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Abstract

The end of life involves consideration of a series of interventions, including nutrition and hydration, which can be considered
as either basic care or treatment and which influence the approach to clinical care that can be offered. Although scientific
literature is not clear as to this potential duality, it is necessary to take into account all concerns, advantages and disadvantages

so that health care professionals can build into their clinical practice a professional criterion that allows consideration of

access or limitation to nutrition and hydration based on physiological criteria.
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The Role of Nutrition at the End of Life

There are numerous circumstances that can lead into a
state of agony in which no therapeutic treatment is available
along with a “state of organic exhaustion that people undergo
before dying that involves a gradual shutting down of vital
functions” [1] preceding death. Therefore, the last days of a
patient’s life require special care since new needs and causes
of suffering may arise [2].

Vulnerability is a human condition defined by the limit
of experience of medical care [3], which in turn is related
to genesis of the medical care field where actions would be
taken not only to cure a disease but also, when doing so is
not possible, to access the resources to establish appropriate
palliative care to ensure continuity of the essential functions
of the body, as well as optimal psychological and spiritual
well-being. This is the only way to avoid a utilitarian
anthropological perspective that solely considers life in
terms of functional quality [4].

In this regard, assistance is ensured by means of a

series of general principles, such as pharmacological and
non-pharmacological measures, to control symptoms and
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provide maximum comfort. These also include nutrition and
hydration.

Nutrition at the end of life involves acting on the
disruptions in the metabolism of carbohydrates (high
catabolism, hyperglycaemia, hyperlactatemia) [5], proteins
(catabolism of biological structures, hypoalbuminemia,
negative nitrogen balance) and lipids (hyperinsulinism) of
an organism that is in a critical state.

This assistance seeks to modify the body’s response
to insult and prevent the state of malnutrition caused by
hypermetabolism and associated comorbidities. Quite often,
there may be significant dysfunction in patients’ swallowing
mechanisms, so ensuring that nutrition requirements are met
is one of the most complex aspects to consider and, hence,
the need arises to resort to artificial nutrition techniques
such as parenteral and enteral nutrition.

It should be noted that nutrition at the end of life
is a source of multiple dilemmas on the possibility of
administration or withdrawal thereof and this implies
evaluation of its benefits and harms.
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Nutrition and Hydration: Basic Care or
Treatment?

At the end of life, nutrition and hydration, which can be
administered either orally or parenterally according to the
patient’s specific requirements, is integrated into the various
palliative care interventions to be applied to these patients
in order to improve their quality of life in the last days before
death.

Existing scientific literature and doctrines currently
identify two positions with regard to nutrition and hydration:
one considers nutrition and hydration as basic care having an
inalienable nature and which cannot be suspended, and the
other one considers that nutrition and hydration are medical
treatment that would have a waivable nature based on the
patient’s autonomy:.

Therefore, considering nutrition as basic care would
imply assuming its inalienable nature since the contribution
of nutrients and fluids enables to maintain homeostasis,
but insofar as administration thereof involves a benefit and
does not harm physical and mental health. However, medical
treatments are intended to fight the causes of the pathological
process and must be applied to the extent that they result in
a benefit for the patient, adequately weighing the risks and
inconveniences that they may cause. It is precisely in this
field where the issue of futility arises, that is, a completely
ineffective treatment.

Everyone, just for being a person and regardless of his/
her health status or condition, is entitled to receive basic
care to avoid undermining of his/her dignity. However,
medical treatments can lose their mandatory nature when
they exceptionally need to be applied through different
techniques, becoming extraordinary or disproportionate
care. This situation has been called therapeutic excess or
therapeutic cruelty.

Studies by authors such as Mitchell ], et al. [6]; Rio MI,
et al. [7]; Cotogni P, et al. [8]; Boulanger A, et al. [9]; Doig
GS, et al. [10]; Morais SR, et al. [11]; Dev R, et al. [12] and
Marcolini EG, et al. [13] have shown that nutrition at the end
of life can have psychological benefits, as well as a positive
impact on the symptoms associated with the disease such as
management of the effects of cancer treatments, weight loss
and nausea, maintaining muscle mass, reducing oxidative
stress, improving inflammatory processes, minimizing the
catabolic state, fighting malnutrition and enhancing the
immune system, among others.

Other authors such as Valero MA, et al. [14]; Tanier C, et
al. [15]; Boulanger A, et al. [16] and Katzberg HD, et al. [17]
attribute a symbolic value to nutrition, with no significant
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differences from other life support techniques, and that like
any other technique, it can sometimes be harmful and should
be withdrawn to prevent therapeutic cruelty.

Therefore, given this controversy about the usefulness
of nutrition and hydration at the end of life, each case should
be studied individually taking into account the patient’s
circumstances and the benefits and risks of the interventions.
However, reduced nutrition can give rise to a conflict among
patient and family since it can be associated with a feeling of
abandonment due to the fact that the patient is not being fed
[15-20].

With regard to hydration at the end of life, a series of
reasons should be presented that argue in favor of its use
since it promotes the well-being of patients, improves the
symptoms of the disease, quenches thirst, does not prolong
agony and prevents abandonment of patients [21,22]. On
the other hand, there are arguments against hydration since
it is considered an invasive measure that causes suffering,
prolongs agony, and generates an accumulation of fluids
such as bronchial secretions, pleural effusion, oedema and
ascites. Therefore, although arguments are varied, it is true
that oftentimes both patient and family perceive hydration
as care and assistance, so it should be maintained until the
end [23].

Published studies do not show a significant benefit for
sick people from use of palliative care, and any benefits that
actually exist appear to be insufficient. Quality studies report
on a series of recommendations of practical utility, which
can lead to inconsistencies in the results and a limitation in
the recommendations for or against the use of hydration and
nutrition at the end of life. In fact, individual studies show
an improvement in certain symptoms, but benefits are short-
lived and must be weighed against patient preferences and
the risks that malnutrition can pose [24].

All of the above implies a wide range of clinical situations
in connection with certain patients and/or situations, which
must be preceded by an ethical reflection covering objective
clinical aspects. It is necessary to analyses each patient’s
characteristics and his/her social, family and economic
circumstances before limiting access to nutrition. Given that
there is neither medical or social consensus nor any universal
ethical guidelines to consider nutrition and hydration either
as basic care or as treatment, it becomes clear why there
are no clear legal regulations on the role of nutrition and
hydration at the end of life.

With regard to hydration, numerous studies have raised
controversy as to the benefits and drawbacks. Arguments in
favor of parenteral hydration include emotional well- being,
alleviation of symptoms of dehydration (hallucinations,
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myoclonic, fatigue and sedation), not prolonging agony,
prevention of delirium and increased renal perfusion [24-
26]. However, certain studies have shown certain issues
related to parenteral hydration such as worsening of both
overall and lung oedema, increased bronchial secretions,
pain, erythema, pleural effusion, ascites and dyspnoea,
hypotension, nausea, and constipation [25,27]. Moreover,
importance of hydration in the control of neurological
symptoms has also been observed in patients who are not in
the terminal phase [28].

Although artificial nutrition is not recommended in
the terminal phase, hydration is an element of contention
and scientific literature sheds no light to clarify conflicting
studies. In this regard, the following has been described:

e The effects of hydration on comfort, symptoms, and

length of survival appear to be limited [29].

e Cultural and religious beliefs can condition decision-
making on the use of hydration at the end of life. Cultural
norms have been suggested to significantly influence
attitudes and decisions about hydration at the end of life
[30,31].

e There are no differences in survival rate on the basis of
hydration [32].

e Parenteral hydration is not useful in patients that are
near death [32].

e Reduced fluid intake does not compromise kidney
function [32].

e Family members and medical personnel lack adequate
knowledge to understand and properly assess the extent
of hydration [33].

e Someimprovementis observed in certain symptoms, but
the benefits are short-lived and must be weighed against
the patient’s preferences and the risks that dehydration
can pose [34].

e The sensation of dryness at the end of life is not always
related to hydration since this is often caused by
problems in the oral mucosa [35].

With respect to parenteral hydration at the end of life,
ESPEN points out that there is no evidence of a benefit, but
that it should be administered according to the patient’s
evolution and capacity. Other recommendations include
withdrawal in the event of absence of a benefit and respecting
the decisions of the patient and his/her advance living will,
if any.

Its use is also recommended in cases of vegetative
state, intensive care or dementia, provided that no advance
directives exist and insofar as application does not generate
futility. Accordingly, each situation should be individually
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assessed considering the benefits vis-a-vis the risks and the
proportionality of applying hydration to what is required
[36].

Faced with this discrepancy in positions on parenteral
hydration, application of the principles of bioethics may be
useful. Thus, according to the principle of non- maleficence,
if it does not provide any benefits and causes a situation of
medical futility, then its withdrawal would be justified. On
the other hand, taking into account the principle of justice, its
contribution would be necessary to guarantee an equitable
distribution of means and resources.

Considering the principle of autonomy, it would be
possible for the patient to reject administration of hydration.
Notwithstanding, the principle of beneficence whereby as
long as parenteral hydration represents a benefit, even if it is
only emotional and not physical, cannot be ignored and then
hydration should be administered [36].

Therefore, given this controversy on usefulness of
hydration, each case should be considered individually
taking into account the patient’s individual circumstances
and the specific benefits and risks. Hydration is commonly
considered as ordinary means and, therefore, basic care
that everyone should receive regardless of their condition.
However, in certain irreversible cases, it is thought that
hydration should not be considered mandatory if, after
clinical assessment of the patient, the harms outweigh the
benefits [37].

Proportionality in the use of the means and resources
for parenteral hydration allows evaluating the positive
effects of the treatment as well as the negative ones such as
lack of comfort or pain. Futility is related to usefulness of
the treatments and, consequently, a treatment is considered
futile when benefits are observed in less than 5% of the
patients treated. Another important aspect to highlight
is the effect of the application of technological resources
on patients’ quality of life and their degree of autonomy.
These criteria, i.e., proportionality, futility and quality of life,
interfere in bioethical dilemmas, complicating decisions on
the usefulness of end-of-life treatments [38].

From the position of basic care, nutrition and hydration
are culturally understood as a symbol of care for life.
Anthropologically, nutrition is associated from birth with a
vital basic need and is attributed a meaning of respect for life
and care for fellow men.

This symbolic value, like any other symbol, is connected
directly with people’s emotions. This explains why in ethical
discussions about decisions to limit or even withdraw life
support, and even more importantly in the case of nutrition,
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arguments based on emotional ethics arise vis-a-vis
arguments of a more rational nature [39].

Considering palliative care as care that improves the
quality of life of patients and their families given issues
associated with life-threatening diseases are addressed in
order to prevent and alleviate suffering, then nutrition would
be part of this type of care as the vast majority of patients
face numerous nutritional deficiencies. On the other hand, if
it is considered a treatment, when patients make decisions
about the means that they want or do not want to be applied,
nutrition would be freely available and therefore waivable.

Many health care professionals consider hydration and
nutrition as an ordinary measure, while others believe this
to be an extraordinary one. And many believe that there is no
moral difference between different life-sustaining techniques
such as mechanical ventilation or dialysis and nutrition and
hydration. There are numerous bioethical dilemmas about
the importance of hydration and nutrition at the end of life.
And obviously, given that a disease has several phases, it
would then be possible to consider that there are phases in
which they should be applied and others in which they should
not. But the proposition is not to establish a differentiation
based on the evolution and state of the pathology and rather
to highlight the importance of hydration and nutrition to
maintain quality of life of patients at the end of life [40].

Given the possibility that nutrition and hydration can be
considered a treatment, what criteria should be taken into
account to proceed to withdrawal or lack of administration?
There is no precise protocol since each patient should
be treated in an individualized manner as prognosis and
evolution can be variable and require the making of different
decisions.

This does not imply that the decision adopted should be
based on various considerations such as:

e The decision will not violate the principles of bioethics.
Compliance with bioethical principles constitutes the
basis for action. Thus, the principle of autonomy must
respect the existence of advance healthcare directives.

e The patient’s autonomy must be respected and guided
so that he/she can participate in the decision-making
process, which would imply excellence in professional
practice that would ensure that patients are autonomous
to decide on their clinical, emotional and spiritual
situation.

e  Considerand assess the benefits vis-a-vis the complications.
Before withdrawing nutrition, benefits vis-a-vis
complications must be objectively determined.

e Nutrition at the end of life does not imply its maintenance
untiltheend.In the event of complications or clinical signs
that make it advisable, nutrition should be withdrawn in
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the last days preceding death. In fact, in a state of agony,
hydration can worsen the situation.

e Financial considerations shall not condition access to or
withdrawal of nutrition. There is sufficient legislation and
bioethical criteria to guarantee that access to nutrition is
never prevented by financial considerations.

Criteria to Assess the Role of Nutrition and
Hydration

There is a great void in formal prospective trials on
the role of nutrition and hydration at the end of life, so the
perspectives of patients, family and caregivers provide the
basis for decisions as to whether nutrition and hydration are
considered basic care or waivable treatment. Such decisions
can be conditioned by various criteria:

Socio-Family Criteria

When pharmacological treatment is no longer effective,
it must be suspended and everything that allows the patient
not to suffer from hunger, thirst and pain must be provided
instead. Ensuring the psychological and spiritual support
that the patient may require should not be overlooked.
Family members tend to view artificial nutrition as an
effective measure as they consider that it helps to improve
the level of comfort, dignity and quality of life [41].

Cultural Criteria

There are cultural differences regarding the meaning of
continued nutrition at the end of life. In Western cultures,
eating is paramount to survival, and the lack of nutrition
accelerates death. But in the Hindu tradition, decreasing
oral consumption signifies mortality, but is not a cause of it.
The thinking is that at the end of life, a person voluntarily
stops eating to prepare for a dignified death. In contrast,
the Taiwanese cultural belief is that a person should not die
hungry, as his/her soul will be restless, thus the preference is
to provide nutrition and hydration [42].

Religious Criteria

Various postulates are to be considered and so,
according to the Catholic Church, providing nutrition and
hydration, even by artificial means, are in principle an
ordinary and proportionate means for the preservation
of life. Consequently, it is mandatory as long as it shows to
accomplish its end, which is hydration and nutrition of the
patient. This avoids suffering and death from starvation
and dehydration [43,44]. On the other hand, the Protestant
Church has a liberal, less conservative conception to limiting
access to and withdrawal of nutrition and hydration if
it is necessary [45]. In Jewish Halacha, life is considered
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as a high-priority value and, consequently, nutrition and
hydration are considered as basic care; however, if suffering
or complications are caused, withdrawal is accepted if it is
known to be the patient’s wish [46].

The Islamic religion also considers nutrition and
hydration as basic care and limiting access is considered to
cause greater damage than any possible complications that
may arise from administration thereof [47].

Legal Criteria

There are many real situations where the Law has had to
intervene on issues that affect nutrition and hydration. Thus,
there are clinical situations that have had social and media
impact and in which various rulings have been entered as
tools to elucidate the actions to be followed in the face of
discrepancies between family members and the medical
team. In the Nancy Cruzan, Terri Schiavo [45], Eluana
Englano and Vincent Lambert cases, decisions about medical
prolongation of life may have been emotionally charged and
culturally driven. However, in the judicial sphere, decisions
are based on the wishes and/or intent previously stated by
the sick person [48].

Bioethical Criteria

The professional challenge faced by health care providers
is to combine the philosophical bases and health care
practice with a basis of solidarity, proportionality, justice and
individualization. This gives rise to a series of challenging
situations with several possibilities for action and making
a choice is oftentimes hard because both alternatives are
equally good or bad.

Decision-making can be complicated due to many factors,
which include the patient, family members and health care
professionals. In such cases, two criteria must be applied.
One is that of the substitute judgment in which the decision
is based on what the patient would have decided. In this case
it is assumed that the person who makes the decision knows
the preferences of the patient so as to come close to his/
her intent. The second criterion for assistance is that of the
best interests whereby a third party decides for the patient
according to what would be best for him/her [36].

Conclusion

The end of life can give rise to certain doubts regarding
the limitation of access to nutrition and hydration, as well
as withdrawal thereof. Hence, in order to analyse usefulness,
each case should be studied individually taking into account
the patient’s circumstances vis-a-vis the benefits and risks
involved, and not exclusively under the principle of basic
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care or treatment.

The fact that the primary objective of nutrition
and hydration is to maintain the patient’s functionality,
nutritional status and comfort should not be overlooked,
without disregarding the fact that it may be dispensed with
when objective scientific data exist and the corresponding
assessments show that harm is caused, furthermore when
nutrition and hydration fail to contribute to physical,
psychological and social well-being.

It is necessary to reduce suffering of the patient and his/
her family and this requires that there be advance planning
by health care professionals. A useful step in this regard is
the opening of a line of dialogue about the probable evolution
of the disease and its complications in the aspects related to
nutrition and hydration.
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