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Abstract 

This thesis is a sociological history and critique of hospice and palliative care: their 

goals, narratives, and social, clinical and ethical practices. Hospice developed in Britain 

as a result of and challenge to interventionist biomedicine within hospitals where dying 

came to be viewed as medical failure. From the mid twentieth century hospice was 

promoted as a 'philosophy of care' that had at its locus a concept of 'whole' person 

family care for people who are dying. For the first tune patients and then: relatives 

became the unit of care. Henceforth, hospice established for itself three major 'goals'; 

(1) hoUstic symptom management, (2) acting as a surrogate family for dying persons 

and their relatives in an atmosphere of homeliness where staff (3) worked together in 

non-hierarchical multidisciplmary teams. The hospice agenda m caring for the dying 

aimed to 'promote living and even to facihtate personal growth during the dying 

process' (Moller, 1996:40). This was postulated as the ideal standard in offering 

humane care to the dying patient and for achieving a 'good death'. 

For many years hospice philosophy was practiced in volimtary hospices that 

were charitable organisations deliberately located outside the National Health Service. 

A n exponential growth in the number of such organisations during the 1970s and 1980s 

spawned a movement which subsequently led to the creation of a new medical specialty 

in 1987, that of palliative medicine. 

Hospices' 'grand narrative' refers to the dominant 'official' story about their 

development and about the activities that were or are carried out withm them. In 

addition to offering a new way of looking at hospice history, I used the 'goals' of 



hospice as espoused in the 'grand narrative' to guide my observations in two hospices in 

one British region. I explore how hospice professionals employ methods of control that 

help both manage the dying process and maintain institutional order. The study took 

place over a four year period with the aim of determining to what extent the 'grand 

narrative' matched practice or whether as Lawton (2000) proposed there is a 'gap 

between rhetoric and reahty' of hospice care. This thesis represents a challenge to 

hospice, a refusal to valorise the story proponents have told and continue to tell about 

the practices that are carried out under the banner 'hospice' and more recently palliative 

care / medicine. 
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A Sociological Critique of 'Grand Narratives' in the History of Hospice 

and PaUiative Care 

Preface 

We use the past to shake confidence in the 'obvious' appearance of medicme 
today; not in order to sanctify it as has so often happened in histories of 
medicine (Wright and Treacher, 1982:2). 

Introduction to the Thesis 

This thesis is a sociological history and critique of hospice and palliative care: 

their goals, narratives, and social, clinical and ethical practices. The historical 

period within which hospice emerged and was transformed has been divided into 

broad categories that I refer to as 'waves' in order to point to shifts in thinking 

about dying at various historical moments. Having situated hospice in an 

historical context - 'first wave', the thesis concentrates on twentieth century 

developments - 'second wave' - as this was a period that witnessed hospice 

developing into a social movement with specific, highly publicised goals. These 

then broadened with a new nomenclature - palliative care - into a 'third wave' of 

developments bringing us up to the present. I have selected a topic that is 

straddled by many disciplines, and therefore some dialogue between 

philosophical, scientific and rehgious insights is inevitable because questions 

about who and what we are and do cannot be slotted into neat academic 

categories; and also because questioning seemingly ordinary assumptions and 

conventions can pave the way for insights into the qualities of hmnan hfe which 

are usually taken for granted; these latter are of particular relevance in the thesis. 

Hospice emerged in Britain in the nineteenth century in tandem with a 

newly developing technological approach to medical practice within hospitals. 



Hospitals aim to cure, i.e. offer specific medical or surgical treatment for the 

purpose of repairing the bodily parts of an injured or diseased person. Dying came 

to be viewed as medical failure and incurable patients were discharged into a 

social landscape lacking a support network, h i contrast, hospice staked a claim for 

its motivational force as an overriding concem for care of dying people. The late 

1800s and early 1900s witnessed the development of Britain's first two hospices 

after which there were no further developments until mid twentieth century. 

These early hospices, one in Ireland and the other in England, sought to create an 

environment where both the physical and spiritual needs of a dying person 

assumed equal priority and this focus created conditions that would enable 

patients to have a 'good death'. 

During the 1960s, when medical technological advances were at their 

height, a second wave of hospice development commenced with the establishment 

of St Christopher's Hospice, London by Doctor Cicely Saunders, 'as a reaction 

agamst over-zealous interventions at the end of life' (Randall and Downie, 2006: 

vi) and 'an attempt to close the gap between the realities of hospital care of the 

dying and the realities of patients' needs' (Moller, 1996:39). A t this historical 

juncture hospice was promoted as a.philosophy of care that had at its locus a 

concept of 'whole' person and family care for people who are dying. This 

approach involved the addition of a third dimension amenable to care - the 

psychosocial domam. Henceforth, hospice established for itself three major 

'goals'; (1) holistic symptom control, (2) actmg as a surrogate family for dying 

persons and their relatives with staff (3) working together in non-hierarchical 

multidisciplinary teams in an atmosphere of'homeliness'. The aim was to 

'promote Uvmg and even to facilitate personal growth during the dying process' 

(Moller, 1996:40). This was postulated as the ideal standard in offering humane 
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care to the dymg patient and for achieving a 'good death'. For many years 

hospice pliilosophy was practiced in voluntary hospices (specially built units) that 

were charitable organisations deHberately located outside the National Health 

Service. A n exponential growth in the number of such organisations during the 

1970s and 1980s spawned a movement which subsequently led to the creation of a 

new medical specialty in 1987, that of palliative medicine. In the thesis, this latter 

is referred to as the 'third wave' in hospice development. 

Hospices' 'grand narrative' refers to the dominant 'official' story about 

their development and about the activities that were or are carried out within 

them. Like all stories certain things are included whilst others are excluded. 

Foucault, (1991) and I follow him in this, was particularly interested in and 

referred to the excluded parts of stories as 'subjugated knowledge' - knowledge 

that had been buried under the official or dominant forms of knowledge that 

emerge in a social order. From this perspective, official knowledge is not the only 

explanation of events or things, more a case of some explanations winning over 

others. I used the 'goals' of hospice as espoused in the 'grand narrative' to guide 

my observations in two hospices in one locality in order to determine to what 

extent the 'official' story matched practice or whether as Lawton (2000) proposed 

there is a 'gap between rhetoric and reahty'. Not only was it difficult to translate 

the goals into practice, it was probably unrealistic and there were many gaps 

between rhetoric and reality. This led me to explore other matters about hospice 

practice neglected in the litemture, what I call hospices' 'dark shadow' (Bleakley, 

1984: 9); for example, the manner in which the ideas of psychiatrist Kubler-Ross' 

(1969) were used to 'steer' patients through the dying process and the way that 

metaphor and euphemism were used to describe certain activities. Interestmgly, 

for a movement set against 'over-zealous medical interventions' (Randall and 
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Downie, 2006); such 'interventions' are now routinely part of end of life care in 

contemporary society i.e. 'the assessments, questionnaires, counselling, and 

measurement scales, which have become so typical of the paUiative care 

approach, can also be seen as a kind of harassment at the end of life' (Randall and 

Downie, 2006: vii) The literature on hospice and palMative care, interview 

material, records of discussions with practitioners employed in these arenas and 

extracts from four years of record keeping within two hospices provide the 

research material for the thesis. Overall, this thesis is a challenge to hospice, a 

refusal to valorise the story proponents have told and continue to tell about the . 

practices that are carried out under the banner 'hospice' and more recentiy 

palliative care / medicine. The following chapters explore hospice philosophy and 

goals from a number of different perspectives. 

Overview of Chapter Content 

The first part of this thesis, chapters one and two, provides the background to the 

study includmg theoretical and methodological perspectives that informed my 

approach to and interpretation of the material. 

Chapter One sets the context for the thesis and the chapters that follow. As well 

as setting out the key questions that are addressed in the thesis, it serves as a place 

to infroduce theoretical and methodological perspectives that mfonn my study of 

hospice as a 'new discipline' in healthcare practice and which shape the 

exploration of hospice withm the thesis (Armstrong, 1986). Drawmg on a broad 

range of sociological literature, an historical and ethnographic approach to the 

subject matter is cast through a sceptical lens when exploring hospice as a 

particular type of care for ffymg people through to observing contemporary 

practices. In addition I explain how my education practice provided both 
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pedagogic and research 'instruments' with which to gather and share information 

and knowledge at local level. 

Chapter Two situates hospice in historical context by exploring the conditions 

that led to its emergence, development and acceptabihty during the late 1800s 

through to contemporary times. I use the metaphor 'wave' to delineate one 

historical period from another. For instance the first hospices to emerge are 

referred to as 'first wave' hospice, while subsequent developments are referred to 

as 'second' and 'third wave' hospice. To what problem did hospice purport to be a 

solution? Despite claims to altruism by proponents of first wave hospice; a 're

reading' (Procacci, 1991: 152) of that literature suggests otherwise. It is possible 

that the estabhshment of hospice as a 'special place for dying' (Loftland, 1978) 

may have provided the means by which some individuals occupying certain 

social positions were protected from dissection, a practice conmion in eighteenth 

century Britain. I try to show something of the contradictions and chance 

occurrences in the historical period prior to and including the emergence of first 

wave hospice whilst indicating how certain forms of knowledge become 

subjugated in official accounts. 

I then explore the social conditions surroundiug a 'second wave' of 

developments with the establishment of St Christopher's Hospice, London and 

the subsequent social movement that emerged. A 'grand narrative' was created 

within these developments that reinforced a particular perspective about dying in 

contemporary society; asserting that dying could be a 'fiilfilling', 'peaceful' and 

'dignified' experience both for the dying person and the people aroimd them, 

(Saunders, 1965,1968,1969, Murphy 1993); even a period of'growth' tiie chance 

of a creative moment' (Saunders 1988); that dying can be symptom and pain free 
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and that dying people can maintain 'autonomy' and 'control' right up to the 

moment of death (Du Boulay 1984, Saunders 1960a, 1960b, 1963b, 1965, . 

Stoddard 1978). I subject the 'grand narrative' to a re-reading and treat these 

claims with scepticism, a scepticism derived from intimate experience of hospice 

practices at local level over a five year period. As Foucault might say, I 'call them 

into question' not in order to discredit them but so that others might use my 

findings to view them differently' (Foucault, 1991). 

This brings us to matters relevant to present day practices as I explore 

the emergence of palliative care which represents a 'third wave' of hospice 

development leading to the creation of a 'new' medical specialty in 1987 -

palliative medicine. Henceforth the terms palliation and hospice became 

conflated. I explore the social conditions that led to this change speculating what 

the adoption of the new nomenclature might signify. It has been argued that these 

changes have directed the hospice mission away firom their 'hohstic' approach 

towards the more measurable physical care of the patient (James & Field 1992). 

Although the shift to palliation did herald changes to the practices carried out in 

hospices, there is more to the shift than the assumptions made by various 

commentators or those articulated by hospice proponents might suggest. 

I move on m Chapter Three to focus on the first of 'second wave' hospice's 

three goals as espoused hi the'grand narrative- (1) holistic care. I examine 

hospices' commitment to holistic care which is asserted to encompass care in the 

physical, psychosocial, and sphitual domains (Saunders 1964, West 1993). How 

is hoHstic care carried out in practice? After the Second World War there was a 

deepenmg interest m the 'inner self, in authenticity, and in personal growth 

where notions such as 'choice' and 'autonomous individual' became paramount. 
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Because hospice patients were constructed as 'autonomous' they were envisioned 

as actively assisting in managing their dying. I examine how and i f this occurred 

in practice. However, because of the kind of people targeted by second wave 

hospice a gap between rhetoric and reality becomes apparent. 

Chapter Four explores the second goal of hospice proponents — (2) patient and 

family as the unit of care - the grand narrative asserts that the partnership of care 

provided by hospices 'brings relatives into a holistic care agreement with the 

patients, using a patient-centred and family focused model' (Ashby, 2001). This, 

it is claimed, provides an 'important base for caring' whereby the patient is 

declared to remain at the helm fully in control right to the end (Ashby, 2001). Yet, 

are such claims reahstic? They certainly extend th.e role of the healthcare 

professional who, up until this point merely had to concem themselves with 

patients. Might the extended imit of care create ethical dilemmas for practitioners? 

I explore how practitioners incorporate relatives and families into the unit of care 

and again find reality rather different to espoused ideals. 

Chapter Five focuses on goal (3) non-hierarchical multidisciplinary team 

working, Reflectiag upon my own role within the team, I explore 'grand narrative' 

claims that hospice practitioners &om a range of professions work in harmonioiis 

teams to comfort dying patients and their relatives. Mnltidisciplinary teamwork is 

a core component of the ideology and philosophy of second wave hospice and 

contemporary palliation. This 'differentiates' practitioners from those in the NHS 

where staff may be too busy to chat and a hierarchy according to professional 

status exists, or so it is claimed. Yet there is more to this 'ideal' than a first glance 

might reveal. Hospice does not simply provide an environment for clinical 
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practice; it also serves as a vehicle for socialisation into certain roles for both 

patients and professionals and the 'governance' of that 'socialisation'. A n 

'insider' perspective allows me to explore the range of diversity and heterogeneity 

that exists with respect to what people say and do and again the gap between 

rhetoric and reality becomes stunningly clear. 

Chapter Six provides a bridge between chapters three, four and five and the 

remainder of the thesis. It serves as a place to discuss my findings relative to the 

'goals' of hospice. These are then mapped onto specific concerns raised m the 

Uterature on hospice and palUative care; i.e. hospices losing their original focus 

and ethos (Biswas, 1993), becoming medicalised, (Ahmedzai, 1993, Biswas, 

1993), bureaucratised and routinised (James and Field, 1992) and secularised 

(Bradshaw, 1996). I then consider a new 'technique' that is bemg tested at St 

Christopher's hospice, followed by a synopsis of'emotional labour' (Hochschild, 

1983). Finally I offer a discussion about generalizmg fiom these fimdmgs. 

In Chapter seven I focus on matters that are neglected in the 'grand narrative'. In 

the 'shade' of the glowmg image that second wave hospice fostered, Ues its dark 

side - its 'shadow' - which 'remams inferior, mainly unconscious and 

unacknowledged' (Bleakley 1984: 9). I explore how proponents of second wave 

hospice created, cultivated and sustained a myth about dying with dignity by 

aligning themselves with psychological ideas and theories that 'fitted in ' with 

thek own ideas i.e. to make dymg a creative and positive experience. For 

example, clinical practices in these hospices were so saturated with the ideas of 

the psychiatrist Kubler-Ross (1969) that patients were 'steered' through the dying 

process by staff who took their own actions and the theory that underpinned them 
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totally for granted. Practitioners utilised Knbler-Ross' ideas as a 'standardised 

technique' (Chaban, 2000) that 'established a grid of codeability of personal 

attributes' which was then used to 'chart and judge' human conduct during the 

dying process (Rose, 1999:135-6) and thus 'contain' an otherwise imruly dying 

process. 

Chapter eight continues the themes of hospices' 'shadow' by turning attention to 

metaphors and euphemism used by hospice practitioners in the study setting to 

describe certain activities. Second wave hospice advocates were not only 

concerned to offer more humane care to dying patients, they were also creating 

what they perceived was a viable alternative to euthanasia, the proponents of 

which also cultivated a 'grand narrative' about death with dignity as they sought 

to make legal the option of assisted death. Yet although both movements do have 

differences they share many similarities. I show how some patients were propelled 

through the dying process via the appHcation of pharmaceutical techniques, i.e. 

medication, when psychological techniques failed or merely to make handling 

patients easier for staff. These 'disciplinary techniques' rendered patients 'docile' 

- cut off from families or significant others and therefore 'socially dead' 

(Foucault, 1991:136, Lawton, 2000). Such disciplioing techniques re-constituted 

patients' identities from 'active' to passive' - from 'subject' to 'object' (Lawton, 

2000) making them more manageable thus maintaining hospice's 'grand 

narrative' and pubUc image as a 'peacefiil place to die'. 

Chapter nine synthesises the main themes addressed in this thesis. Following a 

brief review of the subject matter addressed in the study, my perspective is 

reviewed. I contend that despite focusmg on a tiny noiinority of patients, second 
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wave hospice became the central space for the creation of new knowledge about 

the dying process where 'death talk', contrary to the 'grand narrative', can be 

viewed as a 'disciplining' technique that constituted the identities of dying 

persons (Loftland 1978) as well as creating a 'norm' to which all dying patients 

are now expected to conform. Favoured hospice 'norms' and 'disciplinary' 

techniques rendered patients 'docile', objectified them and deprived them of their 

personhood. Contrary to the 'grand narrative' one of my arguments in this thesis 

is that proponents of hospice did have a 'preconceived idea' as to what constituted 

a 'good death'. This latter is merely a romantic myth which was sustained in this 

local setting by the mauitenance of institutional order which also involved 

keeping staff'in then: place'. As regards 'third wave' hospice, I speculate that 

contemporary developments are not a 'solution' to anything other than the vastiy 

expensive protection of the interests of a minority. I then go on to speculate about 

the future, including implications of this study for policy, followed by some 

concluding thoughts. Recommendations for reform are in appendix one. 
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Definition of Terms Used Within This Thesis 

Euthanasia; derives firom a combmation of Greek words, " E U " (well) and 

"Thanatos" (death), meanmg 'well death' (BMA, 1988:3). 

Active euthanasia is the purposefiil shortening of human life through active or 

direct assistance, with or without medical help. 

Passive euthanasia is the withdrawal or withholding hfe prolonging measures, a 

decision not to prolong life or a non-treatment decision; sometimes referred to as 

the doctrine of double effect (Fisher, 1995). 

Voluntary euthanasia; a death brought about by an ^ent at the request of the 

person who dies (BMA, 1988: 3). 

Involuntary euthanasia is the killing of someone who could consent but does not 

(BMA, 1988: 3). 

Nonvoluntary euthanasia is the killing of an individual who has no edacity to 

understand what is mvolved (BMA, 1988: 3). 

Terminal sedation is a procedure used to reheve patients of symptoms refi^tory 

to usual treatment by decreasing the level of consciousness in a patient close to 

deatii (Porta Sales, 2001: 97). 
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Proportional sedation refers to sedation adapted to the needs and reqmrenients to 

reheve patient's suffering without total loss of consciousness (Porta Sales, 2001: 

97). 

The rapid, sudden loss of consciousness is described as sudden sedation (Porta 

Sales, 2001: 97). 
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Definition of Terms Used Within This Thesis 

Euthanasia; derives fiom a combination of Greek words, " E U " (well) and 

"Thanatos" (death), meamng V e U death' (BMA, 1988: 3). 

Active euthanasia is the purposefiil shortening of human life through active or 

direct assistance, with or without medical help. 

Passive euthanasia is the withdrawal or withholding life prolonging measures, a 

decision not to prolong life or a non-treatment decision; sometimes referred to 

as the doctrme of double effect (Fisher, 1995). 

Voluntary euthanasia; a death brought about by an agent at the request of the 

person who dies (BMA, 1988: 3). 

Involuntary euthanasia is the killing of someone who could consent but does not 

(BMA, 1988:3). 

Nonvoluntary euthanasia is the killing of an individual who has no capacity to 

understand what is involved (BMA, 1988: 3). 

Terminal sedation is a procedure used to relieve patients of symptoms refiractory 

to usual treatment by decreasing the level of consciousness in a patient close to 

death (Porta Sales, 2001: 97). 



Proportional sedation refers to sedation adapted to the needs and requirements 

to relieve patient's suffering without total loss of consciousness (Porta Sales, 

2001: 97). 

The rapid, sudden loss of consciousness is described as sudden sedation (Porta 

Sales, 2001: 97). 



Chapter 1 

Theoretical and Methodological Perspectives 

1.1 Introductory Remarks 

This thesis is based on a study of hospice, i.e. literature produced by proponents 

and practices informed by such literature; in particular hterature produced firom 

the mid twentieth century and its impact on contemporary practices. A n historical 

and ethnographic approach to the subject matter is cast through sceptical lens 

when exploring the historical period that witiiessed the emergence of hospice as a 

particular type of care for dying people through to observing contemporary 

practices. For instance I explore how hospice professionals employ methods of 

control that help botii manage the dymg process and mamtam institutional order. 

Since the mid twentieth century a body of literature about hospices 

developed that reinforces a particular perspective about dying in contemporary 

society i.e. that dying and death can be 'positive' experiences and that it is 

possible to 'die with dignity' fiilly ' in control until the end' (e.g. Abel, 1986; Corr 

and Corr 1983; DuBois, 1980; DuBoulay, 1984; Munley, 1983; Parkes, 1978; 

Saunders, 1965, 1966, 1967, 1968, 1969; Twycross, 1983, 1984, 1986). This, 

foUowmg Foucault (1991), I call hospices' 'grand narrative'; it is a story about 

how and why hospice developed the way it did and what makes care in a hospice 

different to that imdertaken m other healthcare settings. This story is 'grand' in the 

sense that it is the 'dominant' story about hospice. Narrative in the sense that I 

use it in this thesis concerns the 'stories' people tell to explain why they work or 

behave they way they do (Clendenin and Connelly, 2000). Within a few years it 

became possible to talk about hospice as a social movement - the hospice 

movement - which was loudly proclauned and widely publicized regarding its 

'philosophy' of care. A central feature of this 'philosophy' was 'hoUsm' -
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attention to the mind, body and spirit of patients and their relatives. From the late 

1970s hospices adopted a new nomenclature called palliative medicine and 

palliative care to refer to the work they undertook which is now practiced in a 

range of healthcare settings. M y concem is with how hospices' 'philosophy' both 

pre and post 1970s actually worked in practice in hospice in-patient settings as 

well as what effect, i f any, the shift to 'palliation' had on the way in which care is 

delivered. The overall aim of this thesis is to ascertain whether there is a 

mismatch between theory and practice or as Lawton (2000) put it, a 'disparity 

between rhetoric and reality'. 

Nearly twenty years ago Seale was asserting the importance of finding 

out 'what happens in hospices in order to assess the claims of hospice 

practitioners to be providing something different firom traditional care' (1989: 

553). Yet, despite a plethora of speciahsed writing on the subject of hospice by 

proponents, much of it is 'self-congratulatory' (Wilkes, 1981) there is littie 

research carried out over a sustained period depicting what actually occurs in 

hospices. Jennings, in his critique of hospice ethics argued that there was an 

'urgent need foT a more rigorous analysis of such taken-for-granted tenets as 'the 

prevention and relief of suffering', 'death with dignity' and 'good death' 

(Jennings, 1997:2). Lawton observed that when these concepts are critically 

examined in light of one of the 'most ethically contentious issues of our time' -

debate on euthanasia - the modem hospice movement's position becomes 'more 

problematic than many people would like to assume' (Lawton, 2000:179). While 

McNamara (2001:47) notes that 'the norms and rules surroimding a 'good death' 

also impose a form of social control. More recentiy, in their critique of palliative 

care Randall and Downie postulate that 'paUiative care does have considerable 

weaknesses in its philosophy and in its approaches to care' (2006:3) and that the 
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practice of palliative care has become 'too elaborate, too intrusive, too precious' 

(2006:5). One of the central arguments of this thesis is that tensions currently 

manifesting ui palUative care stem firom inherent contradictions in the philosophy 

of hospice as it developed during the 1960s; the taken-for-granted assumptions . 

that individuals made about this philosophy along with the powerful stranglehold 

that hospice gained within the upper echelons of British society. Moreover, 

'concerns have been expressed that some hospices have not been able to maintaui 

their initial high ideals and standards of care' (Abel, 1986; Seale, 1989 cited in 

McNamara, 2001:49). This thesis wi l l go some way towards addressing gaps in 

the Uterature especially regarding the way care is organized and undertaken and 

how hospices as organizations are managed thus contributing to debates about the 

fiiture direction of palUative care. 

This chapter sets the context for the thesis and the chapters that follow. 

As weU as setting out the key questions that are addressed in the thesis, it serves 

as a place to mtroduce theoretical and methodological perspectives that inform my 

study of hospice as a 'new discipline' in healthcare practice and which shape the 

exploration of hospice within the thesis (Armstrong, 1986). To date, no one has 

undertaken a systematic critique of hospice fiom the 'inside' over a prolonged 

period, fiom the perspective of a salaried employee who was also a researcher. I 

am using the term 'critique in the sense that I question matters that seem to be 

taken-for-granted by hospice advocates so that, like Randal and Downie (2006: 

vii) I can 'establish the strong and weak points' of hospice 'philosophy' as it 

applies to practice. I treat the claims of hospice advocates with scepticism, a 

scepticism derived fiom the 'theoretical perspective' I adopt as well as intunate 

experience of hospice practices during five years employment. I 'caU them into 
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question' not in order to discredit them but so that others can use my findings to 

consider how they might be 'viewed differently' (FoucauU 1991). 

1.2 Historical Periods 

'Since the topic of history traces the changing forms of social behaviour and 

institutions over time' (Layder, 1995: 6) a broad historical and critical approach to 

the ideas and practices embedded in the discourses of 'hospice' is adopted by 

exploring their emergence and ongoing development. In order to point to shifts in 

thinking about dying at various historical moments and to highhght the fluidity of 

social tendencies I use the metaphor 'wave' within the thesis since waves rise and 

fall. For instance, ideas about any social phenomenon rise and fall in importance 

over the course of time. As McNamara observes, 'social movements like hospice 

and palhative care are subject to the forces of social change and therefore do not 

necessarily reflect a consistent philosophical and political stance' (2001: 8). *First 

wave' hospice refers approximately to the period late eighteenth century to the 

beginning of the twentieth century when hospice as a specific institution for the 

dying emerged; 'second wave' to developments between early to late twentieth 

century when 'modem' hospice emerged and 'third wave' firom late twentieth 

century up to the present which witnessed the development and legitimisation of 

palliative care and specialist palliative care. These 'waves' represent approximate 

indications of the historical junctures at which shifts of emphasis appeared; 

similarly, each wave does not herald the demise of its predecessor; rather, a 

change in emphasis is indicated. For example, for proponents of first wave 

hospice, dying became recognised as a process; a process that became 

institutionalised for the first time (Humphreys, 2001:150). Care was imdertaken 

by religious nursing sisters with minimal medical input. However, concem was 
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not so much dkected at the dymg process per se but towards appropriate 

preparation for the afterlife. / 

In second wave hospice religious discourse whilst remaining important 

began to recede as lay carers turned their attention to the process of dying in the 

here-and-now for each 'individual'. 'Talking' about dying assumed significance 

where the aim was to help patients come to terms with the fact of their dying. 

This period, although situated within a biomedical fiamework, eschewed 

'mvasive [medical] technology' (McNamara, 2001:4) but paradoxically 

witnessed the development of a swathe of mono professional groups all claiming 

'expert' knowledge about dying and death. Whereas in third wave developments 

the dying person begins to recede as focus turns to managing unruly symptoms in 

patients who are incurable but not necessarily dying. This approach is set within 

an mterventionist biomedical firamework that favours usmg available 'mvasive 

technology' (McNamara, 2001:4); where 'specialization' becomes a contested 

territory and the dying process becomes privatised and sequestered. 

1.2.1 Anns of the Study 

1. Explore how death and dying are constructed in the literature ('grand 

narrative') of hospice. In particular the philosophy of second wave hospice which 

contains 'three core ideas upon which hospice ideology is based': (1) commitment 

to holistic care, (2) non-hierarchical multidisciplinary teams and (3) a definition of 

care which includes the patient and family as the imit of care, in other words, the 

goals of hospice (Field and Johnson, 1993). I scrutuiise these goals at local level 

exploring how they are transformed into practice. 

2. Use the key issues highlighted in the literature and the questions they raise to 

guide observations in a local setting; e.g. examining tensions between claims of 
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holistic care and the development of professional specialism along with claims 

that hospices are losing their original focus and becoming medicahsed, 

secularized, bureaucratized and routinised. 

3. Compare and contrast macro and micro discourses in order to discover what 

purpose respective constructions n^ght serve and ascertain whether there is a gap 

between rhetoric and reality. 

1.3 Theoretical Perspectives 

Anything that is potentially 'problematic or chaotic' is a target for management -

a practice which has become increasingly pervasive since the nineteenth century. 

It is a 'key element of a particular version of the progressive scientific attitude 

that allows for, or encourages, an increase in the sum total of control that human 

beings have over the world we live in ' (Parker, 2002: 3). h i this thesis I borrow 

from Foucault's insights, especially genealogy, and those of his followers, 

alongside scholars of different persuasion. The Genealogical Period covers a time 

when Foucault came to see practices as being more important than theories as he 

imdertook research for Discipline and Punish and A History of Sexuality Volume 

1. Foucault tried to explore, not just the rules behind regimes of practice, but the 

ways in which they came to be constituted, maintained, reproduced, and also 

disrupted and resisted hence his term 'power-knowledge'. The genealogist 

examines social phenomena which are taken for granted by treating them as i f 

they were strange searching for the superficial and imexpected rather than for 

depth. A perspective which emphasises the 'jolts and surprises of history', the 

chance occurrences, and traces 'the descent of practices as a series of events' 

(Foucault cited in Burchell, 1991: 75). 
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Management, or in Foucauldian terms, 'discipline' and more recently 

'government' (Rose, 1999), Dean, 2006) is one of the ways society controls things 

by making them manageable, i.e. subject to the control of himian beings. Dying is 

a 'social process' (Prior, 1989) that is managed variously depending on the way 

society is organised at different historical moments; this in turn is dependent on 

which ideas gain the 'status of truth' (Rose, 1999) i.e. the way in which forms of 

knowledge and expertise' shape society (Dean, 2006:71). 

In contemporary Britain management of dying is the remit of health 

professionals. Foucault's work is viewed by some sociologists as useful for 

exploring the professions in terms of knowledge acquisition and the way such 

knowledge enables them to 'discipline' the recipients of their knowledge 

especially in the healthcare arena (Turner, 1995) where 'the formation of the 

clinical method was bound up with the emergence of the doctor's gaze into the 

field of signs and symptoms' (Foucault, 2003:111). Writmg m this vein, 

medicine, noted Fox (1999) 'fabricates' our bodies and 'territorializes' us through 

various forms of disciplinary expertise, in the name of health and illness. It does 

this through 'a clmical codification of the inducement to speak. Combming 

confession with examination, the personal history with the deployment of a set of 

decipherable signs and symptoms; the interrogation, the exacting questionnaire' 

(Foucault, 1998: 65) and through medicalization of the effects of the confession' 

whereby what is revealed by the patient is 'recodified as therapeutic operations' 

and 'placed under the rule of the normal and the pathological' (Foucault, 1998: 

67). In this way notions such as 'individuality' are created through discourses that 

affect how individuals come to view themselves as well as how health 

professionals respond to them. 
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Foucault viewed the professions as a disciphnary mechanism for 

governing individuals in society by acting at the level of the individual body 

which he referred to as 'a micro-physics of power' (Foucault, 1998:139). 

Surveillance, training and the ordering of the body in space and tune is a form of 

discipline much more subtle than the spectacle of punishment it replaced. Those 

who were interested in making people more manageable or 'disciplining' them 

developed 'simple technical procedures' that involved gathering individuals in 

one institution where they could be observed in terms of their similarities and 

differences (Rose, 1999:135). Hospice may be viewed as an example of one such 

institution. Since the techniques of the disciplines have important connections 

with knowledge, particularly that generated by the human sciences, it becomes 

possible to interpret the concept 'discipline' in relation to professional power in 

the way proposed by Goldstein (1984) - i.e. 'discipline' as a set of rules and 

punishment and as a branch of knowledge. 

Viewed this way, the exercise of disciplinary power entails information 

gathering procedures which become the knowledge base of particular professions. 

The instrument through which professions such as medicine both discipline the 

population and gather new information is called 'the gaze' (Goldstein, 1984:184) 

- 'the eye that knows and decides, the eye that governs' (Foucault, 2003:108). 

The medical gaze was also prganisp4 ^ i^ew way. pnsf it was î o lon^pr t|ie 
gaze of any observer, but that of a doctor supported and justified by an 
institution, that of a doctor endowed with the power of decision and 
intervention. It was a gaze that could and should grasp colours, variations, tiny 
anomalies, always receptive to the deviant. Finally, it was a gaze that was not 
content to observe what was self-evident; it must make it possible to outiine 
chances and risks; it was calculatmg (Foucault, 2003:109). 

By being combined and generahsed these techniques of the disciplines 'attained a 

level at which the formation of knowledge and the mcrease of power regularly 

remforce one another in a circular process' (Foucault, 1991 ;224). The social 
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practice of the discipUnes serves as the basis for the discursivej which is 

represented as knowledge or science; knowledge in turn legitimates the non-

discursive (Goldstein, 1984). In other words, practice informs theory and theory 

informs practice in a never ending cycle. While sociological claims that 

knowledge legitimates professional practice and status may be valid (Greenwood, 

1957, Jones, 1979, Jolley, 1989) Foucault's contribution alerts us to the 

constitution of professional, knowledge through professional practice thus causing 

us to question notions of a pre-given body of professional knowledge. Foucault's 

ideas wil l be put to the test when I explore how palliative medicine as a 'new 

discipline' (Armstrong, 1986) emerged and developed its knowledge base. 

Although I retum to these points in later chapters, one argument of this thesis is 

that second wave hospice can be viewed as an 'exphcit programme' of 

governance - a 'common plane of sight' with its own prescription concerning 

management of the 'proper' way to die in contemporary society and in the process 

established a 'grid of codeability' to 'chart and judge' hxraian conduct during the 

dying process (Rose, 1999). The knowledge generated then estabhshed a 'norm' 

for 'governing' and 'disciplining' all dying populations under the guise of 

palUative care (Foucault, 1991: 80, Rose, 1999). It also formed the knowledge 

base of professionals who would later claim expertise in this area. This kind of 

approach facilitates a consideration of macro - micro debates in sociology and the 

way in which field research such as this study might inform such debates. 

This gap between research and theory is nowhere more evident than in the 
division between macro and micro forms of sociology. In this respect, social 
theorists have suggested that the macro-micro problem is the major problem in 
sociology. Unfortunately, however, these discussions tend to be of an 
exclusively theoretical nature (Knorr-Cetina and Cicourel 1981, Alexander et 
al. 1987) and thus the link with social research has been neglected (Layder, 
1995: 7). 
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In the mam my supportmg framework draws on key theoretical ideas from 

sociological Hterature; for example, e.g. Bauman, 2001; Baudrillard, 1981, 1983, 

1988; Bourdieu, 1993,2004; Bradshaw, 1996; Clark,1983, 1991, 1993, 1998, 

1999; Clark et al, 1990; Clark and Seymour, 1999; Elias, 2000; Gabe et al, 1991; 

James and Field, 1992; Kearl, 1989; Kellehear, 2007; Lawton, 2000; Layder, 

1995; McNamara, 2001; Scambler, 1991; Seale, 1989. For specific topics e.g. 

'medicalisation' (Armstrong 1983,1986, 1987, 1995; Illich, 1976; Lupton, 1995; 

Turner 1995,1997); 'tiie professions' (Collms 1990; Goldstein, 1984;Hugman, 

1991; Klegon, 1979; Johnson, 1992,1993; Larson, 1977; Lupton, 1995; 

MacDonald, 1995); 'education' (Bleakley, 1996,1998,1999,2000;Freire, 1970, 

1993; Gkoux et al, 1996; Lankshear et al 1997; Usher et al, 1997); 

'govemraentality' (Burchell et al, 1991; Dean, 2006; Lupton, 1995; May et al, 

1996; McNay 1996; Miller, 1997; Nettleton, 1995; Petersen, 2003; Rose, 1999, 

2003; Ransom, 1997; Turner 1995,1997). Govemmentality, as used by these 

scholars and within the thesis refers to the 'conduct of conduct'. In the case of 

hospice, the conduct that is governed is the dying process i.e. the manner in which 

individual patients and their relatives deal with dying is guided by the 

'professionals' who work in hospices using their 'expert' knowledge. 

1.3,1 Knowledge Communities and Communities of Practice 

Since knowledge acquisition is essentially social in character (Lave and Wenger, 

1991) this research draws on the notion of knowledge communities which can be 

defined as 'a group of people often in separate organisations but united by a set of 

common norms, values and understandings, who help define the knowledge and 

production trajectories of the sector to which they belong' (Henry and Pinch, 
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2000:4)- In the hospice movement 'production trajectories' are not economic 

goods but refer to the production of knowledge about dying and death which is 

distributed within and outwith hospice and the expertise that derives from this 

knowledge, producing a thanatological or palliative expert. Alternatively hospices 

may be viewed as 'communities of practice' where individuals learn how to 

become practitioners of a specific kind i.e. thanatological. or palHative through a 

process of 'social participation' and interaction (Wenger, 2007) that takes the 

form of an 'apprenticeship' where learners move fiom 'peripheral' to fiiU and 

'legitimate participation' within a community of knowledge - 'it concerns the 

process by which newcomers become part of a commimity of practice' (Lave and 

Wenger, 1991:29). 

1.3.2 Sociology of the Professions 

Generally and favourably for this study, research on the professions which 

emerged in the 1950s has been dominated by studies of what are considered to be 

the archetypal professions such as medicine and law. Studies of the medical 

profession are of obvious interest for hospice and palliation where the physician is 

considered an expert with high status (Lupton, 1995:25). Despite disagreement 

about what or who counts as a profession, a number of central characteristics are 

apparent in the literature on the sociology of the professions. These niclude, a 

body of knowledge, the monopoly of a work domain, autonomy of work and a 

service ideal (Goldstem, 1984). Additionally, entry mto a profession is regulated 

through education or training (Hugman, 1991). 

Although pronounced academically dead by some authors (Hall, 1983) 

others argued that the sociology of the professions entered a post-revisionist phase 

where professional knowledge came under renewed interest (Collins, 1990:18). 
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The unportance of professional knowledge was not the existence of that body of 

knowledge per se, but how it was socially organised - i.e. 'the academic 

organisational stmcture of a profession has a social rather than a technical 

function' (Collins, 1990:18 -19). The importance of academic education is 

interpreted as fulfilling a primarily social function but 'education in the classroom 

does not necessarily enhance professional practice' (Collins, 1990:10). Whilst the 

post-revisionist phase in the sociology of the professions focuses on knowledge, it 

has little to say about the formation of that knowledge (Goldstein, 1984: 175). 

Instead sociologists seem to view a professions' intellectual core as a given and 

place their attention on social processes such as the application of professional 

knowledge to social needs or the manner in which a profession carves out a 

prestigious social niche for itself (Goldstein, 1984: 175). Therefore such 

concepts, although usefiil, have their limitations in analysing the 

professionalization of hospice practitioners which explores the role of both 

knowledge and experts. It is here the work of Wenger (2007) above wil l prove 

fruitful for exploring the way 'modes of belonging become constitutive of our 

identities by creating bonds or distinctions in which we become invested' (2007: 

191). As I indicated above Foucault's ideas are also useflil as he contributed to the 

generation of new perspectives on the professions, particularly regarding 

'knowledge' and the nature of 'discipline'. 

1.3.3 Medicaiisation 

Medicalisation refers to 'defining a problem in medical terms, using medical 

language to describe the problem, adopting a medical framework to describe the 

problem or using a medical intervention to treat it' (Conrad, (1992: 211). During 

the 1970s several authors wrote about the medicalization of society. For example 
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Illich (1976) analysing contemporary medicine asserted that the medical 

establishment was becoming 'a major threat to health' by pathologizing normal 

events so as to 'invent' disease. Other critiques concem biomedical 'efficacy' 

(McKeowan, 1976) its 'dominance' and 'its illegitimate spheres of influence' 

(Friedson, 1970). From the 1980s authors were writing about medicalization as a 

new form of 'surveillance' (Bloor and Mcintosh, 1990) that 'fabricated new 

subjectivities' from the 'health-promoting self (Glassner, 1989, Lupton, 1995, 

Petersen and Lupton, 2000) to the 'whole person' (Armstrong, 1986) to the 'dying 

patient' (Ahmedzai, 1993, Armstrong, 1987, Biswas, 1993, McNamara, 2001). 

Lupton comments on the growing 'penetrating clinical gaze into the everyday 

lives of citizens, including their emotional states, the nature of their iaterpersonal 

relationships, the management of stress and other 'hfestyle' choices' (1997: 107). 

Petersen and Lupton (2000: xii) discuss how 'the new pubUc health is at its core a 

moral enterprise' propagating 'prescriptions about how we should live our lives 

individually and collectively'. 

Of particular relevance for this thesis is the way Armstrong following 

Foucault, explored the transformation of this 'clmical gaze'm twentieth century 

Britain through new medical techniques in which 'patient views and the 

psychosocial spaces between bodies come to the fore' (Williams, 2003:17). 

These new techniques gave rise to new areas of inquiry such as doctor-patient 

relationships, chronic illness, the 'normal' child, dying and bereavement, as well 

as new forms of medical specialism or expertise such as paediatrics (Armstrong, 

1983:113 cited m WiUiams, 2003:17), 'tiie new pubUc healtii' (Petersen and 

Lupton, 2000) or as I suggest 'palHative medicme'. However some authors do not 

applaud such perspectives. For example. Bury (1986) refers to these 'relativizing' 

currents as the 'abyss of relativism' that paved the way for a variety of 
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postmodern perspectives on medicine, the body and health (cited in WiUiams, 

2003: 18). Nevertheless, the varied literature about medicalisation is significant 

for analysing changes that have occurred in the practices of hospice practitioners 

particularly since the adoption of the nomenclature palliative medicine and 

palliative care which some commentators argue altered the 'focus' and 'ethos' of 

hospice care (Biswas, 1993) so that they became 'bureaucratised' and 'routinised' 

(James and Field, 1992, Wilkes, 1993), 'secularised' (Bradshaw, 1996) and 

medicalised (Ahmedzai, 1993, Biswas, 1993) all of which come under scrutiny in 

this thesis. As Comer and Dunlop (1997: 290) observe, 'the trend towards 

medicalisation within palUative care deserves particular scratiny since this is 

central to current debate surrounding the direction of the specialty'. 

1.3.4 Critique 

Foucault defined 'critique' as 'the art of not being govemed much' (cited in 

Ransom, 1997: 2); Kant (1781) as the means by which to determine the limits of 

reason, while Rose defines it as a 'certain style of criticism' (1999: x). This latter 

view is adopted in this thesis whereby criticism involves not passively accepting 

'ofBcial' accounts, (Rose, 1999) 'received wisdom' (Randall and Downie 2006: 

216) or taken-for-granted assumptions, but asking questions about how events and 

practices come to be talked about or practiced in certain ways and what purposes 

such representations might serve, h i this way this thesis is a critique of the history 

of hospice, seeking to challenge by making what seems 'familiar' - 'strange' 

(Marshall and Bleakley, 2008: 30) through mterrogation, tiarough sceptical 

questioning and prioritising 'how' questions. What happens when patients are 

constructed as 'autonomous' and ' in control' of then: dying? How might 

practitioners help patients undergoing rapid bodily deterioration achieve 'growth'. 
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or a 'ftilfilling', 'dignified' and 'peacefiil death'? (Murphy, 1993; Saunders, 

1960a, 1960b, 1963b, 1965, 1988; DuBoulay, 1984; Stoddard, 1978). I explore. 

how the experience and the process of dying were managed by hospice 

practitioners in particular ways during specific historical moments so as to 

achieve certain ends. 

I 'problematize' and 'call into question' what seems to be self-evident in 

the stories and practices of hospice proponents through a process of 

'eventalization' which Foucault described "as 'a breach of self-evidence' (Dean, 

1999:27). This means 'making visible an obviousness which imposes itself 

uniformly on al l ' (Foucault, 1991: 76). For mstance hospice advocates talk about 

'good death', something which most people would like i f there were any choice in 

the matter. But what is 'good' about death and how might a 'good death' be 

achieved? This is not to say that hospice is a 'bad' uistitution or that I view 

hospice negatively. Far fiom it, it is to say that the particular form hospice have 

taken fiom the nineteenth century to the present are deeply implicated in a variety 

of social, political and ethical problems which not only remam unacknowledged 

but also, perhaps, limit our capacity to imagine other forms of organising care for 

dying persons. We might ask; how was it that during certain historical periods our 

society developed 'special' institutions for dying patients and later for particular 

categories of dying and that this was considered valid? 

1.3.5 Historical Dimension 

Tracing the historical antecedents of the social phenomena that is hospice is 

considered paramount for our understanding of the maimer in which dying and 

death are managed in contemporary Britain as well as to enhance the 'explanatory 

power of the fiamework' employed in this study (Layder, 1995:174). I am usmg 
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history in two ways; first in terms of a sweeping historical time span to explore 

the emergence and development of hospice as institutions, and secondly in 

researching 'situated activity' in a particular setting involving 'sequences or 

episodes of face-to-face interaction taken from the routine day-to-day round of 

activity' over a sustamed period but shorter time span (Layder, 1995:12). Talking 

about 'forms of temporality' Giddens (1987) refers to the duree of day to day life, 

the duree of the lifespan of the individual and the long duree of institutions (Cited 

ui Layder, 1995:13). 

Settmgs and contexts [such as hospice] refer to aspects of society that may 
'endure beyond the lives of those individuals whose activities constitute them at 
any given moment (Giddens, 1987:145). These institutional features interweave 
with the activities of day-to-day hfe and thus each give continuity to the other 
(Layder, 1995:13). 

Despite operating on 'different time scales' such distinctions serve to 'highlight 

the difference between social forms that constitute the immediate environment 

[e.g. hospice] and the wider, more general institutional forms (such as power 

structures of gender and class) (Layder, 1995:13), In this way the historical 

dimension is 'both a supplement and complement to the analysis' presented in this 

thesis (Layder, 1995:175). 

For example, the much cited introduction to Discipline and Punish 

compares the public torture and execution of a regicide pdller or participator in 

killing of a king] in 1757 with the precisely timetabled routine of a young 

offender's institution eighty years later. This genealogy of carceral systems claims 

to show how 'the body' as the target for penal repression disappeared over a short 

historical period in the nineteenth century (Foucault, 1991). It was replaced by 

more subtle 'normalising' techniques of the human sciences heralding a new 

disciplining of bodies and minds whereby the human subject itself became the 

object of study m the modernist project assisted by psychiatry and psychology. 
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Medicine too underwent significant change during the nineteenth century when 

doctors began to practice at the patient's bedside in order to learn the 'true art of 

curing' through the application of a 'gaze' (Foucault, 2003: 85). 

Medical sociologists utilising Foucaiddian ideas have shown how 

institutions such as hospitals are part of an apparatus of control, discipline and 

regulation (Lupton, 1995; Nettleton, 1995; Turner, 1995, 1997) but aside from 

Clark, 1991, 1993, 1998,1999,2000; Lawton, 2000, and McNamara, 2001 such 

analysis of hospice is limited. Because of the emotional and social tensions 

surrounding dymg and death, the aim of the hospital setting is to estabUsh a 

regular and routine pattern of death for large numbers of patients (Sudnow 1967, 

Wright 1981 cited in Turner 1995:125). The social organisation of the dying 

process gives rise to particular kinds of 'norms' in an attempt to 'avoid disruptive 

events which would threaten, not only the organisation of the hospital, but the 

social environment and management of the dying person' (Turner 1995:125). 

How might hospices manage or 'avoid' such 'disruptive events'? I 

explore the kinds of 'norms' that operate in hospices in one locality demonstrating 

how they 'govern' i.e. control, regulate and discipline patients and their relatives 

through certain institutional practices constructed from discourses of psychology, 

philosophy, religion, science, suffering and human rights. I also attend to the 

manner in which hospice practitioners are 'governed' in the context of hospice's 

goal of multidisciplinary team work (chapter seven) since as Dean suggests, 

'those who might be thought to exercise authority are subject to the exercise of 

other forms of authority' (2006:27-8). I wi l l be 'problematizmg' or 'calling into 

question' 'taken for granted' assumptions and what seems to be self-evident in the 

stories that hospice proponents have told and continue to tell about themselves 

and their practices (Dean, 2006: 27). I wi l l be lookmg for the obvioxis in the 
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history and philosophy of hospice (it could be corporate strategy or nursing 

practices) and 'making it strange' (Marshall and Bleakley, 2008); exploring 

underlying rules and relations; to demonstrate how things develop over time to 

become accepted as normal practice. M y aim, following Foucault, (1991) is to 

write about the practice of hospice and palliation to show how this way of caring 

for dying patients 'was capable of being accepted at a certain moment' as a 

significant component of the healthcare system, 'thus coming to seem an 

altogether natural, self-evident and indispensable part of it' (Foucault, 1991: 75). 

1.4 Key Historical Questions 

Historical investigations are 'diagnostic' since to diagnose is to 
'discriminate or differentiate' and are thus used not for knowing but for 
cutting' (Rose, 2003:57-8). 

I 'cut' experiences and accounts in such a way as to cause the reader to wonder 

how hospice came to appear so natural in British society. The questions driving 

the historical aspect of my study were; how did it become possible to establish 

'special' (Loftland, 1978) 'enclosures' (Foucault, 1991) called hospices to cater 

for dying persons and no other? For what problem was hospice posed as a 

solution? What social purpose is served by the concept hospice? How did it 

become possible to say that dying could be a 'fi i lf i l l ing', 'peaceful' and 

'dignified' experience both for the dying person and the people around them, 

(Murphy, 1993); aperiod of'growth' the 'chance of a creative moment' 

(Saunders, 1988); that dying can be symptom and pam free and that dying people 

can maintain 'autonomy' and 'control' right up to the moment of death (Du 

Boulay, 1984; Saunders, 1960a, 1960b, 1963b, 1965; Stoddard, 1978). How did it 

become possible to enact these 'concepts' and by whom'? 'In what torsions and 

tensions with other truths, through what contests, struggles, alUauces, briberies, 

18 



blackmails, promises and threats?' (Rose, 2003:19). I was assisted in this process 

by borrowing what Rose (1999) refers to as 'dimensions along which analysis is 

conducted'. For example, Problematizations: the emergence of problems in 

relation to particular concerns. How did 'dying' come to be viewed as a problem? 

Who has authority to define phenomena as problems; the criteria in relation to 

which certain persons, things or forms of conduct come to be seen as problematic 

and the kinds of dividing practices involved e.g. the dying from the Hving, 

normality from pathology (Rose, 1999: xi). 

Thus my first key question in this study investigates; how and when did 

certain 'authorities' in British society begin to view dying as a 'problem' to such 

an extent that special places called hospice were estabhshed? (Rose,1999). To 

answer that question I explored social and cultural conditions that made possible 

the emergence of hospice m the late 1800s, (chapter two) its re-emergence mid 

twentieth century (chapter three) through to its contemporary transformation as 

palliation (chapter four). For temporal reasons i.e. to acquire observable evidence, 

the thesis concenfrates upon twentieth century developments when hospice 

became a social movement that had specific, highly publicised goals that then 

broadened uito a 'thud wave' of developments called palhative medicine and 

care. 

1.5 Conceptualising and Categorising 

The study began with speculation or a partial explanation (de Vans, 2001:263). 

This provisional explanation proposes that unplementation of hospice philosophy 

is not occurring in uniform manner throughout the hospice movement but is 

subject to local interpretations that may have a distorting impact on the 

implementation of the 'goals' of hospice as espoused in the 'grand narrative', h i 
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addition, the philosophy that emerged during the mid twentieth century was 

inherently flawed which raises the question as to whether, regardless of local 

interpretation, it could ever achieve what it claimed. These partial explanations 

were tested in one region. 

Between September 2002 and July 2003 I undertook an extensive 

literature review exploring the social landscape within which hospice as an 

institution for dying patients emerged. Simultaneously an analysis of hospice 

literature was undertaken; e.g. all of Cicely Saunders' published material, national 

policy documents on hospice and palhative care (from the Hospice Information 

Service and National Coimcil of Hospices and Specialist Palliative Care Services 

including theh own written material), several editions of The Oxford Textbook of 

Palliative Medicine. These documents were analysed using another of Rose's 

(1999: xi)'dimensions'-i.e. 'jEjcp/awa/Jow*': about care for dying patients, 

hospice philosophy, biomedical technology, the operative concepts concerning 

notions such as 'holism', 'good death', 'rehef of pain; the kinds of work done by 

the relations among concepts e.g. delivery of humane care; the language and 

explanatory systems used e.g. rehgious, moral, rhetorics, metaphors, analogies; 

domains of evidence and the criteria for proof or acceptability involved e.g. who 

has the authority to pronoimce these explanations at macro level and how do such 

explanations 'acquire the status of truth' (Rose, 1999: xi). 

M y basic categories for observational purposes were provided by the 

above 'grand narrative' of second wave hospice and the three major goals 

proponents set for themselves - (1) holistic care, (2) patient and family as the unit 

of care and (3) non-hierarchical multidisciplinary teams. The questions that 

informed this aspect of the study were: 

1. Were these 'goals' achieved in practice and i f so, how? 
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2. If the goals were not achieved, what barriers prevented their realization? 

3. Is there,.as Lawton (2000) suggests, a 'disparity' between the rhetoric and 

reality of hospice care? 

The above research questions are underpinned by key themes derived from a 

review of sociological literature outlined above; for example the conditions 

surrounding the emergence of hospice within the context of neo-liberal society 

(Rose, 1999), 'the medicalization of life' and the 'industrialization of death' 

(Dhch, 1976). These m turn are Imked to concerns about the role of professional 

expertise in society (Rose, 1999, Dean, 1999) and the 'commodification' of 

healthcare where the 'right to be professionally killed became a major issue' 

(Mch, 1976:111) as exemplified in contemporary debates about euthanasia and 

physician assisted suicide. 

Once I had sorted my material into the above broad groups, I began to 

focus on how particular descriptions within the grand narrative served to support 

specific patient care activities by observing how these goals were translated into 

practice. To this end I visited the clinical arenas at different tunes to watch 

practitioners in action as well as sitting in on ward handovers, case conferences 

and multidisciplinary team meetings. I was looking for 'gaps' in what was 

considered tniQ, i.e. any mismatch between rhetoric and reality. 

In July 2003 I interviewed Dame Cicely Saunders. This helped to clarify 

my key categories and initial themes derived from the Hterature as weU as 

question her about some of the statements she had made about her approach to 

care, her writings and speeches regarding 'modem' hospice. It also provided 

opportunity to discuss some of my preliminary speculations and discuss changes 

taking place in the world of hospice in general. We explored tensions between 
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hospice as she envisioned it and its current form as palhation. I discuss the 

interview below. 

1.6 The Setting 

The research was undertaken in two in-patient hospices situated approximately 

forty miles apart in one region in Britain. To preserve anonj^nity the hospices 

have been given pseudonyms and no indication as to geographical location is 

offered. One hospice 'Carlow' with eight in-patient beds was situated in the 

grounds of a community hospital. A n independent charity run by a religious order 

it received all its amenities through the hospital; e.g. electricity, gas, water, 

oxygen. 

The other hospice, 'Thurlow' also an independent charity was situated in 

its own grounds with 21 beds - a mix of four bed bays and single rooms. Inability 

to ' f i l l ' all beds led to returbishment and the number of beds reduced to 16. As 

well as an education and training facility, a range of additional services were 

offered; day care, lymphoedema clinic, complementary and Diversional therapies 

and bereavement service. Unlike the smaller imit, this hospice had its own social 

worker, physiotherapist, occupational therapist, fi i l l time chaplain, financial 

director, volimteer co-ordinator, fimdraising department, and a range of 

supportmg administrative staff. A Chief Executive and a board of trustees had 

overall responsibility. 

Following an approach by the nuns whose numbers were duninishing 

and their convent to be sold; an agreement was reached between the chief 

executive and trustees of this hospice and the nuns responsible for the smaller 

unit; Thurlow would manage Carlow for six years, after which, i f there were no 

adverse financial implications for the larger unit, both hospices would formally 
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amalgamate to fonn one charity. M y post covered both units i.e. I was responsible 

for staff training at both hospices but at this stage none of the extra services 

available at Thurlow were offered to patients at Carlow. The hospices did 

amalgamate in 2006. The patient profile of these hospices were a mix of short 

term respite and terminal care until 2003 when respite care was abandoned and the 

hospices began to view themselves as specialist palhative care units. By 2006 

most patients were admitted for short term symptom control and a few for 

terminal care. 

1.7 Educational and Researcher Gaze 

I consider it important at this stage to insert my 'self prior to a discussion of 

methodology since, as Layder notes ' in practice selves carmot easily be separated 

fiom the social situations m which they are routmely embedded; (1995: 74). If we 

take a very broad notion of 'self as a person's sense of themselves - i.e. identity 

or identities - and 'perception of the social world as these things are influenced by 

his or her social experience' (Layder, 1995:74), this offers some leverage within 

which to contextualise both my teaching and research practices as aspects of the 

'situated activity' I explore in this thesis, i.e. practitioner approaches to care, the 

kinds of social relationships that exist and the manner in which these hospices are 

organised. I was employed as Head of Education and Trainmg withm this study's 

setting; a role that conferred some seniority and authority (important in 

considerations of status differentials between researcher and respondents) but one 

that gave me total freedom of movement throughout both hospices. 

A previous nursing backgroxmd and later an educational practice 

teaching senior medics and other professionals m the National Health Service 

(NHS) provided me with knowledge of, and famiharity with healthcare settings as 
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well as 'insider' knowledge about how various professionals think about theh 

practice. For example, for several years I was part of a team that taught a 

Postgraduate Certificate in Education. Individuals attending this programme were 

required to undergo teaching observations which were imdertaken by the tutors 

who then offered them feedback. I undertook many observations of practitioners 

teaching within their clinical arena. Like Lawler (1991) this meant I had 

developed the habit of asking questions that could get at the 'essence' of 

healthcare practices even those normally 'faken-for-granted' (Lawler, 1991: 6). 

Therefore my in-depth knowledge of how medical and alhed professionals 

fiuiction was invaluable when observing practice in the study setting as well as 

helping me to develop and foster relationships with clinical staff In other words 

my professional 'social experiences' (Layder, 1995) were relevant for the kind of 

'seLP I assumed as a 'researcher'. 

By the time I embarked on my doctoral research in 2002 I had been 

working at the hospices for one year. During this period, following an unsettlmg 

experience that arose in the clinical arena when I had been in post for two months 

I had started making notes about certain events and discussions. I did this because 

of potential legal repercussions concerning my own role as regards the kind of 

systems in place for monitoring staff competence (which I was in the process of 

developing from scratch owing to an absence of such systems). Although this 

event is referred to within this thesis my own notations are not used. The point to 

note is that I had acquired the habit of note taking within my educational role. 

Unintentionally I had become a participant observer. 

A couple of months after I emoUed at the university when talking about 

my research with the Chief Executive I mentioned that I envisaged interviewing 

and or recording discussions with various employees at some stage and what did I 
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need to do about getting formal approval to do this. I suggested submitting a 

proposal to the board of trustees to gain their approval. I made it quite clear that I 

would not be recording patient conversations as part of the research nor have I 

(although I regularly chatted with patients and relatives as a member of the 

hospice teams). His response which I noted was as follows; 

I don't have a problem with that You 're a paid member ofstaff are you not? You 

work here so there 'sno reason why you can't converse with whoever you wish. 

No need to go the board [of trustees] it's within my gift. I see no reason to object 

since you'll be writing about hospice. We've been pretty poor at doing research 

so it will be goodfor our profile (CEO, 2002). 

It was as simple as that because hospices are 'self-governing' and thus free to 

make their own rules. As time went on although I did discuss my research with 

various members of staff, what some practitioners did not appreciate (including 

the CEO) is that I was also noting my observations of them as they interacted with 

one another and with me. I became a participant observer and it was this aspect of 

my researcher role that remained covert to most of the employees in these 

hospices. For example, although I would talk with practitioners about my 

observations as a basis for our classroom based activities, they took these 

observations for granted because of my education role and I did not enhghten 

them to the confrary. Let me be clear, those whose voices appear in this thesis 

have given then consent for me to use their speech. However, my overall 

impressions regarding the way in which the hospices were organised and 

managed (chapter 7) are as much underpinned by my observations and 

experiences of the way in which the 'atmosphere was distributed and maintained' 

(Marshall and Bleakley, 2008) as from practitioner comments and descriptions 
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about life in these hospices. This is relevant to the problem of maintaining 

'objectivity' in research which I discuss below (Williams, 2005). 

Nevertheless my teaching practice was situated within the arena I was 

observing and this was bound to have some impact on the kinds of questions I 

asked or that way that questions were framed. For instance, I was privy to 

informal conversations in the staff room at one hospice, where apart from myself, 

none of the doctors or senior members of the team ever went. It was viewed as a 

place where nurses, allied practitioners, ancillary staff and volunteers could blow 

off steam and get away from ^that lot' (Maz) [i.e. management]. (Where names 

are used they are not the persons' real name). Unaware of this, from the start of 

my employment I had developed a habit of visiting this room to chat with staff, 

discuss my plans for educational activities and elicit their views regarding the 

kind of subjects they would like addressed. I had also erected a notice board in 

this room detailing up-and-coming educational activities. It was only after a 

considerable time that someone said to me that staff liked how I didn't look down 

my nose on anyone (Olive). When I enquired as to what they meant I was told 

''your office is always open and we can nip down for a chat or ifwe 're upset, you 

come on the ward and cheer us up, you take an interest in what we say, you fight 

our corner and you come in here and have a laugh Your predecessor wouldn't 

speak to anyone. She would walk right past you and not acknowledge your 

presence and she used to tell tales to management about us' (Olive). This was not 

contrived on my part as I am naturally convivial and inclined to work alongside 

my colleagues tending to ignore hierarchical cUques. It so happened this stood me 

in good stead when I wanted to interview or record discussions with staff. It was 

hnportant that they could trust me and I had already estabhshed myself as 

26 



someone who, despite my seniority, would not "tell tales to management' well 

before I embarked on this study. 

Why then did I choose to observe covertly considering the ethical 

implications it entails? - (which are dealt with below). I did so primarily because 

of the way power operated in these hospices. Certainly I could have put up notices 

or distributed memos informing staff about my research but once the reader views 

discussions about organisational hierarchy in chapter seven it wi l l become 

apparent why I choose not to do so. A n example in the meantime wi l l suffice; 

some staff in these hospices viewed my educative role (and me) as threatening 

because when practitioners attended my programmes they returned to practice in 

questioning mode and that was viewed as intolerable because it meant that staff 

would no longer 'know their place' i.e. a pattern of organisational behaviour had 

been established and become entrenched that was more in keeping with 1950s 

sensibilities than the 21^ century and I was viewed as disturbing that pattern. 

Despite gathering a great deal of data over the years, the material used in 

this thesis derived from and is situated within my educational practice as much as 

from my researcher practice. M y status as researcher enabled me to apply 'new 

knowledge' to my teaching practice (Fish and Coles, 1998:55). For example, one 

of the stated goals of hospice is to offer patients and their families 'holistic care' 

i.e. attention equally to mind, body and spuit (the subject matter of chapter 5). Yet 

my observations of clinical practice did not bear this out so I set up seminars and 

workshops to enable practitioners to explore this goal. M y research informed this 

teaching activity which can be viewed as 'a form of enquiry begiiming to be 

known as insider practitioner research which is essentially educational, whose 

concem is with practical enquiry' (Fish and Coles, 1998: 56). These workshops 

and many others ran regularly throughout the period of my employment in order 
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to educate new staff (and the wider healthcare community) about the hospice 

approach to care as well as to provide existing staff with a forum within which to 

safely reflect upon their pmctice. Likewise with the other goals of hospice, 

practitioners attended my teaching sessions as a way of reflecting upon and 

improving their individual practice. This was my 'salaried' role in the hospices; to 

establish and organize appropriate induction programmes, learning and training 

opportunities for all staff and not just those in the clinical arena but there was 

overlap between my 'self as educationalist and my 'self as researcher. However 

I did not plunder information ehcited from practitioners but returned it to them in 

light of the latest theories and research in such a way that it would have practical 

relevance, hi similar vein, the findings of this study wi l l be disseminated to 

members of the hospice movement. 

To some extent then, the generation of material used in this thesis was a 

collegiate activity in that this material was used to develop new programmes and 

to focus on topics of relevance to practitioners in the study setting. For instance, 

when considering hospice philosophy practitioners talked about how the team 

fimctioned and how this impacted on the way they dehvered care; discussions that 

inform chapters 5, 6, and 7 ~ the goals of hospice. Likewise, particular 

contradictions and tensions that emerged from these discussions became the basis 

for chapters eight and nine. Although one is usmg people's talk to explore issues, 

the 'research' concem is not so much about what is said as to the discourses 

which shape such talk. This gives us scope to identify what it is permissible to 

say, what different people say; from what points of view, and in order to obtaki 

whatkmd of results (Foucault 1998: 27). 
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1.8 Development of Method 

This is a quahtative study employing a mix of approaches to data collection e.g. 

documentary analysis, informal interviews and discussions and observations so as 

to build as full a picture of two hospices in one regional location as possible (de 

Vans, 2001; 230) thus offering a deeper understanding of social phenomena than 

might be achieved by quantitative approaches (Silverman, 2000: 8). The main aim 

of this study was to explore the interpretation and implementation of hospice's 

'grand narrative', in particular, its guiding philosophy, within two hospices in one 

region. This narrative is situated in and draws upon certain discourses of which 

liberalism, individualism, holism and humanism are examples. Discourse then, is 

a domain of language use unijBed by common assumptions thus providing a 'gaze' 

with which to view the world; e.g. we may speak of an educational gaze, medical 

gaze, therapeutic gaze, legal gaze and so forth. Proponents of hospice have a gaze 

'hoUsm' - from which they construct their 'grand narrative', the basis of and for 

regulation. Discourse analysis focuses on the language used in social texts, both 

written and spoken, i.e. interview material, group discussions, hospice literature, 

policy documents. Attention is given to the structure and organisation of discourse 

with concem for the possible consequences of the use of particular versions or 

constractions in the text. Because of this, context is seen to be important. The aim 

of discourse analysis is to examine the constraction and meanings of phenomena 

m society that are available and drawn on by people as they make sense of various 

aspects of their lives. Our concem is at the level of shared meanings, and 

conceptualisations available and used by participants to inform their practice. 

Since discourses are conceptualised as culturally and historically embedded and 

socially communicated, the arguments of opinion leaders are made possible by the 

pre-existing pool of discursive resources which they draw upon to represent 
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themselves and their ideas. In this way, discomse analysis moves the xmit of 

analysis away from the individual (Cassell and Symon, 1995, Potter and 

Wetherell) to macro level forms of social organisation. 

Published research by leading hghts within the hospice movement 

provided documentary resource material e.g. Saunders (1958 to 2003) Baines 

(1983), DuBoulay (1984), DuBois (1980), Doyle (1987, 1992, 1993, 1997,2004, 

2005, 2006), Sununers and Teller (1981), Twycross (1979,1983,1984,1986), 

Twycross and Lack (1984,1990) along with a range of others. Literature by other 

researchers e.g. Armstrong (1983, 1983b, 1986, 1987,1995), Clark (1991, 1993, 

1994,1995, 1997a, 1997b), May (1992a, 1992b, 1995), provided an enlightenmg 

soin-ce of sociological ideas while Jennings (1997), McNamara (2001), Webb 

(2005), but especially Lawton (2000) helped to dhect my attention to specific 

clinical issues. For organisational matters I found Field and Johnson's (1993) 

ideas invaluable branching out to read a range of texts on management and 

organisational matters. 

By exploring the kinds of narratives and discourses that proponents of 

hospice and palliative care use or draw upon when talking about themselves as 

service providers of a certain kind, and comparing these with local observations 

and narratives I am able to offer contemporary illustrations of how day-to-day 

hospice practices are constructed at a micro level, and the difficulties that 

practitioners encountered in attempts to realise goals postulated at macro level. 

Insights from the former led me to shine a spotlight on novel aspects of hospice 

neglected in the Hterature- its 'shadow' or dark side (the subject matter of 

chapters 8 and 9). This entailed pursuing themes that arose during the course of 

this study - e.g. use of metaphor and euphemism to describe certain pmctices 

along with the implementation of ideals derived from the work of the psychiatrist 
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Elizabeth Kubler-Ross that were so completely taken-for-granted by their users, 

they seemed Tpexfectly normal but which, i f utiUsed in any other healthcare setting 

would be considered unethical and perhaps, imlawful. In addition I have drawn 

upon an eclectic range of research or anthropological material to compliment and 

supplement the observations and interpretations I have made as a participant in 

these local settings. The thesis is based on an interpretive approach to, and 

critique of, the history of hospice - interpretive in the sense that following Wolcott 

(2001:82) 'my interpretations are just that: 'interpretations' - subject to fiirther 

interpretation. This means I wi l l be using long extracts from the local context of 

my research to enable the reader to make some interpretations of their own. 

Questioning what other people regarded as 'natural' was the starting 

point of my inquiry. If I was going to pursue doctoral research from the 

theoretical and methodological perspectives that interested me, I needed to be a 

participant and an observer in a 'natural setting' documenting what the subjects of 

my research took for granted about one or more aspects of theh world. I had an 

incredible opportunity to use my employment virtually unnoticed to 'get my 

hands dirty with real research' (Geertz, 2000). I had a imique opportunity to 

maintain a diary while working as an educationalist in a hospice and to use the 

data gathered to write a sociological analysis of hospice based on how the rank 

and file actually think about and perform their work. 

1.9 Participant Observation 

Participant observation is 'an essentially quahtative style of research originally 

rooted in the work of anthropologists and particularly associated with the Chicago 

school of sociology' (Robson, 1995:190). One version of this kind of approach is 

called ethnography whereby the researcher goes to be amongst the people they 
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wish to study, immersing themselves in the culture so as to understand how the 

people lived. In thds sense I was immersed in hospices culture for a number of 

years. Participant observation 'permits a lack of artificiality which is all too rare 

with other techniques' and is therefore a useful technique to employ when 

studjdng cultural context (Robson, 1995:191). One of the advantages of 

observation in the way in which it has been used in this study is that it can 

'iisefidly complement information obtained by virtually any other technique' 

(Robson, 1995: 191). Observation allowed me to view events that might not be 

identified in interviews because either the interviewer or interviewee takes them 

for granted; for example m ward handovers, case conferences and 

multidisciplinary meetings I was able to observe the manner in which patients 

were spoken to or about, which voices were listened to and which silenced. 

Information thus derived guided specific dialogues and informal discussions with 

practitioners pertinent to this study. These latter in turn helped me to vahdate and 

refine what I observed and formulate fiirther questions. 

A major advantage of observation as a technique is its dhectness. You do not 
ask people about their views, feelings and attitudes, you watch what they do and 
listen to what they say. This in turn enables the collection of first-hand data that 
are uncontaminated by factors standing between the investigator and the object 
of the research (Nachmias and Nachmias, 1994: 199). 

As Montaigne noted four centuries ago 'saying is one thing; doing is another' 

(cited in Robson, 1995:191). I observed how practitioners 'did things', following 

this up by asking them to explain what they did. For instance, I watched how 

nurses performed care of dying patients, observing their interactions with patients 

and one another and the procedures involved. I then ran seminars where I 

encouraged them to talk about what they meant by 'holistic care' and what this 

entailed in practice. They were asked to give examples of and tell stories about 

tenets such as 'good death', patients in control, relieving suffering, dymg with 
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acceptance. These responses became the basis for the kinds of questions I later 

asked individual practitioners. In this way observation was complimented by 

interviewing techniques. The focus of interest is on how the 'activities and 

interactions of a setting give meaning to certain behaviours or beHefs (Bogdewic, 

1999:48). 

I did not have to 'adopt' an insider perspective I was an 'insider' a 'f i i l l 

member' of the team in these hospices (Robson, 1995). I attended ward rounds, 

case conferences and other meetings where patients' care and management was 

discussed. I attended meetings with management, fundraisers, shops staff, kitchen 

and domestic staff, volunteers, heads of department, trustees. Informal 

conversations with staff were a usefiil source of information that could be piu-sued 

in informal interviews or seminars. It was my employment (not my researcher 

status) that enabled me to experience how these hospices created and fostered a 

particular 'atmosphere' and how this was 'distributed, maintained, resisted and 

felt collaboratively' (Marshall and Bleakley, 2008:33) thus helpmg me to attempt 

to understand 'what happens' (Seale, 1989) in the hospices hi this region. Withm 

a year I had two roles, one as educationalist the other as researcher. I was a 

'complete participant' (Gold, 1958:219) which meant I was able to use my 

experience and knowledge to identify and explain emerging concepts from data in 

an ongoing process. 

However, I had to balance these two roles simultaneously; an 

educationalist who shared information and encouraged staff to reflect on their 

practice and a researcher who obtained information - acting as - a 'social 

interaction device for securing mformation' with a 'set of behaviours m which an 

observer's self is involved' (Gold, 1958:218). This tight balancmg act meant that 

I had to develop a 'heightened sense of self-awareness, and 'mtrospective attitude' 
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that memo writmg aside, necessitated 'cooling-off periods' away from the field so 

as not to compromise or 'violate' the data (Gold, 1958: 220). This involved time 

when I could quite literally be 'myself and reflect on my 'field' behaviour 

dispassionately. Collegiate and 'congenial' interaction with my supervisors, 

iiniversity and other colleagues was crucial to this process (Gold, 1958:220). 

I undertook 'field excursions' in the sense that I took every 

opportunity to attend educational events, conferences and meetings in hospices in 

other regions and at national level, presenting papers at some of these. I xmdertook 

collegiate activity with educationalists in other regions and had regular meetings 

with some of these as well as visiting nmnerous hospices. I too organized 

conferences, regional and local events aU of which provided opportunities to 

interact with many professionals within the hospice movement and other palliative 

care settings within the NHS. The aim was to build up a detailed picture of hfe in 

my employing hospices by collecting from a wide range of constitutional 

elements. 

I was learning the 'culture' of hospice through both 'hving it' and 

'watching it' (Cook, 1997). Data were collected in the form of field notes and 

although these were transferred to larger notebooks daily, they were not always 

typed up immediately. M y educative role allowed me to move in and out of the 

field to coUect data, analyse it and then retum to collect fiirther data m the sense 

that Strauss and Corbin (1998) advocated i.e. xising different sources for 

comparison (e.g. the 'grand narrative', memos, employees' talk, teaching activity, 

observations, hospice hterature). 

Nevertheless participant observation does have disadvantages, for 

example, apart from being 'time consuming' the extent to which the observer 

34 



affects the envkomnent within which they are observing has practical and ethical 

impHcations (Robson, 1995). 

It is commonly claimed that this can be overcome - for example, by seeking to 
ensure that the observed are unaware of being observed, at one extreme; or by 
them being so accustomed to the presence of the observer that they carry on as i f 
she were not there, at the other extreme (Robson, 1995:191). 

I had not entered the study setting with a 'deliberate and planned intention to 

deceive' nor 'seek to become a full member of the group' (Robson, 1995:196) 

since I was already a 'flail member' of the group when I embarked on the study. 

What altered was the way I undertook observations i.e. they became more 

systematic so a to provide a 'supplementary' tool for framing questions while 

responses to these questions were 'validated and compared with actual behaviour 

through observation' (Nachmias and Nachmias, 1994:200). M y employment 

meant that I did not have to postpone note-takmg until 'safely alone thus 

heightening the danger of seriously incomplete and selectively biased accounts', 

nor face the risk that my 'true purpose would be discovered' (Robson, 1996:196). 

For me it was a matter of operating at different levels of 'self. I support the view 

that 'the known observer can, by his or her presence, disturb the natural 

environment which causes a change in normal behaviour' and 'consequently the 

researcher can record unrehable data' (Field and Morse 1989: 79 cited in Lawler, 

1991:12). Bearing in mind my education role bestowed a level of seniority and 

because of the way hierarchy worked in these settings, it would have been very 

threatening to junior members of staff to be been told that I was systematically 

observing them. No amount of reassurance would have convinced them I was not 

acting as a spy for management while some staff already perceived me as a threat 

to the way power circulated in these organisations. Had I been overt about my 

35 



observations I have no doubt that I would have produced totally different findings 

to those presented in this thesis. 

hi some ways I could be described as a 'marginal participant' which 

Robson describes as 'a largely passive, though completely accepted participant' 

(1995:198) in that my role was unique in these hospices, I did not have to 

participate in clinical activity i.e. hands-on care or other practices that I observed 

and wrote about but conld legitimately wander about taking notes wherever I 

happened to be. 1 discuss ethical implications of my research approach below. 

Because I was an employee, the purpose of my presence in these 

hospices, in other hospices and at gatherings for hospice and palliative care 

professionals was never questioned; why would it? To them I was a 'native' 

(Schwartz and Jacobs, 1979) but I never really 'went native' (Robson, 1995) 

because I did not develop any attachment to the ideology within which hospice 

practice is fashioned. I never experienced problems faced by other researchers ' in 

the field' concerning how to 'gain access', obtain 'cover' or become part of the 

environment e.g. Lawler (1991), Lawton (2000), McNamara, (2001). 

Transcending the immediate context of one's understanding of the world to persist 

with the task of trymg to analyze and theorize the apparentiy mundane features of 

social life are key aspects of a social scientist's work. I worked fiom the basic 

premises that whilst going about my normal work I should observe and record as 

much as possible of the seemingly routine and insignificant. Initially data would 

be gathered about as many colleagues and in as many contexts as possible, e.g. the 

work of allied health professionals, duration of ward handovers, who spoke in 

meetings, who was ignored, how volunteer activity was distributed, the activities 

of administrative, domestic, fimdraismg and mamtenance staff, the behaviour of 

management personnel, the activities of tbe board of trustees. This was 
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'naturalistic research in real and uncontrived circumstances' (Lawler, 1991:14). I 

then chose to focus on neglected and taken for granted areas at the level of the 

'little and mundane' (Rose, 1999: 11) to which I had open access and or which 

were easily observable. 

For instance, although I do not include any patient accounts, in my role 

as educator it was relatively easy to detennine i f and how patients are 'listened to, 

are 'given control' and 'involved in decision making' in light of hospices' grand 

narrative'and 'goals'by attending ward meetings, shift'handovers', 

multidisciplinary team meetings, case conferences and so forth. This meant I was 

able (whilst legitimately taking notes) to observe and attend to decisions made by 

individuals who actually deliver hands-on care to patients, a factor which, as 

demonstrated by Bogdan et al (1974) can be crucial to the success or failure of 

any health care programme. These observations concerning the 'conduct of 

conduct' have a 'diagnostic rather than a descriptive role' (Rose, 2003:19). 

They seek an open and critical relation to strategies for governing, attentive to 
their presuppositions, their assumptions, their exclusions, their naiveties and 
their knaveries, their regimes of vision and their spots of blindness (Rose, 
2003:19). 

The power of such an approach is not only that it 'opens a space for critical 

thought' but 'sticks to the surface' in order to attend to the way problems are 

defined or explanations given for example (Rose, 2003:19). h i other words I am 

exploring, describing and analysing but not attempting to construct 'theory'. 

1.10 Data Analysis 

Field notes can be written into a notepad during a brief moment but they are better 

recorded systematically over a long period of time. I had a small pocket notebook 

which I kept on me at all times and which also served as my reflective diary 
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(renewed as it became full), in addition to several A4 hardback notebooks which I 

kept locked up at home. M y approach was thus, I would write copious amounts on 

A4 paper and in my notebook during the course of the day, which I would then 

transfer to a hardback notebook each evening, I never failed to record the date on 

whatever medium was being used. I had to ensme that the data I collected were 

valid and rehable. 

Data analysis was an ongoing process, i.e. 'analysis of the data occurs at 

the same time as data collection and influences further data collection' and are 

open to modification (McNamara, 2001: 140). For example I constantly noted 

themes and made focused observations relevant to the aims of this study which I 

then cross referenced in my field notes and diary. A l l data has ultimately been 

transformed into text, interviews, discussions and conversations that were 

recorded have been transcribed, participant observation notes were transcribed 

and policy documents are also text. I used the 'editing' approach to analyse texts 

(Addison, 1999). The Latin use of'edit' derived from the verbs 'edere' and 

'educo' meaning to give forth and or educate. Addison notes that editing in its 

higher form 'can be thought of as an organisiug style of analysis that helps to 

bring forth greater understanding or meaning from text or data' (1999.146). This 

involves firstiy, coding transcripts using ' in vivo' codes which refer to any words 

or phrases that stand out as potentially significant for understanding the 

phenomenon being studied (Addison, 1999: 154). For example, notions such as 

'autonomy', 'control', 'suffering', 'sphituaHty', 'denial', 'good death', 'talking', 

'hstening' 'httle things', 'steering', 'teasing out' were relevant in the context of 

'holistic care' and in the context of 'patients and famiUes' as well as words or 

phrases concerning problems, values, class, disposition, compHant, anger, 

demanding, sedate, behaving, and accepting were significant, while the use of 
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metaphor or euphemism became significant for staff descriptions of attempts to 

acliieve a 'good death' for patients. 

Secondly, transcripts were coded usuig a reflexive process where the 

researcher highlights what they felt to be significant, 'on what I thought their 

practices meant and were connected to, on what I did not imderstand, on how I 

thought my presence mfluenced their practices (Addison, 1999:154). Reflexive 

codes were used to analyse reflexive memos (as part of the exercise to be self 

critical) as well as transcripts derived fiom audio recorded material. Following 

coding, transcript extracts were put onto index cards. The next stage of analysis 

could then begin. I searched the cards for emerging themes and pattems drawing 

on my baseline categories followed by further searches for pattems that coincided 

with the dunensions derived from Rose's (1999) work on govemmentality. Once 

the cards were organised into themes I used flip charts to draw these together 

diagrammaticaUy. A structure for the findings of my thesis then developed out of 

these analytical themes. Despite bemg cumbersome this system of using index 

cards meant I was able to remain in control of and close to the analysis process 

(Meadows and Dodendorf, 1999:195). 

1.11 Verbal Data 

M y role as educator provided me with very many opportunities to engage my 

colleagues in discussions about concepts such as 'good death', 'death with 

dignity', 'prevention and rehef of suffermg' (Jennings, 1997), physician assisted 

suicide' and many others. These explanations were of great use m the research 

because they link with the 'goals' of hospice as postulated within the 'grand 

narrative'. It became possible to compare these with the actual behaviour of 

colleagues in these hospices. In addition I had a micro cassette recorder that I used 
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overtly to record teaching sessions and speciJBc research related discussions with 

practitioners as well as the interview with Saunders. For this I used ninety minute 

cassettes that I transcribed verbatim. These hospices employed approximately two 

hundred employees, a larger number of volunteers as well as staff who worked in 

the hospices charity shops. I had conversations with and undertook training with 

all of these people at one time or another. However, I confine myself to material 

specifically relevant to the key questions addressed in this thesis. This means that 

a total of forty six practitioner 'voices' wi l l be heard in subsequent chapters. 

Interestingly, many of these practitioners no longer work in the hospices for 

reasons that wi l l become clear as the reader moves through the thesis. 

1.12 Checking the Evidence 

I undertook one informal focused interview in 2003 with a key 'authoritative' 

figure (Rose, 1999) - the espoused leader of second wave hospice. Dame Cicely 

Saunders. It comprised broad areas of questioning aroimd the 'goals' of hospice 

and other topic areas relevant to this study. This interview was audio recorded and 

fiilly transcribed with permission. The interview is viewed as a form of social 

interaction; a means of exploring the varied ways of making sense, and the 

interviewer's contribution is taken to be important. Both interviewer and 

interviewee are seen as constructively drawing on a range of resources which are 

of interest in the subsequent analysis, (Cassell and Symon, 1995, Layder, 1995, 

Potter and "Wetherell, 1987). The purpose of this interview was to clarify and 

probe certain aspects of the 'grand narrative' derived fiom my analysis of the 

literature outlined above, initial observations, speculations and practitioner 

accounts. Within the thesis I interweave Saunders' responses and comments 

where they are pertinent to the subject matter bemg discussed. While interviews 
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are useM in allowing the researcher to exanune significant matters, there are 

certain Ihnitations m terms of the material gathered. For example, participants 

may offer a limited version of accounts in an interview setting. Consideration 

regarding the nature of the interaction between the interviewer and interviewee 

including power inequalities in the relationship are relevant here as in any 

interviewing context. Appearance, age, speech and gender may also influence 

responses (Nachinias and Nachmias, 1992). 

In-depth mterviews allow people to construct their own accounts of then 

experiences (de Vans, 2001). Unlike MacDowell I did not perceive myself as 

bemg m the position of 'supplicant, requesting time and expertise fiom the 

powerful with littie to offer m return' (1992:213), partly because Saunders was 

very easy to chat to and partly because as an educationahst I was quite 

comfortable asking questions and challenging Saunders on her views. However, 

that is not to say that I was unaware that my respondent had her own views which 

she was keen to get across. I agree with MacDowell's observation that 

interviewing is a game where both interviewer and respondent are playing to 

different sets of rules and constructing a particular version of themselves for the 

purpose of the mterview (1992:214). Nevertheless, this mterview was considered 

a useful means of gaining insight concerning how an opmion leader makes sense 

of their arguments within their constructions of death and dying as well as a 

means of checking whether the material I gathered fiom local practitioners 

resonated with any of Saunders' ideas or experiences. 

1.13 Values and Generalization 

Although qualitative research has become popular in the field of health, it is not 

without its critics. It has often been accused of anecdotalism and therefore 
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researchers need to demonstrate that theh accoimt is based on a critical 

investigation of all of their data (Silverman, 2000: 176). Using the concept 

^moderatum generalization' Payne and Williams argue that 'qualitative research 

methods can produce an intermediate type of limited generalization' that 

'resemble the modest, pragmatic generalizations drawn from personal experience 

which, by bringing a semblance of order and consistency to social interaction, 

make everyday life possible' (2005: 296). If we view hospices as commimities of 

practice (Wenger, 2007) or 'knowledge communities' (Henry and Pinch, 2000, 

Lave and Wenger, 1991) it is possible to make theoretical generalisations i f we 

ask what the practices in a specific locality can tell us about hospices in general 

(Payne and Wilhams, 2005) or about adopting a particular perspective (de Vans, 

2001:237). 

Research should be designed in such as way that moderatum generalizations are 
consciously produced. Nor do such generalizations offer a 'soft option' to 
solving the problems of generalization: whereas everyday lifeworld 
generalizations need not be wholly accurate or carefully set in an evidential 
context, sociological research should aim at constructing extemally valid and 
unambiguous generalizations, even when these take a moderated form (Payne 
aud WUliams, 2005:297). 

Authors such as Stake (1994) argue that generalisations should not be the primary 

purpose of this local approach; rather the local should be valued for its own 

uniqueness and particularity. Whilst bearing Stake's proposition m mind, the data 

used in this thesis wi l l be used to develop 'moderatum' theoretical 

'generalisations' (Payne and Wilhams, 2005). Thus we should not, as qualitative 

researchers dismiss notions of Generahsability too quickly. I agree with Baxter 

and Eyles' argument; 

If qualitative research is to be used to initiate policy or improve the human 
condition then its findings - as stories - must resonate with others in wider 
society' (1997:180). 
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Throughout the course of my five year employment at these hospices I fan scores 

of workshops and educational events during which I talked with hundreds, i f not 

thousands of health care professionals, not least of which were individuals 

employed in the study setting. Participants at these events worked in various 

settings including hospices. Although I confine myself to practitioner accounts 

that derive .fiom the study setting, my broader experience suggests that the views . 

expressed in this study wi l l have resonance for all the voices that 1 heard over the 

years. For instance, in chapters seven and eight my critique is underpinned by a 

myriad of 'invisible' voices as well as those expressed by practitioners in the 

study's locality. Therefore, although this study was conducted in one regional 

location in Britaui it is anticipated that the observations and analyses developed 

wi l l 'resonate' with many others (Baxter and Eyles, 1997) and have broader 

application, contributing for example, to the ongoing general debate about 

hospices in terms of 'policy and resource allocation' (Randal and Downie, 2006: 

194), 'changmg models of hospice care' (Clarke, 1993: 5) as well as to debates 

about euthanasia and physician assisted suicide. 

Such generalizations are 'moderate'm 'scope - 'they are not attempts to 

produce sweepmg sociological statements that hold good over long periods of 

time, or across ranges of cultures and second they are 'moderately held' i.e. they 

offer a view that is 'open to change' which is 'unportant because it leads such 

generalizations to have a hypothetical character; they are testable propositions that 

might be confirmed or refuted through further evidence' (Payne and WilUams, 

2005:297). This requires that the researcher uses a 'broad range of evidence' 

(Payne and WilUams, 2005:303). To this end the research upon which this thesis 

is based employs document and textual analysis (e.g. statements, papers, reports, 

books written by prominent hospice advocates along with recorded mformation 
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that is transcribed and transferred to text); one in-deptb interview with a key 

'authoritative' figure - recorded and transcribed verbatim; participant observation, 

recorded informal conversations, dialogues, discussions, and derivatives of 

educational activity. By employing a range of methods a clear picture can be built 

up, allowing analysis of component parts as well as the surrounding context (de 

Vaus, 2001:231). Midtiple methods have been used not for the purpose of 

'triangulation' (Silverman, 2000:17) but to elicit as fiill an understanding as 

possible of the hospices in this locality and thus facilitate making 'modemtum 

generalizations' (Payne and Williams 2005: 296). 

An important aspect of qualitative research is to be reflexive about the 

process. This involves recognizing the position of the researcher, rejecting the 

view that we can research 'the ideal viewpoint and with the steady gaze of the 

notionally external observer' (Schratz and Walker, 1995:15). However, although I 

brought my own set of values and perceptions to the study which need to be 

acknowledged in the research process this is not to say that 'objectivity as a value' 

was not worth striving for (Williams, 2005). 

Value freedom is indeed impossible, but a version of objectivity that begins 
from values and is therefore situated within particular social contexts is 
possible. The key premise of my argument is that all investigative disciplines 
are rooted in social values, but one of these values must be that of objectivity 
for investigation to be possible. If natural and social science are desirable and 
possible enterprises, then objectivity must also be desirable and possible 
(Williams, 2005: 99). 

Once I embarked on this study I endeavoured to remam a 'disinterested observer' 

(Williams, 2005: 99). Although I camot claim 'value neutrality' i.e. to say that 

my own values have not entered into the research, I have, following Williams, 

attempted to 'embrace objectivity as a value'; a position he calls 'situated 

objectivity' (2005:117). Once I had embarked on my doctoral programme, 

sociological research underpinned my role inhabitation and I worked hard to 
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maintain a dispassionate stance to my observations. I. vfas a researcher with a 

unique opportunity to gather data ui an unusual setting and did not want anything 

cluttering my reporting of what are essentially 'sociological' observations and 

findings. 

M y own biases derived from what I perceived to be a disparity between 

the 'grand narrative' and micro practices as well as disparities between what 

practitioners said they did and what I observed them doing in practice. Had there 

not been any disparities, there woiild have been a completely different thesis. As 

Wolcott (2001: 360) observes 'there is no such thing as pure description... 

without some preconceived idea of what is to be described, there can be no 

description'. Therefore, the ability to be reflexive is crucial. This is a technique 

through which researchers tum the focus back on themselves to evaluate their 

uifluence on the findings and interpretations. I mauitamed a diary and reflective 

memos written throughout my observation period and following particular 

discussions with practitioners. I also had 'cooling off periods (Gold, 1958) as 

noted above. In addition I took time writing up the research findings which 

helped create distance between my 'self and the research setting so as to remain 

a 'disinterested observer' (WilUams, 2008). 

1.14 Ethical Considerations 

Permission was requested and granted to audio record all discussions/interviews 

that are used hi this thesis. This process was 'overt' and aU participants whose 

voice appears in this thesis have given then 'reasonably informed consent' 

(Nachmias and Nachmias, 1994: 81) for the material to be used and disseminated. 

I use the term 'reasonably' in the sense that I offered a 'fah explanation of the 

procedure and its purpose' telling respondents about their 'right to withdraw' 
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firom the study (Nachmias and Nachmias, 1994: 82). Rather than adopt long 

winded research jargon I simply said: 

'I want to learn about hospice fiom your experience. I would like to record our 
conversation so that we are fiee to talk and not be mterrupted by my note-taking 
and so that I can transcribe what we discuss accurately. I will write an account 
about yoxir experiences which you wiU see once I have completed my study. 
However, i f you would like a copy of this transcript in the meantime, you are 
welcome to see it. Please be assured you wi l l remain anonymous. Your real name 
wil l not be used because you wi l l be given a pseudonym. If you decide at any 
time that you don't want me to use this material you have the right to withdraw 
your consent. Just so you know I keep the cassettes safely locked in a cabinet in 
my home'. 

Throughout the thesis, all material derived fiom informal conversations, 

dialogues, discussions or teaching activity that uses hospice practitioner's words 

is in italics. Except in the case of my interview with Cicely Saunders who was 

allocated the letter S., all informants have been given pseudonyms, while the letter 

R. has been assigned to the researcher at ah times whose contributions are in 

normal text. 

Several participants did receive transcripts of our recorded discussions 

particularly those who made contentioiis remarks. This was important as it gave 

those individuals an opportunity to 'withdraw consent and to discontinue 

participation' in the study (Nachmias and Nachmias, 1994:82). This collegiahty 

was also an important aspect of this study as it enabled me to foUow up particiilar 

lines of discussion with certain practitioners so as to develop certain themes. The 

content of one particular classroom based workshop with six participants where 

the concept of'hoHstic care' was explored is used predominantiy in chapters 

three, five and six. This was audio recorded, transcribed and utilised to develop 

other workshops - a practice I had developed for small group activity over many 

years prior to my employment at the hospices. However, because of the manner in 

which these hospices were changing focus and following my interview with 
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Saunders I sought participant's permission retrospectively to use this material 

specifically for this study. I did this by giving each participant the transcripts I had 

produced fiom the workshop and by providing them with tune and opportunity to 

refiise permission for the material to be used in the thesis. (Two participants had 

already left the hospices but I had their contact details). Agam avoiding jargon 

respondents were told: 

Remember that workshop I rah earlier this year when we explored the way 
holistic care works in practice? You all gave me permission to record our 
discussions which I transcribed and used to develop, other workshops. Well my 
interview with Saunders last month made me have another look at the matters we 
discussed in that workshop and I woidd like to use the material for my research 
and later publication. Would you have any objections to this? I give you my 
assurance that you wi l l remam anonymous. You wi l l all be given pseudonyms. 
The reason I am giving you the transcripts is to remind you about each individual 
contribution which I would like you to take some time to consider. If you have 
said anythmg that you would prefer me not to use, or you feel I have been 
inaccurate please highlight this area and we can talk about it when we meet up. 

One month later I met with each participants in a neutral envuronment e.g. 

restaurant and, in the case of the two individuals no longer employed at the 

hospices, at their home, to discuss potential implications of my use of this 

material. Having assured each individual that they would remain anonymous and 

be given pseudonyms and that where they referred to someone's name or made 

other identifying remarks, these would be omitted, all workshop participants gave 

their consent for the material to be used. They also agreed to participate in other 

discussions with me (at a later date) which were recorded and transcribed and 

used variously within the thesis. To reiterate, throughout the thesis where names 

are used, it is not the person's real name, and italics are always used for any 

remarks or comments by informants. Material or words that have been omitted 

are denoted thus (...). I add [ ] to contextualise a comment or to make the 

meaning clear. Words that have been emphasised by informants are underhned. 
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Nevertheless, I do think there are multiple meaniags of any one situation, 

and therefore aware that the various responses I elicited from 'informants' did not 

necessarily give me direct access to their actual experience since I beheve they 

were actively constructing their own 'narratives' at any one time (Silverman, 

2006) which I tried to bear in mind when analysing field data since as Burke 

noted ' A way of seeing is always a way of not seeing' (1935:70). In addition, 

some respondents in this study reflect on and discuss aspects of their pmctice that 

occurred in the past which, due to 'distortions in memory may significantly 

contaminate the data', thus highhghting the importance of observing behaviour as 

it occurs (Nachmias and Nachmias, 1994:199). 

1.15 Ethics and Covert Research 

The ethical researcher is educated about ethical guidelines, carefully examines 
moral alternatives, exercises judgement in each situation, and accepts 
responsibility for his choice (Diener and Crandall 1978 cited in Nachmias and 
Nachmias, 1994: 78) 

The fact that I was undertaking research was not hidden from employees in these 

hospices. What was concealed because I felt it would contaminate the data was 

that fact that I was covertly observing their behaviour. However, I did not use 

'deception to gam access to observations that the researcher would otherwise have 

been denied' (tSfachmias and Nachmias, 1994: 77) since as I noted above, I had 

free reign to move about these hospices and therefore could not help but observe 

things. I was not exposing participants to 'substantial risks' or request that they 

'forfeit personal rights' and thus did not consider that I needed to seek written 

'mformed consent' to imdertake my observations (Nachmias and Nachmias, 1994: 

79). Nor were staff the 'primary units of observation and analysis' per se since my 

interest was concentrated on how the grand narrative was translated into practice 
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not in pointing out which individual did what. M y observations served as a means 

of getting at explanations about how practitioners 'practiced' hospice philosophy. 

Nevertheless, some individuals who came under my research 'gaze' were not 

properly aware of the nature of my research; 'had not agreed to participate in the 

study arid thus had not exercised folly informed consent' (Nachmias and 

Nachmias, 1994: 77). To justify this, borrowmg from Reynolds (1979) if, there 

were full information, there would be no reason to conduct the research - research 

is only of value when there is ambiguity about a phenomenon (cited in Nachmias 

and Nachmias, 1994: 81) and as noted earlier above there have been concerns that 

some hospices were imable to maintain the 'high ideals and standards' espoused 

mthe grand narrative (Abel, 1986, Seale, 1989). 

Let me be clear that ethical decision-making is not a dispassionate 

pursuit or an objective enterprise and it would have been no surprise i f I was 

caught between what I though ought to be the case and what was the case. After 

weighing the options I decided to carry on taking notes and thus begin covert 

fieldwork. This seemed the only reahstic option i f one were to explore what 

happens in hospice as opposed to what proponents or practitioners want us to 

think happens (Seale, 1989). However, having made the decision m principle to 

conduct covert observations, I had to face its practical imphcations. M y primary 

concerns were a mixture of acute attention to fieldwork and a handling of 

discomfort about the way some of my colleagues behaved. Other research 

methods do not present these risks of participant observation. Unlike 

experimental, questionnaire and other more controlled research methods, covert 

research is equivocal; those who are being researched control the situation as 

much as, i f not more than, the researcher; and in this settmg 'control' was a 

significant factor. When the subject of the research is a health service provider 
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definition of limits of ethical tolerance is significant. Codes of ethics such as those 

adopted by the professional associations for social scientists, deal with predictable 

and planned research, conditions that are not present in fieldwork. 

Any participant observer, overt or covert, intervenes in the research 

situation. The poiut is to know how and its consequences. Covert research is 

stressfiil and this has to be managed to the researcher's advantage. I tried to use 

my situation to heighten my awareness regarding what was happening around me, 

especially when sfcressfiil incidents occurred. I endeavoured to sustain as 

systematic an approach to the collection of data as I could manage. Certainly 

incidents occurred that affected me personally but my interest was focused on the 

mxmdane aspects of hospice life. Situations that might inspire sensational 

headlines did occur but I took seriously Williams proposition that 'objectivity 

pursued as a methodological value wi l l use the best known means possible to seek 

the truth about the properties of the objects of interest' (2005: 111). The argument 

that all individuals have a 'right to privacy', i.e. fieedom fiom observation, 

investigation and subsequent publication based on an investigation is persuasive 

but needs qualification when apphed to any individual or organisation ofiering the 

public a service. 

The freedom of the individual to pick and choose for himself the time and 
circmnstances under which, and most importantiy the extent to which, his 
attitudes, beliefs, behaviour, and opinions are to be shared with or withheld from 
others (Nachmias and Nachmias, 1994: 83). 

In the case of hospice, all previous research has been overt. This might explain the 

neglect in the literature of discussions about actual organisational culture in 

hospices as opposed to the 'ideahsations' that conunentators want us to 'imagine' 

/5the case (Rose, 1999) especially regarding the ethical tensions that arise in 
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clinical practice. As Jenniags, in his critique of the ethics of hospice and palliative 

care, argues: 

We can no longer regard the movement's conmaitments as 'self-evident, 
noncontroversial, and in need of little exphcit analysis and examination. On 
the contrary, there is an urgent need for a more rigorous analysis of such 
taken-for-granted tenets as the 'prevention and rehef of suffering', 'death with 
dignity', and the 'good death' (Jennings, 1997:2). 

But how is this to be achieved? In my view, an effective research strategy had to 

penetrate hospice's protective shield since when things are 'taken-for-granted' 

they seem perfectly natural to the people who do them or thmk them. I consider 

that my education practice provided excellent opportunity to explore, question and 

analyse the tenets to which Jennings refers and to use that role to observe 'what 

happens' in hospice. Indeed I doubt that I could have obtahied such quality data 

had I chosen other research methods. Although my approach may not be what 

Jennmgs had in mind perhaps my observations wi l l provide the mipetus for others 

to develop some of the themes identified in this thesis. 

Moreover, hospices are 'public' buildings; in other healthcare settings staff are 

accountable for they way they operate and there are systems in place for 

monitoring practice; systems that were absent when I joined these hospices. 

The proHferation of hospices has been in advance of adequate 
evaluation studies of the services they provide and it may be that the 
'movement' has been able to build around itself an aura of high qiiality 
provision which has yet to be demonstrated empirically (Clark, 1993:4). 

That situation had not altered significantly when I conunenced this study. Doyle 

(1997) a palliative care consultant, gave a scathing address at a conference 

addressing the Future of Hospice and Palhative Care where he made the followmg 

comment: 'When I travel around so much I perceive so much self-satisfaction, so 

much smugness, so much complacency that is, I think, dangerous'. For me there 

was no conflict between the 'right to research and to acquire knowledge' and the 
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right of individual research participants to self-determination, privacy and dignity' 

since the latter are providing a public service and thus constrained by laws that 

apply to all members of society (Nachmias and Nachmias, 1994: 79). If too much 

weight is given to 'right to privacy' this gives practitioners (caring for vulnerable 

patients ) free reign to behave as they please and in some cases, as wi l l be shown 

in this thesis to behave unethically. 

Researchers have the obhgation to weigh carefully the potential benefits or 
contributions of a proposed project against the costs to individual participants. 
Such costs may include affronts to dignity, anxiety, embarrassment, loss of trust 
in social relations, loss of autonomy and self-determination, and lowered self 
esteem. The benefits of a study are potential advances in theoretical or apphed 
knowledge, gains to the research participant (including monetary 
compensation), satisfaction in making a contribution to science, and better 
understanding of the research phenomena (Nachmias and Nachmias, 1994: 78). 

I did not impose a 'limit to fieedom' on any participant in this study (Robson, 

1995). Nevertheless the matter of 'secrecy' in covert research and its associated 

ethical impHcations are abhorrent to some researchers. Field and Morse (1985) 

view covert research as 'indefensible' while others take the view that; 

There are very serious, perhaps damming, ethical problems in all covert 
research i f the presiimed immorality of deception is the overriding concem. 
Deception is no less present in public and open setting research than in 
preplanned, 'deep cover' research in closed settings. On the other hand, i f 
other concerns are also important (for example, lack of harm to those 
researched, of the theoretical importance of a setting which can never be 
studied openly), then we can find no more justification for abohshing all deep 
cover research, preplanned or not, than for abolishing secret research in public 
settings (Loftland and Loftland, 1984:23). 

The case for covert research is strengthened by the position the hospice movement 

has assumed in our society. Compared to the size of the NHS the hospice 

movement is small but very powerfiil. Most hospices are charitable organisations 

operatmg outside the NHS relying on the financial support of a public that view 

them as 'havens of peace' staffed by 'angels' (Ahmedzai, 1994:121). In recent 

years well placed hospice proponents have been makmg increasmg financial 
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demands on the NHS, requestmg government to divert more, funds to hospice. But 

are such demands warranted? Could the activities undertaken by hospices be 

performed elsewhere within mainstream settmgs? Are they? Writmg about the 

benefits (or otherwise) and cost effectiveness of the hospice approach Randall and 

Downie (2006) refer to the 'lack' and in some uistances the 'absence' of research' 

undertaken by hospice and palliative care proponents speculating that; 

This work may not have been undertaken because a considerable proportion of 
the fimding for specialist palliative care services (inore than 50 per cent) 
actually comes from charitable sources, not pubhc fimding. Where palliative 
care services are not funded either by the taxation or insurance, the benefit 
derived fiom resources may be less closely scrutinized. Charitable trusts are 
able to use their funds in whatever way they consider best (Randall and 
Downie, 2006: 89). 

Yet, however independent they might seem, or perceive themselves to be, 

hospices are constrained by the rule of law, a constitutional restriction on their 

right to privacy but one they endeavour to neutralize by mamtammg a protective 

organisational culture. When institutions are overprotective, their members restrict 

their right to privacy; it is crucial they are researched. The covert researcher of 

hospice works within a powerful and influential organisation that begs revelation 

of its public and private face by first hand observation. 

As Whyte (1943) put it in his classic study of gangs in a Chicago slum; I 

also had to learn that the fieldworker cannot afford to think only of learning to 

live with others in the field, he has to continue living with himself Covert 

research and the ethical questions it raises create conditions of stress within which 

the sociologist has to 'live with himself, or, m my case, herself For me, there 

were tensions that stemmed fiom working with people who seemed to lack values 

regarding management or clinical practice. So what, you might say, the world is a 

nasty place? Yes, but I had to take some responsibility for the manner in which 

these people worked since my role concerned their 'fitness to practice'. I retreated 
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firom difficult situations sometinies because I had been 'marginalized' by 

management and at others when I perceived I had no control. For instance, there 

were times when I was prevented fiom sanctioning a practitioner whose conduct 

exceeded the bounds of acceptability. Which should have priority - the comfort of 

the researcher or the longer term gains of research? I decided to sit out the 

discomfort, record the data, wait to publish an analysis and then try to influence 

reform. Certain individuals with whom 1 worked cannot escape moral 

responsibility for their acts or omissions; neither can I. Writing about hospice, 

however, making my data available, and other means of engaging iu attempts to 

change policy wil l hopefully provide a continuing context for working through the 

difficult moral issues posed by my research and my personal responsibility for the 

covert stance of my observations. 

A more important concem for me once I'd left the hospices, was to 

protect the people about whom I would write. Some informants made extremely 

contentious comments about sedation practices at these hospices. How should this 

information be handled? Were they bemg naive or unprofessional? (Cant and 

Sharma, 1998: 244). M y ahn was to guard agamst undeserved harm being caused 

to them and some practical steps were taken to this end. This brings us to a serious 

matter that I had to consider - the potential possibUity that certain 'judicial or 

legislative' authorities might 'subpoena' information (Nachmias and Nachmias, 

1994: 86) acquired during this study particularly as it pertains to 'sedation 

practices' discussed in chapter eight. The purpose of includmg this information 

was not to create a witch-hunt of any particular individual(s) but to prompt more 

realistic debate about a topic proponents of hospice have placed 'otf-limits' i.e. 

eutiianasia and physician assisted suicide (Caplan, 1997:17). Firstiy, safeguards 

fiom harm; - (A) whenever I refer to my hospice research, all place and 
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identifying names have been changed in the interest of anonyinity.For maximum 

protection the data has been anonymised beyond the level of the region so that 

mdividual respondents cannot be traced; (B) secondly, steps have been taken to 

ensure the security of the data by separating 'identifying information from the 

research data' (Nachmias and Nachmias, 1994: 86) e.g. the codes that Unk certain 

data to particular individuals have been separated and stored in different safe 

places; (C) thirdly, I have used 'crude report categories' within the thesis to 

protect individuals within the teams whose numbers are small, e.g. social worker, 

therapists such as occupational, Diversional, complementary or physiotherapist 

mamtenance person, secretary, chaplain, (Nachmias and Nachmias, 1994: 87). 

Therefore, aside from using terms such as nurse, healthcare assistant or doctor, all 

other employees are referred to by generic terms such as allied health professional 

or ancillary worker rather than specific occupation. When the findings of the 

study are disseminated I wi l l take fiarther steps to thwart any 'ability to match 

certain information with the identity of research participants' (Nachmias and 

Nachmias, 1994: 85) and thus 'protect them fiom those who read such narratives 

to discover who's who and who did what to whom, thriving on and filling their 

own emptiness through others' secrets' (Nafishi, 2003: author's note'm Reading 

Lolita in Tehran) by excluding certain information fiom publications (Nachmias 

and Nachmias, 1994: 85). (D) fourthly, when preparing this thesis for submission 

and fiiture publication I took into consideration the fact that medical records are 

destroyed after eight years and thus records about the events that are discussed in 

chapter eight are now non-existent. Nevertheless, in the final analysis I am 

prepared to follow in the footsteps of Russel Ogden (who undertook research on 

AIDS and assisted suicide m Canada m 1994) who was found'm contempt of 

court for refiising to breach an undertaking of confidentiality to his research 
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subjects, who m law, would be guilty of murder, or aiding and abetting a suicide' 

(Voluntary Euthanasia Society Newsletter, 1996:16). The court later ruled that 

social science researchers have a qualified privilege to maintain confidentiality on 

the basis that such research constitutes a significant contribution to society, a 

privilege I am prepared to assert. A different risk to the sociological conmiimity 

also had to be considered: it might be said that sociologists cannot be trusted! This 

is a risk I have been prepared to take and wi l l defend rigorously. The final 

research account wi l l be published as well as presented in a form that is accessible 

to hospice practitioners through contacts made at regional and national level and a 

database of contacts which has been maintained throughout the study. 

1.16 Conclusion 

This thesis is an historical study with the 'grand narrative' of hospice as its focus. 

It is a way of using history to understand present practices; a perspective that 

attempts to bring certam questions into view. The main focus is on second and 

third wave developments where my basic categories for observational purposes 

were provided by the 'grand narrative' of 'modem' hospice i.e. the three goals of 

hospice. Quite simply, do they or do they not happen in practice? If they do occur 

in practice, how and in what way does this manifest? If the goals are not 

achievable in practice; what are the obstacles to their realisation? I am looking 

for 'gaps' in what was considered true - i.e. for any mismatch between theory and 

practice or 'rhetoric and reality' (Lawton, 2000). To that end, observation of 

practitioners in action along with dialogues with those same practitioners whose 

job it was to translate the 'grand narrative' into practice enabled me to determme 

whether the'goals'were achievable within these hospices. M y education 

practice provided both pedagogic and research 'instruments' with which to gather 
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mformation at micro level in order to highlight pattems of regularity or difference 

between the grand narrative and practice. 

By describing and analysing what my colleagues took-for-granted m this 

thesis I am able to demonstrate they accepted an 'imagined' (Rose, 1999) view of 

hospice work, a contestable version of 'reality' laced with the potential for 

illegahty and error. This is not argued from the evidence of one or two dramatic 

incidents but a myriad of views coloured by my wider experiences within this 

arena and observations of the routine and comumonplace. Social science, so 

conceived, blows a whistle on the safety of the taken-for-granted structures and 

contours of the hospice world. The appearance of hospice work is not its reality, 

and porteayals of this world by leaders, proponents and writers wil l be shown to 

be error, at the level of practice for these particvdar hospices and at macro level in 

terms of hospice's ideology. This research, carried out from the uaside, penefrated 

the surface appearance of the world of hospice to reveal a rather different reality, 

ff academic curiosity was a driving force for my research, that curiosity was 

tempered by moral concem to weigh up hospice practice and, in the longer term, 

to change it. 

I have deliberately chosen to take a particular viewpoint that does not 

valorise hospice. A view, absent from the vast hterature on hospice with a few 

exceptions, e.g. Clark, (1997b,1999), Lawton (2000), (McNamara 2001) and the . 

more recent critique of the philosophy of palliative care by Randall and Downie 

(2006). This thesis then is a challenge to hospice, a reftisal of the story proponents 

have told and continue to tell about their activities. What I am doing is exploring 

what has been 'taken for granted' in the history of hospice and subjecting it to a 

kind of scrutiny which is absent in the hterature on hospice. 
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In this chapter I have attempted to be clear, coherent and transparent as 

regards the methodological and theoretical perspectives that inform my approach 

to this study and I have justified and outlined my approach. I have indicated the 

qualitative methods to be used, drawing attention to theh strengths and 

weaknesses. I have also highHghted peculiarities of this study such as the adoption 

of a covert approach to observation and outiined the various steps involved in data 

collection. Additionally, I addressed ethical issues and the position of the 

researcher. I have provided mformation about the theoretical framework of 

analysis which incorporates sociological literature deriving from perspectives 

such as govemmentality, knowledge communities, professionalization and 

medicalisation as well as practical details of the methods of analysis. Having 

explained the research design and theoretical perspectives utilised, the next 

chapter wi l l present the first element of textual data analysis. Chapter two 

explores the historical landscape where dying came to be viewed as a problem in 

British society with hospice presented as a solution to that problem. 
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Chapter 2 

. Hospice in a Historical Context 

It is culture, not nature, that draws the line between defilement and 
purity, clean and filthy, those crucial boundaries disgust is called on to 
police (Miller, 1997:21). 

2.1 Introduction 

My first key question in this study investigated 'How and when did certain 

'authorities' m British society begin to view dying as a 'problem' to such an 

extent that a special place called hospice was established? (Rose, 2003:20). To 

answer that question I explored the social landscape that led to its emergence in 

the late 1800s, a period I call 'first wave'. I then move on to explore how a 

'second wave' of developments following World War Two led to hospice 

becoming a social movement within which a 'grand narrative' was created about 

the 'proper' way to^provide care for dying patients. Adopting the nomenclature 

'palliative care! by hospice proponents in the late 1970s prompted a 'third wave' 

of developments that led to the creation of a new medical sub-specialty -

'palliative medicine' - and over tune a shift away fiom dying towards a concem 

with symptom management becomes evident. The chapter concludes with a 

synopsis of developments between the nineteenth century and the present. 

2.2 Population Health 

From the late seventeenth century political and mercantilist goals underscored the 

widespread belief that a nation's population was its most valuable natural resource 

in need of protection: 'This notion prompted initiatives to enhance the 

productivity of citizens and health played a crucial role in this quest. Workers had 

to be protected from disease or injury since these conditions represented direct 
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losses to community well-being and wealth' (Risse, 1999:236). Much like today, 

'preventing sickness through traditional dietary and behavioural means' (Rather, 

1968, Niebyl, 1971) lay at the base of a comprehensive programme that stressed 

'envhonmental hygiene and proper lifestyle' (Coleman, 1974). 

The concem with population health coincided with the expansion of 

clinical medicine Within the new Enlightenment framework the task of bringing 

illness prevention and medical therapy to the masses represented a dramatic break 

with previous less optimistic views of the human capacity to tame diseases. It also 

represented a 'significant expansion' of the role previously assigned to medical 

practitioners. Society would henceforth become 'increasingly medicalised' 

especially in light of deteriorating health conditions brought on by population 

growth and urbanization (Risse, 1999:237). The underlying premise was that 

sickness could be controlled, removed, and even prevented by the conscious and 

dehberate apphcation of enlightened views concerning health and disease. By the 

eighteenth century: 

A reductionist medicine emerged in parallel with early capitalism 
because people were constructed as machines in the production process 
which had to be repaired (Armstrong, 1986: 34). 

Hospitals became hving laboratories providing the 'necessary human tools for 

advances in clinical medicine and pathological anatomy' with institutional cross-

mfection and persistent high mortality (Risse, 1999: 330). In the 'controlled' ward 

environment's many people 'alive and dead were selected for systematic study, 

classification and dissection' (Risse, 1999: 330). As a 'strategy' (Rose, 1999) to 

'achieve greater diagnostic certainty and improve professional identity' these 

investigations relied on the discomfort of poor hospital patients whose privacy 

could be violated m the quest for new knowledge' (Risse, 1999: 330) and treated 
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as 'no more than clmical research material' (Richardson, 1988: 50). Foucault 

alerts us to the morahty of using ppor patients in this way: 

By what right can one transform into an object of clinical observation a patient 
whose poverty has compelled him to seek assistance at the hospital? He had 
asked for help of which he was the absolute subject, insofar as it had been 
conceived specifically for him; he was now required to be the object of a gaze, 
indeed, a relative object, suice what was being deciphered in him was seen as 
contributing to a better knowledge of others (Foucault, 1989:101). 

Hospitals became the central space for the creation of new medical knowledge 

through the application of the medical 'gaze' (Foucault, 2003: 83) 'the source of 

medical certainty and professional authority' where the human body 'was reduced 

to a collection of organ systems and tissues in constant flux' (Risse, 1999:331). 

These practices serve as a reminder of the manner in which 'professional' 

knowledge is constructed i.e. that a profession's 'knowledge base' is not a 'pre-

given' to be taken for granted (MacDonald, 1995:160). The 'techniques' used by 

professions such as medicine are intertwined with knowledge in such a way that 

the exercise of power is also an information-gathering procedure (Rose, 1999). 

For example, physicians kept 'extensive notes on each clinical case' and ' in 

separate columns hsted dates, signs and symptoms, pulse and appetite, bodily 

discharges, food and drink recommendations and drug prescriptions' (Risse, 1999: 

251). 

The establishment of teaching hospitals in the late eighteenth century can 

be viewed as a 'pivotal point for conceptualising the body' (Lupton, 1995:23) as 

we came to understand it in contemporary society - an 'anatomical-clinical 

synthesis' that became both the 'hallmark and the shortcoming of modem 

medicine' (Risse, 1999: 331) as it displaced the role of the patient narrative in 

preference for the professional's own. 'What hitherto had been lackmg, the very 

practice of the art, the observation of patients hi their beds' was to become the 
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new medicine' (Foucault, 2003: 83). This represented a 'shift in medical 

epistemology from theoretical concerns and hypothetical reasoning to expanded 

empirical bedside observation' (Risse, 1999:252). 

As the Victorian age dawned in Britain, medical research became a 

popular field of study. Significant innovations in the research and treatment of 

disease were seemingly achieved, but honically disease remained rampant. 

Doctors depended on their successes to gain fimding for fiirther research, and 

while trying to confer the gift of immortality nothing was more embarrassing than 

a hospital full of dying patients. Consequently, 'workhouses were crowded with 

the chronically i l l , dying and disabled and, to the relief of this new breed of 

professionals, it kept them - out of sight - out of mind' (Manning, 1984:40, 

Risse, 1999). 

2.3 Social Danger 

The concept of the workhouse, or 'house of industry', had been devised to 

discourage people fiom seeking assistance and enormous stigma was attached to 

them. However, the 'measured dispensing of relief was a usefiil technique of 

control, in that 'hand-outs should have strings attached notably that to accept 

relief shouldmeanlossofliberty'(Porter 1990:131) - in other words, enter the 

workhouse, described by Jeremy Bentham as 'a mil l to grind rogues honest, and 

idle men industrious' (cited in Porter, 1991: 131). Assistmg the poor is a means of 

'government', i.e. steering conduct, 'a potent way of contaming the most difficult 

section of the population and improving all other sections' (Marbeau, 1847 cited 

by Procacci 1991:151). Confmement in a workhouse offered a 'new solution' for 

managing problematic social issues caused by transformations in social structures. 

It was 'new'm the sense that *for the first time purely negative measures of 
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exclusion were replaced by a measure of confinement; the imemployed person 

was no longer driven away or punished; he was taken in charge, at the expense of 

the nation but at the cost of his individual liberty' (Foucault 1991:130). 

"Their maiu "success" was custodial - they shunted paupers out of sight' 

(Porter, 1991:131). They have been described as 'a rubbish tip including the very 

young and aged, the chronic sick and infirm, rogues, vagrants and village 

simpletons. Many were unemployed because of 'trade slumps' and the death rate 

was extremely high (Porter 1991, Richardson 1988). Although the problems of 

poverty 'were entirely different in cause and extent' the Enghsh system of 

workhouses was implemented in Ireland in the latter part of 1838 following the 

NichoUs report (O'Connor, 1995: 60). 

2.4 Divine Providence or Chance? 

In 1834, the Sisters of Charity established and ran a hospital m Dublm - St 

Vincent's - so that 'the poor could access what the rich could purchase for 

themselves' (Atkinson, 1925). This was the first CathoKc hospital in Ireland, all 

others bemg run by Protestants. The 'inspiration' for establishing St Vincent's 

was to provide a 'refiige' fiom the 'appalling conditions' endured by 'poor' 

Catholics as witnessed by the nuns when they undertook domiciliary visits and 

because Dublin's existing hospital service was 'totally inadequate to the needs of 

the city'(Atkinson, 1925:146). However, because of developments in medicine, it 

was not long until those same 'poor' patients were being discharged into a social 

system lacking a support network. St Vincent's hospital, along with other 

'chance' occurrences (Hacldng, 1991) created conditions conducive for the 

emergence of an institution solely for the dying. For example, the winter of 1879 

witnessed a typhoid outbreak in Dublin. A novice working as a nurse in St 
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Vincent's contracted it and brought it back to the overcrowded convent where the 

sisters hved on the outskirts of the city. Simultaneously, weather conditions were 

extreme and the sewers at the convent froze. This helped to spread the disease, 

resuhing in the infection of sixteen nuns and although none died it concentrated 

the mother superior's mind that the sisters needed larger premises in which to hve 

(Butler, 1981; 125). Shortly afierwards the nuns did move, leaving an empty 

buUding which was subsequently transformed to create a hospice for the dying. 

The role of 'chance' is often overlooked in historical accounts and the above 

events would have been regarded by the mms as 'divine providence' i.e. God's 

wil l , but as HacMng asserted 'I am interested in the growth of the possibility that 

real chance exists and is part of the underlying structure of our world (1991:187). 

If not for the weather conditions, combined with typhoid, at this historical 

juncture hospice might not have emerged in the form we have come to recognise 

at all. 

2.5 First Wave: Hospice for the Dying Emerges 

In 1879 'Our Lady's Hospice for the Dying' officially opened. Although a 

hospice had been established by the same order of nuns in Austraha in 1834, this 

is the first time the word hospice was Imked directly with the word dying in this 

part of the world and was intended to mean - a resting place in the journey of life 

before the final stage of passing into eternity (Atkinson, 1925). 

It is not a hospital, for no one comes here expecting to be cured, nor is 
it a home for incurables, as the patients do not look forward to 
spending years m the place. It is simply a "hospice" where those who 
are received who have very soon to die, and who know not where to 
lay their weary heads, where patients are surrounded by religious 
consolations (cited by Goldm (1981: 390) from 1893 text by 
O'Carrigan, 1977). 
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We can surmise from this that the 'identities' of patients were constructed within 

a rehgious discourse, i.e. death is not a terminus - patients were joumeying to 

another life beyond this earthly one in 'a haven of peace and rest where they can 

prepare for the last voyage' (O'Donnell, 1981: 30). Like their ancestor the 

infirmary, hospice enabled the nuns to 'reclaim the souls' of the dying whilst 

attendmg to then bodily needs (Risse, 1999:237). 

The nineteenth-century hospice ushered m an era of recognition of dying 

as a.process and the institutionalisation of that process (Humphreys, 2001:150). 

Newspaper reports hailed the opening of the hospice as 'a unique charity' and 

'one previously unknown in these islands, or indeed in the neighbouring 

contmenf (Butler, 1981). 

It is truly a work of the noblest charity.. . Solitary, miserable, 
uncared-for death beds are too conamon even in this Christian land, and 
yet all who ever seriously think of death, cherish in their hearts this one 
hope, that in their last hours they may rest in an atmosphere of 
religious peace (The Freeman's Journal, Dublm, December lO*** 1879). 

2.6 The Fabrication of Dying as a Problem 

The patients xisually came fiom poor tenement houses where in noisy, 
crowded, disagreeable surroundings there was no peace or quiet to 
prepare for death (Hospice Report, 1882 cited iu Butler, 1981:130). 

This 'official' quote provides us with a clue about the construction of a 'problem' 

during a particular historical period and the articulation of that problem as a focus 

for some form of remedial action. The 'explanatory' language used helps the 

reader to 'visuaHse' who is to be helped - or 'govemed' (Dean 1999:30) - as 

well as implyuig that individuals who could not prepare for death were having 

'bad deaths'. Hospice as a distinct institution represented a new 'solution' to the 

predicament of dying at this historical moment. 
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The development of hospice might be viewed as a 'dividing practice' 

separating the hving from the dying, corpses being particularly offensive to both 

sight and smell. At that time corpses were feared and blamed for the spread of 

disease and 'excrement, mud, ooze, and corpses provoked panic'. 

This anxiety, flowing from the peak of the social pyramid, sharpened 
intolerance to stench. It fell to the sense of smell to destroy the 
confused issue of the putrid, to detect miasma iu order to exorcise the 
malodorous threat (Corbm, 1994:230). 

Such miasma would not have been difficult to detect in and around Dublin 

tenements hi the latter part of the 1800s as the following quote aptly indicates: 

The lanes and streets are fiUed with filth in Ringsend and Irishtown; 
there are no sewers; no attention is paid to the ventilation of houses, 
and the poor are obliged to buy even the water which they drink; it is 
often of the worst description, and tends to promote disease as much 
by its scarcity as by its quality. The poor have no bed clothes; we have 
often seen them exphe on dirty straw, and are frequentiy obliged to 
furnish them with covering before we can approach to administer to 
theh wants (Aikenhead, 1833 cited m Atkinson, 1925:134-5). 

Is it possible that the establishment of hospice represented a means of 'gathering 

up' of offensive material from public spaces, to shield the eyes and sensibilities of 

those most likely to be offended by such sights and smells? - the then growing 

middle classes. Any attempt to reduce the number of these visible 'eyesores' from 

the streets would most likely have been applauded by those whose developing 

sensibilities might be offended (Rugg, 1999). 

What can be observed is simply that "delicacy" or rather, the threshold 
of repugnance — was advancing. In conjunction with a quite specific 
social situation, the structure of feelings and affects was first 
transformed in the upper class, and the structure of society as a whole 
permitted this changed affect-standard to spread slowly (Ehas, 2000: 
98). 

Smce the sisters targeted 'the poor' as recipients of theh benevolence, might it be 

possible that the establishment of hospice enabled the nuns to clear 'dirt' off the 

Dublin streets just as theh ancestors did with vagrants in the 1700s? This is 
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speculation since the claims made in 'official' accounts are contradictory.and 

merit further probing. The point to note is that only certain kinds of dying were 

visible on display at this historical juncture those who were poor; and this 

visibility was only evident to those who ventured among them. The middle classes 

could afford to have home visits from a doctor so their dying was more private. 

2.7 Techniques of Judgement 

Apart from 'enclosing' and separating dying patients from others in a 'special 

place' (Loftland, 1978), what 'techniques of judgement' (Rose, 1999) were used 

to determine who should be admitted to this uistitution called hospice? 

While the workmen were still busy at the house, and long before the 
date fixed for its opening, the sisters were asked to admit two very 
deserving patients, a yoiuig medical student, aged twenty-four, and an 
elderly lady who had been a govemess for years. Both were in the last 
stages of consumption, and both reduced to extreme poverty 
(Atkmson, 1925: 435). 

So not the poor fiom 'tenements', since some people were more deserving than 

others - indeed, 'very deserving'. A new discourse about the 'poor' had arisen 

separating those perceived as 'deserving' - the 'industrious' or those amenable to 

'moral' teaching - from those perceived as 'undeservmg' e.g. forced to rely on the 

Poor Law for economic and medical assistance, which included those who were 

chronically i l l or incurable. Victorian Britain developed 'distinct class-bound 

death cultures' which 'can be traced to the early 1830s' (Richardson, 1988:262) 

and society developed strong ideas pertaining to the respectabihty or otherwise of 

mdividuals. Ehas (2000) alerts us to the 'civilizing' social psyche that was 

developing in an historical period within which, to be civilized meant, along with 

being polite and good mannered, being clean, decent and hygienic in personal 

habits, traits which the poor certainly did not display suice the nuns were 'obhged 
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to furnish people with covering' before they could attend to them (Aikenhead, 

1833 cited m Atkmson, 1925:134-5). 

From its inception first wave hospice defined itself by the people it 

excluded offering us a flavour of the mindset of the time. Unlike theh ancestors in 

the 1700s, incurables who might be classed as 'shocking to the sight' were kept 

out in favour of those whose disease remained invisible within the boundaries of 

the body 'out of consideration' for 'others' (Atkinson, 1925). 

The only qualification for admission is that a patient should be 
suffering from some incurable disease and that his or her expectation 
of life should be of short duration. It is not customary, except on rare 
occasions, to admit those suffering from infectious diseases, mental 
disorders, chronic paralysis, and some forms of external cancer. These 
restrictions have been imposed out of consideration for the patients 
aheady hi the wards of the Hospice and because of lack of suitable 
accommodation for theh reception (O'Farrell 1945:45). 

In other words, the hospice catered for more manageable patients. The rooms 

vacated by the novices were usually reserved for private (fee paying) patients and 

not for the ordinary, but 'deserving', poor who were placed in large open wards. 

In this way, space was utilised in a manner that enabled the nuns to keep patients 

withhi theh field of vision or 'common 'plane of sight' (Rose, 1999). The two 

'very deserving' people above were offered 'rooms' because the wards were not 

ready for habitation. So, as well as criteria for admission there were also criteria 

for positioning within this enclosure. Consider the followmg descriptions of the 

building: 

With bright sunny wards, trees and bhdsong without, an atmosphere of 
peace within, the dedication of the sisters, the comfort of the patients 
assured with tastefiilly curtained beds (Evening Telegraph, Dublin, 
June 16^ 1880) 

The dehcately tinted walls, the white enamelled bedsteads, the dainty 
screens, the flowers, which always seem to be there in profiision, all 
contribute to make the hospice a smgularly pleasant and home-like 
mstitution (A visitor's comment recorded m the Hospice Annals 1880). 
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Now contrast these with a description of hospitals of the same period 'Cold, 

naked, clean, half-workhouse and half-jail (Henley cited m Goldin, 1981: 391). 

Although not explicit,, each of the above descriptions alludes to the privacy 

accorded patients through the use of 'screens' and 'curtains'. Such privacy in 

hospitals was unheard of at the time. What might have been happening then? 

Bearing in mind the social conditions in which the 'poor' were said to live at that 

time (one third of the population of Dublin's inner city lived iu single room 

accommodation), and the way they were perceived, the 'pleasant and homelike 

institution' referred to above would have been nothing like the tenement homes 

the 'poor' mhabited. Screens might be viewed as a 'disciplmary' strategy i.e. 

space ordered in particular ways to maintain order by separating individuals. 

However, it is equally feasible that the 'smgularly pleasant and 

homelike' hospice reflected a particular kind of home inhabited by certain kinds 

of people, e.g. those who were 'respectable' thus deserving - i.e. the middle 

classes, who, by this epoch, developed a certain 'delicacy of feelmg' (Elias, 2000: 

98). Such persons would likely be 'embarrassed' by any lack of privacy which 

etiquette of the period demanded, e.g. 'that all natural functions should be 

removed j&om the view of other people' (Elias, 2000:115). Since the nuns were 

drawn firom the middle classes (they had to pay a dowry to enter the convent in 

those days) they were able to model their hospice along the lines of their own 

'singularly pleasant' homes. It is clear then, that the nuns had a very specific kind 

of'poor' person hi mind irrespective of claims in 'official accounts'. 

Another 'technique of judgement' usefiil for monitoring 'conduct' was 

confession. A 'good death' at this historical juncture whether Catholic or some 

other brand of Christianity meant having tune to 'prepare', i.e. spend tune in 

spiritual contemplation so as to achieve 'salvation'. Taking a lead from their 
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medieval predecessors a practice central to 'preparing for death' for Catholics was 

that of 'confession' (normal discourse in Catholic Ireland) viewed as a means of 

achieving forgiveness for earthly transgressions and thus a 'good death' seciire in 

the knowledge of a place in heaven. The last sacraments also included anointing 

the body with special oils to ward off evil, h i Britain the evangelical movement of 

the nineteenth century revived the Christian ideal of the 'good death' which can 

be traced back to the medieval tradition of ars moriendi — the Christian art of 

dying well. However, this ideal could only be aspired to by those occupying 

certain social strata. Contrary to assertions in 'official' accounts that infectious 

cases were not admitted to the hospice, the majority of patients between 1879 and 

1915 suffered from 'consumption', which had 'no pity for blue eyes or golden 

hah (Butler, 1981: 133)- i.e. TB (70%) - with the rest having other diagnoses 

including a few cancer patients (Atkinson, 1925, Butler, 1981, Healy, 2004, 

Humphries, 2000). Since dying from TB was a prolonged process there would 

have been ample time to 'prepare the soul' for the afterlife. 

2.8 Dissection 

Yet, a noteworthy factor relevant to our discussions in this thesis remains silent, 

below the surface or has just not been articulated in 'official' accounts. By this I 

mean dissecting practices which were rampant at this historical moment. The 

Sisters of Charity asserted that the hospice was established to cater for the dying 

poor purely because they were poor, yet they prioritised the 'deserving' poor. I 

remain unconvinced by theh claims to altruism especially in light of fiuther 

indignities which complemented confinement practices during the nineteenth 

century as cogentiy iUummated by Richardson (1988). She argued that the 

Victorian poor did everything they could to avoid the harsh hidignlty of entering a 
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workhouse because the Anatomy Act of 1832.branded them as 'social outcasts' to 

be handed over to anatomists upon death. Unclaimed bodies in hospitals were also 

handed over. 

Communities throughout Britain reflected this concem about dissection 

m the first half of the nineteenth century with increased vigilance to the security 

of the corpse ui the form of the 'wake' and for the wealthy extra strong cofiins 

and vaults (Richardson 1988). It is against this social landscape that the 

emergence of hospice must be viewed. Firstly, the sisters' concem for a 'refuge' 

('haven') specifically for the dying alerts us to thmgs not said. What is a refuge i f 

not a place of shelter fiom some perceived danger? Perhaps what was perceived as 

dangerous was not medical technology, nor medicine's lack of interest in those 

who were incurable, or the 'appalling' hving conditions of the poor; perhaps it 

was dissection that the dying needed refuge fiom. And the ones to be protected 

were not 'the poor' who lived in 'appalling' conditions but those perceived as 

'deserving'. 

For the first ten years of his service at St Vincent's, O'Ferrall worked 
with amazing industry, examining the symptoms of every patient, and 
studying closely the morbid results in every fatal case, in the 
convenient pathological theatre which he designed (Atkinson, 
1925:155). 

Dr O'Ferrall was obviously very keen on dissection since he designed his own 

'post mortem ward' a practice the sisters coiild not have failed to be cognisant of 

since contrary to the tenets of their religion they created the space for his 

'pathological theatre' by 'breaking down the stables' (Atkinson, 1925). 

If St Vuacent's has made strides as a teaching institution, and i f it has 
done its little part in helping to alleviate human suffering hi every 
form, this is mainly due to the zeal, energy and efficiency of the 
medical staff, whose whole-hearted devotion to the suffering poor 
lightens considerably the responsibility of the sisters (Atkinson, 1925: 
442). 
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However, the poor 'suffered' at the hands of medics purely because they were 

viewed as mere 'clinical research material' (Richardson, 1988: 50). According to 

the sister's 'official' account evoked to justify establishing a hospice, these same 

poor were thrown onto the streets when they became incurable or were dying. As 

the anatomist Will iam Himter proposed, dissection was important as it ensured 

not 'devotion to the sirffering poor' but that medical students acquhed the 

'necessary inhumanity' - i.e. 'a clinical sense of detachment from the human 

body' (cited in Lock 2002:301). Lock argues that preserving dissected body parts 

were considered important skiUs at that time and 'the knowledge of members of 

rehgious orders about preserving holy relics would have been valuable in this 

work' (2002:301). Secondly, is it possible that the nuns or someone at St 

Vmcent's hospital, wittmgly or unwittingly were gaming financially from 'poor' 

dead patients since there were concerns about an 'export trade' in corpses in 

freland from the early 1800s? (Richardson 1988:102). 

With these points in mind it is quite possible that fhst wave hospice 

developed as a reaction to fear about dissection which was contrary to the tenets 

of Catholicism. Not only Catholicism, dissection was 'disowned entirely by the 

[Christian] Church' (Lock, 2002:301). Since the medical profession were 

reluctant to openly discuss dissection — 'there seem to have been a self-imposed 

medical silence upon the subject' (Richardson, 1988:97), it would have been very 

difficult for Catholic nuns to raise concems considering political tensions between 

heland and England at that time. However, there was room to 'resist' and the 

form that this resistance took was the establishment of a 'special place' to die -

hospice (Loftland, 1978) - where the nuns, not doctors were in control. 

Thhdly, since Catholics have particular reverence for the dead body 

especially in relation to 'resurrection' issues, it is likely that rumours spread 
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among the lay population about the fate that befell paupers upon theh death. For 

instance, 'the belief that anatomists allowed human remains to be treated as offal 

was widespread during the late eighteenth and early nineteenth centuries' and a 

bodysnatching investigation in 1795 had been told that 'human flesh has been 

converted mto a substance like Spennacetti, and candles made of it, and . . . soap 

has also been made of the same material' (Richardson, 1988:97). Therefore, it is 

quite feasible that Irish Catholics were so determined that this fate should not 

befall them that they supported the Dublin hospice knowing no dissection would 

be carried out there (that we know of) hopmg their support would gam them entry 

at some later time i f necessary. Despite their silence on the subject is it any 

wonder that the nuns in Ireland were keen to estabhsh a 'useful space' for the 

'exclusive use of the dying' (Atkmson, 1925) - a 'refuge' where they could safely 

joumey from one world to another in one piece. This speculation is based on an 

assumption that dissection was not performed on hospice patients. 

2.9 Gateway to London 

In 1905 the Sisters of Charity established another hospice, St Joseph's in 

Hackney, to provide for the large CathoHc 'poor' population in London. 

St Joseph's Hospice, it is said, was the reward of Father Gallwey's 
thirty years of prayer. It had been the dream of his life to see a Home 
in London where the poor who were considered ineligible for other 
hospitals might die in peace, fortified by the consolations of rehgion.. 
. . There are no barriers to race or creed in this little outpost of Heaven 
(Atkmson 1925: 453-4). 

Perhaps there were no 'barriers to race or creed' but when it came to the matter of 

social class, as in Dublin exclusion or 'dividing practices' become evident. The 

class bias is apparent in the hst of subscribers where 'the names of many of the 
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highest Catholic famihes in England are to be found' as well as in 'official' 

accounts as the excerpts below testify (Atkinson, 1925:454). 

Father Gallwey, who had intense sympathy for people of gentle birth in 
reduced chcumstances, was gladdened before he died by the 
knowledge that many a poor wreck of better days had drifted into the 
hospice to die (Atkmson, 1925:454). 

In other words the 'deserving' saved fiom the indignity of becoming 'tainted' 

with the title 'undeserving' (Porter, 1990). Despite claims that the Sisters 

established a hospice in London to cater for poor Catholics in that city, the 

following extract suggests otherwise: 

The story of Frank X . , a young man of this type, [i.e. of 'gentle birth'] 
is interesting and edifying. He wrote himself explaining to the Rev. 
Mother that he was in the last stages of pulmonary tuberculosis, and 
asking her to admit him to the hospice. The joumey fiom the Westem 
shire, where he lived, to London, was a big imdertaking for one in 
his condition (Atkinson 1925: 454). 

Once admitted he was found to be: 

A man of culture and refinement, with a genial manner and a fund of 
kindly humour, he won the hearts of all around him. He was a grand 
CathoHc too and always showed the greatest fortitude under his 
many trials. He had two brothers' priests who were very devoted to 
hhn (Atkmson, 1925:455). 

Fhst thing to note, this patient was not a 'poor' Irishman living hi London. 

Second, even i f the patient had not possessed the characteristics attributed to him, 

his 'priestly' connections would have been more than sufficient to secure this 

patient a bed at the hospice, since this would have enabled the sisters to see him as 

'one of us' - i.e. occupying the same 'habitus' (Bourdieu and Waquant, 1991). 

The quest for 'respectability' continues i f only by association: 'Another Irishman 

aged eighty four, who had been for many years connected with a leading Dublin 

newspaper... (Atkmson 1925:455). In other words this patient and the others 

above were 'constituted' as respectable and thus 'deserving' of the sister's 
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mimstrations. Just as the residuum that fell into the social sink could, 'by being in 

it, become it' (Best 1987:150), one could attaui respectability by association with 

it. Perhaps charity is really self-interest masquerading as altruism? 

Despite cloaking their endeavours in the rhetoric of altruism it is 

apparent that religious orders did discriminate against certain categories of people 

at this historical juncture. Christian charitable endeavours imply a. lack of 

discrimination towards the recipients of their charitable efforts and 'official' 

accounts of their activities encourage us to 'imagine' this is the case (Rose, 1999). 

'Official' accounts, first wave hospices' 'grand narrative', are what Foucault 

called 'the internal discourse of an institution - the one it employed to address 

itself, and which ckculated among those who made it fimction' (1978:28). I am 

not making a judgement as to the rightness or wrongness of the sister's discursive 

'tactics', but merely pointing out that they were discursive 'tactics' in light of 

what it was possible to say at a particular historical juncture. 

We are downstaks agam in St Joseph's Hall, as they name the small 
central vestibule with glass walls. There is a piano here and an 
American organ, plenty of chairs, and some of the flowers that are 
everywhere. Lucky people, who can play and shig, sometimes give a 
concert to the household one comes upon the secret of the peace 
and joy that is the very atmosphere of this house (Atkinson, 1925:457). 

It would take a very long stretch of the imagination to associate piano playhig and 

abundance of flowers with life m a tenement building. However, both the Dublm 

hospice and St Joseph's set a precedent for later developments. Yet the sisters 

were not much interested in the 'process' of dying per se but in what happened to 

the person after death and that meant ensuring that the person arrived on the other 

side 'whole', duly repentant for earthly misdemeanours by utilising the dying 

process in specific ways to ensure this. 
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2.10 Second Wave: Re Emergence 

From 1905, there were no further hospice initiatives until the mid 1960s, when St 

Christopher's Hospice, London was established by Dr Cicely Saimders. This time 

around, hospice spread rapidly into a 'social movement' - first in the U K , closely 

followed by America, and finally more widely. Apart fiom when it is necessary to 

refer to theorists or social matters elsewhere that have particular resonance, I 

confine myself to the U K , where I propose there is a 'grand narrative' about 

hospices espousing certain claims, ideals and practices. 

This 'late modem' situation was one where the ideology of 'good death' 

became intertwined with 'new' fashionable notions concerning individual 

autonomy, rights, choice, control, community,'truth telling','open awareness', 

but especially the expression of feelings whereby 'key elements from new 

technologies for the management of productive subjectivity' became paramount 

(Rose, 1999:117). These new techniques 'claimed the authority of science, for 

they were backed by elaborated psychological theories' (Rose 1999: 117). 

Second wave hospice advocates were the first to utilise these techniques that 

addressed not only patient's physical symptoms but theh personal, social, 

psychological and spiritual concems also. Hospices called this new approach 

'holistic care'. 

Unlike first wave hospice, second wave proponents opened up a space 

for a new field of healthcare practice by contesting or providing a 'counter 

narrative' (Petersen, 2003) to others that prevailed about dying in mid twentieth 

century Britain. This period might also be described as 'emergence' - the 'entry 

of forces' - the beginnings of a usurping of power. Emergence in this sense 

'designates a place of confrontation' (Gordon, 1991). What was being confronted 
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was the manner m which society and its institutions managed the dying process. It 

was nothing less than a 'grand' attenipt to change the healthcare system. 

2.11 Attitudes to Dying 

By the mid twentieth-century, the subject of death is said to have become taboo 

(Aries, 1974, Clark 1993, Mellor 1993, Walter 1994), while the site of death was 

displaced from home to hospital, where 'physicians and hospital teams became 

the new masters of death, of its moment as well as its circumstances' (Scrambler, 

1991: 99). From the 1950s onwards, findmg ways to cure disease, forestall death 

and prolong life became the focus of public and professional expectation. 

Within half a century death began to be perceived as the monopoly of 
the elderly and society's preoccupation with death receded' (Jalland, 
1999: 248). 

Conunentators suggested that institutionahsed dying amounts to a 'denial of 

death' (Aries 1983, Clark 1993, Gorer 1955, Illich 1977, Littlewood, 1993) mthe 

sense that dying becomes hidden away, sanitised and removed from society's 

view. I agree with Seale (1987) who suggests that Aries may have been mistaken. 

Aries (1974,1981) who was most mfluential m perpetuating this view provided 

an unportant analysis but overlooked certain factors such as fluctuating economic 

and societal structures, demographic shifts and the uicreasing use of mortality 

statistics from the nineteenth century onwards, thus making each individual death 

a public issue. Add to this the huge number of deaths that occurred during World 

Wars One and Two, which ensured that death retamed a high profile. Moreover, 

Aries (1974) describes mstitutionalised dymg as 'wild savage death', compared to 

the 'tamed death' of the pre-modem era where people were supposedly in control 

of their dying. Yet, the 'tamed death' he describes depended on people's position 
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in the social structure, and, as I indicated above, many people in previous eras 

endured what could be described as 'savage deaths'. 

What is clear is that from the beginning of the 1900s the place of death 

gradually moved from people's homes to hospitals or other institutions. 

Contributing factors include eradication of infectious diseases, the establishment 

of the Welfare State m the 1940, and the National Health Service in 1948 with 

free medical treatment for all, and a national system of benefits to ensure people 

would be looked after from 'cradle to grave' (Field and James, 1992). 

Additionally were changmg family structures brought about by divorce, large 

numbers of women entering the 'paid' workforce and remaining there whether or 

not they had children, diminishing 'extended families' resulting from 

demographic shifts with people migrating from theh place of birth (Lawton, 

2000). The availability of contraception and abortion meant that women could 

choose not to undertake 'caring' roles. Until the mid-twentieth century, taking 

care of sick or elderly relatives was the taken-for-granted remit of women. As this 

pool of unpaid 'domestic labour' dwindled, the elderly and sick had to be cared 

for in institutions (Sydie, 1987:105). I have more to say about these pomts in 

subsequent chapters in relation to the 'goals' of hospice and in the final chapter 

when I discuss current end of life pohcies. 

Assertions about advances in cancer treatment and developments in 

supportive medical measures contributed to the expectation that the inevitability 

of death could be delayed (Field & James, 1992). For example, improvements in 

life support systems and precise monitoring hi intensive care units meant that 

people who might otherwise have died could be kept alive with a variety of 

transplants or artificial mechanical systems. 

It was only when hopes of a natural term of life, formally discounted, 
were increasmgly made real in experience, that heroic medicine 
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acquired its popular basis' and early death became 'adventitious.and 
senseless (WiUiams, 1990:120). 

Life and death had now become 'medicalised' (Walter, 1994) and this was viewed 

as a negative situation that led to 'bad deaths' (Hart et al, 1998). 

2.12 The Social Organisation of Dying 

In hospital the dying were all too hkely to be perceived as a medical 
failure and embarrassment, ignored by medical and nursiag staff. 
Nineteenth century doctors knew they couldn't cure most illnesses of 
any seriousness but were able to use opiates to relieve pain but that by 
the mid twentieth century the situation had been reversed, with both 
doctors and public expectations focused on cure, so that the incurable 
were all but abandoned' (Jupp and Walter 1999:271). 

Yet only certain privileged classes were able to access whatever opiates doctors 

had at their disposal, and therefore abandoning incurables is not something new to 

the twentieth century. Correspondmg concems about the poor quahty of care of 

the dying began to emerge (James & Field, 1992) stimulated by the work of 

people like Gorer (1955, 1965), Feifel (1959), Glaser and Strauss (1965,1968), 

Hinton (1967) and Sudnow (1967). Two powerM sociological studies described 

the social process and the social organisation of dying and death in modem 

hospitals. Glaser & Strauss' Awareness of Dying (1965) in which they introduced 

'the dymg trajectory' in the context of 'good' or 'appropriate death' whereby the 

quality of mteractions for all concemed were such that the dying person reached a 

state of'open awareness' about theh: forthcommg demise. Sudnow's (1967) 

Passing on: the Social Organisation of Dying revealed the routinization of dying 

and death highhghting how organisational efficiency had become more important 

than human dignity. His work described the medical shaping of the management 

of dymg, institutionahsation and suppression whereby the dymg person's 

autonomy was overridden by hospital staff and the organisation of then work. 

79 



Add to this Kubler-Ross's highly influential work addressing itself to the manner 

with which people coped with a terminal prognosis, particularly her 'stage-theory' 

(1969); Dr Cicely Saunders' proclamations that dying could be fulfilling both for 

the patient and those caring for them (1965), and we have the seeds of possibility 

for the emergence of 'counter discourses': the 'death awareness movement' in 

America or *happy death movement' (Loftland, 1978), and the 'modem' hospice 

movement in Britain where the ideology of the 'good death' became paramount 

(Hart etal 1998). 

2.13 Conditions of Possibihty For Second Wave Developments 

Dr Cicely Saimders tramed first as a nurse, then as an almoner, and finally as a 

doctor, during which time she developed a special interest in patients dying from 

cancer and the relief of pain in terminal illness. In 1948 while working as a 

medical almoner (today's social worker) in a London hospital, she had a 'brief but 

intense relationship with a patient who was dying of cancer - a Jewish emigre 

from Poland' David Tasma - with whom she discussed the possibihty of opening 

a home so that people like him could find peace in their final days. 'She worked 

out with him the faint outiines of the kind of institution he needed and would 

never live to see' (Goldin, 1981: 384). He 'famously' left her £500 in his wi l l to 

'be a window in your home' (Clark, 2002). Interesting that nowhere in the 

literature was this considered unethical. It certainly would be today. 

Shortly after his death, Saunders went to work as a voluntary nurse at St 

Luke's Hospital in Bayswater where she spent seven years in a part-thne capacity. 

Initially called 'St Luke's House, Home for the Dying Poor' a medical project of 

the West London Mission, established primarily to care for the dying in 1893 by 

Dr Barratt, a Methodist (Goldhi, 1981). When Saunders arrived at St Luke's, staff 
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were managing patients' pain by providing regular analgesia. In general hospitals 

at that time, analgesia was usually prescribed to be given six to eight hourly. This 

meant that once the effect of the drugs wore off patients would be told "it's not 

time for your medication' or 'you will have to wait', and 'patients would be left 

screaming in agony' (Saunders, 2003 interview with the author). Doctors were 

reluctant to prescribe more liberally because they were afraid this would result in 

patients becoming addicted. Saunders' experience at St Luke's provided the 

necessary conditions that enabled her to develop the biomedical aspect of her 

'sfrategy' for a 'modem' hospice. Having qualified in medicine in 1957, Saunders 

took a research post at St Mary's Hospital, London which led to her working at St 

Joseph's Hospice in Hackney; part of the catchment area. 

The time for active treatment is over when patients are admitted to our 
wards. The decision that all that can now be given is comfort and care, 
and that too much activity would merely be a useless disturbance of 
peace (Saunders 1965:2). 

This, suggests Clark (2002: 8), provided Saunders with a 'source of inspiration 

about how dying people might be cared for elsewhere' and a 'testing ground for 

the development of her own clinical ideas' regarding pain management. Saunders, 

it is said, was impressed with the 'humane' approach to care offered by the nuns 

at St Joseph's and the approach to pain relief developed at St Luke's and 

determined to combine the two. 

2.14 Evocation of the Enemy 

During the late 1950s, Saunders embarked on a 'decade of preparation' durmg 

which she developed her 'strategy' for transforming care of the dying and 

developing the first 'modem' hospice (Clark, 2002). This involved articulating her 
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ideas to a wider audience in the form of pamphlets. The extracts below oJBfer a 

flavour of theh content: 

It appears to me that many patients feel deserted by theh doctors at the 
end. Ideally the doctor should remain at the centre of a team who work 
together to relieve where they cannot heal, to keep the patient's own 
struggle within his compass and to bring hope and consolation to the 
end (Saunders, 1958:46). 

Death is feared, all thoughts of it are avoided and the dying themselves 
are often left in loneliness. Both in theh homes and in hospital, they 
are emotionally isolated even when surrounded by thek families or 
involved in much therapeutic activity. When we do come near them 
we tend to look at them with that pity which is not so far removed 
from contempt (Saunders, 1965:1). 

Strong words, but such words woidd open up a space for a new field of healthcare 

practice. Between 1958 and 1968, Saunders pubhshed *fifty-six articles, 

pamphlets, and reviews' (Clark, 1988a). In paraUel with the publications Saunders 

imdertook a 'growing schedule of talks, lectures and teaching sessions' (Clark 

(2002: 8). Lecture tours to tiie United States took place in 1963, 1965 and 1966, 

each one leadmg to wider recognition, whilst at St Joseph's there were regular 

ward rounds for medical students. The following excerpt from a talk given at St 

Mary's Hospital, London offer us further clues into her strategy. 'I am fortunate 

too . . .above all, in being a doctor who isn't in a hurry, so that I have time to 

know and enjoy my patients', the implication being that this was a luxury 

(problem?) unavailable to other doctors due to time constraints (Clark, 2002: 8). 

I borrowed the phrase 'evocation of the enemy' from Loftland (1978: 88) 

since I think it aptly captures the way Saimders and her followers developed theh 

tactics of opposition during which process a 'grand narrative' was created. I am 

not interested hi Saunders' 'intentions' per se - for instance to make a judgement 

as to whether she and her followers were right or wrong in their thinking. Rather, 

taking Rose's (2003) advice, I am 'sticking to the surface' attemptmg to analyse 
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arguments, strategies and tactics in their own terms, in terms of the 
identities and identifications which they themselves construct, 
objectives they set themselves, the enemies they identified, the 
alliances they sought, the language and categories they used to 
describe themselves, the forms of coUectivizationand division they 
enacted (Rose, 2003: 56- 57). 

Let us ask, how did second wave hospice advocates articulate their ideas about 

dying and death hi such a way that hospice seemed to provide an answer? Firstly, 

several complaints were made about the way death was managed in British 

hospitals. To begin with, dying had become hidden in institutions, i.e. hospitals, 

so that people had become afraid of it; even the topic of death had become 

'taboo'. Secondly, within hospitals dying patients were put into side rooms where 

they were isolated and practically ignored by medical staff (Twycross, 1992). 

Dying patients were not told they were dying and were offered inadequate pain 

rehef (Saunders, 2003, Twycross, 1992). Indeed, dying patients not only received 

poor care but some patients 'lacked care in any significant sense having been so 

heavily drugged they remained unconscious or semi-conscious until death' (Du 

Boulay, 1985:1). This latter is mterestmg considermg Saunders's comment to me 

about patients left 'screaming in agony' above (2003). 

The way to reverse this situation was to re-educate people through an 

'open confrontation with dying' (Seale, 1989) to inform dying patients of thek 

prognosis so that they were no longer afraid of it (Glaser and Strauss, 1967), to 

"return control' to the dyuig patients and thek families (Saunders, 2003). We have 

assertions that somethmg is 'lacking', that care of the dymg is 'bad', indeed 'very 

bad' because the altemative to care was the use (overuse?) of drugs. This 

represented a challenge to and critique of mainsfream healthcare. A response was 

needed, something had to be done to correct this state of affairs and Saunders' 

response was to estabhsh a hospice - St Christopher's, where these shortcomings 
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would be addressed whilst simultaneously offering humane and compassionate 

care that dying patients and theh families deserved. 

St Christopher's hospice became the model which, according the 

literature inspired other groups around the country to establish theh own hospice 

and within a few years a movement had been formed (Lunt, 1985). "The 

movement provided a radical critique of the supposedly impersonal, medicalised, 

technological management of death occmring in hospitals' (Lawton, 2000:12). 

Hospice advocates emphasized care rather than cure, quality of whatever life was 

left to the patient as opposed to quantity so that patients were not subjected to 

aggressive life-sustaining techniques or excessive technological interventions in 

theh final weeks of life (Munley, 1983, DuBois 19S0). It is a seemingly simple 

and straightforward story. The 'tactic' or 'strategy' involved setting up 

oppositions, e.g. overuse of drugs, technology, lack of care and so forth are 'bad', 

here is an altemative which is 'good'. Loftland refers to this as 'rearrangement 

activity' which in the British case involved initially the creation of 'a special 

dying place' - in-patient hospice (1978: 84). I say initially because Loftland 

suggested two 'rearrangement' activities, the second of which was 'home death' 

which is of little concem in this thesis where interest centres on in-patient 

hospices. 

However, there is a thhd 'rearrangement activity' which, although not 

neglected by Loftland, tends to be ignored or played down in hospice literature, a 

'subjugated' discourse, and that is the activity of another 'dying with dignity' 

social movement who seek legal changes to permit euthanasia or iu current 

parlance physician assisted suicide (PAS). Although I expand on this subject in 

chapter eight, it is worth noting a few points briefly here. Proponents of hospice 

are fhmly opposed to euthanasia, a concept which derives from a combination of 
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Greek words, ' E U ' (well) and 'Thanatos' (death), meaning 'well death' (BMA, 

1988: 3). The Volimtary Euthanasia Society (now Dignity ui Dying) established m 

1935 by Lord Moynihan, is positioned within discourses of 'rights', 'choice' and 

'individualism'. Proponents argue that the law should be changed so that the right 

of individuals to choose death with dignity could be allowed (The Last Right, 

1995). They argue that hospices' claun to alleviate all pain and suffering is 

untenable. Unsuccessfiil attempts to introduce Bil ls in the House of Lords seeking 

to promote voluntary euthanasia were made in 1936, 1969, and 1993. In January 

1993 the House of Lords established an ad hoc committee to consider the law on 

euthanasia. More recently the Joffee B i l l had several readings between 2003 and 

2006 but was defeated by a small margin each time. 

2.15 A Single Plane of Sight 

In Saimders' view, society should not ignore death; death was to be accepted and 

prepared for: 

The last stages of life should not be seen as defeat, but rather as life's 
fiilfilment. It is not merely a time of negation but rather an opportunity 
for positive achievement. (...) a positive approach to death and dying 
is to look contmually at the patients, not at thek need but at thek 
courage, not at thek dependence but at thek dignity. We have the 
endless fascination of watching each mdividual come to terms with his 
ilhiess ui his own way (Saunders, 1965:1). 

How might one 'look continually'? Gather patients into one 'special' place 

(Loflland, 1978) - an 'enclosure' - St Christopher's hospice - the fkst 'modem' 

hospice where lessons would be leamed and then applied elsewhere by watching 

with 'endless fascination'. 

Not only skiU but compassion also. We want to carry out research in 
the relief of diskess such as has not been done anywhere else, so far as 
I have been able to discover. It is often easier in a specialist setting to 
go on learning in this way and by building what we think is an ideal 
unit we hope to be able to help not only our own patients but to raise 
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standards generally and also to stimulate others to think about these 
problems (Saunders, 1965:2; pamphlet). 

This then, is not just an artfully crafted narrative in response to a carefully 

constructed need (lack?) but represents what was to set St Christopher's hospice 

apart ftom those that preceded it - unlike first wave hospice, where medicine 

played a minor role, this endeavour straddling religious, medical and 

biopsychosocial discourses would be combined with research and teaching which 

would be put to use not only for the benefit of hospice patients but also 'to raise 

standards generally' meaning those in the NHS. Therefore, we might anticipate 

that 'knowledge' derived from, and through, 'observing' patients at St 

Christopher's would be put to work in the NHS. If in the nineteenth century the 

dead provided lessons for the hving through dissection, in the twentieth century, 

second wave hospice would provide the necessary 'enclosures' so that dying 

patients could give up theh 'secrets', as well as be enabled to teach the living how 

to die a 'good death'. The 'gaze' henceforth would be 'calculating', i.e. 

information would be collated and distributed. Patients would be displayed in 4 to 

6 bed wards as part of hospices' 'goal' of 'open confrontation with death' (Seale, 

1989). Second wave hospice - a different kind of living laboratory than hospitals 

in the nineteenth century, with display cabinets of dying patients to be watched 

with 'fascination' within 'a smgle plane of sight' (Rose 1999:135). 

2.16 Fabricating a Philosophy of Care 

Drawing upon pharmaceutical, religious, social, psychological and biomedical 

discourses, Saunders developed the concept 'total pain' which was to become a 

central plank of second wave hospice philosophy 

Looking at patients with my background I did look at patients as a 
whole person as part ofa family although I didn't see the families 
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anything lilce as much there [St Josephs] as I did later here. That's 
when I produced the idea of total pain in 1964, ofphysical, emotional, 
social, family and spiritual search for meaning. I first wrote about 
total pain in 64 so that was quite a key phrase for the hospice 
movement (Saunders, 2003 interview with the author). 

By treatmg the ''whole' person rather than just the physical paui hospice 

proponents claim that the actual paui is often reduced; i f a patient feels he is heard 

and understood the lessenmg of anxiety leads to a lessening of drug requhements 

but in any case pain must be dealt with before it occurs, the patient must never 

have to ask for piUs or injections, or wait fearful and ashamed to ask for them (Du 

Boulay, 1984). 

When I arrived at St Joseph's they had virtually no records. They were 
giving drugs, em patients had to earn their pain relief first. I mean the 
regular giving was what Ipicked up as a volunteer at St Luke's and so 
I was able to introduce the regular giving which was changing fiom 
central painful to pain free They [St Josephs' staflf] used give the 
injection an hour before the visitors came. They really did (Saunders 
2003 interview with the author). 

'Two features become apparent: an orientation to the prevention' as opposed to 

the alleviation of pain; coupled with a 'thorough understandmg of pain reheving 

drugs' (Clark, 2002: 9). By comcidence or perhaps 'chance' (Hackmg,.1999) the 

pharmaceutical industry was at its most productive developing hew drugs to treat 

a range of physical and psychiatric conditions between the 1950s and 1970s. 

The idea of 'curing' was replaced by hospice advocates with that of 

caring i.e. 'holistic care' thus 'making whole' through a process of healing by 

paying equal attention to physical, social, psychological and spiritual dimensions. 

Hospices are committed to providing holistic care with the patient and their 

family as the unit of care which is provided by non-hierarchical multidisciplinary 

teams (Field and Johnson, 1993). These are the goals of second wave hospice. 
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