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ABSTRACT

Total pain is an essential concept in palliative care and so it is food and nutrition. During the disease progression, patients’ food
and nutrition become very often altered and patients are faced with many losses related to the feeding process. These losses can
range from the incapacity to taste, swallow, chew, digest and absorb nutrients properly to the loss of the patient’s ability to eat with
autonomy, to manage cutlery and to use the oral route which may culminate in depression and social isolation. Many palliative care
patients also present eating-related symptoms, involuntary weight loss, and food refusal. Mostly in the end-of-life phase spiritual
issues related to food and nutrition may also emerge. All these issues interfere with daily family life and with patients’ comfort and
quality of life affecting all the patients’ human being dimensions - physical, psychological, social, and spiritual — and contributing
to patients’ total pain.
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RESUMO

A dor total € um conceito essencial em cuidados paliativos tal como a alimentagéo e a nutrigao. Durante a progressdo da doenga,
a alimentagao e nutricdo dos doentes torna-se frequentemente muito alterada, sendo que os doentes se confrontam com inimeras
perdas relacionadas com o processo de alimentagao. Estas perdas poderéo ir desde a incapacidade de saborear, deglutir, mastigar,
digerir e absorver os nutrientes adequadamente até a perda da capacidade de se alimentar autonomamente, de utilizar os talheres e
utilizar a via oral, podendo culminar em depressao e isolamento social. Muitos doentes em cuidados paliativos apresentam também
sintomas relacionados com a alimentacéo, perda de peso involuntéria e recusa alimentar. Maioritariamente na fase de fim de vida
poderao emergir questoes espirituais relacionadas com a alimentacao e a nutricdo. Todas estas situa¢des interferem com o quotidiano
da vida familiar e também com o conforto e a qualidade de vida dos doentes, afetando-os enquanto seres humanos em todas as suas
dimensoes - fisica, psicologica, social, e espiritual — e contribuindo para a dor total dos doentes.

PALAVRAS-CHAVE
Fim de vida, Alimentacao, Nutricdo, Cuidados paliativos, Dor total

INTRODUCTION

Palliative care officially emerged as a distinct practice in
health care in the 1960s in the United Kingdom which was
manifested through the Hospices” Movement (1,2). The
pioneer of this holistic care was a nurse, Cicely Saunders,
who later graduated also from medicine and social service.
She was touched by the suffering of a young Jew with no
family or friends who was diagnosed with terminal illness
(1-3). Palliative care emerged from the discomfort and
frustration felt by her when faced with the impossibility
of healing him and other patients. She developed a
growing awareness related to the need of ensuring these
patients adequate care to their real clinical situation (2-
5). It is also important to notice that in addition to the
vast symptomatology the palliative patient may present,

pain is highlighted because of its presence in almost all
patients and the limitations and implications it may cause.
However, this pain is not only physical but encompasses
all the patients’ dimensions (3-5).

According to Cicely Saunders, pioneer in the modern
palliative care movement, this referred to a much broader
concept of pain - the total pain (2,5). From this concept
it is possible to understand that it is not only the physical
components of pain that must be considered (2,5).
Although the palliation of physical pain is of essential
importance it is not always enough, as non-physical
suffering is a more intimate matter and refers to more
intimate issues, like patients’ life story, psychology, culture,
beliefs, faith, and expectations (4-6). Cicely Saunders also
stated that alleviating spiritual and mental anguish with an
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approach identical to what is used in the control of physical symptoms
is not something that proves to be effective and thus, some patients
may lose the possibility of having a good death (2, 5). Total pain
highlights also the individual and subjective character of symptoms, as
well as the interaction between biological, sensory, affective, cognitive,
behavioral, and sociocultural factors in the determination, interpretation
and expression presented by the patient (4-7).

Robert Twycross, other pioneer in the field of palliative care, explains
the concept of total pain relating it also to the disease trajectory,
side effects of treatment, concomitant pathologies, and advances
to an anthropological and holistic view, related to a network of
psychoemotional, social and cultural factors that foreshadow its
complexity (8).

Total pain is thus understood as the global suffering that palliative
care patients, especially in the end-of-life phase, presents in all its
dimensions and the extent to which they are affected by the disease
(1-6, 8, 9). The different pains that make up the total pain concept
are complexly interconnected with each other, influencing each other.
Alleviating total pain implies a therapeutic relationship that intervenes not
only on the physical symptoms but also on the subjective experiences
of the patients as well as their narratives and life story. According to
some authors, this form of holistic approach to the terminally ill patient
and the practice of adequate palliative care converges in the so-called
patient-centered care or total care (2, 5, 6, 8, 10).

The nutrition of the palliative care patient is usually modified as disease
progresses, and it brings distress and anguish to patients and family
members/carers. Some authors point out that problems related to
eating and drinking, regardless of the expressing they take, need to
be integrated into a more complex and multidimensional model that
includes the concept of total pain because it raises physical, social,
psychological, and spiritual/religious issues (1-9, 11-20).

Food and Nutrition as Part of the Total Pain Concept in Palliative
Care

Physical Pain

Physical pain is a complex phenomenon, an important clinical problem
and the most feared symptom of cancer and certain other life-limiting,
non-malignant conditions. Many patients often present mixed types
of pain and different types of pain respond with varying degrees of
effectiveness to different types of interventions. Pain can be classified
regarding its temporal evolution, acute - well-defined beginning, from
hours to weeks - or chronic - lasting more than three months - or based
on the underlying mechanism, nociceptive - somatic or visceral - or
neuropathic (4, 6, 7, 10).

Somatic pain results from the stimulation of skin, muscle, or bone
receptors caused by neoplastic invasion. It is caused by the stimulation
of nociceptors from the inflammatory mediators released by the tumor.
The neural pathways involved are normal and intact and the pain is
typically well-localized, constant, or intermittent, and may be felt in
the superficial cutaneous areas or in deeper musculoskeletal areas
(e.g.: bone pain). It may be described as tortuous, aching, stabbing,
throbbing, or pressure (4, 6, 7, 10, 11).

Visceral pain results from infiltration, compression, or the distension of
thoracic or abdominal viscera. It results essentially from the intensity
of the stimulus and the higher frequency of action potentials with
subsequent activation of the nociceptors in which the release of
inflammatory mediators increases and perpetuates the transmission
of stimuli. It is often poorly localized and is described as a deeper,
gnawing, cramping, aching, or sharp pain and it may be referred to
cutaneous sites (6, 7, 11).

Neuropathic pain is caused by injury or inflammation to the peripheral
and/or central nervous system. Pain occurs because the injured
nerves either react abnormally to stimuli or discharge spontaneously.
Generally, pain that arises from damage to the peripheral nervous
system is termed “deafferentation” pain, while pain that arises from
injury to the spinal cord of brain in termed “central” pain (6, 7, 11).
Peripheral neuropathic pain is trigged by cancer direct infiltration, by
nerve compression made by the tumor or lesions derived from radio
or chemotherapy (6, 7). Neuropathic pain is usually described as being
different in character to nociceptive pain. Patients may describe having
a dull ache with a “vice-like” quality, or burning, tingling, shooting, or
electric shock-like sensations (6, 11). Symptoms include spontaneous
and constant burn pain, with penetrating or lancing pain paroxysm with
occasional irradiation that increases the response to noxious stimuli.
It may be associated with hyperalgesia and induces pain by non-
noxious mechanisms - allodynia. Mixed pain has components of both
neuropathic and nociceptive elements (6, 7, 11).

As an individual experience, pain can be positively affected by relief
of other symptoms, rest and understanding, companionship, creative
activity, relaxation, anxiety reduction, humor increasing, antidepressants,
painkillers, and negatively due to discomfort, insomnia, fatigue, anxiety,
fear, anger, sadness, depression, annoyance, mental isolation, and
social abandonment. Physical pain affects negatively physical,
psychological, social, and spiritual dimension, especially general daily
activities, mobility, normal work, relationships with others, sleep, the
pleasure of living and humor (4, 6, 7-11).

Patients will only be able to eat, drink and obtain comfort through food
if the pains mentioned above are controlled. However, eating-related
symptoms may be present in the presence or absence of pain and
this situation brings even more discomfort and distress to patients
(8, 21, 22).

Related to nutritional issues, Dietitians/Nutritionists are of utmost
importance on giving the most suitable nutritional intervention and
counselling (21, 22). However, beyond physical pain, palliative care
patients experience a variety of physical symptoms and functional
changes that change not only the ability to eat or be fed but also
the ability to appreciate and use nutrients properly (12-20). These
symptoms are the result of the disease and its trajectory as well as
current treatments and/or those treatments previously performed in
the curative phase. Examples of these symptoms are anorexia/loss of
appetite, early satiety, nausea and vomiting, dysphagia to solid and
liquids, mucositis, changes in taste and smell, diarrhea, constipation,
among others (12-20, 23, 24).

Uncontrolled eating-related symptoms also contributes negatively not
only to physical pain but also to other pains in the concept of the
total pain. So, to provide the best nutritional intervention possible, it
is important that Dietitians/Nutritionists give an adequate nutritional
counselling to try to overcome these symptoms (12-20, 23, 24).

Psychological Pain
After receiving the diagnosis, patients often enter through a process

of initiation of the therapeutic plan, with medical evaluations and the
development of new relationships with the members of the healthcare
team with high levels of information sometimes generating fear
and confusion (6). At this stage patients experience an increase in
responsibility, worry, and some social isolation, getting sharply anxious,
apprehensive, centering all their attention to existential aspects, health,
work, financial support, religion, relationships with family and friends
(7). It is a phase of significant psychological suffering, especially if
they have had previous traumatic or negative experiences related
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to family or friends. A typical emotional reaction arises with an initial
period of shock and denial, which follows a period of great disturbance
with symptoms suggesting anxiety, depression, irritability, changes in
appetite and sleep (6). The ability to concentrate and perform daily
activities becomes notoriously affected in which thoughts concerning
prognosis and fears of what is to come, especially in what regards
to a painful death are permanently present. Anger, the feeling of
guilt, aggression and nervousness also emerges. This is considered
normal because it consists in the reaction to the losses that patients
experience, influenced by clinical factors, coping mechanisms and
patients’ personality (6, 7, 11).

Food in palliative care also plays an important role in psychological pain
(13, 20, 23-27), because food may function as a motivation in the fight
against the disease and an attempt to control it (13). This motivational
role may also be associated with feelings of well-being, sactisfaction,
pleasure, joy or hope when the patient is able to eat, smell or taste a
dish that brings back good memories and comfort (13, 15, 20, 23, 28).
On the other hand, if patients are unable to eat or be fed, they may
experience feelings of sadness, discouragement, and lack of hope that
increases patients’ total pain (12-20, 23, 25, 29-47).

Sometimes beginning artificial nutrition and hydration is a matter of
great psychological pain because patients and family members may
attribute a symbolic meaning of life and maintenance of life related
to this way of feeding. From this point of view, it is very important
that Dietitians/Nutritionists participate in ethical deliberation through
this process. Besides, Dietitians/Nutritionists have an important role
in giving advice to patients and family members/carers regarding
advantages and disadvantages of this way of feeding, helping to
establish realistic goals (12-20, 23, 24).

One of the Dietitians/Nutritionists” roles in palliative care is also to find
ways of building a therapeutic relationship with patients by choosing
appropriate methods of relating and interacting according to age,
wishes and intellectual abilities, the family context of support, verifying
and understanding of decisions taken and emotions felt (12-21, 48-60).
Dietitians/Nutritionists must emphasize the good emotions related to
food and demystify the less good ones, exploring the motives of in each
case. Itis essential that Dietitians/Nutritionists put in practice adequate
communication skills, and an empathic therapeutic relationship
between them and patients based on an active listening and validation
of feelings and emotions (12, 15, 59, 60).

In addition, another Dietitians/Nutritionists” role is to assess the extent
and impact that eating-related symptoms causes every day in patients’
lives that may interfere with appetite as well as patients’ perceptions
regarding what is important in the context (12-20, 60).

It is also very important that Dietitians/Nutritionists introduce and explore
as much as possible issues surrounding comfort feeding, specifically in
the end-of-life phase but not exclusively in this phase (49-51, 60). Comfort
feeding is oriented not to be invasive as enteral or parenteral nutrition (50-
58, 60). The therapeutic plan in comfort feeding involves a continuous
and meticulous interaction regarding mouth care, encouraging the good
memories associated to food as well as encouraging socialization during
mealtimes (12-20, 23, 24, 50-58, 60). It is also important that Dietitians/
Nutritionists encourage the implementation of the therapeutic touch but
not just using mealtimes as an attempt to feed and be fed (49-53,60).
During mealtimes, these interactions may reorient patients and family
members with food alternatives with consistency, texture and viscosity
that provide patients with a truly compassionate nutritional care is stil
important at this point (12, 49-53, 60). To make comfort feeding possible,
these actions need to be enhanced by a set of activities done by Dietitians/
Nutritionists, sometimes difficult to achieve, including the need to increase

support to make meal routine distribution more flexible in hospitalization
and the collective food service/kitchen and also the routines of distribution
of meals within the service or institution (49-52, 60).
Dietitians/Nutritionists are also important in loss, grief and bereavement
related to food and nutritional issues. It is important to consider that
along the course of the disease there are several changes related to
food and diet that patients must deal with. These changes lead to
losses such as: the loss of the ability to feel the taste, smell, chew,
swallow, digest, and absorb nutrients conveniently. In addition, the
loss of autonomy in feeding due to changes in the mobility of the upper
limbs or the loss of the oral route may be very difficult to overcome
(12-20, 28, 34, 50, 58, 54, 57, 58, 60).

It is also very important that Dietitians/Nutritionists define achievable
objectives and goals with patients regarding the nutritional care process
that can include all these issues or even anticipate them whenever
possible, so it becomes very important that Dietitians/Nutritionists are
included in the multidisciplinary team immediately when the disease
is diagnosed and integrated in multidisciplinary palliative care teams
and services (12-20, 23, 24, 60).

Social Pain

Palliative care patients usually report that their social life is adversely
affected by the deterioration of health status and the fear of contracting
infectious diseases when they are on various treatment regimens (6).
Associating these issues with fatigue, frequent visits to healthcare
services, absences from work or even the inability to make their daily
work activities, a high number of conditions can adversely affect
patients’ social needs as long as deteriorate their quality of life and
global health (6, 13). Fatigue leads patients to refuse invitations to
be with their friends and family members, justifying sometimes by
tiredness to socialize with someone (6, 12, 13, 60). Even non-verbal
communication fatigues them (6). By consequence, the loss of their
functions, their roles in the family and their jobs will lead to changes in
their comfort with consequent changes related to economic income
and family well-being (6, 7, 13, 60). Patients questions themselves
about these issues and the concern for the future of their closest family
will become a source of suffering. In addition to the economic problems,
it also entails another loss, the loss of autonomy. Consequently,
adjustments in life plans and family roles may be required which is not
always easy to accept. Sometimes this generates family imbalances
and even situations of abandonment (6, 12-20, 23, 24).

Related to food and nutrition, feeling hungry is part of human life.
Human beings attribute to food a meaning that goes beyond the simple
satisfaction of physiological needs because food is also a strong social
component and influences patients’ total pain (12-26, 30, 31, 36-46, 60).
On one hand eating may represent a biological imperative and assumes
a social imperative in which food acquires a symbolic meaning between
those who feed an those who are fed (12-20, 26, 36, 37, 60). Feeding is
seen as an act of affection and sense of belonging to a community (12-
20, 26, 60). The type of food consumed is an expression of the patients’
culture. The meal presumes a form of order, rules and personal behaviour
associated with obligations and ties with those with whom the meal is
shared (20, 40, 60). The meal is a symbolic act of relationship based
on the act of giving and receiving, a form of affection represented by
food which allows the strengthening of social and family bonds through
the moments of conviviality provided (12-20,26,36,60) Mealtimes are
a focus of interactions with countless people and places, since there
are a number of important dates, festivities and religious services that
mark these same dates and that recall the importance that food has
(21, 26, 39, 45, 46).
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Some authors state that many patients may consider social interactions
resulting from meals as something challenging because they need to
modify the circumstances of their participation in these meals (12-20,
60). These changes depend on the people with whom the meal is to be
taken, the modifications in the consistency and texture of meals, the
disease itself and social circumstances such as: making a meal outside
home knowing that they will need changes in the consistency and texture
of solids and liquids or that the food and drink themselves will have to
be replaced by artificial nutrition and hydration which would result in
not enjoying the flavour of meals the same way as other people present
(12-20,32,60). These situations may lead patients to social isolation,
however it may be also seen as a coping strategy (21, 32, 36, 42, 60).
When this valued social moment is altered by the disease and by the
changes in eating habits imposed by the disease, meals ceased to be
as they were before and there is a persistent feeling of anguish that
something important had also been lost (12-20, 36, 60).

It is important to notice that the social role of the patient and family
members may also change depending on the gender of the ill person
(6,13). Nowadays the role of caregiver and management of domestic
issues is still mainly attributed to women (6). Thus, in many cases, there
may be a change in the social role in which women are the ill person
and men are the carers (6,13). In general, food care switches to another
family members often unprepared to do so and patients usually feels
like they are a burden. Sometimes these feelings may result is the
option of voluntary cessation of eating and drinking (12-20, 60). So, all
these eating-related issues contribute to patients’ social pain (21, 60).
Dietitians/Nutritionists play an important role when giving patients and
family members/carers the proper nutritional counselling related to
physical space and the environment where meals may take place.
Changes in the environment include changes in food routine, and
in the context of the physical space as well as any others that may
be considered relevant. Changes in the food routine may involve
modifications in the ways meals are served (49-53). It is therefore
important to ensure that meals are carried out in a pleasant and caim
place with flexibility and adjustments of their duration (49-51, 53, 60).
Dietitians/Nutritionists must encourage patients to interact socially with
family members, carers, friends, or healthcare professionals if they
are institutionalized (12, 49-53, 60). Changes in the physical place
includes luminosity, sound, smell, colours, and temperature (49-53, 60).
Other examples of environmental changes may include modifications
in the decoration of the space where the meals take place which
may please the patient. In this context the most appropriate cutlery
should be defined. The presentation of the dish should maintain the
attractiveness using food forms and mixture of different types of food
and/or supplements (47, 48, 53-56).

Dietitians/Nutritionists become also very important in nutritional
education regarding changes in behaviour, that include all modifications
in the knowledge, attitudes and habits related to food and nutrition (12-
20, 23, 24, 49-53, 55-58, 60). Dietitians/Nutritionists are prepared to
train patients and family members/carers very well to empower them
about strategies that may be very helpful to enhance their autonomy
at mealtimes from the point of view of consistency, quantity/ volumes,
nutritional density, textures, cooking tips, eating-related symptomatic
control, dish presentation and the good use of oral nutritional
supplements (12, 9, 50, 60).

When the patient is institutionalized meals are usually standardized,
not personalized with food dished out in trays, daily scheduled and
sometimes with food reheated in the service when there is asynchrony
between the dished-out time, the distribution of meals and the time at
which the patients begin their meals (60).

It is therefore essential to consider the preferences patients may have
on how and when meals should be served. Attribute longer duration
to mealtimes, in smaller groups or individually, based on a family
style in which food is placed in platters so patients can select what
they want to eat and the amount they want to eat (49, 50, 53, 60).
This can also be done with the collective food service’ professionals
asking patients what they want to eat and the amount they want to
eat and dish-out their choices in the moment of distribution although
there is consciousness that this may be hard to put into practice (60).
So, Dietitians/Nutritionists play an important role in making reunions
and conversations to the collective food service’ responsible and the
institutions’” management board because the changes mentioned
above may respect patients” eating patterns the most and make them
feel more comfortable and with more quality of life (49, 50, 60).

In cases of voluntarily cessation of eating and drinking, Dietitians/
Nutritionists must be prepared to discuss these issues with patients,
explaining what happens in this process, the time the process will last,
giving advice about mouth care during this period and explaining myths,
doubts and ethical issues with patients and family members/carers
regarding possible comparisons to euthanasia or assisted suicide.
It is also very important that Dietitians/Nutritionists work closely to
other multidisciplinary healthcare members to give the most holistic
nutritional care (16).

Spiritual Pain

Religion means an organized system of beliefs and worship which
people practice in their daily life and gives expression to issues of
spiritual nature, representing the social context in which spirituality
moves (2, 4, 6, 12, 47, 48). Spirituality consists in the evaluation of
non-material issues of life and in the interiorization of a lasting reality
related to the principles of a personal life animated and influenced
by a transcendental relationship with God or with something that
transcends one’s own being. In this way, spirituality involves patients’
relationships with themselves, with the others, with something above
them - transcendence - and with nature (47, 48). This contributes
decisively to the well-being by being an important carer force, not
only to be seen as an isolated dimension. In this context, spirituality
is connected to the meaning and purpose of life, interconnection,
harmony with others, with the earth and the universe, as well as an
appropriate relationship with God and their beliefs, asking what means
being human and why they are suffering and need to suffer (47-49, 60).
When patients are near the end of life or when they think deeply about
this moment, some authors state they feel the need to affirm and
accept themselves and accept the others, to forgive and be forgiven,
to be reconciled with others and with life (2, 4, 6, 47-49, 60). In the
search for answers that comes from the significance given to pain and
suffering, and the importance of the system of values, from God, usually
is called into question his existence, his objectives, and the meaning
of life (48, 49). Feelings of guilt also come from understanding of what
kind of life exists beyond death. If there is no satisfaction of spiritual
needs, patients will experience spiritual suffering in the form of a feeling
of despair, helplessness, absence of meaning and value of their own
life (2, 4-6, 13, 47-49, 60). They also reveal intense suffering, isolation,
loneliness, and feelings of great vulnerability, distancing themselves
from God with manifestations of anger and anger at God and religion as
their representative. Sometimes patients feel guilt, remorse, bitterness,
and this ends up in reconciliation with themselves, with life and others
(2, 4, 6,12-20, 23, 24, 47-49).

Some authors state that consumption of food through times past
developed into one of the most basic and literal ways for people to
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encounter God. In the medieval times, for example, bread symbolized
strength, vigour and was deemed as a holy. Receiving or having wheat
bread was in the same spirit as being blessed by the heavens. while
consumption of well-prepared food in literature was identified with
earthly enjoyment and spiritual fulfilment in relation to the divine (47-
49). Consumption of food through times past developed into one of
the most basic and literal ways for people to encounter God. Human
beings seldom eat alone, they engage in sharing of food and this
connection is then established not only with the divine but also with
one another in a form of commensality. Family traditions and faith are
often echoed in the literature as an integral part of spiritual aspects of
food consumption (47,48). Commensality can hence play a substantial
role in patients’ own spiritual and psychological wellbeing especially
at times of distress. Even at the end-of-life patients manage to find
social and cultural comfort in food and mealtimes, which in a sense is
one of the most sorrowful periods possibly conceived by an individual.
Patients struggle with the fundamental questions of life-and-death and
we project these ideas and beliefs onto our foods (48, 49).

Related to food and nutrition each religion has its own specificities,
which may conditionate patients’ diet and decision-making process
in palliative care. Religions often give guidance to their faithful about
food they should and should not eat, when and how they should do
so. Towards, in addition they crate prohibitions for the consumption
of some foods considered culturally impure or harmful such as the
prohibition of pork consumption in the Jewish and Muslim religion. In
the case of the Protestant religion, if artificial nutrition and hydration
are used to delay death or if the opportunity to repent the patient and
the penitence time is prolonged, nutritional support should be initiated
or maintained (12-20, 49).

The most conservator part of the Methodist Religion considers that life
means a blessing and a gift from God, so it results in a less favourable
option to withhold or withdrawn artificial nutrition and hydration (47).
At this point it is considered that the prolongation of life has a sacred
meaning and there is a believe that pain and suffering in the end of life
are aligned with the suffering of Christ and to go through this pain and
suffering is considered a better preparation for the passage to the life
after death (47, 60).

The Hindu religion believes that the soul can be released in a “good
death,” which occurs in old age, at the right astrological time, and
either in the home (on the ground) or at the banks of the Ganges
River. Provision of artificial nutrition and hydration may be seen as
important to a good death when the end is clearly not near; pain and
suffering without the consciousness being clouded by analgesics may
also be seen as tantamount to achieving oneness with the Supreme
Being. Withdrawal or withholding of artificial nutrition and hydration
when death is inevitable is permissible, and many Hindus will prepare
themselves for death by fasting. It is of interest that the Hindus patients
are usually shielded from their diagnoses and any medical decision
making because they do not have the autonomy to request or forgo
artificial nutrition and hydration. This decision is left to the family and
the community as not to taint patients’ chances for a good death and
successful reincarnation (47, 60).

According to the European Association for Palliative Care one of the
core competences of healthcare professionals in palliative care is
meeting patients’ spiritual needs (59). In order to achieve this, it is
important that Dietitians/Nutritionists are able to raise spiritual issues
in a supportive and caring environment, showing reflective capacity
to consider the importance of spiritual and existential dimensions in
their own lives and in the lives of patients. Dietitians/Nutritionists must
integrate the patients and families’ spiritual, existential, and religious

needs into the nutritional care plan, nevertheless respecting their
choices not to focus on this aspect of care if they wish so (59, 60).
So, Dietitians/Nutritionists must also provide opportunities for patients
and families to express the spiritual and/or existential dimensions of
their lives in a supportive and respectful manner. Dietitians/Nutritionists
must be conscious of the boundaries that may need to be considered
in terms of cultural taboos, values, and choices so it is very important
to understand food and nutrition issues in the context of every culture,
faith, and religion (12-20, 23, 24, 57-60).

In a practical manner, Dietitians/Nutritionists must be aware of all issues
mentioned above to give the best personalized nutritional counselling
possible. It is also very important that Dietitians/Nutritionists are capable
to help patients by comprehending and helping them to understand
the meaning they attribute to life through the food and nutrition point
of view. Palliative care patients may still want to eat better in order to
be able to achieve a time of importance to them, for example to be
present in a family member wedding, christening or anniversary, or in
order to be able to see a son or a grandson born, or simply to wait for
a visit of someone important to say goodbye, to ask for forgiveness
or to forgive, or simply to say | love you (60).

CRITICAL ANALYSIS

To start the most suitable nutritional intervention in palliative care it is
necessary that Dietitians/Nutritionists accept and use the philosophy
and principles of palliative care, recognizing the importance of total pain
and the integration of nutritional related problems into this concept.
Regarding physical pain, this can be considered the one that most
broadly affects all other pains that make up total pain, and in many
cases, it can cause physical difficulties that prevent patients from
eating. In this context it is necessary to understand that to promote a
better food intake it is necessary to control physical pain first.
Related to psychological pain it is important to consider that anxiety,
depression, and delirium may eventually justify some physical difficulties
as both also include somatic manifestations. Regarding food, to provide
the best nutritional intervention and care, it is necessary that Dietitians/
Nutritionists consider the family context of support, understanding that
family can often make pressure on patients to eat more frequent and
dense meals which may lead patients to manifestations of sadness,
despair, and irritability because they do not want to eat more. On the
other hand, if patients eat, they may express feelings of joy, hope and
motivation against the disease.

From the point of view of social pain, to give the most holistic nutritional
intervention, Dietitians/Nutritionists should understand the social and
family context of support and guide patients and family members/
carers in eating related issues that may cause distress on them,
particularly: changing the consistency and texture of liquids and solids;
controlling of eating related symptoms; changing feeding routes and
consequently adapting the diet; helping in selecting oral nutritional
supplements; giving advice on comfort feeding; giving guidance
in more economical food alternative but with adequate nutritional
composition; and adapting food routines and schedules.

From the literature consulted there seems to be lack of studies
describing the religious and spiritual pain and mostly studies that split
these two practices independently. Even so, nutrition related issues
contribute to spiritual pain.

CONCLUSIONS

Palliative care is an area of paramount importance for Dietitians/
Nutritionists, since the number of people with chronic, progressive,
and incurable diseases has been increasing over the years. Total pain is

o6

FOOD AND NUTRITION AS PART OF THE TOTAL PAIN CONCEPT IN PALLIATIVE CARE

ACTA PORTUGUESA DE NUTRIGAO 28 (2022) 52-58 | LICENGA: cc-by-nc | http://dx.doi.org/10.21011/apn.2022.2810

ASSOCIACAO PORTUGUESA DE NUTRICAO® | WWW.ACTAPORTUGUESADENUTRICAO.PT | ACTAPORTUGUESADENUTRICAO@APN.ORG.PT



a complex phenomenon that occurs in every life-limiting disease sooner
or later in the trajectory of the disease. To give the best nutritional care
in palliative and end-of-life care, Dietitians/Nutritionists must be aware
of how eating-related problems contribute to total pain.
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