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Preface

This book does not intend to be a manual on palliative care and has not even been designed
to offer an overview on a discipline which is very complex and difficult to talk about. On the
contrary, this essay is a reflection on several topics which are too often underestimated in
palliative care. Thus, it is devoted to special topics which have been identified after a careful
examination of the latest medical literature on the subject.

The discussion is divided into four sections: Ethical Issues, Volunteers in Palliative Care,
Special Circumstances and Prognostic Models in Palliative Care. Because Ethical Issues is a
highly relevant basic theme of the matter, three chapters have been dedicated to it, and we
enrolled in the authors’ team international experts in the field. We are grateful to Prof. En-
drizzi and associates, Padmashri Rastogi and Wackers Ger for their efforts. Any medical de-
cision for a diagnostic or therapeutic decision mandates both a highly qualified indication,
and the patient’s consent as the patient himself is the expert of his life. We hope that this
message can be well understood. For this purpose, the matter of the Early Integration of Pal-
liative Care, the concepts of and Overdiagnosis and Overtreatment as well as the themes
concerning the Balance sheets of suffering, Good Death, Euthanasia, Assisted suicide, and
the question of the ‘Do not attempt resuscitation” are exhaustively dealt.

Divided opinions concern the complex and controversial presence of non-professional actors
such as Volunteers in Palliative Care. In their well-written chapter, Yaél Tibi-Lévy and Mar-
tine Bungener focused on the role of volunteers in France. They presented us an extensive
overview of major issues of the topic also offering an interesting viewpoint of volunteers:
“being there to be there”. Maybe it represents the most detailed work on the subject.

Palliative Care has not been exhaustively focused on non-malignant diseases yet. The Special
Circumstances addressed in this book are Diabetes and Amyotrophic Lateral Sclerosis. Diabe-
tes is the most prevalent chronic disease. Consequently, in the chapter of Prof. Dunning Tri-
sha, the reader is made aware that the management of diabetes and its complications is a
significant issue to be addressed in palliative care settings in order to identify and manage
diabetes-related symptoms and reduce health costs. On the other side, although Amyotrophic
Lateral Sclerosis represents the most common degenerative disease of the motor neuron sys-
tem, it has a significantly lower incidence than diabetes. Despite this, caring for individuals
with Amyotrophic Lateral Sclerosis is a very hard task and needs to both start and end with
palliative care in the physical, psychological, social, and spiritual aspects. In a dedicated chap-
ter, Dr. Ushikubo addressed three unique characteristics of Amyotrophic Lateral Sclerosis
care in Japan: the high level of disagreement between patients and family; the high rate of
ventilator use compared with Western countries; and the low consumption of morphine.
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Preface

In recent decades, many efforts have been made to develop Prognosis Prediction Models in
Palliative Care. Their paramount role is to offer effective tools in order to facilitate optimal
decision making for both physicians and patients. In his chapter, Dr. Masashi accurately re-
viewed the most commonly used prognosis prediction models in palliative care and related
studies. In addition, he focused on their possible clinical utility and on the features of an
ideal prognostic score.

The initial project of including further aspects of the discipline has been subsequently re-
sized just to give more emphasis to few, but well-dealt with, pivotal topics. In addition,
there was the risk of overlapping with the abundant editorial offer on the same topic. How-
ever, the four sections have been designed to be large containers. For instance, the topic Eth-
ical Issues is not a complete topic at all whereas it is intuitive for those who work in
palliative care that there may be an unprecedented number of Special Circumstances. Con-
sequently, our aim is to gather suggestions and proposals (and also constructive criticisms)
to plan subsequent book updates.

The authors hope that clinicians, nurses, volunteers and all the professionals involved in the
management of the palliative care will find in this volume interesting reflections helpful for
improving their daily work. Furthermore, the authors especially hope that students, resident
trainees, and those who are facing the daily challenges of palliative care can find this vol-
ume useful in their very difficult but extraordinarily fascinating mission.

Marco Cascella, MD, PhD

Division of Anesthesia and Pain Medicine,

Istituto Nazionale Tumori — IRCCS - "Fondazione G. Pascale",
Naples, Italy
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Chapter 1

Reflection on Palliative Sedation for Existential
Distress. It is Possible to Tolerate the
Incomprehensible?

Cristina Endrizzi, Mirella Palella, Valeria Ghelleri and
Roberta Bastita

Additional information is available at the end of the chapter

http://dx.doi.org/10.5772/intechopen.69860

Abstract

The difficulty of making decisions in end of life is the subject of these reflections through
two clinical cases. We considered the question of palliative sedation for existential
distress through a phenomenological approach, focusing the relationship between a
patient’s clinical history and the reactions of the care team to the existential distress of
the patients. We chose to introduce a concept, dynamic projective identifications, which
is a powerful mechanism for communication between human beings. The hypothesis
is that projective identification works as a powerful mechanism of emotional contagion
between people facing death, families, and their health workers. In the cases, however,
the use of this therapeutic tool is not oriented to provide psychotherapeutic methods of
supporting dying patients but to sustain the awareness of the care team in the decision-
making process. The psychological pressure on the care team may lead physicians to act
considering “what you already know”. Being aware of these mechanisms can help physi-
cians to understand the phenomena that are happening. Even if palliative sedation is the
best therapy, the care team must clarify the meaning of the projective identification and
enter them into the flow of communication with the patients and their families.

Keywords: palliative sedation terminal, existential distress, end-of-life making decision,
projective identifications, death

1. Introduction

The confrontation with impending death triggers emotional reactions (e.g., feelings of
grief, sadness, despair, anxiety, loss and loneliness, etc.), some of which are adaptive
responses to preparatory grief [1]. Many patients are able to achieve acceptance of their

I m EC H © 2017 The Author(s). Licensee InTech. This chapter is distributed under the terms of the Creative Commons
Attribution License (http://creativecommons.org/licenses/by/3.0), which permits unrestricted use,
open science | open minds distribution, and reproduction in any medium, provided the original work is properly cited. [{cc) ExgIN
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illness and its prognosis, but each patient brings his/her own characteristic mode of cop-
ing and an array of strengths and vulnerabilities to the experience of a terminal illness.
Systematic psychological assessment allows the clinician to support effective coping
mechanisms and to identify persons at risk of experiencing high levels of difficulty during
their illness [2]. Demoralization syndrome is an important clinical entity that is defined
by the presence of pathological symptoms in the areas of mood, hope, and subjective
competence. It is a personal experience of not coping with attacks on one’s self efficacy
and esteem [3]. In cancer patients, this process is sometimes described as “existential
distress” [4], but it also occurs within the traditional psychiatric, and it is a risk factor
for the manifestation of psychopathology. Demoralization is a spectrum that starts with
subjective incompetence and non-pathological distress, and it can transition into helpless-
ness, which sometimes grows into hopelessness. When it endures, it can be recognized
as a syndrome that causes significant impairment in important areas of functioning [5].
Although some symptoms of demoralization are also expressed in existential distress at
the end of life (feeling of apprehension, panic, threat, feeling of incompetence, of shame,
impotence, aloneness, isolation, despair, etc.), existential distress manifests the experi-
ence of existential suffering in the context of an individual’s confrontation with a specific
stage of the dying process. Some people with certain personality traits, disadvantaged
socioeconomic situations, or trauma histories in childhood might experience long-stand-
ing existential suffering (isolation, loss of dignity, meaninglessness, fear, etc.). Existential
distress specifically develops as the result of facing one's impending death and is different
from other reactions to end of life. In addition, existential distress must be distinguished
from major depressive episodes, anxiety disorders, and delirium [6]. We refer to the defi-
nition article of Schuman-Olivier et al. ([7], p. 340) for definition and differential diagnosis
from other psychiatric disorders. The authors have proposed a classification of existential
distress based on the temporal context of the dying process: acute, subacute, and chronic
are the general categories that focus on a person’s proximity to likely death (imminent for
acute and subacute, or <2 weeks, not imminent but life-threatening for chronic). We agree
that the time available until death or loss functioning and a patient’s baseline functional
capacity to engage in the logistics of a therapeutic relationship are clear parameters to
suggest therapeutic approaches (psychotherapy, psychopharmacological intervention up
to palliative sedation) to clinicians and to help create a reliable decision-making language.

The questions of when and how to intervene with palliative sedation therapy (PST) are
related to the concept of defining a refractory symptom [8]. Even if procedural guidelines for
PST [9, 10] help physicians and care teams through the decision-making process and make
them more comfortable to respond to physical sufferance, when their patients experienced
any psychological symptom, physicians more frequently reported an emotional pressure [11].
Individual clinician bias, emotional exhaustion, or burnout can influence the decision-making
process [12] as well as cultural, social, and ethical conditioning [13].

Therefore, the goal, on one hand, is to understand the peculiar suffering of patients (and their
families) and, on the other hand, to analyze the psychological responses of the care team
toward the suffering of a particular patient.
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Through two narratives, we propose the physicians” work to comprehend the context (the
patient’s clinical history) in which the phenomenon of existential distress appears and make
an effort to be aware of the projective identifications ([14], pp. 37-74). We refer to mostly raw
emotion, which is unfiltered by the reflective function of thought, or proto-emotional and
sensory elements [15] that bridge the relationship between the patient and the care provider
(family, physicians, and care team).

The purpose of this contagion is that one can feel and experience what another person experi-
ences, even bodily sensations and perceptions (embodiment), through a total affective com-
munication process. If a care team is not trained to contain the projective identifications or is
overwhelmed by them, it will likely unconsciously react, adding another disturbance to the
patient, in what has been termed “projective counter identification” (in [14] p. 43, [16]).

Two cases are presented of hospice patients who manifest symptoms of existential distress
during the last days of life. Because of the rapid progression of their diseases, it was not pos-
sible to identify a therapeutic space for the patients to undergo routine psychotherapeutic and
psychosocial approaches that are useful for patients with advanced life-threatening illness.
Both patients experienced acute and subacute existential distress. In these clinical examples,
we highlight the importance of clarifying the projective identifications and entering them into
the flow of communication with the health care providers not to make hasty decisions and to
tolerate the wait to ensure understanding of each incoherent or bizarre phenomenon before
defining it as a symptom requiring treatment. Particularly in cases in which it is difficult to
establish the refractoriness of a symptom, or when PST seemed to be appropriate for psycho-
logical distress, the care team is helped by a psychological team to reflect and recognize PST
as a potential “counterphobic defense to treat.”

The authors have adopted a phenomenological approach to study the case focusing on the
relationship between the clinical history elements (symptoms, reaction to changes in therapy,
biographical context, emotional, and behavioral relationships with significant others) and the
countertransference reactions of care teams.

The countertransference refers in these cases to the use of emotions, images, thoughts, etc.,
within the care team, that are stimulated by what the patient and family live and feel [17, 18].
The survey method is qualitative and descriptive. Objective parameters (vital signs, pain and
other symptoms, etc.) are noted in the diary, as well as the steps of the decision-making pro-
cess, described in narrative form from the interviews with the patient and family.

The hospice team has a psychologist who specializes in psycho-oncology and three physi-
cians with experience in palliative care. One of the physicians has also been a dance move-
ment therapist since 2006 and a psychotherapist with training in expressive therapies. She
is the narrator of the case histories reported here. The narrative approach is one method of
revealing the intensity of end-of-life meetings and developing awareness reflection [19].

In these cases, the focus was on observing the events from a medical point of view, with pre-
cise job roles within the care team (i.e., observing from the perspective of "from the inside"),
as well as observing through psychotherapy instruments and nonverbal language, thereby
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stimulating the support and elaboration of the “thinking functions” ([20], pp. 61-79) “on the
edge" of the team. These narratives are reported in the context of the work team, with the
supervision of the psychologist, to discuss the suitability of PST.

2. Clinical cases

2.1. Albert

An anonymous patient referred to as “Albert” was a 56-year-old male, married with a young
daughter and an adopted adult child from a previous marriage. He was described by friends
as a brilliant, educated, and intelligent man who was a consummate reader. His wife told
us that he referred to himself as rational and lacking affection, unable to handle emotions,
with cultivated areas of rewarding personal interest not shared with his family. He was well
informed of his terminally illness (a progression of prostatic cancer with secondary bone
lesions) and was admitted to hospice after an episode of major depression and a suicide
attempt.

At the time of admission, the patient had urinary incontinence, the inability to walk and
postural instability. He became dependent for all daily activities. The patient was extremely
anxious and frightened by the pain, as well as feeling like a burden to his family and losing
control of his own autonomy. He said that he was worried that when he died, his wife would
not be able to provide for his daughter "as she should."

We started specific therapy to address his pain and antidepressants, with some initial benefit.
However, the episodes of pain occurred more frequently, as did his anxiety, despite changes
to the therapy (Figure 1).

The patient was in despair, and he wished to die. Facing refractory pain and anguish, we
spoke with him about “conscious” or mild palliative sedation and the option of receiv-
ing additional doses of sedatives (intermittent sedation) when he desired to sleep. This
proposal seemed to reassure him, perhaps returning to the patient the opportunity to
regain some control by managing his symptoms. His wife took part in this conversation.
She remained still and silent, sitting in the middle of a chair away from her husband's
bed. Outside the room, she told us that the patient had repeatedly asked for euthanasia
and that she disagreed with the mild or conscious sedation, as this option would not
have protected her husband from the awareness of death. Confronted with oscillating
sedation, in which the patient retained moments of awareness or reacted to surrounding
stimuli, she showed apprehension and insisted that the sedation should be continuous
and deep.

The patient spent nearly 20 days starting to again read and receive friends. He ate with an
appetite and agreed to mobilize in a wheelchair, even going out for small trips. To the staff, he
seemed to be sensitive and empathetic; however, his behavior with his wife seemed distant
and not affectionate. I met him every day for visits with conversations about his tales of life.
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Recovery days Symptoms Drugs (dosage/day) Follow-up
Prehospitalization =~ Major depression Duloxetine 60 mg Antidepressant
. . therapy was not
O.la.nzapme 15 mg (in three changed until the week
divided doses) before his death
Alprazolam 0.75 mg (in three
divided doses)
Neuropathic pain from spinal Naropin 150 mg + Morphine ~ Necessary
metastases hydrochloride 6 mg for amendments to pain
peridural by elastomeric killers
infusion device
Naropin peridural bolus 5 mg
as needed
Transmucosal fentanyl
(tm) 400 pg need to be
administered
Morphine hydrochloride
10 mg for subcutaneously
injection)
First 3 days Neuropathic pain Naropin 150 mg + Morphine  Episodes of intense
Numerical Rating Scale (NRS) 6/7 hyd.rochloride 6 mg for pain; effectively
] . peridural by elastomeric addressed by
More than three episodes/day with 5300 device parenteral morphine
NRS>8 _ (NRS from 10 to 4)
More than 800 micr Fentanyl
tm Changes in sensation
and voluntary
At least 10 mg Morphine movement of the lower
hydrochloride for limbs
subcutaneous injection
At least 20 mg of Naropin for
peridural catheter divided into
four boluses
Crisis of anxiety associated with Midazolam 10 mg for When awake thoughts
pain, insomnia, and agitation subcutaneous injection as are fixed on the pain
needed (at least two doses with an anticipatory
during the night) anxious attitude
From 4 to24 days  Neuropathic pain Added dexamethasone 8 mg  The patient returned

Side effects of an overdose of
anesthetic via epidural

The patient spoke of problems in

life and expressed a wish to die;
returning to thoughts of suicide

Asked to be euthanized

Faced the possibility of a palliative

sedation with the addition of a

benzodiazepine (Midazolam) by
continuous infusion at doses that do

not induce awareness reduction

Patient managed his sedation “on

demand”

for intravenous infusion

Elastomer suspended by
epidural; small amount of
naropine by epidural (from
150 to 80 mg) with four
boluses of 20 mg every 12 h
during the day

Elastomer device intravenous
(Morphine hydrochloride
50 mg + 15 mg Midazolam)

Midazolam 20 mg in 250 ml
saline at 20 ml/hour for
hypnotic purposes

to reading, receiving
friends, resting all
night, eating at the
table, and walking
about the room

Pain control requires
periodic adjustments of
doses of intravenously
infused drugs

7
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Recovery days Symptoms Drugs (dosage/day) Follow-up
From 24 to 33 days  Leakage of the epidural catheter and Increased dosage of morphine Ideomotor slowdown
accentuation of pain hydrochloride in 90 and 60 mg  with lucid and
of midazolam in elastomeric coherent; ataxia with

Neurological side effects increasing

opioid and benzodiazepine device intravenous postural instability in

standing position. Able

(concentration deficits, ideomotor Dexamethasone was reduced . o visits. Eallc
slowdown, and impairment of from 8 to 4 mg 1_0 recetve Vls_l S ta v
concentration) isten to music but finds
it impossible to read
A week before death
reported having seen
Out of body experience
From 34 to 39 days  Total pain with a prevalence of Morphine hydrochloride Sedation oscillated
existential pain 120 mg and midazolam 90 at times the patient
Reported desperation because the and 100 mg chlorpromazine responds to verbal
contact with reality was slipping into elastomer device stimuli or to the
intravenously presence of people,

The patient was reassured not to be
afraid of his dreams and imagination Haloperidol 6 mg divided into
three doses

and when he awakens
takes water and/or
In the end, we proposed a semi-soft food

continuous sedation Refers to hearing death

approaching

Figure 1.

Once, we used expressive therapy to represent his emotions and thoughts. I invited his wife
to stay, but she preferred to leave.

I felt discomfort between the couple, although I did not understand why. I think that his
wife left out of respect for his privacy perhaps as she used to. Albert insinuated that his wife
did not want to participate because he had always demonstrated little emotion with her. He
seemed sorry for this situation, and I thought that there was a sense of unworthiness and
mortification, as it had appeared after the interview with the psychologist.

We drew on the same sheet, just like playing chess, his favorite game. We noted the difference
in our traces. His was rigorous and linear, crossing the sheet directly. My trace ran under his
and sometimes outlined a colorful space.

He said: “It's wonderful that you colour inside my lines.” He found that one of the colored
spaces seemed like Fonzie’s hair tuft. We joked about this because Albert was left bald after
chemotherapy. I thought that an element of narcissistic gratification could have been present.
Despite the tone, the dialogue was lighter and less desperate. Albert talked about his own death
and his wish to die (WTD). To end was no longer seen as an affront or undignified, and he no
longer experienced the loss of control in making decisions. He would have shown his family
how one can die, as a way of instructing them and giving them time to deal with the loss.

By the 18th day of hospitalization, Albert reported proprioceptive changes before waking up
(e.g., one leg was larger than the other, his mouth was smaller, or one-half of the body slid
diagonally in space). He spoke about these phenomena as an attentive witness. He understood
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his detachment from reality as a sign of impending death. The patient did not ask for a reduc-
tion of consciousness, even when he was in despair. Despite oscillating between drowsiness
and wakefulness, he retained an awareness of death and dying until a few days before his
death, when continued palliative sedation was initiated at his request. After Albert’s death, I
talked with his wife once again to ask permission to report this story. On that occasion, I had
the opportunity to make my unease at the request for euthanasia known to her and told her
that the mild and respite sedation had given Albert an opportunity to be together with his
family and friends. Laconically, turning her head slightly sideways and with a smile she said
something that I do not remember exactly but it could sound something like, "I would have
preferred euthanasia."

2.2. Discussion of Albert’s case

In this case, the care team is involved in different perspectives.

From the psychological point of view, the care team felt a sense of inadequacy and impotence
toward the patient’s wife, who insistently demanded deep sedation. Health workers were
conflicted by the emotional pressure of his wife’s, although the pharmacological treatment
had ameliorated the quality of life of the patient, that started to eat, to receive friends, to read
again and he agreed to mobilize in a wheelchair, with a sort of resilience, nonetheless in a
difficult condition. Albert talked about his own death and his wish to die in a way less desper-
ately. It seemed to emerge a new significance of his death, with a sort of project brought out:
he would have shown his family how one could die, as a way of instructing them and giving
them time to deal with the loss. The care team felt inspired from image behind the expression
“You colour inside my lines” that Albert said at the end of expressive encounter with artistic
material supporting the verbal dialogue. Albert manifested a capacity to be ironic about the
changes of body image that is intrinsically linked to identity and the meaning of dignity [21].
Through the pharmacological treatment, the attention and the listening, the care team had
returned to Albert the control of his end-of-life decision, prevented by burdening of symp-
tom’s disease and psychological distress.

The care team struggled with the request of euthanasia; therefore, the second point of analysis
has been from this perspective. Albert represented cases in which a wish to die (WTD) persists
even if pain is treated in a palliative care model [22]. A desire to hasten death is associated with
functional impairment related to pain, and, moreover, it is a measure of pain severity in some
studies [23]. Therefore, the significant decline in pain intensity levels was not predictive of an
improvement in the desire to hasten death, particularly in patients in the last days of life, for
whom other symptoms may also be associated with psychological distress, such as depres-
sion with insecure attachment, low self-esteem, and younger age [24]. Probably for these rea-
sons, the patient’s wife insisted with the therapy addressed to the abolition of consciousness
(instead of the euthanasia, not legally performed in Italy). The care team, in line with the
emotions and embarrassment expressed in the narrative explicit above and experienced by the
physician in the encounters with the patient, referred the sense of unworthiness and mortifica-
tion felt in the room when the wife was into a low self-esteem relationship or to reactualization
in the couple of an insecure attachment. We have no other data on past to support this analysis,
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but the possibility “to colour the lines inside of mine,” recalled a new chance for Albert to experi-
ence himself in the relationship with the care team, instead of a crystallized, fixed and “black
and white” defenses.

After all, WTD is a complex subjective and social phenomenon, a process rather than a mental
state, in which it is important to explore not only the reasons or triggering factors, which can
be treated, but also how a WTD makes sense for the patients [25]. Caregivers have a great
responsibility because the WID can be influenced by conversations about them. Then, to
cultivate the skill of active listening, to reflect on their own ideas and fears about death, and to
facilitate the patient’s inner dialogue and discussion of his/her wishes about life and dying are
the tasks required to assist patients in formulating their connection to their personal values
and perspectives [26].

At this point, the care team had clarified that the request of the patient’s wife could not be
accepted as a surrogate decision, and the woman must be helped to tolerate the process of
awareness of patient in front of his death. Nevertheless, the care team needed to tolerate the
insistent demand of the wife, highlighting the ability of Albert to be the main interlocutor of
end-of-life decisions and understanding that the psychological pressure experienced by the
care team (that is the result of a projective identification) was attuned with the anxiety of the
woman overwhelmed by the proximity of the death (in the context of the psychological and
relational dynamics experienced in the couple, understood only partially). The PST could be
the best chance, but the way and the time should be arranged with the patient.

Now we face with the third perspective of analysis. How should we interpret the propriocep-
tive impairment that occurred near the death? Was it a sign of delirium? If this hypothesis was
correct, how we should consider the patient, competent or not competent?

The patient had, as we have shown in Figure 1, a complex drug therapy and a high-dose of
neuroleptic drugs. There are insufficient clinical studies that allow one to clearly determine
whether certain patient expressions that could be considered bizarre or incoherent are attrib-
utable to drugs with known neurological side effects or to impairment of thought function
(e.g., delirium at the end of life) or whether they belong to a degree of consciousness that is
part of the process of preparing for death.

The recent information available on proprioception suggests the role of small-diameter sen-
sory cortical fibers representing each body part. For example, immediate distortion of body
size with local anesthesia has been linked to loss of input from small-diameter fibers [27].
Findings in cardiac arrest survivors suggest that central hypercapnia and peripheral hypoxia,
secondary to cerebral ischemia, cause a cortical hyper-activation that helps to explain the
phenomenon of increased awareness in these patients in the absence of cerebral activity [28].
On the other hand, the cerebral ischemia is responsible for metabolic alterations also involved
in nociceptive synaptic transmission, such as the inhibition of the production of nitric oxide,
a free radical that regulates the cerebral phenomena of apoptosis. It would seem that it was
implicated in the long-term potentiation (LTP), which supports the reinforcement of the syn-
aptic transmission of spinal neurons and in fact represents an expression of a memory of the
nociceptive stimuli [29, 30]. It is also known that pharmacological interventions can change
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the function of nociceptive neurons by transforming them into broad spectrum neurons of
potential action (wide dynamic range or WDR) that receive impulses not only from the noci-
ceptive system but also through the sense of touch and heat, which leads one to assume a link
between nociception and proprioception, particularly in situations of peripheral or central
hypersensitivity [31].

Therefore, the care team pointed out some questions: this phenomenon should be understood
in the contest of the peripheral desensitization induced by drugs that act on mu receptors
and GABA receptors (such as the association opioids and benzodiazepines) or as a cortical
hyperactivation that occurs in the phenomena of near-death experience? Was it possible that
Morphine and Midazolam hydrochloride in high doses act like a block anesthetic causing
distortions in body size (like the proprioceptive alteration of Albert)? What was the relation-
ship between the cortical areas of expansion representing the body parts and more complex
alteration of body image in people who are dying taking neuroleptic drugs?

Thus, it was difficult to conclude whether the described phenomenon of depersonalization
could be understood in the context of existential distress or if it has been caused by a pharma-
cological effect or a more complex alteration of body image in people who are dying. Some
authors believe that the process of dying may consist of the translation of a progressive with-
drawal of psychic energy in the neurological and peripheral nervous systems [32, 33]. The
importance of defining this phenomenon was related to determining a strategy to treat it
(pharmacological treatment up to palliative terminal sedation, or other approaches as psy-
chotherapy, touch therapy, etc.).

Eventually, we regarded to this proprioceptive impairment like a sign of the disorder of the
“body-container” [34] that could be a cause of anguish and could also explain the manifes-
tation of proprioceptive reactions that often occur in a seriously ill patient [35]. Clinging to
objects, fear during passive mobilization in bed, increased muscle tension, motor restlessness
secondary to the loss of bowel control or failure to deplete the elimination organs such as
the bladder and rectum, and the lack of perception of body parts could be an expression of
primitive anguish. In the case of Albert, changes in proprioception had been integrated with
vestibular afferents and condensed in the content of "dream-thought" in the form of imagina-
tion, visions, and hallucinations. Although drugs administered may account for a cognitive
dysfunction, it is interesting to note that hallucinations were concomitant to the general decay
of the patient and were present close to death after a relatively long period of therapy, which
still ensured a good quality of life. What was interesting in this case was that the presumed
hallucinations of the patient were only of a kinesthetic nature, and this aspect was contextual-
ized in the attitude of a person with difficulties making body contact.

We considered Albert competent and aware of the death impending, therefore we accepted
his ability to let us known the proper time to start unconsciousness sedation.

2.3. Edy

Edy was an anonymous name for a 73-year-old married woman, with two sons and a husband.
She suffered from dilated cardiomyopathy. For many years, Edy faced her cancer diagnosis
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and chemotherapy with a type of awareness that was obscured by an unjustified expectation
of healing. Cancer of the rectum was already in an advanced stage, with liver metastases
and infiltration of the uterus—at the time of diagnosis, 6 years to our knowledge. Edy had
faced surgery and chemotherapy, apparently delegating her husband to receive information
about the evolution of the clinical oncology. In fact, Edy unconsciously led her husband to
believe what she wanted to believe, thereby causing him to downplay or cast doubt on the
information received. Her husband had some type of dissociation from the information that
he received. He seemed to be aware, though he had an emotional reaction of denial or devalu-
ation (the same reaction demonstrated by his wife). Therefore, in terms of communication, the
couple seemed to function as a unique individual.

Within a year, there were sub-occlusive symptoms, with two hospitalizations for nau-
sea, vomiting, and lack of canalization of the intestine, which appeared to show peritoneal
carcinomatosis.

We met Edy at her home, after she had started palliative home care on the advice of her
oncologist, who intended to reduce hospital admissions for clinical symptoms by utilizing
only symptomatic treatment. The husband was visibly fatigued and short of breath, but he
was bustling around his wife and received us in the living room.

The logistical setting did not seem to function well for their needs. The bedroom was likely
located on the top floor of the house, which was accessed through a staircase, with no hand-
rail. In the room, there were two leather sofas. It resembled a showroom (visible but not
touchable). The husband offered us two chairs in front of Edy, who was sitting at the dining
table. The chairs were solid wood and uncomfortable. It was difficult to imagine that Edy
could remain sitting there for very long. The conversation was dry. The symptoms that we
were supposed to be treating were discussed openly, but we were warned that many good,
reliable doctors (whose advice, we thought, could not be discussed) were attending to the
family, including the family doctor, physical therapist, and cardiologist (who treated Edy’s
husband, as well as Edy’s atrial fibrillation). Indeed, it seemed that only the cardiological
therapy was the most important, because it was "life-saving." The examination of the patient
did not indicate an acute phase diagnosis, although there was diarrhea indicative of a sub-
occlusion, but the treatments that we had prescribed were stopped by the patient with advice
of her family, as soon as we left the house.

A few days later, we received a phone call notifying us that the patient had been admitted to
Oncology Department again. Another 15 days passed, and the patient was then transferred to
hospice. Edy then appeared to be depressed and tired; however, her sons insisted on moving
their mother to an armchair. When Edy refused food, they urged her to eat. Edy's husband
was taciturn and present only when one of the sons was with him; he never asked us for infor-
mation, and sometimes, he did not visit his wife for an entire day. Edy seemed to have chosen
him as the subject toward whom to express her anger.

She also showed a certain level of contempt toward us. She snapped bitterly at the health work-
ers who helped her with her basic needs. With her husband, she would let loose. However,
this behavior did not seem to disturb the family.
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There was a tendency to "normalize" everything in the family and not interpret Edy’s
unfriendly and rejecting manners as an aspect of her anger and mortification.

Her adult children refused to accept the recommended psychological support. However, it
finally emerged through the sons that there was a possibility that Edy felt betrayed by her
family because they had given up on bringing her home. This admission in hospice provided
a way for Edy of dealing with topics, such as disappointment, the rupture that she sensed
with the world, and the likelihood that her autonomy was irretrievably lost.

We had already prescribed antidepressants. We were witnesses to not only the physical decay
of her body but also a particular manner of rejecting the world and preparing for death, which
was also a source of anxiety for the team.

Edy became silent, without conditions or compromises. We tried various relational approaches,
but there was no longer a productive relationship for an alliance with the patient regarding
her decisions and desires. We tried to talk to her about the possibility of using a sedative type
rescue dose, to discontinue the “passive” waking moments, but the patient, with her eyes
closed, denied us even eye contact, saying, "I sleep enough already." We felt cornered, closed
in and somehow gagged. When performing hygienic care in the morning, providing treat-
ment or administering medication, some of the team members felt crushed by the silence and
the passivity of the patient. The health care professionals were competing to stimulate or to
induce Edy to answer merely yes or no.

We seemed to have become lost in the same trap that her sons were in: trying to please her, to
stimulate her, or to talk to her in the belief that she could hear. It was strange that in front of
her motionless body and her calm breathing, as if sleeping, with her muscle tone flabby from
passive mobilization, that no one would think that she might have been in a state of coma.
Everyone continued in the belief that she could understand what we were saying but that she
wanted to punish us with her silence. We examined her again, excluding a state of coma. The
feelings of alienation, depersonalization, and derealization that we felt when facing Edy not
only excluded us from her world but also effaced us. From this perspective, we understood
the reactions of the family members when faced with the proposal of respite sedation: "No,
because it would extinguish her completely."

Clearly, it was a fact with which we did not agree; however, we could not overlook it. We
did not have the support of the patient or her family members. In some last words spoken
by Edy in the 15 days before her death, she told a nurse, "Here I am committing suicide.” The
tense used in the sentence referred to an action that was in progress, so the nurse thought she
was dreaming in real time. However, following questions by the nurse, Edy replied, “I'm not
dreaming, it is precisely what is happening; see, I'm committing suicide.”

2.4. Discussion of Edy’s case

In this case, the burden on the family in end-of-life decisions is clear, as was how little attention
is still given to the process of awareness of the disease and poor prognosis before arriving at
the point of palliative care [36]. The demand for information is not uniform in our society, and
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the role played by the families of terminally patients and in the attitude of physicians toward
information disclosure clearly differs from the Northern European or Anglo-Saxon model
[37]. Sometimes, the problem is how to inform a patient who is not willing to be informed. The
culturally established modus operandi obliges the health care professional to be discrete when
discussing cancer [38]. Moreover, the patient is free to use their autonomy even to delegate.
The patient must decide how much autonomy he or she wishes to exercise, and this amount
likely varies from culture to culture. In addition, many families are opposed to inform the
patients of their conditions [39] as demonstrated by the second case, such cases can evolve and
become difficult to treat. It is obvious that these are situations in which the team feels guilty
about a shortcoming, something that could have been done or that they were not doing. As
care providers, we are not satisfied with these cases, but we have to accept that this individual
had long eluded her diagnosis and had experienced the disease as if it concerned another per-
son, forcing those around her to feel that her anger was directed precisely toward herself, and
she wanted the world to experience a sense of guilt. It may be possible that in cases in which a
person is alienated from the awareness of death, there must be an extreme effort of self-denial
and self-punishment to break away from the body, as in the case of Edy. In addition, in the
conflict between family and care providers, palliative sedation for existential distress, even if
appropriate, could not have been of benefit because it could cause further distress. Therefore,
the dramatic sentence repeated to the nurse by Edy “I'm committing suicide” talks about not
an intention but probably resumed the psychic dynamics in the relational field.

With her mutism, Edy elicited in the caregivers (care team and family) a feeling of impotence;
with the refuse to eat elicited a sense of guilty; when she was acting out a state of coma, care-
givers thought that she could understand what we were saying but that she wanted to punish
us with her silence. With this passive attitude, the care team was obliged to feel her alienation
and depersonalization. But like her family, the care team did not understand this powerful
mechanism of psychic contamination; in front of anger, fear, and anguish of the patient, it
could not find a way to deal with the subject of the imminent death and so doing, was allied
to the defense mechanisms of the family (untruth, avoidance, and the complaisance, trying to
please her or to stimulate her).

The care team countertransference seemed to be that it was expressed by the family when
PST was proposed “the feeling that the doctors killed a loved one.” The sentence of Edy about
committing suicide reverses the roles, attributing to herself the damaging action (that caregiv-
ers attribute to themselves). In this sentence, Edy became in certain way assertive again and
self-determined (in the sentences she is able to act), while the care team, with regret, could
see mirrored its inability to propose their active role (the dialogue for truth, the support to the
patient’s role in end-of-life decision).

3. Conclusion

Sometimes troubled relationships that are full of emotions will short-circuit between the patient,
family, and care team when they are inexorably facing the possibility of death and, sometimes,
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sudden death, during the process of a rapidly advancing, progressive, serious illness. The knowl-
edge of some powerful mechanisms of communication, such as projective identifications, can
explain the intensity of emotional involvement and the difficulty in making important decisions.
Knowledge of this mechanism can become an instrument (as in psychodynamic psychotherapy
and psychoanalysis) to understand what happens to a person who is living an end-of-life experi-
ence and to help health care professionals tolerate conflicts that overshadow important clinical
decisions. In such cases, the guidelines that establish the decision-making process in these areas
of care, although useful, are not sufficient to guide choices and decisions shared between the team
and family. Both cases are suitable for PST, but in the first case, the problem was tolerating the
wife’s requests for deep sedation, which did not align with the patient’s dissociative phenomena
and persistent WTD; in the second case, the PST that seemed to be appropriate (because of the
existential distress that was strongly expressed) was not achieved due to the family conflicts and
poor auto-determination of the patient, who was not cognitively impaired. The care team, who
had to share and develop intense feelings of frustration and doubt, also had to, at minimum, not
surrender to an analysis based on “what you already know.” It is known that in care team, this
psychological pressure might result in physicians acting inappropriately [40, 41] before consider-
ing the need to understand the meaning of what is being observed. We agree that more training
needs to be provided to physicians and palliative care teams [42].
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“Should you shield the canyons from the windstorm, you would never see the true beauty of their carving”.
Elizabeth Kubler Ross

Abstract

In 1959, Victor Frankl considered universal facts of life to be suffering, death and exis-
tential guilt and called it the “tragic triad”. Life is suffering, as Lord Buddha concluded.
Palliative care tries to reduce this suffering which increases even more near the end of
life. Severe pain can compromise the quality of life. Ethicist will guard against counter
phobic determination to treat pain as health care team undertreats the pain are wor-
ried about excessive sedation and concern for hastening death. Palliative care is best for
controlling the symptoms in these difficult situations. Even when goals of care are so
clear, still there are lots of ethical question. Most common reasons are conflicts in values
between physician and patient or patient and his family. There can also be conflict in
expectations. Here we have described ethical issues with ethical analysis with few com-
mon clinical scenarios to help the reader associate these in their practice.

Keywords: good death, suffering, Ulysses contract, dementia, do not attempt resuscitation
(DNAR), double effect, metaphysician

1. Introduction

Medical ethics is a scholarly inquiry regarding which moral values and specific ethical prin-
ciples will apply in each situation. In palliative care, the goal should be to let the patient main-
tain their dignity and hope while they are here alive. Afterwards, when the time comes, death
should be peaceful, pain-free and without any suffering. If the patient can be surrounded
by his loved ones and had time to say Good byes, it is fortunate. Most people will call this a
“Good Death”.

The duration of symptom management is a very important factor in patient care. Ideally,
with an increase in life-span, the expectation would be a prolonged healthy life followed
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by a short period of illness and quick death. Along with an increase in healthy phase, the
period of the chronic disease is significantly prolonged, followed by slower death. Palliative
care is offered to those whose suffering can be relieved by special care while they continue
with active treatment of their disease. Palliative care does not require a life expectancy of <6
months. Hospice provides only comfort care when life expectancy is around 6 months. It all
started in the 1940s, when Cecily Saunders recognized the need for a place where terminally
ill patients can be cared for while maintaining their dignity, functional status, and moral
uplift by living well till the time comes. In 1967, after she became a physician, she opened
St Christopher Hospice [1]. In 1965, Elisabeth Kubler Ross joined the University of Chicago.
In 1969 she published her book “On Death and Dying”. Her passion for her work on ter-
minally ill patients, dying, and death took her on the roller coaster ride of her career where
she published many books on the topic. She wrote her first book on the mysteries of life and
living in 2000 [2]. Attention to the process of dying was pioneered by Dame Saunders and
Dr Ross.

2. Ethical issues in palliative care

Usually, most of the ethical inquiries of the day are resolved without going into any principle
or theory of ethics. Life will be sacred for some at all cost. Others seek happiness. It is the
patient’s right to decide for themselves. Other persons may have value to believe the right
action is the one which will bring maximum happiness for the most number of people. The
sanctity of life makes it our duty to preserve and prolong life, but it cannot be absolute. Rather,
it must depend on the situation. If only life preservation will remain the goal, then the suffer-
ing at the end of life will be prolonged as well. In another way, some conditions will prolong
the process of dying. The principle of utility, when used, will promote happiness in as many
persons as possible. It does not include health care provider’'s own happiness. There can be
two kinds of utilitarianism in which action is judged by the principle of utility. Rule utilitari-
anism applies the principle of utility through a set of rules which will bring maximum overall
happiness [3].

2.1. Autonomy for choice of living arrangement

After being in palliative care for a short duration, it was proposed that Mr R L move to a nurs-
ing home for continuation of pain medication and getting help in activities of daily living.
He refused to go to the nursing home and requested to be discharged home. He asked his
wife if she was okay with his decision of not to go to the nursing home and assured her that
he would no longer be a burden to her with getting help from the home health services. That
night Mr R. L. took all his pills for pain, insomnia, and anxiety along with a bottle of Tylenol.
In the morning, his wife found him in deep sleep in his bed, tucked in the blanket, bible on
the side table. She removed the blanket to wake him up and saw him dressed in a white shirt
and black suit with socks and shoes, like he was going to church. At that moment, she realized
that he has gone, indeed.
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Ethical issues in this case are:
* Should a patient have control over timing of death when it is imminent anyways?
¢ Should we respect their choice?

¢ Should he go to the nursing home, which would have made everyone happy other than him?

On a cursory view, it appears that medical system failed him. Once we analyze it ethically,
the patient’s wishes have been respected following the principles of autonomy and dignity.
Principle of justice is evident when he was treated like anyone else with care and compas-
sion. Doctor and nurses gave their advice for him to go to the nursing home but when patient
expressed that he would prefer to go home, they did not force him to go to the nursing home.
It does not mean that patient will be safe or his decision is the alternative I would suggest but
it is where ethics has a crucial role. This exemplifies utilitarianism as he did not spend his
savings on a nursing home, making his wife happy. Since he did not have to go to a nursing
home, he was happy as well. If he decided to end his life in the isolation of his room without
any involvement of others, it was his choice. He did not apparently suffer and as per discus-
sion with his wife, this was a good death for him [4].

The principle of justice proposes equal treatment and care for all those in the similar situation.
The goal of palliative care is to relieve suffering. Suffering is a reaction to something which
causes pain: physical, mental, emotional, or moral. The reaction depends on the person. The
principle of justice demands the similar treatment of persons of similar conditions, but the
ethics of palliative care permits discretion on the part of the physician, as treatment is tailored
to the patient. St Augustine has described it beautifully in City of God.

“... though exposed to the same anguish, virtue and vice are not the same thing. For as the same fire
causes gold to glow brightly, and chaff to smoke; and under the same flail the straw is beaten small,
while the grain is cleansed... So material a difference does it make, not what ills are suffered, but what
kind of man suffers them. For, stirred up with the same movement, mud exhales a horrible stench, and
ointment emits a fragrant odor”.

Suffering in the same person can be perceived differently and cause significant challenges in
management. In the following scenario, would you agree that the patient is suffering or is the
longevity worth this suffering?

2.2, Silent suffering in dementia?

Mr JA had a stroke at the age of 54. For the last 11 years, having lived in a nursing facility, he
has suffered more strokes and had advanced vascular dementia for last 4 years. He stopped eat-
ing, and, when fed, he would open his mouth but neither chewed nor swallowed. At that time,
a discussion was held regarding artificial nutrition and hydration. The patient's Medical Power
of Attorney (MPOA), his daughter, insisted on it and was not willing to consider anything fur-
ther. Having a Gastric (G) tube connected to the nutrition bottle, JA could no longer control his
activities as feeding had to be planned around by the nurses” schedule. In the last 4 months, he
had pulled out his G tube 11 times, leaving him without food or water for hours until it could be
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replaced. To prevent dehydration, he requires Intravenous (IV) fluids during these times. When
a nurse comes to place the IV line, he makes it apparent that he does not want the IV placed. To
prevent him from pulling the IV line, he is physically constrained by hand restraints.

The medical staff caring for him believed that the patient was suffering. He was not happy
with the tube in his stomach, frequent intravenous needle placement, or his hands restraints.
His daughter, who came on the weekends to see him, found him completely comfortable and
saw no issues with the procedures being done. She always brought chocolate for him, which
he enjoyed, and he was always happy to see her.

The ethical concerns would be:
* Was the patient suffering?

¢ Since he has dementia and may not be capable of informed consent, should the health care
team follow his daughter’s instructions?

At times, doing nothing is the best discourse, but very difficult in practice. Placing the feeding
tube in this case is controversial as it can be a source of suffering, but has been necessary in
sustaining the patient’s life. Now, the patient can decide about their quality of life and depend-
ing on the answer, whether sustaining his life is beneficial [5].

Deciding when to give all options, regardless of benefit, and when not to offer all options is
dependent on the analysis of a patient’s values, living will, and the benefit/risk ratio. It also
depends on whether a surrogate/health care agent is making substitutive judgment or if his/
her judgment is according to selfish motives. Jay Katz mentions a case where even useful
options were not presented.

“Immediately prior to our meeting, the nephrologist had examined a French peasant who
lived some 40 miles outside of Paris and suffered from chronic renal failure. The condition
was a rapidly progressive one and would soon lead to death if not placed on dialysis. Yet the
patient was not offered this option. Instead, he was told that no medical treatment existed that
would help him. When I asked the nephrologist, he reacted with surprise, like the answer was
self-evident: “To say more would have been cruel. Peasants do not adjust well to a permanent
move to a large city” [6].

Ethically speaking, to make a choice for the patient is paternalism, but the physician may
justify it as his fiduciary duty to not cause mental suffering. To see the same action by various
angles makes it clearer. It is possible that in a few cases, that the “doctor knows best” indeed.
The autonomy of the patient will not be respected for the sake of beneficence. At many times,
the treatment of a disease causes more suffering than the disease itself.

2.3. Iatrogenic pain

89-year-old JL, a man with a pressure ulcer on his sacral area and both heels require dressing
at least once a day. He cries with pain whenever he is turned for dressing changes. It appears
that the dressing hurts him as he can be turned other times without any outcry. The patient’s
life expectancy is limited as his albumin has dropped to 1.2, hemoglobin 8, and total choles-
terol 92. Nursing staff feel that the patient is in pain when they do his dressings and want to
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decrease the frequency of dressing. But the doctor is concerned about sepsis if he is not pro-
vided with the standard of care.

An ethics consultant or palliative care physician can conduct an interdisciplinary meeting and
discuss goals of care as well as safe and judicious use of pain medications that is enough to
control pain.

When a medication is given for one effect which is needed by the patient, but the dosage that
is needed to produce that therapeutic effect can cause other serious effects, that is, suppres-
sion of breathing or even death, it is known as “double effect”. Intention is important for the
double effect to apply.

Resuscitation may not be medically indicated even though patient and MPOA have not given
permission for “Do not resuscitate” orders.

2.4. Simply dead

84-year old Mrs ND had been in palliative care for 11 days with aphasia, dysphagia, and
inability to turn. Otherwise, she could move in bed although too weak to stand. Physical
therapy transferred her to a wheelchair where she could sit for several hours every day.
She had a gastric tube, Foley catheter, and inhaled oxygen. Apparently, she suffered
from hypoxic brain injury. Since she did not communication in any way, it was hard to
assess her decision making capacity. Her daughter, the MPOA refused to make her Do
Not Attempt Resuscitation (DNAR) as she believed that her mother will recover from this
episode. This morning Mrs ND was found to be breathing rapidly with fever of 104°F
on morning rounds by the nursing staff. They called 911 and transferred her to the near-
est hospital. However, as she was being transported she stopped breathing. As they had
already reached the emergency department, she was handed over to the ED physician who
called for the code cart. She was pale and pulseless without a heartbeat and not breathing,
and the pupils of both eyes were dilated and fixed. She had a fever of 104° last night prior
to transfer. It appeared that she had died on the way to the hospital during transfer. What
should the physician do?

Choices for the physician:
a. Declare her dead
b. She is full code, so he should try resuscitation.

¢. Assheis full code, she should be intubated even if there is no response.

Mrs ND could have been in a skilled nursing home and receive extensive physical therapy,
but her daughter wants to keep her comfortable while getting physical therapy, allowing only
as much as Mrs ND could tolerate comfortably.

Though, legally, she has the right to resuscitation unless the physician is sure of futility. In
this case, calling code is okay. CPR and, if qualified, defibrillation is acceptable, but if there
is no response, then intubation will not be necessary. The physician fulfills the patient’s and

23



24 Highlights on Several Underestimated Topics in Palliative Care

daughter’s goal of care to keep Mrs ND comfortable by granting her a peaceful death. He
did not accelerate or hasten death, but when the situation presented itself and there were no
chances of recovery, there was no use of intubation or pacemaker. The physician called the
chaplain and her daughter. The daughter was appreciative that the physician attended to her
mother promptly and did what was best for her mother. This was a difficult decision to make,
but the physician knew that the patient had all the signs of death and, given her previous
brain damage, she would not tolerate this anoxia for so many minutes. Hence, he let her go
peacefully. Sometimes when middle ground is chosen between paternalism and autonomy,
it is known as “mutual autonomy”. [7]

2.5. Ethics of dementia in palliative care

Dementia is one diagnosis that looks just right for palliative care. There are no goals left in life
except to live happily till the end. Agitation or frustration can be an occasional problem when
a person cannot express themselves. Many patients with dementia qualify for hospice and
palliative care and in fact, improve in this nurturing environment. Sadly, only 20% of refer-
rals to hospice/palliative care is for non-cancer patients [8]. On average, stay of patients with
dementia is shorter than their cancer counterpart. Dementia is not recognized as terminal
illness as the patient does not go to the doctor, patient is unaware of the problem Caretakers
maintain their hygiene and keep them well fed, not an easy task.

I want to tell you how much

I miss my mother.

Bits of her are still there.

I miss her most when

I am sitting across from her.
Candy Crawley

In modern facilities, there are various activities for these patients. When person starts with-
drawing from social activities, one should suspect depression or increasing neurocognitive
deficits [9]. Ethics is vital for managing these patients as it is common to have a controversy
over what is best for the patient.

Time, you enjoy wasting is not a wasted time.
Marth Troly-Curtin, Phrynette Married

Mr V was transported to geriatric nursing home as he was increasingly isolated, inactive,
stayed bed-ridden, avoiding eye contact, and hardly speaking. Physical therapy tried the
Merry Walker on him, and he suddenly realized that he could move on his own, making
him very happy. He needed supervision while using the Merry Walker, hence he could only
use it for 30-60 minutes per day. When the social worker and nurse noticed the change in
Mr V’s personality, they discussed the matter with visiting family members. Consequently,
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his family requested that he should be permitted to use the Merry Walker for a longer dura-
tion. The concern of restraints did not bother Mr V or his family, as he feels safe in the cloth
restraint which goes across his chest. Increased risk of fall while using the Merry Walker is a
concern, but, as the patient is already at high fall risk, it is uncertain that the Merry Walker
increases this risk. This cloth restraint is strong and cues the patient to only move forward
facing. Since the family is willing to assume both the risks, is it ethical to put advanced
dementia patient in a Merry Walker with group supervision and can family be permitted to
assume these responsibilities?

When the clinician accepts either the patient’s or health-care proxy’s decision, it shows respect
for the patient and the doctrine of self-determination for which Justice Cardozo wrote: “Every
human being of adult years and sound mind has a right to determine what shall be done with
his own body” (1914) [10].

Here, the physician must agree to the same risk that the patient is willing to take although
the physician does have the autonomy not to be forced to recommend a device in suboptimal
conditions. It is of note that the therapist initiated the use of this device, and it benefitted the
patient tremendously. According to ethical analysis, the benefit-risk ratio clearly tilts toward
benefit; hence, the Merry Walker may be prescribed under group supervision with the consent
from a surrogate to whom risks and disadvantages of the Merry Walker have been described
in detail [11].

Here, many people will turn to the Law for a solution. The law appears clear and unambigu-
ous in its answers. On the other hand, Law keeps changing with time and jurisdiction, and
it has not defined all our activities as lawful or unlawful. Law can demand morally wrong
actions, that is, doctors in Nazi Germany [12]. Regarding this case, at least one law suit has
been filed against the Merry Walker.

Ethics consult appear unique until it is broken down into values and principles. As in this
example, the ethical question is: can a surrogate consent for risk taken by the patient when
he uses the device? This question was answered by court in a case of Karen B Quinlan
when his adoptive parents were permitted to withdraw life support based on substitutive
decision. As for the clinician’s side, a person in palliative care is there for quality of life,
and if the Merry Walker makes him energetic and happy without discomfort, prescribing
Merry Walker with group supervision should be within the clinician’s comfort zone.

While interest in caring for the dying has been increasing in the medical field, avoidance of
death and dying is the norm for society in general, resulting in 29% of persons dying in the
hospital and the average terminal admissions lasting 7.9 days in 2010 [8]. Focus on prolonging
the life became so intense that humane physician Dr Walby had to make way for Dr House on
Television.

“When the world says, ‘Give up’, Hope whispers, ‘Try it one more time””.

Anonymous
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2.6. Different set of goals

Mr L was transferred from acute care to a long-term care community center with dimin-
ished mobility. While in acute care, he was hooked up to intravenous lines and only
received passive movement therapy. Active movement physical therapy was started, but
the patient was not interested. After 2 weeks of physical therapy, the patient could transfer
himself from the bed to wheel chair with minimal assistance. He did not start walking with
a walker as he used to do before, but he was happy to move in his manual wheel chair. He
showed no interest in physical therapy and was in pain during exercises. He was started
on a dose of Tylenol prior to exercise time which helped, but he remained tense during
exercises and walking with physical therapist. As he has not achieved his functional goal
of walking with a walker, should one continue physical therapy despite his obvious dis-
like for it?

Palliative care provides comfort care to the patient under the principle of Primum no nocere.
Non-maleficence is the most important principle out of four guiding principles of ethical deci-
sion making. The case of Mr L makes a case of slow improvement. If the physical therapy is
continued, as it has been optimized, and the patient is in pain during therapy, there is no
reason to continue physical therapy now. The counter argument to this approach is that by
providing physical therapy, the outcome and expectations may be different for the provider
and the patient. Small improvements in endurance where he can stand on his own by holding
the side of the bed for half a minute may mean a lot to him as he can then use a bedside com-
mode. A small step for the provider can be a big difference in quality of life for the patient.
This will advocate for the continued physical therapy.

One thing is certain and the, rest is lies.
Omair

Death appears in many guises. To some, it is a relief from chronic pain and suffering. To
others, it may be sudden and unexpected [13]. It could be traumatic and shocking. When
activities of daily living can be performed without assistance, one need to be able to get
out of bed or chair, use the toilet, bathe, groom, dress, eat, and walk. Most people will
lose Independent Activities of Daily Living which are: shop, cook, do laundry for himself,
maintain housekeeping, take medications for himself, make phone calls, travel, and handle
his finances.

There are all kinds of futures.

There is a hoped-for future,

there is a feared future,

there is a predictable future,

and there is an unimagined future.

- Werner Erhard
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2.7. Ethics of Ulysses’ contract

Mr S is 63-year-old lawyer who had been very successful in his personal life and career. He
had been living with amyotrophic lateral sclerosis (ALS) for last 3 years. Three years ago,
he could still walk though awkwardly, both his arms dangled with no strength. He real-
ized that accelerated pace of ALS is going to be devastating. On his next visit to the doctor,
he requested no resuscitation and no life support or sustaining treatment in any circum-
stances. He wanted to be sure that he would never be on respirator. His doctor suggested
Ulysses contract so even if he would like to change his decision about life support, only his
current wishes would be honored. S asked his doctor to help him take his life. His doctor
explains the law and offered him palliative care through inpatient hospice. Even though he
is not eligible in conventional sense for hospice, his doctor helps him with the admission so
that he can achieve a good death prior to intense suffering and saves him from committing
suicide.

Ulysses also known as Odysseus is famous for his brilliant plan of escaping from the Sirens. Songs of the Sirens
were beyond humans resolve to stay away and that’s how always resulted in shipwreck at the sharp rocky island
of Sirens. To save himself Ulysses asked his men to tie him to the ships mast and put wax in all the sailors’ ears so
that they could row but not hear. Ulysses contract is used to ensure implementation of previously carefully thought
plan and not get influenced by the future weaknesses. There are many ethical questions and it should not be used
widely [14].

Mr S was feeling increasing isolation, loss of interest of his treating team, and had lost
all hope. He was requiring more assistance from his wife, she did it cheerfully without
complaining. When they discussed what was coming, she remained optimistic. For the
patient’s good, he was referred early than normally indicated due to this unique situation
of knowing the progression of disease. Hence, he feels lonely even when surrounded by
his friends and family. The physician facilitates the transition for patient to achieve his
goals.

Basic knowledge of ethics should be the requirement for all clinicians, more so for people
working in an Emergency Department (ED). Though there are lots of venues to get into
urgent decision making for life and death, there is nothing like a patient brought by ambu-
lance, alone who is in respiratory failure. Patients on palliative care usually do not end up
at the emergency department. On rare occasions, a doctor may ask a patient to go to ED as
a terminally ill patient reflects their defeat to maintain health and by having no magic bul-
let to fix things, causes avoidance of the patient. Knowing the duration of suffering brings
desire to do more in the physicians like in child birth, traumatic injury or post-operative
pain [15].

Choose your future and take action. Be the hammer, not the nail

- Jonathan Lockwood Hui
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2.8. Validity of advance directives

Mr P was brought to the emergency department by ambulance. He was 87-year-old, comes
with pneumonia and end stage chronic obstructive pulmonary disease. There was a Do not
intubate order, had not been touched in last 10 years. Patient was not receiving care here in
last 10 years. Patient had been brought alone and patient was responding only to pain. His
son, his health care agent arrived shortly. Patient was under palliative care, he had progres-
sively worsened and was now in respiratory distress. The physician offered intubation, the
patient was unable to speak and his health care agent asks for comfort care. What should the
physician do?

Ethical dilemma arises when patient’s autonomous decision is causing him harm. In this sce-
nario, it may cost his life. If he had refused the use of invasive device, he should not get one.
Doctors are trained to try to conquer death so it is hard on him to not intubate and save
him. Physician has a decade old written directive from patient. Ethical question is, whether
it is ever justifiable to overrule a patient’s refusal for his own good? [16]. Son agrees with
his father’s wishes. Principles involved here are: Patient’s self-determination, patients’ bill of
rights, physician’s duty to do good and first do not harm. Even if physician intubated him,
chances of meaningful recovery were very less. Then physician also violates patient’s request
as well as decision of his health care agent. If recently he changed his mind and wanted intu-
bation, then Mr P did not get that chance. End of life issues can be complicated. Physicians
are discouraged to make unilateral decisions even in complex situations or when they have
irreconcilable differences with patient and/or surrogate.

Good-life till the end is good death. Death is individual. A person may just want his bed and
his dog at the time of death. Another person may want to be at the beach. Yet another person
may wish for a day without any pain on the day of death.

Also, I would like a doctor who is not only talented physician, but a bit of metaphysician too.
Someone who can treat body and soul.
Anatole Broyard

2.9. Autonomy vs beneficence

A 47-year-old male patient requests to go home without ventilator. He has been ventilator
dependent for many years. He has paralysis below T10. Now, he has decided that he does
not see any benefit in prolonging life when all he can move is his upper body. Nurses tried
to tell him that he will get anxious without any medication in hand, Patient was asking to do
withdrawal of life support as he is reaching home, so he can die peacefully at home without
any tubes. It was decided that a hospice nurse will go along with the patient and give medica-
tion according to his needs, she will be in contact with his doctor all this time. Bioethics is in
agreement with achieving the patient’s goals.

Pain control remains a challenge even for palliative care. It is commonly noticed that
patients require higher opioid dose than their usual dose. It is ethical to give enough pain
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medication to control the pain while keeping an eye for a placement making sure that intra-
venous line is indeed in vein and not blocked so that the dosage increase should increase
the effectiveness of pain medication. Dyspnea or air hunger should be treated with anx-
iolytic or morphine. Again, the dosage required may be way higher on occasions, so far
it is documented clearly about symptoms, and what is the goal, there is no ceiling for the
dosage. If intention is to control pain and dyspnea, increased dosage of these medications
may diminish respiratory drive to the point of death, this is known as double effect, not
physician-assisted death.

“We want autonomy for ourselves and safety for those we love. That remains the main problem and
paradox for the frail. Many of the things that we want for those we care about are the things that we
would oppose for ourselves because they would infringe upon our sense of self” [17].

2.10. Vegetative state and choice of surrogate decision maker

Mrs NC was an elegant mother of four, now living alone at the house since her children had
moved out and her husband had died in line of duty 15 years ago working in armed forces.
One day, while speaking to her daughter, she suddenly started having gurgling noises and
the phone fell from her hand. Her daughter called 911 and went to emergency department.
Mrs NC was breathing on her own, eyes closed, no deformity of face, laying on her back. A
quick physical by the emergency physician elicited no response to cortical functions, her brain
stem reflexes were present. After magnetic resonance imaging (MRI), Electroencephalogram
(EEG) and vascular studies over next week by the neurologist, she was found to be in vegeta-
tive state. She had no advance directive. Having no treatment to reverse damage, palliative
care was consulted. Palliative care physician arranged a multidisciplinary meeting that eve-
ning. Three children could come. They discussed the goal of care, and it was agreed that Mrs
NC did not believe in life support when there are no chances of recovery. She would receive
comfort care and no artificial food and water. Her eldest son who came back from his trip
was shocked to see his mother just waiting to die, he demanded that everything should be
done for her including gastric tube for feeding and to move her out of hospice. What should
palliative care do?

If patient does not have decision making capacity the surrogate decision maker should be
selected from this list in order of priority:

Health care agent or Medical power of attorney
Court appointed Guardian

Spouse

Adult Children

Parents

Adult siblings

Next close relative or friend
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Minor variations can be there according to jurisdiction

Her daughter Nancy lives a block away, while her daughter Julia lives across the town but
stays with her mother on weekends. Her son John lives a few miles away but he takes her for
groceries, appointments, shopping, and takes her out for dinner. Her eldest son Dennis was
traveling for his work at the time of his mother’s admission. What should be the order of the
preference? Eldest to youngest, boys first then girls or the one who does the most for their
mother? The ethical answer is none of the above. All adult children have equal weightage. In
the case like this when there is difference of opinion, a family meeting should be called and the
question posed is what your mother would decide if she could for herself? Everyone agreed
that she would not want to live like this. No change was made and the patient passed away in
her sleep by the time meeting was over [10].

Most palliative care physicians handle the stress well. Occasionally, a patient comes along
who requires lot more care but his suffering continues. In these cases, a physician main-
tains their integrity and silently continues to suffer. Moral distress is defined as “the pain
or anguish effecting the mind, body or relationships in response to a situation in which the
person is aware of a moral problem, acknowledges moral responsibility and makes a moral
judgment about the correct action, yet as a result of real or perceived constraints, participates
in perceived moral wrongdoing” [18]. Biomedical ethics protects palliative care physicians
from significant moral dilemmas but adds some as well.

Clinical Scenario:

“Student must learn that there are areas of experience where we know that uncertainty is the
certainty”.

James B Conant [6]

Providing care to those with rare diseases which are devastating to the person and family yet
do not follow typical path of morbidity and mortality. Typical markers of impending death
do not appear until very late.

Under the care of Doctor Mims, Ms. SM had stayed in a mental health lock down facility for 5
weeks. The doctor was pleased with the control of her volatile mood, depression, and anxiety,
but now calm she is focused on leaving this controlled area. Hence a palliative care consult
was placed for inpatient care but was not approved. Ms SM was diagnosed with Huntington’s
Chorea for the last 4 years. She was doing well until last year when she started to exhibit
unpredictable, unprovoked burst of aggressive behavior, limiting her choices for living. She
needed strong antipsychotics to calm her down. She started to lose her balance and needed
help in ADLs. Her appetite remained good and she did not lose weight. She was not meet-
ing the criteria for palliative care and hospice. In general, indicators for imminent death are
weight loss, pressure ulcers, signs of nutritional deficiency, anemia and/or uremia, which are
not present in Ms. SM.

Here the issue is that this patient will benefit from comfort care early on to save suffering
from the now predictable down spiral course of the disease. Huntington’s Chorea is a rapidly
progressive neurodegenerative disease with autosomal dominant transmission. Bioethics is
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used for justice by ensuring palliative care to the individuals according to their need. A strict
policy criterion does not work in all institutions or for all patients. The patient values were to
maintain her dignity and independence and did not want life support if her disease advances.
Concerned about the disease and with the 50% possibility of transmitting to the next genera-
tion, she did not marry and had no children. She had worked full-time in her adult life and
had left her assets with her mother, showing the good relationship between the two. The
criteria for palliative care in Huntington’s Chorea are a little different. A patient qualifies for
palliative and hospice care when they start to require:

Assistance for ambulation and other activities of daily living ADLs, like dressing
Loss of control over urination and defecation
Difficulty in communication

Despite having dementia, a person with Huntington’s disease usually recognizes a familiar
song, prayer, church, and minister of long duration. The focus should be at quality of life at
the end stage of the disease. After a short delay, the patient was admitted to palliative care,
where she stayed until her death.

Cure few, treats most, and comfort always. The goal of medicine is healing of sick. Healing
includes cure of physical inflictions along with psychosocial and/or spiritual needs. The cure

Huntington’s disease is an autosomal dominant disease transmitted by one of the parents. Problem has been
mapped to short arm of chromosome 4, where sequence of Cytosine-Adenosine-Guanine (CAG) is repeated.
Normally CAG is repeated 11-34 times, median being 19. When it is repeated 35-39, it is diagnostic of
Huntington’s Disease. Severity of the disease proportionately increases with the number of repeat sequence [19].

of ailment is ideal. When a cure is not possible, the physician continues to treat to minimize
the impact of disease. When death is imminent, the physician comes by to assure his presence,
reassure peaceful transition, to acknowledge patient’s relevance in life and emphasizing his
company till the end. Before the advent of clinical ethics and the expansion of bioethics, death
was not talked about, as it would not happen if not mentioned [20]. Now and for the last 40
years, the patient gets to choose the type of care he wants at the end of life. The patient gets to
decide which life sustaining treatment he will like if needed. Now, the presumption is that the
patient understands the condition and options well enough to decide on his own [21]. Most
of the patients would ask their clinicians for advice. The therapeutic relation between doctor
and patient is unique and physician has a fiduciary duty to safeguard interests of his patients.

In conclusion, ethics is an integral part of end of life care, same as palliative care and hospice.
Ethical scenario described above only cover few issues. One important ethical topic in pal-
liative care is difference between withholding and withdrawal of care. Though they seem
similar, in practice, it is easy not to start life support as opposed to withdrawal. Philosopher
Dan Brock gives a very nice example. A man is being taken in ambulance and in one version
wife reaches the Emergency department at the same time as her husband and shows do not
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attempt resuscitation (DNAR) order, physician provides comfort care only. In second version,
wife gets caught in traffic and gets late to emergency room, her husband is intubated at the
time, she shows the same DNAR order and physician refuses to extubate him to let him die.
As Brock explains: do not the very same circumstances that justified not placing the patient
on ventilator now justify taking him off of it?

In writer’s view, if doctor and patient will have long-term relationship, same doctor will man-
age inpatient and outpatient, the relationship will solve most of the problems of end of life
care. Problems arise when patient has no faith in the doctor and doctor does not have a clue
about patient’s values. Both of these need time to develop, and time is one thing dying patient
does not have.

Note the view expressed in this chapter do not represent those of US federal government or the
Department of Veteran Affairs and are purely my own personal views. All cases are fictionalized,
although inspired by a combination of real cases seen in clinical practice by myself or others.
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Abstract

Drawing on recent work in cognitive linguistics and social studies of knowledge prac-
tices, this chapter explores the various ways in which the figure of a balance sheet frames
arguments and positions in end-of-life care. Across arguments and positions, there are
substantial differences in the kinds of matter that are balanced against each other and
the values attributed to them, and which items are allowed as entries on the balance
sheet and which are not. A common currency on the balance sheets is human suffering.
Comparing Norwegian and Dutch end-of-life care practices, the argument is elaborated
by looking at (a) the personal balance sheets of cancer patients, (b) the balance sheets of
euthanasia, assisted suicide, and palliative sedation, and (c) the balance sheets that set
patient’s right to self-determination up against health professional’s right to conscience.
Finally, the different ways in which the balance sheets are operated are considered with
regard to their impact on the level of constraints that the different end-of-life care policies
put on patients and health professionals, and how these shape the material conditions of
our dying.

Keywords: balance sheets of suffering, conceptual blending, modes of ordering, end-of-life
care, palliative care, euthanasia, assisted suicide, palliative sedation

1. Introduction

Every argument must generate a space in which it can be persuasive, valid, true, or right—
a space in which it can be represented. These abstract spaces of representation [1] comprise a
framing logic, produced data, conceptual structure, and explicit or implicit onto-epistemo-
logical and moral positions. They constitute, to use Mark Turner’s phrase, comprehensive
hyper-blends [2], or to use Annemarie Mol and John Law’s expression, modes of ordering [3].
Several such comprehensive hyper-blends or modes of ordering may exist simultaneously,
generating lines of friction, contention, and disagreement [3]. These spaces do not have to be
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invented de novo every time an argument is made. They are available as cultural, narrative,
or discursive resources, that is, as collective templates that can be recruited and operated
through blending with the particulars of situated arguments at hand.

Drawing on the recent work in cognitive linguistics [2, 4-8] and social studies of knowledge
practices [1, 3], in this chapter, the various ways in which the figure of a balance sheet and
its associated calculative devices frames arguments and positions in end-of-life care will be
explored. Across arguments and positions, there are substantial differences in the kinds of
matter that are balanced against each other and the values attributed to them, and which
items are allowed as entries on the balance sheet and which are not.

The arguments about the balance sheets of suffering in end-of-life care that are being devel-
oped here are no exception to the requirement that they too need a space in which they can be
persuasive, valid, or right. An important feature of “my space” is that it moves away from the
long-held assumption that ontology, epistemology, and ethics constitute separate domains,
toward a view that takes notions of embodied cognition and the performative nature of dis-
cursive-material practices as its point of departure. In the next section, we will make that
“move” explicit, before introducing the notions of conceptual blending and modes of ordering.
Following these introductory sections, the figure of the balance sheet as a space in which
moral arguments are presented and weighed against each other is introduced. The most com-
mon currency on the balance sheets is human suffering. Comparing Norwegian and Dutch
end-of-life care practices, the argument elaborates by looking at (a) the personal balance
sheets of cancer patients, (b) the balance sheets of euthanasia, assisted suicide, and palliative
sedation, and (c) the balance sheets that set patient’s right to self-determination up against
health professional’s right to conscience. Finally, how the different ways in which the balance
sheets are operated impact the level of constraints that the different end-of-life care policies
put on patients and health professionals, and how they shape the material conditions of our
dying are shown.

2. From disembodied to embodied cognition and discursive-material
practices

We still struggle with the legacy of long-held assumptions about the separateness of question
of ontology, epistemology, and ethics. These assumptions operate through a range of funda-
mental distinctions, like the ones between body and mind, object and subject, is and ought,
fact and value, and nature and culture. Science, often written in the singular, is about discov-
ering matters of fact about a preexistent, natural, and material world, about which entities
exist in the world, how they relate to each other, and how we can intervene to bring about
change. On the other side of the divide, we locate the seat of self-governing (autonomous)
subjects in the deep internal space of the human mind. Although we know from elementary
human anatomy that there is no empty space in the skull, we have come to understand our-
selves as inhabiting this private internal space. This nonmaterial space of the mind is coexten-
sive with autobiographical consciousness and shaped by biography and experience [9]. This
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idea underlies the important humanist notions of personhood and human agency. I have
called both psychology’s internal space of the human mind and the modern notion of the
autonomous, human subject for irreal to express the ambiguousness in two senses in which
we think about ourselves: (1) the sense that we are coextensive with our body, with the entail-
ment that the “I” or “Self” ends with the disintegration of the body/brain, and (2) the sense
that there is something more, something that is separate and distinct from our body/brain, an
immaterial entity (soul?) that we perhaps hope will live on after death [10]. Obviously, this
notion of the human subject is also a key concept in ethical reasoning. Autobiographical con-
sciousness is the defining feature of what makes us living human beings. It is called autobio-
graphical because it locates the current self in a temporal continuum of a lived past (memory
functions) and an anticipated but open future (functions of planning and evaluation of alter-
native courses of action) [11]. The evolutionary emergence of autobiographical consciousness
produced, most notably in humans, the awareness that we all, at some future time, will die.
Memento mori! It also produced the anticipation of suffering that has not yet come to pass.
Entities that have developed or have the potential to develop an autobiographical conscious-
ness in their deep internal space are the subjects of ethical care, worthy of ethical and legal
protection without discrimination by other human beings and society. The possession of
that potential capacity is, in an essentialist understanding of medical ethics, necessary and
sufficient to qualify for ethical and legal protection. A fully developed autobiographical con-
sciousness provides its owner with the possibility of choice, subject to its own and society’s
laws instead of the deterministic laws of nature. The laws of nature and the laws of man are
separate matters.

Hence, we conceive of the deep, internal, private space of the individual mind as being coex-
tensive with consciousness and with the operative agent doing the intending, willing, emot-
ing, conceptualizing, and associating of concepts to language that we associate with thinking.
It is the thinking that we do in this internal space, and of which we are consciously aware, that
we have come to define reductively as human cognition. To define something is a process or
activity of delineating, of tracing a boundary that simultaneously produces an inside and an
outside, that what belongs and that which is excluded. Although produced in real time in the
same brain, emotions and feelings have no place in what has become the epitome of human
cognition: rational thinking and reasoning. This conception of the rational human subject
not only disembodied cognition, displacing the body but also displaced emotions as a form
of cognition, that is, as the human body’s principal biological valuation system. It is in such
a “space of representation,” featuring a fundamental distinction between objective facts and
subjective values, between reasoning and feeling, that traditional forms of medical-ethical
reasoning gain traction; get the facts straight before moving on to sorting out the moral quan-
daries and dilemmas. It is such a space that makes the idea that end-of-life decision-making
should be informed by medical knowledge about a patient’s disease, treatment possibilities,
results, and prognoses seem persuasive and right.

Recent work in the neurosciences challenges the distinction between detached, rational rea-
soning occurring in the bark of the cerebral hemispheres (higher brain functions) and emo-
tions generated in specialized, lower areas of the midbrain. Effectively, this work reclaims
emotions for the appropriate understanding of all forms of biological, embodied cognition
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[11-13]. Embodied cognition biologists argue that cognition is a fundamental feature of bio-
logical life [14-16]. Cognition is a function that emerges with the formation of a living organ-
ism. Cognition is coextensive with the recursive sensorimotor loops of the embodied activity
of living organisms. Life = embodied action = cognition. The repeated, recursive cycles of
action and perception constitute an intentional arc. Intentionality is here conceived as an
organism’s orientedness toward its socionatural environment. The Self is, in this view, the
result of ongoing, here-and-now dynamic biological processes in a brain that is in continuous
interaction with the body in which it is embedded and with the body’s physical and social
environment. This is also the pre-position on which my own arguments in this paper are built:
all judgments about the world, about human nature, and core human values are the products
of cognitive recursive processes embedded in the bodies, brains, and activities of individuals
and the recursive interactions among and practices of members of collectives. Damasio argues
that the cognizing Self is “a perpetually recreated neurobiological state” [17]. Arguing along
the same lines, we could say that the worlds of cognizing, meaning-making collectives are the
emergent outcomes of perpetually recreated discursive-material practices [18]. Another way
of saying this is that sciences do not represent a separate, pre-existent world, but that sciences
conceived as collective sociomaterial practices perform the phenomena that make up the world
we live and die in. They form, to use Latour’s term, our “modes of existence” [19]. Within such
formations, there is no a priori separation between what is, what we know about what is, and
what we value and care about. If there seem to be such fundamental distinctions, then they
are the result of the work of philosophers (of science, of mind, etc.) being appropriated by
scientists into the onto-epistemological foundation of their science. These processes can and
should be studied empirically. The social study of “knowledge practices” is concerned with
the ways sociomaterial “modes of ordering” come into being and with the power involved
in that process. Multiple modes of ordering (plural) exist simultaneously; sometimes going
comfortably together, giving rise to frictions and oppositions at other times and places [3].

3. Conceptual blending and modes of ordering

Cognitive linguists George Lakoff and Mark Johnson have long recognized the embodied
nature of cognition [20-22]. Studying everyday and scientific language, they demonstrated
that our understanding of the world, as it is expressed through language, is imbued with
metaphorical imagery inferred from our embodied experience. The basic idea is that our
embodied being and acting in the world provides the metaphorical schemas that consti-
tute language and human understanding. An example is our basic understanding of causal
relationships and human agency rooted in our embodied experience of pushing or moving
objects around and observing the effects of that action. In a similar sense, our understanding
of being emotionally moved is rooted in the experience of an outside force being applied to
our bodies. We understand the passage of time metaphorically as a movement through space,
a notion that is materially anchored in analogue clocks [23]. We may understand dying, a
passage from one state into another, as involving a passage through space, a journey across
the water and into the west, to undying lands, or from this earthly place full of suffering
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to a sacred, heavenly place of peace and tranquility where we will meet again those loved
ones that passed before us. Death itself is often understood through militant metaphors as
an enemy that must be fought off. But death may also be understood metaphorically as a
welcome friend that saves us from further suffering in this world, or as a pre-emptive escape
from the intolerable, meaningless, empty days ahead. The basic operation that a metaphor
performs is one of mapping, of the transfer or projection of entities, processes and structure
from a source domain to a target domain. Metaphorical schemas combine to build complex
and abstract conceptual understandings.

Gilles Fauconnier and Mark Turner take Lakoff and Johnson’s work further and develop
it into a theory of conceptual blending [2, 4-7]. Metaphorical mapping is only one form of
conceptual blending. There are several more. Conceptual blending can be schematically pre-
sented by way of a minimal network that comprises at least three mental spaces: at least two
input mental spaces and the blending space [2]. The input spaces selectively contribute or
project structure and elements to the blended space in which these are integrated. Structure
and elements that occupy analogous positions in the two input spaces, which in other words
map between domains, may be compressed into identity and human scale. Conceptual blends
can be elaborated by further blending with input spaces that already are blends. Biologists,
for example, have blended the evolutionary history of life on earth with the developmen-
tal history of an individual from conception to birth and into adulthood, giving rise to the
(problematic) idea that ontogeny recapitulates phylogeny [24]. Neuroscientists have blended
the sequential emergence in biological organisms of what Damasio calls a proto-, core- and
autobiographical-consciousness with the macroanatomy of the brain, associating proto-con-
sciousness with the brainstem —that we share with animals, core consciousness with the mid-
brain—that we share with closer animal relatives that we assume not to be self-conscious
yet, and specifically human autobiographical consciousness with the phylogenetically newest
neocortex of the large hemispheres [10, 11].

In many instances of conceptual blending, one or more of the input spaces is already a
blended space. Mark Turner calls the blends that result from blending spaces that already
are blends for hyper-blends. Many of our most treasured ideas concerning human beings are
hyper-blends, like the notion of an autonomous human agent inhabiting a nonmaterial deep
internal space inside our skull. In conceptual blending theory, it is not only analogies and sim-
ilarities that matter, but dis-analogies are also important, including their either problematic or
productive entailments. The notion of brain death, for example, is a hyper-blend, blending the
idea of the legally certified death of a person with diagnostic procedures proving in a warm,
breathing, and heart-beating body that the brain is irreversibly damaged. The dis-analogies
between common notions and experiences of a dead person (as cold, nonbreathing, and with
no puls) and the warm, heart-beating brain dead patient can be hard to accommodate for
next of kin. The productive entailment of the brain death hyper-blend is that good quality
donor-organs can legally be extirpated for transplantation purposes without running the risk
of being prosecuted for murder.

Furthermore, conceptual blending is conducive to counterfactual reasoning. The input spaces
to a blend do not have to factually exist. They may be counterfactual. In some cases, the
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counterfactual space does not even carry with it the suggestion that it might be possible. In
many other cases, the counterfactual space implies a state or a scenario that may be possible
but that has not yet come to pass. In the chronological/biological age hyper-blend, the dis-
crepancy between a person’s biological age—calculated by measuring biological indicators
of aging—and chronological age entails a counterfactual scenario of premature death. The
responsible self-management of modifiable risk factors can prevent this scenario. The prema-
ture death scenario will remain counterfactual unless you take care, take responsibility for
your own health. The point is not that the blend is a “possible world” or a true representation
of the world, but that the blend suggests alternative ways of engaging with the world, and
whose primary responsibility that is.

The power a particular hyper-blend can hold over people, fueling its own protection and
the rejection of alternatives, should not be underestimated. Apparently, this is the case when
deeply engrained beliefs about our own human nature, living and dying are challenged.
Conceptual blending is not just some language game that we can enter into and get out of
at will. Conceptual blending is part and parcel of the discursive-material practices that are
constitutive for and order the world in which we live. We live in the blend! But neither should
we neglect the contingency, multiplicity, diversity, and simultaneous coexistence of different
modes of ordering life and the world, and how they relate to and interfere with each other.
“For,” Mol and Law argue, “the various modes of ordering, logics, styles, practices, and the
realities they perform do not exist in isolation from one another ... They are not islands unto
themselves, closed cultures, self-contained paradigms, or bubbles. [T]hey interfere with one
another and reveal ... partial connections.” “Often,” Mol and Law continue, “it is not so much
a matter of living in a single mode of ordering or of ‘choosing’ between them. Rather it is that
we find ourselves at places where these modes join. Somewhere in the interferences some-
thing crucial happens ... complexity is created, emerging where various modes of ordering
(styles, logics) come together and add up comfortably or in tension, or both” [3].

4. A blended space for moral arguments: the balance sheet

As an embodied cognitive operation, judging is a matter of balancing and of weighing one
against the other. Take one object in your left hand and a second object in your right hand:
Which one weighs the most? This idea of judgment as a balancing act is materially anchored
in the weighing instrument called a balance. We also use balancing in the sense of re-balancing,
of re-establishing equality of “weight” between two entities when that balance has been dis-
turbed. An eye for an eye, a tooth for a tooth! The proportional retribution balances the harm
received. Justice is done. Justice is re-established. The image of the balance has been blended
into the iconography of our legal system, together with the blindfold (impartiality) and the
sword (punishment, retribution).

In economic practices, the blend of the balance has been elaborated with calculative features.
The balance sheet is an archetypical space designed for the display and calculation of propor-
tional relationships between costs and benefits, gains and losses, debts and possessions, and
debit and credit. Balance sheets allow for forms of what Winther-Jergensen calls for strong
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calculation, that is, forms of calculation where the end result can be expressed as a numeri-
cal number [25]. The numerical values in which judgments based on strong calculations are
expressed have strong appeal for policy makers and politicians. However, not all forms of
balance sheet calculation are strong. Many are weak. Moral judgments are often of this kind.
The familiar expression “on the balance of it” —followed by a decision or conclusion, that is a
judgment—is a marker of some form of preceding calculation, strong or weak, that involves
the weighing of factual states and counterfactual possibilities, probabilities, and proportion-
alities, against each other.

Foster provides a telling example of how the balance sheet is used in moral reasoning and
judgment [26]. The case is one in which there is a dispute about what is in the patient’s best
interest. Some cases go to court. In a legal setting, Foster explains: “If it is to mean anything — if
it is to be real — it has to be procedurally entrenched” [26]. The reasoning goes like this:

a. Human life is sacred. A corollary of that is that it must be a presumption that it is in the
patient’s best interest to continue to live.

b. The presumption can be rebutted.

c¢. What is required to rebut is evidence that continued existence would be intolerable (the
so-called intolerability test).

An appellate court judge explains how such an intolerability test should be executed.

The first instance judge with the responsibility to make an evaluation of the best interest of the
claimant lacking capacity should draw up a balance sheet. The first entrance should be any factor
or factors of actual benefit. Then on the other sheet, the judge should write any counter-balanc-
ing dis-benefits to the applicant. Then the judge should enter on each sheet the potential gains
and losses in each instance making some estimate of the extent of the possibility that the gain or
loss might accrue. At the end of the exercise the judge should be better placed to strike a balance
between the sum of the certain and possible gains against the sum of the certain and possible
losses. Obviously, only if the account is in relatively significant credit will the judge conclude that
the application is likely to advance the best interest of the claimant [26] (my italics).

In the case of the intolerability test, the judge who performs the calculations in the balance
sheet cannot do this on the basis of events that have already been experienced, but he must
to a large extent rely on estimates of counterfactual events and experiences that have not yet
come to pass. Furthermore, there may be limitations on what kinds of suffering or relief can
enter the calculation.

5. Suffering as the common currency on personal end-of-life balance
sheets

Suffering is a common currency on the costs side of end-of-life balance sheets. On the other
benefits side of the balance sheet, suffering is balanced by more time of life, but not at any
cost. The balance sheet can be a seriously ill or dying person’s personal dilemma to figure
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out what to do and how to proceed. Think of a patient with an advanced form of cancer. This
is the familiar quandary that follows from the uncertainty that you cannot know in advance
whether the extra time of life that life-prolonging treatment will give has a quality of life that
is worth living. Do the good days on which you have time to live outweigh the bad days that
are filled with suffering? Shall I accept the offer of life-prolonging treatment at the cost of
prolonged suffering? Or shall I accept that death is imminent and use the time left to settle my
affairs and say farewell to next of kin and loved ones?

One gets the impression that the expected answer is obvious: Of course, you must choose for
more time of life, to be with your partner, to see your children grow up and hold a newborn
grandchild in your arms. But is this choice so obvious?

In affluent countries with advanced health care systems, cancer treatment has been central-
ized in cancer clinics associated with university hospitals, combining research and teaching
with treatment and patient care. In these hospitals, clinicians also hold research and teach-
ing positions in the associated university. Through their professional organizations, these
professors in oncology may be involved in the elaboration of professional guidelines for the
diagnosis and treatment of particular forms of cancer. Many patients attending the clinic for
diagnostics and treatment are enrolled in research protocols that are part of international,
collaborative multicenter studies [27]. Today, these studies do not compare cancer treatment
with the natural course of the disease under nontreatment. They compare slightly different
multimodal treatment options with already existing ones. The by far most important effect
variable is survival in one or other form, as duration of remission, mean time to relapse, or
mean time to death. In these centers, quite aggressive treatments of even advanced stages of
cancer have become the default treatment option offered to patients. “We will fight together!”
one patient information brochure exclaims, suggesting simultaneously an expectation that
the patient also fights her cancer [28]. There is a particular notion of courage here. The kind
of courage the patient must muster to suffer through the ordeals of surgical, radiation, and
chemotherapy to win more time of life to spend with her children and spouse, and to help
medicine become better at treating cancer and, hence, safe future lives. Cancer centers are
in the business of adding and maximizing survival. Perhaps it should come as no surprise
that the alternative, accepting that death is imminent and entering into a palliative trajectory,
requiring a different kind of courage, is not always offered to patients in these centers [28].

Aggressive treatment and refusing life-prolonging treatment are two different trajectories
that exhibit path dependency. Once you have entered into one or the other, it is difficult to go
back. The suffering endured under treatment is the investment a patient must make to gain
more time of life. To make it worthwhile, the good days must balance the bad days. When
bad days outnumber good days, counting and summarizing days of each kind will not be
sufficient. It may be necessary to increase the value of each good day, of each moment with
your children or grandchildren to make the sum of them balance out and surpass the costs.

We should, furthermore, consider to what extent the treatment regime contributes to an increase
of suffering. As diagnostic technologies make it possible to achieve the goal of early and even
presymptomatic diagnosis of cancers, the suffering a patient endures is induced to an increas-
ing degree by the treatment. Much of the suffering is iatrogenic and not caused by the disease.
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Keating and Cambrioso argue that the evolution and history of cancer after the Second World
War is the evolution of the disease under specific treatment regimens. It is a treatment his-
tory rather than a “natural history” [27]. Systemic cancer treatment intervenes in the biology
of the disease. Today, it is more apparent than ever that cancer is not only a clonal disease,
meaning that the origin of cancer cells can be traced back to a first, single cancerous ancestral
cell that, having acquired the capacity of limitless cell division, gives rise to limitless numbers
of descendants. Cancer is also adaptive. Or as Mukherjee puts it, cancer is a clonally evolving
disease [29]. Due to some degree of genetic instability, every generation of cancer cells cre-
ates a small number of cells that are genetically different from their parents. With each volley
of chemotherapeutic drugs that does not kill all cancer cells, a few mutant clones that can
resist the assault grow out. In Mukherjee’s clonal selection cancer blend, blending the course of
a disease in a patient with the evolutionary history of life forms on earth, “[t]his mirthless,
relentless cycle of mutation, selection and overgrowth generates cells that are more and more
adapted to survival and growth ... Cancer thus exploits the fundamental logic of evolution
unlike any other illness. If we, as a species, are the ultimate product of Darwinian selection,
then so, too, is this incredible disease that lurks inside us” [29]. In a sense, the “war on cancer”
is a war on life itself.

Cancer treatment regimens coproduce the disease phases of remission and relapse. As the appa-
ratus of collaborative groups matured, clinical trials targeted specific disease phases: trials
for initial treatment, trials for first remission, trials for relapse, and so on. The disease at
relapse was no longer the same as the disease initially diagnosed, requiring new drugs or
new drug combinations. Without chemotherapeutic treatment regimens, these phases would
not exist.

For the individual patient, cancer treatment regimens produce the protracted courses of dis-
ease, including the harm done to patients as a result of the “all-out assault” nature of the
treatment that so many present-day cancer patients go through. The suffering caused by the
treatment can be far greater and protracted than the suffering caused by the disease itself. It
is a high price patients pay.

6. The balance sheets of euthanasia and palliative sedation

The figure of the balance sheet of suffering is also apparent in arguments policing the distinc-
tion between euthanasia and assisted suicide on one hand and palliative sedation on the other
[30]. These are arguments not only about the implications of the intolerability of suffering but
also about what kind of items are allowed onto the balance sheet and which are not.

Palliative sedation is described as the intentional pharmacological reduction of the patient’s
consciousness with the aim to reduce intolerable suffering from intractable physical symp-
toms that cannot be managed otherwise. Palliative sedation until death is considered to be
a last-resort option. Proponents of palliative sedation in end-of-life care take great care to
present palliative sedation as an ordinary, medical treatment that is different in kind from
euthanasia.

43



44 Highlights on Several Underestimated Topics in Palliative Care

Palliative sedation is provided with the intention to relief suffering, with an explicit focus on
the intention with which the treatment is given. Often within the same sentence, under the same
breath, it is added that the intention is not to hasten death. We encounter this figure in many
variations. Of course, in this blend, the intent to hasten death would be equivalent to eutha-
nasia or physician assisted suicide. The blend is further elaborated by blending with moral or
legal positions. Depending on one’s moral conviction or on the jurisdiction in which one works,
hastening a patient’s death would be equivalent with murder. An international panel of expert
clinicians reviewing the literature on palliative sedation in the last weeks of life concluded that

The decision to offer sedation to relieve intolerable suffering during the last weeks of life
presents no distinct ethical problem, provided that there is no intention to hasten death. It is
distinct from euthanasia because (a) it has the intention to provide symptom relief, (b) it is a
proportionate intervention and (c) the death of the patient is not a criterion for the success of
the treatment [31] (my emphasis).

In medical treatment, there is always a risk of detrimental effects, but these are unintended
side effects. In one general medical or pharmacological sense, proportionality refers to the due
care requirement that the level of sedation should not be deeper than is necessary to alleviate
distress and suffering. When mild sedation (somnolence; a form of reduction of conscious-
ness from which one can be aroused through appropriate forms of stimulation) achieves
the intended result, then one should not aim for deep sedation (from which one cannot be
aroused) [31]. In end-of-life care, severe anxiety is treated with sedatives from the same fam-
ily of substances as those used in palliative sedation. Proportionality of anxiety treatment may
require a dosage to be increased to levels where reduction of consciousness occurs as an unin-
tended side effect. However, when the intention was not to expressly produce unconsciousness,
or so the argument goes, this would not constitute palliative sedation.

When intentions cause actions, the reverse should also apply, that is, that intentions can be
backtracked from the records in which action patterns and the traces that these leave behind
are documented.

The intention of PST [= Palliative Sedation Treatment] can be assessed by the proportionality ... of
the action. Intent may be judged by looking at the drug record. Repeated doses, titrated to ease
an individual’s distress, are the mark of proportionated sedation. Single large doses are the
mark of ignorance and intentional harm [31] (my emphasis).

Cases in which there is a covert intention to hasten death through high dosages of sedatives
constitute “covert euthanasia” or “euthanasia by stealth” (relief of suffering by death). The
words “covert” and “stealth” place these ways of doing end-of-life care on the wrong side of
the border, morally and legally. Future suffering relieved or prevented by death is not allowed
on the benefit side of this balance sheet of suffering.

The Norwegian guidelines for palliative sedation to the dying, published in 2001 by the
Norwegian Medical Association, provide a telling example of how suffering relieved by death
is excluded from the balance sheet [32]. Against the claim that euthanasia contributes to the
relief of suffering, the Norwegian guidelines for palliative sedation to the dying argue that
suffering belongs to life and life experience.
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Talk about the absence or relief of something that belongs to life is meaningless when the
patient is dead. ... A sedated patient is without suffering, but simultaneously with life experi-
ence. Yet, it makes sense to say that suffering has been relieved, because the patient still lives
and can be woken again. [32]

At least the potential for life experience is still present. The Norwegian guidelines dismiss the
counterfactual argument that says that “not-living-anymore” will stop further suffering from
occurring, although this is, in another blend, obviously true.

In Norway, suffering that has been prevented by the patient’s death is inadmissible as an
entry into the balance sheet of human suffering. Positions on ethical, legal, and medical issues,
on probabilities and causal relationships have been crafted together in a coherent framework
that both shapes and restricts choices available to dying patients and next-of-kin?

Contrary to Norway, the Netherlands have carved out another path that goes deeper into
the borderland of life and death. Historically, the Dutch physicians who, together with their
patients, pioneered the practice of euthanasia in the Netherlands defended their actions with
an appeal to the appeal the patients’ suffering made on their moral duty to not abandon but
to help them [33]. The Netherlands allow patients to ask for more active termination of life
to prevent suffering, simultaneously allowing physicians to grant such a request when they
perceive it their never easy duty to provide assistance in dying when live can no longer be
saved or prolonged. Suffering prevented by death is allowed as an entry on the benefit side of
the end-of-life balance sheet. Safeguards marking that path, that is subject to the Dutch Penal
Code, in the form of due care requirements, are consequently tougher than those for pallia-
tive sedation. These due care requirements include a second opinion by another physician,
compulsory notification of each case to a review committee, and in each case a decision of
exemption from prosecution and punishment. “The offence ... shall not be punishable if it has
been committed by a physician who has met the requirements of due care ...” (Article 293 of
the Dutch Penal Code, as amended by the law of 2001) [33].

7. Suffering from life

It is possible to specify the differences between items allowed to be entered on the balance sheet
even further. In Norway, euthanasia and assisted suicide are illegal. But even in its guidelines
for palliative sedation in end-of-life care the Norwegian Medical Association is very restrictive.
In its 2001 guidelines, it is only intolerable and refractory physical symptoms that can provide
a proper medical indication for the intended, proportional pharmaceutical reduction of the
patient’s consciousness, and therewith life experience. Mental symptoms are not allowed on
that balance sheet [32]. The Norwegian Medical Association revised its guidelines for palliative
sedation in 2014 [34]. It maintains its position that palliative sedation is a last-resort option;
a treatment that, although ordinary and legal, should only be given in exceptional cases of
intolerable suffering resulting from or dominated by physical symptoms. However, the 2014
guidelines provide a small opening toward mental suffering by stating that “psychological
symptoms alone are only in rare cases indication for palliative sedation” [34]. In a paper in
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the Medical Association’s journal, these psychological symptoms are specified as “serious and
treatment refractory psychological symptoms and delirium with extreme unrest and confu-
sion, provided that first an attempt has been made to correct pathophysiolocal causes” [35].
These are mental symptoms associated with the process of dying.

The Dutch law regulating euthanasia and assisted suicide makes no distinction between phys-
ical and mental suffering, including suffering from psychiatric conditions like schizophrenia
or bipolar disease. There is recognition that the mental suffering from psychiatric conditions
over long time, and without the prospect of improvement, can induce in patients the wish to
die. Dutch law has made it possible for these patients to ask for and receive professional help
in ending their lives on request, provided proper procedures and due care requirements are
followed.

Starting in the early 1990s, in the Netherlands, there is currently an ongoing discussion about
the question whether the kind of suffering that should be allowed as entries on the balance
sheet should be expanded beyond psychiatric conditions to include suffering from life. In 2010, a
group of publicly well-known former politicians, physicians, university professors, journalists,
and artists established the Out of Free Will civil initiative, Uit Vrije Wil, working toward the
legalization of professional help to die for people of old age who consider their live completed
[36]. The people this concerns are people who have reached respectable ages of 75 or older and
who have developed a sustained wish to die. They do not want to have to keep on living a life
that has become meaningless and without prospect. They may or may not suffer from the accu-
mulated physical symptoms of common ailments that come with old age, but that is not the
source of their wish to die. The reasons they give for their wish to die vary but have often to do
with the loss of next of kin and spouses; the feeling of not being needed anymore after having
lived an active and fruitful life, of being sidelined by society; a fear of loosing their indepen-
dence; of becoming dependent on others; the lack of meaningful everyday life activities. Life
itself, or better, the prospect of living through the many empty and meaningless days ahead
has become the source of a kind of existential suffering [37]. Some of them still have a partner
they live with or adult children with families, and they enjoy spending time with them. But
on the balance of it, these moments do not outweigh the burden they suffer from having lost
the prospect of a meaningful future. They are, to use Wijngaarden'’s phrase, “incurably old.”

The issue of legalization of professional help to die to old age people who consider their life
completed was brought up in parliament during the 2014 evaluation of the Dutch law on
euthanasia and assisted suicide. The government commissioned an advisory report on the
issue from a group of experts. The committee concluded that the extant legal framework
already provides sufficient possibilities for this presumably small group of people. Hence, it is
not advisable to allow, with regard to assisted suicide, more freedom to emerge than is already
provided by the current legal framework [38]. Despite this conclusion, in the year preced-
ing the parliamentary elections of March 2017, several liberal parties expressed their support
for an expansion of the law and include the suffering from having to live on as a legitimate
ground for asking but also receiving professional help in ending one’s life. In 2016, member of
parliament for the liberal democratic party D’66, Pia Dijkstra, prepared and submitted a bill to
this effect, arguing that the freedom of every citizen to shape and live their lives in accordance
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with their own preferences also includes decisions concerning the final phase and the end of
life. Everyone has the right to leave this life, or conversely, no one is obliged to keep on living
[39]. Forcing someone to continue living a life that has become meaningless not only violates
this person’s right to self-determination, but it also constitutes a form of harm. It should not
be a crime to help!

It is uncertain whether the bill will pass the next parliament, and of course, there is an oppo-
sition, not only from religious parties in parliament but also from mental health profession-
als, arguing that these people are mentally ill, suffering from a detachment syndrome. They
should receive treatment not be given assistance to die.

8. Human rights as currency on end-of-life balance sheets: patient
autonomy vs. professional conscience

In the previous sections, a different type of balance sheet has been lurking: the balance sheet
that sets up and weighs the patient’s right to self-determination against health professional’s
right to conscience.

The Norwegian 2001 guidelines on palliative sedation to the dying explicitly require propor-
tionality between the severity of the patient’s suffering and the moral gravity of the demand
put to a physician. To ask a physician to collaborate in the permanent reduction of a patient’s
consciousness, and therewith life experience, is of such significance that this can only be
requested in cases where the patient’s suffering is of equal magnitude [30, 32].

The concern for health professionals’ right to conscience is also evident in these and other
guidelines’ preoccupation with the cause of death. Or rather, their preoccupation with avoid-
ing that a palliative intervention can be perceived as a contributing causal factor to the death
of the patient. After the patient’s death, it is the underlying disease that should stand alone
as the cause of death. Graef and Dean wrote that “[t]he desired outcome of PST is symptom
relief and a peaceful, quiet death by the natural course of the disease” [31] (my italics). Note that
the causal relationship is signified by the word “by.” The agent causing death is the disease.
Note also that the quote ignores that modern medicine has transformed the courses of many
diseases through myriad of interventions and attempts to cure or delay the disease so that it
is no longer possible to talk about the natural course of a disease. To a large extent, modern
medicine has chronified the diseases it cannot cure [40]. The word “natural” must here be
understood in opposition to artificial or “caused by a medical intervention.” On the ques-
tion whether palliative sedation has an impact on the exact time of death, Dutch guidelines
conclude that, when administered proportionally, palliative sedation does not hasten death.
The Norwegian guidelines are not satisfied with the level of evidence for this conclusion and
argue that “even though it is claimed that palliative sedation does not foreshorten life, it can
never be completely ruled out that a patient dies as a result of the sedation.” The risk of
this happening increases proportionally with the time the patient spends in an unconscious or
sedated condition [32].
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Both the patient and the doctor or the nurse have a right to autonomy and self-determination
that derives from the same Universal Declaration of Human Rights concerning the right to
freedom of thought, conscience, and religion. So, on the balance of it, whose autonomy shall
carry the most weight in end-of-life decision making?

9. Consequences of restrictive end-of-life care policies for the balance
sheet of suffering

The same figure of the balance sheet of suffering and human rights is used in both countries,
but it is operated quite differently. Norway is the more restrictive of the two countries, at
least in its policy documents, laws, and professional guidelines. It puts more constraints on
both dying patients and physicians and other health professionals. The Netherlands have
developed more generous end-of-life care practices, allowing patients to ask for more active
termination of life at the patient’s explicit and sustained request.

The notion of constraints can be understood in two different ways. A common understanding
of a constraint is that of a prohibition, an arrangement that aims to prevent something from
happening. The other understanding of a constraint puts emphasis on the channeling effects
of constraints, the way in which a dam in a river, for example, channels the water current into
a tube to produce hydropower energy. Or the ways in which environmental constraints can
channel the direction of emergent biological forms (volleys of chemotherapy impacting the
biology of the cancer; the wide spread use of antibiotics producing multiresistant bacteria).
Could the strong emphasis on the sanctity of life in palliative end-of-life care in fact increase
the amount and duration of suffering in dying patients? Of course, this is a question that is
difficult to answer. But, I will argue, there are indications that this might be the case.

One reason is apparent in the definitions that palliative sedation has received in Norwegian
guidelines. As a last resort option, palliative sedation is defined as the intentional, pharmaco-
logical reduction of the patient’s consciousness with the aim to reduce intolerable suffering
from intractable physical symptoms that cannot be managed otherwise. Suffering from intrac-
table physical symptoms is a proper medical indication. Suffering from psychiatric condition
is not allowed onto the Norwegian balance sheet of suffering. Depending on the degree of
physicians” compliance with these professional guidelines one can argue that there may be
suffering that is addressed too late, and perhaps insufficiently out of fear for being accused
of euthanasia.

When definitions of palliative care are provided, the definition is more often than not fol-
lowed, under the same breath, by the reassurance that palliative care/palliation does not has-
ten death nor prolong it. As a factual statement, this must be false. Palliative treatment affects
the temporal dimensions of dying. However, the evaluation of a palliative treatment’s effect
on the timing of death is different depending on its direction, whether the process of dying is
accelerated or delayed. Even a small change toward an earlier death is viewed with suspicion,
because the infention of palliative care is not to hasten death or relief suffering by death. At
the end of the day, it is the underlying disease, and it alone, that must stand out as the agent
responsible for the death of the patient. Unfortunately, this preoccupation with avoiding that
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acts of care can be construed as causal co-factors to the death of a dying patient induces uncer-
tainty, anxiety, and feelings of guilt in both health professionals and next of kin. A shift in
the timing of death in the other direction, delaying the process of dying, is valued differently,
because it gives the patient more time and more life experience. However, more time as a
result of palliative treatment also allows the erosion of body and mind to become deeper
before death finally arrives.

10. Conclusion

In many western countries with highly developed health care systems, the law of the land
has delegated the competence to make end-of-life care decisions to physicians, based on the
assumption that these are medical decisions that require knowledge and expertise about
treatment possibilities, documented results, and prognosis. The medical-professional litera-
ture describes the point at which life-prolonging treatment is no longer possible and its transi-
tion into a palliative trajectory as a medical assessment and decision. Despite the fact that respect
for the patient’s autonomy is first among the four principles of medical ethics, in practice,
our autonomy is constrained at a time when it perhaps matters most, at the time of our dying
[10]. I am not advocating that patients facing death “put in the oars” —as the Norwegian say-
ing goes—too early. When they do, they may spend a long time waiting for death. However,
I would support people reclaiming important aspects of end-of-life decision making from
medicine, give priority to their own versions of the balance sheet of their lives and values, and
achieve or maintain a greater degree of direction over the manner, place, and timing of death.
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Abstract

This chapter discusses the place of volunteering in palliative care in the context of hospi-
tal services in France, and the meaning each actor gives to that presence. Its aim is to go
beyond general normative discourse on the role of these volunteers in order to highlight
their actions from a little-explored perspective (awkwardness, fears, reticence their activ-
ity can create) but one essential to their development. We attempt to understand how
(and within what work settings) personnel and volunteers “work” together, and how
that lay presence is perceived by patients and families. This research is based on a litera-
ture review and individual semi-structured interviews with patients, families, medical
personnel, and volunteers in 10 hospitals. In all, 114 persons were interviewed in three
work settings: palliative care units, mobile palliative care teams, and traditional services.
The analysis highlighted a diversity of perceptions on volunteering, as a function of the
type of actors involved and the work setting. It raises the question of the role of nonpro-
fessional actors in hospitals, and of what form volunteering in palliative care should take
in France, where volunteers explained they “are there” not “to do”, but just “to be there
out of human solidarity”.

Keywords: palliative care, volunteering, qualitative research, quality improvement,
models of care, France

1. Introduction

1.1. National and international context

As defined by the World Health Organization (WHO), “palliative care is an approach that
improves the quality of life of patients and their families facing the problems associated
with life-threatening illness, through the prevention and relief of suffering by means of
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early identification and impeccable assessment and treatment of pain and other problems,
physical, psychosocial, and spiritual”. Originating in the United Kingdom and Canada in
the 1960s, this care model is based on a multidisciplinary approach, bringing together pro-
fessionals and volunteers, with a shared view of improving the quality of care and strength-
ening social relationships. It consists in both alleviating the symptoms from which these
people may suffer and putting an end to the image of place of death (often associated with
death in institutions) by getting people from civil society involved in the care facilities [1].
While professionals essentially carry out care, hotel, and administrative functions within
a salaried and skilled work environment, volunteers offer their time, away from their own
family and theoretically through pure “altruism”, expecting nothing in return [2]. This is a
“free and gratuitous gesture” which “is opposed to the present society founded on wages
and profit,” and which some authors consider “a higher form of solidarity” [3].

Given its profoundly humanist nature, this care model has expanded rapidly throughout the
world. In 2000, there were already 87 countries that have set up palliative care programs,
2/3 of them being middle or low-income countries [4]. Palliative care is found today on the
five continents in forms more or less faithful to the original model and varying as a function
of national policies, health systems, cultural differences, and local needs [5-7]. According to
WHO, there are today 20 million people a year who require palliative care throughout the
world (of whom nearly 70% are adults over 60 years) [6]. France has not escaped this phe-
nomenon of acculturation to palliative care; the first palliative care unit (PCU) was opened in
1987 —30 years ago [8]. Since the law of June 9, 1999, palliative care is considered a right “for
every citizen that needs it” and a public health priority. The first national development plan
for palliative care that followed (1999-2001) took the first steps in offering care, which today
has become quite significant and diversified, even though the notion of “hospice,” dear to the
English and Canadians, was not used to bring about this development,' with rare exceptions
(such as the Maison Médicale Jeanne Garnier in Paris, which has 81 beds, all devoted to caring
for people needing palliative care). According to recent statistics, in 2016, France had 143
PCUs, 406 palliative care support teams (PCSTs), 5057 “identified palliative care beds” (that
is, beds in curative care services, but reserved for patients needing palliative care), 92 home
care organizations, 11 coordinated networks, 15 regional pediatric teams, and 350 associa-
tions of volunteers [9]. These associations place their activities within a framework of non-
abandonment and nonmarginalization of people confronted with a serious illness, old age,
death, and grief [10]. In this context, volunteers—estimated at 6000 persons—have the goal
of “improving the living conditions of persons who suffer, in a spirit of partnership with
health professionals” [11] and of “participating in changing perceptions” concerning death
and severe illness [12].

Indeed, France chose an original path compared to the pioneering countries: develop palliative care, not in large insti-
tutions devoted exclusively to this care, but rather in all facilities where these patients may be found. After having put
in place PCUs and mobile teams for 15 years, present efforts are thus aimed at raising awareness for the “palliative ap-
proach” among all caregivers caring for people at the end of life, regardless of where they work [13-15].
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1.2. Major issues involved in volunteering in palliative care

Although ministerial and association texts encourage caregiving teams to have recourse to
volunteers, national and international literature shows that there is a certain contradiction
between the attention they are regularly given and the mistrust their presence sometimes pro-
vokes in the field [16]. As Godbout emphasizes, “the idea of giving one’s time [to strangers]
troubles the modern mind [and often seems] suspicious” in our production-driven societies
[3]. Being neither caregivers, family members nor paid workers, volunteers raise questions on
more than one level for the other actors, as does the public health researcher, anxious to better
understand care practices and to analyze their principal stakes.

1.2.1. Giving/receiving: a delicate balance

There is a good deal of research on the motivations of volunteers in palliative care [2, 17-24].
These works show that while volunteers are inspired in the first place by a desire to help others
and therefore by altruistic and philanthropic values, they are often interested in seeking benefits
for themselves as well, with these two types of motivation becoming interwoven, evolving over
time and varying according to countries” cultures. Their desire to “give” is often linked (but not
always) to the death in a hospice of one of their own family members: future volunteers thus wish
to offer to others the quality of care received at that time. “Giving up my time is the least I can
do” argues some volunteers. At other times, their system of values and beliefs motivates them to
become volunteers, without them necessarily having suffered a loss: it is important for them to
ensure that patients do not die alone, to lessen their suffering as much as possible, and to show
them warmth and compassion through human solidarity. On other occasion, it is simply a chance
discovery of palliative care that leads them to become volunteers. But even if they expect noth-
ing in return for the help, they consciously give, on the other hand, they often admit “receiving”
in return sometimes more than they give; the fact of giving does not prevent one from receiving
in turn, in a circular dynamic beneficial to all. They evoke their need to feel useful to society, to
seek an interruption in their daily routine, to create relationships with other people with the same
values as their own, or to acquire new experiences (that they can then use to enhance their profes-
sional life, for example). Consequently, some volunteers consider the time spent among people
at the end of life as a “gift”, even a “privilege”, from which they say they gain both enrichment
and satisfaction. For Claxton-Oldfield, this relationship should be strongly encouraged as it leads
to a “win-win situation” [25]. Indeed, according to him: (1) thanks to volunteers, patients, and
families benefit from emotional support, assistance, and companionship in what they are going
through; and (2) because of their activities, volunteers experience personal growth, which enables
them to choose more easily between what is important in life and what is not. Thus, Beasley con-
curs that their view of the world may gain in understanding, which can help them better appreci-
ate their own existence [19]. Ferreira considers that palliative care volunteers also contribute some
relief in caregivers’ busy schedules, to the point of becoming “indispensable” in some places [24].

Thus, the difference between “giving” and “receiving” rests in a delicate balance. This may
be a source of stress (even of guilt) for volunteers on the one hand and of unease (even mis-
trust) for the other actors (patients, families, and caregivers) on the other hand. This potential
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stress and unease are related to the fact that the primary motivation of these volunteers is not
always unambiguous, and their actions are part of end-of-life situations, a fact which may be
disconcerting. In this context, and despite the goodwill of all, tensions may appear, exposing
volunteers to numerous emotional challenges and their associations to important training
challenges. These include teaching volunteers to maintain limits with the persons visited, to
manage the emotions they themselves may be feeling, to learn to offer one’s presence without
imposing it... These are challenges familiar to associations and necessitate frequent retraining
of their teams [16]. Some authors warn volunteers (and not only palliative care volunteers)
about the feeling of “negative debt”, even “inferiority” that can arise among some beneficia-
ries (because of the impossibility of being able to repay what the volunteer has given to them)
and that may increase the latter’s suffering [3]. To rebalance the debt, volunteers are some-
times recommended not to hesitate to tell patients “the extent to which their accompaniment
brings just as much to themselves” [16]. Although aiming to be comforting, this parenthetical
remark is not without risks and may perplex some patients who are fragile and vulnerable
because of what they are going through. In fact, volunteers that have been studied constantly
question the nature of their commitment, which may lead them to eventually end it [24].

The ambivalence of many volunteers regarding “concern for the other” and “concern for
oneself”,? to use the expression of Papadaniel [21], is important and merits further investiga-
tions in France, as in other countries. In spite of the challenges it raises, it must be noted that
this question is nearly always approached from a single perspective, that of the volunteers and
their associations, thus (voluntarily or not) putting to one side the positions of other actors. In
fact, the perception patients, their families, and caregivers have of volunteers—whose motiva-
tions may sometimes appear vague—remain unclear, despite its major interest. Comparing
these perspectives would enable shedding light on an activity with numerous gray areas and
stimulate discussion on the question of the “effectiveness” of volunteers’ activities, a theme
that has recently emerged in the literature because of increasing regulatory policies and the
growing importance given to evidence-based medicine [2]. Thus, in spite of the difficulty of
evaluating the results of volunteers” contributions to palliative care, research work is increas-
ingly attempting to measure the impact of their presence on patients’ quality of life [26-29].
Beyond the question of “giving and/or receiving,” it is becoming increasingly important
to evaluate the concrete contributions of these people to the quality of care of patients in
advanced or terminal stages of illness, contributions that include reduction of patient isola-
tion, more adequate consideration of their emotional needs, an increase in life expectancy,
improvement in satisfaction of families, a lightening of the burden on caregivers, etc. This
evaluation should be done using proven research techniques (randomization of the study
population, use of standardized and validated scales, meta-analyses...). In spite of interest for
evaluation studies, routine in the area of medicine and their frequent demonstration of the
positive impact of the presence of volunteers, the great majority of studies consulted almost
exclusively explore the point of view of volunteers, not looking at (or only indirectly) the
much less well-known perspectives of the three other types of actors involved by this care:
that of patients (who are at the heart of the care process and of volunteers’ concerns), that of

*Souci de l'autre” and “souci de soi” in the original French text [21].
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their families (who entrust their dying loved ones to an institution), and that of caregivers
(whether they work in palliative care). And yet, two things appear clear: these people have
probably much to say about how they perceive volunteering in palliative care and the meth-
odological and ethical difficulties in gathering this type of information (useful ultimately for
improving the quality of care to be given) are perhaps not insurmountable.

1.2.2. Complementarity/substitution: toward professionalization of volunteering

An analysis of the national and international literature brings to light a second type of chal-
lenge for volunteering in palliative care: it concerns the place and role of lay actors in hospi-
tal departments and the ever-present risk of the substitution of caregivers by volunteers. As
Watts emphasizes for the United Kingdom, for example, the years 1980-1990 were marked by
a certain professionalization of the volunteer sector in England, following encouragement by
successive governments for a more active civil society [2]. In fact, hospices today have “a sig-
nificant volunteer workforce to help with the care of patients and their families both in the set-
ting of the hospice and in the community” [2, 30], and this increase in unpaid volunteer work
resulted in a decrease in the growth of employment in the field [2]. These volunteers ensure
a diversity of functions (from welcoming patients and families to grief support and including
chauffeuring, reflexology or shop keeping). They are required to take intensive training and
go through trial periods beforehand, which give them an increasingly semi-professional role
[2]. Like caregivers, they must also ensure the continuity of care and their mission by follow-
ing high standards of quality. Their work is becoming less and less flexible (for example, for
going on vacation or in choosing the department to which they wish to offer their services),
and their activity henceforth resembles “paid work, but without the pay” [2]. In addition,
the original model of English hospices is increasingly contested [2], and today takes various
forms, depending on the regions of the world and the needs of the populations [6]. The dif-
ferences compared to the original model are especially noticeable in low-income countries,
where volunteers—who work primarily in the home within the framework of community
programs—may be required to give nutritional advice to patients they see [31] or may receive
payment for the time spent on their visit [2]. The absence of a clear line between volunteers
and professionals is fully justified in this case by the political, financial, health, and cultural
context, which is very different from that in the United Kingdom but is neither wished for nor
advisable in other care contexts. We will come back to this below.

The risk of volunteering veering from complementarity toward substitution is very much pres-
ent in Quebec as well, where volunteer associations are increasingly preoccupied by the dif-
ficulty of defining clear boundaries for volunteer action while remaining flexible [16]. Some
volunteers have a sanctioned role there, which sometimes creates dissension between volunteers
looking for rewarding work and salaried personnel, who are called upon to delegate thankless
tasks to them (such as folding laundry, disinfecting toys, or straightening up certain rooms) [32].
Even though it appears delicate to transform relationships that give meaning to life into tasks,
the need for a clearer identification of these actions has gradually been imposed on certain asso-
ciation leaders, who are anxious to collaborate effectively with caregivers while staying in a role
that is in their own area of responsibility [16, 33]. After having carried out an applied research
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project on the question, a group of Quebec researchers recently compiled a list of tasks or roles
that volunteers can assume [16, 33]. These tasks or roles distinguish on one hand, those that fall
into the category of instrumental acts (shop for patients, offer coffee to their relatives, describe
the services offered by their associations...), and on the other, those that belong to social relation-
ships (ensure a presence with the patient, listen to them, be attentive to their family members...).
Some negotiation is always possible depending on the patient’s and family members’ needs
for accompaniment. Volunteers should thus always demonstrate pragmatism by adapting on a
case-by-case basis, while avoiding encroaching on the work of the caregivers. For them, “Doing”
is often a pretext for establishing a relationship with patients and their families and enables
them to more easily carry out their work of accompaniment, which is based on “Being” [16].
Therefore, there is always the fear among association heads in Quebec that volunteering —given
the growing shortage of resources in health care facilities and the ever-increasing need for ratio-
nalization of hospital expenditures—becomes “instrumentalized” by health care providers and
public authorities, who transform this activity based on the gift of self into a form of “work at a
discount” [16]. Consequently, one of the main challenges facing Quebec is neither to seek vol-
unteers with the aim (more or less implicit) of compensating for shortcomings in the health care
system nor to use them for complex tasks generally done by paid services [16].

This increasingly frequent tendency to require professional competencies from volunteers and
to drift toward unsalaried employment is not specific to the United Kingdom or to Quebec.
It is mentioned for many other types of volunteering and in multiple countries, such as
Switzerland, where there appears to be an ongoing standardization of the behavior and role
of volunteers via a sometimes overly instrumentalized vision of their training [34]. Similarly,
in Belgium, hospital volunteers may be charged with running the hospital library, managing
the palliative care families” homes, organizing activities, or rendering a multiplicity of services
to the caregivers (such as taking the patient to the hairdresser, buying them a newspaper, or
carrying the new arrivals’ baggage) [35]. While volunteers cost nothing to the institutions that
recruit them and automatically increase the efficiency of the facilities where they serve, given
all these risks, the boundaries between volunteering and work that should not be crossed are
clearly established in France, at once by associations of volunteers, by palliative care profes-
sionals, and by policies. Within this framework, it is clearly stated that volunteers must neither
take the place of caregivers nor carry out semi-professional duties but limit themselves to
accompanying patients and families, who desire it, by offering their presence. Thus, the Public
Health Code specifies that “volunteers, trained in end-of-life accompaniment and belonging
to associations that have selected them, with the consent of the patient or his or her family and
without interfering with the practice of medical and paramedical care, may provide support
to the care team by participating in the final accompaniment of the patient and by bringing
comfort to the psychological and social environment of the patient and his or her family”. In
the same spirit, the circular of March 25, 2008, defines the role of volunteers in French palliative
care as follows “to propose a presence, an attentiveness, discreetly and with respect for other-
ness, nonjudgmentally and with respect for the privacy of the sick person and his/her fam-
ily life [and], on behalf of society, demonstrate kindness to those who are suffering, thereby
reinforcing a sense of their belonging to the human community.” This model, based purely on

3We will discuss this point in more detail (Section 3.2).
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“Being” as opposed to “Doing”, is therefore far removed from the English or Quebec models
in particular and raises many questions that are rarely or never explored today: how do volun-
teers experience the missions entrusted to them on a daily basis? What do the caregivers say
about this offer of time, which is complementary to their own? How do patients and families
talk about the volunteer presence in hospital services and do they take advantage of it?

1.3. Study objectives

Volunteers are largely present in PCUs—where they share the same values as the caregivers
in respecting the comfort and dignity of people at the end of life [36] —and to a lesser degree,
in traditional hospital services. However, the way they perceive their own activity and are
viewed by other actors is rarely addressed in France in official texts (from ministries or asso-
ciations) or in publications. While some research has looked at volunteering in general [37,
38], other work has been focused totally [21] or partially [1] on volunteer activity as death
approaches, and solely from the perspective of volunteers, who are often reticent in discuss-
ing the difficulties they encounter in carrying out their missions. Even though international
publications in the past 5 years have reported a number of investigations on the volunteer
experience in palliative care [2, 17-20, 22, 23], two important questions remain insufficiently
studied: (1) that of obstacles and conflicts volunteers may encounter during their activity
[39-41]; (2) that of the perception that patients, families, and caregivers have of this type of
volunteering, whose main challenges we have described above. At most, some authors arrive
at the notion of a game where all the actors are winners, with each one gaining a substantial
benefit from volunteer activities [24, 25], and where volunteers say they are satisfied with
their activity (in spite of the tensions noted) [24, 39, 41].

In a profoundly changing environment concerning death and the dissemination of palliative
care throughout the world, the objective of this chapter is to examine the place and role of pal-
liative care volunteers in French hospitals, in order to enrich existing analyses and provide a
forum for dialog with countries where the same issues can arise. These include the following:
what meaning does each person (and not only volunteers) give to this time spent in proxim-
ity to death? How, why, and within what framework do health personnel and volunteers
work together? How is this unusual presence interpreted by patients and their families, that
is, by those persons for whom these activities are primarily intended? Our aim is therefore to
emphasize volunteers’ activities from a little-explored perspective but one essential to their
accomplishment—the awkwardness, fears, and reticence their activities can provoke. This
entails both highlighting the way each person talks about this activity (with what terminology,
what assessments, and what line of reasoning) as well as identifying any friction or dissen-
sion. This will enable redefining what is at stake and thus contribute to better care for persons
at the end of their life, as well as better support for their relatives. This examination is all the
more justified in light of the different volunteer experiences taking place in other countries
concerning this activity [6, 42, 43] and in other health care settings in France [44]. Moreover,
these examples give rise to lively and more general debate regarding the presence of lay actors
in health care facilities, especially in curative services with a high degree of technicity, where
the organization of work at the approach of death differs from that of the PCUs and where
suspicions held by caregivers concerning volunteers are usually strong [45, 46].
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1.4. Methodology: qualitative research among a diversity of actors in palliative care

In an attempt to go beyond broad normative discourse on the role of volunteering in palliative
care, and the research that often dwells exclusively on the perspective of volunteers, we have
drawn on a body of individual semi-structured interviews carried out in 10 hospitals with
volunteers, but also with medical personnel (working in palliative care or not), with patients
and families. The hospitals have varied characteristics in terms of location and status (Paris/
Province, public/private hospitals, hospitals of varying size, and cancer centers). They all had
a PCU or a PCST. They were chosen randomly from a list drawn up by the French Society of
Accompaniment and Palliative Care (SFAP) of all palliative care teams in France. This meth-
odological choice to diversify the settings was based on the hypothesis that the volunteer
work under examination would be associated with a plurality of perceptions, related to both
the types of actors interviewed (volunteers, caregivers, patients, families) and to the specifici-
ties of the workplace (PCU, PCST, or traditional service).

In all, five PCUs, five PCSTs, and 15 curative care services working with a PCST were inves-
tigated using interviews carried out by an experienced sociologist. The general topic empha-
sized was that of improving the quality of care in the facilities and meeting the needs and
expectations of hospitalized people and their families. After obtaining required consent and
ensuring anonymity for participants and teams studied, contact was made with the heads of
different teams, with an aim for a diversity of situations. The material collected is composed
of 114 interviews: 25 with patients hospitalized in PCUs, 25 with one of their family members
(usually the spouse of the patient interviewed), 56 with caregivers (physicians, nurses, nurses’
aides, psychologists), and eight with volunteers with good knowledge and experience of this
practice (most of them were also responsible for running their association). It should be noted
here that, out of the 10 palliative care teams studied, two worked without recourse to a vol-
unteer team, which reduced our sample of volunteers to eight instead of 10. However, this
enriched the analysis on the absence of volunteers in some PCUs or PCSTs and on the reasons
for this absence.

All of these people were recruited using a purposeful sampling technique adapted to the type
of service studied. (1) In PCUs, the four types of actors were interviewed for each site: an
experienced volunteer, caregivers (either freely willing or proposed by the head of the team),
patients, and families (those present the day of the study, physically and psychologically
able to participate in the interview and having given their consent at least the day before to
participate, after receiving detailed information on the objective of the research, their right to
withdraw and the informal nature of the interviews); (2) In PCSTs, the recruitment procedure
was different in two respects: since these were small teams, it was sometimes possible to inter-
view all the personnel; as these were teams that visited traditional services solely on a request
to help them out [47], neither patients nor families could be interviewed; (3) In curative care
services, the recruitment of caregivers was done in two stages: an initial request made of the
PCSTs interviewed to introduce us to three curative care services in their hospital, followed by
a request for interviews made to the care supervisor of each of these services. As in the case of
the PCSTs, it was not possible to meet patients and families here, with some patients not even
aware they were in a palliative stage.
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The interviews (face-to-face and recorded) were all fully transcribed and then analyzed using
a grid created a posteriori using an inductive approach. While our initial research question
broadly addressed the work of palliative care teams [48], we observed a high degree of diver-
sity in comments made by different persons concerning volunteering, which led us to con-
sider a posteriori this activity as an important dimension for an understanding of palliative
care. We, therefore, extracted all references to volunteer service from the general body of
interviews to study them separately using content analysis, that is, by the systematic and
methodical examination of each interview. It is this analysis that we wish to present here. In
order to have sufficient contextual elements and material for discussion, we have also car-
ried out a review of the literature on volunteering in palliative care in France and in the rest
of the world. This bibliographic research was done largely at the Documentation Service of
the Centre National de Ressources “Soins Palliatifs” (CNDR).* Only the most relevant articles
were used to write this chapter, which does not pretend to be exhaustive but rather to suggest
several further directions of enquiry.

2. Results: divided opinions concerning a complex and controversial
presence

In describing these results,® we will give priority to a presentation by type of actor, first hear-
ing from volunteers, then from those who are at the center of their attention and of profes-
sional care (the patients and their families, who give contrasting assessments of this type
of volunteering) and finally from health personnel (with often divided opinions depending
on whether they work in the area of palliative care). Beyond strong differences in points of
view on volunteering in palliative care (notably as a function of the status of the person inter-
viewed and the work setting), the data bring to light several controversial issues that are
largely unrecognized and concern the place and role of these nonprofessional actors among
hospitalized patients receiving palliative care.

2.1. The viewpoint of volunteers: “being there to be there”

What do volunteers queried about their palliative care activities say and how do they adapt
to the realities of the care setting? According to the general description given by a PCST care-
giver whom we also interviewed, it's “a tough job” because of the strict guidelines related to
this commitment and the concrete conditions for putting them into practice.

#This service, located in Paris, has a database of 20,000 references on palliative care, the end of life and death (the data-
base palli@doc, accessible on line via the site VigiPallia). This database is composed of documents from journals, books,
university research, conference proceedings, but also articles found in non “palliative care” journals, obtained either
through document tracking or by regular communication with the BDSP (a French document network of information
on public health).

sMost of the results in this chapter were presented in an article in French [49].
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2.1.1. An ambiguous commitment

The heterogeneity in terms of age, place of activities, status, and motivations of the volunteers
we met contrasts with the homogeneity of their narratives. Indeed, they described the pallia-
tive care model and their missions in quite similar terms: “represent civil society to show these
people that we are not abandoning them”, “ensure a presence and a willingness to listen”, “make one-
self useful”, “do things in a humane way for the person”, and “be there to be there”. Their statements
followed associative charters and current texts (that use the terms “assistance”, “giving” and
“human solidarity”), which suggests they had internalized the objectives firmly anchored in
the “Being” of their association. Similarly, the rules governing this volunteering were directly
quoted (“always knock on the door before entering the room”, “never sit down without being asked
to”, “respect the confidentiality of what is heard”...), as were the techniques to be used (the more
or less spontaneous “hallway encounters”, “tissues always ready in one’s pocket” or “the coffee ploy”

that consists of offering some to people in order “to more easily create a relationship with them”).

These standardized narratives, unassumingly expressed at times (“We don't contribute much”),
mentioned the challenges to be met such as the initial and continuing training of these volun-
teers, the fact they are not substitutes for caregivers (following the principle of “complementar-
ity”) or the “proper distance” to be maintained with the other actors. The rare differences in the
narratives were related more to individual modes of functioning or the setting rather than to dis-
agreements about their duties. Thus, while some liked to have a minimum of information before
entering a room “fo know what to expect”, others preferred “not to have any prior knowledge in order
to be fresh for each contact”. While some go “fo see all the patients without exception, except those not
wishing fo see them”, others “never go into a room without having received an oral transmission from
the caregivers”, who function as filters and informants. While some “always refer everything to the
caregivers, if possible orally and as a precaution,” others do not want “to bother them unnecessarily in
their work, [preferring] to leave a written record and only when it involves a change in care.”

As altruistic as their commitment is, it is not without ambivalence, however:

“I am very, very happy to have made this choice, in spite of all I have done in my lifetime. I am lucky to have
children, grandchildren, music, lots of things anyway. Well, this really gave a new meaning to my life”.

Conscious of this personal benefit, some felt they receive more than they give, such as this woman:

“We must stop portraying volunteering as this beautiful image of those who give: we simultaneously
receive more than we give [...]. I always tell people: wait, I came to see you, but you gave me something
as well. I was very pleased to get to know you”.

This ambivalence sometimes leads them to ask themselves: “What am I doing here?,” “Would
this person like me to look at them in this way?,” “Am I just feeding the beast?” This last formula-
tion, tinted with “guilt”, questions their role among terminally ill patients, and beyond that,
the potential and involuntary nuisance created by their presence. The discrepancy between
giving and receiving is sometimes so strong that some are forced to suspend their activity:

“It's clearly something that bothers me a great deal, this part about receiving more than I give. At one
time, I even stopped for six months because I felt that it was totally inappropriate of me to feed on that,
while they are the ones suffering from an illness”.
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One volunteer concluded that what is important is to “not use that to feel better oneself” and to
continually question one’s motivations.

2.1.2. More or less complicated relationships with health personnel

Working as a volunteer with palliative care professionals entails building relationships, from
simple juxtapositions between the care team and volunteers to true collaboration, depending
on what roles the latter are given. In some PCUs, volunteers move around according to requests
from personnel, after having been introduced to patients. They play a welcoming and monitor-
ing role and are invited to staff meetings to share their knowledge and are offered training and
support sessions. Whether relationships are close or distant, all those interviewed nevertheless
repeated the leitmotif that “they are there to be there”, “to listen” and have a “common commitment”
with caregivers, not as a substitute for them but to assist them. Some then adopted a clear-cut
position between what is their responsibility (“welcome people at admissions, ensure a presence with
solitary patients, give support to families...”) and what is not (“make beds, put patients into armchairs,
give them bedpans...”). When patient or family requests are considered outside their responsibil-
ity, they tell them they “don’t know how to or cannot” respond; they then relay the request to the
appropriate person. This position of intermediary is also adopted according to how they feel
about a situation: for example, when they see particular suffering in a patient, notice unusual
behavior of a relative or observe a family with a problem needing to be solved.

The relationships volunteers have with caregivers in curative care departments are more com-
plex than with teams in palliative care and also involve an initial task of persuasion. The
narratives reveal two patterns depending on the practices of the department in collaborat-
ing with volunteer associations: (1) In the first pattern, volunteers consider themselves well
integrated with relatively easy access to rooms, since their role is defined and legitimated by
the departmental project. The PCST indicates what patients are to be visited (after informing
patients and caregivers concerned), then volunteers go to them after having received some
information and checked by the nursing station. Sometimes, caregivers in these departments
indicate patients directly to them, independently of the PCST, but volunteers say that in these
cases, they have little information available, not even knowing if the PCST has already been
by. (2) In the second pattern, access of volunteers to rooms is described as difficult. The “first
reaction” of caregivers is one of incomprehension (“Don’t go in there; he is at the end of life”).
“Not being able to impose their participation” (even when there was a prior contract with the
department or even if they were sent by the PCST) generates a feeling of “transparency”® and
of “frustration”. Regretting that too few patients benefit from their presence, they confided
that they sometimes take (“a step to one side [in relation to their code of ethics] for the good of
all”) by going into some rooms anyway using certain tricks (by “using relationships already
established in the departments” or by “sneaking around”). In the face of this resistance by caregiv-
ers—which gives them the “impression of walking on eggshells” and echoes later statements by
some caregivers—they blame external factors such as the “apprehension” the caregivers have
of them, the compartmentalization of departments or even the strategy of certain units “to
avoid asking for outside help in order to defend their jobs in a difficult financial context”, thus begging

°A feeling of being invisible and useless.
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the question of whether caregivers may simply be motivated to protect patients. To overcome
this resistance, they work to make themselves better known by the departments, through
awareness campaigns on volunteering, for example. In this framework, some volunteers con-
fided in their inability to get the PCST to intercede on behalf of patients that they think are in
need, with mobile teams meeting the same resistance. They then underlined the influence of
departmental heads and nurse supervisors in properly integrating both the PCSTs and them-
selves, that is to say, integrating external actors.

2.1.3. Occasionally awkward situations with patients and families

The desire of volunteers to give patients and their families “a space for expressing them-
selves” is based on the assumption they “need compassion” and that listening to them can
“do them a world of good”. Although apparently simple, this position exposes them to awk-
ward situations, sown with paradoxical injunctions, and requires them to constantly watch
what they say. Thus, if they introduce themselves at the outset as volunteers, they must
also be vigilant to “never pronounce the name of [their] association” (which may “hurt, chock
and inhibit people”). While they are alert to “the slightest desires” of patients, they avoid
“questioning them” about things considered sensitive (their family situation, their religious
beliefs...). If they wish to give them their support, they are also careful to “remain discreet”
even when patients and families use them as “buffers” or “ventilate” with regard to caregiv-
ers. They can, however, fluctuate between intrusiveness and avoidance in three cases: (1)
when a patient confesses to not taking medication and they hesitate between respecting
this “secret” and passing it on to caregivers; (2) when a family refuses to let volunteers
visit their family member, which sometimes leads them to meet that family to explain their
approach; (3) when they ensure a “silent presence” beside the patient in a coma and their
mission consists precisely in doing nothing. The following excerpt illustrates the tensions
they experience at these times:

“I had a very difficult accompaniment [...]. It was a man I had already accompanied, and he was in a
coma. [...] I placed a finger on his arm and said to him: ‘you see, don’t be afraid, it’s me, it's FIRST
NAME, a volunteer, I'm going to spend some time with you.” I reassured and calmed him. [...] I stayed
a very long time next to him. I knew he was very much alone, that he was afraid to die, he had said so.
And so I said to myself, ‘I'm going to stay next to him’. But staying silent and respectful for more than
20 minutes is very difficult because you can’t think about your evening dinner. Because thoughts wan-
der about. So at most, you can look at the painting in the room... but not look to see what the weather
is like outside. I have to look at the person to really stay with him. [...] And if you look at him, you're
obliged to notice certain things, but I tell myself: ‘I'm being impolite. Would he like for me to look at
him so that I see the inside of his mouth, would this man like that?” [...] And after a time, I tell myself:
‘It would be better if I left, because I don’t think I'm being appropriate.”

Faced with these dilemmas, some volunteers emphasized the necessity of knowing how “to
protect oneself’ by avoiding becoming “too attached to people [or ] personally investing too much”,
and they reformulated various facets of their “guilt”: being “powerless” to relieve some kinds
of suffering, involuntarily lacking respect for patients, learning about a death immediately
after having left a room, or receiving more than giving. Nevertheless, these considerations
do not call into question the content of their missions, which remain strongly in the “Being”.
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2.1.4. A significant marshaling of resources

If a volunteer dismisses the idea of evaluating her presence through a tautology (“One shouldn’t
think about that, but act as a volunteer should. What use is it to know that 90% of people are highly
satisfied?”), others say on the contrary, “they always have [this question] on their minds”. They
then marshal institutional and personal resources in order to improve their performance.

Institutional resources enable training for accompaniment and reduce deviant behaviors
through a rigorous selection of candidates, the obligation to belong to an association, to take
occasionally intensive training, and to attend regular meetings supervised by coordinators.
“It's a real uphill battle to become a volunteer and to stay one!” noted one of them. Some train-
ing courses (on how to listen or to manage stress in particular) were described as valuable
resources. They take the form of “simulations”, “role playing”, or of “mimes”. They teach them
to “reformulate what people say by acting as their mirror” and “to not haul out their own emotions,
which would be visible and prevent them being totally present with the person they are with, for the
time they are there”. While the objective is to protect caregivers, patients, and families from
inappropriate attitudes while shielding volunteers from overinvesting, the result is visible
in the homogeneity of the narratives recorded and their correspondence with transmitted
norms, without reference to their margin of autonomy.

Personal resources are intellectual and emotional in nature. According to some, they become
intertwined and refined with “experience”. Even if “situations frequently speak for themselves”
(“often eloquent” expressions), “tools” help the volunteers adjust the content of their presence:
these include the “observation” of peoples’ behavior when the volunteers arrive, the “interpre-
tation” of the signals sent, the “intuition” of what should be done or said, their “feeling” about
the quality of encounters, in a word, “perceptiveness” or “listening to oneself’. The principle is
always the same: “conduct yourself according to the persons and the situations”, while bearing
in mind how “to define oneself as an accompanying volunteer”. One person explained that this
implies “being clear about oneself and one’s own past”. Some help themselves by taking personal
“notes” after each encounter to use as a reminder and to provide guidance concerning the
proper attitude to take both with regard to patients and to themselves. Others rely on subtle
signs: a patient who “says it was nice of them to come”, a family that “demonstrates friendliness”,
and caregivers who say they “are pleased with what the volunteers contribute”. One interviewee
thus felt that “feedback from caregivers [is] a more reliable indicator” for judging the soundness of
their activities than expressions by patients and families since it was a reflection of the quality
of “collaborative partnerships” with caregivers, and “it’s not just because a patient was aggressive
that a visit was not important”. In doing this, she shifts the purpose of volunteer activity toward
the caregivers (what is important is that the departments are satisfied).

2.2. The viewpoint of patients and families: a very clear-cut narrative

In contrast to the rather formal and uniform narratives of volunteers, comments by patients
and families proved pragmatic and diversified, ranging from praise to disapproval, together
with indifference and mistrust. Four groups with differing opinions, independent of the age
or sex of the interviewees, stand out: positive, distant, mistrustful, and hostile.
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2.2.1. “Volunteers: charming and devoted people”

A first group of patients and families emphasized, sometimes strongly, the relationship quali-
ties of volunteers encountered in the PCU. While the word “kindness” is often mentioned,
many terms also evoked volunteers’ positive attitudes (“friendly, charming, likeable, smiling,
present, helpful, devoted, considerate, good listeners, discreet, reassuring, big hearted, marvelous, fan-
tastic”). Some patients said they appreciated the fact volunteers came by to say hello with
“a handshake”, allowing them “to chat,” and sometimes took them on a tour of the hospital
grounds. “It’s a plus here, because I saw the sun again, I once more saw several people from outside,
and [ appreciated that” (a patient). These narratives highlight the importance to some patients
of being listened to and respected, needs that are often mentioned by volunteers and pallia-
tive care professionals. For their part, families welcomed the “idea [of volunteers] devoting some
time to others”, considering that “their approach [is or must be] beneficial” at several levels. For
example, they enable patients to “talk about things they like” and to “feel free”; give them “a help-
ing hand” such as dialing a telephone number; run the family day room of the PCU and give
out coffee there; furnish information; or serve as intermediaries with caregivers in order “not to
unnecessarily divert the personnel” from their work, added the father of a patient.

Whether they come from patients or from relatives acting as spokesperson and protector for
their ill family member, these narratives reveal two styles of expression, sometimes based on
personal experience, sometimes on abstract considerations. The former referred to concrete
experiences. “We talk with the volunteers about anything that exists in order to think of other things
a little, and it feels good”, and it positively underlined volunteers’” commitment:

“They devote themselves to us until 6 pm... Sometimes, I feel bad about that, and I say to myself ‘oh

1

my, those poor people’.” (a patient).

“They very kindly visited Mama, but they saw she was very well looked after. So, taking the burden off
volunteers is also a good idea.” (daughter of a patient).

Some families pointed out the “reassuring” side of this presence, which does what they them-
selves cannot do: ensure a permanent presence next to their relatives be a rampart against the
harshness of hospital life. This was expressed by three women:

“Volunteers reassure me because I know that my husband is not alone and these are people from outside
the medical milieu, they are people like you and me”.

“With them, I can leave with peace of mind, knowing that my son will not be abandoned”.

“Once, a lady came, my husband was asleep, and I wanted to make a telephone call, but I didn’t dare
leave him alone. She offered to stay with him while I was gone. And it worked out very well. He didn’t
realize it, and I was free from anxiety”.

These narratives based on experience reflect a contrasting attitude to the mistrust families
have concerning the hospital system, felt to be dehumanizing. This suggests that the need for
a presence next to patients, often mentioned by volunteers and partisans of palliative care,
originates as well in a need expressed by families worried about their ill relative.

The second narrative style is based on hypothetical scenarios—“I think that if I can’t walk any-
more, I'll ask volunteers to buy my morning newspaper” —or on impersonal considerations—“It’s
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valuable to have someone who can give you a hand” . This wording borrows much from comments
described above and from those of certain caregivers, since they refer to the dominant ideas
about volunteering, testifying to the permeability of representations on the subject. It also
points out the variety of “little favors” that volunteers can render in addition to their mission
of listening and being present, and the more general functions such as their role of third party
or informant. People using this style nevertheless proved not to be very talkative about any
personal experiences: “Yes, I met the volunteers, yes, yes, always lots of commitment”. And some
comments were ambiguous: “Theyre not really disagreeable”, “I'm not lucky because each time
they come, I have people here or I sleep some”. This vagueness suggests that some people accept a
volunteer’s visit, not because they wish to, but because they do not dare refuse or criticize it.

2.2.2. “It’s for isolated people or for afterwards!”

A second group of patients or families adhered to the same narrative concerning volunteers
but distanced it from their own experiences. While recognizing volunteers’ potential value,
they insisted on the fact their presence is “mainly helpful to others” (those who have few visits)
but not to themselves:

“For patients whose family lives far away or is absent or non-existent, I think that it can definitely be
positive; for now, I am happy to have exchanged a few words with people who go by, but...” (a patient).

“Volunteers are very helpful in other people’s rooms, because you have people here who don’t have any
family...” (the daughter of a patient).

These narratives, usually succinct as concerns volunteering, show on the one hand that some
people do not have a need themselves for this presence, which they do not wish to experience,
and on the other hand that, according to them, volunteering activity should be first directed
toward isolated patients. Some reserved the possibility of changing their opinion depending
on the evolution of their situation, and put off that opportunity for later. “Perhaps someday 1'd
be very happy to see volunteer...”, one patient hinted.

2.2.3. A position of “mistrust”

A third group was indifferent to, mistrusted, or was even embarrassed by the presence of
volunteers. Not inclined to meet them, three patients spoke in unequivocal terms:

“It doesn’t upset me that they come by to see me, but it wouldn’t bother me if there weren't any, you
see; I don't really want to talk”.

“Personally, that doesn’t interest me much. The person comes in at any time of the day, and you have
to initiate a topic and then keep up the conversation... It's not my thing”.

“I don’t think I need volunteers. First, because I have difficulty speaking so I don’t want to talk. And
then, what is it I have to listen to? Their personal history. It's not worth it”.

Their reticence is associated with discomfort, something rarely mentioned by volunteers
interviewed, even though some caregivers allude to it. This is discomfort at having to accept
that people who are not part of the personnel come into their room, often without warning,
having to spend time with these people who “have doubtless personally experienced the death of
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a family member”, having to talk with them, even when they do not wish to or have the ability
to do so... Volunteers’ motivations seem to them a priori suspicious, which concurs with the
opinions of some of the caregivers in curative care facilities. They even speculated about the
impetus behind the volunteer commitment and the safeguards to be put in place, like this
patient who worried “that volunteers commit some faux pas” that can be harmful to patients, and
he raised the question of their supervision: “I don’t know how it happens [he said] but with some...
It could have the opposite effect of what is intended, for sure”.

Some families took a similar position. Emphasizing that volunteers should not impose their
presence on untalkative patients, they identified with their relatives:

“I'm a little like my mother, I don’t really want to talk... I don't really like to describe my life... and
besides, it’s so personal and so difficult, what we're going through now, that we don’t necessarily want
to open up to strangers.”

Families then put forward their knowledge of their family member’s character (“My father really
doesn’t want to see volunteers, he’s very unsociable and doesn't like to be bothered or have someone come
and ask him questions”) or of their preference for getting by without help (“My mother is someone
who has always taken care of herself. So, I don’t think she wants to see volunteers”). For these families,
as spokespersons for their relatives, this volunteer presence is secondary, because the essential
in their eyes is clinical in nature: “What’s important in a hospital, it’s doctors, nurses. Then, the
rest...” (daughter of a patient). A wife stood out here by justifying her mistrust through fear
that volunteers prove to be too talkative, due to the fact they have doubtless suffered grief:

“I don’t know if volunteers are like that, but people who have lost a loved one, often tell you too many
things. Me, I'm not ready to open the doors. There are things I don’t want to know, so....”

2.2.4. "A fairly revolting presence”

Finally, a few persons were conspicuous by their caustic remarks, considering this presence as
“fairly revolting” . For one patient, it is “the black mark, the big problem” because of their “system-
atic infantilizing and disagreeable body language of pity”, their “manner of more or less forcing them-
selves into the rooms” and their “way of putting patients in a position of inferiority”. She described
her impressions at length:

“They're sort of into ‘oh, my poor lady, how are you?’[...] They touch you without asking whether you
want to be touched. [...] I've even had some take my foot, like for a child, and try to tickle me. [...] The
problem is that I left my door open because I'm claustrophobic, so they took that as an invitation. When
they came in and I didn’t want it, I would say to them: ‘what can I do for you?’. It was a sort of joke that
should have made them understand I was not interested. And some answered: ‘OK, it's you who wants
to do something for us?” So, they practically forced me into the position of being sick, of being the poor
person that must be helped at all costs”.

According to her, they are pursuing “a kind of dangerous quest for good deed, that is harmful
and nonconstructive”, which brings her to question the attitude of “Being” without “Doing”:

“What good is it to visit someone who didn’t ask for it, bringing your pity with you, when the person
doesn’t need it? Volunteering is not a state, but a dynamic process: they need to come with an active
approach, like the clowns who go see the children to amuse them, for example. They need to come with
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a project and concrete proposals such as activities or some entertainment for example, but not wander
from room to room, hoping that at the right moment, the person will want to have their hand patted or
be served a cup of coffee”.

This rejection of the essence of volunteering based on the gift of presence (“being there to be
there”) is here aligned with a strongly rejected notion of “pity”. It is prompted by a lack of
“dynamics” where volunteers apparently make a choice beforehand of a territory and mode
of intervention. This last excerpt in particular identifies the unintentional annoyance that vol-
unteering can carry with it in palliative care in France. Beyond considerations of the best posi-
tion to adopt as an accompanying volunteer of the end of life (give/receive, complementarity/
substitution), it is the question of what content to give to volunteering between “Being” and
“Doing” that is at issue here, and with it, one part of the model of French palliative care. We
will discuss this at greater length (see Section 3.2.2).

2.3. The viewpoint of health personnel: contrasting opinions

Narratives recorded among caregivers in palliative care (PCU or PCST) and in curative ser-
vices are characterized by profound differences depending on the professional setting of
those that express them and their concept of end of life care. Indeed, the former, coming from
a palliative care milieu, favor volunteering for the most part, while the latter, from outside,
are more distant.

2.3.1. Often-convinced palliative care professionals

The perspective of palliative care professionals on volunteers was predominately favorable,
especially in PCUs where a positive, even indispensable, place is accorded to them from the
outset. The help volunteers provide them, especially if there is a lack of personnel, was thus
evoked with qualifiers such as “full members” of the team, “intermediaries” between patients
and caregivers, or “valuable assistants” in multiple domains. These include greeting and
installing patients in their room, offering a presence and an ear to isolated patients, watching
over agitated persons, responding “to people’s need for conversation”, “being there” symbolically
during dying and transfer of the body, participating in religious rites (if the family asks for
this), accompanying mourners to the funeral parlor, ensuring follow-up of grieving (in sup-
port groups led jointly by psychologists or in the home), or managing “solidarity funds”. Their
ability to communicate important information to teams was also underlined: observing that
“families talk more freely to volunteers than to themselves” (because of their “friendly, attentive and
available” qualities, and the absence of “a white coat” one caregiver adds), some teams invite
them to their unit meetings to give their perspective and help them “refocus” follow-up care.
Sometimes the transmission notebook used for communication between volunteers may be
consulted by the caregivers, referral contacts are assigned to them, they are given specific
training (in addition to that of their association), and occasional or regular meetings are orga-
nized between caregivers and volunteers. While this organization of collective care activity
accords volunteers a special place and is a reflection of their positive integration in the units,
it raises the question of the blurred and shifting boundary between work and volunteering,
mentioned in the case of other countries (see Section 1.2.2).
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Contrary to caregivers working in PCUs, those in PCSTs do not have their own space for
carrying out their activity. Indeed, they move about, following requests from curative ser-
vices to provide their skills and are thus subject to the rules in these services, including those
concerning recourse to volunteer work. This makes their working conditions insecure and
uncertain. Some interviewees regretted that this work organization limits a volunteer pres-
ence considered useful for some patients. One caregiver described the effects of a lack of
workspace for her PCST, limiting opportunities to meet volunteers: “We would like to work more
with volunteers, but where could we locate a volunteer center when already the psychologists don’t
have a place for seeing a patient that isn’t hospitalized?” While they share the same model as their
PCU colleagues, PCST caregivers have to adjust to a work setting that is less receptive and
that requires them to be accepted there before negotiating a place for volunteers. The latter
would often be “unwelcome” in the units, even if they “try to introduce themselves to explain what
they do” and even when the PCST considers their visit would help certain patients. “The real
problem is that, in the hospital, everyone defends his or her territory, and you'd better not tread on it”
[said a PCST caregiver]. In the departmentalized context of typical services, according to this
person, volunteers are seen as trespassers, who are all the less legitimate to intervene because
they are at once nonprofessionals, outside the medical milieu, and concerned with the end of
life. Therefore, PCST personnel must be vigilant in their use of volunteers to avoid a situation
where their own services may no longer be requested by certain caregivers.

2.3.2. The rare but critical discourse of palliative care physicians

Unfavorable remarks on volunteering, and thus less expected, were voiced by two physi-
cians rather reluctant to support the place of volunteers in the palliative approach. One was
a supervisor of a PCU and one a supervisor of a PCST. Critical of current practices in pallia-
tive care, their reflections launched a heated debate and echoed to negative remarks made by
certain patients and families.

While the first denounced an “over-accompaniment” of patients in PCUs and voiced doubts as to
the place to be accorded volunteers, the second “wondered” about all forms of volunteering from
the moment they are practiced in a hospital. According to him, too many people already gravi-
tate around the patient, it is not proper that “non caregivers know things about patients, sometimes
without their knowledge” and “even if people are free to refuse to see them, they don’t always do so for fear
of the consequences”. The volunteers’ motivations also seemed ambiguous to him: “I even seem to
have seen some volunteers who came here because they also felt the need to talk to someone”. He, there-
fore, said he was “skeptical as to the respect for professional confidentiality, to which they are theoreti-
cally bound”, “conflicted” as to “the place they should be given,” and finally, “reticent” to collaborate
with them in his PCST, “except for people who have no family members”. Noting that some curative
care services had “walls” that were difficult to get past for people outside the service (volunteers
or members of mobile teams), he has decided to let volunteers “manage by themselves” in getting
in and accessing rooms, solving the problem of the double constraint mentioned earlier.

“I told volunteers: I can’t get into that, you have to go see the supervisors or the physicians, discuss
what you do, the agreement made with the hospital, your limits, confidentiality, and see if they agree
that you can intervene.”
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2.3.3. Often-mistrustful caregivers in curative care services

While caregivers from PCUs and PCSTs described numerous details of their relationship with
volunteers, those from curative care departments often had little to say on the subject. This
was perhaps due to shorter interviews because of a lack of personnel (the interview then
concentrated on their work with patients at the end of life); it was because they said they
already had all the necessary resources: “We have the PCST and a psychologist in the service” or
because they did not know “how things worked with volunteers”; or it was because, as a matter of
principle, they did not think volunteers had a place among patients in a palliative stage, and
they thus avoided directing them to the patients. “I often hesitate to do it [...]. So if they really
want to go there, they go. But I tell them, because I don’t think they necessarily have the training for
it. It’s delicate...” (a nurse supervisor). The reticence of caregivers can doubtless also be partly
explained by the very medicalized, hierarchical, and bureaucratic functioning of many ser-
vices, where the professional aspect dominates the nonprofessional, and the technical aspect
takes precedence over the relational.

Only one caregiver stated, briefly but explicitly, that the presence of volunteers was “a plus”
for the patients and for their families. Her position of openness breaks with the caricatural
image that opposes a curative care milieu—rebelling against accompanying volunteers—to
one favorable to palliative care and thus paves the way for genuine collaboration in acute
care units.

3. Discussion: redefine the stakes of volunteering in palliative care in
France

Two central themes for discussion can be highlighted. The first examines the weak over-
lapping of comments, representations, and experiences reported by the different actors we
interviewed: these differences in discourse relate both to work settings that are more or less
favorable to this type of voluntary service and to more or less high expectations concerning
volunteers. The second theme concerns perspectives for the development of volunteering in
palliative care in France and reexamines the concept of “being there”.

3.1. Expectations and work settings more or less suitable for volunteer service

The narratives studied show that there are strong differences in the perception—and there-
fore in the acceptance—of the presence of volunteers, depending on whether the caregiv-
ers work in a palliative or in curative care setting. This is a reflection of two dominant and
opposing conceptions of care: one palliative, endowed primarily with human resources and
centered on relieving symptoms; the other curative, sometimes very technical and focused
on cure [48]. In the first case, volunteers are often considered full members of the care team;
in the second case, they are sometimes mistrusted by caregivers, even though the two posi-
tions—somewhat overstated here—need to be tempered depending on the sites and people
interviewed, as we noted above.
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3.1.1. Palliative care volunteers in PCUs

There are numerous similarities between France and the countries described above in Section 1.2
of this chapter concerning the meaning volunteers give to their action and the place assigned
to them by PCUs. According to statements shared by volunteers and the majority of palliative
care professionals interviewed, offering one’s time is synonymous with “citizen commitment
well beyond the world of health”, as noted by R. Aubry, coordinator of the national Program
for the development of palliative care 2008-2012 at the Ministry of Health and President of
the End-of-Life Observatory [50]. According to the narrative common to most of the volun-
teers and caregivers interviewed, the time that is offered enables giving support to patients
(even if the curative treatments have become ineffective) and brings a “breath of fresh air from
the outside”, to use the expression of Ferreira [24]. Because of the common values held by
the people interviewed, collaboration between caregivers and volunteers is satisfying in most
cases. But as the sociologist M. Castra has noted, good integration of volunteers into palliative
care facilities may also be explained by the fact that “the PCU personnel quickly understood
the advantages to be had by a volunteer presence for their own work comfort”, especially
at times of heightened activity [1]. Henceforth, and even if volunteering is by definition an
unpaid activity, it can sometimes resemble work—for free—resembling in several ways the
professional world. This is translated concretely into an expansion of the division of work in
peripheral activities, with the more or less formal delegation of caregivers’ relationship tasks
to volunteers (settling incoming patients into their rooms, informing, being a presence, atten-
tive listening, watching over agitated patients...). In this context, some interviews suggested
the idea of a relative professionalization of volunteering in palliative care, an idea all the more
compelling in that several interviewees underscored the criteria for selection, training, and
strict monitoring (even quasi managerial) that govern them. These elements carry the risk of a
political instrumentalization of volunteering in order to make up for the financial shortfalls of
care facilities and to thus attempt to compensate for the crisis of the Welfare State. This is remi-
niscent of fears expressed by association leaders in other countries [16]; that of the potential
breakdown of the boundaries between employment and volunteering, fears that in fact exist in
a diversity of contexts other than that of palliative care and health [37].

If the risk of boundaries breaking down exists, it should nevertheless be put into perspective
by the uniqueness of the object of this accompaniment— the end of life—but also by all the pre-
ventive measures taken by French volunteer associations to restrict the activity of their teams
as much as possible to the strict accompaniment of patients and their family (listening, pres-
ence, limited small favors). Consequently, the people interviewed rejected the idea of work on
the cheap as much as that of the professionalization of their activity. They considered that this
political and “too categorical” way of reasoning “confined them to techniques that create barri-
ers” between them and those they come to help, and they then evoked a basic principle—that of
their complementarity with the caregivers. They also rejected the idea of an instrumentalization
of their action by care facilities in order to reduce costs. They justified the many rules to which
they are subjected by citing the concern of the associations to train them to adopt the proper
attitudes and to “protect” them from risks of overinvestment. These rules—from the world
of salaried employment—thus appear to be mainly “safeguards” destined on the one hand to
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select “people with sufficient moral qualities” to visit patients at the end of life, and on the other,
to “integrate this lay work into a hospital setting”, itself highly regulated and hierarchical, as
noted by some French authors [1, 43]. The transfer of skills to volunteers would therefore reflect
more a “rite of institutionalization” than a professionalization, which again, is not specific to the
volunteering we studied, but to all volunteering, from the moment, there is a close relationship
between volunteers and those they help [37].

Beyond these considerations, the literature shows that being a volunteer in a PCU or in a hos-
pice is not devoid of stressors, which pose important training challenges to volunteer asso-
ciations, notably in teaching how to manage one’s emotions. Sources of stress may include
occasionally ambiguous roles in relation to caregivers and other personnel, unclear status, at
times difficult relationships with patients, families, or caregivers, personal problems that can
sometimes disrupt the life of volunteers... [39]. Several volunteers in our study thus men-
tioned several sources of stress: the guilt they felt from time to time at the idea of receiving
from patients more than they give them; their regular questioning of their commitment and
of their true motivations; their efforts to not deviate from a “position of listening and being
present” to one of doing tasks that would be the responsibility of professionals; the awkward
situations they can find themselves in (such as a silent presence at the side of someone in a
coma); and the whole battery of institutional and personal resources they constantly mobilize.
In fact, some palliative care teams today have difficulty in retaining their volunteers [2], and
France is no exception. Even though this topic was not addressed as such in our interviews
and would thus merit further investigation, it does indeed emerge implicitly in some narra-
tives, such as that of the woman who, although highly dedicated, admitted having suspended
her volunteer activities for 6 months because she felt so uncomfortable in certain situations.
To limit pressures, some authors emphasize the importance on the one hand of avoiding
“unrealistic expectations” that may come from caregivers, patients, or families (through bet-
ter information on staying within the limits) [16], and on the other hand, the need to reward
volunteers more for the social bond they try to re-establish between the patient and society,
following the example of what is observed in the world of work [2, 51-54]. Nevertheless, it has
been observed that all the volunteers interviewed spoke with enthusiasm about their work
alongside caregivers, a result found in other studies, and that some authors explain by the
strategies that volunteers use more or less consciously in adapting to stressing situations [39,
41]. According to some research, these coping strategies, in association with proper supervi-
sion of volunteers by their association, diminish their feeling of burn out and malaise, to the
point they do not always view their activities as stressful in spite of the various tensions iden-
tified [39, 40]. It thus appears that the goodwill with which the volunteers studied fulfill as
best they can the missions given them constitutes in itself an important resource for the PCUs
as well as for hospices, as Watts also observes for the United Kingdom [2].

3.1.2. Palliative care volunteers in PCSTs and in traditional care facilities

As we noted in the introduction (see Section 1.1), France made the original choice of devel-
oping institutionalized palliative care, not in large facilities dedicated solely to people need-
ing this care, but directly in hospital departments, where the vast majority of deaths occur.
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This was done initially and over a period of 15 years by the creation of palliative care teams
(PCUs and PCSTs), considered as expert at improving end-of-life conditions in the hospital.
In a second phase since 2004, the “palliative culture” was disseminated among all hospital
caregivers frequently faced with the death of their patients [13-15]. Compared with the origi-
nal model for hospices and what can be observed in many countries, this new direction can
be explained by both the concern of French policies to ensure that patients could be cared
for in the facility where they were usually hospitalized —and thus by the same caregivers as
those that had taken care of them since their first symptoms—and by the critical necessity of
rationalizing expenses.

Although the issue of integrating volunteers into PCUs and hospices is well documented,
there is still little data on the participation of these lay actors in acute care services, as some
authors have recently emphasized [55, 56]. In this respect, this research provides some infor-
mation, at least for France. First, while these volunteers used the same terms as those attached
to a PCU in talking about their commitment and their missions’ (attesting to a close proximity
between them), on the other hand, they described their access to patient rooms as much more
difficult in curative care facilities than in PCUs. This is similar to other research. Thus, a study
carried out among Jalmalv® associations shows that their volunteers “are not yet quite at home
in the place they are committed to”, and that their action resembles more a “juxtaposition of
teams” than a “true collaboration” with unit caregivers [45], because of “misunderstandings
and presuppositions” (more than from “frank opposition”) [43]. In curative facilities, these
situations revive unresolved tensions concerning the proper moment to change from curative
to palliative care [57]. This requires volunteers to work in an uncertain environment and con-
stantly exposes them to feelings of invisibility, of uselessness and frustration, also observed
by Finkel [58]. According to some, these difficulties can be explained by a “poor understand-
ing in the facilities of [not only] the notion of palliative care, [but also] of the indispensable
help given by volunteers” [43], bearing in mind —as other authors note—that “it takes very
little to call into question the [always fragile] cohabitation between caregivers and volunteers”
[59]. Some associations attempt to get past this resistance by organizing campaigns to raise
awareness of volunteering in order to become better known to caregivers in their hospital
[60] and by working to set up “partnership collaborations” with traditional departments [61].
They thus have to think ahead of time about “the optimal placement” of their teams [43] and
then actively defend their position, as emphasized by Delaloye in the context of Swiss hospi-
tals as well [56]. However, this is not specific to volunteering in palliative care. The functions
of caregiver and volunteer (regardless of what they are) “are in fact sources of misunder-
standing [and] conflicts” for several reasons: misunderstanding of volunteering on the part
of care professionals, competition around care activities, frequent lack of recognition of each
one’s role, the infrequency of shared projects, and the ever-increasing turnover in personnel
[46]. Some authors also mention the risk of a lack of continuity of volunteer presence in acute
care services, and the necessity for their associations to “invent new functions”, even if it is
necessary to “reassess our goals” [46]. Conversely, some volunteers, better integrated into the

7Listening to and giving support to patients and their families, human solidarity, the gift of presence...
Jalmalv (“Jusqu’a la mort, accompagner la vie”, “Until death, accompany life”): one of the main French associations of
palliative care volunteers.
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facilities, mention with regret their inability to get the PCST involved with patients who they
think are in need, as these cross-disciplinary teams encounter the same obstacles to interven-
ing as they themselves do [48].

Although work conditions for volunteers in traditional care units are more difficult than in
PCUs, the volunteers interviewed were, however, less pessimistic than these authors on the
development of their activity. They reported largely satisfactory conditions of collaboration
with some acute care units that were more aware of and open to palliative care and vol-
unteering than others were. Some interviewees thus emphasized the influence of heads of
departments and supervisory nurses in their proper integration, with the mobilization of all
personnel proving to be essential as well, as also stated by Verchere [62]. French publica-
tions describe other successful experiments at integrating volunteers outside of PCUs [63-65].
These experiments are doubtless destined to multiply the given political will to disseminate
the palliative culture in all facilities that are frequently confronted with the death of their
patients. According to Bird —who is interested in volunteer accompaniment in English acute
care hospitals —volunteers trained in palliative care, through their careful listening and sup-
port, make a substantial contribution alongside caregivers in better responding to the needs
of people at the end of life and their families: “when medicine can do no more, a smile, a
touch and a friend are the best prescription —this is what our volunteers have in abundance”,
she argues [55]. She emphasizes that training programs set up for that purpose are necessary
but not sufficient. To be effective, they should be accompanied by both regular support from
recruited volunteers and communication activities to make them better known by facilities
that are potentially interested. Another direction mentioned simultaneously by American [66]
and Canadian [67] authors consists in raising the awareness of future physicians about issues
linked to the end of life by proposing they spend several hours as a volunteer in a hospice
during their first year of study. This work shows that the students who followed these pro-
grams— pilot programs for now —acquired very positive experience for themselves and for
their future profession, whether in reducing fear in the face of death, in encouraging their
personal reflections, or in learning to better communicate with patients and families.

3.2. Between “Being” and “Doing”: should volunteer service in palliative care be
re-examined?

The above results lead us to a reexamination of the place and role—between “Being” and
“Doing” —of volunteers in French palliative care and to suggest some avenues of reflection in
order to strengthen its development and ensure its sustainability.

3.2.1. “Being there”

The comparison of narratives between volunteers, caregivers, patients, and families in France
shows the extent to which volunteering in palliative care is conceptually integrated into
“Being”, as the President of Jalmalv also points out [10]. Presence and listening are at the heart
of the system, with a clear emphasis on not substituting for caregivers and of discretion con-
cerning patients and their families. As in the Swiss model, volunteers in French palliative care
say they are engaged in a relationship with the other, based on not abandoning vulnerable
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people and on a civil society determined to care for its members [34]. These social skills (“savoir-
étre”), sometimes referred to as an “art” due to the multiple “adjustments” involved [68] are
appreciated by some patients and families interviewed and by most palliative care profession-
als, especially when there is a need to go to the bedside of isolated people or play a welcoming
or monitoring role. These results reinforce what is already known, as well as the fact that volun-
teers studied gain benefits from their ethical commitment [1, 12, 21]. But they also reveal several
new elements: the intentional absence of volunteers in two palliative care teams interviewed,
which is contrary to the prevailing view that “a care facility cannot be palliative if it has not
integrated volunteers into its multidisciplinary team” [12]; the reluctance of some caregivers in
curative facilities to co-operate with them as a matter of precaution; the numerous efforts of the
associations to make their missions known to the acute care staff and thus, to gain access to the
rooms of more patients; a mixed or even hostile perception by certain patients and families of
this type of volunteering; or the discomfort, often kept quiet, of some volunteers in certain situ-
ations (guilt in receiving more than they give, difficult presence with some patients in a coma,
use of tricks to access certain rooms in curative care facilities ...).

The concept of “being there”, used by many voluntary associations, is a central notion in
several countries, a “precious thing” which consists of “creating value through encounters”
[69]. This concept is especially appropriate for French palliative care volunteers, whose recur-
ring position, strongly voiced by their associations, is “to be there” just “to be there” through
solidarity. This relationship skill, which rests primarily on presence and active listening, is an
integral part of the basic training for people wishing to become volunteers in palliative care,
and of continuing education for those who already are. As emphasized by the French associa-
tion “Accompaniment in Palliative Care” (ASP) in its training pamphlets, “listening is the tool
par excellence of the volunteer”. It is what enables them to be truly there, for the time they are
there, with the person for whom they are there, and is what shapes them. However, if “learn-
ing to listen” is a major challenge for a good accompanying volunteer, other aptitudes are also
needed. In France, as elsewhere, these volunteers must therefore participate in several other
forms of training in order to fulfill and experience their missions to the fullest. For example,
they must learn to manage their emotions—become “hardened” regardless of the empathy
they may feel for some patients—and to not go beyond the limits of activity set by their asso-
ciations [2]. Some studies also note that one of the important challenges faced by these social
skills today is to improve taking cultural differences into account, due to the considerable
diversification of the patient population in hospices and PCUs’ [2, 70, 71]. Indeed, these stud-
ies find gaps concerning cultural competencies among volunteers in place and thus an urgent
need for remediation. In particular, it is necessary for these actors to learn to “be there” for all
people, regardless of their ethnic origin, language, religion, or beliefs, and to offer each one,
without discrimination, an appropriate accompaniment. According to Jovanovic, improving
this type of skill is “vital, crucial, and imperative” in reducing the social exclusion of some
patients [70]. She, therefore, makes several recommendations to achieve this, such as online
access for volunteers to certain downloadable documentary resources or the creation of an
interactive web site [71]. Although these publications concern the United Kingdom (Watts)

9Depending on the country: Muslims, Asians, Africans Hindus, Filipinos, East Europeans...
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and Canada (Jovanovic), they can be completely superimposed on the French situation,
where the same problems are to be found or soon will be, in a context where social skills are
greatly needed.

3.2.2. "Doing”: a pretext for “Being”. Toward a more active volunteering in palliative care?

The position of French volunteers in palliative care, exclusively in the “Being” camp rather than
the “Doing” camp, constitutes a source of “pride” for some association leaders [10]. However,
it may also constitute a significant obstacle to the development of this activity in France, given
the resistance to making a place for volunteers expressed by some health personnel, patients
and families in our study. Indeed, in spite of strong institutional recognition, these types of
voluntary associations paradoxically suffer today from a “structural fragility”. There are “a
limited number” of contracts in the field, recruitment as well as fidelity of their members is
becoming problematic, the integration of volunteers into facilities is proving “laborious,” and
volunteering appears to be “disappearing from the preoccupations” of palliative care teams
themselves [10], a problem calling for urgent reflection. Our review of the literature shows
in particular that there is one important difference between France and most of the other
countries studied. In France, palliative care volunteers focus on attentive listening, support
and little favors (thus reducing their role strictly to “accompaniment”), whereas elsewhere,
“accompanying volunteers” are, but a small group among all active palliative care volunteers.
The latter carry out a multitude of quasi-professional tasks (receptionists, secretaries, drivers;
reflexologists, fundraisers...), as we have seen in Section 1.2.2 [2, 16, 32, 42, 43]. They can be
present with hospitalized patients, as well as with those in day care or in home care, sometimes
even offering their professional skills in a wide range of activities (supplementary therapists,
hairdressers, spiritual care workers, qualified nurses, doctors...) [72]. In some places, their
contribution may be especially beneficial to patients, families, and caregivers alike. This is
notably the case in the United Kingdom in pediatric palliative care facilities, where volunteers
provide a number of different services, such as organizing recreational activities for hospital-
ized children and their siblings, playing the role of schoolteachers, providing supplementary
therapies, giving support to parents, and managing the families” homes [73]. As emphasized
by Sévigny for Quebec [16] and Gérardy for Belgium [35], the “Doing” of volunteers (and
not only those in palliative care) is often a pretext for “Being”, an excuse to more easily initi-
ate contact with patients and families. More than the task or small favor (“Doing”), what is
important above all is the creation of relationships (“Being”). “Doing” provides the possibility
to create relationships that would otherwise never have existed to generate an atmosphere of
confidence and to keep an expert eye on changes in behavior in case they need communicating
to caregivers. In this sense, “Doing” is not necessarily the goal to attain, but the means chosen
to better give support to those that need it through the presence being offered.

By improving care without raising costs, this type of action doubtless has a strong develop-
ment potential for volunteering in palliative care, and can be transferred —at least in theory —
to France. Indeed, the literature review and the interviews carried out reveal several avenues
for the growth of volunteering in French palliative care. Examples would be of volunteers
entering patients’ rooms with “concrete proposals” (loaning books or CDs, distributing
snacks at various times of the day, doing small errands, organizing entertainment, helping
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patients move around inside and/or outside the hospital...). That would give them pretexts
considered by some interviewees as more “acceptable” than just “wandering from room to room,
hoping that at the right moment, the person will want to have their hand patted or be served a cup of
coffee” (quoting the disapproving comments of one of the patients encountered). But in return,
this implies an extension of their activity to include “service”, similar to what is observed
in other countries studied. French experiments are moving toward more active volunteer-
ing, such as at La Maison de Gardanne, where volunteers are asked (in addition to just being
present) to help patients with their breakfast, to go from room to room proposing menus, to
help the cooks, or to organize outings [63]. However, such an expansion offends both politi-
cal (health authorities) and ideological (volunteer associations) sensibilities surrounding the
central principle of strict complementarity between professionals and volunteers and creates
the risk—considered omnipresent—of seeing this type of volunteering turned into a form
of work on the cheap. This probably explains why none of the volunteers interviewed men-
tioned the idea of expanding their mission to include more concrete activities, thus in a way
concealing tensions in the workplace and shunning the potential opportunities mentioned
above. We should note here that the restriction in France of volunteer action to a presence and
attentive listening constitutes a unique feature of volunteering in palliative care. In other care
settings, “Doing” is indeed considered as important as “Being”, in the name of the usefulness
and effectiveness of volunteer involvement. This is particularly the case for associations to
fight cancer, where volunteers are responsible for doing prevention, collecting funds, or help-
ing to personally redeploy patients [44].

4, Conclusion

While volunteers have a strong presence next to palliative care professionals, their activity
remains poorly understood, notably in France. This chapter draws on a literature review
and interviews with volunteers, caregivers, patients, and families. It discusses the place and
role of these actors and examines their perspectives for development in the French context.
Premised on generosity, volunteering is, in fact, a complex activity, sometimes controversial,
and often described as a “tough job”. On the one hand, it is clear that the apparent conceptual
consensus disseminated by the model of palliative care concerning the beneficial presence of
volunteers among hospitalized patients at the end of life becomes fragmented in the field into
a wide diversity of perceptions (related to the status of the actors involved, to their concept of
care as death approaches, and, where appropriate, to their work setting). On the other hand, it
appears that the dominant concept among volunteers interviewed, “being there to be there”,
leads to poorly recognized tensions, but which are capable of compromising the sustainabil-
ity of volunteering and its development in curative care facilities. This raises the question of
frameworks and resources needed to overcome resistance and to facilitate the desired dissem-
ination of the “palliative culture” among all health workers confronted with the end of life
[13-15]. More broadly, this study shows that the sometimes difficult acceptability of hospital
volunteers (and not only those in palliative care) by those persons they wish to help without a
prior request (in this case, patients hospitalized in palliative care) depends in part on the fact
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that, in France, care is and remains for many people “the exclusive domain of salaried health
personnel” [74] (even within the specific framework of palliative care units or teams). This
suggests that attitudes change more slowly than policies on this question.

In addition, this analysis highlights similarities and differences between volunteering in pal-
liative care in France and in several other countries. These differences, more or less marked,
are due to both palliative care policies carried out in these various countries and to cultural
elements that are more or less favorable to the presence of lay actors at the side of caregivers.
Depending on the country, this presence may manifest itself in a nearly exclusive attitude of
listening and kindness (as in France) or as a semi-professional position where volunteers are
responsible for carrying out a multitude of tasks (as in the United States, Canada, and the
United Kingdom). While these two positions are justifiable, they give a considerable stimulus
to discussion and reflection and suggest directions for fruitful research projects. Beyond the
debate on the risk of instrumentalizing volunteering in order to reduce costs, and on the need
for better defining the boundary between work and volunteering, we should not forget that
concerns are finally always and everywhere the same: improve the care of people at the end
of life and their families, for a society each one hopes to make better.
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Abstract

Palliative care has not been focused on noncancer yet. Amyotrophic lateral sclerosis (ALS)
is a fatal, rapid progressive, and intractable neurodegenerative disease. Individuals with
advanced ALS cannot perform activities of daily living by themselves, but their mental
awareness remains clear. Individuals with ALS experience various pain soon after diag-
nosis, and a multidisciplinary team approach is needed because their pain can become
complicated Caring for individuals with ALS needs to both start and end with palliative
care in the physical, psychological, social, and spiritual aspects. The Japanese Ministry
of Health, Labour and Welfare enacted the Principles of Policy for Rare and Intractable
Diseases (nanbyo), which were the first set of such principles to be established in the
world. This chapter describes the palliative care in Japan, from the perspectives of nurs-
ing and nanbyo measures. Also, three unique characteristics of ALS care in Japan are
mentioned: the high level of disagreement between patients and family; the high rate of
ventilator use compared with Western countries; and the low consumption of morphine.
Healthcare practitioners need to apply the notion of the total pain to provide palliative
care to individuals with ALS and acknowledge the challenges of providing timely symp-
tomatic management.

Keywords: ALS, palliative care, total pain, end-of-life care, family care, home care support
system

1. Introduction

Amyotrophic lateral sclerosis is the most common degenerative disease of the motor neuron
system. This disease is also known as Lou Gehrig’s disease. The symptoms and progression
processes can be quite varied in different people.

I m EC H © 2017 The Author(s). Licensee InTech. This chapter is distributed under the terms of the Creative Commons
Attribution License (http://creativecommons.org/licenses/by/3.0), which permits unrestricted use,
open science | open minds distribution, and reproduction in any medium, provided the original work is properly cited. [{(cc) ExgNN
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1.1. Characteristics of amyotrophic lateral sclerosis

Amyotrophic lateral sclerosis (ALS) is a devastating, neurodegenerative, and progres-
sive disease with no established treatment. ALS is characterized by muscle weakness and
atrophy, and these affect the upper and lower limb movements, swallowing, speech, and
respiratory function. However, bowel, bladder, and oculomotor function and sensation are
spared. The cognitive and behavioral symptoms have also been described, although frank
dementia is a rare occurrence [1]. Patients with ALS may die within 3-5 years after the
onset of their first symptoms if they do not choose to live with a ventilator [1]. Bulbar onset
type, increased age, and front temporal dementia (FTD) are prognostic factors for shorter
survival [2]. The course of ALS is quite uncertain, and sudden death or unexpected death
is often seen [3]. Therefore, healthcare providers should consider end-of-life care soon after
the diagnosis [3].

1.2. Epidemiology of ALS in Japan

The number of those patients with ALS has increased remarkably. Figure 1 shows the num-
ber of patients with ALS who were certified as eligible for receiving medical financial aid in
Japan for the treatment of a designated rare and intractable disease, which increased from 860
individuals in 1979 to 9950 individuals in 2015 [4].

The incidence of ALS in the Japanese population is much lower than in the Caucasian popula-
tions of Europe and North America. The prevalence and incidence rates per 100,000 people

Person
12,000
10,000
8,000
6,000 —o—Number of Recipient
Certificates Issued for
Rare and Intractable
4,000 Disease Treatment
2,000 m/
o +—rr-r—r—r—r—r—rTr"7r"T"7r—"T"Vr VT T T T T T T T
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Figure 1. The number of ALS patients who are issued certificates in Japan for the treatment of rare and intractable
disease between 1979 and 2015. Data are cited from Japan Intractable Disease Information Center [4].
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per year in Japan were 9.9 and 2.2, respectively, in 2013 [5]. The highest prevalence, as well as
incidence, was evident in the group comprised of individuals in their 70s, and the ratio of men
to women was approximately 1.5 [5].

The aspects of ALS have also changed. A single-facility retrospective study conducted in rural
Japan reported the following findings [6]. The percentage of ALS patients whose onset type
was bulbar increased from 14.2% (1978-1982) to 38.3% (2008-2012) over the 35-year period
of the study. The percentage of ALS patients with dementia increased from 0% (1978-1982)
to 20.2% (2008-2012). The percentage of patients whose age at onset was > 70 years increased
from 0% (1978-1982) to 38.2% (2008-2012).

2. Continuous loss and decision-making accompanied by the disease
progression of the disease characteristic in individuals with ALS

Individuals with ALS suffer from decreasing function in their activities of daily living (ADL),
such as immobility, respiratory insufficiency, speech difficulties, and swallowing difficulties.
Poor ADL performance leads to care burden. Physical pain in individuals with ALS is not
proportional to the severity of the disorder [7]. Psychological distress is great even in the early
stage shortly after diagnosis [8]. The reactions of the patients and their family members at the
time of diagnosis need to be shared with the hospital and community care staff in order to
start providing adequate support. Individuals with ALS can develop a sense of security and
suppress cumulative suffering if they feel that they are supported from an early stage.

Individuals with ALS cope with relentless loss in the disease progression stage. When disease
progression is fast, the patient often loses additional bodily functions before his or her illness
acceptance can catch up. The patient’s psychological state can be unstable due to the steady loss
in physical function at a time when various difficult decisions (e.g., when and how to utilize
social services and undergo medical treatment) must be made by the patient and his or her
family [9].

2.1. Palliative care for ALS symptoms and pain

The symptomatic management should be provided in a timely manner in order to slow pro-
gression and optimize quality of life (QOL). It can be said that care for individuals with ALS
starts and ends with palliative care. Symptoms of ALS which need palliative care include
motor dysfunction, dyspnea, dysphagia and drooling, dysarthria, and pain. Other symp-
toms such as depression, anxiety, sleep disturbances, and nightmares must be addressed
with specific pharmacological and no pharmacological approaches including a supportive
psychotherapy, which is usually best administered as family therapy.

2.1.1. Motor dysfunction and palliative care

It causes mental distress that patients cannot perform ADL by themselves and need to be cared
for by others. Individuals with ALS experience repeated falls as physical function deteriorates,
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which forces wheelchair dependence and eventually progresses to abedridden condition. Living
with this deterioration and disturbance in one’s body image is also painful. These patients lose
their jobs, and the opportunities for going out and socializing are inevitably reduced. The range
of life naturally becomes narrower. Accordingly, motor dysfunction develops into a spiritual
pain whereby individuals with ALS question the meaning of life, thereby exacerbating psycho-
logical and social distress [10].

Healthcare practitioners need to respect and focus on the residual abilities of the individu-
als with ALS—not the parts that they cannot do—and make the utmost use of what they can
accomplish. It is important to find and devise a way of life with the individual with ALS and
his or her family members that incorporates adequate assistive devices or utensils so that
tasks can be performed by the individuals with ALS.

Although the people surrounding individuals with ALS tend to thoughtlessly reach out
because of feelings of pity and kindness and prevention from danger situations, these actions
can increase their mental distress of the individuals with ALS and reduce their self-esteem
[10]. Technology development makes individuals with ALS do themselves by operating envi-
ronmental devices, as long as they have a part of the body that they can move slightly, such
as the tip of their little finger or eye tracking.

Human value is not changed at all even if the body cannot completely move. It is important
for individuals with ALS to have roles and feel that he or she is needed from their surround-
ing friends and family. The healthcare profession needs to build up partnerships with their
patients and their family members in order to enhance their autonomy and power to live.

In addition, active and passive physiotherapy has a pivotal role, especially in order to pre-
vent muscle contractures and joint stiffness, whereas acetylcholinesterase inhibitors (e.g., pyr-
idostigmine) may lead to a short-term improvement in muscle strength, especially during the
early stages of the disease and in those with bulbar symptoms.

2.1.2. Respiratory dysfunction and palliative care

If breathing cannot be adequately performed, this will directly lead to a life crisis. Patients
express the respiratory disorder caused by ALS as “feeling [like I am] drowning in the sea
while in the land,” “feeling [like I am] being strangled with cotton,” and “suffering [because I]
cannot cough up phlegm.” The leading cause of death of individuals with ALS is respiratory
failure, and they must live with the fear of approaching death all the time.

For the early detection of respiratory disorders in homecare, healthcare practitioners need to
perform peripheral oxygen saturation (SpO2) checkups during the nighttime and measure
sniff nasal inspiratory pressure, the difference between chest girth at expiration and inspi-
ration, and forced vital capacity. Symptomatic treatments such as respiratory rehabilitation,
mechanical insufflation-exsufflation (MI-E), noninvasive positive pressure ventilation (NPPV),
tracheostomy, and tracheostomy positive pressure ventilation (TPPV) can also be applied.

Ideally, NPPV should be introduced before the respiratory muscles are excessively exhausted.
However, some patients do not undergo the early introduction of NPPV because they believe
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that they “do not want to live by relying on any machine” or “if [they] rely on machines,
[their bodies will get] stuck.” In addition, sometimes the NPPV therapy itself is only trouble-
some when they are not well aware of respiratory insufficiency and cannot realize the effect
of NPPV.

Healthcare practitioners need to explain how symptoms can be relieved, rather than just pro-
long life, in order to promote a better adaptation and tolerance to NPPV. Individuals with
ALS are not able to detach and attach the NPPV mask whenever they desire due to upper limb
disorders. Since displacement of the mask can cause death, [3], a sufficient home care support
system must be prepared for each NPPV user.

Also, a small amount of morphine provides effective relief for respiratory distress in patients
with ALS [11]. Morphine consumption in Japan is lower than in other countries. According to
2008-2010 data compiled by the Ministry of Health, Labour and Welfare, morphine consump-
tion was 204.5 g/day per 1 million persons in the United States, 191.8 g/day per 1 million per-
sons in Canada, and only 7.2 g/day per 1 million persons in Japan [12]. The use of morphine
for neurological diseases was approved by the Japanese national health insurance system in
2011 [13]. Morphine consumption can be expected to increase in the near future.

2.1.3. Difficulty in swallowing and eating and palliative care

Oral intake can become difficult as ALS progresses. Poor oral intake or dysphagia as well
as difficulty with self-feeding and meal preparation leads to weight loss and malnutrition
and increases the risks of aspiration pneumonia and suffocation. Moreover, poor oral intake
deprives the pleasure of individuals with ALS and lowers QOL. The long time required for
oral ingestion leads to fatigue. Malnutrition causes not only respiratory waste but also the loss
of spirit need to think or redesign the way of future life [14].

There are many ways to increase oral intake: consider the position of the neck and head,
change the patient’s body posture, modify the type of food, use a thickener, conduct swallow-
ing rehabilitation therapies, perform an esophageal laryngectomy or total laryngectomy, etc.
It is also important to collaborate with professionals such as speech therapists, dentists, and
certified nurses who specialize in dysphagia. Percutaneous endoscopic gastrostomy place-
ment is also indicated.

2.1.4. Difficulty in speech and palliative care

Due to the disease progression, individuals with ALS are difficult to say what they want to
say. The individuals with ALS frustrate that the things they want to convey do not pass well
and experiences a sad feeling by being told that “I do not know what you are talking about”
from others. Individuals with ALS may lose their voice by tracheostomy.

Communication greatly affects QOL of the individuals and their family. In recent years,
remarkable progress has been made in the field of augmentative and alternative communica-
tion (AAC), which includes all forms of communication (other than oral speech) that are used
to express thoughts, needs, wants, and ideas. Consequently, various communication devices
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and switches are available. In cooperation with speech therapists and occupational therapists,
selection and contrivance of a communication device is required along with aggravation of
the disease condition.

As training and time are necessary to use communication devices, it is desirable to introduce
them at an early stage where the disease state is mild, but until patients do not realize the
necessity, they are reluctant to introduce. It is an important key whether or not the individuals
with ALS desire to convey their thoughts and whether or not their family and supporters feel
like wanting to hear the individual’s thoughts.

2.1.5. Physical pain

The two types of physical pain are summarized in Table 1. Although fasciculation—arising
through degeneration of the intramuscular motor axons—and subsequent painful muscle
cramps are often the first symptoms of the disease, the secondary in nature is most reported
types of pain [15].

2.1.6. Total pain

As mentioned above, deterioration of physical function and various types of physical pain
cause mental, social, and spiritual distress. These pains become increasingly complicated and
cumulatively expand with disease progression. Therefore, the concept of “total pain” coined by

Primary forms of pain

* Neuropathic pain (extremities)

e Painful cramps (lower limbs, hands, abdomen)
® Spasticity (lower limbs)

® Pain caused by inability to move and change position (diffuse, including buttocks, limbs, and trunk)
® Paresis of limbs (shoulder pain, articular pain)
® Joint contractures (hand and ankle joints)

e Itch (diffuse)

Secondary nature (most reported types of pain)

¢ Neck pain due to hyposthenia of neck muscles
* Back pain due to reduced mobility

® Pressure sores due to reduced mobility

® Pain due to suctioning of phlegm

e Articular pain due to reduced mobility

® Shoulder pain due to reduced mobility

¢ Facial pressure ulcers due to NIV mask

* Pain due to ventilator hose pulling or weighing

Table 1. Types of pain in individuals with ALS, adapted from Chi¢ et al. [15].
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Dame Cicely Saunders to manage the cancer pain—which has physical, psychological, social,
and spiritual components whereas the contribution of each component will be specific to each
individual and his or her situation [16]—can also be applied to rare and intractable diseases
[9, 13]. Pain will never be relieved by only paying attention to physical aspect (Figure 2). That
is why individuals with ALS should be supported using a multidisciplinary team approach.

Physical pain \

|. Psychalogical J msp | TotalPain | gmmm | SOCI pain

f

Spiritual pain

Figure 2. Total pain, adapted from Ushikubo [9].

3. Government measurements in Japan

3.1. Definition of “Nanbyo”

Rare and intractable diseases are called nanbyo in Japan. Nanbyo is defined by the following
four conditions: (1) no known cause, (2) no clearly established treatment, (3) rare disease sta-
tus, and (4) long-term care is typically required [4]. Nanbyo is the administrative term that the
government uses to promote clinical investigations and research in order to establish effective
treatments and improve cares [4]. Patients are often shocked by the poor image of the term
nanbyo. However, they should understand the term in a positive sense. Nanbyo is the admin-
istrative term which has the meaning that the Japanese national government strengthens to
clarify the causes of disease and effective treatments.

Patients registered as having one of the designated Nanbyo or the designated rare and intrac-
table diseases are eligible to participate in a subsidy scheme that covers medical expenses. The
designated Nanbyo selected from rare and intractable diseases that meet the following two
conditions: (1) diseases with a prevalence of less than 0.1% of the population in Japan (i.e.,
affecting less than approximately 140,000 persons) and (2) diseases with established objective
diagnostic criteria. As of April 2017, 330 rare and intractable diseases were designated [4].
The typical neuromuscular nanbyo includes ALS, multisystem atrophy, Parkinson’s disease,
spinocerebellar disease, and multiple sclerosis.

3.2. Historical development of Japan’s governmental policy

The system of rare and intractable diseases in Japan was started ahead of the world as
“nanbyo measures” and gradually getting improved [17]. In 1972, the Ministry of Health,
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Labour and Welfare enacted the Principles of Policy for Rare and Intractable Diseases [4]
which was the first set of principles to be enacted in the world. Since then, the government
has promoted research and expanded support for individuals with rare and intractable
diseases. At first, there were three pillars that were used to clarify causes and treatments:
promoting surveys and research; establishing medical institutions; and reducing copay-
ments for medical fees.

In 1995, the Principles of Policy for Rare and Intractable Diseases was revised to include an
additional two pillars: improving cooperation between community-based healthcare, medical,
and welfare agencies; and promoting welfare measures aimed at improving QOL [4].

The characteristic of nanbyo is disease progression, while disability is defined as fixed disor-
ders. Individuals with nanbyo had not been recognized as the disabled based on the Act of
Services and Supports for Persons with Disabilities. Since this Act was amended in 2013, indi-
viduals with nanbyo patients have been recognized as the disabled [18]. As a result, the use of
disability welfare services (e.g., support consultations, prosthetic devices, and community life
support projects) has been expanded to individuals with nanbyo.

According to the increasing number of people with intractable diseases, the budget required
for medical expense subsidies has also expanded. In addition, from the viewpoint of fair-
ness, there was a demand for the further expansion and review of medical expense subsidies
for people with other diseases which had not been defined as the designated nanbyo. More
than 40 years have elapsed since the establishment of the Principles of Policy for Intractable
Disease, and the “law concerning medicine etc. of intractable patients (nanbyo law)” [19] has
been enforced since January 2015. This nanbyo law made stabilized medical expense subsidies
by allocating financial resources such as a consumption tax [18, 19]. In addition, the des-
ignated nanbyo (i.e., the targeted diseases eligible for medical expenses subsidies) has been
expanded from 56 diseases to 330 [17].

3.3. Social services

Public social services—which nanbyo patients can utilize—are gradually increasing. Individuals
with nanbyo are available to utilize public social services by combining the following four sys-
tems: medical insurance, long-term care insurance, the welfare system for persons with dis-
abilities, and the nanbyo medical system. Since the different offices deal with each system, it
is not easy to use them. However, these four systems are very proud of in the world by the
fulfilling contents [19].

Even if healthcare practitioners encourage individuals with nanbyo to use social resources,
they may be reluctant to initially propose the use of social resources. Multiple factors are
implicated in the uptake of social services [20]. ‘Internal” issues focused on retaining control
and normality within the home. Suggesting an individual use social services can be perceived
as insulting because it indicates that the individual cannot provide his or her own medical
care good enough or family care is insufficient. Healthcare practitioners must consider the
patient’s and family’s feelings whenever suggesting the use of social services and should
research reasonable methods for proposing the use of services.
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4. Home care support system for individuals with ALS

Figure 3 shows the system for providing home care support during the early stage following
diagnosis; Figure 4 shows the system used during the late and severe stages. The types and
frequencies of use for various social services should be considered along with both disease
aggravation and the preferences of the individual with ALS and his or her family.

Collaboration among multidisciplinary professionals is extremely important. Because nurses
specialize in both medicine and care, they play the role of the glue that holds together the
multidisciplinary team [21].

The concept of hope is important to supporting individuals with ALS. Healthcare practitio-
ners need to seek and sustain their hope in individuals with ALS. Individuals with ALS have
hope for a cure, social support, searching for information, spiritual beliefs, limiting the impact
of the disease, adapting to changing abilities, and self-transcendence [22].

Inpatient Ward
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Figure 3. Support system for individuals with early stage ALS.
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Figure 4. Social services and home care support system for the individuals with ALS during disease progression.
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5. Timely decision-making for medical treatment

Although there is no effective cure for ALS, symptomatic treatment can improve QOL if it is
provided in a timely manner. Also, the healthcare provider can modify the illness trajectory,
hinder disease progression, and extend survival time. Providing symptomatic treatment is
essential in order to gain the patient’s understanding and consent. Healthcare practitioners
need to understand the reasons why psychological distress of individuals with ALS is gener-
ated by social interaction.

Individuals with ALS can hardly accept their diagnosis. As ALS rapidly progresses, their ill-
ness acceptance cannot catch up with the reality of disease condition. It is no wonder that
patients expect to return their previous health and become well someday, while healthcare
practitioners play the percentages based on their knowledge of the disease characteristics.
Individuals with ALS suffer from this gap between them and their healthcare practitioners.
Also, their families have the poor understanding of the reality of disease progression. This
also allows increasing the suffering of the individuals with ALS [23].

Providing information is an important part of decision-making support during disease pro-
gression. Healthcare providers consider timing to be a key point in the decision-making pro-
cess and often postpone decisions until it is not too late.

6. End-of-life care in Japan

6.1. Two terminal points in individuals with ALS

Individuals with ALS have two terminal points. As respiratory failure worsens, if the
patient decides not to receive TPPV, then he or she will die at this primary terminal point. If
an individual with ALS selects to receive TPPV at this primary terminal point, he or she will
encounter the secondary terminal point at time that TPPV can no longer provide respiratory
management.

Ten-year survival rate was 87.1% among individuals with ALS who underwent TPPV
from 2000 to 2007 [24]. TPPV allows long-term survival for individuals with ALS, but
patients with terminal cancer are limited to live longer even if TPPV is initiated. The
other difference between cancer and ALS, as shown in Figure 5, is that ALS is living with
fear of dying all the time, while cancer patient can change the gear from living positive
to death.

6.2. Rates of TPPV use

The rate of use of TPPV is higher in Japan than Western countries, as shown in Table 2. Some
reasons for this discrepancy are summarized in Table 3.
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ALS * Relentless disease progression from onset
= Never feeling of recuperation
* Living and dying always at the same time

e Living D
onset

Cancer = Gear change from positive living to preparation for dying

onset _®_ @ death

Figure 5. Difference between ALS and cancer.

Citation, which data were  Country Rate (%) Study method
requoted
Furukawa et al. [25] Japan 29.30% National study
Western countries 1.5-32%
Tagami et al. [26] Japan and Asian 12.7-21%
countries
Britain 0% A British series of 50 patients
Germany 3%
USA 1.4-14%
Canada 1.50%
France 2.5-5%
Norway 7% for males and 3.8%
for females
Italy 10.60% The largest study in north
Italy from 1995 to 2004
Denmark 22%
Rabkin et al. [27] USA 2-6%
Europe 0-10.6%
Japan 25-46%
Lee et al. [28] Taiwan 20.97%

Table 2. International comparison of TPPV rates.
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Citation Reasons

Tagami et al. [26] 1. Attributed to religious, ethnic, and cultural differences

2. Financial considerations: the Japanese government covers all
costs for noninvasive/invasive mechanical ventilation at any age
for both inpatients and outpatients

3. Regular follow-up examinations at the same institute due to
increased availability of continue services and improved knowl-
edge and education regarding ALS

4. Peer counseling by the Japanese ALS Association (JALSA)

5. Implementation of the long-term care insurance (LTCI) as a new
and fundamentally reformed social insurance system at 2000 in
Japan

Rabkin et al.[27] Different conceptualizations of the physician’s role in medical
decision-making, attitudinal differences among patients, caregivers
and healthcare professionals and

Vianello et al. [29] 1. To underline a proactive approach by Japanese physicians
toward TV

2. Traditional fiduciary relationship that exists between the patient
and the physician (the traditional Japanese paternalistic medical
ethos dictating that “the doctor knows best” associated with
physician’s belief that patient well-being is the most)

3. Beattributable to the contribution offered by family members,
given that the family’s obligations as home care providers during
sickness are deeply embedded in

Table 3. Reasons why Japan has a higher rate of TPPV use than other countries.

6.3. High level of disagreement between individuals with ALS and their family members
in Japan

Differing opinions about the use of TPPV are often seen between individuals with ALS and
their family members. Fifty-four percent of Japanese patients oppose TPPV compared with
10% of Japanese caregivers, but American patients and caregivers show greater agreement in
decision-making than their Japanese counterparts [30].

There is no correct answer regarding decision-making. The most important thing on decision-
making is what the individual with ALS thinks. However, Japanese individuals with ALS
consider the burden of care on their family members to be greater than the burden on them-
selves and often do not want to receive TPPV. Families want individuals with ALS to receive
TPPV because they want their loved ones to live as long as possible. This relationship, which
considers each other, results in a large amount of disagreement between the individuals with
ALS and their family members.

Having sufficient time to think and discuss will lead to the best decision-making. Healthcare
professionals need to promote individuals with ALS discussing decision-making with the
relevant family members [31]. Early intervention is necessary before the speech difficulties
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associated with ALS become severe [30]. A study on American and Canadian patients with
ALS reported that advanced directives were in place for 88.9% of patients and followed
for 96.8% of patients [32]. However, advanced directives have not been familiarized yet in

Japan [33].

Reference Published Year Country Method Place of death
Gil et al. [35] 2008 France * 302 patients in one of ~ 63% of patients died in a
the 16 ALS centersin  medical facility
15 French regions
* Prospective
investigation
Yang et al. [36] 2011 China * 139 patients in West ~ 82% of patients died at
China Hospital of home
Sichuan Univ.
* Survey to family
members, caregivers,
family physicians
Spataro et al. [37] 2010 Italy * 182 patients in a 85.2% of patients died
single ALS tertiary at home
center
¢ Consultation with
relatives or family
physicians
Ushikubo [38] 2015 Japan ¢ 14 patients in users of 43% of patients died at
home care nursing home
¢ Interview survey with
home care nurses
Dominguez-Berjon 2015 Spain * 1035 in the 56.1% died in a hospital
etal. [39] Autonomous
Community of
Madrid
* A population-based 30.4% at home, 8.3% in a
cross-sectional study  residential home
5.1% unknown
Escarrabill et al. [41] 2014 Portuguese e 77 from five hospitals  57% of patients died in
a home
* A retrospective
medical records
analysis
Tsai et al. [42] 2013 Taiwan e 751 from the National 53.5% died in a medical

Health Insurance
Research Database

* A retrospective
population-based
study

facility

Table 4. International comparison of the places of death of individuals with ALS.
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6.4. End-of-life care for patients with ALS receiving NPPV

It is true that palliative end-of-life care for individuals with ALS has not progressed much
in Japan [33, 34]. People who use NPPV are increasing because it is a way to palliate respi-
ratory deficiency and give time for decision-making on TPPV. Euthanasia is not legally
permitted in Japan. However, NPPV cannot palliate respiratory failure if the disease is
severely aggravated [35]. Palliative end-of-life care for patients who choose to remain on
NPPV as the ceiling of medical treatment for respiratory failure has received little focus.
The development of palliative end-of-life care for ALS patients receiving NPPV is needed
[35].

6.5. Place of death among individuals with ALS

Understanding the causes and places of death of ALS patients is necessary to develop bet-
ter end-of-life care. There are seven articles [36—42] that clarify the causes and places of
death. The primary cause of death remains respiratory failure. The secondary causes of
death vary and include sudden death, death during sleep [38], nutritional causes [37], and
cardiovascular diseases [42]. Table 4 summarizes seven articles on the places of death of
individuals with ALS, and these also vary. Age, marital status, and the socioeconomic level
of the patient also influence the places of death of patients with ALS [40]. Further research
is necessary to develop end-of-life care by elucidating the dying process and analyzing the
place of death.

7. Conclusion

There is no effective cure for ALS, but symptomatic treatment accomplishes the purpose of
palliative care, extends the patient’s survival time, and improves their QOL. Healthcare prac-
titioners have many ways to improve illness trajectory and QOL by coping with the various
symptoms caused by disease progression in a timely manner. It is important to provide men-
tal care, decision-making support, and family support via multidisciplinary collaboration.
Healthcare practitioners make an effort to cherish hope and support the autonomy of the indi-
viduals with ALS and their family members. Moreover, it challenges to develop and provide
palliative care on the terminal withdrawal of NPPV.
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Abstract

This chapter provides a brief overview of diabetes prevalence, the associated complica-
tions, diabetes-related mortality and management strategies to set the context for dis-
cussing palliative and end-of-life care. This chapter highlights: (1) The increasing global
focus on palliative and end-of life-care; (2) The relationship among health trajectories,
function and palliative and end-of-life care; (3) The imperative to plan care with the indi-
vidual to achieve personalised care that meets the individual’s goals, preferences, val-
ues and spiritual needs across the various health trajectories; (4) The need to proactively
plan for the transition to palliative and end-of-life care when appropriate and while the
individual can make informed decisions. Proactively planning for changing care needs
is more likely to achieve care consistent with the individual’s goals, values and prefer-
ences; (5) The key role of family carers and the effect of caring on carers’ health; (6) The
importance of having timely, meaningful conversations about palliative and end-of-life
care with people with diabetes and their families; and (7) The imperative to ameliorate
suffering, optimise quality of life and personalising care.

Keywords: diabetes, health trajectories, palliative, end-of-life, communication

1. Introduction

1.1. Diabetes: a significant issue also in palliative care setting

Chronic diseases are the leading cause of death globally [1]. Diabetes is the most prevalent
chronic disease affecting 422 million people worldwide [2]. Diabetes is linked to 3.7 million
deaths per year [2] and is often associated with other chronic diseases, especially hyperten-
sion, cardiovascular disease and renal disease, as well as some forms of cancer. Globally, one
person with diabetes dies every six seconds [3].

I m EC H © 2017 The Author(s). Licensee InTech. This chapter is distributed under the terms of the Creative Commons
Attribution License (http://creativecommons.org/licenses/by/3.0), which permits unrestricted use,
open science | open minds distribution, and reproduction in any medium, provided the original work is properly cited. [{cc) ExgIN
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Most chronic disease-related deaths occur in older age and are associated with potentially
remediable physical, emotional and spiritual suffering [4].Relief from suffering is more likely
to be achieved if palliative care is initiated early [5]. In addition, early initiation of palliative
care leads to cost savings [4]. Significantly, outcomes for people who receive early palliative
care are better than those who receive “usual’ care [6]. Consequently, the management of
diabetes and its complications is a significant issue to be addressed early in the course of the
disease and also in palliative care settings.

People with diabetes are living longer; but diabetes is associated with 8-11% lower 5-10
years survival rates [7]. However, older people with diabetes are a heterogeneous popula-
tion and there are different types of risks within the population. Several interrelated factors
affect survival: duration of diabetes >12 years, poor glycaemic control, multiple comorbidities
(comorbid load), especially cardiovascular disease and heart failure, end stage renal failure,
advanced foot disease and frailty.

Polypharmacy confers an increased mortality risk for people with diabetes through the
interactions among medicines and individual medicine side effects. For example, thiazoli-
dinedione glucose lowering medicines are linked to heart failure and other cardiovascular
mortality [8]. Insulin and sulphonylureas are linked to adverse outcomes in older people
with diabetes and mortality [9, 10]. Currie et al. [9] described mortality hazard between 10
and 34% for these medicines in combination with metformin and even higher levels when
they were used as monotherapy. Glycaemic control is important with good control, HbAlc,
<7% (53 mmol/mol) conferring benefits. However, hypoglycaemia is associated with risk of
cardiac changes and death, especially in older people and can occur when HbAlc is high as
well as low [11].

These risks highlight the importance of identifying and managing the factors that affect mor-
tality as early as possible in the health trajectory, see Section 6. Individually and collectively,
they are associated with increased costs, unnecessary interventions, including in the late
stages of life, and consequent physical and mental suffering for people with diabetes and
families. They also need to be considered and managed in palliative care settings.

2. Managing diabetes

Diabetes management requires interdisciplinary team care. Collaborative, respectful interdis-
ciplinary care predicated on effective communication is essential when palliative and end-
of-life care is indicated. Diabetes education is regarded as the cornerstone of management
and is essential to enable the individual to undertake self-care such as blood glucose moni-
toring, managing medicines and attending health professional appointments to achieve good
outcomes. Education about palliative care options and planning for end-of-life care are not
currently regarded as core aspects of diabetes education. However, these issues should be
discussed as the person’s health and functional status (trajectory) changes.

Eating a healthy diet, regular physical activity/exercise and managing stress (lifestyle factors)
are key management strategies for all types of diabetes and for people of all ages, including



Diabetes, Palliative and End-of-Life Care
http://dx.doi.org/10.5772/67192

when glucose lowering medicines (GLM) and other medicines are required [12]. Healthy active
lifestyle also helps protect telomeres and overall health [13].

The broad aim of diabetes management is to keep the blood glucose and HbAlc (an indicator
of the average blood glucose level over 3 months) as close to the normal range as possible to
prevent or manage long-term diabetes complications. Such complications are associated with
reduced life expectancy. However, the blood glucose and HbA1lc range must be safe for the indi-
vidual depending on their functional category, disease trajectory and life expectancy [12, 15].

The risk of severe hypoglycaemia increases, if HbAlc and blood glucose ranges are near or
lower than normal in people with multiple comorbidities, longer duration of diabetes and
those on insulin/sulphonylureas [11]. Hypoglycaemia is associated with other risks such as
falls. Hyperglycaemia can also contribute to falls cognitive changes and delirium. Example
HbAIlc and blood glucose ranges are as follows:

2.1. HbAlc

¢ In healthy people with short duration of diabetes, no cardiovascular disease, and no severe
hypoglycaemia, the HbAlc range is 6.5-7.0% (48-53 mmol/mol). The focus is on preventing
complications [3, 14, 15].

¢ In frail older people with complication’s and comorbidities, limited life expectancy and
those at the end-of-life, the HbAlc range is 8-8.5% (64-69 mmol/mol). The focus is on man-
aging existing complications to promote safety (palliative approach) [3, 14, 15].

2.2. Blood glucose

* Healthy people with type 2 diabetes (T2DM): fasting 6-8, postprandial 6-10 mmol/L [15].

* Frail older people, those with dementia and those with high hypoglycaemia risk on GLMs
6-11 mmol/L [15].

Thus, the management focus and the metabolic parameters used to determine the effective-
ness of management strategies often need to change as function and the health trajectory
change [16, 17]. Palliative care is a valuable care option, however, many people who would
benefit from palliative care to manage symptoms and reduce suffering are not offered such
care because health professionals underestimate the problem and are often reluctant to dis-
cuss the issue or to give ‘bad news’ [17]. People with life limiting illnesses should not be
excluded from potentially beneficial treatment.

Palliative care can be used for seriously ill surgical patients, and preoperative screening for
frailty can reduce 180 days mortality [18]. Likewise, a systematic review of 25 paper involving
8575 patients and 22 different interventions suggests preoperative decision-making concern-
ing palliative care can improve communication, symptom management and reduce use of
health care resources and costs [19]. More research is required to substantiate these findings
due to methodological flaws and differences and small sample sizes in many of the papers
included in the review.

11
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3. Glucose lowering medicines

The main types of GLMs are shown in Table 1.

Medicines, including GLMs, play a key role in diabetes management in all health trajecto-
ries. Medicines confer significant benefits, but they are also associated with adverse events,
including in palliative care settings. Ageing and diabetes-related pathophysiological changes
and their subsequent risks significantly affect medicine safety and medicine choices and
increase the risk of medicine-related adverse events [20]. As people with diabetes grow older,
or develop dementia, they have difficulty managing their medicines and rely on other people
to help them manage their medicines and other diabetes self-care and activities of daily living.
Difficulty managing medicines is one reason for admission to a care home [20].

Key changes that affect medicine action, effectiveness and safety include:
¢ cardiovascular changes, which affect medicines distribution

¢ liver changes, which affects medicine metabolism

¢ renal disease, which affects excretion

¢ gastrointestinal changes that affect absorption of oral medicines

¢ changes in the counter-regulatory response to hypoglycaemia due to reduced production
of glucagon and autonomic neuropathy, which cause hypoglycaemic unawareness

* cognitive and sensory changes, which affects independence and medicine adherence.

Polypharmacy is common in people with diabetes, especially people with type 2 diabetes who
have comorbidities. Polypharmacy might be indicated to manage symptoms and comorbidities,
but it is important to use non-medicine options where possible and to ensure polypharmacy is
‘thoughtful’. That is, where possible medicines should be stopped before starting another medi-
cine and not commencing medicines whose benefits take longer than the person’s life expectancy
[20]. The risks and benefits of each medicine must be considered individually, and in the context
of the whole medicine regimen, and the individual’s goals, preferences and values [21, 22].

Diabetogenic medicines such as corticosteroids, antipsychotics and thiazide diuretics can contrib-
ute to hyperglycaemia and induce diabetes in previously undiagnosed older people [3, 15]. High
dose corticosteroids are often used in cancer to manage symptoms, cachexia and poor appetite.

3.1. Hypoglycaemia

Changes in pancreatic alpha cells with increasing duration of diabetes and advancing age
affects glucagon production, which reduces the individual’s ability to mount an effective
counter-regulatory response to hypoglycaemia [22-24]. In addition, autonomic and sen-
sory changes affect the individual’s ability to recognise the usual hypoglycaemic autonomic
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Type of medicine

Main mode of action

Main side effects

Oral GLMs

Metformin

Sulphonylureas

DPP-4 inhibitors

Thiazolidinediones (TZD)

Alpha-glucosidase inhibitor

Sodium-glucose cotransporter-2
(SGLT-2)

Injectable GLMs

GLP-1

Insulin*

Short, rapid, intermediate and
long acting analogues
Premixed

Reduces hepatic glucose output.

Binds to the beta cell receptor and
triggers insulin release independent
of glucose.

Improve beta cell function and
insulin secretion. Reduces gastric
emptying and postprandial blood
glucose.

Sensitise tissues to insulin.

Slows carbohydrate absorption
from the intestines and reduces
postprandial blood glucose.

Inhibit the SGLT-2 transporter
exchange sodium and glucose in the
kidney and glucose is excreted in the
urine.

Reduces systolic blood pressure and
cardiovascular risk.

Lower blood glucose

Gastrointestinal (GIT) problems such
as bloating and flatulence in the early
days.

GIT problems less likely with slow
release dose forms (these should not be
crushed).

Rarely lactic acidosis —contraindicated
in significant renal failure.

Long-term use might lead to vitamin B,,
deficiency and lead to anaemia and its
consequences.

Hypoglycaemia.
Weight gain.

GIT problems.

Nasopharyngitis.

Heart failure in people with or at risk of
cardiovascular disease.

Weight gain.

Fluid retention.

Heart failure.

Risk of non-axial fracture in women

GIT problems especially bloating and
flatulence.

Dehydration.

Dizziness.

Risk of genitourinary infections.

Older people risk of electrolyte changes
and hyperosmolar states.

Not use with loop diuretics.

Weight loss
GIT problems especially nausea and
vomiting

Hypoglycaemia

Notes: *Injecting repeatedly into the same site can cause lipodystrophy and lipoatrophy. Injecting in lipodystrophy/
atrophy tissue or using incorrect injection technique or needle size can affect insulin action and effectiveness and lead

to glucose variability [51].

Combinations of some types of oral GLMs and of the different types of insulin are available.

Table 1. Classes of glucose lowering medicines, main mode of action and main side effects.
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warning symptoms (sweating, trembling and palpitations) and put them at significant risk of
severe hypoglycaemia requiring hospital admission, and cardiovascular complications [25].

A severe hypoglycaemia is associated with poor prognosis, leads to cognitive changes, coma,
falls and injuries such as fractures, cognitive changes, acute coronary syndrome, recurrent
hypoglycaemia, admission to hospital and sudden death [22, 23]. Hypoglycaemia affects
age-related cognitive function due to changes in the counter-regulatory response to hypo-
glycaemia and the delivery of ‘fuel” to the brain. Executive function is affected and reduces
the individual’s ability to recognise, problem-solve, make decisions, including about treating
their hypoglycaemia [26] and is associated with dementia in the long term [27]. In addition,
hypoglycaemia engenders fear, reduces quality of life (QOL) of the individual and family
caregivers [28].

3.2. Hyperglycaemia

Hyperglycaemia is not a benign condition. It is an underlying cause of complications that
affect functional status and life expectancy [3, 15]. It causes unpleasant symptoms and other
metabolic changes such as incontinence, dehydration, triggers inflammatory processes,
increases risk of intercurrent infections, weight loss and affects cognitive function. Some of
these processes can lead to ketoacidosis (DKA) in type 1 diabetes (T1IDM) and hyperglycae-
mia hyperosmolar states (HHS) in T2DM [3, 14, 15].

4, Palliative care

Palliative care was traditionally used to refer to care of people at the end-of-life. Definitions of
palliative, end-of-life and terminal care are shown in Table 2. It is important to note that the
definition of palliative care changed over 6 years ago to encompass chronic diseases that have
a longer trajectory to end-of-life [29]. The definition was changed to reflect the association
among chronic disease, suffering and life expectancy, and the fact that the chronic disease and
frailty trajectories to death are less predictable than and different from the cancer trajectory.
Health trajectories are described in Section 6.

As indicated, palliative care improves function and QOL and reduces unwanted hospital
admissions and aggressive end-of-life care. It can be delivered in various settings such as in
individual’s homes, hospital, aged care homes and hospices. Palliative care can be integrated
with usual diabetes care including at diagnosis, or can replace usual care.

Palliative care is associated with improved outcomes if it is implemented early; but most
people are not referred to palliative care services until last few weeks of life [29, 30] and are
often admitted to and die in intensive care units, despite meeting Gold Standards Framework
(GSF) criteria [31]. Significantly, older people often meet medical emergency team (MET) cri-
teria before they are discharged from hospital and often represent 30 days of discharge or
sooner [32].

MET criteria refer to vital signs such as blood pressure, respiration and heart rate and rhythm
that are monitored to detect change to enable treatment to be implemented to prevent a medical
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Palliative care Palliative care is predicated on the fact that dying is a
normal process. It focuses on improving quality of life
by relieving suffering, promoting comfort and managing
symptoms through comprehensive assessments and
personalising care by engaging with the individual and
family carers. Palliative care can be integrated with usual
diabetes care at any stage in the disease trajectory. Most
benefits accrue when palliative care is introduced early.
It emphasises the importance of counselling patients and
families, supporting patients to understand the change in
the focus of care and helping them make decisions about
their treatment and goals of care, documenting their end-
of-life care preferences and care coordination.

Advance care planning The process patients, family members or surrogate
decision-makers and health professionals anticipate,
discuss, document and communicate treatment options
as the health status changes. Advance care plans help
health professionals make ‘in the moment decisions’,
which can be emotionally confronting, especially when
there is conflict within the family.

End-of-life care End-of-life care refers care for likely to die in the
following 12 months. It includes imminent death in a few
hours or days and progressive incurable life-threatening
illnesses such as diabetes.

Terminal care Last few days or hours of life.

Table 2. Definitions of palliative care, advance care planning and end-of-life care and terminal care [29, 35, 36].

emergency. Worryingly, 25% of people are discharged on the same day they have a MET call [33],
and 30% of people aged 70 and 50% of those aged 80 and older leave hospital more disabled
then when they were admitted. Recognising and responding to deterioration is essential [34] to
treat remedial deterioration as soon as possible. Blood glucose monitoring can be a useful tool
to detect deterioration associated with hypo- and hyperglycaemia and implement treatment
before preventable conditions such as DKA and HHS. That is, the health trajectory and life
expectancy can change during and after a hospital admission.

4.1. Goals of palliative care

The main goals of palliative care are to:

¢ Improve and maintain function to support independence and QOL.
* Achieve their life goals.

¢ Remain comfortable and free of pain and distressing symptoms.

* Achieve a dignified death in their place of choice.

Address their spiritual, cultural and religious needs.

These goals also apply to individuals with diabetes [3, 35, 36]. They highlight the importance of
discussing life and care goals, values and preferences with people with diabetes and ensuring
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they are documented and communicated to the family and the individual’s other clinicians.
Clinicians need to accept that the individual may have different views from their own, and
often from their family. In addition, people can change their care preferences over time; there-
fore, clinicians should ask about any changes for time-to-time such as during annual health
reviews, preoperative assessments and changes in health status.

It is also important to provide support for families and other caregivers, including after the
death of a loved one when they are particularly vulnerable to acute cardiovascular events,
infection and depression [3, 38, 39].

4.2. Health trajectories

The complex changing nature of diabetes and prognostic uncertainty makes it difficult to pre-
dict when an individual with diabetes would benefit from palliative care. Understanding their
functional status and health trajectory can enable health professionals to discuss future care
including the option of palliative care and to commence planning for the end-of-life. The follow-
ing health trajectories are a useful framework for monitoring current and changing health status
and care needs and to plan care with people with diabetes to meet changing needs [40, 41].

Unintentional injuries in older people, especially falls, often lead to death and can occur in
any health trajectory.

1. Trajectory 1: Health trajectory where the person is independent, and has none or few
complications when the focus is on maintaining health and preventing complications by
striving for normoglycaemia (tight glycaemic control). However, death can be sudden in
diabetes due to hypoglycaemia or silent myocardial infarction.

2. Trajectory 2: Sometimes called the cancer trajectory. There is a steady reasonably predict-
able decline in physical health over time (weeks, months or years). However, some cancers
are curable and people may survive for many years and are referred to as cancer survivors.
That is, they enter another health trajectory.

3. Trajectory 3: It is associated with long-term functional decline and intermittent periods of
deterioration (unstable diabetes, e.g., due to intercurrent illness) that can be serious and
require admission to hospital and/or intensive care unit (ICU). The individual usually re-
covers, but each deterioration results in further decline and can result in death. The time
of death is unpredictable. Older people admitted to ICU are likely to die and may derive
more benefit from palliative care, which avoids unnecessary life-prolonging treatment.
Generally, QOL and pain management are more important to people with limited life ex-
pectancy than prolonging life.

4. Trajectory 4: People who do not have cancer or chronic diseases that cause organ damage/
failure are likely to die at an older age from dementia or generalised frailty that involves
multiple body systems after ‘prolonged dwindling’.

Physical, psychological and spiritual needs differ among people with diabetes and their fami-
lies and among and within the trajectories. Therefore, palliative and end-of-life care plans
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should be developed sensitively and reviewed regularly to ensure they reflect the preferences
of the individual [35, 40, 42]. Cultural and religious beliefs and traditions about health/ill
health, death and dying must be considered and respected, including care of the body after
death. Table 3 shows some assessment and screening tools that can be used to monitor the
individual’s trajectory.

Malnutrition, deficient calorie, vitamin, mineral, protein, water intake, contributes to
frailty and ‘failure to thrive’ in older people described in trajectory 4 [43]. Failure to thrive
is associated with weight loss, often dehydration, skin fragility, osteoporosis, depres-
sion, immune system dysfunction, low cholesterol and functional decline [43]. Diabetes
complications affect the individual’s ability to thrive, as do some medicines. It is present
in 5-35% of community dwelling older Americans, 25-40% of older people in aged care
homes and increases the risk of morbidity and mortality. Palliative can be very valuable
in such people.

It is generally difficult to precisely predict when an individual will die. Prognosis prediction
models and their clinical utility in palliative care are addressed in a dedicated chapter of this
book.

Some general indicators of poor prognosis are described in the Gold Standards Framework
(GSF) [31] and can also inform care decisions, for example:

* Sarcopenia and frailty.

¢ Hospital admissions—increased risk of death in people >65 years with mulitmorbidities
and heart failure.

* Sentinel events such as a fall, bereavement, and admission to and aged care home.
* Serum albumin <2.5 g/dL.

* Weight loss >10% in the preceding 6 months, although some experts indicate weight loss
>5% over 6 months should be investigated.

Another useful prognostic indicator is the ‘surprise question’: would I be surprised if this per-
son died in the next 12 months? If the answer is ‘no, I would not be surprised’, it is time to dis-
cuss and document palliative and end-of-life care, if that has not already been done [31, 41].
Documented palliative/end-of-life care plans should be reviewed. If the answer is ‘yes’ it
could be time to begin initiating health professional and family case conferences.

Physical, psychological and spiritual needs differ among people with diabetes and their
families and among and within the trajectories. As indicated, palliative and end-of-life
care plans should be reviewed regularly to ensure they reflect the preferences of the indi-
vidual. Cultural and religious beliefs and traditions about health/ill health, death and
dying must be considered and respected including care of the body after death. The risk
of developing many diseases increase with age, including diabetes, dementia and some
forms of cancer; 80% of cancers occur after age 60 [44]. Some cancers and type 2 diabetes
are associated with obesity [45]. Thus, it is reasonable to expect the health trajectory to
change over time.
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Tool

Comments

The surprise question Would I be surprised if this person
died within 12 months?

Gold Standard Framework (GSF) prognostic indicator
guidance

Cognitive assessment toolkit
Mini-mental examination

Supportive and palliative care indicators tool (SPICT)
Palliative care necessities CCOMS-ICO (NECPAL)
RADboud indicators for palliative care needs (RADPAC)

Charlson comorbidity index (CCI)

Clinical frailty scale

Karnofsky performance status scale

Barthel index

Confusion assessment method (CAM)

Weight, body mass index, food records, and nutrition
assessment tools

Hypoglycaemia risk assessment tool

Diabetes-specific medicine-related adverse risk
assessment tool

Medicine-related tools, e.g., Beers and STOPP/START

Absolute cardiovascular risk benefit calculator

Fracture risk assessment tool (FRAX)

Acute physiology and chronic disease evaluation
(APACHE) and its variants

Ask any time health changes.

General indicators of decline/deterioration and the
increasing need or choice for no further active care.
Includes the surprise question.

Assess cognitive function.

Identify people at risk of deteriorating and dying.
Identify people in need of palliative care.
Identify indicators of palliative care needs.

Designed to estimate 1-10 years mortality in longitudinal
studies but is not a valid prognostic indicator for short
term outcomes.

Determine frailty and function.

Quality of life across the spectrum of health from well to
terminal.

Assesses capacity to perform basic activities of daily
living.

Determine presence of confusion.

Monitor nutrition status and related risk of malnutrition.

Determine risk of hypoglycaemia. Available in the
McKellar Guidelines www.adma.org.au/.../133-the-
mckellar-guidelines-for-managing-older-people-with-
diabetes-in-residential-and-other-care-settings_9dec2013

Determine risk of medicine-related adverse events.
Available in the McKellar Guidelines

Used when prescribing medicines, when new symptoms
develop and to undertake regular medicine reviews.
When any new medicines is commenced and new
symptoms develop especially in older people.

Estimate cardiovascular risk including when prescribing
medicines.

Estimate risk of fracture including when frail and when
prescribing medicines.

Designed to measure severity of disease in adults and
used to predict in-hospital death and risk-adjusted length
of stay in ICU.

Indicate risk of death in patient groups rather than
specific individuals and depend on laboratory data.

Table 3. Some useful assessment/screening tools can be used in any health trajectory.
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5. Personalised palliative, end-of-life care and advance care planning

It is essential to actively involve people in decisions about their care goals, targets and plan
including commencing and stopping medicines and other treatments. Involving people in
care decisions can be challenging for many health professionals, especially when it concerns
emotive issues such as palliative and end-of-life care. Well-designed training courses can
improve health professional communication skills [32]. Health professionals find it difficult to
resolve the dilemma among ‘truth telling’, instilling hope, and respecting people’s autonomy.
Truth telling often means delivering ‘bad news’ and is stressful. Thus, despite the global trend
towards ‘truth telling’, non-disclosure is still an issue [29, 45].

People with a life-threatening illness (and their families) often ask ‘how long have I got?’
Inherent in that question is recognition that they have a life-threatening illness and need some
guidance about the likely health trajectory (what will happen?), so they can complete “unfin-
ished business and get their house in order’. They may not initiate discussion about the issue,
often because they do not want to upset family, friends or their health professionals. In most
cases, people are not concerned so much about dying, as they are of suffering, and having
loved ones witness their suffering [38, 46].

Most people want to die at home and die with dignity [29, 30]. Several resources and decision
aids are available to help people with diabetes and health professionals make care decision by
helping them decide an individual’s personal risks and leads to the appropriate use of elective
procedures [47]. Some useful resources are listed after the reference list.

5.1. Advance care planning

Various countries have different legislative and other procedures guiding advance care planning.
Such planning involves shared responsibility among health professionals, the individual and their
families. The aim is to identify the individual’s values, preferences and goals and communicate
them to relevant services and relevant others so the plan can be implemented when indicated.

Research shows people with cancer and dementia have a better end-of-life quality than those
with end stage renal disease, cardiopulmonary failure and frailty [29, 30]. Some possible rea-
sons include early initiation of palliative care, documented advance care plans, ‘not for resus-
citation orders’, and fewer admissions to ICU [32, 47]. These findings suggest it is imperative
that other disease processes ensure palliative and end-of-life care planning are included in
clinical management guidelines.

Key information to discuss and document includes preferences concerning;:
¢ Resuscitation
¢ Airway support

¢ Enteral nutrition and fluids
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* MET calls if they are admitted to hospital
¢ Pain management

* Diabetes self-care such as blood glucose monitoring and GLMs

* Other important end-of-life planning includes religious, spiritual and cultural issues sur-
rounding end-of-life care, making a will, funeral planning and designating surrogate deci-
sion-makers/power of attorney.

6. Good communication

Communication is central to effective palliative care planning. Listening, effective use of silence
and using appropriate probing and clarifying questions are key clinician skills [46]. A variety
of communication strategies have been designed to enhance health professional and people
with diabetes capacity to discuss these emotive issues in a timely and sensitive manner and
help reduce uncertainty. However, decisions about treatment options are increasingly com-
plex in an age where advanced technology and treatments promise the hope of extending life.

Initiating discussion about end-of-life care earlier and in a planned manner enables people to
make more informed choices when they are not under physical or mental stress and achieve
better outcomes. People who discuss their palliative and end-of-life care needs are more likely
to receive care consistent with those preferences [6, 29, 30]. Such discussion includes clarify-
ing the individual’s goals and their concept of what a ‘good death” means to them. Health
professionals need to have the relevant skills to communicate about these issues.

7. Family carers

Family carers, often a spouse, play a significant role supporting and caring for people with
diabetes. They often have health problems themselves and are at high risk of unexpected
morbidity and mortality after the death of a loved one, especially if the death is unexpected
and not planned for [37, 38]. Caring is hard work and often causes stress that affects sleep,
immunity and wellbeing and mobilises inflammatory processes and haemodynamic changes
that predispose them to dying [37]. The family carer can neglect their own health care such as
taking medicines to perform the caring role. Therefore, carers also need a care plan and their
health needs to be monitored. Keeping carers informed and included in case conferences and
care decision can reduce stress.

A significant cause of family stress the uncertainties associated with dying. These include under-
taking diabetes management tasks such as blood glucose monitoring and injecting insulin and
understanding when their loved one is actively dying [46]. Family are often reluctant to support
loved ones die at home because of these uncertainties and the responsibility involved. Ensuring
these issues are included in family discussions can help relieve stress. Significantly, carer wellbe-
ing affects the experiences of the person they provide care for. The latter are likely to report poor
quality of life if their carer has depression [47]. Thus, carers can be ‘invisible” or hidden’ patients.
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8. What do people with diabetes think?

People with diabetes and their health professionals face many complex decisions where there
is no right or wrong answer when considering palliative and end-of-life care. Prognostic
uncertainty, competing priorities and weighing benefits and risks overall and the positive
and negative outcomes of treatment complicate decision-making [30]. Such decisions can be
particularly challenging with respect to managing diabetes when the focus on tight blood
glucose control no longer confers benefit and changes to focusing on safety comfort and qual-
ity of life, especially given there are no large observational or randomised controlled trials to
support many care recommendations [40].

We interviewed people with diabetes receiving palliative care for a range of diagnoses, their
family carers (mostly spouses) and palliative care health professionals when we developed
Guidelines for Managing Diabetes at the End of Life [35]. Our research suggests people with
diabetes and families regard blood glucose testing as an important guide to detecting hypo-
and hyperglycaemia, both of which compromise comfort [47, 48]. It is also a reassuringly
familiar routine in a sometimes rapidly changing world.

People with diabetes indicated health professionals do not pay enough attention to their dia-
betes, do not understand the physical and psychological impact of hypo- and hyperglycae-
mia and the relentless self-care required to manage diabetes and do not respect their lifetime
of accumulating diabetes knowledge and solving diabetes care problems. Generally, they
wanted blood glucose monitoring continued until the final stages of dying because ‘it helps
sort out the causes of things like confusion and pain’ [47]. They also wanted to continue tak-
ing their GLMs until the terminal stage to manage hyperglycaemia, which they stated caused
confusion, frequency and tiredness, what affected their comfort and quality of life.

Carers were interviewed separately and reported similar views. They also reported they wor-
ried about having to undertake diabetes tasks such as blood glucose testing and administer-
ing insulin because they had not received education about these tasks and worried that they
might accidently give the wrong insulin dose and hasten death [47, 48].

Our earlier research indicated health professionals reported dilemmas deciding when ‘is the
right time, to stop blood glucose monitoring and felt finger pricking caused discomfort. They
felt ‘there was a tension between avoiding discomfort and performing useful investigations’
[49]. This study was the impetus for developing the Guidelines for Managing Diabetes at the
End of Life [35], which as currently under review.

9. Summary

Proactively planning for palliative and end-of-life care can improve comfort and other out-
comes for people with diabetes, especially in older age, and their families. Planning for the
end-of-life is a shared responsibility between health professionals, people with diabetes and
often family carers and reduces decisional conflict when health deteriorates. It is essential to
understand people’s goals, values and preferences and to personalise care. It is important
to consider culture and religion and proactively monitor the individual’s and their families’
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health status. Palliative care aims to promote comfort and alleviate suffering (see Table 2)
It can be initiated at any time in the diabetes trajectory: early initiation results in better out-
comes. General palliative and end-of-life care/guidelines discussed in other chapters in the
book apply to people with diabetes. This chapter addressed key diabetes-related care issues
that need to be considered.

Significantly: The way people dies remains in the memory of those who live on. [Dame Cecily
Saunders] [50].
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Abstract

Prognosis prediction is a clinically relevant issue to facilitate optimal decision-making for
both physicians and patients with cancer. Many previous studies revealed that prognosis
prediction based on the physician’s intuition and/or clinical experience is inaccurate and
often optimistic, which means that there is a tendency to overestimate patient survival
in daily clinical practice. In recent decades, many efforts have been made to develop
prognosis prediction models which aid physicians to make more accurate prognosis
prediction. In this chapter, we review the representative prognosis prediction models in
palliative care and related studies. In addition, we refer to several prognosis prediction
models developed by unique methods (for instance, case-crossover design or machine
learning). Finally, we focus on the possible clinical utility of prognosis prediction mod-
els. In fact, no previous studies have clearly demonstrated whether the application of
such prognosis prediction models truly benefits patient care in daily clinical practice.
Therefore, we will discuss how the application of prognosis prediction models could
benefit patients under palliative care.

Keywords: cancer, clinical prediction of survival, clinical utility, palliative care, prognosis
prediction model

1. Introduction

Prognosis is one of the most relevant concerns for both patients and healthcare professionals
(HCPs). Patients with advanced cancer and their families are required to make decisions such
as choosing treatment alternatives or place to spend their end of life or that of their family
members. In particular, timing in discontinuing palliative chemotherapy largely affects
end-of-life care. Continuing ineffective palliative chemotherapy at the end of life increases
life-threatening adverse events (AEs), hospital administration associated with AEs, and
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medical cost [1, 2]. Furthermore, it causes patients” quality of life (QOL) to deteriorate, delays
hospice referral, and deprives patients of the chance to die in their preferred place [3, 4]. Thus,
optimal prognosis prediction is essential for better end-of-life care.

Subjective prognosis prediction based on HCPs’ experience or intuition is a simple method,
which requires no special device in daily practice. However, this method is often inaccurate or
tends to overestimate patient survival [5]. Therefore, development of more accurate objective
prognosis prediction methods is warranted.

In recent decades, several prognosis prediction models have been developed by integrating
known prognostic factors [6-8]. These models have been validated in clinical settings across
several countries and their accuracy have been compared [9, 10]. Moreover, studies exploit-
ing new prognostic factors, such as phase angle or circadian rhythm, have been reported in
Refs. [11, 12].

Recent progress in informatics has enabled us to retrieve and analyze clinical big data
comprehensively, and new methods, such as machine learning or artificial intelligence, have
been utilized to develop prognosis prediction models [13, 14]. We also review these issues in
this chapter.

Finally, we focus on the clinical utility of prognosis prediction models, which has long been
beyond the scope of the main issues in this research field.

2. Current status of prognosis prediction

2.1. Subjective prognosis prediction

Subjective prognosis prediction based on HCPs’ experience or intuition is referred to as clini-
cal prediction of survival (CPS). CPS is one of the most classic styles and has long been used
in daily clinical practice. CPS utilizes three common questions. The first question is the “tem-
poral” question, asking “how long can the patient live?” The second question is the “surprise”
question, asking “will you be surprised if the patient dies within a specific term?” and the
third question is the “probabilistic” question, asking “what is the patient’s probability of
survival within a specific term?”

The temporal question seems to be the most common prediction type in clinical practice. The
answer to this question provides clear and simple information to HCPs. However, there are
problems in its accuracy. Hui et al. reported its accuracy as just 32% among eight physicians
and 18% among 20 nurses [15]. Moreover, 60% of nurses gave an optimistic prediction of
survival [15]. Consistent with these results, another group reported that 63% of prognosis
prediction estimated by HCPs was optimistic [16].

The surprise question has a feature of higher negative predictive value (NPV), which is more
than 90% in two independent studies [17, 18]. Therefore, the surprise question has been used
to identify patients who have a limited survival, and answering “no” is thought to signal the
ideal time for specific action such as advance care planning (ACP) [19].
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The probabilistic question showed a higher accuracy than the temporal question. The accuracy
of physicians’ prediction of death within 24 and 48 h was 71-73% and 66-67%, respectively
[15, 20]. Interestingly, nurses showed more favorable predictive performance than physicians
using the probabilistic question, and the accuracy of their prediction of death within 24 h and
48 h was 90-91% and 83-86%, respectively [15, 20].

2.2. Objective prognosis prediction

As discussed in Section 2.1, each CPS may have promising performance in specific settings;
however, their accuracy is not satisfactory and is often optimistic [5, 16, 21]. To cope with
these problems, many efforts have been made to develop more accurate prognosis prediction
models using known prognostic factors.

2.2.1. Prognostic factors

Prognostic factors are classified into two groups, one composed of clinical signs/symptom and
the other of laboratory data. Performance status [22-24], dyspnea [25, 26], malnutrition [27,
28], appetite/weight loss [29], and delirium [30, 31] are well-known clinical factors. Recently,
novel prognostic factors have been proposed. Phase angle, which is measured via bioelectri-
cal impedance analysis (BIA), reflects the amount of water in tissues (resistance) and cellular
membrane (capacitance) and could be a prognostic factor [11]. Circadian rhythm is also found
to be an independent prognostic factor [12, 32].

Laboratory factors include inflammatory markers (for instance, C-reactive protein (CRP),
erythrocyte sedimentation, or neutrophil lymphocyte ratio) [33, 34], nutrition markers (for
instance, albumin) [35, 36], and tumor progression markers (for instance, calcium or lactate
dehydrogenase) [37, 38].

2.2.2. Prognosis prediction model

In recent decades, many prognostic models have been developed integrating a variety of
prognostic factors, CPS, and other patients’ information, and their accuracy is improving.

When we use these models in practice, we need to pay attention to the fitness of predic-
tion models for treating patients. In other words, we should verify the clinical settings under
which the prediction model was developed. When the clinical settings for treating patients are
similar to those of the original study, the prognostic model may fit that patient; otherwise, we
should exercise caution when applying prognostic models.

We reviewed the previously proposed prognostic models in the palliative care setting as
shown below and summarized the characteristics of each model in Table 1.

2.2.2.1. The palliative prognostic index (PPI)

The palliative prognostic index (PPI) is a noninvasive prognostic model developed by Morita
et al. in 1999 and requires no laboratory items (Table 1) [6].
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Model

Items

Risk groups

Palliative prognostic index [6]

Palliative prognostic score [7]

Glasgow prognostic score [62]

Prognosis in palliative care study
predictor models A [8]

Prognosis in palliative care study
predictor models B [8]

Palliative prognostic index (0—4 points)
Oral intake (0-2.5 points)

Edema (0, 1 point)

Dyspnea at rest (0, 3.5 points)
Delirium (0, 4 points)

Dyspnea (0, 1 point)

Anorexia (0, 1.5 points)

Karnofsky performance scale > 50% (0,
2.5 points)

Clinical prediction of survival (0-8.5
points)

Total white blood cell (0-1.5 points)
Lymphocyte percentage (0-2.5 points)

C-Reactive protein
Albumin

Mental test score >3

Pulse rate

Presence of distant metastasis
Site of metastases (liver)
ECOG score

Global health score

Loss of appetite

Site of metastases (bone)
Difficulty in breathing
Difficulty in swallowing
Primary breast cancer
Primary male genital cancer
(including prostate)

Weight loss

Pulse rate

White blood count
Platelets

Urea

C-Reactive protein
Global health score
Alanine transaminase
Mental test score >3
Distant metastasis

Site of metastases (bone)
Lack of appetite

ECOG score
Neutrophils
Lymphocytes

Alkaline phosphatase
Albumin

Primary male genital cancer
(including prostate)
Tired

(A) Median survival 155 days: PP1<2.0
(B) Median survival 89 days: 2.0 < PPI
<40

(C) Median survival 18 days: 4.0 < PPI

(A) 30-Day survival probability
>70%, 0-5.5 points

(B) 30-Day survival probability
30-70%, 5.6-11.0 points

(C) 30-Day survival probability
<30%, 11.1-17.5 points

Score 0: C-Reactive protein > 10 mg/1
and albumin > 35g/1

Score 1: C-reactive protein > 10 mg/1
or albumin <35 g/l

Score 2: C-reactive protein >10 mg/1
and albumin <35 g/l

Days: <14 days

Weeks: 14-55 days
Months+: >55 days

“See detail in “THE PiPS
PROGNOSTICATOR”

Days: <14 days

Weeks: 14-55 days
Months+: >55 days

‘See detail in “THE PiPS
PROGNOSTICATOR”

“THE PiPS PROGNOSTICATOR: http://www.pips.sgul.ac.uk/.

Table 1. Representative prognosis prediction models in palliative care.
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Validation studies of the PPI were performed in Japan, Taiwan, Kuwait, Ireland, the United
Kingdom, and Australia [39-46]. Morita et al. revealed that the PPI significantly reduced overesti-
mation of survival compared to the CPS [39]. In the study of another group, the PPI was assessed
by a nurse specialist, and the area under the curve (AUC) of the receiver operating characteristic
(ROC) to predict death within 21 days was 0.68 [40]. In Kuwait, Alshemmari et al. revealed that
the PPI can be a helpful tool in predicting hospital mortality of patients with advanced cancer
in an acute care setting and that the hospital mortality rate for patients with a PPI score > 6 was
significantly higher than for those with a PPI score < 6 (93% versus 56% p < 0.001) [41].

In addition to the validation studies, studies which aimed to modify PPI were also reported.
Two modified PPI models were tested in sub-analysis of the Japan-prognostic assessment
tools validation (J-ProVal) study. The one substitutes the Communication Capacity Scale
(CCS) for delirium to the required items of PPI [47]. The other adds a new item about the
activities of daily living changes to the PPI; however, this did not significantly improve its
prognostic value [48].

Moreover, some researchers examined the longitudinal score change of the PPI [49, 50].

2.2.2.2. Palliative prognostic (PaP) score

In 1999, Pirovano et al. proposed the palliative prognostic (PaP) score (Table 1) [7]. In this
prospective cohort study, 519 patients with advanced cancer were recruited at 22 institutions
in Italy, and a scoring model with a range of 0-17.5 points was developed. The score was able
to subdivide the population into three risk groups [7]. The PaP score has been validated in
both oncological and palliative settings.

In the palliative setting, the validation studies were performed in Australia, Italy, Brazil, and
Canada [51-55]. Glare and Virik prospectively recruited 100 consecutive patients referred to
palliative medicine consultative services. In this study, each of the three risk groups showed
significantly different median survivals (60, 34, and 8 d, respectively) [51].

In the oncology setting, the validation studies were performed in Australia, Italy, and Japan
[56-59]. Initially, a validation study of the oncology setting was reported by Glare et al. in
2004, recruiting 100 patients receiving medical or radiation oncology care [56]. The median
survival of three risk groups was 17, 7, and < 1 w, respectively. A retrospective study of
Ikeguchi et al. was unique because it revealed that patients with non-resectable gastric cancer
who were classified into the low-risk group by the PaP score received a more toxic first-line
regimen, whereas patients with a high-risk score received a less toxic regimen [57]. Ikeguchi
et al. concluded that the PaP score may be a promising tool for selecting a chemotherapy regi-
men for patients with non-resectable gastric cancer.

Studies modifying the PaP score are also reported. In 2011, Scarpi et al. proposed the D-PaP
score, which added the item of delirium into the PaP score [60]. Interestingly, Hui et al.
revealed that the PaP score without the CPS showed a better predictive performance than the
original PaP score in 2016 [61]. This suggested that the addition of the CPS to the PaP score
may actually reduce its accuracy. Further comparison of the PaP score with or without the CPS
would be of value.
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2.2.2.3. Glasgow prognostic score (GPS)

The Glasgow prognostic score (GPS) is a simple prognostic model based on inflammatory
markers, which requires only a CRP and albumin (Table 1). The GPS is a prognostic model
with the most abundant evidence, and more than 60 papers recruiting more than 30,000
participants have been reported in Ref. [62].

However, studies of the GPS in a palliative care setting are scare. Partridge et al. retrospec-
tively examined the prognostic performance of 120 patients with advanced cancer at a single
institution in the United Kingdom [63]. In this study, patients with a modified GPS of 2 had
2.7 times higher risk of death compared to those with a modified GPS of 0 [63]. In the J-ProVal
study, Miura et al. prospectively recruited 1160 patients in palliative care settings [64]. They
reported that the positive predictive value (PPV) and NPV of 6 weeks of prognosis of patients
with a GPS of 2 were 0.733 and 0.611, respectively.

2.2.2.4. Prognosis in palliative care study (PiPS) predictor model

In 2011, Gwilliam et al. proposed the prognosis in palliative care study (PiPS) model (Table 1).
In this prospective cohort study, 1018 patients with cancer were recruited from 18 institutions
in the United Kingdom [8]. The PiPS-A model does not require laboratory items and showed
an AUC of 0.79. The PiPS-B model requires laboratory items and showed an AUC of 0.86.

Since the PiPS model is a relatively newer prognostic model, the number of validation studies
is limited [65, 66]. In 2015, Kim et al. reported a validation study of 202 patients with advanced
cancer at the palliative care unit (PCU) in Korea [65]. Both the PiPS-A model and the PiPS-B
model effectively predicted median survival in the “days” and “weeks” groups; however, it did
not in the “months” group [65]. Further validation of the PiPS model is warranted.

2.2.3. Comparison among prognosis prediction models

Direct comparison of different prognostic models in the same cohort is important, because it
indicates the usefulness and appropriate clinical use of each model. There are some compara-
tive studies [9, 43, 67], and the largest is the J-ProVal study reported by Baba et al.

Baba et al. tested five different prognosis models: the PaP score, the D-PaP score, the PPI
model, the PiPS-A model, and the PiPS-B model [10]. Concerning feasibility, prognostic
models without laboratory tests (the PPI model and the PiPS-A model) showed more than
90% feasibility in all palliative care settings, including home care services. Meanwhile, the
feasibility of the PaP score, the D-PaP score, and the PiPS-B model, all of which require
laboratory items, was 60-80%. In particular, the feasibility of home palliative care ser-
vices was only 30-40%. Concerning predictive value, the PPl showed a significantly lower
C-index than the PaP score and the D-PaP score in almost all settings. The modified PiPS
model showed equivalent or superior accuracy to the PaP score and the D-PaP score in
all settings [10]. The authors concluded that the “PPI is simple and highly feasible, and
seems to be suitable for routine clinical use for situations where rough estimates of prog-
nosis are sufficient and/or patients do not want invasive procedures. Although the PiPS-A
model requires 13 items, it provides higher predictive value without invasive procedure.
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If laboratory items are available, the PaP score, D-PaP score and PiPS-B model would be
more appropriate” [10].

2.2.4. Other prognosis prediction models

In addition to the abovementioned representative prognostic models, other prognostic
models are proposed, including the indicator of poor prognosis [68], the Vitamin B12/CRP
index [69, 70], the terminal cancer prognostic score [71], the Chuang prognostic score [72, 73],
the prognostic 7-day survival formula [74], the Chinese prognostic scale [75], the computer-
assisted model [76], the Japan palliative oncology study-prognostic index [77], the objective
prognostic score [78, 79], the prognostic nomogram for terminally ill cancer patients [80], and
the symptom-based predictive tool [81]. Further validation studies or comparative studies
among those models are warranted.

2.2.5. Novel research fields of prognosis prediction models
2.2.5.1. Prediction of sudden unexpected death (SUD)

Prediction of sudden unexpected death (SUD) is a novel and pivotal research field. SUD has no
clear definition, but it is often recognized as sudden death that occurs earlier than anticipated [82,
83]. Prevalence of SUD ranges between 0.5 and 23% in the palliative care setting [82]. SUD shows
no impending death sign, such as nonreactive pupils, decreased urine output, and peripheral
cyanosis, which makes SUD more difficult to predict [82]. Meanwhile, SUD exposes patients,
caregivers, and HCPs to serious burden [84]. Particularly, SUD is significantly associated with
depression, panic disorder, alcohol use disorder, or social isolation for caregivers or bereaved
families [85, 86]. Thus, identifying factors relating to the occurrence of SUD is richly warranted.

2.2.6. Prognosis prediction model using machine learning techniques or artificial intelligence

Because of the progress in the field of informatics, big data can be managed more easily and
promptly than ever before. Correspondingly, the number of publications applying novel infor-
matics techniques is rising in clinical research. Prognosis prediction models using machine
learning techniques or artificial intelligence have been proposed in the oncology setting [13,
14]. In the coming decades, multidisciplinary studies featuring collaborations between infor-
matics specialists and HCPs are likely to be accelerated. In the palliative care setting, since
invasive procedures are generally avoided, the amount of available clinical data—such as
blood tests or imaging tests—is limited. This may cause delays in the progress of informatics
in the palliative care setting. Therefore, improving data retrieving systems, including those
subjective clinical symptoms recorded in text style (for instance, pain, nausea, and appetite
loss), will play a key role in the progress of palliative care research.

3. Future plan

Many efforts, reviewed in this chapter, have been made toward developing prognostic mod-
els and improving their accuracy. We are also developing a novel prognosis prediction model,
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which is “adaptable.” Conventional prognostic models are developed using the data obtained
from a single time point (for instance, a baseline assessment date). This study design limits
the use of these models under baseline conditions. Because patients’ condition during treat-
ment course can change from the baseline, development of an adaptable prognosis prediction
model, which could be applied at any time point after the initiation of chemotherapy, is war-
ranted in practice. Thus, we are developing adaptable prognostic models for patients with
cancer receiving chemotherapy [87]. In this case-crossover study, we recruited 2693 patients,
and 3,471,521 laboratory data at 115,738 time points, representing 40 laboratory items that
were monitored for 1 year before the death event, were applied in developing prognostic
models. The prognosis prediction model utilizing albumin, lactate dehydrogenase, and neu-
trophils was selected based on its strong ability to predict death events within 1 month-6
months, and the AUC for 1-month and 2-month models was more than 0.80. We plan to
compare this novel model with existing conventional models.

Meanwhile, apart from the effort to predict more accurate prognosis, we should also focus on
the issue that no previous studies clearly demonstrated whether application of such progno-
sis prediction models truly benefits patient care in daily clinical practice. There are concerns
that we may be satisfied merely with developing or using prognosis prediction models but
pay less attention to assessing their clinical utility. Next, we consider how prognosis predic-
tion can benefit patients.

3.1. Efficacy of prognosis prediction for cancer patients
3.1.1. Clinical utility of prognostic disclosure

First, how many patients are willing to have their prognosis disclosed to them? Although
it differs across studies, the proportion is reported to be 40-60% [88, 89]. It was shown that
patients were willing to know their life expectancy in greater detail than anticipated by
HCPs [90]. Thus, HCPs need to disclose the prognosis properly to patients who want this
information.

Studies investigating the clinical outcome of prognostic disclosure are scarce. To the best of
our knowledge, there are no clinical trials, but a few observational studies have been reported.
In 2015, Enzinger et al. reported on a large prospective cohort study, “Coping with Cancer”
[91]. In this study, 590 patients with advanced cancer were analyzed, and patients for whom
their prognosis was disclosed had a more realistic understanding of life expectancy than
those for whom it was not (median patient self-estimates of life expectancy 12 months versus
48 months). Moreover, patients with a realistic understanding of life expectancy preferred
comfort-oriented over life-prolonging care, with a higher likelihood of a do-not-resuscitate
order without deteriorating the patients’ emotional well-being or the patient-physician
relationship [91]. Despite the limitation of being an observational study, however, this study
produced meaningful findings for the association between prognosis disclosure and advance
care planning (ACP).

Many studies have investigated whether ACP benefited end-of-life management. In the
“Coping with Cancer” study, Wright et al. showed that end-of-life discussion was significantly
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associated with a less aggressive medical care (such as ventilation, ICU admission, and resus-
citation), a reduction in the bereaved caregiver’s grief or depression, and a longer hospice
stay [92]. Other similar studies also showed consistent results [1, 93, 94].

3.1.2. Clinical utility of prognosis prediction model

The outcomes of prognosis disclosure based on prognostic models would be expected to be
the same as the outcomes referred to in Section 3.1.1. Considering study design is a challeng-
ing issue. For example, prognosis disclosure based on prognostic models versus the CPS may
be interesting, but it may also introduce some ethical issues that need to be resolved. We hope
that the number of studies investigating the clinical utility of prognostic models will increase
in the near future.

4, Conclusion

A number of prognosis prediction models are proposed, and their accuracy is approaching
80-90%. Novel techniques, such as machine learning or artificial intelligence, would acceler-
ate progress. At the same time, we need to put greater efforts to clarify the clinical utility of
prognosis prediction models for patients with cancer, a topic that has been beyond the scope
of the main issues in this research field for a long time.
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