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Disclaimer:

This report presents independent research funded by the National Institute for Health
Research (NIHR). The views expressed are those of the authors and not necessarily
those of the NHS, the NIHR or the Department of Health. If there are verbatim
quotations included in this publication the views and opinions expressed by the
interviewees are those of the interviewees and not necessarily those of the NHS, the
NIHR or the Department of Health.

Criteria for inclusion

Reports are published if (1) they have resulted from work for the SDO programme
including those submitted post the merge to the HS&DR programme, and (2) they are of
a sufficiently high scientific quality as assessed by the reviewers and editors. The
research in this report was commissioned by the SDO programme as project number
09/1005/01. The contractual start date was in January 2010. The final report began
editorial review in April 2011 and was accepted for publication in September 2012. The
authors have been wholly responsible for all data collection, analysis and interpretation,
and for writing up their work. The SDO editorial team have tried to ensure the accuracy
of the authors’ report and would like to thank the reviewers for their constructive
comments on the final report documentation. However, they do not accept liability for
damages or losses arising from material published in this report.
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Executive Summary

Background

Healthcare towards the end of life places major resource burdens on the
NHS, with between 10-20% of all healthcare expenditure spent on care in
the last year of life. As well as cost, the quality of end of life care is a
growing priority for the public and for patients and their families, and this
includes being cared for and dying in the place of their choice.

Most cancer patients (50-70%) prefer a home death, but this is not the
reality they experience; in the UK, 59% of all deaths occur in hospitals, a
further 17% in care homes, and only 18% at home, with marked regional
variations.

For those with conditions other than cancer, the proportions dying at home
differ markedly according to condition, with only 12% of deaths from
respiratory or neurological causes occurring at home, and almost all
dementia deaths occurring in care homes (55%) or hospital (39%).

High quality end of life care needs to occur in the preferred setting, and be
supported by appropriate resources for that setting. The factors and
preferences which influence place of death in cancer have been described,
but much less is understood about these factors and preferences in non
malignant conditions. This systematic literature review synthesizes the
available evidence for the first time.

Aim
For those with advanced non malignant conditions, to identify, critically
appraise, and synthesize the published evidence on:

e Preferences regarding place of care and place of death
e Factors influencing place of death
e Key transitions towards end of life
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Methods

Using standard systematic review methods, we identified, reviewed, and
synthesized the national and international evidence on these areas. Both
qualitative and quantitative evidence was identified, extracted, quality
assessed, and synthesized. The strength of quantitative evidence was
graded high, medium and low quality, and a narrative synthesis of
qualitative evidence was produced to complement the quantitative findings.

Results

A conceptual model of the factors influencing place of care and death in
advanced non malignant conditions has been developed, and in the context
of this model, factors where there is moderate/strong quality and strength

of evidence can be described:

!

!

]

Personal and demographic factors:

Gender:
no effect home or hospital death
female A NH death

Ethnicity:
black ¥ home death
non white A hospital death
non white v NH death

Education:
no effect nursing home death
further education A home death
further education V¥ hospital death

Marital status:
single/widowed V¥ hospital death
single/widowed A NH death
married A home death

Disease-related factors:

Age: no effect on home death
older age ¥ hospital death
age > 75 ANH death

Primary disease:
Heart disease (not CHF) A
home death
CHF no effect on home death
COPD A home death
dementia A home death
dementia A NH death

Associated co-morbidities:
co-morbidity ¥ home death

Environmental factors

*

Health and social Social support:
care input:

Service provision: death
increased hospital bed
availability ¥ home
death

increased hospital bed
availability A hospital
death

palliative care provision
Vv hospital death

Living alone ¥ home

Macro-social factors

Socioeconomic status:

partner no effect hospital death

di ed ¥h ital death le»| Specific symptoms. iliness burden and
ivorc ospi ea

trajectories:

Degree of impaired mobility/disability
severe functional impairment A
home death
functional status - no effect on
hospital death le—>]

higher household income
Ahome death

| i ;

’ Place of care and place of death

Personal and demographic factors:

e Hospital deaths are more likely among minority ethnic groups

e Those more likely to live alone (single or widowed) are less likely to
die at home, and more likely to die in care homes, while those who
are married are more likely to experience home death.
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Disease-related factors:

e Higher levels of co-morbidity reduce the chance of home death, and
increase the chance of hospital death.

e Ilinesses where there is a longer trajectory of functional impairment
(even if severe) are associated with increased home death (possibly
because of the time available for planning and preparation)

e Older patients, especially those with dementia, are most likely to die
in care homes

Environmental factors:

e Increased availability of hospital beds is consistently associated with
reduced likelihood of home death and greater likelihood of hospital
death, although the effect is small

e Greater palliative care provision (across conditions) reduces the
chance of hospital death

Although environmental factors, including health and social care input, are
perhaps most amenable to influence, there is relative little evidence as yet
in this area.

The combined quantitative and qualitative evidence also reveals that:

e Just under half of patients with advanced non malignant conditions
report a preference for home death (this is notably lower than
among cancer patients).

e Among older people, across conditions, preferences for place of care
and death are complex, highly dependent on circumstances, and
may change over time.

e Across all conditions, considerations of carer/family burden (as well
as personal considerations) are a major influence on the preferences
of those with advanced disease, and this resonates with evidence on
the factors which precipitate transition into hospital or nursing home
care, and likelihood of death in those places.

e For those with chronic heart failure and chronic obstructive
pulmonary disease:

o the lack of a clearly predictable pattern of illness has a marked
impact on awareness of deterioration and subsequent perspectives
about place of care and death

o preferences may not always be consistent with a desire for ‘open’
awareness of death
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e Those who prefer hospital care may relate hospital to a sense of
safety and/or the perception of better chance of survival.

e Those with long term neurological conditions may prefer to plan
ahead, with often profound concern about burden on their family
carers.

e Dementia is associated with greater odds of nursing home death,
while co-morbidity is associated with reduced odds of home death.

e Other factors associated with increased likelihood of home death in
non malignant conditions include being married, having further
education, and having higher household income.

e Living alone, the absence of an informal carer, and cognitive
impairment or dementia all reduce the likelihood of home death,
increase the likelihood of transition into nursing home care, and
increase likelihood of nursing home death.

Conclusions

The evidence on the factors influencing place of death in non malignant
conditions is complex and inter-related. However, clear implications for
practice, policy and research emerge from this synthesis of the evidence.

Practice and policy implications:

1. A preference for home death (while still common among non cancer
patients) is less prevalent than for cancer patients, so attention
should be given to achieving preferred place of care and death in non
malignant conditions, wherever that place is.

2. For those with non-cancer conditions, the presence or absence of a
family or informal carer is a key component in achieving home death.
Effective and sustained carer support, especially in context of longer
illnesses trajectories, is likely to increase home death rates.

3. Minority ethnic groups, and those with lower socio-economic status
achieve lower rates of home death; best practice initiatives need to
target this imbalance, while still taking preferred place into account.
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4. For older people, advance care planning is especially important, as
their preferences are complex, highly dependent on circumstances,
and may well evolve over time. The advance care planning they
require therefore needs skilled professionals who can re-visit
preferences and planning sensitively and frequently in response to
change.

5. In addition, older people are more likely to die in care homes,
especially if there is cognitive impairment or dementia. Resources
need to be targeted both at improving care home deaths and
ensuring the opportunity for home death among older people
(especially those who live alone) is adequately supported, when
desired and feasible.

6. For those with end-stage heart or respiratory disease, the conception
of an ‘open’ awareness of approaching death and forward planning of
health care to accommodate decline (derived largely from models of
care in cancer), is not always appropriate. Again, skilled advance care
planning is important, to work across the range of awareness, and to
respond to rapidly changing circumstances.

7. In those conditions with longer trajectories, for instance some long
term neurological conditions, advance planning may be welcomed
and home death can be supported even when there is marked
functional impairment.

8. The increase in the ageing population, with correspondingly higher
levels of co-morbidity, will likely mitigate against home deaths and in
favour of hospital deaths, unless innovative approaches can be
developed to support those with complex co-morbidities in the
community.

9. Increased resources for the delivery of palliative care early in the
illness trajectory across non malignant conditions will likely reduce
hospital deaths.
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Research implications:

There are major gaps in the current evidence to inform practice and policy,
and research is particularly needed:

10.To provide insights into how preferences for place of care and death
among those with advanced non malignant conditions evolve over
time and with advancing illness, and what factors shape these
preferences.

11.To understand how duration and trajectory of illness affect transitions
in place of care, and place of death.

12. To determine how health and social care provision in non cancer
conditions can influence place of care and death.
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