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ABSTRACT
A better understanding of experiences of the end of life
in old age is important for practitioners, but there are
considerable methodological and ethical challenges to
research in this area. An interdisciplinary team at the
University of Bristol conducted a pilot study of 100
people aged over 80, over the course of a year. The
study focused on significant events in the lives of
participants, the vast majority of whom were living
ordinary lives in the community. Data were gathered
from participants and their relatives and, where
relevant, from health and social care professionals. In
this paper key findings are presented and the
implications for research and practice considered.

KEY WORDS: SIGNIFICANT LIFE EVENTS;
DEPENDENCY; DEATH; CARE;
COMMUNICATION; CONTROL
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Introduction
There is increasing awareness of the need for better
understanding of the circumstances in which older
people die, and for improvements in health and social
care practice. Death in old age is given low priority in
health care, and systems of care for the dying may
discriminate against older people (Lloyd, 2004). The
National Service Framework for Older People (DoH,
2001) calls for better standards of practice and,
specifically, for older people to be enabled to die at

home if they wish. Both Age Concern and Help the
Aged have recently produced policy position papers
on death and dying (Age Concern England, 2002;
Help the Aged, 2002). This article focuses on care at
the end of life in old age, drawing on recent research
(Nuffield Foundation, Project AGE/0050/G ) to
identify key issues for professional practice.

There is growing recognition that palliative care
could be extended further to non-cancer patients,
including, for example, people with heart disease
(Addington-Hall & Higginson, 2001). This has the
potential to benefit older people. However, older
people’s health problems are often complex, and
proximity to death can be difficult to establish. On
the other hand, the broad values of palliative care are
entirely consistent with community care for older
people. Both emphasise:
• person-centred, holistic and non-institutionalised

approaches to service provision
• openness in professional–client relationships
• respect and regard for the dignity of the service user
• choice and control over treatment and care options.

In community care, however, financial obstacles
impede service provision (Henwood, 2001).
Admission to nursing homes often becomes a
necessity on economic grounds, especially for those
who live alone or whose financial or family resources
are lacking. More than 70% of deaths in the UK occur
in hospitals or nursing homes, and older people are
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less likely than younger people to die at home
(Hockley & Clark, 2002).

In services for older people, the heavy emphasis
on promoting independence can also be problematic
when health declines. As Gibson (1998) argues,
when people become dependent on others, it is the
quality of care they receive that determines their
quality of life. Nowhere is this more marked than at
the end of life, when dependency on others is, in
most cases, inevitable. Research by Minichiello and
colleagues (2000) shows how carers ‘keep watch’ over
older people to check for signs of decline in their
appearance and behaviour. The older people go to
great lengths to avoid giving the impression that they
are giving up, sometimes to the detriment of their
health and safety. They feel a strong obligation to
‘keep going’ because of the expectations of the carers. 

Research approach
The ethical and methodological challenges of research
in this sphere are considerable. A number of studies
have focused on the recollections of bereaved relatives
(Cartwright & Seale 1990; Addington-Hall et al,
1995). However, there are limitations to this
approach. Higginson et al (1994), for example,
concluded that relatives’ retrospective views are partly
accurate and that family members’ views change over
the period of bereavement. 

The research discussed in this article piloted a
prospective approach to test the methodology and
the effect of the research on participants. The study
focused on significant events in the lives of 91 people
aged over 80. In late old age, people frequently
experience what are known to be highly stressful life
events, including bereavement, moving house and
serious, life-threatening diseases and disabilities.
Often one event can trigger a number of others. The
adverse effect of bereavement on health is well
understood, for example. Over the course of the year,
the aim was to analyse the impact of significant
events on participants’ lives and to explore how these
events might shape the circumstances of their
eventual deaths.

The sample was drawn from two general practices
in Bristol, which are located in different parts of the
city and reflect different populations. The approach
was intended to be as inclusive as possible so that a
wide range of factors could be examined, including
older people’s individual resources, living
arrangements, family and other social contact, use of
services and other support. 

A combination of quantitative and qualitative
instruments was used. The methods of data gathering
were:
• an in-depth baseline interview with each participant
• follow-up interviews every two months by

telephone
• responsive face-to-face interviews when a significant

event occurred or when the participant had
particular needs for face-to-face contact

• regular data collection from the participating GP
surgery staff

• data collection from local hospitals, care homes and
social services staff.

A working paper, which reports the research process,
methods and findings is available on-line (Lloyd et al,
2003). 

Selected substantive findings

Health and social activity
The findings paint a picture of a generally active group
of people, who lived independently and who were
well connected in terms of their family and social
lives. However, they also reflect complex and shifting
relationships between individual, family,
environmental and social factors in participants’ lives
through periods of change and upheaval. Most
experienced difficulties in relation to their changing
health and mobility. Sixty-three per cent referred to
ongoing or general health problems, eight per cent
experienced major medical events or changes, five per
cent had strokes of varying degrees of seriousness,
thirteen per cent had a stay in hospital as an in-
patient, five per cent visited accident and emergency
departments and nineteen per cent had either an
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accident or fall. Participants sometimes spoke about
the effect of these events in terms of their loss of
confidence and changes to their routines, including
reluctance to go out of the house unaccompanied. 

The findings suggested a strong association
between poor mental health and not being able to
get out as much as one would like. The ability to get
out of the house regularly was frequently a key
contributor to the sense of not having started to ‘go
downhill’. Some participants referred to their
determination to keep going and to the importance
of perseverance. For example:

‘I can’t pull or carry but I can lean and push. So I
use a trolley for my shopping’ 

and 

‘I manage an hour in the garden each day’. 

Others adjusted their expectations. For example, one
man described how he and his wife continued to
attend dances for social reasons, even though they
could no longer dance. Having to use a walking stick
or other mobility aids was also very important in
terms of public image. While some welcomed their
mobility aids – ‘I couldn’t do without my zimmer’ –
others saw them as signifying a major downturn in
their status: 

‘I don’t want to be walking around on a zimmer’. 

Participants also discussed their concerns about their
health and abilities in terms of how others would see
them. One man, for example, was conscious of
maintaining his standards of personal hygiene, saying
‘I don’t want to be a dirty old man’. Incontinence was
a serious deterrent to going out, the general fear of
social embarrassment exacerbated by lack of public
toilets. 

Being able to continue carrying out
responsibilities to others was also important. One
participant picked up her granddaughter from school
every day, while another regularly did his daughter’s

shopping for her. While there was satisfaction about
being able to carry out these activities, there was also
anxiety about a future time when it would become
impossible. For those with caring responsibilities,
medical changes had a profound effect on their lives.
For example, a man of 81 who was his wife’s carer
had a stroke ‘out of the blue’ and described how he
felt a failure because he was unable to cope any more
as a carer. He felt that the stress of caring for his wife
had contributed to his stroke and that the stroke also
added to the stress of his caring responsibilities. He
found it very difficult to let go and allow paid carers
to take over responsibilities. 

Maintaining control
Four participants moved during the course of the
study. One participant moved into supported
housing, away from his current home but nearer his
family. The decision was one he made himself, in
anticipation of requiring support. Despite a stressful
time and weight loss, the move had a positive effect
on his quality of life. 

‘I wanted to move nearer my family, I’m very
pleased and excited, the flat is near perfect.’ 

These examples contrast strongly with a woman who
wanted to remain in her own flat, and admitted to
‘putting off’ any decisions about moving into a
residential care home until she was no longer able to
care for herself. She felt that the subsequent move was
not under her control.

‘It was not a decision, I had no choice.’ 

Talking about the effect the move had had on her
quality of life she told the researchers: 

‘I have no quality of life’.

The high value placed on clear, accessible information
was demonstrated over and over again; it was
regarded as essential to maintaining control over
decisions about the future. For some, lack of
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information about nursing homes and inability to
visit and view them caused concern and made
planning for the future fraught with anxiety. Lack of
information about respite care and a general shortage
of respite care also produced great anxiety. It was also
clear that, at times, professionals thought they had
provided information but the participants were
unaware of this. This highlights the importance of
effective communication. 

Information about benefits had made a
significant difference to several participants and
helped to alleviate the bad effects of declining
health and mobility. For example, one man
described how obtaining Attendance Allowance
enabled him to get a taxi so that he and his wife
could continue to do their own shopping despite
their impaired mobility. Another described his
pleasure at being able to give his Attendance
Allowance to his daughter, in recognition of the
help she provided. 

Differences in support at times of crisis
frequently reflected patterns over the life course. A
participant whose daughter already helped with
housework and shopping did not feel it was
significant when she started to do his laundry. By
contrast, another without such support became
unable to manage her own bed linen during the
course of the study and felt this to be highly
significant, prompting her to think about a move to
supported housing. 

Socio-economic factors
The impact of economic inequalities between
participants was striking. For example, one
participant needed to make arrangements for the
care of her husband while she went into hospital to
have planned surgery. She was able to draw on her
resources to pay for a carer and to make
arrangements to fit in with her husband’s needs with
minimum disruption. Another example was that of
a highly dependent woman with severe dementia
who wanted to remain in her own home. She was
able to draw on her considerable resources to
employ a private care agency that provided

comprehensive and flexible care, enabling her to
remain in her own home. In contrast, a participant
on a low income became reliant on a service that
helped with going to bed. This service was provided
at 7pm and, although he was very unhappy about
this, he had no alternative if he were to remain in his
own home.

Differences in socio-economic status over the life
course were also reflected in the impact of
significant events and increasing dependency. Those
who were relatively well-off were more likely to
have had paid help in the house over many years
and would have fewer expectations about help from
their sons and daughters. Some of the wealthier
participants rejected the idea of help from their
children, seeing it as confirmation of their age and
dependency. 

Death and dying
During the course of the study six participants died.
Unfortunately, these deaths occurred too early in the
study for satisfactory links to be drawn with
participants’ life circumstances. In addition, there
were difficulties in obtaining information from
health and social care professionals when deaths
occurred, which exacerbated this problem. 

Discussions with family members and nursing
home staff showed how impending death could be
recognised, through loss of appetite, mental
confusion and general loss of interest in activities
and other people. One carer spoke of her husband
‘becoming lost’ after his admission to a care home.
In this case the carer, whose own health was poor,
was unable to continue to provide the support that
her husband required, as his needs became more
demanding. This highlights how those without
personal resources and reliant on state support are
more likely to be unable to die at home. 

Participants were asked how they viewed the
future, and their views on death and dying can be
grouped into four main types, which are not
mutually exclusive:
• only think about the day-to-day
• pragmatic or practical
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• religious or spiritual
• desire to determine own death.

Those who took life day-to-day tended to have a
stoic attitude, such as ‘Well I’m still alive. Can’t say
more than that’ or ‘at my age, every day is a bonus’.
For this group, the future was not something to be
contemplated. While they were not unrealistic about
what lay ahead, they either saw little value in making
plans and preparations or had made whatever plans
they thought were necessary (such as wills) and
preferred not to go any further. The pragmatic or
practical participants were those who spoke about
having organised funeral arrangements and
disposed of property, and who made decisions, for
example about purchases or plans, in terms of their
life expectancy. The religious or spiritual views were
characteristically content to leave the future in the
hands of God. At times these people overlapped
with the ‘only think about the day-to-day’, although
there was a greater degree of certainty in how they
viewed the future and, in particular, life after death.

Those who wished to determine their own
deaths expressed fears about becoming highly
dependent in the future, seeing death as a preferable
alternative. Not wanting to be a burden was a
recurring theme in discussions about the future, but
was more extreme for this group. One woman
described how she would like to take her own life
but only in such a way as to make it look like an
accident so as to prevent unnecessary distress to her
children. During the course of the research, public
interest in voluntary euthanasia was relatively high,
with attention to individuals who had travelled to
Switzerland with the purpose of dying. 

None of the participants volunteered
information about having discussed their life
expectancy with doctors, and nor did the health
professionals speak about having raised the subject
with their patients.

Conclusions 
A range of important lessons emerges from this pilot
study, which it is hoped will be taken forward to a

longer, more in-depth study. Some of them echo
findings from previous research, but have a particular
poignancy when understood in relation to the end of
life.

Over the course of the year participants were
contacted on five occasions, usually by the same
researcher. The quality of the information gathered
as participants came to know and trust the
researchers was striking. It enabled researchers to
capture participants’ subjective views about what was
significant to the quality of their lives and to
understand this in the context of their life history.
The conclusion to be drawn is that longitudinal
research has the capacity to elicit information that
might otherwise be overlooked, particularly where
the aim is to obtain participants’ subjective views. It
also points to the potential benefits, in
communication and trust, of ongoing relationships
between older people and health and social care
practitioners. 

In cases where participants were in touch with
several practitioners, the need for better
communication and a more integrated approach to
care was evident. Better communication between
specialist and primary and community care was also
clearly needed, particularly where participants had
been in hospital and needed to gain access to
community-based services. Significant events often
generated ongoing changes to participants’ routines,
and the need for better understanding of these
changed circumstances was clear. 

The importance of promoting choice and control
in older people’s services is recognised, and the
findings from this study suggest that this is all the
more important when significant events occur.
Those who were able to exercise control were usually
those who had personal resources, while those who
relied on state services often lost control. A simple
but crucial lesson for practitioners is to ensure that
older people have relevant information about
benefits and are helped to apply for them. It is hard
to over-emphasise how much difference it made to
the participants in this study to receive additional
income, particularly at a time of crisis. In the context
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of integrated care, the important question is who has
the responsibility to provide this income. 

The need for better support for carers was
another recurring theme. The inadequacy of respite
care and ongoing support for carers was not a
surprising finding, but the proximity to death of
some of the participants made it all the more
pressing. Providing carers with the necessary support
to continue their role when health problems
become complex is an important point. In this
respect, palliative care provides a good model for
community and primary health care, since it
recognises family carers as care providers and offers
support when they are bereaved.

Finally, an important question emerges about
why it is that some older people so dread becoming
a burden that they would rather die. This cannot be
dismissed as a typically stoic characteristic of this
generation of older people, but needs to be
understood in terms of cultural expectations and
widespread negative connotations associated with
dependency. This is the opposite of the values
promoted by palliative care, which stress the
importance of accompaniment, reassurance and
comfort. Older people whose health declines should
be able to rely on health and social care services to
provide reassurance that they will be well taken care
of, irrespective of their level of income or family
circumstances. Fear of ‘going downhill’ should not
be exacerbated by fear of being on the receiving end
of poor treatment and care. This is not a matter of
‘us’ developing good care for ‘them’. We all share an
interest in ensuring that there will be good care at
the end of life.
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