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Dying in old age: promoting well-being at the
end of life

LIZ LLOYD
School for Policy Studies, University of Bristol, United Kingdom

ABSTRACT This article discusses the circumstances in which older people die in Britain,
focusing on the nature of health and social care interventions. It argues that the social context
of ageing, reflected in the policy framework of health and social care, perpetuates a negative
view of ageing that is particularly damaging to older people as they approach the end of their
lives. Drawing on existing evidence of services in palliative care and care of older people and
on recent research findings, it considers the concept of 'tertiary health promotion' and explores
this as a useful approach to developing services. It argues that a tertiary prevention approach
has particular advantages. First, it enables crucial links to be drawn between individual and
collective responsibilities for health and, second, it enables end-of-life care for older people to be
understood in the context of their health and well-being over the whole life course.

Introduction

The process of dying in old age in contemporary Britain is less well understood
than might be expected, given the relationship between mortality and ageing.
Howarth (1998) argues that since most people spend their lives avoiding
thoughts of death, contrary to popular opinion, old people "do not know 'how
to die' " (p. 688). While there is some evidence that older people are more
accepting of death (Siddell, 1993), this does not necessarily mean that they have
no need of help and support through the process of dying. Moreover, the
diversity of older people's attitudes and experiences need to be taken into
account (Williams, 1990). Young and Cullen argue that "it is not age as such
which softens the prospect of death but the effect which age has on people's
spirits" (Young & Cullen, 1996: 27). Thus, the way older people view death is
strongly influenced by the way they view their lives. This article considers how
well-being at the end of life can be understood and how it can be enhanced and
promoted through supportive interventions.

The term well-being is used here to describe a state of positive health
(WHO, 1985). The idea that health is more than merely the absence of disease
is particularly relevant in old age. Sidell (1995), for example, discusses the ways
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in which elderly people may assess their own health as being good despite
having chronic illnesses. It is possible that some older people may adopt a stoic
position in order to avoid negative stereotyping associated with ageing, but
Sidell's point emphasizes the importance of taking into account subjective
perceptions.

A range of health-promoting interventions through health and social
services forms the focus of this article. The provision of such services for older
people becomes increasingly important as they approach the end of life. Ashton
and Seymour (1993) discuss the potential for health promotion in the context
of chronic or terminal illness, arguing that prevention and treatment should not
be seen as separate activities. They refer to primary prevention as action to
prevent disease, secondary prevention as early detection and limitation of
the effects of disease and tertiary prevention as action to obtain optimal health
in the context of chronic conditions. This involves interventions and treat-
ments, including high quality terminal care. However, services cannot be
understood in isolation from the context in which they have been developed.
This discussion, therefore, considers the relationships between these services
and the broader social, economic and policy contexts. The subjective per-
ceptions of older people are also considered. These may differ from those
of service providers and therefore need to be taken into account in under-
standing how health-promoting services can be developed (Williams & Popay,
1999).

The article begins with a discussion of the social context of ageing and
its influence on policies and service provision. The theme of independence
in older age is considered in particular, taking account of the complex and
varied ways in which this is applied in policy and practice and understood by
older people. The idea of promoting well-being at the end of life is then
considered in relation to the concept of a 'good death', and palliative care
practices and five particular themes emerging from this discussion are explored,
drawing on the literature on ageing, death and dying and on health promo-
tion.

The discussion also refers to research carried out in the Bristol area over
a period of 18 months from June 1997. This was a small-scale qualitative study
with two main strands. First, six group discussions were conducted with people
aged over 75 living in residential care homes. The size of the groups varied
from three to 15. In addition, three individual unstructured interviews were
held with individuals who wished to participate in the research but not in
a group. The topics explored included the circumstances surrounding respon-
dents' coming to live in the residential care home, their views on care practices
and their perceptions of how illness and death were managed. Second,
25 semi-structured interviews were held with community nurses to examine
their role in end of life care for people over the age of 75 who lived at home.
These discussions and interviews were placed in context by correspondence
and discussions with a range of professionals and managerial staff in health and
social care services, including hospice and palliative care services.
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An ageing society as a problem?

The report of the Royal Commission on Long Term Care notes that by the year
2050 in the UK there will be three times the number of people aged over 85
than there are currently (Royal Commission on Long Term Care, 1999).
Another estimate is that by 2041 more than 50% of the population will be aged
over 75 (Henwood, 1992). Around 20% of people aged over 80 will have some
form of dementia (Lord Chancellor's Department, 1997).

Enabling individuals to live to a ripe old age remains a central goal of health
policy and practices in modem societies and is often the basis upon which the
success of health promotion policies is measured. Yet, paradoxically, the in-
crease in the numbers of elderly people is frequently regarded as problematic.

In more recent policies, the idea of a 'demographic time bomb' has been
looked at more critically. For example, the White Paper The New NHS: Modem
and Dependable asserts:

demographic pressures can be overstated. Over the next decade the NHS
expects to provide services for an extra 100,000 aged 85 and over; but that is
just one third of the increase it has coped with over the last decade. (DoH,
1997a: 1.21).

However, this statement strongly implies that an ageing population still presents
a problem, even though it might be more manageable than was previously
thought. Thus, services for elderly people are still being provided within a
broadly negative policy context.

The cost of ageing and dying

There is increasing evidence of age-related rationing in health care. The 'fair
innings' approach is based on the idea that rationing should favour the young
"because the old will already have experienced enough good health in order to
reach old(er) age" (New & Mays,1997: 213).

A recent review of renal units in England revealed that despite the fact that
the incidence of renal failure is higher in old age, older people were less likely
than younger people to receive replacement therapies (New & Mays, 1997). The
UK charity Age Concern was outraged by this finding, not only because of the
ethical and moral implications of such decisions but also because of the more
general effect of age-based rationing on relationships between older people and
health professionals. Organizations such as Age Concern emphasize the import-
ance of citizen rights, including equality of access to available medical treatment,
irrespective of age.

This debate raises a complex issue of particular relevance to this discussion.
Critics of biomedicine, including palliative care specialists, might argue that
renal replacement therapies for elderly people typify its preoccupation with life
extension. Since kidney failure is a common precipitating cause of death in old
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, replacement therapies might be seen as an interference with the natural
course of dying.

On the other hand, there is little justification for establishing a crude cut-off
point at which older people lose their entitlement to any treatment, given the
wide variations that exist between older people. High-tech care might be
suitable for some but not others, depending on a range of factors. Ebrahim
(1998), for example, emphasizes that it is more important to understand healthy
active life expectancy (HALE) than life expectancy alone, when making deci-
sions about how resources should be allocated.

Callahan (1994) argues that after the age of 75 or 80, individuals should no
longer have a claim on life-extending health care from public resources and
should instead rely on palliative and other caring interventions. His reference to
public resources raises questions about socioeconomic inequalities in old age.
Unlike those with personal resources, people who rely on public provision are
unlikely to be able to exercise choice over the kind of services they receive.

Debates about the cost of an ageing population also need to be understood
in the light of gender inequalities. Arber and Evandrou (1993), for example,
argue that negative perceptions of old age are in part a result of women's relative
longevity. Women, who outnumber men significantly in older age groups, are
more frequently associated with the mundane, everyday sphere of life rather
than being seen as potentially productive members of society. Their claim on
public resources may be seen as weaker.

Promoting independence—an unhealthy preoccupation?

Promoting independence is perhaps the most fundamental principle underpin-
ning policy and practice with older people and is influential in shaping ideas
about their own well-being. British government guidance issued in October
1997 urged social services and health authorities to develop services that
"optimise independence ... through timely recuperation and rehabilitation op-
portunities" (Department of Health, 1997b: 1). The question stitl remains,
however: how can services be developed to promote health and well-being where
recuperation and rehabilitation are not possible?

The report of the recent UK Royal Commission on Long Term Care
endorses the government's view that "independence as opposed to dependence is
an overriding policy aim" (Royal Commission on Long Term Care, 1999: 81,
original emphasis):

Perhaps the very term 'care' within the context of promoting continued
independence of old people is unhelpful, suggesting actions and services that
are done to people rather than providing them with help and assistance to
retain independence (p. 81).

This statement from the Royal Commission implies an abhorrence of conditions
of dependency and of the need for care. This is highly significant in relation to
caring for people who are dying and whose physical and mental state places
them in a position of dependence on others.
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A polarized view of dependency and independence does not contribute to
the well-being of people at the end of life. It reinforces the idea that dependence
is an abyss into which each of us must avoid falling rather than an aspect of the
normal human condition. In the context of developing a policy on health and
social care for people who are frail and dependent on others, the position
adopted by the Royal Commission is highly inappropriate. It suggests that to be
cared for diminishes rather than promotes one's sense of well-being and places
older people who are being cared for in the position of passive victims rather
than active agents in constructing their own living and dying.

Understanding dependency is a prerequisite to understanding death in old
age. Indeed, Bauman argues that "death is the ultimate dependency ... the
ultimate limit of autonomy" (1992: 36). Arber and Evandrou (1993) argue that,
to understand dependency, it is necessary to take into account what services or
resources people need and on whom they are dependent.

Recognition of the reality of dependence is essential but it is also necessary
to take account of how relationships of dependency are subjectively perceived.
This involves examining how macro-level policies and over-arching principles of
service provision are applied in everyday practice and experienced by older
people themselves. Williams (1990) provides evidence that becoming 'over-
burdensome' is associated with the idea of a bad death in old age. However, the
extent to which someone feels that they are a burden will be strongly influenced
by the context in which they are helped to cope with changes in their physical
condition and ability to function.

For example, in the Bristol research one woman remarked how much more
independent she was since giving up her home and going to live in residential
care. At first, this seemed to contradict all the received wisdom of good practice
in health and social care. But she explained to me that, when living alone at
home, she had been constantly reminded of her reliance on others to come in
and help her with housework, shopping and personal care. She worried that they
might not turn up or might come at an inconvenient time. In the residential care
home all those services were provided as a right and, as she put it, "I'm free to
come and go as I please". In reality she was unable to walk unaided beyond the
front door, but her sense of freedom from anxiety about what she could or could
not do was a great relief.

A 'good death'

There is considerable evidence that the majority of people would like to die in
their own homes, yet in England and Wales in 1995 only 20.6% of people died
at home, while 54.5% of people died in NHS hospitals (ONS, 1997). This can
been seen as an indication that the modem way of death is generally not good
for most, since it does not meet people's hopes and desires. There are complex
and contrasting perspectives on the characteristics of a 'good death' (Walter,
1994). However, these can be understood collectively as a critique of the
hospitalized and medicalized death, which is "characterised by a loss of individ-
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ual choice; fear; isolation from family, friends and professional carers; lack of
knowledge about the dying state; and by a prolongation of the dying career"
(Clark & Seymour, 1999: 89).

Palliative care is strongly associated with the idea of a good death. It has
developed into a diverse range of professional and non-professional practices,
including hospital care, although there remains a broad consensus over its
primary goal. The European Association for Palliative Care defines this as "the
highest possible quality of life for the patient and family" (European Association
for Palliative Care, 1988). Similarly, the Standing Medical Advisory Committee
and Standing Nursing and Midwifery Advisory Committee define palliative care
as "active total care offered to a patient with progressive illness and their family
when it is recognised that the illness is no longer curable" (1992, in Higginson,
1997: 5). This definition takes palliative care beyond the sphere of terminal care
that is focused solely on the final stages of dying. It suggests that a good death
is closely associated with a good quality of life while living with and dying from
progressive illness. This approach accords with the idea of promoting well-being
throughout old age.

George and Sykes (1997) urge palliative care practitioners to "take the
speciality forward and address the needs of the disadvantaged dying", including
older people (p. 252). However, a number of factors need to be considered in
putting this aim into practice. First, there are criticisms (from both within and
outside palliative care) of its limited focus on practice witJi cancer patients.
Howarth (1998) comments that hospice care is generally regarded as su-
perfluous to the needs of older people because their deaths are 'scheduled' and
therefore not so unpleasant. Field (1998) points out that older people dying
from disorders other than cancer are likely 'to receive a different mix of services,
might have lower priority in time and other resources allocated to them, and
might be receiving 'inappropriate' interventions long past the time when pallia-
tion might be considered to be the primary objective for their care" (p. 1118).
Palliative care is currently not designed to meet the needs of a wide range of
older people. However, there is evidence that palliative care specialists are
becoming more aware of this. The National Council for Hospice and Specialist
Palliative Care Services recently recommended that hospices should consider
the possibility of offering nursing and respite care for older people, rather than
being restricted to specialist palliative care for those with a terminal diagnosis
(Clark & Seymour, 1999).

Hospices have also been criticized for a tendency to impose a narrow
definition of a good death on patients (Clark, 1993; Hart et al, 1998). Ideas of
a 'good death' can be translated into ideas of 'good patients' who behave in ways
that accord with professionals' perspectives. Moreover, experiences limited to
terminal cancer care are an inadequate basis for asserting a general view of what
constitutes a good death.

Questions about the allocation of resources have also emerged. Hunt
(1996) points out that it is difficult to measure those aspects of palliative care
that are "the hidden, supportive aspects of care, such a simply being with
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someone" (p. 226). In a health service that emphasizes quantifiable outcomes
this kind of service is vulnerable to cuts in resources. From her research into
hospice and palliative care in Australia, McNamara (1997; 1998) concludes
that it would be more realistic to develop the concept of the 'good enough'
death, that is as close as possible to the ideal. For McNamara, a death is good
enough because it is close enough to an individual's wishes. However, these
wishes are constrained by a range of social factors. It is important therefore to
understand the good enough death in relation to social as well as individual
factors.

Tertiary prevention

Kellehear (1999a) argues that health promotion "has been so life- and health-
affirming that the attention and priority given to issues surrounding death and
dying has been poor" (p. 81). He maintains that health promotion has been too
individualistic and has neglected broader perspectives on social and political
dimensions of health. Siddell (1995) considers that the pursuit of 'healthism'
contributes to an ageist environment, since older people who become ill can be
seen to have failed. Kellehear's ideas have been developed further in his recent
text Health Promoting Palliative Care (Kellehear, 1999b), in which he argues that
the prospect of death should not exclude anyone from health promotion
consideration.

A tertiary prevention approach has two major advantages. The first is that
it is conceptually linked to the primary and secondary levels of prevention and
therefore enables well-being in old age to be understood as an aspect of health
and well-being over the life course. The circumstances of older people's deaths
cannot be understood in isolation from the conditions of their lives, as they grow
more frail and dependent. Health and community care services provided over
the longer term are therefore implicated in the promotion of their well-being.

Second, by linking individual and collective resources for health and
well-being, the tertiary prevention approach offers a broader vision of health
promotion. The heavy emphasis on individual responsibility in contemporary
models of health promotion is often criticized (Petersen & Lupton, 1996). Older
people who are dying do not fit such individualistic models since they have
reached a stage where the balance between individual efforts and social support
shifts.

It is important not to assume that older people cease to be actively engaged
in their own health and well-being, even through the process of dying. Individ-
ual effort might take a different form from its representation in health promotion
but it does not become redundant. Young and Cullen (1996), for example,
discuss their finding that older people with cancer surrendered to the inevitabil-
ity of death in ways that younger people frequently did not. However, they also
describe how older people construct the 'last chapter' of their lives by refiecting
on and reviewing earlier times. This indicates an active engagement in the
process of dying. 'Surrender', in these cases, did not signify passivity.
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Relationships of care and support can be understood as the point at which
the broader context and individual experiences of ageing converge. The pro-
vision of services to support older people becomes increasingly important to
their well-being as they approach the end of their lives. While service interven-
tions are carried out within an ageist social context they are also influenced by
ideas about what constitutes good practice. The next section considers contem-
porary practices in the care of the dying.

Developing a tertiary prevention approach

A number of interrelated themes emerge from this discussion, which need to be
taken into account in developing a tertiary prevention approach to caring for
older people at the end of life.

First, there are factors concerning the funding and organization of health
and social care services for older people. While palliative care has gone some
way to achieving the status of a specialism, care for older people remains a
'Cinderella service'. The aims of the 1990 NHS and Community Care Act to
develop non-institutionalized care and to enable older people to exercise greater
choice and control over their lives have been bedevilled by shortages of re-
sources and organizational difficulties (Siddell, 1995). Clark and Seymour
(1999) argue that the care of older people is conceived and organized in a way
that is "inimical to the principles of palliative care", characterized by episodic
admissions to hospital for acute illnesses interspersed with "barely adequate
attention from poorly co-ordinated, unregulated and over-stretched services"
(p. 98).

Despite years of attempts at better co-ordination, contemporary care for
older people in Britain remains divided between health and social care. Limited
resources exacerbate already existing organizational separation and older people
are shunted from one system to the other in an attempt to reduce the cost of
care. The labelling of people's needs as either health- or social care-related has
led to fragmentation rather than integration (Lewis & Glennerster, 1996; Royal
Commission on Long Term Care, 1999).

One example identified in the Bristol area is that, if a patient is predicted
to have fewer than 12 weeks to live, the health authority should assume
responsibility for their care while social services will take responsibility for those
with more than 12 weeks to live. This approach runs the risk of reducing care
services to a process of resource management, to the detriment of older people's
well-being.

It is also clear that some occupational groups have sought to hold on to
their sphere of practice rather than see it opened up to other groups, particularly
where those groups are less well trained and qualified. For example, some
community nurses commented that they "never put anyone in the bath any
more". This was regarded as disadvantaging service users, since the bath is often
the place where physical changes can be observed. Home care workers who now
do the bathing receive less training and spend less time with service users and
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were therefore regarded as providing a poorer quality of services. Resource
shortages coupled with managerial and organizational tensions and occupational
rivalries pose a considerable challenge to the development of a tertiary preven-
tion approach.

However, the idea of the 'good enough death' provides a basis for nego-
tiation on what are minimum acceptable standards and the most beneficial
working practices. It also accords with Ashton and Seymour's model of tertiary
prevention, which is aimed at "obtaining optimal health under the circum-
stances" (Ashton & Seymour, 1993: 105).

A focus on the relationship between primary, secondary and tertiary levels
facilitates a more integrated view of health and how it can be promoted through
both individual and collective resources.

In addition, the contemporary policy interest in developing a primary-led
health service (DoH, 1999) suggests that there is potential for developing such
an integrated view in practice. Primary care is important to all levels of
prevention as well as being the gateway to a wide range of other services for
older people. Clark and Seymour (1999) argue that primary care is "the linchpin
around which all other services should turn" to improve the co-ordination of
care at the end of life.

Key themes in end of life care

Specific themes, based on the aims of both palliative care and care in the
community can be identified:

• promoting non-institutionalized services;
• encouraging openness about illness and dying;
• enabling older people to exercise choice and control over caring interven-

tions;
• minimizing older people's fear of death;
• maintaining family and other social networks.

Promoting non-institutionalized services

The institution represents the physical reality of the abyss into which older
people fall when they become dependent, and losing one's own home leads to
the loss of individuality and citizen status. As a form of institution, the
residential care home retains its reputation as the last resort, in the sense that it
is the only option left when other forms of care have failed, as well as being seen
as 'God's waiting room' where death is the only exit.

However, the development of palliative care practice within hospitals
indicates that the concept of institutionalization is better understood as relating
to the philosophy of care and support rather than the setting in which services
are provided Qack, 1998). On the one hand older people may receive personal-
ized and sensitive care in hospital. On the other hand, if services in the
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community are organized to the benefit of providers rather than service users,
older people may experience institutionalization in their own homes.

The community nurses interviewed in Bristol (many of whom had also
nursed in hospitals) were emphatic in their view that a person's home provided
a much better opportunity than a hospital for a good death. They referred to the
importance of getting to know the patient and their family. They also valued the
ability to control their time more effectively and to organize the environment in
ways that suited the patient. They emphasized the importance of being put in
touch with patients as early as possible. Their own expertise was a matter of
pride. In particular, they felt they were good at pain and symptom management.
Most attached a high value to enabling an older person to have what they had
wanted. For example:

One of the most satisfying aspects of my job is to enable someone to have their
wish to die at home. (DN 4)

However, it is important to recognize that the older people in question were
living with their families and that the services provided by professionals were
part of a wider network of care. Indeed, all nurses interviewed expressed the
view that, unless there was family care, it would be almost impossible to enable
someone to die at home because the level of support needed from health and
social care services would be prohibitive. Several referred to the cost of night-
time care, which often proved to be the crucial issue in forcing old people to give
up their homes.

Shemmings (1998) argues that since modem society will be unwilling to
provide the resources for older people to die at home, the demand for residential
care is likely to increase. She also points out that dying in residential care could
potentially be more akin to dying at home than in an institution. This was
refiected in the residential care homes in the Bristol research, in which older
people expressed a preference for staying where they were to die, rather than
being moved to hospital. Staying with people who had become familiar was
important to their sense of security about the future.

Developing non-institutionalized forms of care is therefore a complex issue
that involves more than simply focusing on services in people's own homes
(Davies, 1998). Moreover, the capacity of older people to adapt and adjust their
perceptions of what constitutes a home should not be underestimated (Gumey
& Means, 1993).

Encouraging openness about illness and dying

The practice of withholding information from service users is associated with
institutionalized regimes and the abuse of professional power. Thus openness
has to be considered in developing non-institutionalized forms of care that
promote older people's well-being, both in relation to one-to-one relationships
between professionals and older people and in a more general sense.
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Unlike hospices, communal living arrangements for older people do not
generally promote openness about death and dying. For example. Hockey
(1990) demonstrates that regimes of care in residential care homes demand that
the categories 'life' and 'death' should be kept entirely separate and that care for
dying residents should be discreetly managed out of sight of the living. However,
some of the residents in the Bristol research expressed appreciation for the
discreet ways in which death was managed. For example, the practice in one
home was to paint the room of a resident who had died before another resident
moved in. This was seen as an appropriate way of managing what could
otherwise be a difficult situation.

On the other hand, there was a general acceptance, albeit unspoken, that
residents were approaching the end of life and that the residential care home
would be their last home. The frequent bereavements that they had all experi-
enced made it obvious that their turn would come relatively soon. As one
resident expressed it:

So many of my family and friends have died that I'm amazed I'm still alive.
(Group 1 member).

Shemmings argues that residential care staff "confront daily the dilemma of
caring for older people who are dying without public ... recognition of their
terminal state" (1996: 30). She also points out that openness about death and
dying also has implications for the well-being of the staff. Their own fears and
anxieties about death and dying will need to be acknowledged. Greater openness
about death and dying in residential care has implications, therefore, for staff
training and support.

Professionals, relatives and dying people may hold diverse views on open-
ness about death, particularly where there is no terminal diagnosis. The absence
of a terminal diagnosis for the majority of older people means that often the
reality of an individual's dying status is recognized closer to the event than
would be the case for those with cancer (George & Sykes, 1997).

The approach to openness of the community nurses in the Bristol research
indicated that their practice had been infiuenced by palliative care philosophy.
They described wide variations in how older people and their families faced up
to an imminent death. Some families feared that open acknowledgement of
dying might hasten the event of death itself. Nurses exercised caution in
discussions with families who wished to protect their older relative from the
truth but they felt that it was important to persuade families to face up to the
death. They used phrases such as:

You do know she is very poorly, don't you? (DSl)

We see a change in her. (DN2)

They emphasized the importance of non-direct ways of acknowledging the
likelihood of dying in their work with older people.
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You look for cues. (DS3)

I tell them the truth but not brutally. (DS2)

I don't keep information from them but I don't deliberately design a conver-
sation in which they are bound to ask. (PCN3)

What was striking was their common experience of older people's different levels
of knowing. Both palliative care and community-based nurses referred to 'levels
of knowing' about impending death and of the need for sensitivity in truth-tell-
ing while not colluding in denial.

We often confirm what they already know. (DNl)

You can't collude with denial but you have to be sensitive. You can't destroy
hope. (DN3)

You try to steer them towards some form of acceptance. (DS3)

They referred to the tentative ways in which individual older people would
sometimes speak about death:

Am I dying—I'm not am I? (HCAl)

Nurses sometimes dealt with such comments by turning the question around:

'What do you think?' Usually they have realized before they ask. (DENl)

Some nurses were very reluctant to take responsibility for confirming the older
person's fears, preferring to leave this to doctor.

It's awful. No matter how prepared they are, it's still a brick in the face. (DS3)

Awareness is, therefore, not a straightforward matter of ensuring open and
shared acknowledgement of a person's dying status as a prerequisite to a good
death. An older person's well-being at the end of life might be enhanced through
careful listening for cues about awareness and allowing them to acknowledge
their dying in more subtle ways and in their own time.

Enabling older people to exercise choice and control

Choice and control are strongly associated with the idea of a 'good death' as well
as being regarded as important to community care for older people. However,
older people's ability to exercise choice may be constrained by a number of
factors, including their access to resources. Once again, the shortage of re-
sources for community care has meant that service users' choices have not been
enhanced, despite the claims of the 1990 NHS and Community Care Act.
Inequalities between older people are also evident. For example, those who
suffer from dementia have fewer services available to them. Moreover, the
particular difficulties people with dementia have in articulating choice makes it
all the more important for service providers to engage with them before they
reach the final stage of their lives, so that more informed decisions can be made
about their care.
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As pointed out above, those who live alone have less choice about remain-
ing at home to die. The older people in the Bristol research frequently made the
point that they had no choice about going into residential care. This was usually
related to an incident, such as a fall or stroke combined with the fact that they
lived alone.

Several people had anticipated such restrictions, stating that they had been
thinking about going into a home for some time. Some had had their names on
waiting lists and were expecting to make the move at some stage. Most saw it
as a good move once it was made. They felt that the adjustment was worth it
and this was often expressed in terms of their failing ability to do things and the
need to make the best of a bad situation.

These respondents frequently referred to the influence of doctors' opinions.
For example:

They wouldn't let me go home from the hospital. (Group 6 member)

My consultant insisted. (Group 3 member)

The doctor said I wasn't to be alone any more.
(Individual respondent 2)

The residents were also generally willing to follow the advice of staff at the home
over whether or not they should go to hospital for treatment.

This raises questions about how control and choice are understood and
exercised. Lupton (1997) argues that critiques of medicine often over-simplify
relationships between people and their doctors and fail to acknowledge people's
needs for emotional comfort. This is an important issue for promoting well-be-
ing at the end of life. An over-simplistic view of how people exercise choice and
control over the process of dying overlooks the importance of the comfort that
older people may derive from knowing that they are in the hands of professionals
who are competent and who know them well.

Minimizing older people's fear of death

Accompaniment of people through the process of dying is widely regarded as
essential to the well-being of the dying person (Seale, 1995; Shemmings, 1996;
1998). Howse (1997) maintains that health professionals may be motivated to
organize admissions to hospital in order to prevent older people from dying at
home, since such deaths represent a serious challenge to the idea of a caring
community. Similarly, Seale (1995) argues that the removal of an older person
to hospital for a hygienic and controlled death is a way of dealing with the threat
such deaths pose to our sense of order. However, as Seale points out, a hospital
death does not necessarily mean that the person will not die alone, since busy
hospital wards can be isolating places.

Enabling older people to deal with their fears about dying requires relation-
ships of trust. However, the higher levels of isolation of many older people
means that such relationships will probably need to be developed with formal
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care providers for many. The fragmented organization of health and social care
services are not conducive to the development of supportive and trusting
relationships.

The older people in the Bristol residential care homes emphasized the
importance of having someone with them at the end. Many of them said they
had seen how deaths of other residents had been handled and this gave them
confidence in the staff, whose competence and familiarity were clearly valued
very highly. They saw these relationships as a potential source of comfort when
they faced death.

There is a lady here now who is very ill... And I don't think she's here for
much longer and I've thought that could be me. I think everybody is very kind
to her ... I think if I was in her place I should be well cared for too. (Individual
interviewee 3)

I know quite well that I shall be taken care of, I don't worry about that at all.
More so dian if I was in my own home. Then I would have no one. (Group
6 member)

For this respondent, being accompanied at the end of life was seen as ample
compensation for the loss of her own home. This reinforces the point that a
more sophisticated understanding of non-institutional care is necessary. It also
demonstrates that older people's perspectives on their lives may shift with
changes in their circumstances.

The emotional labour of staff was undoubtedly fundamentally important to
the well-being of the residents and respondents referred frequently to their
caring attitudes.

I know when I was ill when I had the heart trouble I thanked the two girls who
looked after me and I thought they were going to burst into tears. I said, you
really and truly have given me back my life, which of course they did ... they
were marvellous. (Individual interviewee 2).

Maintaining family and other social networks

Paying attention to the social needs of older people is essential to promoting
their well-being and avoiding conditions of social death. However, older peo-
ple's social networks are very diverse and change significantly over the course of
ageing and dying and, as pointed out above, may reduce significantly towards
the end of life.

The older people in the residential care homes valued the continuation of
relationships with families and friends, although the type of contact varied.
There was a high level of expectation that families would be involved with the
administration of their deaths, such as funerals and wills. Some had regular
visits from family members while others rarely saw their families but had
telephone contact. There was a great deal of satisfaction derived from appar-
ently small gestures, such as Christmas cards or postcards from relatives on
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holiday. One couple explained how pleased they had been that the furniture
from the home they sold to move into residential care was passed on to a niece
who needed it in her new fiat. Such symbolic links were helpful in making them
feel that they still had a social life.

Bereavement is a significant issue to consider in relation to older people's
well-being and the frequency with which it occurs for many should not be taken
as an indication that it becomes easier. Some particularly welcomed the atten-
tion of relatives at times of bereavement, while others preferred to remain aloof.
In one home, there were two women who had not attended the fiinerals of their
own husbands, to the surprise of the manager. A degree of withdrawal from
family seemed to be a mechanism by which some older people adjusted to living
in a residential home.

The networks of care surrounding older people living in the community
were, as might be expected, very different. Here, the relationships between
formal and informal carers were generally very close. The majority of com-
munity nurses interviewed expressed the opinion that, unless an older person
had family to care for them, they would be unable to die at home, although
some said that a home death would be possible but difficult and very expensive.
All expressed the view that families were the most important part of the network
of care.

The relationships between families and service providers were considered
by the community nurses to be crucially important to achieving a good death.
This was often described as a reciprocal relationship. On the one hand, the
expertise of family carers about the particular needs and wishes of the older
person were valued by nursing staff. On the other hand, the nursing staff
provided families with the necessary information about the course of an illness
and how to control physical symptoms. Information sharing was not only to
improve levels of competence but also to help families to manage their own fear
and anxiety about what they might have to face.

Several of the community nurses felt that their responsibilities extended to
the well-being of families of older people. However, some remarked on how
abruptly the relationship between nursing staff and families ends after the death
of the older person. This left the nurses feeling uncomfortable and often they
would visit the bereaved family in their own time.

Concern for the well-being of bereaved relatives can be understood as an
indication of the social status and worth of older people. It contributes to what
Young and Cullen (1996) describe as continuity between the dead and the
living, which is an essential part of a good death.

Conclusion

The ways in which older people are supported and cared for through the process
of dying provides a clear indication of broader social values. Kellehear (1999a)
argues that the stigma attached to dying causes it to be hidden away. In relation
to older people this is an important observation and there is a need for greater
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public understanding about the circumstances of their deaths. The concepts of
optimal health and a good enough death provide a basis for debates about the
kinds of services that should be provided and the resources necessary to pay for
these.

A better understanding of dying in old age would enable us to consider, for
example, how older people might exercise their choice to die at home or move
to residential care. Establishing acceptable levels of public resources is an
important aspect of this but it is also important to understand how older
people's choices are framed. As was indicated in the Bristol research, older
people are active agents in constructing their lives and can adapt to changes in
their circumstances. It is important to consider how residential care can be
better understood as part of a range of living situations that is connected to
rather than separate from the community, so that the loss of one's own home
ceases to be seen as a personal failure.

This article has argued that models of health promotion are narrowly
defined and that insufficient attention is paid to the ways in which older
people's health can be promoted when they reach higher levels of dependency.
The broader social and cultural contexts of ageing mean that dependent older
people are more likely to experience inadequate support and inappropriate
interventions. Policies on promoting independence in old age coalesce with
limited health promotion strategies to the detriment of older people who have
become dependent. It is essential to recognize that the concept of indepen-
dence is understood in different ways and that there is potential for conflict
between the perceptions of policy makers, professionals and older people.

The fragmentation of services for older people is a serious impediment to
promoting their well-being. Contemporary divisions between primary and sec-
ondary health services and between domiciliary and residential social care
perpetuate the institutionalization of frail and chronically sick older people
through subjecting their needs to those of service providers. Contemporary
palliative care practice demonstrates the value of developing supportive rela-
tionships with people through the process of dying. This reinforces the import-
ance of continuity of care in relationships, so that older people's fears of the
future and of dying can be minimized. Palliative care also focuses on attention
to the whole range of people's needs and promotes a more integrated view of
health.

The aims of palliative care provide a useful starting point for developing
services that promote older people's well-being. However, it is important that
the course of ageing and dying is understood as a process that begins before the
terminal stages of illness. Evidence from the Bristol research illustrates how
concepts such as openness, awareness, choice and control are understood in
differing and sometimes conflicting ways. Ashton and Seymour's (1993) model
of tertiary prevention offers a way of conceptualizing the development of
professional practices by linking well-being at the end of life to the whole
lifespan and by focusing on the linkages between subjective experience and the
broader social context of living and dying in old age.
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