 

in its realisation. An answer to this contradiction can be found in the ideology of 

the sacred good death as an accompanied death (Bradbury, 1996, 1999). For the 

dying not to be left alone in the last hours of life was a care home norm and ideal 

shared by many staff members and recognised by the relatives and close 

companions of the deceased resident. Evidence of this was that carers felt 

particularly valued by the relatives and close companions of dying residents for 

attending to them in the last hours of life, while this was often not the case for 

attending to their day-to-day living in the care home:  

 

“Sam [carer] opened up to me: ‘Sometimes it’s difficult because you 

never feel seen for your hard-work. You feel invisible. And yes a lot 

of our work is invisible because it happens behind closed doors and 

people notice it only when it’s lacking. But when a resident is dying 
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my work becomes visible. It’s seen even by those relatives who 

hardly ever came visit before. They really thank you, they write you 

cards because you were there with their mum died, and I am really 

proud I was there” (from fieldnotes) 

 

The ideal of an accompanied death held symbolic value in exchanges with 

the relatives and close companions of the deceased resident and, for this reason, 

was part of the occupational identities of some carers. Bradbury (1996, 1999) 

identified the sacred good death as one of three lay ideals of the good death in use 

in contemporary British society, the other two being the medical and the natural 

good deaths (section 2.3.3). Bradbury considers social representations of the good 

death to be “culturally prescribed ways of viewing death” which serve as 

behavioural models for the dying and their entourage, and for the retrospective 

assessment of a death as good or bad (Ibid.,-p.-144). However arbitrary and 

contradictory, social representations of good and bad deaths “not for a moment stop 

[…] from existing in lay consciousness”, continuing to shape practices and affect 

perceptions (Ibid.,-p.-142). The deathbed scene plays a central role in the ideal of 

the sacred good death and draws on traditional images of the dying being 

surrounded by family and close friends in a familiar and comfortable environment. 

What care staff retained of this ancient and classic ideal was that the resident should 

have died in the presence of someone, whether a relative, close companion and, in 

their absence, a carer. Staff also considered that for residents to die in the care home, 

as opposed to in hospital, was conducive to this intimate deathbed scene. Compared 

to hospitals, care homes were in fact viewed as less chaotic and noisy environments 
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where relatives could visit at any time, even spending the night if they wished, and 

carers could keep an eye on the resident at all times (at least in theory).  

One important characteristic of the ideology of the sacred good death, which 

recurred in care staff’s descriptions and rationale for ‘being with’ dying residents, 

was its social dimension (Bradbury, 1999). The contradiction between considering 

a resident unaware of themselves and their surroundings to the point of losing their 

capacity for personhood, as Keira (p.-320) and Lea (p.-285) did, and, at the same 

time, believing that they could feel the carers’ presence is partially overcome by the 

observation that ‘being with’ fulfilled a social purpose. Carers kept a vigil for the 

living, not just for the dying. Beyond providing emotional support to distressed or 

anxious residents, carers upheld a social order and symbolic system of value 

sanctioning residents as worthy of being treated as people in the face of evident 

threats to their status and capacity for personhood due to their cognitive and 

physical disintegration. As manager Lara notes below, this person-treatment could 

be realised only thanks to the non-instrumental emotional care and work provided 

by carers to the residents, and it was a highly valued feature by relatives at the EOL.  

 

“Even when she wasn't responding to us we [the carers since 

manager Lara hardly left her office] would still sit and talk to her.  

Every turn that we did we told her who we were and what we were 

doing, and she died peacefully holding her daughter's hand. It gives 

them [relatives] comfort to know that she [resident] was loved, she 

was cared for, she had excellent care and her death was peaceful, 

pain free, dignified, without distress, and supported by people who 
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genuinely knew her and cared for her.” (Lara, manger, 60s, from-

interview) 

 

There was a discourse of care and care work at the EOL which circulated 

among care staff and relatives, and enabled an alternative to the governance’s and 

providers’ focus on bed and body care/work at the EOL. This discourse revolved 

around the ideology of an accompanied death, and, as this chapter has argued, 

enabled different EOLC practices grouped under the term of ‘being with’. 

Crucially, ‘being with’ promoted a way of relating to the dying as a participating 

social subject, that is a human body endowed with the status of personhood and 

believed to be receptive and responsive to its environment, as opposed to a social 

object, that is an already dead human body without the status of personhood and to 

be handled according to the requirements of bed and body work. The downside to 

this was that the ideology of an accompanied death enforced the moral imperative 

for carers to ‘be with’ dying residents and provide non-instrumental emotional care, 

regardless of carers’ working conditions, personal boundaries and low 

remuneration. At the same time, the accompanied good death was not the only ideal 

of the good death senior staff and carers sought to realise. Ideologies of the medical 

and natural good deaths (Bradbury, 1996, 1999) circulated among staff (and 

relatives) and were largely upheld by the care home governance imperative to keep 

residents alive and safe. Moreover, senior staff’s prediction work and the associated 

prescribing of EOL medication aimed to realise a pain-free death as much as a death 

in the care home (see Chapter 9). Furthermore, the GPs’ habit to administer one or 

two courses of antibiotics concurrently with EOL medication realised the second 

distinguishing feature of lay representations of the medical good death, as defined 
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by Bradbury (1999), which was that all medical interventions had to have been 

exhausted before death occurred. Senior staff often drew on the fact that antibiotics 

had stopped working, residents had stopped swallowing, and hospital-level 

treatment was futile and advised against by GPs or hospital doctors (see non-for-

readmission letters-p.-252) to convince troubled relatives or uncooperative carers 

(see-Arthur’s case-p.-291) that the resident’s death was unavoidable and thus 

‘natural’. 

 

“The staff are obsessed with the eating and drinking and sometimes 

you just think it is time now to hold back. It’s like some families say 

well can you put up a drip so that they can get some fluid. It’s a very 

hard step back to not be trying to give people drink or wanting them 

to have treatment that isn’t really gonna prolong anything.  But 

that’s part of the dying process.” (Trisha, nurse deputy manager, 

50s from interview) 

 

In the staff’s discourse, a ‘natural’ death was often a synonymous for good 

death (see-also Constance’s quote on ‘letting nature take its course’-p.-294). 

However, has noted in Chapter-9 (pp.-287-297), the natural death in care homes 

was itself a product of how senior staff and carers applied the care home governance 

requirements to keep residents healthy and safe, that is alive. The natural accidental 

death described by Bradbury (1996, 1999) was to be avoided at all costs from the 

senior staff and carers’ perspective alike. Further, what appeared to be a natural and 

peaceful death in bed, of so-called ‘old age’, was in fact the product of a lengthy 

and complex process which was the result of the biopolitical management of 
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resident’s healthcare (see section 9.2.3). As nurse and deputy manager Trisha 

described it, the governance requirement to provide life-sustaining care, described 

in section 9.2.3, was overlaid with staff’s concern to provide a good death for the 

resident and their family. 

 

“We109’d do it as a process. If they got the first chest infection, we 

would suggest that to give antibiotics could be an idea – they can 

recover. The other thing is it’s not nice to die of a chest infection 

that’s causing you real distress breathing […] all these secretions 

and bubbling in the throat is so distressing, not so much to the 

person but to the family and people looking after them, it’s just not 

a nice way to hear people dying. So if you can do anything to get rid 

of that problem that’s another symptom-control, comfort, pain-free. 

I would always suggest that it’s tried but obviously if you get to the 

stage of not swallowing, we don’t do IVs [intravenous injections] or 

anything like that so… [antibiotics will be stopped]” 

 

As Bradbury noted (1996, 1999), representations of the medical and the 

natural good death could overlap and co-exist within the same discourse, without 

this being perceived as jarring by its author. In the example of Paula’s death, Trisha 

advocated both the withdrawal of antibiotics and food and fluids to allow natural 

death, but also the provision of antibiotics to achieve an easier death for the resident 

and a more palatable death for her relatives, regardless of whether this could have 

extended her dying trajectory. Trisha also espoused the governance requirement to 

 
109 Senior care home staff in collaboration with the GP. 
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first try and exhaust any life-prolonging treatment, such as hospital admissions and 

courses of antibiotics, before withdrawing them and eventually administering EOL 

medication (see-Chapter-9 p.-279). In response to relatives’ expectations and 

governance requirements, senior staff such as Trisha and Constance (in the first 

place) and carers such as Darren and Keira (in the second place) were tasked with 

balancing and piecing together medical, natural and sacred (accompanied) aspects 

of the good death. The next chapter (Chapter 11) addresses the question of how 

senior staff realised or failed to realise these often-contradictory aspects in its 

evaluation of the emerging discourse of the good death in care homes. 

 

 

Summary 

 

The chapter set out to analyse the implications of the transition of an aspect 

of non-instrumental emotional care, that is ‘being with’, from non-work during 

everyday care to work at the EOL. The implications were explored in relation to 

EOLC and the care of the dying, care work, and the ideology of the good death. In 

relation to EOLC, the carers’ practice of ‘being with’ dying residents had the effect 

to counter social death, that is the treatment of the dying as an already dead body 

devoid of the status of personhood. This was particularly significant in a context of 

evident threats to residents’ capacity for and status of personhood due to bodily 

and/or cognitive disintegration, at times compounded by relative’s emotional 

inability to cope with it and visit the resident at their bedside/deathbed (see-quote 

on-p.-323). However, senior staff’s recognition of ‘being with’ as work during 

EOLC and the related expectation (or work requirement) that carers practiced it had 
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more complex consequences in relation to care work. As-Chapter 7 argued, the non-

instrumental emotional aspects-of care work were caught in a double bind during 

everyday care. It was impossible for carers not to engage in emotional work which 

was not instrumental to bed and body work, whether by adopting distancing or 

empathising caregiving styles. However, it was also impossible for carers to be 

recognised for this work from a practical, symbolic and financial perspective. The 

chapter argued that senior staff’s differential appraisal of ‘being with’ as work 

during EOLC did not alter the predicament of care work, which is to say the 

predicament of non-instrumental emotional work within care work, substantially. 

Work conditions inhibiting the practice of ‘being with’ remained in place at the 

EOL too, with low staffing levels, lack of formal training and support concerning 

the emotional impact of care work on carers, and institutional priorities for care 

continued to be set around bed and body care. Wages too remained unchanged, and 

thus the increased emotional workload shouldered by carers during EOLC was not 

financially recognised (nor-the increased physical workload, see-p.-262). The only 

noticeable change concerned the symbolic value attributed to carers’ work at the 

EOL by senior staff and the relatives or close companions of the dying/deceased 

resident. Carers felt that their work of tending to the dying and sitting with them in 

the last hours of life was valued by those relatives and close companions and held 

currency in exchanges with the relatives who, they felt, finally saw and recognised 

their hard work.  

The symbolic value of ‘being with’ dying residents was, as argued in this 

chapter, linked to the social representation of the sacred good death (Bradbury, 

1996, 1999), which persists in British society (Ibid.) and circulated among part of 

the care workforce and residents’ relatives. Many senior staff and carers were 
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invested in realising the lay ideal of this accompanied (sacred) good death. 

However, they were also tasked by the care home – as an institution and business – 

to realise the ideals of the medical and the natural good deaths. There were thus 

both lay and governance pressures shaping the creation of the good death in care 

homes and senior staff as well as carers had to balance and negotiate both. The next 

chapter re-assess how this worked in practice and what ideology of the good death 

emerged from care homes, both as governance and as a collection of individual 

workers.  

 

 



 

 

341 

Chapter 11: Bringing it All Together 

 

Introduction 

 

Dying in care homes never stops. As I started fieldwork in 2019, there were 

about 130,000 deaths of care home residents a year (ONS, 2020c, p.2), 

approximately 359 deaths a day (ONS, 2020c), accounting for just under 30% of 

all deaths in England (NEoLCIN, 2017a, p.2). As I analysed fieldwork data in the 

first three months of the COVID-19 pandemic in 2020, deaths among care home 

residents in England and Wales reached 66,112, approximately 641 a day (ONS, 

2020b, p.2). As I was writing this thesis in January 2021, deaths of English care 

home residents hit 13,719 in the second half of the month alone, approximately 914 

deaths a day (ONS, 2021).  

Dying while living in a care home has never been more commonplace, 

however it continues to be imagined and represented as a marginal phenomenon in 

both public perception and social science literature (see Gilleard and Higgs, 2015, 

2017). The British media depict the deaths of care home residents as a ‘special’ 

case occurring to ‘other people’ in self-contained institutions on the margins of 

mainstream society, with a sensationalistic emphasis on deaths suspected to be the 

product of neglect (see Appendix M). For decades, the negative coverage has 

focussed on scandals, abuse and poor practice for which single staff and care homes 

had to be held responsible (Grist and Jennings, 2020a). This was exacerbated during 

the 2020-2021 COVID-19 pandemic, when care homes received unpreceded media 

attention both in terms of a new and positive look on carers going the “extra mile” 
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to protect vulnerable residents (Devi et al., 2020), and the continuation of previous 

trends attributing the higher mortality experienced by residents to the staff’s and 

care homes’ failure to do so (see Daly, 2020). This stigmatisation (or sanctification) 

of care homes, their carers and residents as exceptionally ‘bad’ or vulnerable has 

been reflected in academia. For decades, the intersection of institutionalisation and 

dying of the oldest old has received little attention  in the social sciences, with recent 

research on the topic relinquishing theoretical engagement with the structural role 

played by care homes in English society to focus (almost) exclusively on the single 

care homes as closed institutions and the carer-resident interaction (see sections 2.1 

and 2.2). This thesis addressed has this gap by drawing on two established 

theoretical traditions, that of Marxist-feminist social reproduction theory (SRT) and 

Foucault’s biopolitics (Chapter 3), to explore the issues of care work and the 

governance of dying/EOLC in care homes (Chapters 7, 9 and 10), and the good 

death discourse emerging from them (Chapter 10).  

This last and concluding chapter connects the thesis’ findings to demonstrate 

three key original arguments:  

1) care home residents’ death and dying are the product of a highly managed 

and constructed process which constituted the biopolitical governance of 

residents’ dying;  

2) this biopolitical management/governance shapes care work as bed and 

body work, thus marginalising existential questions concerning residents’ 

quality of life and their desire to live or die; and  

3) the dominant discourse about the good and natural death in care homes is 

a regulations-compliant death.  
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The chapter concludes that how care homes govern residents’ dying, with the focus 

on bodily care and the regulations-compliant death this governance produces, is the 

outcome of divergent structural pressures to keep ill, disabled and very old adults 

alive, while containing the financial costs associated to their social reproduction. 

However understandable this is in the context of a capitalist State and economy 

such as the English one, these pressures severely limit the residents’ capacity to 

shape their own death and dying with the help of empathetic and compassionate 

carers.  

 

 

11.1 The Biopolitical Governance of Residents’ Dying 

 

This thesis has revealed that how English care homes manage residents’ 

dying, that is the governance of EOLC in care homes, is shaped by the State’s 

biopolitical concern with the preservation of the lives of unproductive citizens at 

the lowest cost possible.  

Far from operating at the margins of society, care homes constitute a 

significant structural and institutional component of the biopolitical management 

of the dying by the English State since they cater for just under 30% of all deaths 

in England (NEoLCIN, 2017a, p.2) and are strategically positioned as a gatekeepers 

to the use of NHS England (NHSE) hospitals by frail and/or dying very old adults. 

As evidenced in section 3.2.2, the English welfare state has a history of limiting 

NHS healthcare provision to chronically ill and disabled old adults in an attempt to 

curb State expenditure for the indirectly market mediated (IMM) social 

reproduction of adults not producing (economic) value under a capitalist mode of 
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production (see section 3.1.2). In short, this has meant that the English State has 

always had scarce economic interest in sustaining the biological and social lives of 

its ‘unproductive’ population.  

The data within this thesis shows that this tendency continues today in the 

way care home residents’ dying is managed by senior staff, GPs, and NHSE hospital 

doctors. Empirical analysis of both the quantitative (Chapter 8) and qualitative 

(Chapter 9) findings from this thesis demonstrate a coherent (albeit at times 

uncoordinated) attempt by said actors to achieve a care home death as opposed to a 

hospital death for the residents. Care home staff justify this attempt on the grounds 

of the dying experience being qualitatively better for residents and their relatives in 

the care home as opposed to in hospital, while GPs tend to stress that hospital-level 

care would have been futile for the resident. This is the same rationale put forward 

by hospital doctors in their not-for-readmission letters and rapid discharge 

procedures. However legitimate, these rationales coincide with the less voiced, but 

more operational rationales of reducing costs and freeing hospital beds within 

NHSE (see sections 2.3.1.1 and 3.2.2). This congruence between the care homes’ 

historical function to confine and contain unruly bodies (section 3.2.1), and 

reducing costs to NHSE (p.-49) and the English (welfare) State (section 3.2.2), 

resurfaced most evidently during the recent COVID-19 pandemic, when care 

homes were closed to visit by GPs and relatives and most frail old patients were 

hastily discharged from hospitals to the care homes, albeit their COVID-free status 

could not be confirmed (Devi et al., 2020).  

 

As the data shows, once residents are expected to die in the care home, care 

home staff and GPs seek to extend residents’ lives by all possible means. GPs 
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regularly prescribe two or three courses of antibiotics for the same symptoms and 

concurrently with EOL medication (p.-272), while carers are prompted by senior 

staff to push with food and fluids intake (p.-271,-285) and hourly repositioning in 

bed to manage or prevent bedsores (p. 281). This results in residents surviving one 

or more acute health crisis for which EOL medication has been prescribed (p.-270-

273), and exacerbates the tendency of residents’ dying trajectories to be protracted 

and unpredictable, owing to the nature of their underlying conditions (frailty, 

dementia, chronic diseases of the heart and lungs) (see-p.-27). The extension of 

residents’ dying (or survival) trajectories is so significant that it can threaten 

residents’ capacity for personhood, as argued by some carers (section 10.1.2). This 

was not universal however, as some residents could welcome this extension of their 

life and carers would speak about a success story of fight and survival (p.-270). The 

point I will highlight in the next section (11.2) is that these considerations about 

residents’ desires to live or die, and perceived quality of life, are far from being the 

guiding principles at the heart of EOLC in care homes. Rather, EOLC in care homes 

is being shaped by the role of care homes within the biopolitical economy of the 

care of the dying.  

 

 

Contradictions between reducing costs and keeping-alive 

 

Although some carers and senior carers become personally involved with 

“saving” residents (see-p.-270). the staff’s tendency to focus on bed and body care 

(as opposed to emotional care) to keep residents alive is a product of care home 

governance, most of which is State-led rather than the sole and independent result 
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of institutional practice. The focus on safe and life-supporting care mandated by the 

legislative and regulatory framework impinging on care homes (Chapter 6) means 

that once EOL medication had been prescribed by a doctor to a resident, staff must 

provide safe and life-supporting care to a resident through two routes only. First, 

by providing access to primary healthcare delivery by GPs and DNs on the care 

homes’ premises, mostly involving the prescription of antibiotics to cure infections 

(pp.-272,-273,-275), and second, by providing bed and body care focussed on food 

and fluids intake (pp.-271,-285), bedsores management/prevention (pp.-262,-281), 

and the avoidance of accidental deaths (pp.-264,-294). These social and/or health 

care interventions all focus on residents’ bodies while avoiding the use of expensive 

hospital-level care110 and medical technology most effective in keeping the body 

alive. 

 

There is thus a contradiction in how residents’ dying is governed by care 

home senior staff, GPs and hospital doctors. On the one hand, hospital doctors and 

GPs limit the provision of hospital-level care to residents when they deem it to 

produce the futile extension of residents’ dying (or living with extremely reduced 

capacities). On the other hand, GPs continue to prescribe oral antibiotics and care 

home staff to provide life-supporting social-care to residents whom they expect to 

be dying. This contradiction within the governance of EOLC in/by care homes 

between limiting life-supporting resources (cost-reduction) and extending 

residents’ dying (keeping-alive) is a direct outcome of the contradiction between 

(economic) value production and social reproduction within the English welfare 

 
110 The-average cost-of an in-patient stay-in a-general hospital is estimated at-around 1,758 

a-day (Lucas-and Ellison,-2014). 
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state and capitalist economy (see-p.-82). As part of this, on the one hand, barriers 

are created by doctors to the re-entry of frail and/or dying residents to hospitals 

through not-for-readmission letters (p.-252) or the prescription of EOL medication 

(pp.-248,-244), frail and/or dying hospital patients being rapidly transferred to care 

homes to die (p.-256), and the NHSE-endorsed mainstreaming of the anticipatory 

prescribing of EOL medications by GPs to care home residents (sections 2.3.1.1 

and 9.1.3). On the other hand, senior care home staff are compelled and monitored 

by State-approved laws, regulations and investigating bodies (CQC and Coroner) 

to constantly provide the safest and most life-enhancing health and social-care 

available to residents, even after EOL medication had been prescribed by the GP 

and death is determined to be ‘expected’ (thus excluding hospital-level care). This 

results in a perverse extension of residents’ dying trajectories and, the following 

sections will argue, a corruption of-the care relationship between residents and-staff 

as well-as-a normative construction of-the good and natural-death as-the 

regulations-compliant death.  

 

 

11.2 The Marginalisation of Emotional Care Work in 

Care Homes 

 

One of the threads running through this thesis’s findings was the constant 

contraposition between the carers’ and the institutional (renamed governance) 

priorities for care and care work. The data evidenced how most of the carers wished 

to care about residents and improve their quality of life by attending to both their 
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bodily and emotional needs (Chapter 5). However, carers were not supported and 

even hindered in achieving these objectives by (1) the prioritisation of bed and body 

work over emotional work (Chapter 6), (2) the lack of recognition for carers’ non-

instrumental emotional work from a practical, symbolic and financial perspective 

(Chapter 7), and (3) inadequate staffing levels limiting carers’ ability to spend time 

‘being with’ residents both during everyday care (pp.-150,-186) and at the EOL, 

when ‘being with’ dying residents became an expected component of care work 

(section 10.2). Senior carers, managers and providers were instrumental in 

achieving said outcomes as they steered care provision in the study care homes. 

However, their choices and actions were in turn steered by the role of care homes 

within contemporary English society, which this thesis theorised as the biopolitical 

economy of care homes (section 3.2). The biopolitical economy of care homes 

includes (1) the State-led regulation of the sector, which senior staff, managers and 

providers are compelled to observe in their management of care and care work 

(Chapter 6), (2) NHSE clinical governance casting care homes as a poor relation to 

hospitals (section 2.3.1.2), and (3) chronic issues of underfunding and cost-

reduction (section 3.2.3), linked to the question of (economic) value production 

within a capitalist economy (section 3.1).  

 

At the level of the care homes, these pressures deriving from their biopolitical 

economy create a paradoxical situation for carers in which they cannot avoid 

undertaking (non-instrumental) emotional work. At the same time, they are 

deprived of the practical, symbolic and financial conditions and recognition to 

undertake such work for their own’s and the residents’ sake (sections 7.3 and 10.2). 

This predicament continues into EOLC when carers are expected to ‘be with’ dying 
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residents and accompany them in the dying process. While fulfilling the normative 

ideal of a sacred good death (see Bradbury, 1999), which circulated among staff 

and relatives, the expectation that carers undertook this type of non-instrumental 

emotional care at the EOL was not supported by the working conditions, 

remuneration and status associated with the carer role. In line with this, senior carer 

Constance admitted that it occurred that her and her team of carers could not “give 

a resident a good death” because they had been left short-staffed by the manager 

(p.-264). 

 

Overall, the marginalisation of non-instrumental emotional care in care 

homes and the related devaluation of the carer role reduces carers’ ability and power 

to connect with the residents at a personal level and shape EOLC according to the 

residents’ desires. Carers are left to perform a residual role as the mere enactors of 

GPs’ orders and relatives’ wishes, without being granted any opportunity to share 

their opinion about EOLC decisions, despite being the closest observers of 

residents’ behaviours and desires in their last months or years of life. This 

compounds carers’ distancing or empathising emotional work since carers find 

themselves obliged to implement practices they do not support (see fluids 

withdrawal in Arthur’s care p. 294) and force care on residents despite it being 

refused (pp.-281,-283). Further, carers are confronted with existential questions 

about residents’ loss of the capacity for personhood and/or desire to live with no 

power to choose which care practices they feel are more appropriate in response. 

Emblematic of this carers’ predicament is Lea’s description of the imperative to 

feed residents dying from advanced dementia until they become completely 

“vacant” (p.-285), Darren’s belief that some residents just want to “lie there and 
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die” instead of being cared for (p.-281), and Keira’s questioning of the imperative 

to keep residents alive to comply with CQC regulations and GPs’ decisions, 

regardless of the threats this poses to residents’ capacity for personhood and 

enjoying life (p.-286).  

Data indicated that the only staff with some power to shape residents’ dying 

are senior carers and nurses who could encourage (Constance on-p.-319) or 

challenge (Trisha on-p.-275) GPs’ decisions to prescribe or administer EOL 

medication. The levers available to senior staff to facilitate or obstruct residents’ 

dying are limited however, and depend on what they regard as the resident’s desires 

or quality of life, with the bulk of care work having to be directed at the provision 

of bed and body work to realise regulations-compliant deaths.  

 

 

11.3 The Good Death in Care Homes 

 

This section analyses the good death discourse which emerged from EOLC 

practice as described in Chapters 9 and 10. In bringing together the findings from 

these two chapters, the section syntheses the essential elements of the good and 

natural deaths care homes sought to achieve, arguing that they entail both primary 

and secondary elements (see Table 3). Applying Bradbury’s theoretical framework 

(1996; 1999), distinctions are drawn between the medical, natural and sacred 

elements of the good death in care homes to compare them with the good death 

ideal prescribed by English EOLC policy (Borgstrom, 2020) and practice in hospice 

(Lawton, 2000) and intensive care (see Seymour, 2000). This distinction between 

primary and secondary elements is important since, as it will be argued, the medical 
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and (apparently) natural death discourses of the good death in care homes are a 

direct consequence of the biopolitical governance of residents’ dying (see section 

9.2.3.3). In contrast, the accompanied death discourse is only a consequence of 

some of the carer’s values and wishes to care about residents (see section 10.3). 

That 78% of care home residents dying in a given year do so in the care home111 

from predicted, protracted and apparently natural deaths is, as data from the 

qualitative part of this study confirmed, the result of both senior staff’s 

micromanagement of their dying according to CQC and Coroner’s regulations 

(section 9.2) and the macro-level structures constituting the biopolitical economy 

of care homes (section 3.2), which include the medico-legal regulation of the care 

home sector (Chapter 6) and NHSE clinical governance aimed at the reduction of 

hospital deaths among frail old adults, ultimately reducing costs to the State (section 

2.3.1.1). The issue of cost reduction is in turn related to the question of (economic) 

value production, which the (welfare) State cannot eschew in a capitalist economy 

such as England (section 3.2.2). 

 

In the care homes that are in this study, senior staff, carers and affiliated GPs 

seek to predict residents’ dying and control their dying trajectory – whether through 

medical intervention or lack thereof – to produce regulations-compliant deaths on 

the care home’s premises (section 9.2.3.3). What characterises these deaths are both 

medical and (apparently) natural aspects of dying, which at a closer look are both 

orchestrated by senior staff and GPs in order to stick to CQC regulations and NHSE 

clinical governance. 

 
111 My calculation based-on how many care-home residents died in a care-home-(130,095)-

and how many- care-home residents-did-not-die-in-a-care-home in 2014-(28,892)-(NEoLCIN,-

2017a,-p.3). 
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To comply with CQC regulations (2015) on the provision of safe and life-

supporting care, senior staff direct carers to supervise agitated residents (p.-264) 

and monitor their swallowing abilities (p.-294), thereby avoiding accidental deaths 

from falls or choking on food or drink, which would trigger a Coroner’s 

investigation and risk exposing the care home to suspicion of neglect or 

malpractice. For the same reasons, senior staff and carers seek to avert deaths from 

self-dehydration and self-starvation by pushing residents to eat and drink and/or 

involving other agencies, such as the social services or GPs, to evidence that the 

care home had provided safe and life-supporting care, but the resident refused to 

eat and drink (see-Vera’s vignette-p. 228 and-p. 289).  

To comply with CQC regulations (2015), senior staff and carers go to great 

lengths to delay death (p.-270) through the continued provision of food and drink  

and bedsores management even when residents refuse (pp. 282,-284). Likewise, 

senior staff liaise with GPs to provide residents with adequate access to healthcare 

even when their death was expected (see Eileen’s vignette-p. 268). In turn, the GPs 

prescribe anticipatory EOL medication concurrently with two or three courses of 

antibiotics for the same episode of pneumonia, even if the episodes regularly repeat 

every few months (pp. 272,-275). This is consistent with NHSE policies on the 

anticipatory prescribing of EOL medication and medical deontology.  

As a result, residents are usually deemed to be EOL and suitable for the 

administration of EOL medication only after all medical interventions outside 

(hospital admission112) and inside (three courses of antibiotics) the care home are 

exhausted (p.-279). This exacerbates the unpredictability and protraction of 

 
112 Hospital admissions are stopped either by not-for-readmission letters released by hospital 

doctors (p. 223) or the GP decision to prescribe EOL medication (p. 216). 
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residents’ dying trajectories (p.-270) and results in many residents reaching the 

EOL in extremely deteriorated conditions (p.-279).  

The other condition granting the prescription (and potential administration) 

of anticipatory EOL medication is the residents’ loss of their ability to swallow. If 

the loss of swallowing ability occurs as the resident is thought to be dying, senior 

staff usually do not typically refer the resident to the GP or SALT services to 

consider the possibility of withdrawing food and fluids (p.-285). In contrast, if the 

loss of swallowing ability is not deemed by senior staff to coincide with the 

beginning of the dying process (that is the resident becoming more and more 

unconscious and sleepy), senior staff usually involve the GP and relatives/LPAs to 

evaluate whether the withdrawal of food and fluids is appropriate and accepted by 

the relatives or not (see-Arthur’s vignette-p. 291)113. Both types of deaths are 

deemed ‘natural’ by staff, albeit both deaths involve human decisions and 

interventions (whether by continuing feeding the resident until death or not). What 

was proposed to Arthur’s relative as a moral and existential dilemma, was in fact 

an issue of legal responsibility and accountability, which care home staff had to 

settle for their own sake and the sake of the care home (p.-287-297). Senior staff 

prefers in fact to avoid a death from choking as this would trigger a Coroner’s 

investigation into their care practices (p.-285,-294). However, in cases such as 

Arthur’s, senior staff’s essential aim is to produce documentary evidence of the 

GPs’ decision to withdraw food or not (and of the relatives knowing about this 

decision) to avoid being held legally accountable for a death from choking. When 

residents lose their ability to swallow as they are dying (expectedly and with EOL 

 
113 Strictly speaking, food and food withdrawal is a medico-legal decision which would 

warrant the involvement of the resident’s relatives, close companions or LPAs under any 

circumstance (see p. 264). 
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medication prescribed), senior staff and carers usually make the judgement call 

about when to stop feeding food and drink to residents, which often means 

continuing to feed them until the very end (p.-285). 

Hence, EOL medication is administered to alleviate terminal pain and 

agitation, if present, once any treatment option has been exhausted or the resident 

has become unconscious and/or unable to swallow. Deaths obtained in this way are 

the products of the medical and social-care provided in care homes. Despite being 

produced by the care home, these deaths are (re)presented as the exclusive result of 

unstoppable bodily deterioration by care home staff and GPs alike, that is, as deaths 

from natural causes or natural deaths.  

 

The labelling of medically managed deaths as ‘natural’, and the related elision 

of natural and good death, are consistent with previous English research about lay 

understanding of the good death (Bradbury, 1996; 1999; Seymour, 2000). What 

distinguishes the care home’s dominant (primary) discourse about the good and 

natural death from Bradbury’s social representations (1996; 1999) is the exclusion 

of accidental and sudden deaths by the former, and their inclusion by the latter. 

Whereas accidental deaths and deaths from sudden bodily deterioration are 

regarded as ‘natural’ and potentially ‘good’ according to Bradbury's analysis 

(1999), they are viewed as preventable and ‘bad’ (thus unnatural) by most care 

home staff because they trigger a Coroner’s investigation and constitute a potential 

breach of regulations (p.-264). The avoidance of accidental death for it to be 

considered a natural (and good) death is akin to other institutional discourses about 

the good death, as upheld by English EOLC policy (see Borgstrom, 2020) and 

practice in hospice (see Lawton, 2000) and intensive care (see Seymour, 2000). The 
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avoidance of deaths from suicide through self-dehydration and self-starvation (see-

p.-289) is also akin to the institional discourses of EOLC policy and hospice 

practice, both heavily influenced by the legacy of the modern hospice movement 

and its ideological ban on either delaying or accellerating dying. However, as 

demonstrated times and again by Trisha (p.-274), Constance (p.-277,-319) and 

Reina (p.-276), decisions to administer or not to administer EOL medication or food 

and fluids are far from neutral and as having no impact on the facilitation or 

hindrance of residents’ death. Even in a context of low medical technology and 

intervention, residents’ dying trajectories are far from being ‘natural’ and 

exclusively bodily processes. Rather, they are inescapably shaped (and managed) 

by the health and social-care residents receive. The curtailment of NHS hospital-

level healthcare provision to residents does not directly translate into more natural 

or easier care home deaths.  

 

Therefore, the primary discourse on the good death (Table 3), that is the one 

emerging from the biopolitical governance of care home residents’ dying, is so 

dominant that ‘natural’ forms of dying not complying with the medically predicted 

and controlled death from bodily deterioration – that is sudden deaths and deaths 

from self-dehydration and self-starvation - are opposed by care home staff, who 

favour the more extended trajectories of decline and dying. The medical and 

apparently ‘natural’ elements of the primary discourse of the good death in care 

homes (see-Table 3 below) are implemented by senior care home staff and carers. 

However, they do not emanate from their understanding of care work and related 

priorities for care, which includes emotional - not just bodily - aspects (see-Chapter 

6).  
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TABLE 3. THE ELEMENTS OF THE GOOD DEATH IN CARE HOMES 

 

 

 

In line with this, staff seeks to implement the sacred elements of the good 

death in care homes (see Bradbury, 1996; 1999), identified in Chapter 10 as ‘being-

with’ dying residents and sitting at their deathbed. This is the expression of some 

of the care staff’s desire to care about residents as people with emotions, not just as 

the objects of bed and body work and has the effect of countering residents’ social 

death. The only source of external pressure on and, at the same time, symbolic 

 

 Primary 

Governance-mandated 

Secondary 

Staff-implemented 

Medical 

Death is predicted and managed 

by senior staff, GPs and DNs: 

death occurs in the care home 

and is pain-free. 

 

Natural  

(a misnomer) 

Death results from illness or 

deterioration (causes internal to 

the resident’s body) as opposed 

to accidents (falls, injuries, 

choking on food/drink) or the 

resident’s decision to self-

dehydrate/starve (causes 

external to the resident’s body). 

 

Sudden deaths from internal 

bodily causes are still 

problematic because 

unpredicted. 

 

Sacred 

Death expectation is 

communicated to the relatives or 

close companions of the dying 

resident. 

Death is accompanied by the 

carers (and/or relatives or 

close companions) of the 

dying resident. 
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recognition for carers to undertake the emotional work of ‘being with’ dying 

residents are the residents’ relatives and/or close companions. Staff share with them 

the ideal that residents should not die or spend the last hours of life alone, but in the 

presence of a carer or someone who is close to them. Although care home 

governance hinders rather than enables carers to provide an accompanied death, 

this representation of the sacred good death still holds social value in care homes 

and enables practices and understandings of care works alternative to the narrow 

focus on bodily care dictated by governance.  

 

 

The Bad Death 

 

There are two factors making a death ‘bad’ even if it fulfils all the criteria for 

a good death in care homes, both primary and secondary (see Table 3). First, the 

impossibility to control residents’ pain or agitation even when specialised hospice 

nurses are closely involved in the resident’s EOLC (Sam’s quote p.-260). Second, 

the sheer amount of time some residents take to die can be very challenging for 

carers and relatives alike (Lea’s quote p.-261, Trisha’s quote p.-304), and includes 

two, often interlinked, aspects. On the one hand, it is typical for residents to die 

following fluctuating trajectories of decline extending over many months or years, 

owing to their dying from frailty, dementia or chronic heart or lung diseases 

(Chapter 8). On the other hand, residents’ protracted trajectories of dying are also 

the result of regulations-compliant deaths, hence the ‘good death’ that governance 

purports to achieve. For some carers, the issue is that some residents linger between 

14 and 21 days in bed, in a comatose or semi-comatose state, without being able to 
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eat or drink (Lea on p.-261). For others, the issue is that the residents’ lifetime is 

unduly extended when they wish to die (Darren on p.-281) or have lost their 

capacity for personhood (Keira on p.-320). The common denominator is that the 

focus on healthcare provision (whether hospital-level care or antibiotics in the care 

home setting) and bed and body care sidelines any other concern with residents’ 

desires, personhood and quality of life and, crucially, means that increasingly more 

residents reach the EOL with severely compromised bodies and minds. According 

to some of the carers, this fundamentally threatens residents desire to live and 

capacity for personhood (see Darren and Keira). However, regardless of how carers 

perceive the residents to feel based on their frequent interactions, the carers’ 

viewpoint is not included in decision-making at the EOL. This is due to the 

devaluation of care work and the carers’ role in general (section 3.1) and, in 

particular, the devaluation of the non-instrumental emotional care work which 

carers necessarily have to undertake in order to witness and tend to dying residents 

(section 10.2). 

 

Therefore, compliance with regulations and the discourse of the good death 

emerging from it cannot achieve good deaths for all residents. Many residents’ 

deaths (which comply with regulations) conform to the good death script of “just 

declining and then essentially going to sleep, all the body systems shut[ting] down, 

[then] becoming unconscious and d[ying] peacefully”, with the help of EOL 

medication, if needed, and being accompanied by carers, relatives or close 

companions over a few days or hours (Frances, manager, 60s, from interview). 

Senior staff and carers have to co-ordinate many agencies and provide large 

amounts of paid and unpaid care-work to achieve such regulation-complying and 
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accompanied good deaths. Nonetheless, some of these deaths and dying are so 

protracted that they disintegrate residents’ minds and bodies, thus undermining 

residents’ capacity to live as people and desire to be alive. Unfortunately, as noted 

already, these undesirable deaths are a product of governance and related ideology 

of the good death in care homes as much as the comparatively more desirable deaths 

described above.  

 

 

Coda 

 

In conclusion to this chapter, what is disregarded by the biopolitical 

management of residents’ dying and the associated reductions of care-work to bed 

and bod work, and the good-death to the regulations-compliant death, are the carers 

and the residents with their emotions and desires. Carers are left with the 

responsibility to produce ‘good deaths’ for the residents, but without the adequate 

compensation, support and resources to care about them as people with desires and 

emotions concerning the way they are dying. Residents are left with part of their 

voices unheard since the opinions of the people most familiar with how their agency 

and desires have changed towards the EOL are discounted, and the (non-

instrumental) emotional care-work these people undertake to witness and 

accompany their dying process is devalued. The outcome of this is a highly 

managed death that produces the marginalisation of existential questions about 

residents’ and carers’ humanity, precisely when this humanity is being questioned 

by severe illness and dying. 
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Conclusion  

 

In the first large-scale and in-depth study of dying in care homes in nearly 20 

years, this thesis has critically examined the management of residents’ dying in and 

by English care homes. A study such as this was urgent, given that deaths of care 

home residents now account for almost 30% of all English deaths (NEoLCIN, 

2017b, p.3114) and care homes are predicted to become the most common place of 

death in England by 2040 (Bone et al., 2018). While in the 1990s only the few who 

had survived their generation died in a care home (Hockey, 1990), English care 

homes now cater for the prevalent form of dying in the UK, that is aged 80+ from 

severe disability (frailty), dementia, stroke, and chronic diseases of the heart (Teggi, 

2020a).  

Despite this, as this thesis showed in Chapters 1-3, very little is known about 

how EOLC is provided in care homes to very old adults whose deaths are 

notoriously difficult to predict, due to their following the fluctuating or intermittent 

trajectories of dying associated with the conditions just mentioned (Murray and 

McLoughlin, 2012; Teggi, 2018a). Additionally, in the social science literature, 

theoretical engagement with care homes as institutions (section 2.1) and EOLC as 

an object of State control (section 2.2) has privileged individualised, local, and 

single-issue approaches to power. With the exception of Borgstrom’s analyses of 

EOLC policy discourse (Borgstrom, 2015a; Borgstrom and Walter, 2015; 

Borgstrom, 2020), there has been virtually no work on EOLC or care homes as the 

product of societal power structures which are not reducible to the institutional 

 
114 Figure extrapolated from Table 1. 



 

 

361 

context (whether care home, hospital or hospice) or the role and professional 

hierarchies within it (doctor vs patient, staff vs residents; doctors < nurses < carers). 

This has resulted in a broad neglect of how structural issues of power 

(conceptualised in the thesis as governance) shape care work and care practices as 

well as the normative discourse about the good death. 

To analyse the ways in which care homes are functional to and produced by 

power structures external and irreducible to the institution, this thesis proposed a 

theoretical framework based on Marxist-feminist social reproduction theory (SRT) 

and Foucault’s biopolitics (Chapter 3). From this theoretical perspective, the thesis 

set out to interpret the study’s findings on the management of residents’ dying 

(EOLC governance), care work and the good death discourse in care homes.   

The substantive focus on care work and EOLC governance was consistent 

with the methodological focus on shadowing carers in the qualitative study 

(Chapter 4). To conduct participant observation in the care home setting allowed 

me to observe in action aspects of everyday care and EOLC. These aspects related 

to the effort staff put into providing life-supporting health and social care to 

residents, supervising residents to keep them safe on the care home’s premises, and 

undertaking both activities in conditions of low staffing levels. Further, an 

ethnographic approach allowed for a more diversified and complex understanding 

of residents’ dying trajectories than the one offered by the quantitative studies 

(Teggi 2018, 2020a; Appendices H and I). Nonetheless, the quantitative studies 

permitted me to address the question of the predictability of residents’ dying and to 

frame the topic of EOLC in care homes as relevant for the study of fluctuating dying 

trajectories in very old age beyond the care home setting – as the residents’ health 

profile at the EOL is now representative of the majority of the dying in England, 
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namely at age 80+, with frailty and/or dementia. Applying this mixed methods 

design and a biopolitical understanding of the English State’s vested interest in and 

accepted responsibility for the social reproduction of ill, disabled and very old, 

adults in a capitalist economy (Chapter 3), this thesis addressed the four research 

questions stated on pages 91-91.  

 

In answering each question: 

 

(1)-The very possibility to provide EOLC to residents hinges on whether their 

deaths are predicted and expected by those caring for them, that is care home staff 

and GPs or hospital doctors. Results from the (unpublished) quantitative studies 

evidence that residents’ deaths can be predicted and that this increases the 

likelihood of a care home as opposed to a hospital death (Appendices-H-and-I). 

This proves true although the deaths of care home residents are more difficult to 

predict than the deaths of younger old adults (< 80 y/o), due to their following the 

fluctuating trajectories of dying associated with frailty, dementia, and disabling 

stroke (Teggi, 2018), which are prevalent among care home residents (Teggi, 

2020a). That some of the residents’ deaths can be predicted and leads to their dying 

in the care home (as opposed to in hospital) corresponds with EOLC practice as 

observed during fieldwork and as reported by senior staff and carers. Senior staff’s 

prediction work is essential to monitor changes in residents’ health and organise 

GP visits for the anticipatory prescription of EOL medication. In turn, EOL 

medication, whether prescribed by GPs in the care home context or doctors in the 

hospital context, and their availability on the care home’s premises acts as an 

indicator of expected death. If a resident declines rapidly, this allows senior care 
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home staff not to call an ambulance care115, thus leading to the resident dying in the 

care home. 

 

(2) Senior staff’s prediction work and the achievement of a care home as 

opposed to hospital death are the intended product of care home governance and 

the role of care homes within the biopolitical economy of EOLC. Care home staff 

are directed by regulatory frameworks and NHSE clinical policy to liaise with GPs 

(also directed by NHS clinical policy) for the prescription of EOL medication, itself 

assuming that the resident’s death is likely to occur in the foreseeable future. This 

reflects both the custodial, keeping-alive, and cost-reduction functions of care 

homes within the biopolitical economy of EOLC as institutions for the containment 

and management of very old, ill and disabled (thus economically unproductive) 

adults. EOL medication are in fact part of healthcare provision to residents, which 

is normatively geared towards the prolongation of residents’ life. This life-

supporting orientation of health (and social) care provision in the care home 

continues even after EOL medication are prescribed and death predicted. At the 

same time, the prescription and availability of EOL medication on the care home’s 

premises avoids the use of hospital services by residents, thus reducing costs to 

NHSE. This is not to say that hospital deaths of care home residents do not occur – 

they do, and can be due to senior staff’s misinterpretation of a resident’s dying 

trajectory (section 8.2.1) or a hospital doctor’s failure to prescribe EOL medication 

when rapidly discharging a frail residents back to the care home (section 9.2.1). 

Residents’ deaths are, after all, difficult to predict and not all of them can be 

 
115 In the care home context, to call an ambulance care for a resident usually leads to their 

admission to hospital.  



 

 

364 

prospectively identified. Furthermore, senior staff adopt a conservative approach 

even to the prescription of EOL medication, with multiple hospital admissions for 

the same symptoms being required before the prescription EOL medication by the 

GP is considered as a possibility (see p. 279). Therefore, hospital deaths which, 

retrospectively, could have been avoided are still an occurrence, and mostly relate 

to the care home’s statutory responsibility for keeping-residents alive (CQC, 2015). 

However, this does not change that the management of residents’ dying through 

EOL medication to achieve a care home death is the one promoted by NHSE 

clinical policy, GPs and hospital discharge practices and, as a result, by most senior 

staff in the study care homes.  

Once EOL medication have been prescribed and a resident’s death is expected 

to occur on the care home’s premises, thus achieving the custodial function of care 

homes, the management of residents’ dying continues to be shaped by the two other 

priorities which have shaped everyday care in the care homes, that is (a) keeping 

residents alive while (b) reducing costs. As a result, staffing levels are not increased 

to match the increased workload of caring for bed-bound and dying residents, 

creating strain on staff and impairing their ability to ‘be with’ residents as they die, 

which staff consider to be a priority. Likewise, low staffing levels, and the 

associated limited time for carers to be ‘be with’ residents, fuel the focussing of 

carers’ work on bed and body care as opposed to emotional care. This focus is 

promoted by regulations establishing the care homes’ duty to provide safe and life-

supporting care (CQC, 2015) and often results in the overextension of residents’ 

dying (or survival) trajectories. Part of the care homes’ focus on bed and body care 

is the prescription of two or three courses of antibiotics by the GPs to residents with 

EOL medication prescribed and who are thus expected to die. The continuation of 
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curative medical treatment for acute illness coupled with carers’ continued support 

with eating and drinking and bedsores prevention (bed and body care/work) leads 

some residents to overcome several, potentially fatal health crises, over many 

months or years. Therefore, how care home staff and GPs manage (or govern) 

residents’ dying on the care homes’ premises contributes to the creation of 

fluctuating and protracted trajectories of dying.  

 

(3) Care work in care homes is shaped by care home governance as bed and 

body work. The focus on bed and body work is the result of the care homes’ 

statutory function to keep the residents on the care home’s premises due to safety 

concerns, keep them alive, and achieve both while reducing costs, namely with a 

reduced number of staff. By contrast, carers understand care work as including both 

emotional and bed and body care/work. The consequences of this conflict are that 

carers are not recognised for undertaking non-instrumental emotional care from a 

practical, symbolic and financial perspective. At the same time, carers cannot stop 

engaging in non-instrumental emotional care due to the very emotional nature of 

their job as carers. This is the predicament of care work in care homes as analysed 

by this thesis. The consequences of this predicament for EOLC are that only some 

staff provided non-instrumental emotional care to dying residents as this is not 

enabled nor recognised by the providers, managers and most senior staff. The 

practice of ‘being with’ dying residents, that is for a carer to sit at the resident’s 

bedside and comfort them in what are deemed their last hours of life, is hampered 

by inadequate staffing levels. Although some senior staff expect carers to ‘be with’ 

dying residents and relatives value carers’ emotional support and presence at the 

resident’s deathbed, especially if they cannot provide it themselves, the realisation 
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of an accompanied good death falls outside the remit of the governance of EOLC 

by care homes. The care homes’ management of residents’ dying is not concerned 

with the provision of presence and comfort to dying residents. Rather, some carers 

and senior staff members concern themselves with it and seek to provide it as single 

individuals and workers. 

 

(4) In line with this, the normative discourse on the good death in care home 

includes the practice of ‘being with’ dying residents only as a secondary element. 

The primary elements of the good death in care homes include those features which 

result from the biopolitical management of residents’ dying by care homes and 

achieve regulations-compliant deaths. This includes features of the medical and 

natural good death (see Bradbury, 1999). A resident’s death in the care home has 

to be predicted, resulting from unsuccessful medical intervention in case of 

recurrent, acute illness (typically ineffective antibiotic treatment for pneumonia) or 

GP-sanctioned medical non-intervention, namely the withdrawal of medication 

(typically after three ineffective courses of antibiotics) and/or of food and fluids 

(typically when the resident is deteriorating and at risk of choking due to 

dysphagia). In the care home context, deaths from both unsuccessful (medical) 

intervention and non-intervention are considered to be ‘natural’ since they are 

constructed as being purely the result of resident’s bodily deterioration. If 

antibiotics and bed and body care fail to prolong the resident’s life, staff consider 

death to have been the unavoidable outcome of the disease and/or ageing process. 

If antibiotics or food and fluids are withdrawn, staff consider death to have been 

allowed to occur “naturally”. Crucially, this logic relies on the avoidance of 

accidental deaths from falls, choking on food and drink, and residents’ intentional 
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self-dehydration and self-starvation. These types of deaths are both avoidable by 

definition, and thus ‘unnatural’, and represent potential breaches of regulations for 

which staff can be held legally accountable. The conflation of the medical, natural 

and good death has been identified in the attitudes of the lay English before -(see-

Bradbury,-1999;-Seymour,-2000). However, the sorts of deaths which reflect the 

primary (dominant) discourse on the (medical and natural) good death in care 

homes are far from being natural, as in constituting the exclusive outcome of 

residents’ bodily deterioration. These deaths are rather the products of the medical 

and social-care provided in care homes and geared towards the realisation of 

regulations-compliant deaths. 

 

Overall, the thesis concludes that the highly managed deaths produced by care 

home governance disregard residents’ quality of life and desire to live or die. This 

is because the practice to keep residents alive in order to comply with regulations 

leads many residents to die following extensive periods of severe cognitive and/or 

bodily disintegration, which some carers deem to impair their capacity to still act 

as persons, enjoy life and desire to live. At the same time, the shaping of care work 

as bed and body work by governance to produce highly managed and regulations-

compliant deaths constrains carers’ capacity and willingness to provide non-

instrumental emotional care to dying residents. Crucially, part of this care consists 

in ‘being with’ residents, listening to them and observing their behaviour, thus 

gaining privileged insight into how their mood and desires change as illness 

progresses and/or dying approaches. On this basis, some care staff question the 

imperative to keep residents alive regardless of their desire to die and/or loss of the 

capacity for personhood, while others use the institutional routes of EOL 
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medication prescription to facilitate the deaths of residents who have turned their 

heads to the wall. The care staff’s contribution to EOLC decision-making is 

however limited to this by laws and regulations, and further constrained by the 

devaluation of non-instrumental emotional care work in care homes. The lack of 

adequate staffing levels as well as financial and practical recognition for carers’ 

non-instrumental emotional work impairs carers’ ability and willingness to ‘be 

with’ dying residents and treat them as people with emotions and desires about the 

way they are dying, rather than the mere recipients of bed and body work.  

 

In light of these reflections on care home residents’ personhood and desires 

at the EOL, the thesis’ exclusion of residents as research subjects constitutes a 

significant limitation. To my knowledge, there remains a gap in the British literature 

on EOLC/dying concerning the care home residents’ experience and point of view, 

especially of those residents deemed to have lost capacity and/or experiencing 

severe difficulties in verbal communication. 

 

 

Implications for English EOLC Policy 

 

This thesis has evidenced findings which are both functional to and critical of 

the policy objectives to (a) decrease hospital deaths and increase deaths in care 

homes (NHSE clinical policy) and (b) prolong residents’ lives regardless of their 

desire to live or die and their quality of life (CQC regulatory framework). As 

repeated throughout this thesis, these objectives are outcomes of the State’s 
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biopolitical management of the care of the dying and constitute part of the 

biopolitical economy of care homes.  

 

Concerning the functional findings, data from this thesis has evidenced how 

EOL medication prescribing is a manageable solution to achieve care home as 

opposed to hospital deaths for residents. Early prescribing of EOL medication to 

residents predicted to be dying is effective in managing the very long and uncertain 

trajectories of dying in care homes. There are however two threats to the success of 

EOL medication prescribing in achieving a care home death for residents: (1) 

managers’ wish to avoid a Coroner’s investigation, and (2) residents’ transitions of 

care between hospitals and care homes.  

The-absence of a doctor’s visit in the last two weeks of a resident’s life 

triggers a Coroner’s investigation. Managers prefer to avoid Coroner’s 

investigations since they delay funerals and can involve external scrutiny of care 

home practices (p. 246). Senior staff address this by keeping residents with EOL 

medication prescribed on bi-weekly GP rounds. This is a manageable solution, but 

it hinges on a relationship of trust and collaboration between senior staff and GPs. 

If senior staff are not confident that GPs will visit the dying resident when 

requested, they will call an ambulance rather than risk a Coroner’s investigation, 

even if EOL medication are available for the resident on the care home’s premises 

(p.-297). Senior staff and managers’ fears of misinterpretation regarding the 

management of residents’ dying are compounded by the media coverage of care 

home deaths as deaths from neglect, typically uncovered by a Coroner’s 

investigation (Appendix M). However, at present there has been no national and 

publicly-funded training programme for EOLC in English care homes involving 



 

 

370 

GP practices, senior staff and managers. The Gold Standards Framework (GSF) is 

a laudable initiative, but its outreach is limited by the relatively high cost for single 

providers (p.-31).  

The second threat to the success of anticipatory EOL medication prescribing 

is the rapid discharge of very frail residents from hospital to the care-home, without 

this being accompanied by the prescription or provision of EOL medication. Data 

from this study show a lack of co-ordination between hospital doctors and senior 

staff (or GPs) in the management of residents whom hospital doctors deemed 

unsuitable for future re-admission to hospital (Lilian’s case pp.-254). Further, data 

evidence that, given the time involved in prescribing and getting hold of EOL 

medication in the care home setting (p.-250), it is not sufficient for hospital doctors 

to flag residents as EOL to avoid re-admission. The only medico-legal tool which 

is effective in avoiding the hospital re-admission of very frail and/or dying residents 

is the prescription or provision of EOL medication by hospital doctors as they 

discharge residents back to the care home. However, NHSE clinical policy 

considers this good practice only with respect to newly-admitted residents who are 

fast-tracked from hospital to die in the care home. Instead, longstanding care home 

residents tend to experience recurrent hospital admissions before EOL medication 

is prescribed by the GP (in collaboration with senior staff) or a hospital doctor (p.-

279). English EOLC policy should better reflect the relationships between care 

homes and hospitals as places for EOLC. It should also better reflect the role of 

anticipatory EOL medication prescribing in achieving a care home death for 

residents who are considered unsuitable for re-admission to hospital by (hospital) 

doctors or GPs alike.  
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On the other hand, this thesis has evidenced frictions between this top-down 

management of old hospital patients’ and residents’ place of death, and the desires 

of residents and care home staff. Some residents want to go to hospital as they reach 

the EOL due to the progression of their incurable and chronic underlying disease(s) 

(see resident Lilian pp.-254). Some-staff are very critical of the choice to transfer 

old-hospital patients to-die in-the care-home only a-few hours-later. In such 

instances, staff-deem the transfer to-cause additional trauma to-the patient, their 

relatives and staff-since rapports of trust between carers and relatives as well as 

carers and residents had not time to develop (see manager Ruth p.-256).  

 

Continuing-a review of-the thesis’ findings which challenge policy 

assumptions, staff are acutely aware of the difference that the care they provide 

makes in extending or shortening residents’ dying trajectories (see nurse Trisha p. 

274, senior carer Alina p. 270, and senior carer Constance p. 319,-276). However, 

this thesis has argued how staff’s advocacy of residents’ desires concerning their 

death and dying is limited by medical procedures and protocols for the prescription 

and administration of EOL medication and legislative frameworks enshrining the 

provision of life-supporting care to residents. Some carers are acutely aware of such 

limitations and lament the impossibility to withdraw antibiotics and/or food and 

fluids from residents clearly refusing them or having lost their capacity for 

personhood (see Keira p. 286 and Darren p. 324). Existential questions and choices 

thus emerge as carers undertake the non-instrumental emotional work of relating to 

residents as people with emotions and desires, regardless of whether carers wish to 

empathise with or emotionally distance from residents’ emotions. However, this 

work is neither valued nor supported in most care homes. Further, EOLC policy 
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pedals a rhetoric of choice, especially in relation to place of death (Borgstrom, 

2013; Borgstrom-and Walter, 2015), but does not envisage the resident’s choice to 

self-dehydrate/starve to death (p.-283,-324,-289) nor the carer’s choice to keep 

feeding a “vacant” resident until they die or not (p.-285). Therefore, the devaluation 

of carers’ non-instrumental emotional work, and of the carers’ role, which mirrors 

the devaluation of indirectly market-mediated (IMM) social reproduction work in 

a capitalist society such as England (Chapter-7 p.-211), translates into a procedural 

and regulatory understanding of EOLC options and choices. Policy cannot provide 

easy solutions to the existential questions raised by carers in relation to their 

residents’ desire to live or die and the suspected loss of their capacity for 

personhood. However, a good starting point would be to include the carers’ 

viewpoint in policy discussion and to value, through practical, symbolic and 

financial remuneration, the non-instrumental emotional care work they undertake, 

at the moment, without recognition nor support. 
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Appendices 

 

Appendix A: The Study Care Homes 

 

 

 

 

Name Services Provider 

Type 

Provider 

Size 

Number 

of Beds 

Salford Lodge Residential Private 

Not-for-profit 

Large 

national 

33 

Hereford House 1st floor: residential 

dementia 

 

2nd floor: nursing 

 

3rd floor: semi-

independent living 

apartments 

 

Private  

Not-for-profit 

Large 

national 

75 

Harper House Nursing  Private  

Not-for-profit 

 

Large 

national 

65 

Quarters Lodge 1st floor: residential 

dementia 

 

2nd floor: nursing 

 

3rd floor: nursing 

dementia 

 

Private 

For-profit 

Small local 65 

Cheltenham Lodge Nursing dementia Private 

For-profit 

Single-

home 

owner 

51 

sa
m

e 
p
ro

v
id

er
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Residential and Nursing Services 

 

The British care home system is divided into residential and nursing care. 

Residential care homes have no statutory obligation to have a registered nurse on 

the premises 24/7. In residential care homes, senior carers oversee the floor or the 

whole care home when the manager or the deputy are not in.  

Nursing care homes have a statutory obligation to have a registered nurse 

available 24/7 in the building to provide nursing care. In nursing homes, the nurse 

oversees the floor and the whole care home when the manager or the deputy is not 

in.  

In theory, residential care should cater for adults aged 65 or above with more 

functional ability to conduct some activities of daily living (ADLs) independently 

and without severe dementia. Conversely, nursing care should cater for old adults 

needing more help with ADLs, affected by conditions which require more frequent 

medical care, and who might have dementia. This corresponds to some of the 

carers’ remarks that in residential settings people tend to be more talkative during 

meal times, they still have some mobility, and can still “do something for 

themselves”. In practice, however, differences between residential and nursing care 

are becoming less and less as residents needs increase across the sector.  

A third, far less common, type of care home provides semi-independent 

living. This type of setting is a hybrid between a supported living arrangement and 

a residential care home. It involves residents having their own small flat as opposed 

to only a room (with or without an en-suite bathroom) as in residential care homes; 

and carers being available 24/7 as opposed to only some time of the day and on-call 

as in most supported living structures. I encountered such a setting only on one floor 
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or a care home (Hereford House), which provided nursing and dementia residential 

care on the other floors. While all two-bedrooms flats at Hereford House featured 

a kitchen, almost none of the residents used it. Lunch and dinner were instead 

provided by Hereford House to all residents whether in their own rooms or in part 

of the hall which had been furnished for that purpose with a couple of table and 

chairs. Other residents used instead the care home public café downstairs, but 

almost no one cooked for themselves. This signals how residents on the semi-

independent living floor, although being on average more physically and mentally 

fit than their counterparts on the nursing and residential dementia floors, still 

needed help with cooking and/or preparing meals on an everyday basis. 

Although many old adults in both residential and nursing care have a degree 

of memory loss or diagnosed dementia, some care homes specialise or have floors 

of the same care home specifically for older adults with dementia. These can be 

both nursing dementia care homes or residential dementia care homes. The main 

difference between settings targeted to old adults with dementia and settings 

targeted to old adults without further specifications, is that in the first hardly any 

resident will be dementia-free, while in the second people will varying degrees of 

dementia or non will co-exist. As mentioned above, larger care homes often provide 

different types of care on different floors. In the below table, I describe the care mix 

provided by each care home in my sample. 
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Appendix B: Care Home Staff 

Position Role & Hierarchy 

(on a scale from 1 top to 3 

bottom) 

Wage Qualification Staff 

Group 

Manager (1) Only one manager in 

each nursing or residential 

home. Responsible for the 

management of the whole 

home, staff, and legally 

responsible for residents’ 

safety. 

 

£34-40,000 a 

year. 

 

Estimate based 

on positions 

advertised on 

carehome.co.uk 

in June 2020. 

NVQ116 level 

5 or above, 

with a 

background in 

nursing or 

social care. 

 

Line 

Manager 

Nurse (2) Present only in nursing 

homes (or floors). 

Accountable to the 

manager. Responsible for 

the management of a floor: 

3-4 carers and 30-35 

residents. Responsible for 

administering medication 

(EOL medication 

included) and liaising with 
the GP, relatives, close 

companions or LPAs of 

the residents. 

 

£35-40,000 a 

year. 

 

 

£17-21 per hour. 

 

 

Estimate based 

on positions 

advertised on 
carehome.co.uk 

in June 2020. 

Registered 

nurse (RN) 

with nursing 

degree or 

equivalent. 

 

NVQ level 4 

or above if 

acting also as 

deputy 
manager. 

 

Line 

Manager 

 

 

Senior 

Staff 

 

 

Senior 

Carer 

(2) Present only in 

residential homes (or 

floors). Accountable to the 

manager. Responsible for 

the management of a floor: 

3-4 carers and 30-35 

residents. Responsible for 

administering medication, 

excluding EOL 

medications. Concerning 

the administration of EOL 

medication (and any 

controlled drug), senior 

carers are qualified only to 

sign as witnesses. 

Responsible for liaising 

with GP, district nurses 

(DNs) and the relatives, 

close companions or LPAs 

of the residents. 

 

£19,302.40 a 

year. 

 

Average yearly 

salary calculated 

on a £9.28 

median hourly 

rate. 

 

The pay 

differential 

between senior 

carer and carer 

positions is 

around 10% 

(Skills for Care, 

2021, p.12).  

NVQ level 3 

or above.  

 

NVQ level 4 

or above if 

acting also as 

the deputy 

manager.  

 

 

Line 

Manager 

 

 

Senior 

Staff 

 

 

Care 

Staff 

Carer  (3) Accountable to the 

manager and the nurse or 

senior carer allocated to 

their floor. Responsible 

for aiding residents in 

their activities of daily 

living (ADLs). Not 

£17,680.00 a 

year. 

 

Average yearly 

salary calculated 

on a £8.50 

median hourly 

No 

qualification or 

NVQ levels 1 

or 2. 

 

Care 

Staff 

 
116 National Vocational Qualification. 
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responsible for 

administering medication 

to residents (not legally 

qualified to do so) and 

liaising with the GPs, DNs 

and the relatives, close 

companions or LPAs. 

 

rate (Skills for 

Care, 2021b, p. 

12). 

Activity 

Coordinator 

(3) Accountable to the 

manager and the nurse or 

senior carer allocated to 

their floor. Responsible 

for devising events or 

activities to engage 

residents. Present in the 

home only a couple of 

hours a day. Not 

responsible for aiding 

residents with ADLs nor 

administering medication. 

 

Same as carer. Same as carer. 

 
Care 

Staff  

 

Line managers (managers, nurses, senior carers) were responsible for 

allocating tasks to carers in the care home and/or some floors of the care home. 

Managers were also responsible for the recruitment and termination of carers (as 

well as nurses, senior carers and managers). All staff (managers, nurses, and senior 

carers) was employed and paid by the provider. 

 

Senior staff (nurses, senior carers) were responsible for allocating tasks to 

the carers working on their same floor/part of the care home, ordering and 

administering medication as well as liaising with GPs and families. 

 

Care staff (senior carers, carers) were providing most of the frontline, hands-

on care to residents. Nurse provided some hands-on care too, but mostly related to 

the medical side of care. There were also important wage and education differentials 

between care workers and nurses.  
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Appendix C: Mental Capacity 

 

The Mental Capacity Act 2005 defines a person who lacks capacity as “a 

person who lacks capacity to make a particular decision or take a particular action 

for themselves at the time the decision or action needs to be taken” (Great Britain, 

2007, p.3). The Act stresses that mental capacity (or simply capacity) varies across 

time and depending on the sort of decision that needs to be made. A person who 

lacks capacity to make a decision for themselves at a certain time may be able to 

make that decision in the future (Great Britain, 2007). A person who lacks capacity 

to make some decisions for themselves may have capacity to make others (Great 

Britain, 2007).  

Section 2 of the Act (Mental Capacity Act 2005) further upholds the 

principles that (1) every person is assumed to have capacity before assessment, and 

(2) assessment of whether a person lacks capacity to make a decision cannot be 

based only on their age, appearance, any aspect of their behaviour or assumptions 

about their condition. Section 3 of the Act upholds the principle that decision-

specific assessments of a persons’ lack of capacity should be made and sets out four 

criteria to assess someone’s mental capacity: 

 

“a person is unable to make a decision for himself if he is unable – 

(a) to understand the information relevant to the decision, 

(b) to retain that information, 

(c) to use or weigh that information as part of the process of making the 

decision, or 
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(d) to communicate his decision (whether by talking, using sign language or 

any other means).” 

 

These criteria were operationalised in the Mental Capacity Act Code of 

Practice (Great Britain, 2007) to provide practical guidance “to persons assessing 

whether a person has capacity in relation to a matter” (Mental Capacity Act 2005, 

s 42). As adapted from the Code of Practice (Ibid.), the two-stage test of capacity 

is as follows:  

 

 

Stage 1: Does the person have an impairment of, or a disturbance in the 

functioning of, their mind or brain? If a person does not have such an impairment 

or disturbance of the mind or brain, they will not lack capacity under the Act. 

 

Stage 2: Does the impairment or disturbance mean that the person is unable 

to make a specific decision when they need to? For a person to lack capacity to 

make a decision, the Act says their impairment or disturbance must affect their 

ability to make the specific decision when they need to. Stage 2 can only apply if 

all practical and appropriate support to help the person make the decision has failed.  

 

 

The study care homes applied the two-stage test of capacity to implement 

routine care decisions for which the CQC required care homes to record residents’ 

written consent when these were deemed to have capacity. Typically, these care 

decisions  related to surveillance or containment measures to prevent residents’ falls 
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such as bedrails, low-low beds, alarm mats or room alarms, and therefore entailed 

a restriction of residents’ physical freedom to move within the care home. Below is 

an example of a care home’s mental capacity assessment form. The parts in italics 

constitute an anonymised example of how the form could be filled in.  

 

 

Mental Capacity Assessment  Home: Harper House 

Person’s Name: Anne Smith Room: 32 

Date of Birth: 13/5/28 Date of Arrival: 07/11/13 

STAGE 1: 

Assessment of Capacity to help people make a decision using the two-stage test of capacity. 

The person has an impairment or disturbance in the functioning of the mind or brain        Yes 

State what                     Alzheimer’s disease 

The person needs to make a decision for routine care 

The specific decision the person needs to make is                  whether to use bedrails or not 

STAGE 2: 

Evidence that the person can / cannot understand, retain, weight up and communicate her 

/ his decision. 

Criteria Questions asked and how 

they were adapted if the 

person did not understand: 

Responses from the 

person: 

Understands 

What you are saying 

Do you know what a bedrail is?  Ohhh, Ohhh 

Do you know why we use 

bedrails? 

Same as before, then Anne 

looks away. 

Assessors’ judgement: yes/no Why: Unable to understand 

however she reacts. 

Signature: Raina 

Date: 30/06/2018 

Retain/Recalls 

long enough to make the 

decision 

Information given to Anne and 

goes back later to ask the same 

questions again to check if she 

recalls. 

Anne just looks at me. 
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Assessor’s judgement: yes/no Why: Unable to recall Signature: Raina 

Date: 30/06/2018 

Weight up the information 

Good and bad 

Do you understand why the 

bedrails are good? 

No answer 

What could happen without the 

bedrails? 

No answer 

Assessor’s judgement: yes/no Why: Unable to answer Signature: Raina 

Date: 30/06/2018 

Communicate / tell you 

her/his decision and why 

Are you happy to have the 

bedrails? 

Anne just talks unrelated to 

my question. 

Assessor’s judgement: yes/no Why: Unable to communicate 

her decision. 

Signature: Raina 

Date: 30/06/2018 

Be mindful of other influencing factors that may affect the person’s ability to make decisions – 

such as physical or sensory impairment / medication / time of the day / medical issue / language 

barriers / cultural or environmental factors. 

 

If the person can understand, retain, weigh up & communicate her/his decision you must respect 

her/his decision, even if unwise. 

STAGES 1 and 2 of this person’s Mental Capacity assessment have shown that (delete or 

highlight) 

 

Name: Anne Smith                                                    has capacity for this decision or  

 

                                                                                  does not have capacity – regained in the 

usbshshhssgdggdgggggdgghh                      and it is unlikely to be regained in the future.      

Djjfdjfjfjjfjfvjfjjfvjfvjfjjfvjjjjjfjjfjjfjfjfvjfjfjjfjfjfjfj  Best interest planning must therefore take 

place agagagagagagagagaggagagagagagagagagagagaga. (this may include a DoLS application). 

Assessor’s name: Reina Signature: Reina 

Designation: nurse deputy manager Date: 30/06/2018 Time: 09:30 am 

  



 

 

409 

Appendix D: Consent Forms and Information Sheets 

 

 

 

 

 

PARTICIPANT INFORMATION SHEET                                             

MANAGER 

 

End of Life Care in Care Homes 

 

I would like to invite you and your care home to take part in a research study. I am a doctoral 

researcher from the University of Bath and I am looking for (residential and nursing) care homes 

for the aged to help me with a project about care towards the end of life in long-term care settings.  

Before you decide whether you and your care home would like to participate, it is important 

you know why the research is being done and what it involves. Talk to others about the study if 

you wish. I would be happy to meet you, go through this information with you and answer any 

questions you might have. My contact details are at the end of this flyer.  

 

The Economic and Social Research Council and the University of Bath financed me to 

explore how care towards the end of life is (and could be) provided in the context of long-term 

institutional care for the aged. They also inspected and approved the ethical standards of my 

research project.  

I am now contacting care homes in the South-West of England to ask care home managers, 

nurses, and carers whether they would like to meet and discuss their experience and 

understanding of care towards the end of life. Any of these people can do an interview with me if 

they would like to.  

I am also asking the care home managers permission to repeatedly visit the home for about 

six weeks and spend time there observing practice and speaking with nurses and care assistants. 

I would be very pleased to shadow carers and nurses in their day-to-day role, this without 

disrupting care home’s routine. 

As a care home manager, your opinion and experience are essential to the development of 

future practice. I highly value your contribution and would look forwards to meeting you.  
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1 

The Home’s name, location and address will never be disclosed. I will take photographs only of the 

care home’s exterior building for personal record-keeping use. These pictures will not feature in my thesis 

nor in any other publication, and they will not be archived with the UK Data Service. 

 

If you and your care home participate in the study, it will not affect the care your care home provides 

and you will not be compensated for your time. The study is aimed at improving future practice in care 

homes. Based on its findings, I will produce a report including practical guidelines on end of life care for 

care homes. I would be very happy to send you an electronic copy of the report once complete.  

People often find it beneficial to talk about their experiences. Sometimes talking about death and 

dying, health and care issues can be upsetting. This is ok and I am sensitive to the issues at hand. I will 

talk about this with the interviewees ahead of the interview and agree how to support them. If needed, I 

will direct interviewees to appropriate external support. 

Participation to the study is voluntary. You and your care home can stop participating at any time, 

without giving any reason. If you wish to withdraw your consent about the use of data already collected 

from you, you can do so within three weeks after the date of the interview.  

If there is a problem you can contact me, Diana Teggi, or my academic supervisors Professor 

Malcolm Johnson on M.L.Johnson@bath.ac.uk or Dr. Kate Woodthorpe on 

K.V.Woodthorpe@bath.ac.uk . 

If you remain concerned, you can contact an independent charity that provides free and confidential 

advocacy services to help resolve issues about health, wellbeing and social care services. You can contact 

the SEAP directly on 0330 440 900 or via their website at www.seap.org.uk.  

 

The person in the picture is me. If you would like to join the study or would like to know more about 

it, please contact me. I will arrange to meet you at a place and time 

that is convenient for you.  

 

Ms. Diana Teggi -  - D.Teggi@bath.ac.uk 

University of Bath  

Centre for Death and Society (CDAS) 

Department of Social & Policy Studies 

Claverton Down  

Bath BA2 7AY 
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CONSENT FORM RESEARCH                                                        

MANAGER 

End of Life Care in Care Homes 

If you would like to take part to the study, in this form I ask for your written agreement to be audio-

recorded. The decision to take part is yours.  

Before continuing, it is very important that you have read the PARTICIPANT INFORMATION SHEET 

End of Life Care in Care Homes I provided you. It is also very important that you have asked me any 

questions you wish. Consent must be informed to be valid.  

Please now read the following statements carefully.  

For each statement, if you agree please tick the YES box, if you disagree please tick the NO box. 
 

 

___________________________ ______________ ____________________________ 

Name of Participant   Date   Signature 

 

__________________________ ______________ ____________________________ 

Name of Researcher   Date   Signature 

One copy for the participant, one copy for the researcher.  

 YES  NO 

1. I confirm that I have read and understood the PARTICIPANT 

INFORMATION SHEET for the End of Life Care in Care Homes study. I 

have had the opportunity to consider the information, ask questions and 

had these answered satisfactorily. 

2. I understand that my participation is voluntary and that I am free to 

withdraw at any time. I do not need to give a reason. It will not affect the 

care and healthcare my residents receive nor my legal rights. If I wish to 

withdraw my consent about the use of data already collected from me, I 

can do so within three weeks after the date of the interview. 

3. I agree that audio recordings can be made of interviews with me and I 

understand that what I say may be used anonymously as part of a final 

report and publications. 

4. I agree that what I say may be anonymously archived with the UK Data 

Service. [This is a restricted-access archive managed by the Economic and 

Social Research Council. Research in the health and social care sector is 

usual. The archive treats such data with confidentiality and under a strict 

anonymity policy.] 

5. I agree to take part in an interview as part of the End of Life Care in Care 

Homes study. 

6. I agree that the researcher observes care assistants and nurses in their 

day-to-day work in the home.  

7. I consent to my contact details to be retained by the researcher in order to 

be contacted about future research projects. 

 

  

  

 

 

 

  

Diana Teggi 
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PARTICIPANT INFORMATION SHEET                                 

CARERS, SENIOR CARERS and NURSES 

 

End of Life Care in Care Homes 

 

I would like to invite you to take part in a research study. I am a researcher from the 

University of Bath and I am looking for volunteers to help me with a project about care towards 

the end of life in care home settings. You are reading this as the care home where you work has 

accepted to participate to this research project.  

Before you decide whether you would like to participate or not, it is important you know why 

the research is being done and what it involves. Talk to others about the study if you wish. I am 

happy to go through this information with you and answer any questions you might have. My 

contact details are at the end of this flyer. 

The Economic and Social Research Council and the University of Bath financed me to 

explore how care towards the end of life is (and could be) provided in the care home context. 

They also examined and approved the ethical standards of my research project.  

I am now contacting care homes in the South-West of England to ask to the care home 

managers, nurses, senior carers and care assistants whether they would like to meet and discuss 

their expectations and understanding of care towards the end of life. Any of these people can do 

an interview with me if they want. 

I am also asking the care home managers permission to repeatedly visit the home for about 

one month and spend time there observing practice. If you wish, I would be delighted to follow 

you in your day-to-day role in the home, this when you feel comfortable and without disrupting 

your working routine. 

As a care assistant, your opinion and experience are essential to the development of future 

practice. I highly value your contribution and would look forwards to meeting you. Of course, this 

does not mean you have to take part. It is up to you to participate or not. 

With your permission, the interview will be audio-recorded so that I can accurately reflect on 

what is discussed. Interviews will be transcribed and fully anonymised. The original recordings 

will be deleted after transcription. No participant or care home will be identifiable in any archived 

or published data. All information given to me during the course of the study will be kept strictly  
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confidential and coded in a way to ensure anonymity. If you agreed to it, the anonymised 

transcripts will be archived securely with the UK Data Service where they will be accessible to 

registered users for non-commercial research purposes only. 

 

If you take part to the study, this will not affect the care you provide, and you will not be 

compensated for your time. The study is aimed at improving future practice in care homes.  

People often find it beneficial to talk about their experiences. Sometimes talking about death 

and dying, health and care issues can be upsetting. This is ok and I am sensitive to the issues at 

hand. We can talk about this when we meet for the first time and agree how to support you. If 

needed, I will direct you to appropriate external support.  

 

Your participation to the study is voluntary. If you wish to do so, you can stop participating 

at any time, without giving a reason. If you wish to withdraw your consent about the use of already 

collected data, you can do so within three weeks after the date of the interview. 

If there is a problem you can contact me, Diana Teggi, or my academic supervisors 

Professor Malcolm Johnson on M.L.Johnson@bath.ac.uk or Dr. Kate Woodthorpe on 

K.V.Woodthorpe@bath.ac.uk . 

If you remain concerned you can contact an independent charity that provides free and 

confidential advocacy services to help resolve issues about health and wellbeing or health and 

social care services. You can contact the SEAP directly on 0330 440 900 or via their website at 

www.seap.org.uk.  

 

The person in the picture is me. If you would like to 

join the study or would like to know more about it, please 

speak to me when you see me in the home.  

 

Ms. Diana Teggi  

University of Bath  

Centre for Death and Society (CDAS) 

Department of Social & Policy Sciences 

Claverton Down, Bath BA2 7AY  

Mobile:  - D.Teggi@bath.ac.uk  

 



 

 

414 

  

CONSENT FORM INTERVIEW                                                        

CARERS, SENIOR CARERS & NURSES 

End of Life Care in Care Homes 

If you would like to take part to the study, in this form I ask for your written agreement to be audio-

recorded. The decision to take part is yours.  

Before continuing, it is very important that you have read the PARTICIPANT INFORMATION SHEET 

End of Life Care in Care Homes I provided you. It is also very important that you have asked me any 

questions you wish. Consent must be informed to be valid.  

Please now read the following statements carefully.  

For each statement, if you agree please tick the YES box, if you disagree please tick the NO box. 
 

 

___________________________ _________________  _____________________________ 

Name of Participant   Date    Signature 

 

__________________________ ______________  ___________________________ 

Name of Researcher   Date    Signature 

One copy for the participant, one copy for the researcher.  

 YES  NO 

1. I confirm that I have read and understood the PARTICIPANT 

INFORMATION SHEET for the End of Life Care in Care Homes study. 

I have had the opportunity to consider the information, ask questions 

and had these answered satisfactorily. 

2. I understand that my participation is voluntary and that I am free to 

withdraw at any time. I do not need to give a reason. It will not affect me 

in the workplace, the care I deliver, nor my legal rights. If I wish to 

withdraw my consent about the use of data already collected from me, 

I can do so within three weeks after the date of the interview. 

3. I agree that audio recordings can be made of interviews with me. I 

understand that what I say may be used anonymously as part of a final 

report and publications, and may be shared anonymously with other 

members of staff. 

4. I agree that what I say may be anonymously archived with the UK Data 

Service. [This is a restricted-access archive managed by the Economic 

and Social Research Council. Research in the health and social care 

sector is usual. The archive treats such data with confidentiality and 

under a strict anonymity policy.] 

5. I agree to take part in an interview as part of the End of Life Care in 

Care Homes study. 

6. I consent to my contact details to be retained by the researcher in order 

to be contacted about future research projects.  

 

  

  

 

 

 

  

Diana Teggi 
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Appendix E: Interview Guides 

MANAGER  

 

1. Background 

a. Could you tell me a bit about your background in care? How long have 

you been working in the sector? How did you start? 

a. What do you enjoy about working in this sector? 

b. What are the challenges? 

 

2. Policy and practice 

a. Most residents reaching the end of their lives will inevitably die 

either here or in hospital. Could you tell me a bit about what a usual 

death in the care home would look like? How comes that some 

residents die in hospital? 

b. How would you know it was coming (if at all)? 

c. How does a good death (in the care home context) look like, in your 

experience? And a difficult death? 

d. Do you have any policies on EOLC? 

e. What are the aims of an EOLC plan? Do you think it is effective? 

f. Does it happen that residents die in hospital? How? (What makes 

you decide to hospitalise a resident?) 

g. Does it make any difference if a resident has no one left? 

h. What happens after a resident has died?  

i. Do you have any policies on aftercare (care after dying)? 

j. How are staff trained and supported to deal with end of life issues? 

k. What do you think works well about the EOLC you provide? 

l. Where do you think there is room for improvement? 
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3. Working with others 

a. How well do you think the care home sector operates at the 

moment? 

b. What sort of relationships do you have with GPs, district nurses and 

other healthcare agencies in general? 

c. What sort of relationships do you have with other care homes?  

d. What sort of relationships do you have with the local community? 

e. How could care homes and their staff feed into policy and practice 

debates about end of life care? 

 

 

CARERS, SENIOR CARERS and NURSES  

 

1. Background 

a. Could you tell me a bit about your background in care/nursing? How long 

have you been working in the sector? How did you start? 

b. What do you enjoy about working in a care home? 

c. What are the challenges? 

 

2. Everyday work with residents  

a. Could you tell me a bit about your everyday work with the residents? 

b. In your experience, what makes for a good carer / senior carer / nurse in 

a care home context? 

c. And for a less good one? 

d. How did you learn how to be a carer / senior carer? *Rephrase to ask 

nurses about differences between medical training and/or working in a 

medical setting vs working in a care home. 
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e. How would you describe your relationship with residents?  

3. What happens at the end of life  

 

a. Most residents reaching the end of their lives will inevitably die 

either here or in hospital. Could you tell me a bit about your 

experience of residents’ dying in this or other care homes? How 

comes that some residents die in hospital? 

b. How would you know it was coming (if at all)? 

c. What changes after a resident has been put EOL? What do you 

do differently? 

d. What is important in caring for someone at the EOL, in your 

experience? 

e. How does a good death (in the care home context) look like, in 

your experience? And a difficult death? 

f. Does it make any difference if a resident has no relatives left? 

g. What happens after a resident has died?  

h. What do you think works well about the EOLC you provide? 

i. Where do you think there is room for improvement? 
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Appendix F: The Stages of Abductive Data Analysis 

 

Stage Action Result Reasoning: 

Inductive/Deductive 

1 1st round of data 

analysis. 

 

Inductive coding 

(tagging) of data 

focussing on care work, 

residents’ dying, and 

normative death 

discourse (good/bad). 

 

Identification of custodial, 

keeping-alive and 

reducing costs aim in the 

management of EOLC 

and everyday care. 

Inductive (from data to 

theory) 

2 Read Foucauldian 

theory on custodial and 

disciplinary institutions 

and biopolitics.  

The biopolitical and 

social reproduction 

frameworks can be used 

to analyse the 

management of residents’ 

dying, care work and the 

good death. 

Deductive (from 

theory to data) 

3 2nd round of data 

analysis. 

 

Review of subsamples 

of observations by 

selecting co-occurring 

tags. Regarding EOLC, 

focus on the 

achievement of care 

home deaths (custodial), 

delay of residents’ 

deaths (keeping-alive), 

staff shortages (reducing 

costs). Regarding 
everyday care, focus on 

controlling residents’ 

movements (custodial), 

residents’ safety and 

healthcare provision 

(keeping-alive), work 

press (reducing costs). 

 

Carers are pushed to 

prioritise bodily as 

opposed to emotional care 

to achieve the aims of 

keeping residents (to die) 

in the care home 

(custodial), keeping them 

alive, and do so with 

reduced resources. 

Inductive (from data to 

theory) 
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4 Read theory on care 

work, dirty work and 

emotional work. 

The thesis can make a 

contribution with regards 

to the literature on care 

work. 

Deductive (from 

theory to data) 

5 Write 1st draft of the 

finding chapters. 

 

Select which qualitative 

observations 

(quotations) to include 

in the thesis from the 

subsamples. 

 
Select which theoretical 

concepts best describe 

the findings, and 

potentially adapt them 

or create new ones. 

 

Coherence within and 

across the findings 

chapters starts to emerge. 

However, some parts of 

the data analysis are still 

conceptually loose. 

 

Quantitative findings are 

integrated at this stage of 
the data analysis.  

Inductive (from data to 

theory) 

6 Re-definition of the 

theoretical concepts in 

line with supervisor 

feedback. 

Plan about what to change 

in each chapter. 

Deductive (from 

theory to data) 

7 Write 2nd draft of the 

finding chapters. 

 

Substitution of some 

qualitative observations 

(quotations) based on 

my re-reading and re-

appraisal of subsets of 

the observations 

(quotations). 

 

Definition of the thesis’ 

findings. 

 

The literature review 

chapters can now be re-

written based on these 

findings.  

Inductive (from data to 

theory) 

8 From this stage on 

changes to the findings 

chapters are based only 

on the observations 

(quotations) featuring in 

the chapters, refinement 

of the theoretical 

concepts employed in 

data analysis, and the 

relevance of the findings 

in the context of 

previous research. 

 

 Deductive (from 

theory to data) 
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Appendix G: Coding Matrix 

 

Of the 186 codes which were produced in the 1st round of data analysis (see 

section 4.3.5), this Appendix reports only those which were used in this and the 

subsequent rounds as a basis for conceptualising the findings. Many of the 186 

codes generated in the first coding round were not employed in subsequent queries 

of the data because too specific or repetitive. This way of organising codes was 

devised by Friese (2012). 

 

Function Category Code/Tag Operational Definition 

dimension /TIME: /time: mainstream 

living 

Occurred as the resident was not 

expected to die 

/time: put EOL Occurred as the resident was 

expected to die 

/time: last 

days/hours of life 

Occurred when the resident died 

shortly after (whether expectedly 

or not) 

dimension /PLACE: /place: hospital Occurred in hospital 

/place: residential 

care home 

Occurred in a residential care 

home 

/place: nursing care 

home 

Occurred in a nursing care home 

descriptive 

category 

 

CARE 

TYPE 

/Care type: 

Everyday care 

Care not specifically targeting 

dying and not occurring in what 

are expected to be the last days of 

a resident’s life. 

/Care type: EOLC Care specifically targeting dying 

and/or in what were expected to 

be the last days of life. 

/Care type: Prescribe 

EOL medication 

Mention of arrangements or 

considerations concerning the 

anticipatory prescription of EOL 

medication by the GP. 
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/Care type: 

Administer EOL 

medication 

EOL medication was 

administered (subcut injection or 

syringe drive). 

descriptive 

category 

 

CARE 

WORK 

Care work neg. eff.: 

Draining 

Staff reporting work to exhaust 

them and/or drain their energies. 

Care work pos. eff.: 

Rewarding 

Staff reporting to find work 

rewarding. 

Care work: 

Bereavement 

Staff experiencing loss for the 

death of a resident. 

Care work: 

Challenge 

Staff reporting challenges on the 

job or work-related situations 

which challenged staff’s ability to 

cope. 

Care work: 

Distancing 

Staff reporting the need to 

maintain emotional distance from 

the residents or behaving in a way 

that establishes boundaries or 

creates emotional and/or physical 

distance with respect to the 

residents. 

Care work: 

Empathy//Compassi

on 

Staff reporting the wish to help 

residents feeling better or 

behaving in a way that creates 

emotional and/or physical 

closeness to the residents. 

Care work: Project 

happiness 

Staff cheering residents up or 

speaking about doing it 

Care work: Staffing Staff-residents ratios as observed 

by me or reported by staff. 

descriptive 

category 

 

CONDITIO

N 

Condition: Bed-

bound 

Identified a bed-bound resident. 

Condition: Dementia Identified a resident living with 

dementia. 

Condition: No 

Capacity 

Identified a resident living with 

reduced and/or without mental 

capacity. 

Condition: Stroke Identified a resident having 

suffered from a disabling stroke. 

descriptive 

category 

 

DEATH Death: Bad The residents’ death was 

considered bad. 

Death: Good The residents’ death was 

considered good. 

Death: Bad care Care at the EOL was considered 

bad. 

Death: Good care Care at the EOL was considered 

good. 
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descriptive 

category 

 

DYING Dying: Acute event Acute health crisis leading to 

death. 

Dying: Bounced 

back  

The resident was expected to be 

dying, EOL meds were 

prescribed, but she perked up and 

stabilised. “Bounced back” is 

how staff described this. 

Dying: Euthanasia Claims made by the residents, 

their relatives or carers that to 

ease and accelerate dying would 

have been the best option. 

Dying: Identification Death and dying are identified, 

expected or predicted. 

Dying: Giving up The resident is thought (mostly 

by staff) to have given up on 

living and/or not wanting to be 

alive anymore. 

Dying: Protracted Dying is felt to be taking too long 

by the staff, relatives or residents. 

Too many days, weeks, months or 

years. 

Dying: Self-

starvation 

The resident is thought (mostly 

by staff) to have intentionally 

refused food and drink to bring 

about her death. 

Dying: Wish to die The resident is though (mostly by 

staff) to be wanting to die. 

descriptive 

category 

 

ROLE Role: Carer Identifies a carer. 

Role: District Nurse Identifies a district nurse. 

Role: GP Identifies a GP. 

Role: Manager Identifies a care home manager. 

Role: Nurse  Identifies a care home nurse. 

Role: Paramedics Identifies ambulance personnel. 

Role: Senior Carer Identifies a senior carer. 

descriptive 

category 

 

SOCIAL 

RELATIO

NS 

Social relations: No 

relatives 

The resident had no relatives (and 

often no one) left. 

Social relations: 

relatives-staff 

Identifies interactions between 

relatives and staff and/or what 

they said about each other. 

Social relations: 

residents-staff 

Identifies interactions between 

residents and staff and/or what 

they said about each other. 

descriptive 

category 

 

TRANSFE

R 

Transfer: to hospital Identifies a hospital admission. 

concepts √Agency in Dying The ways in which residents were 

shaping their dying or were 

thought to be shaping their dying 

by staff. 



 

 

423 

√Emotional Labour Actions initiated by a carer to 

induce a certain emotion/feeling 

in a resident AND the carers’ 

dealing with the emotional impact 

of their work.  

√Medico-Legal The care homes’ duty to provide 

safe and life-sustaining care to 

residents (and be able to 

evidence/demonstrate it). 

√Neglect The staff’s preoccupation with 

not being potentially seen as 

depriving the residents of the care 

they need.  

√Non-Intervention A pondered decision not to 

provide a certain type of care or 

healthcare to a resident. 

√Quality of Life Explicit or implicit assumptions 

about whether a resident’s life 

was considered as worthy to be 

lived by the staff, GP or relatives. 

√Uncertainty Identifies the consequences of the 

impossibility to predict a precise 

timeframe for residents’ death 

and dying. 
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Appendix H: Hospital Death among Care Home 

Residents 

 

Rationale for the Study 

 

By identifying the predictors of hospital death among care home residents, 

this study contributes to addressing the question of whether residents’ deaths were 

predicted by care home staff and GPs, and whether this favoured a care home as 

opposed to a hospital death. The rationale behind this is explained in section 4.2 

and will not be repeated here. The findings from this study are discussed in Chapter 

8 together with the findings from the quantitative study on place of death among 

social care recipients aged 50+ (Appendix I) and the qualitative findings on the 

residents’ dying narratives. This appendix discusses only the statistical methods and 

results from the quantitative study on hospital death among care home residents. 

 

Drawing on the same dataset employed in Teggi (2020a), this study sought to 

isolate the predictors of hospital death among care home residents. It did so by 

fitting a probit regression model117 evaluating the odds of hospital (y=1) over care 

home death among adults living in care homes. A subsample of deceased care home 

residents was selected from the dataset employed in Teggi (2020a), which was 

based on the ELSA and representative of the English population aged 50+ in receipt 

 
117 Probit regression analysis is used to model binary (or dichotomous) outcome variables 

such as care home vs hospital death among care home residents. 
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of social care in any setting from 2005 to 2013 (see section 4.2 for more details 

about the ELSA).  

However representative of the English deceased care home population, the 

selected dataset (and sample) was not large enough (only 147 observations) to fit a 

probit regression model featuring all the theoretically relevant predictors in Table 

2118, thus increasing the error due to omitted variables (omitted-variables bias). For 

this reason, a second QT study of place of death among social care recipients aged 

50+ was undertaken (Appendix I). This study retained a larger sample and allowed 

for the isolation and evaluation of the predictors of care home, hospital, home and 

hospice death by fitting a multinomial logit regression model with all theoretically 

relevant co-variates (see Appendix I). 

 

There was thus a statistical power hurdle when seeking to predict hospital 

death among deceased care home residents through probit regression analysis. This 

appendix demonstrates how different probit models were fitted to circumvent the 

problem of statistical power and achieve results that were both statistically and 

theoretically relevant.  

First, a probit model with all the 28 relevant predictors (see Table 2) was 

fitted, however it showed insufficient predictive power with respect to an empty 

model (see Probit Model 1). A second probit model was then fitted selecting the 

predictors based on the following criteria: (1) the predictor was significant in the 

rejected model (one predictor: unexpected death), (2) the predictor was associated 

with an unpredictable trajectory of dying (see section 1.2), was significant in the 

study of place of death among old social care recipients (Appendix I) and/or in the 

 
118 See-p.-424 for an explanation of why these were relevant predictors. 
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study of social care provision towards the EOL (Teggi, 2020a) (10 predictors: age, 

disability, cancer, dementia, partner, heart condition, stroke, total number of 

diagnosed illnesses, intermittent dying, and dwindling dying). Given the low 

statistical power of the small sample, when the variables featured multiple levels 

(such age and disability) only the highest level was inserted in the model, that is 

oldest-old for age and severe disability for disability level. This probit model too 

was not statistically significant119, albeit closer than the preceding model to p < 0.05 

(see Probit Model 2). 

In Probit Model 2, there were still too many predictors in relation to the small 

sample size. However, only the predictor ‘unexpected death’ was significant and 

only the predictor ‘sudden dying’ was dropped because it predicted hospital death 

perfectly120. Therefore, the remaining predictors had to be excluded based on 

theoretical as opposed to statistical grounds. Cancer was excluded as it was unlikely 

to be a leading cause of death among care home residents due to its declining 

influence in age 80+ (ONS, 2016). However, the model fitted with the remaining 

co-variates was still not significant and had to be rejected (see Probit Model 3).  

At this point, it was difficult to exclude any single variable based on any 

theoretical or statistical grounds. Heart condition was associated with intermittent 

dying, thus making death more difficult to predict and potentially leading to a 

hospital death (section 1.2). Likewise, dementia and stroke were associated with 

fluctuating or dwindling dying trajectories, thus leading to deaths which were also 

rather difficult to predict according to the literature on the trajectories of dying 

 
119 As for Probit Model 1, the hypothesis that all of the predictors’ regression coefficient 

were equal to zero (there being no effect of at least one predictor on the outcome variable) could not 

be rejected. 
120 In any fitted probit model (1 to 6) sudden dying predicted a care home death perfectly 

and was thus dropped together with the one case associated with this. For this reason, the variable 

was to be kept in the tested models. 
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(section 1.2). Total number of illnesses (see Table 2) could include any disease, 

thus heart conditions or dementia, as well as any other condition among 

hypertension, diabetes, asthma, osteoporosis and/or arthritis, thus being associated 

with intermittent and/or fluctuating dying trajectories (section 1.2). Based on the 

other QT studies Teggi 2018, 2020a; Appendix E), dementia appeared too crucial 

to an understanding of care home residents’ dying to be eliminated. I thus opted to 

test three models keeping the variables from Model 3 and excluding one different 

predictor in each model: total number of illnesses in Probit Model 4, stroke in Probit 

Model 5, and heart condition in Probit Model 6.  

In this way, I obtained two models extremely close to the significance level p 

< 0.05121 (Probit Models 4 and 5) and one significant model (Probit Model 6). I will 

now evaluate these results to justify why unexpected death emerged as the only 

significant predictor of hospital death among deceased care home residents. 

First, in all of the three models (4 to 6), unexpected death was the only 

significant predictor and predicted an increase in the likelihood of hospital death 

(as opposed to a care home death). This suggested that a diagnosis of heart condition 

(which featured in models 4 and 5, but not in model 6) did not affect the significance 

of unexpected death for predicting a hospital death among care home residents. 

Second, in all the fitted models (1 to 6) unexpected death was the only significant 

predictor. Third, Probit Model 6 retained many of the predictors associated with (1) 

care home provision in the study of social care provision in age 50+ (Teggi, 2020a), 

(2) death in the care home or hospital death in the study of place of death among 

old social care recipients (Appendix E), and (3) unpredictable dying in the literature 

on the trajectories of dying (section 1.2). These predictors were: age 85+, severe 

 
121 Model 4 had p>χ2= 0.053 and Model 5 had p>χ2= 0.050. 
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disability, stroke, dementia, sudden dying, intermittent dying, fluctuating dying, 

and unexpected death. However, only unexpected death was significant in Probit 

Model 6 (see Table 4) and was ever significant in any model. On this basis, the only 

significant predictor of hospital death among care home residents was that the death 

was unexpected by the relatives or close companions of the deceased.  

Hence, this study highlighted that, among old adults living in a care home, 

the only difference between dying in the care home and dying in hospital was that 

their death was expected in the case of a care home death and unexpected in the 

case of a hospital death. Section 4.2 discusses the rationale behind equating the 

relatives’ reporting of death as unexpected and the failure of care home staff or GPs 

to predict the death. 

 

 

Statistical Analysis 

 

The initial dataset was the one employed in Teggi (2020a) and comprised 

1,296 observations before eliminating the missing data. Since the fourth 

quantitative study targeted place of death among care home residents, I kept only 

those observations of care home residents which related to the last three months of 

life. This delivered a dataset comprising 153 observations. There were however 

three deaths of care home residents which happened at home and three deaths of 

care home residents which happened in a sheltered housing accommodation. Given 

the rarity of such occurrences and the focus on study residents death in care homes 

vs. hospital, I eliminated the six cases. This delivered a dataset comprising 147 

observations with 6 missing cases for the variables employed in Probit Model 1 (see 
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Table 2). Little’s test was not significant (χ2=9.4917, DF=19, p=0.644), therefore 

data missing completely at random (MCAR) was inferred. Missing data was 

replaced using hot-deck imputation122 (Schonlau, 2018) as this method is suitable 

for dealing with small quantities (< 10%) of non-MCAR data (Myers, 2011) and 

has the advantage not to reduce the sample size. 

Data analysis was undertaken applying probit regression analysis and 

computing average marginal effects (AMEs) to estimate the partial effects of each 

predictor123 (see Appendix D for an explanation of the AMEs). Since six different 

probit models were fitted to find one which was both statistically significant and 

sociologically relevant, the models specifications are reported in the results section 

for each probit model. Further, AMEs were reported only for the first (Probit Model 

1) and the last (Probit Model 6) models since models 2 to 5 were not significant and 

reported no changes in the predictors’ significance levels (defined as p < 0.05) with 

respect to Probit Model 1. As the results show, unexpected death was the only 

relevant predictor in all fitted models and could be finally accepted as the only 

predictor of hospital death among care home residents in Probit Model 6. 

 

 

 

 

 
122 See-Appendix-I p.-424 for-a description of-how hot-deck imputation works. 
123 These were the same statistical methods employed in Teggi (2018) which also employed 

probit regression analysis. See Teggi (2018) for a discussion of Average Marginal Effects (AMEs) 

vs Marginal Effects at the Means (MEMs).   
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Table 1. Care Home Residents’ Place of Death 

Place of Death Description Sample’s Percentage 

Care Home The care home resident died 

in the care home. 

80.27% (118) 

Hospital The care home resident died 

in the hospital. 

19.27% (29) 

Total observations  100% (147) 

 

 

Table 2. Predictors 

Predictor 

category 

Predictor Predictor 

Description 

Sample’s 

Percentage 

Sex Sex  Male=0, Female=1 Male: 44.90% 

(66) 

Female: 55.10% 

(81) 

Age  

 

 

Mainstream 

Adulthood 

50 – 64 y/o 3.40% (5) 

Young-Old 65 – 79 y/o 10.88% (16) 

Old-Old 80 – 85 y/o 27.89% (41) 

Oldest-Old 80+ y/o 57.82% (85) 

Disability 

Level 

 

Defined as 

needing help with 

the Activities of 

Daily Living 

(ADLs), The 

ADLs were: 

shopping, cooking, 

walking, getting 

dressed, 

bathing/showering, 

going in/out of 

Low Disability 1 to 3 ADLs 10.88% (16) 

Mild Disability 4 to 6 ADLs 19.73% (29) 

Severe 

Disability 

7 to 9 ADLs 69.39% (102) 
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bed, going to the 

toilet, 

eating, and taking 

medication. 

 

Main Diseases 

 

These were not 

mutually exclusive 

categories, but 

independent 

variables. 

Cancer Diagnosed with a 

form of cancer. 

25.85% (38) 

Heart 

Condition 

Diagnosed with one 

(or more) conditions 

among heart attack, 

congestive heart 

failure, angina, heart 

murmur and 

arrhythmia. 

48.98% (72) 

COPD Diagnosed with 

chronic obstructive 

pulmonary disease. 

22.45% (33) 

Stroke Diagnosed with 

having had a stroke. 

30.61% (45) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 

Parkinson’s Diagnosed with 

Parkinson’s disease. 

6.12% (9) 

Arthritis Diagnosed with 

arthritis. 

38.78% (57) 

Multimorbidity Diagnosed with at 

least two (2+) 

conditions among the 

above main diseases 

plus diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

80.27% (118) 

Total Number 

of Illnesses 

Number of diagnosed 

conditions counted as 

the main diseases 

plus diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 2.72% (4) 

One: 17.01% (25) 

Two: 29.93% (44) 

Three: 23.13% 

(34) 

Four: 14.97% 

(22) 

Five: 8.16% (12) 



 

 

432 

Six: 2.72% (4) 

Seven: 1.36% (2) 

 Psychiatric 

Disorder 

Diagnosed with a 

psychiatric condition. 

10.20% (15) 

 Unexpected 

Death 

The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 

Dying 

Trajectories 

 

 

Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 

Acute Dying Mostly active and 

disability free but 

declined during the 

last few months. 

19.05% (28) 

Intermittent 

Dying 

Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating 

Dying 

Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

Other Dying 

Trajectory 

The deceased’s dying 

trajectory matched 

none of the 

mentioned dying 

trajectories. 

8.84% (13) 

 Spouse or 

Partner 

Whether the deceased 

had a spouse or 

partner. 

37.41% (55) 

 Childless  The deceased care 

home resident did not 

have any living 

children. 

25.17% (37) 
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 Income Respondent’s total 

income adjusted for 

household size. 

20.00% (153) in 

each quantile. 

Education < O-level 

(GCSE) 

Less than O-level 

(today’s GCSE) or 

equivalent 

qualification. 

72.11% (106) 

O-level 

(GCSE) 

O-level (today’s 

GCSE) or equivalent 

qualification. 

14.97% (22) 

A-level+ A-level or higher 

qualification. 

12.93 % (19) 

 

 

Results 

 

Probit Model 1 

 

P (y = 1|x) =  (0 + 1Sex + 2MainstreamAdulhood + 3YoungOld + …. + 

28Income) 

 

The probit model showed insufficient predictive power [Log-

pseudolikelihood = ---------60.498757 Pseudo R2= 0.168, p>χ2= 0.168] and was 

thus rejected. The variable sudden dying and the observations related to it (only 

one) were dropped as they predicted the failure of the model (that is care home 

death) perfectly. Based on the AMEs in Table 3, the only significant predictor was 

unexpected death. It predicted a 16.2 percentage points (ppts) increase in the 

likelihood of hospital death among care home residents.  
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Probit Model 2 

 

P (y = 1|x) =  (0 + 1OldestOld + 2SevereDisability + … 11UnexpectedDeath) 

 

List of Predictors in Probit Model 2  

Predictor Predictor 

Description 

Sample’s Percentage 

Oldest-Old 80+ y/o 57.82% (85) 

Severe Disability 7 to 9 ADLs 69.39% (102) 

Cancer Diagnosed with a 

form of cancer. 

25.85% (38) 

Heart Condition Diagnosed with one 

(or more) conditions 

among heart attack, 

congestive heart 

failure, angina, heart 

murmur and 

arrhythmia. 

48.98% (72) 

Stroke Diagnosed with 

having had a stroke. 

30.61% (45) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 

Total Number of 

Illnesses 

Number of diagnosed 

conditions counted as 

the main diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 2.72% (4) 

One: 17.01% (25) 

Two: 29.93% (44) 

Three: 23.13% (34) 

Four: 14.97% (22) 

Five: 8.16% (12) 

Six: 2.72% (4) 

Seven: 1.36% (2) 

Unexpected Death The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 
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Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 

Acute Dying Mostly active and 

disability free but 

declined during the 

last few months. 

19.05% (28) 

Intermittent Dying Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating Dying Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

 

 

Although closer to p < 0.05 than Model 1, the probit model showed 

insufficient predictive power [Log-pseudolikelihood = - 64.654032 Pseudo R2= 

0.111, p>χ2= 0.092] and was thus rejected. The variable sudden dying (and the 

observation related to it) continued to be dropped as it predicted failure perfectly. 

Unexpected death continued to be the only significant predictor. 
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Probit Model 3 

 

P (y = 1|x) =  (0 + 1OldestOld + 2SevereDisability + …  10UnexpectedDeath) 

 

List of Predictors in Probit Model 3  

Predictor Predictor 

Description 

Sample’s Percentage 

Oldest-Old 80+ y/o 57.82% (85) 

Severe Disability 7 to 9 ADLs 69.39% (102) 

Heart Condition Diagnosed with one 

(or more) conditions 

among heart attack, 

congestive heart 

failure, angina, heart 

murmur and 

arrhythmia. 

48.98% (72) 

Stroke Diagnosed with 

having had a stroke. 

30.61% (45) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 

Total Number of 

Illnesses 

Number of diagnosed 

conditions counted as 

the main diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 2.72% (4) 

One: 17.01% (25) 

Two: 29.93% (44) 

Three: 23.13% (34) 

Four: 14.97% (22) 

Five: 8.16% (12) 

Six: 2.72% (4) 

Seven: 1.36% (2) 

Unexpected Death The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 

Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 
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Intermittent Dying Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating Dying Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

 

 

Although closer to p < 0.05 than Model 2, the probit model showed 

insufficient predictive power [Log-pseudolikelihood = -64.815558 Pseudo R2= 

0.109, p>χ2= 0.068] and was thus rejected. The variable sudden dying (and the 

observation related to it) continued to be dropped as it predicted failure perfectly. 

Unexpected death continued to be the only significant predictor. 

 

 

Probit Model 4 

 

P (y = 1|x) =  (0 + 1OldestOld + 2SevereDisability + … 9UnexpectedDeath) 

 

List of Predictors in Probit Model 4 

Predictor Predictor 

Description 

Sample’s Percentage 

Oldest-Old 80+ y/o 57.82% (85) 

Severe Disability 7 to 9 ADLs 69.39% (102) 

Heart Condition Diagnosed with one 

(or more) conditions 

among heart attack, 

congestive heart 

failure, angina, heart 

48.98% (72) 
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murmur and 

arrhythmia. 

Stroke Diagnosed with 

having had a stroke. 

30.61% (45) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 

Unexpected Death The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 

Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 

Intermittent Dying Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating Dying Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

 

 

Although very closer to p < 0.05, the probit model was still not significant, 

showed insufficient predictive power [Log-pseudolikelihood = - 65.125046 Pseudo 

R2= 0.105, p>χ2= 0.053] and was thus rejected. The variable sudden dying (and the 

observation related to it) continued to be dropped as it predicted failure perfectly. 

Unexpected death continued to be the only significant predictor. 
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Probit Model 5 

 

P (y = 1|x) =  (0 + 1OldestOld + 2SevereDisability + … 9UnexpectedDeath) 

 

List of Predictors in Probit Model 5 

Predictor Predictor 

Description 

Sample’s Percentage 

Oldest-Old 80+ y/o 57.82% (85) 

Severe Disability 7 to 9 ADLs 69.39% (102) 

Heart Condition Diagnosed with one 

(or more) conditions 

among heart attack, 

congestive heart 

failure, angina, heart 

murmur and 

arrhythmia. 

48.98% (72) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 

Total Number of 

Illnesses 

Number of diagnosed 

conditions counted as 

the main diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 2.72% (4) 

One: 17.01% (25) 

Two: 29.93% (44) 

Three: 23.13% (34) 

Four: 14.97% (22) 

Five: 8.16% (12) 

Six: 2.72% (4) 

Seven: 1.36% (2) 

Unexpected Death The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 

Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 
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Intermittent Dying Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating Dying Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

 

Although very closer to p < 0.05, the probit model was still not significant, 

showed insufficient predictive power [Log-pseudolikelihood = -65.053173 Pseudo 

R2= 0.106, p>χ2= 0.050] and was thus rejected. The variable sudden dying (and the 

observation related to it) continued to be dropped as it predicted failure perfectly. 

Unexpected death continued to be the only significant predictor. 

 

 

Probit Model 6 

 

P (y = 1|x) =  (0 + 1OldestOld + 2SevereDisability + … 9UnexpectedDeath) 

 

List of Predictors in Probit Model 3  

Predictor Predictor 

Description 

Sample’s Percentage 

Oldest-Old 80+ y/o 57.82% (85) 

Severe Disability 7 to 9 ADLs 69.39% (102) 

Stroke Diagnosed with 

having had a stroke. 

30.61% (45) 

Dementia Diagnosed with 

Alzheimer’s disease 

or another type of 

dementia. 

42.18% (62) 
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Total Number of 

Illnesses 

Number of diagnosed 

conditions counted as 

the main diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 2.72% (4) 

One: 17.01% (25) 

Two: 29.93% (44) 

Three: 23.13% (34) 

Four: 14.97% (22) 

Five: 8.16% (12) 

Six: 2.72% (4) 

Seven: 1.36% (2) 

Unexpected Death The death was not 

expected by the 

relative and/or close 

companion of the 

deceased (ill and died 

non-suddenly). 

25.17% (37) 

Sudden Dying Active and disability 

free, died suddenly. 

0.68% (1) 

Intermittent Dying Times of being 

seriously disabled, 

mixed with times of 

being active. 

6.12% (9) 

Fluctuating Dying Gradually became 

more and more 

disabled with times of 

being active.  

65.31% (96) 

 

 

This probit model was significant, showed sufficient predictive power [Log-

pseudolikelihood = -64.816781 Pseudo R2= 0.109, p>χ2= 0.043] and was thus 

accepted. The overall fit of Probit Model 6 was good [Pearson 2 test= 81.45, p>2= 

.776; Hosmer-Lemeshow test: 2(8)= 8.32, p>2= .403]. The model had an overall 

high rate of correctly predicted outcomes (81.51%). The variable sudden dying (and 

the observation related to it) continued to be dropped as it predicted failure 

perfectly. Unexpected death continued to be the only significant predictor. Based 

on the AMEs in Table 4, unexpected death predicted a 17.2 percentage points (ppts) 

increase in the likelihood of hospital death among care home residents. 
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Table 3. Probit Model 1 AMEs  

Dep. Var.  Ind. Var. dy/dx Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Hospital 

Death 

        

  Sex .010 .076 0.14 .886 -.138 .160 

 Age Mainstream 

Adulthood 

-.105 .207 -0.51 . 611 -.512 .301 

 Young-Old -.128 .117 -1.09 . 275 -.359 .102 

 Old-Old -.145 .086 -1.68 .092 -.314 .023 

 Oldest-Old Reference Category 

 Disability 

Level 

Low Disability -.109 .117 -0.93 .351 -.340 .120 

 Mild Disability .038 .093 -0.41 .679 -.220 .143 

 Severe Disability Reference Category 

 Main Diseases 

 

Heart Condition -.050 .081 -0.61 .541 -.210 .110 

 Stroke -.014 .085 -0.17 .863 -.182 .152 

 COPD -.062 .096 -0.65 .517 -.250 .126 

 Cancer -.132 .100 -1.32 .186 -.329 .063 

 Dementia -.012 .080 -0.15 .880 -.170 .146 

 Parkinson’s -.131 .158 -0.83 .408 -.442 .179 

 Arthritis -.036 .089 -0.41 .680 -.211 .137 

 Multimorbidity -.146 .102 -1.42 .155 -.348 .055 
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 Total Number of 

Illnesses 

.052 .045 1.16 .246 -.036 .140 

  Psychiatric Disorder .000 .118 0.00 .996 -.231 .232 

  Unexpected Death .162 .076 2.13 .033 .013 .311 

 Dying 

Trajectories 

Sudden Dying Predicted Death in the Care Home Perfectly 

 Acute Dying -.101 .119 -0.85 .393 -.335 .131 

 Intermittent Dying .034 .158 0.22 .825 -.275 .345 

 Fluctuating Dying -.191 .105 -1.81 .070 -.399 .015 

  Other Dying 

Trajectory 

Reference Category 

  Spouse / Partner .082 .085 0.97 .334 -.084 .250 

  Childless -.029 .079 -0.37 .714 -.184 .126 

 Education < O-levels -.043 .097 -0.45 .656 -.235 .148 

 O-level .115 .127 0.91 .365 -.134 .364 

 A-level + Reference Category 

  Income -2.95e-06 .000 -0.02 .984 -.000 .000 
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Table 4. Probit Model 6 AMEs  

Dep. Var.  Ind. Var. dy/dx Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Hospital 

Death 

        

 Age Oldest-Old .116 .067 1.74 .082 -.014 .248 

 Disability 

Level 

Severe Disability .047 .075 0.63 .528 -.100 .196 

 Main Diseases Stroke .051 .073 0.70 .482 -.091 .194 

 Dementia .049 .067 0.73 .464 -.082 .180 

 Total Number of 

Illnesses 

-.020 .024 -0.84 .401 -.068 .027 

  Unexpected Death .172 . 069 2.47 .013 .035 .309 

 Dying 

Trajectories 

Sudden Dying Predicted Death in the Care Home Perfectly 

 Intermittent Dying .103 .121 0.85 .396 -.135 .342 

 Fluctuating Dying -.112 .072 -1.55 .121 -.254 .029 
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Findings 

 

This study investigated the predictors of hospital (vs care home death) among 

a representative sample of English care home residents. The study identified a 

resident’s death to be unexpected by her relative and/or close companion as the only 

predictor of hospital death (over care home death). Conversely, death to be expected 

by the relative and/or close companion of the deceased resident was the only 

predictor of care home death (as opposed to death hospital). Therefore, the deaths 

of care home residents which occurred in the hospital were likely to be unexpected 

by their relatives and/or close companions. By contrast, the deaths of care home 

residents which occurred in the care home were likely to be expected by their 

relatives and/or close companions. 

 

 

 

  



 446 

Appendix I: Place of Death among Social Care Recipients 

Aged 50+ 

 

 

Rationale for the Study 

 

This study of place of death among social care recipients was undertaken to 

corroborate the results from the study of hospital death among care home residents 

(see Appendix H). The study of hospital death among care home residents had an 

issue of statistical power due to the low retention of respondents who moved into 

institutional care by the ELSA (see section 4.2). This study overcame the statistical 

power hurdle by including deceased social care respondents aged 50 or above who 

were living in any setting. 

Drawing on the same dataset employed in Teggi (2020a), this study selected 

the subsample of EOL observations to deliver a cross-section dataset including only 

deceased social care recipients aged 50+. This dataset was large enough (764 

observations) to fit a multinomial logit regression model that included all the 

predictors featuring in the ELSA which were relevant for an analysis of place of 

death (PoD) defined as death at (1) home (in a private house), (2) hospital, (3) care 

home and (4) hospice (see Table 2).  

 

In the context of this thesis, the main contribution of this study is to isolate 

the characteristics of those deaths happening in the care home as opposed to the 

other PoDs (hospital, care home, hospitce) to shed light on whether care home 
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residents’ deaths were expected or not. Building on Teggi (2020), the dataset for 

this study has the advantage to include a representative sample of English adults 

aged 50+ who were in receipt of social care at the time of dying. This allowed to 

reduce the number of disability- and disease-free adults who died suddenly and 

whose deaths could thus not be expected.  

To better understand the characteristics of old adults dying in care homes, this 

study contains predictor variables related to sudden dying, the trajectories of dying 

and death expectation (see Table 3), which were absent in Teggi (2020). At the 

same time, to build on the dataset employed in Teggi (2020) allowed to include 

sociological variables related to the deceased person’s education, income, and 

whether they had a living partner or adult child which would otherwise have been 

impossible to include (see section 4.2). Variables related to the arrangement and 

place of social care provision, which in Teggi (2020) constituted the outcome 

variables, were excluded to avoid multicollinearity. The predictors reported in 

Table 2 were the most comprehensive set of variables relevant to the identification 

of differences among PoD that it was possible to achieve based on the ELSA. In 

turn, the ELSA was amongst the richest and most reliable sources of quantitative 

data representative of the English population aged 50 and above (see section 4.1.1). 

 

 

Statistical Analysis 

 

The initial dataset is the one employed in Teggi (2020) and comprises 1,296 

observations before eliminating the missing data. Since this third quantitative study 

targeted place of death when in receipt of social care from age 50+, I kept only 
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those observations which related to the last three months of life and reported a 

defined variable for place of death (see Table 1). This delivered a dataset 

comprising 764 observations with 16 missing data points (0.02%). Little’s test was 

non-significant (χ2=44.4388, DF=48, p=0.619), therefore data missing completely 

at random (MCAR) could be inferred. Missing data was replaced using the STATA 

module for hot-deck imputation developed by (Schonlau, 2018) and suitable for 

dealing with small quantities (< 10%) of both MCAR and non-MCAR data (Myers, 

2011). The module identified all donor observations having no missing values for 

any of the variables specified, which in this case were: sex, age, number of children, 

and diagnosis of Parkinson’s disease, arthritis, and psychiatric disorder, education, 

and income (see Table 2). The module then replaced missing values for the 

specified variables choosing at random from the list of donors. This operation 

delivered a complete dataset of 764 cases. 

Data analysis was undertaken applying the same statistical methods 

employed in Teggi (2020) as the aim of the study was to identify the predictors of 

four different places of death, defined as home, hospital, care home and hospice. 

The multinomial logit regression model was formulated as follows: 

 

Pr(𝑦𝑖 = 𝑗) =  
exp(𝑋𝑖 ∙ 𝛽𝑖𝑗)

∑ exp(𝑋𝑖 ∙ 𝛽𝑖𝑘)4
𝑘=1

 

 

In which yi represents the place of death of a deceased person i, with j taking 

four outcome values: death at home; death in a hospital; death in a care home, and 

death in a hospice. Xi is the vector of the deceased person’s characteristics, with ij 

and ik vectors of coefficients. Average marginal effects (AMEs) were computed 

for each of the four outcome values (see Table 2) as they are better estimates of 
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partial effects than regression coefficients in non-linear probability models 

(Cameron and Trivedi, 2009). AMEs are the average of the marginal effects 

computed at every value of the predictor variables (see Table 2), holding all other 

predictor variables constant. AMEs are thus optimal summary estimates of each 

predictor’s unique effect on the likelihood that one place of death (that is one value 

of the outcome variable) was achieved over the others (that is the other values of 

the outcome variable).  

The independence of irrelevant alternatives (IIA) is the main assumption 

underlying multinomial logistic regression analysis (see Teggi, 2020a). The IIA 

requires that the probabilities of realising one of two values of the outcome variable 

do not depend on the presence or absence of a third value. In this study, the IIA 

implies, for instance, that the relative odds of experiencing a hospital death over a 

death at home are not influenced by the presence or absence of a hospice as a setting 

where to die. Most empirical applications question the IIA assumption. Yet the 

identified settings for death and dying are not perfect substitutes for each other, 

being the result of complex factors and decisions, some of which this PhD 

investigated drawing on ethnographic and qualitative methods too. Therefore, it 

appears sensible to assume that in many instances the realisation of any two places 

of death is not affected by the presence or absence of a third. Crucially, that a care 

home resident dies in hospital or in the care home is not influenced by the presence 

or absence of home or hospice as options since these are often not available in 

practice.  
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Table 1. Places of Death 

Place of Death Description Sample’s Percentage 

Home The deceased died in a 

private home. 

21.46% (164) 

Hospital The deceased died in a 

hospital. 

54.58% (417) 

Care Home The deceased died in a 

residential or nursing 

home. 

15.44% (118) 

Hospice The deceased died in a 

hospice. 

8.50% (65) 

Total observations  100% (764) 

 

 

Table 2. Predictors 

Predictor 

category 

Predictor Predictor 

Description 

Sample’s 

Percentage 

 Sex  Male=0, Female=1 Male: 51.83% 

(396) 

Female: 48.16% 

(368) 

Age  

 

 

Mainstream 

Adulthood 

50 – 64 y/o 10.60% (81) 

Young-Old 65 – 79 y/o 17.40% (133) 

Old-Old 80 – 85 y/o 34.81% (266) 

Oldest-Old 80+ y/o 87.32% (284) 

Disability 

Level 

 

Low Disability 1 to 3 ADLs 29.05% (222) 

Mild Disability 4 to 6 ADLs 25.26% (193) 

Severe Disability 7 to 9 ADLs 45.68% (349) 
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Defined as 

needing help with 

the Activities of 

Daily Living 

(ADLs), The 

ADLs were: 

shopping, cooking, 

walking, getting 

dressed, 

bathing/showering, 

going in/out of 

bed, going to the 

toilet, 

eating, and taking 

medication. 

 

Main Diseases 

 

These were not 

mutually exclusive 

categories, but 

independent 

variables. 

Cancer Diagnosed with a 

form of cancer. 

45.41% (347) 

Heart Condition Diagnosed with 

one (or more) 

conditions among 

heart attack, 

congestive heart 

failure, angina, 

heart murmur and 

arrhythmia. 

47.90% (366) 

COPD Diagnosed with 

chronic obstructive 

pulmonary disease. 

24.47% (187) 

Stroke Diagnosed with 

having had a 

stroke. 

21.20% (162) 

Dementia Diagnosed with 

Alzheimer’s 

disease or another 

type of dementia. 

15.18% (116) 

Parkinson’s Diagnosed with 

Parkinson’s 

disease. 

2.22% (17) 

Arthritis Diagnosed with 

arthritis. 

34.55% (264) 



 452 

Multimorbidity Diagnosed with at 

least two (2+) 

conditions among 

the above main 

diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

79.71% (609) 

Total Number of 

Illnesses 

Number of 

diagnosed 

conditions counted 

as the main 

diseases plus 

diabetes, 

hypertension, 

osteoporosis, and 

asthma. 

None: 1.96% (15) 

One: 18.32% (140) 

Two: 28.01% (214) 

Three: 26.57% 

(203) 

Four: 14.39% (110) 

Five: 7.46% (57) 

Six: 2.61% (20) 

Seven: 0.65% (5) 

Psychiatric 

Disorder 

Diagnosed with a 

psychiatric 

condition. 

7.59% (58) 

 Unexpected 

Death 

The death was not 

expected by the 

relative and/or 

close companion of 

the deceased. 

32.59% (249) 

Dying 

Trajectories 

 

 

 

Sudden Dying Active and 

disability free, died 

suddenly. 

3.14% (24) 

Acute Dying Mostly active and 

disability free but 

declined during the 

last few months. 

28.01% (214) 

Intermittent 

Dying 

Times of being 

seriously disabled, 

mixed with times 

of being active. 

11.91% (91) 

Fluctuating 

Dying 

Gradually became 

more and more 

disabled with times 

of being active.  

50.52% (386) 
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Other Dying 

Trajectory 

The deceased’s 

dying trajectory 

matched none of 

the mentioned 

dying trajectories. 

6.41% (49) 

 Spouse or Partner Whether the 

deceased had a 

spouse or partner. 

54.31% (415) 

 Cohabiting  

Adult Child 

Whether the 

deceased was 

living with her or 

his own adult 

children. 

14.92% (114) 

 Childless  The deceased did 

not have any living 

children. 

14.39% (110) 

 Income Respondent’s total 

income adjusted for 

household size. 

20.00% (153) in 

each quantile. 

Education < O-level (GSE) Less than O-level 

(today’s GSE) or 

equivalent 

qualification. 

67.93% (519) 

O-level (GSE) O-level (today’s 

GSE) or equivalent 

qualification. 

15.18% (116) 

A-level+ A-level or higher 

qualification. 

16.88% (129) 

 

 

Results 

 

The multinomial logit model showed sufficient predictive power [Log-

pseudolikelihood= -687.52068 Pseudo R2= 0.223, p>χ2= 0.000] and was a good 

enough fit to the data [Hosmer-Lemeshow test for mlogit: χ2(24)=15.669, 

p>χ2=0.900]. Based on the AMEs in Table 3, the significant predictors’ partial 

effects are reported for each outcome (that is place of death).  
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Death at Home 

 

The significant predictors of a home death in age 50+ while in receipt of social 

care were younger old age (50-84 y/o), severe disability, and the absence of a 

diagnosis of dementia. Concerning age, adults aged 50-64 y/o were 13.9 percentage 

points (ppts) more likely than adults aged 85+ to die at home as opposed to a 

hospital, a care home, or a hospice. Further, adults aged 65-79 y/o were 10.0 

percentage points (ppts) more likely than adults aged 85+ to die at home as opposed 

to the other places of death (PoDs). Finally, adults aged 80-84 y/o were 10.0 

percentage points (ppts) more likely than adults aged 85+ to die at home as opposed 

to the other places of death (PoDs). Concerning ability levels, adults with light and 

mild (rather than severe) disability were respectively 11.5 ppts and 8.4 ppts less 

likely to die at home rather than in a hospital, care home or hospice. Concerning a 

diagnosis of dementia, adults affected by it were 15.5 ppts less likely to die at home 

as opposed to the other PoD. 

The largest predictors of a home death among social care recipients aged 50+ 

were thus age 50-84 and being dementia-free, followed by high disability levels. In 

brief, adults aged 85+, adults affected by dementia, and adults with severe disability 

were unlikely to die at home as opposed to a hospital, care home or hospice. 
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Death in Hospital 

 

The significant predictors of a hospital death among social care recipients 

aged 50+ were older age (85+ y/o), light and mild disability, the absence of a 

diagnosis of cancer, whether the deceased had a surviving spouse or partner, and 

whether their death was expected by their relative or close companion.  

As regards age, adults aged 65-79 y/o and 80-84 y/o were respectively 14 ppts 

and 12 ppts less likely than adults aged 85+ to die in a hospital as opposed to at 

home, in a care home or hospice. Age 50-64 negatively predicted a hospital death, 

but only at the .071 significance level. As regards ability levels, adults with light 

and mild (rather than severe) disability were respectively 23.8 ppts and 18.3 ppts 

more likely to die in a hospital as opposed to at home, in a care home, or in a 

hospice. Adults with a living spouse or partner were 12.9 ppts more likely than 

single or bereaved adults to die in a hospital as opposed to other PoDs. Finally, 

adults whose death was unexpected by their relative or close companion were 10.5 

ppts more likely to die in a hospital rather than at home or in a care home or hospice. 

Therefore, the largest predictors of a hospital death while receiving social 

care from age 50+ were low disability levels and older age (85+ as opposed to 65-

84 y/o), followed by the presence of a partner. To summarise, adults with light and 

mild disability, adults aged 85+ and adults with a spouse or a partner were more 

likely to die in a hospital. By contrast, severely disabled adults, adults aged 65-84 

y/o and adults who were single or bereaved were unlikely to die in a hospital as 

opposed to at home, in a care home or hospice. Death expectation also played a 

role, with deaths which were unexpected by a relative or close companion of the 

deceased being likely to happen in hospital as opposed to other PoDs. 
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Death in a Care Home 

 

The significant predictors of a care home death among social care recipients 

aged 50+ were: severe disability, a diagnosis of dementia, arthritis and stroke, 

having fewer as opposed to more chronic illnesses, being single or bereaved, being 

childness, and dying from an expected death (as deemed by the relative or close 

companion of the deceased).  

Regarding ability levels, adults with light and mild (rather than severe) 

disability were respectively 11.7 ppts and 7.9 ppts less likely to die in a care home 

as opposed to at home, in a hospital or hospice. Concerning the main chronic 

diseases, adults diagnosed with dementia, having had a stroke and arthritis were 

respectively 18.5, 8.4 and 7 ppts more likely to die in a care home as opposed to at 

home, in a hospital or hospice. By contrast, a one unit increase in the total number 

of chronic illnesses (that is one more illness see Table 2) predicted a 5.2 ppts 

decrease in the likelihood of a care home death as opposed to a hospital, home, or 

hospice one. As regards the sociological predictors, adults with a surviving spouse 

or partner were 10.4 ppts less likely to die in a care home, while adults without a 

surviving adult child were 7 ppts more likely to die in a care home as opposed to 

other PoDs. Finally, adults whose deaths were unexpected by their relatives or close 

companions were 6.2 ppts less likely to take place in a care home as opposed to a 

hospital, hospice or at home. 

The largest predictors of a care home death among social care recipients aged 

50+ were thus dementia, severe disability and being single or bereaved. To 

summarise, adults who were severely cognitively and physically disabled – as 

demonstrated by the results for dementia, stroke, arthritis, and functional ability 
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levels – were more likely to die in a care home as opposed to a hospital, hospice, or 

at home. The same was true for adults without a living spouse/partner and adult 

children, and whose deaths were expected by their relative or close companion. 

 

 

Death in a Hospice 

 

The significant predictors of a hospice death in age 50+ while in receipt of 

social care were age 50-64, to be affected by cancer, having more as opposed to 

fewer chronic illnesses, and not being diagnosed by a heart condition or chronic 

lung disease (COPD) as a main disease.  

Adults aged 50-64 y/o were 6.9 ppts more likely than adults aged 85+ to die 

in a hospice as opposed to a care home, hospital, or at home. Regarding the main 

diagnosed diseases, adults with cancer were 16.8 ppts more likely to die in a 

hospice, while adults with a heart condition or COPD were respectively 9 and 6 

ppts less likely to die in a hospice as opposed to other PoDs. Finally, a one unit 

increase in the total number of chronic illnesses (that is one more illness see Table 

2) predicted a 2.9 ppts increase in the likelihood of a hospice death as opposed to a 

hospital, home, or hospice death. 

The largest predictors of a hospice death among social care recipients aged 

50+ were thus a cancer diagnosis, the lack of a heart condition and being aged 50-

64 y/o. To summarise, younger adults affected by cancer, but not chronic diseases 

of the heart and lungs, were likely to die in a hospice as opposed to a hospital, care 

home or at home.  
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Table 3. Multinomial Logit AMEs  

Dep. Var.  Ind. Var. AME Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Home Death         

 Sex Female=1 -.021 .030 -0.68 .494 -.081 .039 

 Age Mainstream 

Adulthood 

.139 .054 2.58 .010 .033 .245 

 Young-Old .100 .045 2.20 .027 .011 .189 

 Old-Old .106 .037 2.83 .005 .032 .180 

  Oldest-Old Reference Category 

 Disability 

Level 

Low Disability -.115 .036 -3.13 .002 -.187 -.043 

 Mild Disability -.084 .035 -2.39 .017 -.154 -.015 

 Severe Disability Reference Category 

 Main Diseases Heart Condition .027 .036 0.75 .451 -.044 .099 

 Stroke -.075 .046 -1.61 .108 -.166 .016 

 COPD .057 .037 1.54 .124 -.015 .131 

 Cancer .001 .039 0.03 .974 -.075 .077 

 Dementia -.155 .060 -2.56 .011 -.275 -.036 
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 Parkinson’s .300 33.163 0.01 .993 -64.699 65.300 

 Arthritis -.001 .036 -0.03 .978 -.073 .071 

 Multimorbidity .061 .047 1.28 .201 -.032 .154 

 Total Number of 

Illnesses 

-.008 .019 -0.41 .679 -.046 .030 

  Psychiatric 

Disorder 

.042 .054 0.79 .432 -.063 .149 

  Unexpected Death -.024 .032 -0.75 .450 -.088 .039 

 Dying 

Trajectories 

Sudden Dying .551 26.389 0.02 .983 -51.170 52.274 

 Acute Dying -.013 .055 -0.24 .811 -.121 .094 

 Intermittent Dying -.118 .066 -1.77 .077 -.249 .012 

 Fluctuating Dying -.058 .053 -1.09 .275 -.162 .046 

 Other Dying 

Trajectory 

Reference Category 

  Spouse / Partner .002 .032 -0.08 .939 -.067 .062 

  Cohabiting Child -.030 .044 -0.68 .498 -.117 .056 

  Childless .012 .043 0.28 .780 -.072 .096 

 Education < O-levels -.063 .038 -1.65 .100 -.139 .012 

 O-level -.018 .048 -0.38 .701 -.112 .075 

 A-level + Reference Category 

  Income .000 .000 0.21 .833 -.000 .000 
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Dep. Var.  Ind. Var. dy/dx Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Hospital 

Death 

        

  Sex .025 .036 0.70 .485 -.045 .096 

 Age Mainstream 

Adulthood 

-.132 .073 -1.80 .071 -.277 .011 

 Young-Old -.140 .053 -2.62 .009 -.245 .035 

 Old-Old -.120 .042 -2.85 .004 -.202 -.037 

 Oldest-Old Reference Category 

 Disability 

Level 

Low Disability .238 .041 5.73 .000 .157 .320 

 Mild Disability .183 .039 4.64 .000 .105 .260 

 Severe Disability Reference Category 

 Main Diseases 

 

Heart Condition .038 .042 0.90 .367 -.045 .122 

 Stroke .047 .050 0.94 .346 -.051 .147 

 COPD -.022 .045 -0.49 .623 -.110 .066 

 Cancer -.154 .046 -3.30 .001 -.245 -.062 

 Dementia -.019 .060 -0.32 .751 -.137 -.099 
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 Parkinson’s .335 47.112 0.01 .994 -92.002 92.673 

 Arthritis -.054 .043 -1.25 .212 -.139 .030 

 Multimorbidity -.068 .055 -1.24 .214 -.177 .039 

 Total Number of 

Illnesses 

.031 .022 1.36 .173 -.013 .076 

  Psychiatric 

Disorder 

.020 .063 0.32 .750 -.104 .144 

  Unexpected Death .105 .036 2.86 .004 .033 .177 

 Dying 

Trajectories 

Sudden Dying .275 37.489 0.01 .994 -73.202 73.752 

 Acute Dying -.031 .067 -0.47 .642 -.163 .100 

 Intermittent Dying .120 .080 1.49 .135 -.037 .278 

 Fluctuating Dying -.025 .064 -0.40 .692 -.151 .100 

 Other Dying 

Trajectory 

Reference Category 

  Spouse / Partner .129 .039 3.28 .001 .051 .206 

  Cohabiting Child .064 .049 1.30 .193 -.032 .162 

  Childless -.084 .049 -1.70 .089 -.181 .012 

 Education < O-levels .086 .048 1.77 .077 -.009 .181 

 O-level .067 .060 1.11 .266 -.051 .187 

 A-level + Reference Category 

  Income -.000 .000 -0.35 .725 -.000 .000 
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Dep. Var.  Ind. Var. dy/dx Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Care Home 

Death 

        

  Sex -.014 .025 -0.55 .584 -.064 .036 

 Age Mainstream 

Adulthood 

.075 .066 -1.13 .257 -.207 .055 

 Young-Old -.006 .037 -0.18 .858 -.080 .067 

 Old-Old -.009 .027 -0.34 .737 -.062 .044 

 Oldest-Old Reference Category 

 Disability 

Level 

Low Disability -.117 .034 -3.37 .001 -.185 -.049 

 Mild Disability -.079 .028 -2.81 .005 -.134 -.024 

 Severe Disability Reference Category 

 Main Diseases 

 

Heart Condition .024 .029 0.82 .413 -.033 .082 

 Stroke .084 .031 2.70 .007 .023 .145 

 COPD .025 .031 0.80 .423 -.036 .086 

 Cancer -.015 .030 -0.50 .616 -.074 .044 

 Dementia .188 .028 6.69 .000 .133 .243 

 Parkinson’s .292 8.930 0.03 .974 -17.211 17.795 

 Arthritis .070 .029 2.38 .017 .012 .128 
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 Multimorbidity       

 Total Number of 

Illnesses 

-.052 .016 -3.21 .001 -.085 .020 

  Psychiatric 

Disorder 

.019 .040 0.48 .631 -.059 .098 

  Unexpected Death -.062 .027 -2.27 .023 -.116 -.008 

 Dying 

Trajectories 

Sudden Dying -.030 7.107 -0.00 .977 -13.96 13.899 

 Acute Dying -.037 .048 -0.78 .433 -.132 .056 

 Intermittent Dying -.101 .064 -1.58 .115 -.227 .024 

 Fluctuating Dying -.010 .043 0.23 .817 -.074 -.094 

 Other Dying 

Trajectory 

Reference Category 

  Spouse / Partner -.104 .027 -3.79 .000 -.158 -.050 

  Cohabiting Child -.032 .034 -0.95 .340 -.099 .034 

  Childless .070 .029 2.40 .016 .012 .127 

 Education < O-levels -.002 .035 -0.06 .955 -.072 .068 

 O-level -.008 .047 -0.18 .855 -.100 .083 

 A-level + Reference Category 

  Income -.000 .000 -0.58 .561 -.001 .000 
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Dep. Var.  Ind. Var. dy/dx Std. Err. z Sig. 96% Conf. Interval 

Lower Upper 

Hospice 

Death 

        

  Sex .009 .020 0.48 .629 -.029 .049 

 Age Mainstream 

Adulthood 

.010 .022 0.44 .045 .001 .137 

 Young-Old .046 .030 1.53 .125 -.013 .106 

 Old-Old .022 .028 0.78 .434 -.033 .078 

 Oldest-Old Reference Category 

 Disability 

Level 

Low Disability -.006 .023 -0.27 .790 -.051 .039 

 Mild Disability -.019 .022 -0.86 .392 -.063 .024 

 Severe Disability Reference Category 

 Main Diseases 

 

Heart Condition -.090 .027 -3.23 .001 -.145 -.035 

 Stroke -.056 .038 -1.47 .141 -.132 .018 

 COPD -.060 .029 -2.05 .041 -.118 -.002 

 Cancer .168 .047 3.57 .000 .075 .260 

 Dementia -.013 .042 -0.32 .752 -.097 .070 

 Parkinson’s -.928 89.205 -0.01 .992 -175.768 173.912 
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 Arthritis -.015 .025 -0.60 .550 -.064 -.034 

 Multimorbidity -.037 .029 -1.26 .207 -.094 .020 

 Total Number of 

Illnesses 

.029 .014 2.05 .041 .001 .058 

  Psychiatric 

Disorder 

-.082 .047 -1.73 .084 -.175 -.011 

  Unexpected Death -.018 .021 -0.83 .404 -.061 -.024 

 Dying 

Trajectories 

Sudden Dying -.796 70.984 -0.01 .991 -136.924 138.330 

 Acute Dying .082 .054 1.52 .128 -.023 .188 

 Intermittent Dying .099 .056 1.76 .079 -.011 .209 

 Fluctuating Dying .073 .054 1.36 .175 -.032 .180 

 Other Dying 

Trajectory 

Reference Category 

  Spouse / Partner -.022 .022 -1.01 .312 -.065 .021 

  Cohabiting Child -.002 .028 -0.07 .943 -.058 .054 

  Childless .001 .031 0.06 .951 -.059 .062 

 Education < O-levels -.020 .023 -0.86 .388 -.066 .025 

 O-level -.040 .028 -1.42 .155 -.096 .015 

 A-level +  

  Income .000 .000 1.63 .103 -.000 .000 
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Findings 

 

This study investigated the predictors of home, hospital, care home and 

hospice death among a representative sample of English social care recipients aged 

50+. Selecting the findings which were most relevant to this thesis, the study 

identified death to be unexpected by the relatives and/or close companions of the 

deceased to positively predict hospital death and to negatively predict care home 

death. Therefore, the deaths of old adults (50+) in receipt of social care which 

occurred in the hospital were likely to be unexpected by their relatives and/or close 

companions. By contrast, the deaths of old adults (50+) in receipt of social care 

which occurred in the care home were likely to be expected by their relatives and/or 

close companions. 
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Appendix L: Advance Care Planning Forms 

 

Treatment Escalation Plan (TEP) 
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Recommended Summary Plan for Emergency Care and 

Treatment (ReSPECT) 
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Appendix M: Media Coverage of Deaths in Care Homes 

(before the 2020/21 COVID-19 pandemic) 
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