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About this brief

This brief reviews the evidence on health and social care
needs and expenditures at the end of life. End of life costs
are the main reason for high per person spending levels
observed at older ages in many European countries.
However, there is huge variation between individuals, with
estimates suggesting that just 10% of people near the end
of life are responsible for over 60% of total end of life
health and social care expenditures. High-cost individuals
tend to be frail people with multiple chronic illnesses who
use considerable hospital and social care services.

In most European countries, there will be large increases in
annual deaths in the coming years as the ‘baby boom’
generation ages and improved survival ultimately leads to
more deaths each year. This will inevitably lead to growth in
end of life needs and, ultimately, spending levels. However,
there are a number of strategies available to address these
challenges. Some end of life needs can be reduced with
more active public health measures and active rehabilitation,
much of which can be very cost-effective. More active
assessment of care needs can also significantly improve the
experiences of patients and families, reduce unnecessary
tests and interventions, will not shorten survival, and can
help to limit the growth in costs.

About the series

Population ageing is often perceived negatively from an
economic standpoint. Yet taking a more balanced view, it
becomes evident that a growing older population is not
necessarily very costly to care for, and that older people
provide significant economic and societal benefits —
particularly if they are healthy and active. This is the broad
perspective of the Economics of Healthy and Active Ageing
series: to inspire a ‘re-think’ of the economic consequences
of population ageing.

In this series we investigate key policy questions associated
with population ageing, bringing together findings from
research and country experiences. We review what is known
about the health and long-term care costs of older people,
and consider many of the economic and societal benefits of
healthy ageing. We also explore policy options within the
health and long-term care sectors, as well as other areas
beyond the care sector, which either minimize avoidable
health and long-term care costs, support older people so
that they can continue to contribute meaningfully to society,
or otherwise contribute to the sustainability of care systems
in the context of changing demographics.

The outputs of this study series take a variety of brief
formats that are accessible, policy-relevant and can be
rapidly disseminated.
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Key messages

In most European countries, the number of deaths each year
will increase as the ‘baby boomer’ generation ages and
approaches the end of life. Better strategies for managing
care at the end of life are therefore of great importance,
both to ensure the financial sustainability of health and
social care systems and to enable people to die with dignity.

e Population ageing in itself has little impact on growth in
health care expenditures and only modest effects on
social care expenditures, but end of life care remains a
main reason that health and social care spending is higher
on average among older people than younger people.

e Growth in expenditures as the number of deaths increase
can be managed while also improving outcomes for
patients and their families. To do this, decision-makers
need to have a good understanding of:

o the drivers of end of life expenditures;
o future death rates (and the age people die); and

o the appropriate mix of end of life services including the
balance between treating disease directly and
managing symptoms at the end of life.

e Expenditures for people near the end of life are highly
variable. A small share of users — typically frail with
multiple chronic conditions, often including dementia —
account for the bulk of costs (in Ireland for example
nearly two-thirds of total end of life health and social care
spending was on 10% of decedents, while the lowest-
cost 50% accounted for only 7% of spending).

e Hospital care is the largest component of end of life care
expenditures, but not all of it is necessary or appropriate:
many admissions can be prevented, while some hospital
care is inappropriate for people with complex needs and
multiple chronic diseases.

¢ The experiences of patients and families can be improved
by skilled and careful assessment of needs and by
supporting people when making difficult choices.
Experience shows that such assessments and support can
also reduce the costs of care.

e There are challenges in helping people make choices
about their care that are in line with their goals. Issues to
address include:

o Finding better ways to prospectively identify those at
risk of receiving high-cost care that is unlikely to lead
to much longer life or to a good quality of life.

o Improving the understanding of palliative approaches
so that a shift from treating diseases is not seen as
giving up on curative care, but rather as giving people
a choice to live as well as possible.

o Adjustments to care provision in recognition of patient
preferences and the fact that changing the balance
from more curative to more palliative care does not
normally shorten life, and in some cases may extend it.
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Executive summary

Concerns about the impact of population ageing on health
and social care systems have included fears in some countries
that expenditures will rise rapidly and that there may be a
shortage of younger people to support the needs of the
ageing population. It has been shown elsewhere in the
European Observatory's Economics of Healthy and Active
Ageing series though that such fears are exaggerated and
population ageing itself will lead to only slow and modest
increases in care needs and costs. It has also been shown that
a key driver of higher care costs of older people is expenditure
near the end of life.

This policy brief focuses on: patterns of needs and related
expenditures at the end of life; how these are likely to change
with population ageing and an increasing number of deaths;
how we can use a better understanding of needs and cost
drivers to improve experiences of patients and families, and to
limit growth in expenditures. This will involve careful
assessment of needs for services that aim to treat disease and
the complementary palliative care that aims to reduce
symptoms and improve quality of life.

High per person health and social care expenditures
at older ages are not simply a consequence of
‘getting older’ - they are driven by expenditures at
the end of life

Although expenditure on health and social care is typically
higher for older people than younger people on average in
most European countries, this is mostly driven by high costs
near the end of life. Evidence suggests that there is negligible
direct effect of calendar age itself on health care expenditures,
but social care expenditures do increase with age as well as
with proximity to death. The additional costs of health care
near the end of life reduce with death at the oldest ages, but
additional costs of social care remain high for older people
approaching death.

In most countries in the European Region, the number of
deaths each year is increasing as the ‘baby boomer’ generation
ages and approaches the end of life. While ageing may have
little direct effect on costs, this rise in the number of deaths
will drive increased needs and expenditures in the short to
medium term.

Although most people prefer not to die in hospital, hospital
care is typically the largest component of end of life care costs,
often being more than 50% of the total. While in many cases
this care is appropriate and necessary, there is increasing
evidence that many hospital admissions can be prevented, and
that some of the care provided in hospital is inappropriate for
people with complex needs and multiple chronic diseases at
the end of life.

Careful examination of the patterns of end of life costs shows
that they are highly variable and skewed. It has been shown
that, in Ireland, the most expensive 10% of decedents account
for nearly two-thirds of end of life health and social care
spending. The least expensive half of decedents account for
only 7%. It follows that policies to improve care and contain

costs need to factor in who the high-cost decedents are, and
to what extent this high expenditure represents effective and
cost-effective care. The high-cost decedents are typically frail
and have multiple chronic conditions, often including
dementia.

Developing better strategies for care near the end
of life

It is possible in many cases to retain greater independence and
reduce disability in older age. Some prevention and
rehabilitation interventions have been shown to be cost-
effective too. Policies to achieve healthy and active ageing
throughout the life course may therefore also slow the growth
in care needs and costs at the end of life.

There is growing evidence that skilled and careful assessment
of needs, as well as support for patients (that is, older people
with care and support needs at the end of life) and families in
making choices, can improve the experiences of patients and
their families, and may reduce costs of care. While such
assessments are expensive to carry out, the associated savings
can be substantial. Better support has also been shown to
improve outcomes. The twin challenges are to find better ways
to identify early those at risk of high-cost and low-value care,
and to assist people to make good choices in line with their
goals. A shift in the balance of intent from treating diseases
to more palliative approaches should not be seen as giving up
on curative care, but rather a choice to live as well as possible.
Evidence shows that such a shift is often in line with patient
preferences. Changing the balance from more curative to
more palliative care does not normally shorten life, and in
some cases may extend it. Better assessment and support for
better choices is particularly useful when the patient has
complex needs.

Understanding the drivers of end of life care and knowledge
of how policies may help to support better choices can
improve experiences and quality of life near the end of life —
and may also slow the rate of expenditure growth.
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POLICY BRIEF

Introduction: Why is this brief important?

Populations are ageing in most countries due to rapid
increases in life expectancy, especially for men, and declines
in birth rates below replacement levels. As a result, there is a
fear in some countries that there will not be enough people
of working age to support the needs of older people. An
overview of the various policy issues arising from population
ageing and the options available to policy-makers can be
found in the first introductory policy brief in this series on
the Economics of Healthy and Active Ageing [1].

A key concern related to population ageing is how it will
impact health and social care use and expenditure trends.
The belief that older people are more costly for health and
social care systems than younger people is pervasive, and so
the logic goes that having a larger share of the population at
older ages may unsustainably accelerate growth in public
health care spending. In reality, the evidence suggests that
the effects of ageing on health care spending will be modest
and growth will be slow [1,2], but there will naturally be
some additional care needs.

Health and social care expenditures can, nevertheless, be
particularly high for people near the end of life. In fact, the
costs associated with end of life care largely explain why
health and social care expenditures per person, on average,
are often higher for older people than for younger people,
since most people die at older ages. Taken together, this
raises important questions including:

e What drives high end of life health and social care use
and costs?

e Do all (or most) people experience high use and cost of
health and social care at the end of life?

¢ How will population ageing affect end of life care use and
spending in the future?

e Are there interventions that can keep end of life costs
manageable without sacrificing quality of care?

This policy brief reviews the evidence on patterns of service
use and costs of care at the end of life. It will show that
spending near the end of life varies greatly across individuals
and that high overall costs are driven by service use by a
small proportion of decedents. Although the numbers of
people with needs for palliative and end of life care will rise
with population ageing, it is possible to reduce the volume
and intensity of service use, lower costs, and improve patient
experiences with well-designed palliative and end of life care
interventions.

As a part of the Economics of Healthy and Active Ageing
series, this brief does not aim to provide detailed guidance
on the organization and delivery of palliative or end of life
care (see Box 1 to understand the distinction between the
two). Rather it aims to provide a better understanding of:
the effects of population ageing on the need for care at the
end of life; the evidence on how different approaches to

provision of care may affect the experiences of patients and
families; and the likely effects on patterns and costs of care
associated with different policies and strategies.

Box 1: What is palliative care (and how is it distinct from end
of life care)?

While ‘palliative care’ and ‘end of life care’ are terms that are often
used almost interchangeably, they are not synonymous. Palliative
care is a whole approach that gives focus to managing symptoms
and quality of life, while end of life care relates to a phase, normally
defined as the expected last six months or year of life. The World
Health Organization (WHO) defines palliative care [3] as follows:

Palliative care is an approach that improves the quality of life of
patients and their families facing the problems associated with life-
threatening illness, through the prevention and relief of suffering by
means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and
spiritual.

Palliative care:

e provides relief from pain and other distressing symptoms;

e affirms life and regards dying as a normal process;

e intends neither to hasten nor postpone death;

e integrates the psychological and spiritual aspects of patient care;

e offers a support system to help patients live as actively as possible
until death,

e offers a support system to help the family cope during the
patient’s illness and in their own bereavement;

e uses a team approach to address the needs of patients and their
families, including bereavement counselling, if indicated;

e will enhance quality of life, and may also positively influence the
course of illness,

e [s applicable early in the course of illness, in conjunction with other
therapies that are intended to prolong life, such as chemotherapy
or radiation therapy, and includes those investigations needed to
better understand and manage distressing clinical complications.

Parts of a palliative approach can be appropriate at many different
stages of illness, but the balance of effort tends to move from more
disease-modifying approaches to more palliative approaches as
disease progresses and the end of life comes closer. The decision to
embrace a palliative approach is not necessarily a decision not to
provide treatment that aims to reverse or slow down the progress of
a disease, and in many instances interventions (such as radiotherapy),
which affect the underlying disease, also have useful effects on
symptoms. While a palliative approach does not specifically aim to
lengthen or shorten life, decisions to focus on symptoms and quality
of life can shorten life (but with less distress), may have no effect on
survival, or in some cases may lengthen life expectancy by avoiding
interventions that might be poorly tolerated by a very sick patient [4].

Palliative care in many countries has been associated with managing
the symptoms of late-stage cancers, but the underlying approaches
are, in principle, relevant to all people whose illnesses lead to pain or
distress. In addition to pain, common symptoms may include fatigue,
breathlessness and delirium, as well as psychological problems for the
patients and families. Hence, good palliative care tends to be
inclusive, individual and wide-ranging. It can be provided by
specialized health care professionals (including medical, nursing and
allied health professionals and carers) or as part of a broader package
of treatments provided by health care professionals from other
disciplines.



Health and social care expenditures increase by age

In most countries with well-developed health systems there
is an observable relationship between calendar age and per
person health and social care spending levels, such that
average per capita expenditure typically increases with age.
As an illustration, Figure 1 contains average health spending
per person data across European Union (EU) countries,
which shows this prototypical pattern.

Although spending per person is typically higher at older
ages, expenditure levels often decline for the very old (e.g.
above 90 years) [5-13]. Costs increase steadily above the
age of 50, with a more rapid rise for those in their 80s. As
will be discussed below, much of this pattern can be
understood in terms of expenditures near the end of life.

Per person spending on long-term care, sometimes referred
to as social care, also tends to increase with age, particularly
among older adults. The fact that social care spending in
aggregate continues to rise for people above the age of 80
is largely explained by the higher number of people in
residential care or those living at home with high levels of
domiciliary support. The pattern of costs of social care is
shown in Figure 2 using an example from Canada. There is
some evidence that annual care costs plateau and may fall
for the very old, but the numbers are comparatively small
and there is variation between countries. It should also be
noted that these data refer only to formal, paid services.

The Economics of Healthy and Active Ageing

Evidence shows that much of the cost of social care falls on
informal carers and families — in many cases around half of
total costs [14]. It is therefore important to ensure that what
appear to be cost savings from changes in models of care
are not simply cost shifting from formal to informal care.

Why do per person health and social care spending
levels increase with age?

A good understanding of what drives cost increases is
important as it can help to guide policy development to
ensure both better experiences in older age and moderate
increases in costs. While taken together, the data above
demonstrate that health and social care spending typically
increases with age, a more detailed analysis of these
expenditure patterns indicates that although age is a
correlate of spending, it is not itself the main driver of per
person spending increases (see Box 2).

It turns out that much of the high costs of health and social
care for older people occurs near the end of their life, with
little or no link to age itself [5-13,15-25]. Health care
spending for those near the end of life is much higher than
spending for people of the same age who do not die that
year [14], as shown in Figure 3 using data from Canada.

Figure 1: Per person health care expenditures, 2016, in selected EU countries by age group as percentage of per person GDP
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Source: Data from the European Commission Ageing Working Group (not published).
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Figure 2: Social care spending per person by age, British Columbia
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Figure 3: Costs of medical care in last 6 months of life or similar period for survivors
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Box 2: Does ageing drive health and social care spending?

Despite the apparently strong relationship between calendar age and
health care costs, analyses have consistently shown that population
ageing in itself will not have a major impact on health expenditure
patterns in the future [1,2]. Health expenditure growth attributable
to population ageing is unlikely significantly to exceed increases in
resources that come from economic growth. This is because:

e Ageing is a very slow process, so any change in expenditures due
to ageing will also be slow [1,15,25].

e Research has shown that factors such as policy decisions regarding
entitlements and costs related to the adoption of new
technologies have a larger effect on spending [13,15,16].

e Costs of care are much higher near the end of life, and since most
people die at older ages this gives the appearance of costs rising
with age.

When proximity to death is taken into account, most studies show no
significant effect of calendar age on health care spending. Further,
although social care expenditures increase with age as well as in the
time period immediately before death, social care costs generally
comprise a relatively small share of health and social care expenditures
overall. While investments to improve quality and accessibility of social
care will inevitably increase spending levels, social care expenditures
are likely to remain well below that of health care.

Age

Several points are clear from the data in Figure 3. First,
health care spending near the end of life is much higher
than spending for people of a similar age who survive; at the
age of 65 spending is 18 times higher, and it is five times
higher at 90. In addition, health care spending is modest for
survivors, and among survivors rises only gradually with age.
Lastly, spending near the end of life falls with age above 65.
Per person spending in this study was more than one-third
lower at the end of life for decedents over 90 as compared
to those who died at 65.

There is some debate about the mechanisms that drive
health care expenditure patterns near the end of life, with
some arguing that this is really a proxy for morbidity and
complexity of illness [13,24,26]. Multimorbidity increases
with age, and is very common near the end of life. As the
management of chronic diseases improves, the numbers
living well with multiple health conditions may rise, with
associated care costs. Much depends on whether ageing at
a population level is associated with better health at any
age, or living longer but in worse health [27]. Another
reason for high end of life costs is the (ultimately
unsuccessful, and often inappropriate) hospital treatment of
the primary cause(s) of death.
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Figure 4: Mean drug spending in last year of life (NZ$)
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Source: Data taken from [11].

While most of the evidence on health spending near the end
of life comes from studies of hospital care, similar patterns
have been found in costs of other components of health
care, such as medications prescribed outside of hospital
[10,11]. There is no direct effect of age on the price of
medications, but people near the end of life use many more.
Again, it is interesting to note that the additional drug
spending near the end of life declines with age (Figure 4).
This is not because older decedents use fewer drugs than
younger ones, but rather because they tend to use lower-
priced drugs.

Social care spending is also much higher for decedents than
for survivors, although the difference is smaller than it is for
health care spending (Figure 5). Social care spending for
decedents is, on average, more than double that for

The Economics of Healthy and Active Ageing

85-89 Over 90

Age group

survivors. According to data from Canada, the first rapid rise
in spending occurs roughly between ages 75 and 85, with a
further near doubling of spending between 85 and 90 for
survivors. Studies suggest that the key determinants of
individuals’ social care expenditures are their instrumental
activities of daily living (IADL), which include the capacity to
shop and cook, as well as more basic activity of daily living
(ADL) care needs [28,29]. Near the end of life, many people
often become very frail, and this may help explain the higher
costs. The concept of frailty aims to measure resilience and
the capacity to withstand and recover from ilinesses or other
pressures [30], and has been shown to be useful in
understanding needs and social care use. It has also been
shown that expenditure levels are highly variable within
countries for apparently similar needs [31], suggesting
different levels of informal care support.

Figure 5: Per person social care spending in last 6 months of life vs. similar period for survivors
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What services are responsible for high health care
costs at the end of life?

Unsurprisingly, the costs in the last year of life are
dominated by the costs of hospital care and of time in care
homes. According to Figure 6, in Ireland, hospital care
accounts for 56% of costs in the last year and residential
care homes 29%, so 85% of total costs come from these
two. Primary care accounts for only 4% of costs, and care in
the home for 11%. There is evidence that patterns of costs
at the end of life are similar in other Western countries [1],
although the breakdown between different elements of
non-hospital costs differs.

Evidence for cancer patients in Israel shows that the main
difference between decedents and survivors is in the
intensity of hospital care in the last year of life [32]. This is
consistent with the fact that people near the end of life tend
to have multiple chronic diseases and tend to be frail.
Hospital admissions are often the result of a failure of
community-based services to support the person at home,
leading to a hospital admission, but in many cases these
people require few clinical interventions. Higher end of life
costs for younger decedents (also reflected in Figure 3) may
reflect the larger potential for extending life in younger
patients, as well as greater effort to treat disease. It has also
been found in an international collaborative study that high
levels of attendances at hospital emergency departments are
the result of inaccessibility of community health care,
perceived barriers to community health care and poorly
coordinated care [33].

Figure 6: Costs in the last year of life, Ireland

How will population ageing and greater numbers of
decedents affect end of life care use and
expenditures in the future?

A number of factors will affect end of life spending in the
future, although among the most important factors is the
change in the number of deaths per year [34,35]. The
number of people near the end of life is expected to
increase considerably in European countries over the next 30
years as the ‘baby boomer’ generation reaches older ages
and the number of annual deaths increases. However, given
the lower end of life health care costs in older decedents,
average costs should fall as life expectancy increases and
more people die at older ages [6]. At the same time, there is
likely to be an increase in end of life spending on social care
as people die at older ages, as well as a rise in social care
spending for survivors as more will be older and at higher
risk of dementia and its associated costs [31,36-38].
Expanding entitlements and better social care coverage will
also result in some increases in end of life social care
spending.

Detailed studies of future demands for end of life care have
been carried out in only a few countries. However, some
countries project large increases in annual deaths, which
suggests there will be greater end of life care needs. These
increases in the number of deaths vary across the European
Region, with a rise by 2050 of around 13% projected for
Germany, 26% for France, 15% for Czechia and 82% for
Azerbaijan (Source: authors’ calculations from UN data;
[39]). In some countries this is against a projected fall in
overall population levels. Romania is one of the few

Primary Care M Hospital Care ®Home Care M Residential Care

Source: Data taken from the Irish Longitudinal Study on Ageing covering deaths between 2009 and 2018.



countries to project no change in annual deaths by 2050. A
key issue for planning for end of life care is therefore to look
carefully at projections of numbers of deaths.

This increase in annual deaths is a result of rapidly increasing
life expectancy and the related substantial fall in deaths in
recent years. This has the inevitable consequence that the
future death rate will rise as the cohort of longer survivors
reach the end of life. As reported by May et al. [33], a large
part of the increase in future medical care needs will have a
more palliative, symptom management intent rather than a
more curative one. In most European countries, the future
number of deaths will be a more important driver of needs
for end of life care (and potentially spending) than
population ageing on its own.

Etkind and colleagues [32] provide projections of need for
palliative and end of life care for England and Wales based
on projected deaths and morbidity patterns. England and
Wales is expected to experience 25% more deaths per year
in 2040 than in 2014. Cancer deaths will rise by a third and
the numbers with dementia will rise nearly fourfold, leading
to an overall projection of a rise of 42% in the numbers
needing palliative care by 2040.

May et al. [33] show that the number of annual deaths in
Ireland is expected to rise by 68% between 2016 and 2046,
with an associated increase in numbers approaching the end
of life. In addition, the authors look at the likely increases in
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health conditions (such as dementia) that will require
palliative care as deaths are put off until progressively older
ages. Overall, this study estimates that palliative care needs
will nearly double by 2046. However, this increase in
palliative care needs may be offset to some extent by a fall
in spending on other (often more expensive and sometimes
ineffective) health care services.

Do most people experience high use and cost of
health and social care at the end of life?

An important factor in understanding high costs at the end
of life is that these are in fact driven by very high costs for a
relatively small proportion of decedents [37,40]. The
distribution of end of life costs is wide and skewed. Figure 7
shows the distribution of spending on hospital and
ambulatory health care in the last year of life for Ireland,
using data from The Irish Longitudinal Study on Ageing
(TILDA).

As can be seen, nearly 80% of total spending on care is
accounted for by the most expensive 10% of decedents. The
top 20% in terms of cost account for over 85% of total
spending. The lower cost 50% of the decedents account for
less than 5% of the total.

When social care costs are added, the distribution of
spending in the last year of life is nearly as skewed, as
shown in Figure 8.

Figure 7: Percentage of total health care costs in last year of life by cost decile (Ireland)
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Figure 8: Percentage of total health and social care costs in last year of life by cost decile (Ireland)
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Source: Authors’ own calculations based on data from the Irish Longitudinal Study on Ageing covering deaths between 2009 and 2018.

What are the characteristics of those with very high
end of life costs, and how can we provide
appropriate and cost-effective care?

The analysis in this policy brief suggests that we need to
look closely at the characteristics of those with high health
and social care costs at the end of life. What are the
characteristics of these very high-cost decedents? Can we
identify those at risk of high-cost care?

What are the characteristics of these very high-cost
decedents?

It is known that the highest-cost decedents tend to have
multiple chronic diseases (often including dementias) and
are frail. They are at high risk of futile and possibly harmful
investigations and treatments [26]. They are likely to have
many inpatient days in hospital, and are likely to require high
levels of support at home or in residential care facilities. As
shown in Figure 6 above, 85% of the costs of care near the
end of life is for hospital (56%) and residential care (29%,).
Research is ongoing to develop tools to identify early those
who might benefit most from skilled interventions to
improve the care trajectory.

Evidence [38] shows that the main drivers of increasing
social care costs, including costs near the end of life, are
disabilities as measured by ADL and IADL scores [38].
Reducing admissions to (high-cost) residential care will
require a focus both on reducing disabilities and also on
ways to reduce the impact of disabilities on the viability of
care at home. In contrast to health spending, age remains a
determinant of social care spending even when disability is
taken into account.

Costs of social care are also higher in those who are living
alone in older age than those in households with two or
more people [38]. Recent trends in life expectancy, with men
gaining more rapidly than women, mean that households
are more likely to have two or more people. Households
with two or more residents are better able to withstand
shocks and crises. Therefore, there is likely to be some
offsetting effect on the growth in social care spending. The
proportion of older people living in single-person households
is falling, although in most countries the absolute number of
single-person elderly households continues to rise.

Can we identify those at risk of high-cost care?

While we know the features of people who are likely to
have high-cost and poor experiences, there remains a
challenge in how to identify them in a timely way as they
pass through the care system. While most high-cost patients
are frail, there are many frail people who do not have high
costs. There are currently several research programmes that
aim to improve our ability to identify early those who are at
risk of high-cost and futile interventions. There is some
emerging evidence that adding a mortality risk score [27] to
information on multimorbidity can help in identifying people
at high risk of high cost. However, given that a large part of
the cost comes from hospital admissions, an obvious place
to identify those with complex needs and potentially
inappropriate care is at the point of access to acute hospital
care. The limited available evidence suggests that inter-
ventions at the point of hospital access can improve the care
experience and lower cost [41].



Developing better strategies for care near the
end of life

Policies to manage the growth in health care spending
need to focus mainly on high-cost decedents and
determine whether there are better, more cost-effective
ways to provide health and social care services and other
forms of support.

How appropriate is current care and are there
alternatives that may achieve more and/or cost
less?

Given the scale of high end of life costs as compared to
costs for survivors, it is clear that we need to understand
better the drivers of these high costs and the extent to
which they represent good value in terms both of longer life
and good quality of life in this period.

There have long been concerns in many countries that
patients and families have poor experiences near the end of
life, and some of these relate to inadequate or inappropriate
care. A common indicator has been place of death, with a
large difference between preferred and actual location
[28,38]. While it is clear that in some cases the death in
hospital occurs as a result of changed circumstances, it
remains the case that many people, who could die at home,
end their lives in hospital settings.

There is other evidence that current resources are not used
to their best effect at the end of life [38,42]. Results from
longitudinal ageing studies show that under-treatment of
pain and depression was reported in nearly half of deaths
[39]. A study of preferences for care amongst patients and
informal caregivers revealed a mismatch between what was
wanted and what was provided [43]. Some of the
dissatisfaction was with the poor process of care delivery as
well as the content.

Concerns that care near the end of life was failing to provide
the services that would be most appropriate and cost-
effective have led to a series of studies of team-based
assessments to improve understanding of needs and better
plan the care trajectory [4,41,44-45]. The underlying
hypothesis is that failure to take into account all the relevant
circumstances facing the patient, along with a failure to be
clear about the goals of care, can lead to unnecessary and
sometimes inappropriate investigations and treatments. A
multidisciplinary team with a range of skills and perspectives
can help the patient to choose a better pathway and more
appropriate care.

It has been shown for some categories of patients with life-
limiting illness that it is possible to improve the experience
and lower costs of care, suggesting that, in such cases,
current provision is neither appropriate nor efficient.
Reduced costs come from fewer investigations, fewer
interventions and fewer days in hospital, with some evidence
that experiences and outcomes are also better.

How can we ensure the best care pathway?

The mechanisms that have been shown to change care
trajectories involve careful multi-professional assessment and
support for better choices by patients and carers. This has
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been shown to work in inpatient and emergency
department settings. It is likely that similar approaches in
different care settings can also improve the care pathway.
Studies have shown that more careful assessment and
planning can reduce interventions, reduce costs and improve
outcomes [4,41,44-45]. For patients with very complex
needs and a cancer diagnosis, the savings for a single
hospital stay were around $10,000 and a study of palliative
care assessments in the emergency department setting
showed reductions in length of hospital stay of nearly 11
days [41]. Although assessment by multi-professional teams
is expensive, this has been shown to be more than offset by
costs savings for many patient groups. Savings come from a
combination of shorter hospital stays, fewer investigations
and less treatment that has a disease-modifying purpose
[46].

In one study [4] it was shown that palliative care team
assessments were associated with increased life expectancy
for people with life-limiting disease. There are
understandable and reasonable concerns that the choice to
shift the balance from interventions that aim to change the
course of the disease to ones that aim to achieve better
symptom management is a decision to give up. However, it
is known that many interventions that aim to extend life do
not succeed and may lead to an earlier death. Better
management of symptoms and quality of life can extend life,
so that ‘giving up on curative treatment’ is not really a useful
way to characterize the choices. A better understanding is
that the balance of effort should change as the best
outcomes and experiences warrant a shift from a narrow
focus on treating the disease to a broader one which
includes better symptom management.

Until recently, Medicare patients in the USA were faced with
the choice between palliative care or services that treat the
disease more directly. The rules that accompanied the
Medicare Hospice Benefit, in its original form, required
beneficiaries to forego the option of curative interventions,
making it a choice between palliative or curative care [47].
As suggested above, this choice rules out the much better
pathway of a gradual change in the goals of care and the
balance between curative and palliative intent.

The (well-intentioned) development and application of the
Liverpool Care Pathway may have reinforced the perception
that these different types of care are mutually exclusive [48].
It is now clear that planning appropriate support and care
near the end of life needs to allow for flexibility and well-
informed changes, and to support choices that will achieve
the goals of care. It needs to take account of the evidence
on what patients want and what their goals are, as well as
the evidence on how this can differ from goals pursued by
relatives and informal carers (see Box 3 below).

There are three key findings from studies on improved
assessment and planning. Change is greatest when:

e there are more chronic diseases diagnosed, making the
choices about which diseases to treat and how best to
treat them complex

e the assessment is early in the care trajectory
e the patient has a cancer diagnosis.
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In the absence of more detailed information, it is likely that
detailed assessment should be focused on patients who
have complex needs, and attempts should be made to
provide this service as early as is feasible.

Box 3: What do service users want?

A number of themes emerge from the research on preferences
relating to end of life care. There is strong evidence that people may
have their overall experiences improved by facing as few barriers as
possible to accessing the services they need. However, there are
important differences in patterns of preferences for services and
place of care among patients and caregivers, which are influenced by
factors such as age and personal circumstances. A difficulty in
understanding user preferences in palliative and end of life care is
that service users (and indeed the general public) often have a limited
understanding of what is (or could be) available, and about the goals
of different types of care [43]. This is made more challenging by
common misconceptions about the purposes and roles of palliative
care (and indeed in some settings the name itself is a problem). For
example, it has been shown that patients’ expressed preferences
reflect their direct knowledge and experience of what is (locally)
available [49]. Where specialist palliative care is more fully developed,
and understood by service users, the preferences against hospital
care at the end of life are more pronounced [43,49].

Overall, there is evidence of strong preferences for care that is
coordinated, continuous and accessible, even if some potentially
useful services are not available. Process and experiences of patients
can be as important as content [38,43,49,50]. Patients are keen to
ensure that their symptoms are managed as well as is feasible [50].
This means they display strong preferences for ensuring ease and
efficiency of access to care even when they do not currently need to
gain access [43,50]. There was recognition that services have a cost
and someone has to pay, but there was a clear preference against
financial barriers to care at the point of use.

Both patients and caregivers prioritize supportive processes of care,
so that people feel they can get information and advice quickly [43].
The tendency to be frequently referred on from one professional to
another without the problem being resolved is particularly disliked
[43]. Interestingly, there is a good understanding by patients that
some problems cannot easily be resolved. Patients and caregivers
alike are not unrealistic about the possibly limited options for useful
interventions, so the attitude and approach taken is of more
importance than success in resolving problems. Caregivers tend to
have a stronger preference for attempts to change the disease
trajectory compared to patients, while patients focus more on
effective symptom management.

There is consistent evidence concerning places of care, including the
location of death [38,43,49]. There is a general preference for death
at home over death in an institutional setting, but in some cases
these preferences change among older people with care needs as
their diseases progress and the burden of caregiving increases. In a
recent study of people with life-limiting illness across Ireland, England
and the USA, the stated preferred place of death was home (56%),
followed by a hospice setting [38]. There was no significant
difference in the preferences between the countries despite the
different health and social care systems.

Where data are available it is clear that, in most countries, a large
proportion of people do not die in their preferred location. There is a
particular preference against death in an acute hospital setting, but
this is often the outcome [49]. While death in hospital cannot be
avoided in all cases, and it may be the only feasible setting in some
circumstances, it is often the result of pursuing inappropriate and
unrealistic goals of care, and can be associated with poor quality of
life near the end of life.

As we develop a better understanding of what drives costs near the
end of life, and of the mismatch between what people want and
what people get, there is clearly scope to use end of life care
resources to better effect and to avoid some costs [25].

Are there interventions that might prevent the
development of these very high-cost needs?

The conceptual framework for the Economics of Healthy and
Active Ageing series highlights the role of policies to
promote healthy and active ageing. There is good evidence
that it is possible to improve ADL scores in people with life-
limiting illness [51], with improved experiences for patients
and, in some cases, lower costs. Evidence exists for many
care groups in many settings [52], and in some instances it
has been shown to be very cost-effective. As with other
interventions in end of life care, it has generally been shown
that earlier interventions are more effective than later ones,
but later ones are nevertheless often effective and cost-
effective. Interventions to reduce limitations to ADL and
IADL are of particular importance in reducing social care
needs and costs.

Whilst there is a need for further studies, in particular those
that track the whole trajectory of care from the team
assessment to the end of life, the existing evidence shows
clearly that careful and well-informed assessment, taking
account of the goals of both the patient and their family,
will significantly change patterns of care and costs, with an
improvement in the experience of patients and families. The
effects of skilled assessments is greater where the patient
has complex needs, normally with multiple health
conditions. These people are typically frail and in all
circumstances are likely to require high-cost care, but this
can be better and sometimes cheaper if carefully planned
(see Box 4 below).

The evidence suggests that the effects of skilled assessments
is greater when there is a diagnosis of cancer (even though
this may not be the primary life-limiting illness). This is
probably because futile interventions in this group that aim
to change the course of the cancer may be expensive as well
as sometimes poorly tolerated by the patient.

The evidence also suggests that there will be more limited
savings where the life-limiting illnesses are respiratory or
circulatory. This is probably because such people tend to
experience a gradual decline in capacities for ADL, whereas
people with cancer often retain such capacities until late into
the final stages of the disease.

Box 4: Palliative care team or unit interventions

The logic of palliative care team or palliative care unit interventions is
that meeting complex needs of people with complex problems
requires careful and considered assessment, identification of options
for care, and support for patient and family decision-making, when
available. Teams are normally comprised of a range of skilled
professionals from medicine, nursing, allied health professions and
social care, who work together to assemble the best information to
support better choices. Palliative care units differ in that they bring
the patient to the service rather than the service to the patient,
thereby providing a calm setting. There is some evidence that this
approach is slightly more successful than that of teams working in
the normal hospital setting.



Discussion: The way forward for improving
services towards the end of life

The evidence on the current pattern of needs and likely
growth in demand for good care near the end of life can
inform the development of better strategies. As has been
demonstrated, a large part of the high cost of dying is driven
by the needs of a relatively small number of people with
complex needs and typically high-cost care. These are also
the people who are most likely to have their care improved
by more careful assessment of their needs. The challenge is
to have in place ways to identify these people and to work
with them to make better choices.

Hospital care is mainly organized around specific illnesses
and types of intervention. While this has led to improved
standards of care for each disease, it has tended to
underplay the role of concurrent chronic diseases. Care is
often organized with short consultations, frequently carried
out by someone from a single profession or discipline. The
evidence shows that there is value to be gained for the
patient and family in supporting decisions more slowly, and
through drawing on a range of perspectives. To some extent
this has been the approach in primary care and specialized
care services for older people. Given the high costs and
often poor experiences of care resulting from an excessive
focus on disease-modifying approaches, more considered
choices can improve experiences and may also lower costs.

The evidence on the feasibility and usefulness of better
support for choices, along with that on preferences, provides
a good basis for improved services near the end of life.

There are a range of key actions to improve the use of
resources and experiences of services users:

e As numbers of patients with complex needs are likely to
increase rapidly, with increasing numbers nearing the end
of life, so the capacity to provide care services will need to
increase.

e Mechanisms are required in social care, primary care and
hospitals to identify people with complex needs and refer
them to teams that can provide skilled support for better
(and continuous) decision-making.

¢ Whatever the main financing mechanisms for health and
social care are in a particular country, it is important to
remove financial barriers to access to services at the point
of use, since this increases stress for both patients and
families, and may ultimately lead to greater spending.

e Since continuity is highly valued and frequent referral is
disliked, it is important to ensure that points of access to
services are well understood and that navigating the
system is made easier.

e (Care pathways need to be flexible and allow for choices
to change as needs and preferences evolve.
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While growing numbers of people with complex needs and
people near the end of life mean that some additional
resources will be needed in order to provide good care [53],
some of the increase can be funded from the reduced use of
services that are currently driving high costs and poor
outcomes for many patients. Overall, the takeaway message
is that rethinking and developing the approach to health
and social care services for people near the end of life has
the potential to both improve quality of life and slow the
rate of expenditure growth.
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