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Abstract Health and social care systems in the developed world are facing in-
creasing concerns about the medicalization of dying. There are concerns not only
that the costs of end-of-life medical care may become unsustainable but also that
unbridled application of medical technology may lead to inappropriate end-of-life
care. Older people in particular have an increased risk of dying in highly technical
medical surroundings. Since the mid-1990s, the question has been raised whether
the use of advance directives to refuse treatments might help to reduce the costs of
care. Advance directives have the purpose of sustaining patient autonomy in cases
where patients are no longer competent, particularly so as to prevent unwanted
treatment or overtreatment. Would it then be ethically justifiable to promote them
as instruments for cutting the costs of care or reallocating resources from acute to
long-term care settings? Or would such a use of advance directives be tantamount
to an abuse of patient self-determination? This chapter first provides an account of
the cost-control and medical technology context, as well as the increasing difficul-
ties of public health systems in sustaining appropriate levels of end-of-life care.
We then review studies of the impact of advance directives on the costs of such
care. Finally, we discuss the ethical acceptability of the use of advance directives
in the context of cost control and equitable allocation of resources.

3.1 The High Costs of Dying

Since the nineteenth century, medical care has seen continuous technological ad-
vances enabling physicians to make a reliable diagnosis for all kinds of disease, to
cure many diseases in a safe and effective manner, and to support public health
measures such as infection control and screening for specific diseases. Technolog-
ical advances allow diseases and other health problems that could not be cured in
the past to be treated effectively today (Jones 2002). Medical technology is nowa-
days hugely admired, and there is a strong expectation that it will be able to heal
all our diseases and even to extend our lives indefinitely.
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But there are concerns, firstly about the power of medical technology—
particularly, the power to put itself at the heart of medical care at the expense of
other practices and moral values. Certainly in the final stages of life, there is a
concern that medical technology takes control of the dying process, while the pa-
tient might be much better off in a hospice setting, for example. Instead of heroic
measures to save and extend life, a hospice offers a caring environment in which
pain is alleviated, personal relationships are established and meaning can be
found. All too often, such caring practices have to give way because of expecta-
tions or fascination about what technology might be able to do to get the patient
“back to life”. As a result, patients often die in a hospitalized environment, sur-
rounded by bleeping machines and by a family frightened by what is happening to
their loved one and feeling out of control. The patients themselves have lost the
sense of what is going on and have lost the capacity to make decisions about their
care.

A second problem has to do with costs. Medical technology is usually expen-
sive and is considered to be the most important factor in the rise of healthcare
costs. Newhouse (1992) concludes that more than 50% of the rise in healthcare
costs in recent decades has been caused by technological change, “or what loosely
might be called the march of science and the increased capabilities of medicine”.
According to Jones (2002), healthcare expenditures across the OECD increased
between 1960 and 1997 from about 4% to about 8% of GDP on average. At least
half, and most likely three quarters or more, of this change seems to be driven by
medical technology. The majority of costs are incurred in the final year of life. Re-
searchers in Manitoba, Canada, for example, found that 1.1% of the population
consumed 21.3% of healthcare costs and that these costs arose in the final six
months of life (Fassbender et al. 2009). In the US, just 10% of the 24 million
Medicare beneficiaries who received inpatient or outpatient hospital care in 2009
accounted for 64% of the costs of the programme. Care associated with the end of
life accounts for 10-12% of the overall US health budget and 27% of the Medi-
care budget (Lubitz and Riley 1993). Medicare provides access to medical care for
people over 65 and for people with disabilities. As Callahan (2009: 1) points out,
healthcare costs have increased annually by between 7% and 12% for many years
and the rate is expected to remain at around 6—7%. In 2007, 16.3% of US GDP
was spent on healthcare, a figure expected to rise to 19.5% in 2017. Medicare’s
budget is projected to climb from $427 billion in 2007 to $884 billion in 2017. As
Medicare accounts for a substantial part of the US health budget, the overall costs
of care will rise correspondingly. According to Callahan (2009:2):

The projections are that the Medicare program will go bankrupt in 10 years or so, and the overall
cost of health care will rise from $2.2 trillion in 2007 to over $4 trillion in the next decade or so,

an astonishing jump.

The reasons why attempts to cut the costs seem to fail, point to increasing pos-
sibilities of technology able to treat always more pathologies, and to the increasing
number of those who use these technologies (Callahan 2009: 23).
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Though Medicare does fund the treatment of older people (over 65), there is in-
creasing evidence that the high costs of care in the final year of life cannot be at-
tributed to age per se; rather, the costs of care are more related to proximity to
death. People close to death have much higher health expenditures than those at
the same age who survive (Miller et al. 2004). According to Zweifel et al. (1999),
average healthcare expenditures are higher for elderly than for non-elderly persons
not because of higher morbidity but because of higher mortality. Further evidence
in support of the hypothesis that healthcare expenditures depend primarily on time
to death rather than age is provided by McGrail et al. (2000) and Yang et al.
(2003). Elderly persons consume much more healthcare in the last year of life no
matter how old they are when they die. Research in the UK found a similar pattern
for inpatient care: irrespective of age, patients tended to use most of their lifetime
bed days in the year immediately before death (Dixon et al. 2004). The results of
the UK study confirm that “the highest proportion of costs for acute care are in-
curred in the final years of life, no matter at which age this happens to be”. Ac-
cording to the researchers, the “total costs of acute care are greater in elderly peo-
ple simply because this age group makes up a larger proportion of dying people.”
As we will discuss in the following section, the benefits of high-cost acute care for
this population are questionable, particularly with regard to quality of life and
physical welfare in the sense of respecting patients’ preferences. It is from this
perspective that advance directives become relevant means to put technology on
hold and to help patients take control of end-of-life decision-making, even if they
are no longer able to express their wishes. In the next section, we seek to answer
the question whether advance directives can indeed lead to reductions in the costs
of care and under what conditions such a use of advance directives can be justi-
fied.

3.2 Medicalization of Old Age

The elderly nowadays receive care that was unimaginable two or three decades
ago. Owing to new technological developments, the elderly are treated at an in-
creasing age with sophisticated medical technologies for acute medical conditions.
Since the early 1990s, the number of people aged over 80 or even 90 receiving
open heart surgery, organ transplantation or renal dialysis has increased sharply
(Natarajan et al. 2007; Turrentine et al. 2006). Though such treatments can be
beneficial and enhance quality of life, some of these technologies are less success-
ful. This is particularly true of intensive care technology, which is increasingly ac-
cessed by old and very old patients. A study by Bagshaw et al. (2009) in intensive
care units (ICUs) in Australia and New Zealand found out that the proportion of
patients aged over 80 was rapidly increasing. However, age > 80 years was asso-
ciated with higher ICU and hospital death compared with younger age strata. Fac-
tors associated with lower survival rates included admission from a chronic care
facility, comorbidity, non-surgical admission and longer stay in the ICU. Patients
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who survived (80%) usually did not return home but were discharged to nursing
home care or other long-term care facilities. A study by Roch et al. (2011) on sur-
vival factors for 299 patients aged 80 years or over admitted to intensive care be-
tween 2001 and 2006 found that hospital mortality was 55%. Up to 50% of the pa-
tients discharged from hospital were still alive at 2 years, but mortality was three
times higher than for the general population. Mortality was particularly high
among patients with severe acute disease at admission and also after discharge.

Quality of life after discharge to a nursing home is often much lower than for
the reference population. Cuthbertson et al. (2010) followed 300 patients with me-
dian age >60 for a period of five years after ICU discharge. They found that ICU
admission is associated with high mortality, poor physical quality of life and low
quality-adjusted life years gained compared to the general population. In a study
of one-year trajectories after ICU discharge, Unroe et al. (2010) found that pa-
tients with a poor outcome were older, had more comorbid conditions and were
more frequently discharged while still receiving mechanical ventilation than those
with better outcomes. They were particularly concerned about patients with inter-
mediate outcomes, i.e. those who are alive but have moderate functional depend-
ency. These previously high-functioning patients rarely improved over time; in-
stead, they were cycling frequently between post-acute care facilities and
hospitals. The authors argued that prolonged mechanical ventilation is a highly re-
source-intensive condition with a generally poor outcome. Given the dispropor-
tionately high costs and profound disability associated with prolonged mechanical
ventilation, the authors advised clinicians to reconsider their approach to its provi-
sion. They also recommended that physicians should not only discuss long-term
outcomes with surrogates in terms that they can easily understand but also explic-
itly convey the probable burdens of treatment and the likelihood of future func-
tional dependency.

In elderly patients, prolonged mechanical ventilation and use of other intensive
care technologies can be signs of overtreatment. According to Jennett (1995), pa-
tients of all ages are frequently overtreated, particularly those who present with
critical illness, requiring emergency surgery, resuscitation or intensive care. Jen-
nett observes that the most common reason for overtreatment is ignorance about
the probability of benefit for a patient of a particular age and severity of illness.
This is particularly true for the elderly because there is not much evidence about
their response to critical care, as they are often excluded from clinical trials. But
even if data are available, treatment decisions are often influenced by pressures
from colleagues, nurses or relatives who expect interventions to be performed or
who are keen to do anything to save the life of a beloved family member. Such a
situation may lead to a cascade of treatments which is difficult to stop and which
may result in substantial costs. The case reported by Lisa Krieger (2012), who
witnessed the death of her father, is an illustration of such a process. It is summa-
rized in an interview with Krieger conducted by Daniel Callahan (2012):

As Krieger put it, “The medical nightmare started, as they so often do, incrementally.”

While her father had made clear prior to his dementia that he wanted to die a “natural
death,” what he got ... was an unnatural “death by medicine,” as someone once put it. The



total cost for the hospital stay alone was $323,000. Again and again Krieger had to make a
decision about going on, as one crisis after another surfaced. With each new crisis, the
doctors offered hope. There was, they said, “a decent chance we could turn it around.”
They could not, and he finally died. But as the days moved along from one crisis after
another, Krieger kept asking herself, Was it all worth it? “Should we have quit?” she
wrote. And when?

3.3 Modern Medicine at the End of Life

The case of Lisa Krieger’s father must be situated in the context of the US, where
there are many financial and professional incentives for physicians to continue
with aggressive but expensive treatments. Instead of accepting that death will
come sooner or later, many physicians do not give up the fight to add a few days
or months to the life of dying patients—even when, like Lisa’s father, they have
advance directives in place.

In his book Setting Limits. Medical Goals in an Aging Society, Daniel Callahan
(1987) argues that we should set limits to the use of expensive medical technology
which extends the lives of elderly people for only a few weeks or months. Instead
of extending life, medicine should put more efforts into enhancing life: human be-
ings are going to die sometime, in spite of all efforts to extend life. Life cannot be
extended indefinitely: this is not possible, nor is it desirable, as a longer life will
result in worsening health. In this book, Callahan proposes that intensive medical
treatment for the elderly be limited, making such treatments more available for the
young, in order to increase their chances of reaching old age. According to Calla-
han, we all have the moral intuition that to die young is a tragedy, but that to die at
an old age is “only a sadness”. People who die young have not had the chance to
realize their opportunities; their lives are ended prematurely. On the other hand,
old people have had enough opportunities to lead a meaningful life. Their death
might be more “tolerable”, than the death of a young person. According to Calla-
han, most of us would opt for a greater chance to reach old age or, what he calls a
“natural life span”, which is not biological, but biographical. 1t is the period in
which we have had the opportunity to realize our potential, whereupon death is a
sad, but not tragic, event. After this natural life span has been reached, at age 75 or
80, life-extending therapies (which are financed by society) should be limited.
This proposal ought to be put into practice on the strict condition that the elderly
will be offered improved access to long-term care. Limits to “acute care” must go
hand in hand with more and better “comfort care”.

Callahan's proposal has been strongly criticized as a kind of “ageist” discrimi-
nation (Barry and Bradley 1991; Binstock and Post 1991). Gerontologists and lib-
eral ethicists, in particular, have argued that every age has its own aims and that
nobody can determine for another whether their life is completed or their “natural
life span” has been reached. There is no reason, they argue, why an old person
should value his or her life less than a younger one. When one considers only
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years of life instead of life itself, one shows no respect for the unique value of the
human person, which is the moral basis for our society.

Although Callahan’s proposal for a compulsory age limit for (publicly funded)
acute medical care is difficult to accept for various (ethical, social and political)
reasons, his concerns about the uncritical or unthinking application of life-
extending care to vulnerable and dying elderly people are still valid. In his book
Taming the Beloved Beast (Callahan 2009), he criticizes the Medicare system for
rewarding the tendency to pay for continuously increasing costs for diminishing
returns in terms of life expectancy. Not only is this development putting the health
and social care system in jeopardy, it is not even in the interests of many elderly
people who might be better off with palliative care than with aggressive and high-
ly burdensome intensive care technologies.

3.4 Can Advance Directives Help to Cut Costs?

But if age limits are a “no-go”, can advance directives help to cut costs while, at
the same time, promoting more appropriate care at the end of life? Many elderly
patients seem to prefer medical interventions to be limited at the end of life, and
instead would like to receive comfort care and palliative treatments (McCarthy et
al. 2008). Advance directives to limit aggressive life-extending care would then
have the combined result of ensuring comfort care and reducing costs—at least for
those who refuse excessive end-of-life treatment.

Since the end of the 1990s, various studies have been conducted to find out
whether advance directives indeed result in diminishing costs of care. The first
major effort to investigate this question was the US Study to Understand Progno-
ses and Preferences for Outcomes and Risks of Treatments (The SUPPORT Prin-
cipal Investigators 1995), which involved 9,105 seriously ill patients. SUPPORT
included an observational study (phase I) and a randomized trial with an interven-
tion and a control arm (phase II). The trial aimed to determine whether providing
physicians with information about patient prognosis and patient preferences for
end-of-life care would have an impact on the use of intensive care units and other
hospital resources. The control arm of the study received no specific interventions
relating to patient preferences. The intervention arm sought to address physicians’
lack of knowledge of patient preferences by giving them information on prognoses
and on patient preferences. The intervention also included the involvement of
nurses to elicit such preferences and to facilitate advance care planning and enable
palliative care. The first part of the study (phase I) documented a wide range of
shortcomings in the care provided for seriously ill people. However, the interven-
tion part of the study (phase II) showed that the eliciting and documenting of pa-
tient preferences, and communication of this information to physicians, had no
impact on the use of hospital resources as compared to the control arm of the
study. For example, for the 680 intervention patients who died in hospital, the
number of days spent in an ICU, comatose or receiving mechanical ventilation be-
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fore death, was the same as for the 530 control patients. The authors concluded
that:

The study certainly casts a pall over any claim that, if the health care system is given
additional resources for collaborative decision-making in the form of skilled professional
time, improvements will occur.

A systematic review by Taylor et al. (1999) of primary studies assessing the as-
sociation between advance directives and resource use found little evidence to
support the hypothesis that advance directives reduce the use of resources by hos-
pitalized patients. Some retrospective studies have shown savings, but these stud-
ies had methodological shortcomings. Prospective studies with experimental
methods, such as the SUPPORT study, have yielded no evidence of cost savings
with the use of advance directives.

Though most studies have failed to provide significant evidence of advance di-
rectives contributing to reduced resource use or cost control, a recent study by
Nicholas et al. (2011) provided a new perspective by looking into regional differ-
ences. The authors argued that advance directives can only influence treatment de-
cisions when the patient’s wishes are inconsistent with what would be provided if
there was no advance directive. They hypothesized that advance directives would
have the greatest limiting impact on medical care in regions where the norm is to
provide high-level intensive medical interventions at the end of life. They found
that advance directives were more common in areas where there were already
lower levels of healthcare spending at the end of life. Advance directives had no
direct effect on resource use in these areas. However, in areas with high levels of
spending on end-of-life care, advance directives had much more impact on hospi-
tal use and were associated with a lower likelihood of in-hospital death.

The authors conclude that the clinical impact of advance directives is highly
dependent on the regional context in which a patient receives care. They argue that
advance directives are important to ensure care consistent with patient preferences
in areas where aggressive end-of-life treatment is provided. In areas that already
have a lower intensity of care, advance directives will likely have less impact.
These findings may explain the sometimes conflicting evidence of the impact of
advance directives on end-of-life healthcare expenditures.

Zhang et al. (2009) concluded that increasing communication between patients
and their physicians is associated with better outcomes and less expensive care. In
this study, 627 advanced cancer patients were interviewed at baseline and fol-
lowed up through death. Patients were asked specific questions about individual
treatment preferences, particularly with regard to end-of-life care. The costs for
ICU and hospital stays, hospice care and life-sustaining procedures received in the
last week of life were aggregated. Patients who reported having end-of-life con-
versations with their physicians were less likely to undergo ventilation or resusci-
tation, or to be admitted to or die in an ICU. They were more likely to receive out-
patient hospice care and to stay longer in the hospice. They were in less physical
distress than patients without such conversations. The aggregate costs of treatment
were 35.7 % lower than for patients without end-of-life discussions. According to
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Zhang et al., additional analysis showed that higher medical costs in the final
week of life were associated with more physical distress in the last week of life
and worse overall quality of death as reported by the caregiver.

3.5 Advance Directives and Patient Autonomy

In view of the ever-increasing costs of end-of-life care, there is a serious risk of
resources being drawn away from, for example, life-enhancing, chronic or long-
term care. The costs of the use of high technology in the final stages of life need to
be reduced in order to preserve the right balance of health and social care services,
and equitable access to these services. Moreover, intensive care at the end of life is
often not effective and not wanted by patients (McCarthy et al. 2008). If advance
directives can help to control the costs of care, there are sufficient ethical argu-
ments in favour of their being used for this purpose. However, the evidence about
the impact of advance directives on costs is not conclusive. Conversations be-
tween physicians and patients, or advance care planning (ACP), seem to be a more
effective way to reduce costs, as shown in the study by Zhang et al. (2009).

Advance directives or ACP can only be used to reduce costs if they indeed re-
flect patients’ wishes. Otherwise, they might become blunt rationing instruments
to reduce access to services for older people. The ethical debate about advance di-
rectives points up various problems relating to their supposed role in enhancing or
extending patient autonomy.

One of the main problems associated with advance directives is the question of
whether they can express the genuine will of a person in a particular situation.
With reference to Buchanan and Brock (1990: 90), who discuss whether it is pos-
sible “to view the rights of incompetent individuals as an extension of the rights of
competent individuals”, Davis (2009) distinguishes between what he calls “Exten-
sion View” arguments and those which question the moral authority of advance
directives. Dworkin (1993: 224), defending the Extension View, argues for exam-
ple that past preferences should always be respected because of the individual’s
“right to a life structured by his own values”, even if these preferences conflict
with the incompetent individual’s best interests or (assumed) present wishes. Tak-
ing the case of a patient with Alzheimer’s disease who formerly stated in an ad-
vance directive that she would not want to receive treatments in order to be kept
alive in such a condition but now seems to be happy with her life, Dworkin distin-
guishes between experiential interests (quality of life, pleasure, contentment, lack
of pain) and critical interests (value judgements, basic autonomous decisions). He
comes to the conclusion that the latter—determined by the capable individual in
accordance with her basic attitude towards life—are more important than the pre-
sent experiential interests of the incapacitated individual (Dworkin, 1993: 201—
202). Therefore, the refusal of treatment specified in an advance directive by a
person with Alzheimer’s disease should be respected, regardless of her currently
experienced happiness. Similarly, Buchanan (1988) argues that despite the loss of
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psychological continuity, personal identity is preserved. Accordingly, advance di-
rectives retain their full moral force unless neurological damage is so severe that
the living being that remains is not a person any more and has thus no personal
identity. Opposing this perspective, Dresser (1994) adopts a critical view of the
moral authority of wishes expressed in advance because the competent person
may not always be fully informed at the time a decision concerning future treat-
ment is made. In addition, following Parfit (1984), who claims that identity can be
reduced to psychological continuity, Dresser (1986) argues that personal identity
does not remain the same throughout a life but develops continually, depending on
various external and psychological factors. According to her view, an advance di-
rective does not unconditionally express the authentic will of a person in a con-
crete situation. This argument is backed up by studies which show that preferences
for life-sustaining treatment are indeed dependent on the context in which they are
made, and that individuals may express different treatment preferences when they
are healthy than when they are ill (Ditto et al. 2006).

The difficulty of assessing the authenticity of previously expressed wishes and
thus the moral authority of an advance directive surfaces not only in the philo-
sophical but also in the legal debate (Maclean 2006). Whereas countries with a
strong emphasis on patient autonomy, such as England, recognize the binding
force of advance directives (Horn 2012; Huxtable 2012), specific requirements
have to be met so that a directive can be validated. Some authors object that ad-
vance directives can in fact be too easily invalidated (Michalowski 2005).

Finally, it appears that advance directives are rarely encountered in practice,
and authors such as Fagerlin and Schneider (2004) who first considered that ADs
“serve a strong version of patients’ autonomy” come to the conclusion “that living
wills do not and cannot achieve that goal”. According to these authors, the reasons
for this failure are that only few people actually write an advance directive, know
what they really want and can articulate their wishes; others are afraid of misinter-
pretations, or that their living wills will not be taken into consideration.

Given the increasing complexity of medical technologies, how can a patient,
particularly an elder person, decide what treatment she wants or does not want to
receive once she is incompetent? And how can physicians who have to validate
and apply an advance directive be certain that they are acting in accordance with
the author’s genuine wishes?

To address the moral and practical questions surrounding the use of advance di-
rectives, a number of authors (Messinger-Rapport et al. 2009; Halliday 2009;
Ozanne et al. 2009) suggest that full and frank physician-patient communication
could enable both the physician to better assess the validity of an advance di-
rective and the patient to better express her wishes and preferences.

Studies from the US (e.g. Hammes et al. 2010) show that physician-patient
communication on treatment preferences towards the end of life is significantly
improved by the use of so-called POLST (Physician Orders for Life-Sustaining
Treatments), also known as MOLST/COLST (Medical/Clinician Orders for Life-
Sustaining Treatments). These orders, used in more than half of US states (Hick-
man et al. 2010), have to be completed by the physician together with the patient
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and/or surrogates and are legally valid medical decisions, which have to be re-
spected when the patient is no longer able to express her wishes. Contrary to ad-
vance directives, which can be completed by any (sick or healthy) adult, POLST
are employed as a complement to advance directives only for seriously or termi-
nally ill patients. Yet, considering the fact that advance directives are completed
mainly by seriously or terminally ill patients (Virmani et al. 1994; Heffner et al.
1996), and that advance directives are often not accessible or wishes are not clear-
ly defined, one could even think of POLST replacing rather than merely comple-
menting advance directives.

Before advance directives are used in the context of cost control, concerns re-
garding the authenticity of these directives should be taken into account and ACP
should take place in a broader sense, in the form of good physician-patient com-
munication about the patient’s general but also specific preferences. Such com-
munication could be facilitated by the use of standardized forms such as POLST
(Emanuel 2000).

3.6 Conclusion

High-tech, intensive end-of-life care for the elderly leads to increased costs with-
out always improving patients’ well-being or corresponding to elderly patients’
preferences. In some cases, as we have shown, costly high-tech medical care may
even impair the patient’s physical and psychological condition. Yet setting limits
to intensive medical treatment appears to be difficult for physicians, whose priori-
ty is most often to save lives, rather than withdrawing treatment. In order to ad-
dress these problems, advance directives refusing treatment have been discussed
as a means of helping to reduce costs associated with overtreatment or unwanted
treatment and thus to better adapt resource use to individual needs and prefer-
ences, even when a patient is no longer able to communicate her wishes. Yet there
is only conflicting evidence that these directives could have an impact on resource
allocation, as physicians seem to be reluctant to respect patients’ previously ex-
pressed treatment refusals, particularly when such wishes do not accord with the
physicians’ opinion. These findings must be put in the context of ethical, legal and
practical problems regarding the validity and applicability of advance directives.
We have argued that the use of advance directives for cost control is only justified
if they reflect patients’ authentic wishes. However, as discussed above, important
questions can be raised as to whether advance directives are valid instruments to
express the patient’s genuine will in a specific situation and are thus ethically ac-
ceptable in the context of cost control and equitable allocation of resources. It is
difficult for many patients to anticipate future events and specific preferences, and
advance directives are not always known about or taken into account by physi-
cians. Therefore, we argue that the writing of advance directives should not be left
to the patient alone. Rather, they should be considered as tools for opening physi-
cian-patient communication about difficult issues and individual treatment prefer-
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ences with regard to end-of-life care. If advance directives were placed in the
broader context of ACP, aiming to enhance conversations between physicians and
patients, this could be, as pointed out by Zhang et al. (2009), a way forward to in-
crease patient autonomy and reduce the costs associated with questionable end-of-
life care.
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