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Abstract: Moral agency is a prerequisite for a full autonomous decision, meaning that the agents have
the intrinsic capacity to understand their actions and to be accountable for the consequences of these
actions. Palliative care patients have the moral right to build their capacity to decide, so that they are truly
empowered to make choices. However, moral and spiritual distress are common at the end-of-life, which may
arise if there is a threat to the individual’s integrity and disruption of one’s belief system, consequently leading
to the deterioration of the patient’s moral agency. The aim of this paper is to determine if spirituality may be
an important tool for the empowerment of palliative care patients and if moral agency can be enhanced by
a diligent spiritual advocate. Spiritual awareness, self-knowledge, and specific training are key elements for
the spiritual advocate to address patients’ spiritual needs and distress in a neutral and non-directive way, to
promote autonomy, well-being, and quality of life. Thus, patients’ dignity and right for self-determination
are respected, thereby supporting empowerment, reducing suffering, respecting patients’ individuality, and
engaging moral agency. Palliative care patients should be able to fully exercise their autonomy. This strategy

might be very appealing for adequate advance care planning, whatever the choices of the patient, as well as to

prevent distress, hopelessness, and the lack of meaning that many terminal patients experience.
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Introduction

Palliative care patients’ exercise of autonomy is important
for a clinical practice that is based on universal ethical
principles. Thus, it is important to determine to what
extent these patients are actually able to fully exercise their
autonomy, and how it can be optimized. Patient autonomy
is usually compromised at the end-of-life because there are
intrinsic and external circumstances that may deeply affect
a patient’s true autonomous decision. It follows that any
strategy that may develop the patients’ decision-making
skills should be thoroughly considered in the healthcare
setting.

Thus, the enhancement of autonomy at the end-of-

life is even more compelling because individual choices
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and decisions are particularly complex, which results
from the nature of the problems and their potential
consequences. Thus, it is essential to ensure that the
patient has the opportunity to choose, notwithstanding the
fact that palliative care patients are usually overwhelmed
by the disease and all the personal, familial, and social
consequences involving palliative care.

The aim of this paper is to determine if spirituality may
be an important tool for the empowerment of the palliative
care patient and if moral agency can be enhanced by a
diligent spiritual advocate.

Moral agency and full personhood

In clinical practice, respect for personal autonomy, as
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respect for persons in general, has progressively been
considered to be a milestone. However, to accomplish
autonomy, one must be a free moral agent because to be a
person in the philosophical sense depends on being a moral
agent. Moral agency is a prerequisite for a full autonomous
decision, meaning that the agents have the intrinsic
capacity to understand the full scope of their actions and
to be accountable for the consequences of these actions or
omissions. A moral agent is a person in the moral sense,
someone who may have a moral call and who is expected to
act accordingly.

A moral agent is the bearer of moral rights and duties (1).
When humans acquired a symbolic culture and a symbolic
representation of words, ideograms, or grammatical
organization, they became ontologically differentiated from
other species that do not manifest those abilities. This is,
the evolution of the mind more than of the brain was the
ontological jump and the phylogenetic mark (2). Rationality
is enough to identify a human personality, but a human
being can exist even without being rational. The human
being is the material support of the person; that is, through
evolution, the person is permanently enriching their ability
for self-recognition until they are self-aware of that self-
recognition. Here, the human person begins to structure
him- or herself through the memorization process of the
symbolic external culture and its reinvention, which ends
only with dementia or death.

Therefore, the distinction between human life (in
general), the life of a specific human being and the life
of a full human person is paramount (3). Currently, only
competent humans are considered to be true moral agents.
Incompetent humans, such as newborns, children, or adults
with a specific incapacity (cognitive and/or emotional
incompetency) lack moral agency because of the incapacity
to deliberate autonomously (4). However, and despite
recent developments in artificial intelligence, it will also
be difficult to suggest that even a futuristic combination of
hard and software computerized capacities can ever achieve
a true moral agency, acknowledging that the concept of life
itself might have to be revisited (5,6).

It follows that personhood is a continuous process
and progressiveness is the landmark of becoming a full
autonomous person. Progressiveness in the development
of certain properties/capacities is usually considered to be
the core of personhood, namely consciousness and self-
consciousness, preferences, thoughts, conscious desires,
feelings, sense of time, rational thought, unification of
desires over time, and rational deliberation. Similarly, the
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capacity to experience pleasure and pain, to remember
one’s past actions and mental states, to envisage a future
for one’ self, to interact and communicate socially, to have
long-term interests, and to take moral considerations into
account in moral choices seem to be inherent to the concept
of moral agency (7). To be a person in the philosophical
sense, there are some indicators of human personhood that
must be present and recognized: self-consciousness, self-
representation, rationality, abstract thinking, self-control,
sense of the past and future, capacity of intentionally
establishing relationships, and moral sense.

However, it might be rather difficult to ascertain
that a particular human being is only considered to be a
moral agent if he/she is in active possession of all these
characteristics because different persons exhibit different
characteristics in very different contexts. Thus, it follows
that detectable evidence of personhood is a key element
to determine which individuals have moral agency.
Nevertheless, beyond the presence or absence of this
large set of characteristics, the capacity to value one’s own
existence is paramount for assigning personhood and moral
agency (8). True moral agents are responsible for their
actions and have an implicit duty to cause good (to other
people, to society, or to the environment), or at least not to
cause unjustified harm (9), and to live life as autonomous
and responsible agents, in conformity with their cognitive,
emotional, and social skills. Thus, competence, information,
liberty, and accountability are the variables that integrate
this ethical puzzle. James Rachels states quite clearly that
“for Kant, treating someone as an end-in-himself means
treating him as a rational being. Thus, we have to ask, what
does it mean to treat someone as a rational being? Now
a rational being is someone who is capable of reasoning
about his conduct and who freely decides what he will do,
on the basis of his own conception of what is best. Because
he has these capacities, a rational being is responsible for
his actions” (10). Additionally, from a social perspective, the
moral agent must also have a sense of justice (11), meaning
that in a context of a well-organized and structured society
that enables everyone the access to basic goods, the moral
personality is also at the core of equality.

William Rottschaefer, in the interface between moral
and psychological agency, goes further and suggests that
there are two-tiered models of human agency, according
to which “agents have at least two motivational systems.
The first, a lower-level system, whose basic causal factors
are a set of first-level beliefs and desires, has as its function
the motivation of behaviors. The second system, a meta-
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level system, is made up of a set of second-level beliefs
and desires about the first level beliefs and desires...
Moral agency, and not merely human agency, is exercised
when the determinative second-level beliefs and desires
are moral ones” (12). This means that moral agency can
be cognitively motivated and influenced by an external
set of rules and principles and, therefore, relative and
contingent to a particular set of beliefs. Indeed, we live in a
plural world where different conceptions of “what’s good”
coexist. And, these conceptions are related to the beliefs
developed in a particular cultural environment. Still, there
is also an inner focus on where the acts of human beings
come from: the interiority of the acts, which become the
supreme characteristic of moral agency and not merely an
instrumental act. This perspective of “interiority” is related,
on the one hand, to the intention and motivation of the
moral agents, and, on the other hand, it is related to the
structural basis of their decisions.

Thus, moral agency is an essential characteristic of a full
human person and a determinant factor to be a member
of the moral community, thus allowing the agent to play
a role in the core of moral life (13). However, taking into
consideration this plethora of capacities, it might be asked
if any of them are to be taken as more significant than the
others? If so, which ones, and why? Tristram Engelhardt
Jr. tries to answer this question, stating that “these three
characteristics of self-consciousness, rationality, and moral
sense identify those entities capable of moral discourse.
These characteristics give to those entities the rights and
obligations of the morality of self-respect. The principle
of autonomy and its elaboration in the morality of mutual
respect applies only to autonomous beings. It concerns
only persons. The morality of autonomy is the morality of
persons” (14).

Spiritual distress and autonomy in palliative
care

From a decisional perspective, a fully mentally intact
person presupposes at least two conditions: rationality and
emotional balance (15). That is, for someone to decide
properly and in accordance with one’s own will, all forms
of cognitive impairment should be detected and addressed.
For example, a patient’s will must not be subjected to any
kind of manipulation, namely expressed or implicit forms
of coercion. Additionally, patients must not be unduly
influenced by pain or other physical or psychological
distress, so that their capacity to make sound judgment
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is guaranteed. Thus, emotional distress and all forms of
affective conditions should also be addressed and clinically
managed (e.g., depression).

Morally, the concept of a person requires consensus over
the expected psychological integrity of the moral agent (16).
Thus, the person is a single entity with a single identity,
and this continuity, even in circumstances of diminished
awareness (such as sleep or the influence of sedative drugs),
implies an established unity because the person is the
same although in constant recreation in and out of him-
or herself. In the late stages of dementia, there might exist
some discontinuity of the personality. Nevertheless, it will
be difficult to argue that a person is “dead” by discontinuity
of the personality and that a “new person” has steadily
developed because some residual aspects of the personality,
namely inferences from past memories, are likely to be
present forever, regardless of the exterior behavior of the
demented patient.

An autonomous decision presupposes the capacity to
decide and, although moral agency is an absolute condition,
only a minimal cognitive awareness is necessary for an agent
to be considered autonomous. An agent might even develop
progressively his/her capacity, so that connectedness is
enhanced. Therefore, if having moral agency is linked
to interests that must be protected, it might be assumed
that palliative care patients have the moral right to build
their capacity to decide (although the capacity to decide
is often a limitation of the illness). So, it is essential that
the patient feels truly empowered to make choices in the
most autonomous way possible. Thus, the question should
be: how it is possible to leverage autonomy at the end-of-
life and what is the role of healthcare professionals in this
setting?

Patients perceive and experience illness, care, and death
according to their culture, values, beliefs, life experiences,
and meaning of life. Thus, it can be argued that spirituality
plays a key role because it is defined as a journey of self-
discovery and a search for the sacred, for the meaning, and
for the purpose of life (17). Spirituality may be perceived as
existential or religious, and it can be defined by individuals
seeking and expressing meaning and purpose and the way
they experience their connectedness to the moment, to [the]
self, to others, to nature, and to the significant or sacred
(18-20). It is considered to be unique in each individual
and it plays an important role at the end-of-life because
spiritual well-being is associated with higher rates of social
support and quality of life, better preparedness for the end-
of-life, and physical and psychological well-being (21,22).

Ann Palliat Med 2020;9(4):2286-2293 | http://dx.doi.org/10.21037/apm-19-436



Annals of Palliative Medicine, Vol 9, No 4 July 2020

According to the literature, patients whose spiritual needs
have been addressed have a better quality of life (23), and
the promotion of patients’ spiritual well-being and the
development of a sense of meaning in life and peace within
has shown benefits for improving mental health in palliative
care (24).

Suffering is a common phenomenon in palliative care
patients, which impacts all aspects of life and can threaten
the agency of the patient. To address the patient as a whole,
Saunders and Sykes developed the concept of total pain,
which encompasses its physical, psychological, social,
and spiritual dimensions. In this context, palliative care
embraces a holistic, transcultural, comprehensive, and
patient-centered approach, aiming to manage the patients’
relational existence with all these dimensions (25,26).

Spiritual distress is very common in life-threatening
illnesses, and it is defined as the disruption of one’s beliefs in
their value system (27). It is modulated by various influences,
including conflicts between beliefs and life events (28), no
reference to the patient’s will and its conflict with that of the
family (23), and a lack of understanding of spiritual issues
by health professionals (29). Unfortunately, spiritual care
provided in various palliative care centers is mostly influenced
by the religious backgrounds of patients and centers,
resulting in poorly assessed and met spiritual needs, which
impact patients’ quality of life and satisfaction with care
(23,30). However, certain countries have adopted an eclectic,
secular and multi-denominational approach of spiritual
care, such as Canada, US, UK or The Netherlands (31).
Spirituality and religion are not opposite concepts because
they include the search for the sacred, but religion is
considered to be an outward expression of a particular
spiritual or faith system and it includes the search for social/
health identity and rituals to assist in this search for the
sacred (32). However, it is important to distinguish between
both concepts because spirituality is considered to be part
of most patients’ total existence and encompasses more than
religion (22).

Although moral distress is commonly discussed among
healthcare professions, moral distress in patients is also
a type of suffering that arises in response to challenges/
threats to the individual’s integrity (33), which can lead
to the deterioration of one’s moral integrity and possibly
one’s moral agency. For example, it can be triggered by the
inability to modulate one’s response to suffering or through
conflicts with one’s religious or spiritual beliefs (34,35),
resulting in physical (i.e., insomnia, fatigue), emotional
(i.e., withdrawal, emotional exhaustion), behavioral (i.e.,
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impaired thinking, avoidance), and spiritual (i.e., loss of
sense of meaning, deterioration of moral agency) responses
to moral distress (36-38).

It follows that spiritual distress, namely unbearable
suffering, can seriously compromise autonomy at the end-
of-life. Moral agency may be affected and all efforts to
empower willing patients should be considered. Even taking
into consideration that it does not mean that everybody
agrees with a particular choice of a rational agent.

Spiritual advocacy and empowerment of the
palliative care patient

Palliative care patients are considered to be frail individuals,
given their overall health condition, and thus, adequate care
ethics should focus on the patient within a set of relationships
because all of life’s dimensions will play an important role
in how end-of-life will be interpreted and experienced.
Thus, to be inclusive and promote empowerment, one
should encourage relationships that bond “powerless
individuals to more powerful ones” (39). Kant suggests
that when individuals of differing power are together,
a mutually binding moral space is facilitated because
social practice maintains reciprocity between them (40).
Therefore, advocacy in palliative care is not about forcing
autonomous decision-making onto vulnerable patients, but,
rather, it is based on a moral process of interdependence
because promoting advocacy and empowerment implicates
determining and implementing what is important to the
patient (39). It involves encouraging the patient to reflect
about which needs and desires must be addressed and to
engage in decision-making to enhance empowerment, well-
being, and quality of life.

In this context, empowerment is a process that enables
restoration of the sense of dignity, autonomy, and self-
worth. Thus, healthcare professionals should become
aware of the power that they exercise and the power that is
exercised over them (41) because there is often an uneven
power distribution in which the patient is more of a passive
agent (42). Self-knowledge, spiritual awareness and specific
training are key elements for healthcare professionals
working in palliative care settings (43), as they are faced
with different spiritual values, beliefs and experiences and
also with death.

Patient empowerment is defined as “a process through
which people gain greater control over decisions and
actions affecting their health” (44). Thus, keeping the
patient central in all decision-making, that is, respecting

Ann Palliat Med 2020;9(4):2286-2293 | http://dx.doi.org/10.21037/apm-19-436



2290

patient autonomy, is essential to ethical care for dying
patients. Autonomy calls for the patient to engage in the
decision-making process that is, having the right to self-
determination (45).

Autonomy can be related to the capacity for decision-
making as well as functional capacity (46). Palliative care
patients’ decision-making may be influenced by biological
factors, such as the progression of the illness, delirium
and dementia, as well as by cultural, spiritual, religious,
and existential beliefs, expectations, values, experiences
and the sense of personal meaning and satisfaction in life
(47,48).

Thus, for healthcare professionals to determine how
patients prefer to be included in decision-making, cultural
and spiritual and/or religious aspects of individuals need to
be considered (49,50). There is also a need to provide an
environment in which these health beliefs and needs are
discussed and integrated into the care plan, as well as to
involve an advocate with special expertise in cross-cultural
issues and spirituality, when appropriate (20,50,51).

Therefore, the spiritual advocate is a healthcare
professional with specific training who is prepared to
address any patient’s spiritual life needs and distress in a
non-directive way (allowing the patient to share what he/
she desires) to promote autonomy, well-being, quality of life
and an adequate quality care (52). The role of the advocate
can be subsumed by any healthcare professional, and not
necessarily by a new set of professionals. It is someone who
goes beyond the usual barriers of professional practice to
pursue a different level of attitudes. The advocate is central
to moral agency by enabling an understanding of care goals
and illness progression and by maintaining the patient’s
concerns central (53). Understanding moral agency requires
looking at how people exercise their capacity to reflect on
the moral purpose of their lives (54,55), this way promoting
patients’ full moral agency.

Although the overall aim is to increase self-awareness
and well-being of the patient, advocacy implies both a
specific commitment as well as a general attitude towards
the empowerment of the terminal patient. Advocacy
and counselling, although specific, should be neutral in
the sense that non-directiveness is the landmark of an
adequate and proper advocacy, meaning that any form of
hard and even soft paternalism is deemed unacceptable.
It is acceptable that terminal patients in the course
of palliative care or spiritual assistance delegate their
deliberative capacity to other people, namely the assisting
physician, nurse, or a family member. However, the impact
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of that participation must be kept to a minimum because
surrogate decision makers can leave moral residues, such
as making decisions influenced by their own values and
principles (56).

Thus, the spiritual advocate has an obligation to address
the singularity of the patient, maintain the individual’s
integrity, and promote empowerment and patient’s moral
agency, which is the ability to identify and embrace the
guiding values of life, execute decisions, and develop traits
that express those values. These traits were found to be
linked to self-efficacy and autonomy, as well as predictive
of improved health outcomes via treatment adherence, self-
care, hope, and the ability to cope (57). The individual’s
uniqueness elicits a moral obligation to live life according
to its own inner nature, in which moral involvement and
personhood are drawn from the meanings and significance of
everyday experiences (58). Thus, as moral agents, the concern
for what gives life meaning and the attempt to express it
can change the patient’s belief of what is good, thereby
generating new possible meanings for personhood (58).
In this manner, the spiritual advocate can achieve
authenticity through empathy and by exploring the patient’s
inner potential, and still avoid external social and cultural
influences by which one’s nature might be compromised
because each individual is the core of one’s own moral
world.

Thus, the spiritual advocate would focus on restoring
and empowering the patient’s moral agency by non-
judgmentally assessing and addressing the individual’s needs,
desires, and distress from a trans- and multi-disciplinary
perspective, always taking into account the patient’s
cultural and ethical background, spiritual history, values,
and beliefs, as well as promoting engagement on decision-
making that integrates understanding, appreciation, and
reconnection, to promote an appropriate response to the
patient’s needs and to the dying process (57,59). In this
manner, the person’s dignity, right to self-determination and
autonomy are respected, thereby supporting and promoting
empowerment, reducing suffering, respecting the patient’s
individuality, and engaging moral agency.

Terminally ill patients are usually considered to be moral
agents as long as they maintain awareness, rationality, and
moral sense and so, their choices should be respected.
Thus, considering a palliative care patient to be a moral
agent and an autonomous person is essential for the process
of obtaining informed consent, in both actual informed
consent, such as authorization for a particular course of
action namely in the palliative care context, as well as in
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prospective consent, i.e., a living will. This strategy might
be very appealing for adequate advance care planning,
whatever the choices of the terminal patient, i.e., symptom
control, palliative sedation, or an advance directive to
withhold or withdraw disproportionate treatments. For
information to be integrated as a fundamental element in
the decision-making process, the agent must be adequately
empowered. Spirituality might be an important tool to
many patients namely in a secular pluralistic society where
very different moral perspectives come together in the
healthcare setting.

Conclusions

Palliative care patients have an increasing life expectancy.
Also, the demand for an early integration of patients in
palliative care will possibly increase in the future. Thus, the
full exercise of autonomy will also be progressively more
substantial, bearing in mind that competence is a complex
concept in which rationality must be mixed with emotional
insights and human intuitions, which are essential variables
in the moral decision-making process. The fact that people
are living longer will raise certain ethical, social, and
professional challenges in the future. It follows that the
concept of the terminally ill patient may evolve for very
different reasons, given the rapid progression of science and
biotechnology (60). This demographic evolution is typically
in accordance with a consensual longevity dividend,
meaning that the increase in age of the population must be
balanced with a better quality of life including the exercise
of the right of self-determination at the end-of-life. On
the one hand, there is a growing number of elderly people
and, on the other hand, patients in palliative care will last
much longer because of better healthcare as well as wider
inclusion criteria.

These “ageing well societies” must also address the
issue of including all people who are in very different
conditions (61). In a multicultural world, with very different
perspectives on how to accomplish a good life, terminally ill
patients should have the fullest capacity to decide and to act
according to their informed opinions. Even in the context of
palliative care as well as euthanasia and assisted suicide (62),
spiritual care may be a very resourceful tool.

Thus, spiritual advocacy by healthcare professionals
may be an important tool to promote the empowerment,
autonomy, and dignity of these patients, as well as to
prevent hopelessness and the lack of meaning that are
experienced by many palliative care patients.
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